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Abstract 

 

Oesophageal cancer is a disease of increasing incidence, with those achieving an 

early-diagnosis requiring aggressive curative treatment, associated with an 

arduous post-surgical recovery and sustained impact on health related quality of 

life. However, as with many cancers of the digestive tract, there has been a dearth 

of research into the impact of the diagnosis and treatment on the patient’s 

psychological wellbeing. Previous research has suggested significant levels of 

psychological co-morbidity among the oesophageal survivor population and their 

family carers. Patient and carer illness beliefs have been identified as a possible 

determinant of poor psychological wellbeing. This thesis aims to progress our 

understanding of illness beliefs as a determinant of psychological distress in 

oesophageal cancer patients and family carers, modeling psychological theory and 

identifying key characteristics towards informing the development of a 

theoretically driven, evidence-based intervention to reduce psychological distress. 

 

Study I is the first review of supportive care needs in oesophageal cancer patients 

treated with curative intent. An integrative review method was used, with 

identified literature outlined and discussed in relation to opportunities for clinical 

application and in establishing a research agenda for future inquiry. From the 

literature identified, an at least temporary impact on health-related quality of life 

is evident with high levels of psychological co-morbidity, though with 

determinants largely unexplained, illness perceptions a notable exception. Levels 

of fear of recurrence are unknown, and information needs wide-ranging, though 

with a dearth of longitudinal assessment. Supportive care intervention from 

clinical nurse specialists is valued and may be developed further alongside 

examining the use of peer support. Four supportive care interventions have been 

developed, though there is a clear gap for a theoretically informed intervention. 

 

Study II is a longitudinal study examining change in illness perceptions as a 

determinant of change in psychological distress in oesophageal cancer carers. This 
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is the first study to use cluster analysis to identify groups of family carers sharing 

illness perception schema. It provides the first longitudinal examination of illness 

perceptions in upper GI cancer which contributes to our understanding of illness 

perceptions as a determinant of change in outcome over time. Oesophageal 

cancer carers (n = 171) were assessed at baseline and 12 months later with the 

Illness Perception Questionnaire-Revised, Cancer Coping Questionnaire, Hospital 

Anxiety and Depression Scale and Concerns About Recurrence Scale. This study 

reports the first longitudinal assessment of distress in oesophageal cancer carers, 

demonstrating deterioration from normal to probable clinical levels of anxiety in 

35.7% of carers and from normal to probable clinical levels of depression in 28.7% 

carers over time. Fear of recurrence remained stable. Changes in control, 

consequence and cause beliefs were identified as key determinants of a change in 

psychological morbidity. Illness beliefs appear to be valuable targets for 

psychological intervention to improve wellbeing among carers of people with 

oesophageal cancer. 

 

Study III is an exploratory enquiry of illness perception drawings in oesophageal 

cancer survivors and their family carers.  This is the first study to use a visual 

methodology approach to elicit illness perceptions in oesophageal cancer 

survivors and provides the first investigation using a visual methodology approach 

in a family carer population. Oesophageal cancer survivors (n=22) and carers (n=7) 

were asked to generate a visual depiction of how their condition impacts on their 

body. Conventional qualitative content analysis was utilised to identify salient 

characteristics in the participant’s drawings, with reported emergent categories 

focusing on the structure of the drawing (subcategories- body before/after 

surgery, detail of drawing), the perception of functional limitations and positive 

attributes (subcategories - physical, psychological adjustment, scarring, medical 

explanation for symptoms, facial expression) and the perception of methods of 

control over symptoms (subcategory- solution). This study demonstrates that it is 

feasible to use a visual methodology to elicit illness beliefs in this population and 
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deepens our understanding of the illness perception domains assessed by 

questionnaire measures, in particular beliefs around illness identity. 

 

Study IV is a qualitative investigation of peer-advice giving from post-treatment to 

newly diagnosed oesophageal cancer survivors. Reported is one of the few 

primary research studies aiming to identify the content of peer advice giving in 

cancer patients, and the first in Upper GI cancer. Oesophageal cancer survivors 

(n=23) at median 67-months post-diagnosis completed a single open-ended survey 

item which asked for advice they would give to individuals newly diagnosed with 

oesophageal cancer on how to cope emotionally with the cancer journey 

(including adjusting to life after treatment). Transcripts were analysed using 

conventional qualitative content analysis, with five categories of advice identified; 

social support, psychological approach, realistic expectations, support from 

healthcare professionals and self-care. The categories of advice reported were 

distinct from information needs prioritised by clinicians. This study demonstrates 

that experiential information is accessible and has the potential to identify 

neglected information and supportive care needs, and may have a potential use in 

delivery of psychological support to newly diagnosed patients.  

 

Study V reports a serial interview study with oesophageal cancer survivors and 

family carers, using an interpretative phenomenological approach to elicit the 

process of adjustment post-curative treatment, in particular the beliefs 

participants hold regarding their condition and how these are appraised against 

their experience. This study contributes to the dearth of qualitative research 

seeking to understand the condition from the perspective of the survivor and in 

particular the carer, and is the first study in this clinical population to use serial 

interviews to explore the participant’s adjustment to the condition over time. 

Oesophageal cancer survivors (n=6) and family carers (n=3) were interviewed at 

baseline and then at six month follow-up. Transcripts were analysed separately for 

the survivor and carer samples using IPA analysis. For the survivor participants, 
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three master themes emerged; acceptance of a new reality, relinquishing and 

harbouring control and building coherence. Within these were six sub-themes; 

realisation of a changed self, searching for meaning, clinicians as uniquely gifted, 

personal mastery over a new body, knowledge as empowering or threatening and 

moving away from self-blame. For the carer participants, three master-themes 

emerged; exerting control through caring, negotiating the new normal, and the 

carer as unseen. Within these were five subthemes; eating as a strict routine, 

acceptance of a permanent change, finding meaning, being the cheerleader and 

striving for an understanding. 

 

Study VI is a qualitative study of the perceptions of health care professionals, 

survivors and carers on meeting psychological support needs in oesophageal 

cancer. This is the first study to understand the provision of existing psychological 

support, the need for and the format of a tailored psychological intervention and 

the barriers and facilitators of accessing support from the perception of 

oesophageal cancer survivors, carers and healthcare professionals. Semi-

structured interviews were undertaken with oesophageal survivors and carers 

(n=5) and professionals involved in health and social care provision from across 

the illness trajectory (n=9). Transcripts were analysed using directed qualitative 

content analysis using pre-conceived categories from the interview schedule. This 

study demonstrates a prioritised need for psychological support for this survivor 

and carer group, the perception of inadequate current provision, a number of 

patient and clinician barriers to accessing support and key recommendations to 

the format of tailored psychological support. 

 

The literature review and five empirical studies in the thesis follow Medical 

Research Council Guidance (2006) for the development of complex interventions 

and provide an evidence base for the pilot of a theoretically driven, evidence-

based intervention to reduce psychological distress in the oesosphageal cancer 

survivor-carer dyad. 
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CHAPTER 1 

OESOPHAGEAL CANCER 

 

Overview 

This chapter presents a review of the clinical characteristics of oesophageal 

cancer. This is included at an early point in the thesis in order to provide an 

understanding of oesophageal cancer as a clinical population. With the thesis 

focusing on patient reported experience and outcomes, more specifically patient 

and carer illness beliefs, it is important to first detail the medical characteristics 

of the disease. The chapter defines oesophageal cancer and outlines the main 

histological types of the disease, the epidemiology and causes of the cancer, in 

addition to the symptom presentation, diagnosis, treatment and later survival 

and post-surgical adjustment.  
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1.1  Upper Gastrointestinal Cancer 

 

Cancer is a complex category of diseases affecting an extensive breadth of bodily 

structures in different ways, and one of the world’s leading causes of mortality, 

responsible for 8.2 million deaths in 2012 (GLOBOCAN, 2012a).  Despite being 

typified as a life-threatening condition, there are thought to be 32.5 million 

cancer survivors world-wide, diagnosed in the last five years and living with the 

condition (Cancer Research UK, 2012). The improvement in survival rates has led 

to these individuals being considered as living with a chronic illness, 

appropriately termed as such by the disease’s duration – an initial acute period 

with a sustained threat of recurrence, functional limitation – a significant and 

long-lasting impact on physical and psychological wellbeing, and requirement of 

health care – significant medical procedures followed by continuous screening at 

follow-up (Van den Bos, 1995).  

Oesophageal (or esophageal) cancer is a malignancy of the upper 

gastrointestinal tract which is a section of the digestive system otherwise 

equating to cancers of the stomach and duodenum, and distinct from cancers of 

the head and neck.                                                                    

 

1.2 Histology 

 

Oesophageal cancer is composed of two main histological types which account 

for over 90% of tumours (Daly et al, 2000); squamous cell carcinoma and 

adenocarcinoma. These are both carcinomas, a classification given to tumours 

which originate in the epithelial tissue which lines organs. Squamous cell 

carcinoma occurs in the stratified squamous epithelium of the tunica mucosa 

which lies next to the oesophageal lumen. Squamous cell carcinomas occur 

along the length of the oesophagus but more commonly in the upper two-thirds 
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(Daly et al., 2000; Siewert et al, 2001) and spread linearly in a submucosal fashion 

(Danoff, Cooper & Klein, 1978).  Adenocarcinomas occur in misplaced glandular 

cells which secret mucus, found deep within the tunica mucosa. Adenocarcinoma 

occurs predominantly in the distal oesophagus (Zhang, 2013) and spreads by 

transverse penetration of the oesophageal wall (Danoff et al., 1978). 

 

1.3  Epidemiology 

 

 1.3.1  Incidence  

 
On a worldwide scale, oesophageal cancer is the eighth most common cancer 

(GLOBOCAN, 2012b), with more than eighty per cent of cases occurring in 

developing countries (GLOBOCAN, 2012b). In relation to developed countries, 

oesophageal cancer occurs most frequently in Japan, the United Kingdom, the 

Netherlands and the Republic of Ireland, respectively (GLOBOCAN, 2012b). In the 

United Kingdom, oesophageal cancer is established as the ninth most prevalent 

cancer, translating to 8803 new cases diagnosed in 2012 (GLOBOCAN, 2012c). 

Within Northern Ireland, the incidence of new cases of oesophageal cancer 

equates to a mean of 202 cases a year between 2010 and 2014 (Northern Ireland 

Cancer Registry, 2014). 

 

1.3.2  Time trends 

 
The incidence rates of oesophageal cancer show a temporal trend which 

differentiates according to histology. In recent years, the incidence increase of 

oesophageal adenocarcinoma in the United States has been greater than for any 

other major malignancy (Ries et al., 2005), where from 1975 to 2002 the rate of 

occurrence increased by 450% (Ries et al, 2005). Crucially, there is now evidence 

that the rates of incidence are beginning to plateau (Pohl, Sirovich, & Welch, 

2010), although the actual numbers in western countries will keep rising as a 
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result of an ageing population (Ferlay et al, 2010). Alongside this, the incidence of 

squamous cell carcinoma has become stable or is on a continuous decline in 

western countries (Cook, Chow & Devesa, 2009; Gajperia, Barbiere, Greenberg, 

Wright, & Lyratzopoulos, 2009). As a result, adenocarcinoma became the 

dominant histology from the mid-1990s in males in the United States, Canada, 

Australia, New Zealand and countries in Western Europe including Denmark, 

Ireland, the Netherlands and the United Kingdom (Parkin & Bray, 2006). The 

United Kingdom reports the highest rates of adenocarcinoma of the oesophagus 

in the world (Bollschweiler, Wolfgarten, Gutschow, & Hölscher, 2001). 

 

1.3.3  Sex, age, ethnic and socio-demographic variation 

 
Oesophageal cancer is predominantly a cancer affecting males, occurring two to 

four times more frequently in men (GLOBOCAN, 2012a). This is exaggerated in 

adenocarcinoma with five to ten times’ greater male occurrence (Wild & Hardie, 

2003). Incidence is more pronounced in the older generation, with an average 

age of 67 years (male) and 75 years (female) at diagnosis in Northern Ireland 

(NiCAN, 2007). Although incidence is increasing in the under 50s (Camargo et al, 

2011; Donohoe, MacGillycuddy & Reynolds, 2011), at present over fifty per cent of 

cancers occur in the over 60s (NiCAN, 2007). There are also marked differences 

in incidence in terms of ethnicity, with adenocarcinoma four-times more likely in 

Caucasian males as opposed to African American males in the US, who are the 

dominant ethnicity for squamous cell carcinoma (Cummings & Cooper 2008). 

Finally, oesophageal cancer incidence varies by socio-demographic status, with 

oesophageal squamous cell carcinoma associated with decreasing and 

adenocarinoma associated with increasing socio-economic level (Islami et al, 

2009; Nguyen, Luke & Roder, 2003). 
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1.4  Aetiology 

 

It has been proposed that gastric cardia cancers and distal oesophageal 

adenocarcinomas have a similar aetiology, distinct from squamous cell 

carcinoma (Zhang, 2013). 

 

1.4.1  Squamous cell carcinoma of the oesophagus 

 

Diet.  

There is an association between hot beverage consumption and squamous cell 

carcinoma (Chen et al, 2015), hypothesised to cause thermal injury which leads to 

chronic inflammation of the oesophageal lumen, exposing it to carcinogens 

(Melhado, Alderson & Tucker, 2010). Diets lacking in fruit and vegetables have 

been associated with increased risk from squamous cell carcinoma (Yang, et al, 

2005). In addition, zinc deficiency has been identified as a risk factor, thought to 

aid in carcinogenesis (Taccioli et al, 2012).  

 

Lifestyle . 

Tobacco smoking has a strong association with squamous cell carcinoma and is 

thought to have a synergistic effect with alcohol (Prabhu, Obi, & Rubenstein, 

2014). The more general decline in tobacco use in the US over several decades is 

thought to be attributable to the decline in squamous cell carcinoma (Devesa, 

Blot & Fraumeni, 1998). Opium use also has an associated elevated risk (Islami et 

al, 2004). 

 

Genetic. 

Tylosis (a rare genetic disorder) is associated with a 95% risk of squamous cell 

carcinoma (Ellis, Risk, Marathappu  & Kelsell, 2015) 
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1.4.2  Gastric cardia cancer and distal oesophageal adenocarcinoma 

 

Barrett’s  Oesophagus. 

Barrett’s oesophagus is widely accepted as the principal condition from which 

adenocarcinoma of the oesophagus and gastric cardia arises (Zhang, 2013; Hvid-

Jensen, Pedersen, Drewes, Sørensen, & Funch-Jensen, 2011). Barrett’s 

oesophagus is a condition involving metaplasia of the squamous cell epithelium 

in the distal oesophagus into the columnar epithelium of the stomach. This is 

induced by acid and bile reflux facilitated by a weak lower oesophageal 

sphincter, compromised oesophageal clearance and oesophageal dysmotility 

(Lambert & Hainaut, 2007). It is thought that Barrett’s oesophagus may be 

adaptive with mucous production by goblet cells increasing defences to noxious 

refluxate, yet why this becomes unstable in some patients is largely unknown 

(Melhado et al, 2010), though a study implicated non-dose dependent tobacco 

use as a risk factor is it’s progression to adenocarcinoma (Coleman et al, 2012).  

 

Diet. 

An association has been found between low-intake of fruit and vegetables and 

adenocarcinoma of the gastric cardia and oesophageal adenocarcinoma (Li et al, 

2014). 

 

Lifestyle. 

There is an association between risk from smoking and gastric 

cardia/oesophageal adenocarcinoma (Chao et al, 2002; Melhado et al, 2010). It is 

proposed that smoking may reduce lower oesophageal sphincter pressure and 

promote gastro-oesophageal reflux disease (GERD) (Gammon et al, 1997). 

Obesity is also an established major risk factor for gastric cardia and oesophageal 

adenocarcinoma (Nimptsch, Steffen & Pischon, 2016). Excess weight is thought 
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to induce GERD through intra-abdominal pressure (Melhado et al, 2010), which is 

a condition linked to Barrett’s oesophagus (Cook, Greenwood, Hardie, Wild & 

Forman, 2008) and to adenocarcinoma in the absence of Barrett’s (Lagergren, 

Bergström, Lindgren, & Nyrén, 1999). GERD is associated with a modest weight 

class in men and a more inflated weight class in women (Lindblad, Rodriguez & 

Lagergren, 2005), which alongside an abdominal body fat (male pattern) 

association between Barrett’s oesophagus development to adenocarcinoma 

(Vaughan, et al, 2002), may in part explain the high gender differential in these 

cancers. 

 

Genetic. 

For oesophageal adenocarcinoma and gastric cardia cancers, although the 

underlying genetic influence is unknown, Barrett’s oesophagus has an associated 

family risk (Chak et al 2006). 

 

1.5  Symptomatology 

 

The most common symptom that oesophageal patients present with is 

dysphagia (difficulty swallowing), reported by 74% of patients in a large US study 

(Daly, et al, 2000). Dysphagia is initially experienced as the inability to pass solids 

from the mouth to the stomach before progressing on to difficulty with liquids, 

including saliva (Grant & Rivera, 1995). This may be experienced as the sensation 

of food ‘sticking’ or ‘blocking’ the oesophagus, giving rise to a feeling of choking. 

As a result of a lack of serosal lining in the oesophagus which allows the tumour 

to extend while preserving the ability to swallow, dysphagia is not experienced 

until later in the illness trajectory when the tumour obstructs 80 – 90% of the 

oesophageal circumference (Javle et al, 2006).   
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Odynophagia (pain on swallowing) is a very common symptom experienced at 

presentation with oesophageal cancer (Gavin et al, 2005), occurring for several 

seconds after swallowing as a result of tumour ulceration. Halitosis (bad breath) 

is common with advanced dysphagia and sialorrhea (excessive salivation) occurs 

as the oesophagus compensates for the restricted passage of food, experienced 

as regurgitation of a ‘foamy mucus’ which leads to the frequent desire to spit 

and insomnia. If the cancer is located or has spread to the upper oesophageal 

region, the tumour can exert force against the laryngeal nerve, leading to vocal 

cord paralysis and hoarseness/voice change. 

Dyspepsia (indigestion) is often accompanied by diarrhoea due to rapid stomach 

emptying or constipation and associated with flatulence. Dyspepsia and 

dysphagia both result in alterations to the diet (anorexia) which works in 

combination with cancer cachexia (‘wasting syndrome’) to produce a loss of 

weight in the oesophageal cancer patient over a short period of time. 

Unintentional weight loss is the second most common symptom oesophageal 

cancer patients present with at diagnosis (Gavin et al, 2005). Damage to the 

fragile oesophageal tumour surface may result in haematemesis (vomiting 

blood) or melena (blood in stools), which can lead on to anaemia and 

lethargy/fatigue. Additionally, coughing and possible aspiration are likely 

symptoms of an enlarged tumour in the oesophagus. 

Advanced oesophageal cancer is likely indicated by dull and persistent pain 

unrelated to swallowing, in particular in the substernal chest region, the back 

scapular region and the upper abdomen, and occurs with invasion of additional 

mediastinal structures. A commonly invaded mediastinal structure is the airways, 

where the tumour exerts force against the bronchi and trachea causing possible 

airway obstruction. When the bronchi or trachea have been compromised, 

persistent hiccups are common, with severe cough, hemoptysis (coughing up of 

blood from airways), fever and aspiration pneumonia reflecting development of 

a fistula between the oesophagus and bronchi/trachea.   
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1.6  Diagnosis 

 

The vague nature of oesophageal cancer symptoms means that there is often a 

reported delay in diagnosis (Watt & Whyte, 2003). Despite presence of dysphagia 

and dyspepsia warranting urgent referral (NICE, 2005), patients may make 

several visits to their general practitioner before recommendation to a specialist 

is made (Macdonald, Macleod, Campbell, Weller & Mitchell, 2006).  

Endoscopy remains the predominant procedure for confirming an oesophageal 

cancer diagnosis, and is undertaken alongside a clinical examination, blood 

count, liver, pulmonary and renal function tests (Stahl, Mariette, Haustermans, 

Cervantes & Arnold, 2013).  A biopsy is often taken to ascertain cancer cell 

growth.  A Barium upper GI radiograph may also be used and involves the patient 

ingesting a barium-containing solution after which air is pumped into the 

oesophagus and an x-ray is taken, allowing the clinician to view stricture or 

ulceration of the organ. 

With a confirmed diagnosis, investigations are conducted to stage the cancer 

which will ultimately determine the treatment pathway. Increasingly this 

involves an endoscopic ultrasound (Gavin et al, 2005), allowing investigation of 

the depth of tumour invasion and the extent of lymph node involvement.  It is 

recommended every patient then undergoes a CT scan of the chest and 

abdominal region to investigate the presence of metastatic disease (Stahl et al, 

2013). Furthermore, positron-emission tomography (PET) is often used to 

identify spread to regional lymph nodes and sites undetectable by CT or 

endoscopic ultrasound. In locally advanced adenocarcinoma of the oesophago-

gastric junction, laparoscopy is recommended to identify potential peritoneal 

metastases (Stahl et al, 2013).  

The most commonly used system for staging of oesophageal cancer is the 

American Joint Commission on Cancer TNM system (Edge et al, 2010). The TNM 

system takes into account the extent of tumour intrusion into the oesophageal 
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wall, the amount of lymph node involvement and the extent of metastasis to 

regional and distant structures. The classification is used in conjunction with 

tumour grade (level of differentiation) for both oesophageal adenocarcinoma 

and squamous cell carcinoma, although in the latter the location of the tumour 

on the oesophagus (upper, middle, lower) is also specified. Once the T, N, M and 

G classification is assigned, the results are combined to generate a stage 

grouping; 0, I, II, III and IV. 

  

1.7  Treatment 

 

The majority of oesophageal cancer patients present with advanced, 

unresectable or metastatic disease, with over two thirds being unsuitable for 

treatment with curative intent (Javle et al, 2006; Lin & Chang, 2010). Curative 

treatment may also not be possible due to poor surgical candidates, technically 

irresectable tumours or patients who decline surgery in addition to patients who 

do not respond to neoadjuvant therapy 

(radiotherapy/chemotherapy/chemoradiotherapy administered before surgery) 

and need to transfer to a palliative pathway (Rabenstein, 2015).  

 

 1.7.1  Locally advanced disease  

 

For squamous cell carcinoma with lymph nodal involvement, surgery alone is 

not recommended as complete tumour resection is not possible in 30-50% of 

cases (Stahl et al, 2013). Patients benefit from preoperative chemotherapy, or to 

a greater extent preoperative chemoradiation (Kranzfelder, Schuster, Geinitz, 

Friess, & Büchler, 2011) which may be used as a definitive treatment with salvage 

surgery if appropriate (Ariga et al, 2009).  For adenocarcinoma, preoperative 

chemotherapy is considered standard (Stahl et al, 2013), with preoperative 
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chemoradiotherapy for selected patients such as those with locally more 

advanced stages (Sjoquist et al, 2011).  

 

1.7.2   Limited disease 

 

Patients with early stage disease are treated with surgery for curative intent, 

with a 5-year survival of approximately 80% (Rice, Rusch, Ishwaran, & Blackstone, 

2010). For those with early stage disease where the tumour has not yet invaded 

the submucosa, treatment by endoscopic means is also increasingly common 

(Nieman & Peters, 2013).  For patients with localised disease with regional lymph 

node involvement, survival does not exceed 25% (Stahl et al, 2013). Neoadjuvant 

therapies are therefore recommended, with a reported beneft for preoperative 

chemotherapy (Sjoquist et al, 2011) or chemoradiation (Gebski et al, 2007).  

Surgery involves an oesophagectomy where varying degrees of the oesophagus 

are resected, including the gastric cardia if local spread has occurred. There are 

large variations in practice in regards to the surgical approach used for resection, 

particularly in adenocarcinomas (Stahl et al, 2013), based on the health of the 

individual patient, stage of the cancer and the tumour location (Altorki, Girardi & 

Skinner, 1997). Transthoracic, transhiatal and radical (en bloc) are the 3 basic 

approaches for oesophagectomy (Nieman & Peters, 2013). Transthoracic is the 

standard procedure for the majority of squamous cell carcinomas (Stahl et al, 

2013) and is increasingly evidenced as advantageous over transhiatal in 

ademocarinomas (Omloo et al, 2007).  Transthoracic oesohpagectomy involves 

upper thoracic anastomosis, mobilisation of stomach as conduit and celiac and 

left gastric lymph node dissection. 
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1.8  Survival and Post-Treatment Adjustments 

 

Post-surgical adjustment is extensive, beginning with an average hospital stay of 

11 to 19 days after surgery, dependent on procedure (Dhamija et al, 2014).  

Postoperative care will include an epidural catheter, intravenous maintaining of 

fluid and electrolyte levels, and a feeding jejunostomy tube for nutritional 

support if difficulty with oral consumption of food.  

When the individual is able to consume food again, functional disorders relating 

to anatomic changes to the oesophagus are common including; delayed gastric 

emptying in 10-50% of patients (early satiety, regurgitation) which improves in 

the majority of patients at 6 months post-surgery but with wide variability 

(Pogosyan et al, 2011), dysphagia in 21-56% of patients which is benign or related 

to recurrence (van Heijl et al, 2010), early/late dumping syndrome (undigested 

food moving quickly to small intestine resulting in nausea, dizziness and 

diarrhoea) in 20-50% of patients (Pogosyan et al, 2011), as well as a general loss of 

appetite and associated fatigue (Bouras et al, 2017; Greene et al, 2014) and reflux 

(Shibuya et al, 2003). A 10 year prospective study reported various symptoms to 

be sustained at follow-up in comparison to the general population, with the most 

significant issues being reflux, eating difficulties, diarrhoea and appetite loss 

(Schandl, Lagergren, Johar & Lagergren, 2016).  

Follow-up post-treatment in the United Kingdom is by the specialist 

multidisciplinary team, with outpatient appointments from two-four weeks post 

discharge at 3 monthly intervals for the first two years, and 6 monthly interviews 

for the subsequent three years. The focus at follow-up is on rehabilitation in 

relation to symptoms, nutrition and psychosocial support, as recommended in 

clinical practice guidelines (Lordick et al, 2016). 

A UK linked database study of 1755 oesophagogastric patients post-surgery 

reported 45.3% of patients post-oesophagectomy to seek care for symptoms in 

primary care within 12 months (Bouras, Makar, Burns et al, 2017).  Patients 
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presented within a median of 90 days for vomiting, nausea, diarrhoea and pain, 

and a median of greater than 90 days for symptoms of reflux, dysphagia, 

dumping, steatorrhea, loss of appetite, weight loss and fatigue (Bouras et al, 

2017). A population level study confirmed patients post-oesophagectomy to 

report increased healthcare utilisation at 5 year follow-up than the general 

population as a result of unplanned hospitalisations related to post-operative 

complications (Doorakkrs, Konings, Mattsson, Lagergren, & Brussalaers, 2015). 

The post-operative complication linked most definitively to mortality in upper 

gastrointestinal cancer is pulmonary (Atkins et al, 2004) which is associated with 

preoperative status, and both intraoperative and postoperative details (D’Amico, 

2007). One of the factors most consistently related to respiratory complications 

is age, where individuals older than 70 years of age have a significantly higher 

risk of pulmonary complications though this has improved considerably in the 

last few decades (D’journo et al, 2010). Post-operative mortality is increasingly 

suggested as likely to occur within 90 days of surgery (Rutegård, Lagergren, 

Johar, & Lagergren, 2015) though complications also predict longer term 

mortality (Luc, Durand, Chiche, & Collet, 2015). 

There is no consensus on the optimal follow-up routine for surveillance of cancer 

recurrence, however CT scans to detect subclinical symptoms may lead to 

increased survival (Lou, Sima, Adusumilli et al, 2013).  The presence of individual 

symptoms have been related to mortality, including acid reflux 

(Bergquist, Johnsson, Hammerlid et al, 2008), appetite loss 

(McKernan, McMillan, Anderson, Angerson, & Stuart, 2008), dyspnea (Djärv, 

Metcalfe, Avery, Lagergren & Blazeby, 2010) and fatigue (Berquist et al, 2008). 

There is also indication that symptom clusters may be a more accurate predictor, 

with symptom clusters on reflux/cough and eating difficulties at 6 months 

associated with a higher risk of mortality (Wikman, Johar, & Lagergren, 2013).  

Five-year survival after surgery is variable dependent on lymph node 

involvement, where early stage disease (high grade dysphagia or in situ) can 

have a survival rate of approximately 80% (Rice, Rusch, Ishwaran, & Blackstone, 

2010) and localised disease 40% (Siegal, Miller & Jamal, 2015). This however does 
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not represent the average patient, who will present with a more advanced 

disease and a greater likelihood of recurrence with a five-year survival of below 

25% for oesophagectomy (Lagergren & Lagergren, 2010). It is important to note 

that although survival continues to decline when measured at 10 years post-

surgery, to 18% in oesophageal cancer patients (Oezcelik et al, 2012), the median 

time for recurrence is just over a year post-surgery (Oezcelik et al, 2012) where 

patients develop recurrent disease which is treated with best palliative and 

supportive care. For the first 3 years post treatment, patients are followed every 

3 to 6 months for management of symptoms, nutrition and psycho-social 

support, with no evidence of follow-up enhancing mortality (Stahl et al, 2013). 

Crucially however, there is evidence that survival after these harrowing 

procedures is improving (Lagergren, 2015). 

The next chapter (Study I) explores the impact of an oesophageal cancer 

diagnosis and curative treatment on the individual, identifying supportive care 

needs and supportive care intervention with a focus on clinical application and 

opportunities for future research enquiry. 

 

 

 

 

 

 

 

 

 

 



 

15 
 

CHAPTER 2 

TOWARDS IMPROVED SURVIVORSHIP: SUPPORTIVE CARE NEEDS OF 

OESOPHAGEAL CANCER PATIENTS, A LITERATURE REVIEW 

 

Overview 

This chapter presents Study I, the first review of supportive care needs in 

oesophageal cancer patients treated with curative intent. An integrative review 

method is used, and identified literature outlined and discussed in relation to 

opportunities for clinical application and in establishing a research agenda for 

future inquiry. From the literature identified, an at least temporary impact on 

HRQL is evident with high levels of psychological comorbidity, though with 

determinants largely unexplained, illness perceptions a notable exception. Levels 

of fear of recurrence are unknown, and information needs wide-ranging, though 

with a dearth of longitudinal assessment. Supportive care intervention from 

clinical nurse specialists is valued and may be developed further alongside 

examining the use of peer support. Four supportive care interventions have been 

developed, though there is a clear gap for a theoretically informed intervention. 

 

What this study contributes to; 

 The research area: this is the first review highlighting the myriad of 

supportive care needs in oesophageal cancer patients and establishes an 

agenda of opportunities for clinical intervention and future research 

 The aim of the thesis: this review establishes psychological wellbeing as a 

key clinical need within the target population and builds an understanding 

of how this is positioned within the wider theme of supportive care  

 

Publication from chapter: GRAHAM L., & WIKMAN, A. (2016). Toward improved 

survivorship: supportive care needs of esophageal cancer patients, a literature 

review. Diseases of the Esophagus, 29(8), 1081-1089. 
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2.1 Introduction 

 

There is as yet no unified definition of the term cancer survivor, rather it has been 

acknowledged as a ‘working concept’ (Feuerstin, 2007) which will evolve with 

the growing emergence of the survivorship paradigm. A general understanding 

of survivorship as ‘from the moment of cancer diagnosis and then onward for 

the remainder of life’ (Rowland, 2007) reflects three distinct stages (Mullan, 

1985), accumulating in a permanent survival stage (a stable period, low likelihood 

of recurrence). This model has been extended in recognition that those in the 

transitional and permanent stage are not a homogeneous group, rather they 

experience a varying degree of long-term and late effects according to their 

particular diagnosis and treatment regime (Miller, Merry & Miller, 2008). An 

impetus has been set by survivorship organizations to identify and manage late 

and long-term effects relating to respective cancer populations to best meet 

supportive care need (Department of Health, 2010). Survivors of oesophageal 

cancer have received a dearth of research attention. 

 

2.1.1  Focus of Review 
 

The purpose of this paper is to provide a much needed initial review of empirical 

research relating to supportive care needs in oesophageal cancer survivors 

undergoing treatment with curative intent. Alongside providing insight into 

supportive care needs within this population, we point to opportunities for 

clinical application and endeavor to establish a research agenda for future 

inquiry. An integrative review approach allows a critique and synthesis of a 

diverse range of qualitative and quantitative methodologies (Whittemore & 

Knafl, 2005). The Supportive Care Framework has guided our scope, with 

supportive care need conceptualized as “the provision of the necessary services as 

defined by those living with or affected by cancer to meet their physical, social, 

informational, psychological/emotional, spiritual and practical needs” (Fitch, 

Porter & Page, 2008).  
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A literature search was performed in March 2014 using Medline/Embase, 

PsycINFO, and Web of Science. Search headings used included; [esophagus] or 

[esopohageal] or [upper gastrointestinal] or [upper GI] AND [cancer] or 

[carcinoma] or [squamous cell] AND [supportive care] or [survivorship] or 

[psychological] or [emotional] or [information] or [social] or [communication] or 

[spiritual] or [health-related-quality-of-life] or [HRQL] or [qualitative] or [patient 

narrative] or [clinical nurse specialist] or [CNS]. Related articles in English were 

reviewed, with reference sections harvested.  

 

2.1.2  Background 
 

Oesophageal cancer is the eighth most common cancer worldwide (GLOBOCAN, 

2012b). Incidence has increased significantly over the previous few decades 

(Cook, Chow & Devesa, 2009), and although signs of a plateau (Pohl, Sirovich & 

Welch, 2010), with an ageing population the number of patients diagnosed 

annually will continue to rise across western countries (Ferlay et al, 2010). 

Characterized by a generally late diagnosis (Rothwell, Feehan, Reid, Walsh & 

Hennessy, 2005), only one quarter of individuals are candidates for curative 

treatment (Coupland et al, 2013) and undergo an extensive treatment regime; 

oesophageal resection with or without neo-adjuvant therapy. The overall 

prognosis is poor, with five-year survival under 25% after oesophagectomy 

(Allum, Stenning, Bancewicz, Clark & Langley, 2009) though survival rates are 

improving (Rouvelas et al, 2005), in part due to enhanced patient selection 

(Coupland et al, 2013). Patients are likely to encounter an arduous post-surgical 

recovery period, with persistent physical effects necessitating significant 

changes to eating behaviors and social functioning (Wainwright, Donovan, 

Kavadas, Cramer & Blazeby, 2007).  
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2.2  Supportive Care Needs in Oesophageal Cancer 

 

2.2.1  Health-related quality of life 
 

The impact upon a patient’s health-related quality of life (HRQL) is well-

documented, with a marked deterioration in all areas, particularly role 

functioning, within the first year post-operatively (Lagergren et al, 2007). This is 

confounded by the presence of co-morbidities (Djarv, Derogar, & Lagergren, 

2014), post-operative complications (Derogar, Orsini, Sadr-Azodi, & Lagergren, 

2012), tumor staging and histological type (Djarv, Blazeby, & Lagergren, 2009). 

 

HRQL is reported to recover between 6 and 12 months post-surgery (Djarv, 

Blazeby, & Lagergren, 2009) and may return to a comparable level to the general 

population, though physical functioning is not observed to return to baseline 

(Deschamps, Nichols, Cassivi, Allen & Pairolero, 2005). Patients report poor 

emotional functioning at diagnosis, where the small improvement at follow-up 

may demonstrate persistence of problems rather than recovery to pre-disease 

functioning (Djarv, Blazeby, & Lagergren, 2009). Although HRQL generally 

recovers over time, there is also evidence of long-lasting deterioration (Jacobs et 

al, 2014) which may be attributable to a subgroup of patients (Derogar & 

Lagergren, 2012). In an examination of HRQL in 117 oesophageal cancer patients 

5-years post-surgery, HRQL improved to general population levels in 86% of the 

sample but deteriorated substantially across all functions in 14% of patients 

(Derogar & Lagergren, 2012).  

 

The sustained physical impact on psychosocial functioning is not adequately 

captured by HRQL alone. Rather, the social adjustment of the individual to the 

physiological fall-out from oesophagectomy has been referred to as ‘remapping 

the body’ (Wainwright et al, 2007) in qualitative studies. In semi-structured 

interviews, the embodied sensations of eating after oesophagectomy were felt 

to be misaligned (Wainwright et al, 2007). This required adjustment to new 
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sensations when chewing/swallowing, to a changed taste and smell of food, and 

to an absence of satiety often resulting in negative effect. Consequently, 

appetite loss is significantly more frequent in oesophagectomy patients 3 years 

post-surgery than in the general population (Djarv, Lagergren, Blazby & 

Lagergren, 2008), with symptoms such as diarrhea and reflux remaining 

significantly worse at 3 years than at baseline (Lagergren et al, 2007). In a 

qualitative study with longer-term survivors, eating was reported to no longer be 

a source of pleasure, now requiring planning and organization (Clarke, McCorry 

& Dempster, 2011).  

 

Weight loss is common in the preoperative period due to tumor restriction; 

however two-thirds of patients report a 10% loss in body weight 6 months after 

surgery (Martin, Lagergren, Lindblad, Rouvelas, & Lagergren, 2007). 

Oesophageal cancer patient narratives discuss the process of post-surgical 

recovery as a mirror image of pre-treatment deterioration (McCorry, Dempster, 

Clarke & Doyle, 2009), with weight loss associated with a lack of treatment 

effectiveness and a ‘terminal cancer victim’ identity (Wainwright et al, 2007). Set-

backs in eating and weight gain are met with frustration (McCorry et al, 2009), 

yet ambiguity exists with patients avoiding high calorie foods to prevent obesity 

(Wainwright et al, 2007).  

 

Oesophagectomy patients reported a significant social impact from their 

necessitated change in eating behavior. Often relationships categorized by social 

eating had to be renegotiated (Clarke, McCorry & Dempster, 2011), compounded 

by a reported lack of energy to maintain contact (Martin, Lagergren, Lindblad, 

Rouvelas, & Lagergren, 2007). The social norms governing eating behavior result 

in feelings of embarrassment when ordering small amounts of food (Wainwright 

et al, 2007), or in avoiding the situation altogether for fear of negative appraisal, 

e.g. from a waiter (Clarke, McCorry & Dempster, 2011). More obtrusive symptoms 

such as nausea and vomiting result in great distress, some individuals 

withdrawing from eating with their own family (Wainwright et al, 2007). 
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 An at least temporary impact of oesophagectomy on HRQL is evident, 

with longer-lasting effects on eating behavior associated with greater 

distress.   

 

2.2.2  Psychological morbidity 
 

Levels of psychological morbidity in oesophagectomy patients are unknown, 

with an associated dearth of studies of psychological distress by self-report 

(Wikman, Smedfors & Lagergren, 2013). A longitudinal study conducted in the 

first year since diagnosis in palliative and curative oesophageal cancer patients 

reported onset of symptoms to vary, with levels of probable anxiety disorder 

highest at diagnosis, and levels of probable depressive disorder highest during 

treatment (Bergquist, Ruth & Hammerlid, 2007). Another longitudinal study with 

longer-term survivors reported a significant rise in psychological morbidity over 

the course of one year (Dempster et al, 2011a). These longer-term survivors were 

recruited from a support group population, reflecting patients more likely to 

make use of other healthcare services (Grande, Myers, & Sutton, 2006), and 

perhaps reporting conservative levels of psychological morbidity. 

 

These global forms of distress are markedly higher than that observed in other 

gastrointestinal cancers (Nordin & Glimelius, 1999), and comparable to those 

reported for people with head and neck cancer (Hodges & Humphris, 2009), 

perhaps due to a shared impact on appearance and social functioning (McCorry 

et al, 2009). Significantly, several population-level studies have identified 

oesophageal cancer as among the forms of cancer associated with the greatest 

risk of suicide (Bjorkenstam, Edberg, Ayoubi & Rosen, 2005; Fang et al, 2012). The 

highest elevated risk of suicide is reported within 12 weeks of diagnosis (Fang et 

al, 2012), suggesting significant psychological fallout from the diagnosis alone. 

 

Generalized anxiety and depression as measured by the Hospital Anxiety and 

Depression Scale (HADS) fail to measure prevalence of specific mood disorders. 

Posttraumatic stress disorder (PTSD) has been reported in 27% of a gastric cancer 
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sample (Palgi et al, 2011), a potential concern for oesophagectomy patients given 

the association between recovery within intensive care units and PTSD 

(Davydow, Gifford, Desai, Needham, & Bienvenu, 2008). Adjustment disorders, 

though questioned within oncology (Stark et al, 2002), are unlikely to be 

accounted for using the HADS, which typically encourages reports of clinical 

caseness.  

 

In a cross-sectional study with longer-term survivors, medical and demographic 

variables explained only 16.5% and 11.5% variance in anxious and depressive 

symptomology, respectively (Dempster et al, 2012). Younger patients and those 

without a carer were more likely to report higher levels of anxiety, with patients 

reporting multiple comorbidities and greater physical symptoms more likely to 

report higher levels of depression. Although this study included limited medical 

variables, a longitudinal study of palliative and curative oesophageal cancer 

patients reported no influence of functional status or treatment regime on levels 

of anxiety (Berquist et al, 2007). Levels of anxiety and depression were not 

related to the histological type of cancer. However, patients reporting tumor-

related symptoms pre-diagnosis exceeding 6 months were more likely to exhibit 

persistently heightened levels of anxiety disorder at 6-month follow-up. 

Depressive disorder was, in contrast, influenced by functional status and 

treatment regime, with palliative care patients more likely to exhibit depressive 

symptomology (Berquist et al, 2007). The psychological wellbeing of the small 

number of highly selected patients (Lagergren & Lagergren, 2013) undergoing 

chemo-radiotherapy is unknown, though given the strong cultural belief in 

surgical care (McKneally & Martin, 2000) this would be persuasive to include in 

the ongoing evaluations (Cooper, Russo & Chin, 2012). 

 

 Oesophagectomy patients report high levels of distress, however, 

determinants of psychological morbidity remain largely unexplained. 
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2.2.3  Illness beliefs 
 

Following the framework of Leventhal’s ‘Common-Sense Model’ (Cameron & 

Leventhal, 2003), it is proposed that individuals construct their perception of 

oesophageal cancer as it affects them, distinct from medically acquired 

knowledge. In a cross-sectional study of surgically treated oesophageal cancer 

patients, illness perceptions accounted for 22% variance in anxiety disorder, and 

23.5% variance in depressive disorder (Dempster et al, 2012). Individuals were 

more likely to report psychological morbidity when they perceived severe 

consequences to their cancer, didn’t feel they understood their cancer, believed 

their cancer to have an emotional cause, and when they felt there was little the 

medical professionals or they themselves could do to control their condition.  

 

The same authors conducted a longitudinal study of illness perceptions and 

psychological distress over one year, to examine whether psychological distress 

changed in line with illness perceptions (Dempster et al, 2011a). After cluster 

analysis, four distinct survivor groupings emerged. Each group was characterized 

by similar beliefs following a similar trajectory across the year. One cluster of 

patients were more likely to report psychological distress, distinct from the other 

groups in their decreasing belief in both their ability and the ability of healthcare 

professionals to control their condition and an increasingly negative perception 

of their illness consequences. The development of brief measures to assess 

illness perceptions (Broadbent, Petrie, Main & Weinman, 2006) and the utility of 

illness perception interventions in improving psychological wellbeing in clinically 

similar cancers (Humphris & Rogers, 2012) puts an impetus on identifying the 

content of illness perceptions, particularly cognitions around control and 

consequence. 

 

 An individual’s illness beliefs have been suggested as a more effective 

predictor of psychological morbidity than medical and demographic 

factors. 
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2.2.4  Fear of recurrence and cancer prognosis 
 

Oesophagectomy patients experience a persistently poor prognosis with a 10-

year post-surgical survival rate of 18% (Oezcelik et al, 2012). However there is a 

delicate balance to be achieved between honesty and instilling hope for long-

term survival (Grande, Myers & Sutton, 2006). A cross-sectional study 2 years 

post-oesophagectomy reported the majority to have a desire for general 

prognostic information post-treatment, though this preference declined as 

specificity of the prognostic information increased (Lagarde et al, 2008). A 

number of patients believed the clinician should first ask if the individual wishes 

to receive prognostic information, and this directive approach may be the most 

effective in accommodating individual preferences. There is limited evidence of 

how often this occurs in practice (Mills & Sullivan, 2000). 

 

One may typically assume that patients exhibiting high fear of recurrence would 

have a reduced desire for discussions on prognosis, but conversely these 

individuals reported a desire for frequent and detailed prognostic information, 

and tendency to be actively involved during consultation (Franssen et al, 2009). 

Patients reporting high fear of recurrence are more likely to also report poor 

QOL, the authors suggesting the salience of the disease to encourage desire for 

more information to alleviate uncertainty. Oesophageal cancer patients appear 

to need a general level of prognostic information and appreciate an honest 

approach, though some emphasize need for more positive information in the 

early post-operative period (Mills & Sullivan, 2000).  

 

 Fear of cancer recurrence is thought to be both a distinct and universal 

component to psychological distress in cancer populations, though the 

proportion of oesophageal cancer survivors experiencing fear of 

recurrence is unknown. 
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2.2.5  Information needs 
 

Information needs across seven domains (anatomy/physiology, the illness, 

tests/treatment, information methods, self-care, psychosocial aspects and 

healthcare professional competence) were assessed in one cross-sectional study 

of newly diagnosed oesophageal cancer patients (curative and palliative) 

(Andreassen, Randers, Naslund, Stockeld, & Mattiasson, 2007). A ceiling effect 

was produced with the majority of items rated as important or very important, as 

observed previously (Wittmann et al, 2011). Patients for the most part agreed 

with healthcare professionals as to which areas of information were most 

important (Andreassen, Randers, Naslund et al, 2007), though there were some 

discrepancies. The second most important item for patients was ‘where my 

family can go if they need help’ which healthcare professionals considered of 

little importance. This lack of congruence relating to psychosocial domains of 

information needs addressed given that physicians are reported as the principal 

source of information (Mills & Sullivan, 2000). In a mixed sample of oesophageal 

and gastric cancer patients both pre and post curative treatment, women rated 

information as more important, particularly in relation to treatment, tests and 

psychosocial effects (McNair, Brookes, Kinnersley, & Blazeby, 2013), though 

other studies found no effect of demographic or disease factors (Wittmann et al, 

2011). 

 

There is evidence that the overall level of information satisfaction is relatively 

high, where 82% of patients reported receiving the correct amount of 

information (Wittmann et al, 2011). The conclusions that can be drawn from this 

are however limited, as similar to the two other quantitative measures of 

information preference (Andreassen, Randers, Naslund, Stockeld, & Mattiasson, 

2007; McNair, Brookes, Kinnersley & Blazby, 2013), it is unclear whether patients 

completed the measure pre or post-surgery. Information needs in cancer 

patients are proposed to evolve across the illness trajectory with a systematic 

review identifying a dearth of longitudinal studies (Rutten, Arora, Bakos, Aziz & 

Rowland, 2005).  
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 Information needs of oesophageal cancer patients are significant and 

wide ranging, though longitudinal assessments are lacking. 

 

2.2.6  Patient-physician communication barriers 
 

An important adjunct to identifying areas of information need is understanding 

barriers to information satisfaction in relation to patient-clinician 

communication. A qualitative study with oesophagectomy patients post-

treatment revealed 16 distinct communication barriers related to surgical 

consultation (Henselmans et al, 2012). These barriers related largely to patient 

values, beliefs and skills, though also the patient-clinician relationship (e.g. not 

knowing the surgeon well). One of the most common barriers is ‘a subject is not 

part of the surgeon’s task’, however physicians appear to recognize the 

importance of giving information within the parameters of their role to the same 

extent as patients (Andreassen, Randers, Naslund et al, 2007).  

 

A second common barrier ‘remembering questions only afterwards’ 

(Henselmans et al, 2012) is reflected in a brief intervention prompting 

oesophageal patients to ask more questions during their surgical consultation 

(Smets, van Hejil, van Wijngaarden, Henselmans & van Berge Henegouwen, 

2012). A question prompt sheet including 38 questions covering diagnosis, tests, 

prognosis, treatment options, multidisciplinary team, surgery, effects of surgery, 

QOL and support information was given to patients prior to consultation to mark 

questions they would like to ask. Patients randomized to the intervention asked 

significantly more questions than the control group, with additional questions 

focused mainly on treatment. A significant difference in satisfaction between the 

intervention and control was not reported. Although this intervention may have 

reduced cognitive barriers in remembering what questions to ask, the range of 

questions posed did not improve which may have contributed to the lack of 

effect on psychological outcome. 
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 Although a wide range of patient-physician communication barriers have 

been identified, the impact on psychosocial outcomes is unknown.  

 

2.3  Meeting Supportive Care Needs in Oesophageal Cancer 

 

2.3.1  Patient experience of standard care 
 

The supportive care expectations of oesophagectomy patients post-surgery are 

largely unknown, although one Swedish focus group study with oesophageal 

and cardia cancer patients 2-5 years post-surgery reported that they received 

insufficient information at discharge concerning the plan for the future 

(Malmstrom, Klesfsgard, Johansson, & Ivarsson, 2013). Several key concerns 

were identified; knowing what to expect during recovery, achieving continuity of 

care when in contact with general nurses, knowing which healthcare 

professional to contact for a particular concern, and being aware of when 

contact with the health service is required.  

 

 Little is known of the supportive care expectations post-

oesophagectomy, a gap that needs to be addressed in this clinical 

population.  

 

2.3.2  Role of Clinical Nurse Specialist 
 

The role of the upper gastrointestinal clinical nurse specialist (UGI CNS) has been 

described in a recent UK oesophagogastric cancer audit as the ‘pillar in the 

system’ and appears synonymous with patient-centered care from the 

perspective of patients and healthcare professionals (Largarde et al, 2008). 

Responsibilities of the role vary on a regional level as well as internationally 

(Farrell, Molassiotis, Beaver, & Heaven, 2011), a disparity yet to be examined.  
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In evaluating the role dimensions of a UGI CNS in a Swedish hospital with 73 

post-treatment (palliative/curative) upper gastrointestinal patients (Viklund, 

Wengstrom & Lagergren, 2006), most contact (87%) made with the CNS occurred 

during follow-up. Of this, 15.2% concerned questions regarding planning, 

referrals, treatment and participation in research studies. Communication also 

frequently regarded psychosocial concerns with patients expressing feelings of 

worry, depression/anxiety and disappointment (Viklund, Wengstrom & 

Lagergren, 2006), by which specialist nurses make a key contribution in 

renegotiating the balance of follow-up care from physical symptom 

management (Moore, 2004). Information provision is also involved, where while 

a number of patients (10%) felt they had difficulty in understanding disease and 

treatment-related information from the physician, none felt they had problems 

understanding what they were told by the CNS (Viklund, Wengstrom & 

Lagergren, 2006). As in all cancer settings, the unique input specialist nurses 

make to information provision is largely unattended to (Koutsopoulou, 

Papathanassoglou, Katapodi, & Patiraki, 2010).   

 

In evaluating patient satisfaction with the care received by the UGI CNS with 73 

post-treatment (palliative/curative) upper gastrointestinal patients, the majority 

of responders (87-94%) considered the support given by the CNS to be important 

throughout treatment and follow-up (Viklund, Wengstrom & Lagergren, 2006). 

When comparing to other healthcare professionals, a ceiling effect resulted in a 

lack of statistically significant differences between roles, yet there was a trend 

for the UGI CNS and physician to be considered the most important at all stages 

of the treatment pathway and the CNS at follow-up (Viklund, Wengstrom & 

Lagergren, 2006). Oesophageal and cardia cancer patients 2-5 years post-surgery 

(n=17) in a focus group study reported feeling a lack of control at discharge from 

hospital, partly attributable to confusion over the appropriate healthcare 

professional to contact with concerns. This was felt to be partly alleviated by the 

presence of the UGI CNS (Malmstrom, Klefsgard, Johansson & Ivarsson, 2013). 

The patients did however express preference for a more active follow-up with 
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contact initiated by the CNS, where they were often hesitant to contact the 

specialist nurse themselves (Malmstrom et al, 2013). 

 

Although the CNS role is particularly relevant for the oesophageal cancer 

population (Viklund, Wengstrom & Lagergren, 2006), the proportion of UGI CNS’ 

relative to newly diagnosed upper GI cancer patients is increasingly pronounced 

(NHS Information Centre, 2008). Concern has been raised in a UK oesophago-

gastric cancer audit over lack of recognition for the intricacies of the UGI CNS 

role (NHS Information Centre, 2008), an issue perhaps indigenous to specialist 

nursing care in regards to the ‘hidden work’ performed (Leary et al, 2008) and 

putting the specialist nurse under threat in regards to workforce planning (Oliver 

& Leary, 2012). 

 

 CNS involvement is key throughout the disease trajectory, however, this 

needs to be evidenced to support further development of this role  

 

2.3.3  Cancer Support Groups 
 

Cancer support groups are a relatively common form of psychosocial support, 

with a qualitative focus-group study with longer-term survivors reporting the 

unique benefits for oesophagectomy patients (Clarke, McCorry & Dempster, 

2011). A key reported benefit is enabling recently diagnosed patients to engage in 

upward social comparison with more longstanding members of the group, 

creating a unique opportunity for hope and normalisation of experience.  

 

The value of meeting patients informally within the healthcare setting also 

emerged, where support group members felt they would have benefited most if 

peer support was introduced at an early stage of their illness (Clarke, McCorry & 

Dempster, 2011). However, speaking to other patients could result in increased 

distress (Mills & Sullivan, 2000); suggesting additional conditions are needed if 

positive social comparison is to occur. Few cancer patients utilize support groups 

(Plass & Koch, 2001) with those who do predominantly of a higher socio-
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economic status, female and younger compared to non-participants (Grande, 

Myers & Sutton, 2006), reflecting individuals whose mental health needs are 

already likely to be met (Taylor, Falke, Shoptaw & Lichtman, 1986). 

 

 Although a possible role may exist for formalized peer support within the 

healthcare environment, this format of psychosocial support is not 

without limitations and further evaluations are needed. 

 

2.3.4  Supportive Care Interventions 
 

Several supportive care interventions have been developed to improve HRQL for 

post-surgical oesophageal cancer patients. Two nurse-led follow-up 

interventions (Verschuur et al, 2008; Malmstrom, 2013) were demonstrated to be 

equivalent to conventional clinic visits in relation to impact on HRQL (Verschuur 

et al, 2008) yet with potential for greater cost-effectiveness (Polinder, 

Verschuur, Siersema, Kuipers & Steyerbger, 2009). Patient reported experience 

was also greater in the intervention groups in comparison to standard care, with 

the authors suggesting that differences in patient experience may reflect 

improvements in a patient’s ability to adjust to their illness over time 

(Malmstrom, 2013). 

 

A preoperative and postoperative supportive care intervention demonstrated a 

significant improvement on patient satisfaction and a shorter hospital stay 

(Zhang et al, 2013). The results of this simple intervention are promising, given 

the brief training in psychological support given to the medical graduate 

students who delivered it. A similar intervention comprising educational and 

psycho-spiritual support (Pool, Nadrian & Pasha, 2012) reported a significant 

effect on emotional, social, role and cognitive functioning. The lack of follow-up 

beyond 3 months makes it difficult to ascertain if these effects would be 

sustained, though it is encouraging that HRQL has been protected from adverse 

effect during this critical period.  
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 Supportive care interventions appear to improve HRQL and patient 

reported experiences, and there is promise in examining the process by 

which structured follow-up may improve patient coping and subsequent 

psychological wellbeing post-surgically.  

 

 

2.4  Future directions 

 

The significant and long-lasting impact of esophageal resection on HRQL is 

increasingly well-documented (Jacobs, Macefield, Elbers et al, 2014), yet there is 

need for a more comprehensive approach to account for multiple treatment 

modalities (Jacobs, Macefield, Elbers et al, 2014) and late effects in longer term 

survivors (Aziz, 2007) to ensure optimum management of patients’ post-surgical 

expectations around recovery. The limitations of scale-based measures in HRQL 

research also need considered,  and ought to be supplemented by rich patient 

narratives if we are to investigate the process by which some individuals adjust 

better over time to their symptoms than others, thereby engaging on a 

psychosocial level with the ‘illness’ as opposed to disease (Eisenberg, 1977).  

 

Generalised psychological distress is prevalent in longer-term oesophageal 

cancer survivors (Dempster, McCorry, Brennan et al, 2011a); however levels of 

fear of recurrence and specific mood disorders such as PTSD are unknown. This is 

worthy of further enquiry in that it may be possible to alleviate high levels of fear 

of recurrence during standard practice through tailored consultation (Lagarde et 

al, 2008). It is also unknown how many and which oesophageal cancer patients 

are being referred for specialist psychological support. This information is vital if 

we are to assess if support is accessible, and ensure it is reaching those most at 

risk.   
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Capacity building for psychosocial support provision within existing structures 

should be prioritised. Physicians working within oncology appear largely willing 

to discuss emotional issues (Taylor et al, 2011), alongside clinical nurse specialists 

for whom psychosocial care constitutes a cornerstone of their professional role 

(Viklund, Wengstrom, & Lagergren, 2006). One key element in this approach is 

information provision, where information need has yet to be investigated 

longitudinally despite suggestion it evolves across the treatment trajectory 

(Rutten et al 2005). Aligned to this is building awareness among health care 

professionals to ensure the family carer’s cognitive needs are also prioritised 

(Andreassen, Randers, Naslund, Stockeld & Mattiasson, 2007). 

 

Several novel supportive care interventions have been developed for 

oesophageal cancer patients, displaying some promise (Verschuur et al, 2008; 

Malmstrom, 2013; Zhang et al, 2013; Pool et al, 2012). There is however a clear 

gap for a theoretically developed intervention, potentially informed by 

Leventhal’s ‘Common-Sense Model’ (Cameron & Leventhal, 2003).  This is not to 

negate less resource-intensive forms of intervention. One such avenue may be 

peer support, with longer-term survivors a possible facet of structured 

supportive care if managed carefully (Clarke et al, 2011; Andreassen, Randers, 

Ternulf Nyhlin & Mattiasson, 2007). An alternative would be to examine 

opportunities to enhance the oesophageal cancer survivor’s existing social 

network, with patients identifying a reduction in social contacts as a result of 

their illness and a desire to involve relatives in their care (McCorry et al, 2009).  

 

 

2.5  Conclusion 

 

Supportive care has been defined as support which “helps the patient to 

maximize the benefits of treatment and to live as well as possible with the effects 

of the disease. It is given equal priority alongside diagnosis and treatment” 
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(NCHSPCS, 2004). Indeed, care relevant to survivorship outcomes is yet to be 

standardized within most cancer populations (Parry, Kent, Forsythe, Alfano & 

Rowland, 2013). This paper, in providing the first review of supportive care needs 

in oesophageal cancer patients, hopes to advance understanding of both where 

we are in progressing towards this goal and what our next step should be. 

Developing the evidence-base for best practice within disparate cancer sites is 

undoubtedly a resource-intensive process, though the opportunities for 

intervention presented here emphasize the distinct contribution researchers and 

each member of the upper GI multi-disciplinary team may make. 
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CHAPTER 3 

ADDRESSING PSYCHOLOGICAL NEED 

 

 

Overview 

This chapter presents a detailed overview of prevalence and determinants of 

psychological morbidity in oesophageal cancer patients and carers, as identified 

in the context of supportive care need in the previous integrative review (Study 

I). The chapter outlines the impetus on meeting this clinical need in relation to 

the impact of psychological distress on a range of health-related outcomes, and 

highlights recognition of this need with policy driver documents. Lastly, the 

Medical Research Council (MRC) approach to the development of complex 

interventions is outlined in informing the approach of this thesis. 

 

 

 

 

 

 

 

 

 

 

 



 

34 
 

3.1  Psychological Distress in Cancer 

 

3.1.1  Psychological distress 

Psychological distress is internationally referred to as the sixth vital sign in cancer 

care alongside body temperature, heart rate, blood pressure, respiratory rate 

and pain (Holland, Watson & Dunn, 2011).  Psychological distress is an umbrella 

term utilised in cancer care in lieu of psychiatric, psychosocial or emotion 

disorders as “it is easily understood by the lay person and does not carry the 

stigma often associated with diagnostic labels” (Carlson, Waller & Mitchell, 2012, 

pp.1160). It is not a clinical term in the Diagnostic and Statistical Manual of 

Mental Disorders (5h Edition, 2013) but a criterion indicating presence of a mood 

disorder. The US based National Comprehensive Cancer Centre define distress 

as; 

 

“A multifactorial unpleasant emotional experience of a psychological (cognitive, 

behavioural, emotional), social and/or spiritual nature that may interfere with the 

ability to cope effectively with cancer, its physical symptoms and its treatment. 

Distress extends along a continuum, ranging from common normal feelings of 

vulnerability, sadness, and fears, to problems that can become disabling, such as 

depression, anxiety, panic, social isolation, and existential and spiritual crises.” 

(NCCN, 2002, pp.6) 

 

Psychological distress refers to a variety of mental disorders as categorised in 

the Diagnostic and Statistical Manual of Mental Disorders V (DSM-V, American 

Psychiatric Association, 2013) and International Classification of Diseases 10 

(ICD10, World Health Organisation, 2004). This includes mood disorders, 

depressive disorders, anxiety disorders and adjustment disorders. The DSM-IV 

criteria for major depressive disorder includes experience of at least 5 key 

symptoms out of 4 somatic and 5 psychological over a two week period, of 

which one must be depressed mood or loss of interest in activities. Criteria for 

minor depressive disorder include two to four of the key symptoms.  Mental 
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disorders often co-exist, with 80% of patients with depressive disorder likely to 

have another issue (Vuorilehto, Melartin, & Isometsa, 2005). Adjustment 

disorder in the DSM-V is classified hierarchically as between temporary 

fluctuations in mood (representing normal adaption to a stressor) and major 

mental disorder, with the criterion ‘marked distress that is in excess of what 

would be expected from exposure to the stressor’ or ‘significant impairment in 

social or occupational functioning’ (APA, 2013). The conceptual validity of 

adjustment disorder in oncology continues to be questioned in light of cancer 

representing a significant stressor with a response that is difficult to quantity as 

normative or excessive (Caruso, Nani, Riba et al, 2012), further complicated by no 

symptomatic criteria (Mitchell, 2011). 

 

Minor depression, subclinical depression, adjustment disorder and anxiety 

disorder are increasingly acknowledged as key targets for intervention in relation 

to their functional impairment, with distress screening measures such as the 

Hospital Anxiety and Depression Scale (Zigmond, & Snaith, 1983) screening for all 

mental disorders as defined by the multifaceted definition of distress above. 

Authors have argued that as the duration of suffering, impact of stress from the 

cancer diagnosis and subsequent treatment and intensity of symptoms indicative 

of mood disorders may be inconsistent across time, they are not appropriately 

categorised by DSM-V criteria on number of symptoms and days of duration 

(Caruso, GiuliaNanni, Riba, Sabato & Grassi, 2017).  Important also are forms of 

psychological distress falling outside the parameters of the DSM-V, for example 

fear of recurrence which is the most commonly experienced psychological 

sequelae (Koch, Jansen, Brenner & Arndt, 2013) yet without clinical cut-offs 

(Stanton, Rowland & Ganz, 2015).  

 

3.1.2  Impact of psychological distress on health related outcomes 

Although the experience of psychological distress is in itself as a key target for 

clinical intervention, poor psychological wellbeing is also linked to reduced 

functioning in a range of health related outcomes.  
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Psychological distress has traditionally been used interchangeably with ‘quality 

of life’ in the cancer literature, yet quality of life encompasses a broader 

spectrum of issues which are vulnerable to depressive and anxious symptoms 

(Revicki, Brandenburg, Matza, Hornbrook, & Feeny, 2008). For example, a large 

cross-cultural study of breast cancer patients reported a detrimental effect of 

depressive symptoms on HRQL (Shim et al, 2006). Depression may typically have 

an effect on overall quality of life (Brown, Kroenke, Theobald, Wu & Tu, 2011), yet 

both anxiety and depression were reported to have independent and additive 

effects on the emotional functioning domains of HRQL and on physical 

functioning in a large mixed oncology population  (Brown et al, 2011).  

Increased levels of psychological morbidity have been reported to affect self-

management behaviours, for example treatment adherence (Kennard et al, 

2004). In a study of 44 young cancer patients at greater than 6 months post-

diagnosis, adherence to medication was reduced in those reporting high levels of 

depression (Kennard et al, 2004). Higher levels of fear of recurrence conversely 

are related to increased health care utilisation (Lebel, Tomei, Feldstain, Beattie & 

McCallum, 2013). Heightened levels of anxiety and depression also have an 

impact on patient experience with care. A study of 85 patients with endocrine 

gastrointestinal tumours indicated that patients reporting clinical levels of 

anxiety to be less satisfied with several care aspects in comparison to those 

reporting less anxiety (Essen, Larsson, Oberg & Sjoden, 2002). 

There is also an increased risk of suicide in immediate aftermath and year 

following a cancer diagnosis, relative to the risk in the general population (Fang 

et al., 2012). These significant impairments provide an impetus for providing 

timely psychological assessment and support to cancer patients.  
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3.2 Defining the need for psychological support in oesophageal 

cancer 

 

3.2.1 Expressed need 

There is debate over what is defined as a ‘need’, though as patient preferences 

and clinician judgement often differ (Muhlbacher & Juhnke, 2013) and in 

cognisance of the need to develop patient-centred health services, this is 

generally understood to be a patient expressed construct rather than an 

objective measure (which will underly the bottom-up approach utilised in this 

thesis). 

Expressed needs within cancer populations are significant in number (Morrison, 

Henderson, Zionozieff et al, 2012). Expressed needs may vary within both across 

and within a clinical population, with a systematic review of supportive care need 

in breast cancer patients reporting higher levels of need with advanced disease 

stage, greater symptom burden, shorter time since diagnosis and also reporting 

prevalence to differ between cultures, with disparity potentially influenced by 

differing expectations based on prior experience of the healthcare system 

(Fiszer, Dolbeault, Sultan & Bredart, 2014). As illustrated earlier in Study I, the 

measurement of supportive care needs through use of patient-reported 

outcome measures often produces ceiling effects with the majority of items 

considered important (Andreassen, Randers, Näslund et al, 2007). Patient 

reported outcome measures have a number of limitations in relation to 

measuring patient need (Richardson, Medina, Brown & Sitzia, 2007), not least of 

which is frequently an inability to capture the comprehensive nature of 

supportive care needs and those which are i) most salient for the individual and 

ii) already being met. Crucially, there has been little attention given to level of 

assessed need in relation to influence on maladaptive outcome (Carey, Lambert, 

Smits et al, 2011) providing a lack of clarification over patient/carer needs versus 

preferences.   
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Given the complexity under which patients and carers express supportive care 

need, there is an impetus to explore supportive care needs utilising a variety of 

methodologies with qualitative designs providing opportunity to gain an 

understanding of the context under which needs are constructed.  

 

3.2.2  Psychological distress and oesophageal cancer 

As identified in the integrative review (Study I), psychological morbidity is 

indicated to be significant within the oesophageal cancer survivor population.  

Prior to surgery, a UK sample of 106 oesophageal cancer patients reported 

scores on the Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983) 

indicating 34% as reporting possible or probable anxiety, and 23% as possible or 

probable depressive disorder (Hellstadius, Lagergren, Zylstra et al, 2017b).  A 

Dutch sample of 187 oesophageal cancer patients at diagnosis reported higher 

levels of distress on the Distress Thermometer (Roth, Kornblith, Batel‐Copel et 

al, 1998), with 60% of patients reporting elevated distress (Jacobs et al, 2017). In 

this sample the most frequently reported distressing items on the Distress 

Thermometer Problem Checklist were eating, tension, weight change, fatigue, 

and pain. 

These elevated levels of psychological morbidity appear to remain relatively 

stable throughout the treatment pathway, with a sample of 218 patients, again 

using the HADS (Zigmond & Snaith, 1983), reporting 28% of patients with 

symptoms of possible or probable anxiety at 6 month follow-up and 37% at 12 

month follow-up, alongside 27% of patients reporting possible or probable 

depressive disorder at 6 month follow-up and 32% at 12 month follow-up 

(Hellstadius et al, 2017a). An earlier study (Berquist, Ruth & Hammerlid, 2007) 

administering the HADS (Zigmond & Snaith, 1983) prospectively to 94 

oesophageal cancer patients supports these findings, with levels of probable 

anxiety disorder  between 16-34% and levels of probable depressive disorder 

between 27-44% at diagnosis and 1, 2, 3, 6, and 12 month follow-up. As would be 

expected, co-morbidity of symptoms of anxious and depressive disorder are 
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common, between 14 and 73% of patients reporting both between diagnosis and 

follow-up (Hellstadius et al, 2017a; Berquist, Ruth & Hammerlid, 2007). 

At follow-up from active treatment, there is similarly sustained evidence of 

psychological morbidity in longer term oesophageal cancer survivors. A UK 

sample of 484 oesophageal cancer patients at a median of 45 months post-

diagnosis and administered the HADS (Zigmond & Snaith, 1983) reported 36% of 

the sample to indicate probable anxiety, and 24% to indicate probable depressive 

disorder (Dempster et al, 2012).  This sample of survivors were followed up 12 

months later (n=189), with a significant increase in anxiety and depression 

indicated over time (Dempster et al, 2011a). The sample reported 55% of survivors 

indicating no anxiety to deteriorate to report symptoms indicating possible or 

probable anxiety at 12 month follow-up, and 76% of survivors indicating no 

depressive disorder to deteriorate to report symptoms indicating possible or 

probable depressive disorder at 12 month follow-up. No improvement was 

reported in the sample in relation to the HADS categories for anxiety or 

depressive disorder.  

In addition to the research above screening for psychological distress by self-

report, there are several recent studies examining clinically diagnosed psychiatric 

morbidity and healthcare utilisation in oesophageal cancer survivors. A Swedish 

population-based cohort study (Wikman et al, 2015) of 1615 oesophageal cancer 

patients without history of psychiatric morbidity reported a 2 year cumulative 

incidence of psychiatric inpatient care of 2.5%, psychiatric outpatient care of 4.2% 

and treatment with psychotropic drugs of 32.3%. A Taiwanese study 

retrospectively examined 28,454 patients with oesophageal cancer alongside 

14,227 matched patients for 12 years, with the cumulative incidence of anxiety 

and depressive disorders significantly higher in oesophageal cancer patients at 

20% (Hu, Ku, Wang et al, 2015).  

There is less evidence available on the prevalence of psychological distress in 

oesophageal cancer carers as a population. In a UK study, a sample of 188 

oesophageal cancer carers (of survivors a median 108 days post-diagnosis) were 
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administered the General Health Questionnaire-30 (GHQ; Goldberg & Williams, 

1988), with 71% of carers scoring >5 indicating psychological distress (Donnelly et 

al, 2008). A statistically significant proportion of carers scoring >5 on the GHQ 

reported strain in relation to the following areas; emotional adjustments due to 

the caring role, financial strain, time demands, feeling overwhelmed, disturbed 

sleep and feeling confined. The second study with 382 oesophageal cancer 

carers (of survivors 46 months post-diagnosis) were administered the HADS 

(Zigmond & Snaith, 1983), with 50% reporting possible or probable anxiety 

disorder and 25% reporting possible or probable depressive disorder (Dempster 

et al, 2011c). Medical and demographic variables explained little of the variance in 

anxiety or depressive symptoms in the regression model.  No longitudinal 

assessment of psychological distress is available for oesophageal cancer carers, 

and subsequently no indication of which predictors may result in positive 

adjustment or deterioration in psychological morbidity over time.  

Predictors of psychological morbidity in oesophageal cancer are indicated in the 

small number of available studies. Demographic variables significantly associated 

with increased anxiety symptoms include younger age (Dempster et al, 2012; 

Hellstadius et al, 2017a), female gender (Hellstadius et al, 2017a; Hellstadius et al, 

2017b; Jacobs et al, 2017) and not having a carer/living alone (Dempster et al, 

2012; Hellstadius et al, 2017a), with being married associated with less risk of 

postoperative psychiatric inpatient or outpatient care (Wikman et al, 2015).  

Treatment variables such as surgery as a treatment modality (Hu et al, 2015) is 

associated with increased anxiety and depressive symptoms, with in hospital 

complications associated with increased depressive symptoms (Hellstadius et al, 

2017a). Existing health conditions such as co-morbidities and previous 

cardiovascular disease are associated with increased depressive symptoms and 

both increased depressive and anxiety symptoms, respectively (Dempster et al, 

2012; Hu et al, 2015).  Medical variables such as the overall number of symptoms 

post-treatment but not specific symptoms are associated with increased anxiety 

and depressive symptoms in one study (Bouras et al, 2017), with an association 

between higher anxiety and depressive symptoms and pain (Jacobs et al, 2017), 
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fatigue (Jacobs et al, 2017), cirrhosis (Hu et al, 2015) and self-reported dysphagia 

(Hellstadius et al, 2017a) in others. Functional limitations in activity status were 

associated with increased depressive and anxiety symptoms in two studies 

(Hellstadius et al 2017a; Hellstadius et al, 2017b). Lastly increased tumour stage 

was associated with increased risk of psychiatric outpatient care or treatment 

with psychotropic drugs (Wikman et al, 2015).  For oesophageal cancer carers, 

demographic variables for increased anxiety symptoms and fear of recurrence 

include younger age (Dempster et al, 2011c; Donnelly et al, 2008) and lower 

socio-economic background (Donnelly et al, 2008). 

The demographic, treatment and health related predictors of increased 

psychological morbidity above emphasise the utility in assessing at risk groups of 

patients at follow-up from treatment for oesophageal cancer. As evidenced in 

the first few chapters of the thesis however, symptoms and functional disorders 

are prevalent in this clinical population to long-term follow up and do not explain 

all the variance in levels of distress. The extent to which physical symptoms and 

functional disorders impact on the person’s wellbeing may be explained by 

considering their illness beliefs, modifiable psychosocial variables which have 

been identified as a key determinant of psychological distress in oesophageal 

cancer (Study I). This will be discussed in more detail in the next chapter.   

 

3.2.3  Policy developments and clinical practice guidelines 

 As discussed in Study I, psychological wellbeing is a firmly established facet of 

supportive care need in cancer populations (Fitch, Porter & Page, 2008). 

Identification of this need alongside effective ways of meeting need are 

reflected in numerous early policy driver documents within the United Kingdom 

which call for a greater emphasis on the management of anxiety and depression 

to constitute the successful treatment of cancer (Improving Supportive and 

Palliative Care for Adults with Cancer, 2004; NHS Cancer Plan, 2000).  
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The more recent establishment of the National Cancer Survivorship Initiative 

(DoH, 2010) is a joint venture by the Department of Health, Macmillan Cancer 

Support, NHS Improvement and other organisations. The initiative published its 

vision document in 2010, detailing goals for improved care and support for 

people living with and beyond cancer. This document advocated for a shift in the 

treatment of cancer towards; a greater focus on follow-up care after cancer 

treatment, improved assessment, information provision and personalised care 

planning, supporting patients to self-manage their illness, tailored support for 

recognition and preparation for the consequences of treatment, and finally a 

shift from clinical activity towards measuring experience and outcomes for 

cancer patients through recording of Patient Reported Outcome Measures. A 

number of priority questions to achieve this shift in treatment focus have been 

proposed (Richards, Corner & Maher, 2011) which inform the work within this 

thesis, including identifying specific needs at different times after diagnosis and 

understanding patient perception and preferences for care.  

In relation to how the research literature is shifting to meet these priorities, 

Richardson and colleagues (2011) carried out a scoping review of cancer 

survivorship research in the previous 20 years. The authors reported survivorship 

research to most typically have been focused on breast cancer as a clinical 

population and on the early phase of survivorship. The authors suggested future 

‘best buys’ for research investment to focus on studies that sufficiently describe 

needs of long-term survivors and predict those most at risk of poor outcome. 

Jarrett and colleagues (2013) conducted a rapid review of psychological and 

social problems faced by cancer survivors with longitudinal assessment of 

psychological needs and experiences longitudinally a similar recommendation. 

The implementation of the NHS Cancer Plan (2000) is supported for oesophageal 

cancer through the publication of Improving Outcomes Guidance in Upper Gastro-

Intestinal Cancer (2000) which makes specific reference to the provision of timely 

psychological support to both Upper GI cancer patients and their family carers. 

Despite these policy recommendations, the best model of care for providing 
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psychological support for oesophageal cancer patients and carers is unknown. 

This is partly due to the lack of evidence in this area as detailed in Study I.   

 

Clinical practice guidelines on the management of oesophageal cancer have 

rarely cited management of psychological distress or given detail as to what this 

would constitute (e.g. Stahl et al, 2013; Berry, 2014). There is however evidence 

of increased recognition of psychological support as a clinical priority with a 

more detailed inclusion of this recommendation in the latest European Society 

for Medical Oncology (ESMO) clinical practice guidelines (Lordick, Mariette, 

Haustermans, Obermannova & Arnold, 2016).  The recommendation is provided 

alongside the caveat of low quality research evidence in this area, providing a 

clear impetus to build the evidence base on the clinical management of 

psychological distress in oesophageal cancer. With evidence that interventions 

tailored to specific cancer patient populations are more beneficial in relation to 

responding to specific needs and experiences (Ward, Salzano, Sampson & 

Cowan, 2004), this thesis aims to inform the development of a novel 

theoretically informed and evidence-based intervention for oesophageal cancer 

survivors and carers.  

 

3.3  Developing Interventions 

 

As outlined in Study I, there is observed variability in psychological distress 

according to modifiable psychosocial variables, i.e. illness perceptions as 

conceptualised by Leventhal’s Common Sense Model of Illness Representations 

(Cameron & Leventhal, 2003). This thesis aims to progress our understanding of 

illness beliefs as a determinant of distress in oesophageal cancer patients and 

family carers, modeling psychological theory and identifying key characteristics 

towards informing the development of a theoretically informed, evidence-based 

intervention to reduce psychological distress. To achieve this aim the structure 

of the thesis will be informed by Medical Research Council (MRC, 2006) guidance 
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to support researchers in adopting appropriate models to developing complex 

interventions in health and social care.  

 

MRC guidance recommends that “best practice is to develop interventions 

systematically, using the best available evidence and appropriate theory, then to 

test them using a carefully phased approach” (MRC, 2006, pp. 8).  Essentially this 

involves four key phases (as illustrated below by Figure. 1); development, 

feasibility/piloting, evaluation, and implementation. The programme of research 

undertaken in this PhD will focus on the ‘development’ and ‘feasibility/piloting’ 

phases - 

 

 

Figure 1. Medical Research Council (2006) intervention development and 

evaluation process. 

 

Development 

1. Identifying the evidence base - You should begin by identifying the 

relevant, existing evidence base, ideally by carrying out a systematic 

review  

2. Identifying/developing appropriate theory – The rationale for a complex 

intervention, i.e. what changes are expected, and how change is to be 

achieved, may not be clear at the outset. If so, a vitally important early 

task is to develop a theoretical understanding of the likely process of 
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change, by drawing on existing evidence and theory, supplemented if 

necessary by new primary research  

Study I - Towards Improved Survivorship: Supportive Care Needs of 

Oesophageal Cancer Patients, a Literature Review 

 

 

3. Modelling processes and outcomes - Modelling a complex intervention 

prior to a full scale evaluation can provide important information about 

the design of both the intervention and the evaluation  

- Study II- Change in psychological distress in longer-term oesophageal 

cancer carers: are clusters of illness perception change a useful 

determinant? (Study II) 

- Study III- Illness Perception Drawings in Oesophageal cancer survivors 

and their family carers 

- Study IV – Peer Advice-Giving from Post-Treatment to Newly Diagnosed 

Oesophageal Cancer Patients  

- Study V– Psychological Adjustment in Patients and Carers Post-Curative 

Treatment for Oesophageal Cancer; a Serial Interview Study 

 

 

Assessing feasibility and piloting methods 

1. The feasibility and piloting stage includes testing procedures for their 

acceptability, estimating the likely rates of recruitment and retention of 

subjects, and the calculation of appropriate sample sizes 

- Study VI – Meeting Psychological Support Needs in Oesophageal Cancer- 

the Perception of HCPs, Survivors and Carers 

 

(Medical Research Council,  2006, pp. 9- 10) 
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CHAPTER 4 

LEVENTHAL’S COMMON-SENSE MODEL OF ILLNESS 

REPRESENTATIONS  

 

 

Overview 

This chapter aims to present an overview of Leventhal’s Common-Sense Model 

of Illness Representations (CSM; Cameron & Leventhal, 2003), illness perceptions 

as identified in Study I as a useful predictor of psychological wellbeing. The 

chapter details the conceptual basis of the CSM, the structure and illness 

perception domains, including empirical evidence of the relationships between 

CSM and health-related outcomes in chronic illness. Finally, an overview of the 

literature on modeling outcomes on the CSM with oesophageal cancer survivors 

and carers is detailed.  
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4.1 The Common-Sense Model 

 

The Common-Sense Model (CSM; Cameron & Leventhal, 2003; Leventhal, Meyer 

& Nerenz, 1980; Nerenz & Leventhal, 1983) is the seminal health-specific self-

regulation theory. It proposes that individuals act as common-sense biologists, 

physicians and psychologists in their efforts to understand and manage their 

illness experience (Cameron & Leventhal, 2003). When an individual encounters 

a health –related stimuli, they form an illness representation of the threat (a 

target for self-regulation), which guides the choice of specific coping strategies 

to manage it. The efficacy of the coping strategies are then appraised according 

to the outcome achieved in a continuous feedback loop, which may evoke a 

decision either to adjust the illness representation or the coping strategies used.  

Consequently, self-regulation is seen as a dynamic process whereby goals, 

coping strategies and action plans evolve over the illness trajectory in line with 

the individual’s perception of the health threat. This functional process is 

conceptualised as a ‘problem-space’ (Greeno, 1998) and is nested within and 

influenced by the self-system (e.g. self-efficacy, dispositional optimism) and 

broader social context (e.g. social comparison, lay referral). 

 

4.2  Illness Perceptions 

 

Illness perceptions (otherwise known as illness representations/beliefs) as 

‘working cognitions’ (Benyamini, Leventhal & Leventhal, 1997) are schema-like in 

structure and evolve over an individual’s lifetime, integrating new information 

and experience to give breadth to their overall structure.  Rather than relying 

solely on medically correct information from healthcare providers, individuals 

use many sources to construct ‘lay’ theories’ (Goodman, Morrissey, Graham & 

Bossingham, 2005) which are an individual’s subjective understanding of a health 

threat. It is through this process that the dual cognitive and emotional risk of 
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uncertainty is relieved through development of a coherent theory (Benyamini, 

2011). 

Formation of illness perceptions may begin as early as childhood with 

observation of a family member’s reaction to illness (Elfant, Fall & Perlmuter, 

1999) or contact with the many illness myths that prevail within a given society 

(Leventhal, Weinman, Leventhal, & Phillips, 2008). The media too can have a 

significant effect on our illness perceptions throughout our lifetime, by giving 

undue attention to illnesses with low-risk (Frost, Frank & Maibach, 1997) while 

emphasising particular aspects of the illness, e.g. fear with cancer (Clarke, 2004). 

By the time an individual has contact with a medical practitioner, they have 

already formed an engrained illness perception which may reject the new 

information if it is seen as too dissimilar to the lay explanation (Moss-Morris & 

Wrapson, 2003). 

Illness representations are composed of five distinct components, each of which 

exists on an abstract and concrete level, and which interconnects to form an 

overall perception of a health threat. A number of heuristics govern the 

conversion of stimuli into illness representations, resulting in an “increasingly 

elaborate representation of the illness threat” (Leventhal, Brissette & Leventhal, 

2003, pp. 50).  

 

4.2.1  Identity  

 
The identity domain ‘lies at the heart of illness representations’ (Leventhal, 

Brissette & Leventhal, 2003) and is generally the starting point for forming an 

illness perception (Nerenz & Leventhal, 1983). It is composed of the interaction 

between the concrete, perceptual experience of symptoms and the abstract, 

semantic label of the illness. An abstract representation is ‘anchored’ to 

symptoms which means the illness representation is given more depth 

(Leventhal, Brissette & Leventhal, 2003). 
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The interaction between the two levels of representation is governed by the 

heuristic of symmetry, where illness labels require symptoms and vice versa. 

Individuals seek a label for their symptoms in line with the ‘prototype approach’ 

(Bishop, 1991), where they appraise symptoms against an illness representation 

to assess the fit and undergo rudimentary self-diagnosis. This can lead to more 

effective care-seeking, or delay in treatment if the new symptoms are not seen 

as a good fit (Burgess, Ramirez, Richards, & Love, 1998).   After diagnosis, 

individuals seek symptoms for a label even in conditions with no discernible 

symptomology (Bauman & Leventhal, 1985).  Benyamini (2011) discloses how this 

may be positive, as in the case of individuals practicing greater vigilance towards 

symptoms after they are given an illness label, or negative, where people may 

attribute unrelated symptoms to their illness which will lead them to not seek 

help for another potentially treatable/threatening condition. 

 

4.2.2  Timeline  

 
The timeline domain is composed of both an acute-chronic model and a cyclic-

episodic model which was recently added to account for illnesses such as 

menstrual disorders and skin conditions (Moss-Morris et al, 2002). 

It has been proposed that the personal belief system is inherently moulded 

around an acute model of illness, the prevailing illness typology until more recent 

human history (Benyamini, 2011). Indeed, a high proportion (29%) of women with 

breast cancer view their illness as acute rather than chronic until after treatment 

has ended (Leventhal, Easterling, Coons et al, 1986). Adoption of an acute model 

can hinder optimal self-management activity of chronic conditions, for example 

in hypertension (Meyer et al, 1985) where medication must be taken whether 

symptomatic or not.  
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4.2.3  Consequences  

 
The consequences domain involves an individual’s appraisal of the seriousness of 

their illness and the extent of its impact on the various facets of their lives; social, 

financial, physical etc. The consequences domain is undoubtedly one of the more 

salient illness perceptions (Benyamini, 2011) and often represents itself 

comparatively, i.e. ‘My illness stops me from playing rugby which I really enjoyed 

before’. 

The consequences domain has been the central focus of studies designed to 

investigate spouse/carer illness perceptions. A study with a chronic fatigue 

syndrome sample found that partners would often minimise the seriousness of 

the disease to the patient, perhaps to motivate the patient to become more 

active (Weinman, Heijmans, & Figueiras, 2003), whereas the partners of 

Addison’s disease patients would more often maximise the seriousness of the 

disease in order to reduce their partner’s activity (Heijmans et al, 1999). In both 

of the clinical populations, minimisation of the illness severity was more 

damaging to the social and mental well-being of the patient, presumably as 

patients perceive their illness as not being taken seriously (Weinman, Heijmans, 

& Figueiras, 2003). 

 

4.2.4  Causes  

 
The cause domain involves an individual’s perception of the causal attribution of 

their illness. The relation of causal attributions to outcomes has been studied 

within a multitude of theoretical models, though meta-analyses have found 

inconclusive results (Roesch & Weiner, 2001; Hall, French & Marteau, 2003). The 

CSM posits that causal attributions are specific to the overall illness model 

(Benyamini, Leventhal, & Leventhal, 2007). For example, myocardial infarction 

patients will consider cause in relation to how to prevent another heart attack, 

with those attributing their myocardial infarction to poor health demonstrating 

dietary changes at six month follow-up and exercise changes at six month 
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follow-up if their spouse attributes the myocardial infarction to poor health 

(Weinman, Petrie, Sharpe & Walker, 2000).  

 

4.2.5   Controllability/Curability  

 
Controllability/curability as an illness domain refers to an individual’s appraisal of 

their illness as curable in the case of acute conditions, and controllable in the 

case of chronic conditions.  Controllability is distinguishable by ‘personal’ and 

‘treatment’ control (Moss-Morris et al., 2002) in regards to symptoms of the 

illness and longer term outcomes, e.g. necessity beliefs are related to the 

perception of high treatment control but not to personal control (Horne & 

Weinman, 2002). In line with the reality-matching hypothesis (Christensen Smith, 

Turner & Cundick, 1994), treatment control beliefs may be more appropriate 

where personal control is objectively ineffective.  

 Similar to causal attributions, control has formed the basis of many theoretical 

models (Walker, 2001), though again is more coherent in the context of an 

overall illness representation.  In cancer populations for example, treatment and 

personal control may be low in relation to the course of illness, though the 

individual may hold a belief of to what extent they can exert control over their 

treatment and its interference in their lives (Benyamini, 2011). 

 

4.3  Measurement of Illness Perceptions 

 

Early attempts at uncovering illness perceptions have been reviewed by Turk and 

colleagues (1986), and involved the use of structured/semi-structured interviews. 

The Illness Perception Questionnaire (IPQ; Weinman, Petrie, Moss-Morris & 

Horne, 1996) when developed was thought to be responsible for inspiring a 

sharp increase in the amount of research within the illness perception-domain 

(French & Weinman, 2008). The IPQ included four subscales measuring cause, 
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timeline, consequences and control/cure in addition to a checklist of symptoms. 

In 2002 the instrument was updated to a 70-item measure, the Illness Perception 

Questionnaire Revised (IPQ-R; Moss-Morris et al, 2002) to account for issues that 

had been identified through use of the tool. The checklist of causes was 

expanded to encompass attributions which had emerged from studies using the 

IPQ (Moss-Morris & Petrie, 2001; Pimm and Weinman, 1998). The symptom 

checklist was amended so that participants were asked to distinguish between 

symptoms they have been experiencing and symptoms which they attribute to 

their illness. The control/curability subscale was divided into personal 

controllability and medical/treatment controllability with concern that the 

original IPQ confounded perceptions of personal ability to control the illness 

with treatment efficacy, two concepts which correlate weakly with each other 

(Horne, 1997). The timeline subscale was also divided, into acute-chronic timeline 

and cyclic-episodic timeline. An additional subscale was added to measure 

emotional representation, the emotional response generated by the illness 

rather than an indication of general mood. Finally, a new component, coherence, 

was added which is a meta-cognition “reflecting the way in which the patient 

evaluates the coherence or usefulness of his or her illness representation” (Moss-

Morris et al, 2002, pp.2). Principle component analysis of this scale among 8 

different illness groups evidenced improved psychometric properties from the 

original IPQ. 

 

Following the success of the IPQ-R, a 9-item Brief Illness Perception 

Questionnaire (BIPQ; Broadbent, Petrie, Main & Weinman, 2006) was developed 

for use with participants who are very ill or have limited reading abilities, when 

time is limited or in longitudinal studies involving successive administration of 

the measure. This instrument measures consequences, timeline, personal 

control, treatment control and identity with one item each, emotional 

representations with one item and coherence with one item. Illness cause is 

measured using an open-ended format whereby participants are asked to list the 

three most important causes of their illness. The authors cite a systematic review 



 

53 
 

by French, Senior, Weinman and Marteau (2001) as the rationale for this as they 

found no differences between studies that measured experimenter-generated 

causal beliefs and studies that measured respondent-generated causal beliefs. 

The instrument reported sound psychometric properties (Broadbent, Petrie et al, 

2006). 

 

In their critique of research since the development of the IPQ, French and 

Weinman (2008) praise the instrument for making the investigation of large 

cohorts feasible, for enabling quantitative analysis of the change in illness 

perceptions over the illness trajectory and the quantitative analysis of structural 

relationships between CSM components, and for aiding in the establishment of 

normative data to allow comparison across studies and clinical populations. 

However, the authors point at the generic nature of the IPQ and its subscale 

scores as not being terribly informative. They give the example of control 

representations, where people with diabetes with a low score may represent the 

perception that behaviour is difficult to perform (low self-efficacy) or the 

perception that control of their condition is not reliant on personal control (i.e. 

low response efficacy). In addition, a lack of control is an ambiguous term which 

may be interpreted in a myriad of ways within a single illness threat. 

 

Another criticism of the IPQ-R is that it is verbal and thus taps structured 

knowledge (Benyamini, 2011). Broadbent. Ellis and colleagues (2006) utilised 

patient drawings of myocardial infarction to uncover “idiosyncratic beliefs, 

experiences, and concerns without imposing preconceived ideas by the researcher” 

(Reynolds, Broadbent, Ellis et al, 2007, pp.526). Patient drawings have been 

reported to predict physical and psychological outcomes in a range of clinical 

populations (Broadbent, Niederholler, Hague et al, 2009b; Broadbent, Ellis, 

Gamble et al, 2006;  Daleboudt, Broadbent, Berger et al, 2011; Hoogerwerf, 

Ninaber, Willems et al, 2012; Kaptein et al, 2011). 
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4.4  The CSM and relation to psychological outcome 

 

A meta-analysis conducted by Hagger and Orbell (2003) identified 45 

quantitative empirical tests of the CSM. The review provided evidence for illness 

perceptions explaining variance in a range of clinical populations and health 

related outcomes, yet the authors highlighted the narrow range of illnesses that 

had been surveyed at that time and recommended caution in interpreting any of 

the review findings for common illnesses such as cancer which were not 

included.  

There is still a concentrated body of research into particular illnesses (e.g. heart 

disease) in the illness perception literature, yet a recent meta-analysis 

(Richardson, Schüz, Sanderson, Scott, & Schüz, 2017) identified n=54 studies to 

have been undertaken since the previous review examining the association 

between illness perceptions and health-related outcome in cancer populations.  

Studies using the CSM to explain variance in psychological outcome encompass 

diverse cancer populations, for example breast cancer (Jorgensen, Frederilsen, 

Boesen, Elsass & Johansen, 2009), melanoma (Ziukovic, Bulian, Blojic, & Situm, 

2008), ovarian cancer (Lancastle, Brain, & Phelps, 2011), prostate cancer 

(Traeger, Penedo, Gonzalez et al, 2009), cancer screening (Hagger & Orbell, 

2006) and lay beliefs of breast cancer (del Castillo, Godoy-Izquierdo, Vazquez, & 

Godoy, 2011).  

The strongest correlate of variance in anxiety was stronger emotional 

representations, with moderate-strong effect sizes for correlations with 

perception of severe consequences, strong illness identity, a cyclical timeline and 

a chronic timeline. The strongest correlate of variance in depression was again 

emotional representations, with moderate-strong effect sizes for correlations 

with the same perceptions as for anxiety above and additionally with perceiving 

a lack of treatment control.  Correlations between illness perceptions and coping 

behaviours report small to moderate effect sizes, with the strongest association 

between control perceptions and problem-focused coping/cognitive appraisal.   
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Another recent meta-analysis by Dempster, Howell and McCorry (2015) focused 

specifically on the role of illness perceptions and coping in explaining emotional 

outcomes in physical health conditions. The review reported illness perceptions 

to account for a relatively homogenous and significant amount of variance in 

outcome across clinical populations; between 25 and 30% of explained variance in 

emotional health outcomes in cross-sectional studies. 

 Eleven studies reported illness perceptions to explain a weighted average 

contribution of 27.5% of variance in depression when entered first via hierarchical 

regression, with nine studies reporting illness perceptions to explain a weighted 

average contribution of 26.8% of variance in anxiety when entered first via 

hierarchical regression. Consequences and cure/control were suggested as the 

strongest correlated illness perceptions to depressive symptoms, with 

consequences and identity the key illness perceptions relating to anxious 

symptoms. Emotional representations of illness were also highly correlated; 

however the authors suggest caution as although emotional representations 

refer to the specific illness, psychological outcomes are likely to be heavily 

influenced by this. Perceptions of illness chronicity appear to report the weakest 

relationship with psychological outcome. 

When the authors examined coping strategies, behavioural disengagement, 

venting emotions and denial reported the strongest relationship with poor 

psychological outcome and demonstrated the few mediating effects observed 

between illness perceptions and psychological outcome. The relationship 

between positive coping strategies and psychological outcome was less 

definitive, with discouraging the use of avoidant coping strategies a more 

evidenced intervention.  

The significant amount of variance in emotional outcome explained by illness 

perceptions is also demonstrated in longitudinal designs. Six studies adopting 

prediction models reported illness perceptions at baseline to explain between 6 

and 15% of variance in emotional outcome at 6-12 month follow-up. 

Consequences, identity and timeline were reported to most significantly predict 
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emotional outcomes at follow-up. With a dominance of cross-sectional designs 

which are limited in their ability to explain causation, the authors recommend 

further work to focus on longitudinal designs.  This was a similar 

recommendation by Richardson and colleagues (2017).    

 

4.5  Illness perceptions and oesophageal cancer  

 

Although cancer as a category of diseases represents a unique stressor with a 

characteristic threat to life (Stanton, Revenson & Tennen, 2007), there are 

myriad distinctions between different cancers dependent on location and 

correspondingly different illness representations. Not only do the 

aforementioned studies show variation in illness representations, but there is 

also an amount of variation in how these relate to psychological distress. With 

this in mind, Dempster and colleagues (2011a; 2011b, 2011c; 2012) conducted 

several studies to investigate the usefulness of Leventhal’s CSM in explaining 

variance in psychological distress among oesophageal cancer patients and their 

family carers. 

The first study of this series among oesophageal cancer survivors (Dempster et 

al, 2012) was a cross-sectional design whereby the Illness Perception 

Questionnaire-Revised (Moss-Morris, Weinman, Petrie et al, 2002), the Cancer 

Coping Questionnaire (Moorey, Frampton, & Greer, 2003) and the Hospital 

Anxiety and Depression Scale (Snaith & Zigmond, 1983) were used to measure 

illness perceptions, coping strategy use and psychological distress among 484 

oesophageal cancer survivors (median 45 months post-diagnosis) recruited from 

a UK support group setting. The study found individuals to be significantly less 

likely to report psychological distress (anxiety and depression) when they 

perceived less severe consequences to their cancer, when they believed they 

understood their cancer, when they perceived other causes than emotional 

stress to have caused their cancer, and when they believed they had a good 
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amount of personal/treatment control over their cancer. Coping strategies were 

not found to mediate the relationship between illness perceptions and 

outcomes, but maintaining a positive focus appeared to minimise psychological 

distress whereas diversionary coping strategies in addition to relaxing/reflecting 

were associated with poor psychological outcome. Illness perceptions in a 

regression analysis were found to account for 22% of the explained variance in 

anxious symptomology and 23.5% of the explained variance in depressive 

symptomology, with coping strategies explaining 12% of the explained variance in 

anxious symptomology and 7% of the explained variance in depressive 

symptomology. 

 

A study with an identical methodological design was conducted alongside the 

initial study with 382 family carers caring for oesophageal cancer survivors a 

median of 46 months post-diagnosis (Dempster et al, 2011c), in recognition that 

family members are likely to hold similar ‘lay’ representations to that of survivors 

(Barrowclough, Lobban, Hatton, & Quinn, 2001). A modified version of the IPQ-R 

was used, following the strategy of Barrowclough and colleagues (2001), where 

the personal control, consequences and illness coherence domains are 

addressed from the perspective of the survivor and the carer. Carers were more 

likely to report psychological distress (anxiety and depression) when they 

perceived the cancer to have serious consequences for their own and the 

survivor’s life, when they believed that the illness followed a cyclical pattern, 

when they believed themselves or the survivor to not understand his/her 

condition, and when they believed that the cancer may not be controlled by the 

survivor’s personal behaviour. Similar to the study with survivors, coping 

strategies were not found to play a mediating role but relaxation/reflection, 

diversionary coping and interpersonal coping appeared related to psychological 

distress in the carer. Illness perceptions in a regression analysis were found to 

account for 27% of the explained variance in levels of anxiety and 33% of the 

explained variance in levels of depression, with coping behaviour accounting for 

16% of the explained variance in levels of anxiety and 6% of the explained variance 

in levels of depression. 
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The previous studies had underlined the value of exploring levels of 

psychological distress in both oesophageal cancer survivors and family carers 

using the CSM, where a subsequent study sought to investigate the ‘congruence’ 

of these perceptions and the effect of incongruence on the psychological 

outcome of the survivor (Dempster et al, 2011b). Despite criticism that self-

regulation models stay within the head of the individual and ignore the social 

context (Ogden, 1995), self-regulation is proposed to conceptually place itself 

within the social context of the ‘neighbourhood’ but most importantly within the 

context of the ‘family’ (Leventhal, Rabin, Leventhal & Burns, 2001). In a cross-

sectional study with 317 survivor-carer dyads (median 48 months post-diagnosis), 

the illness perceptions of carers were proposed to moderate the relationship 

between the survivor’s illness perceptions and distress levels. Indeed it was 

found that survivors were more likely to report high levels of psychological 

distress (anxiety and depression) when the carer reported that the condition had 

severe consequences for the survivor or believed medical staff had little control 

over the condition. A regression model found illness perceptions to account for 

37% of the explained variance in survivor anxiety levels and 53% of the explained 

variance in survivor depression levels, as well as coping behaviour contributing 

7% of explained variance in depression levels and 6% in survivor depression levels. 

Significant interactions were however also found between survivor and carer 

illness perceptions indicating that the illness perception to outcome relationship 

of the survivor depends on the carer’s perceptions in a more complex manner 

than incongruence would reveal, which reflects the debate in the literature on 

the whole on how best to measure dyadic illness perception interactions 

(Benyamini, 2011). 

 

A limitation of the aforementioned studies with oesophageal cancer survivors 

and family carers was the cross-sectional design, a methodology which as 

discussed in the recent review by Dempster et al (2015) has pervaded much of 

the illness perception research. Longitudinal work has emerged with head and 

neck cancer (Llewelllyn, Horne, McGurk, & Weinman, 2006) and coronary heart 
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disease (Stafford, Berk & Jackson, 2009) where illness perceptions at one point 

are able to predict outcome at a later time point. It has however been 

acknowledged that the ability to predict outcome is of limited utility in terms of 

developing interventions, and rather a focus on a change in illness perceptions 

resulting in a change in outcome would show the feasibility of such a venture. 

This methodological approach was applied to individuals with lower back pain 

(Foster et al, 2008) and in osteoarthritis populations (Bijsterbosch et al, 2009; 

Kaptein, Bijsterbosch, Scharloo et al, 2010), where changes in illness perceptions 

resulted in changes in physical health outcomes.  

 

A study with 189 oesophageal cancer survivors (median 48 months post-

diagnosis) which followed this (Dempster et al, 2011a) was the first to investigate 

changes in illness perceptions to result in changes in psychological distress. This 

measured illness perceptions at baseline and then again one year later, 

subjecting the data to a cluster analysis as advocated by Clatworthy and 

colleagues (2007) and applied to the osteoarthritis study by Kaptein and 

colleagues (2010). The advantage of a cluster analysis technique is that groups of 

survivors may be identified with similar characteristics as to who would find most 

benefit from an intervention. The following clusters of survivors emerged; 

cluster 1 appeared to describe a group of survivors who developed more positive 

cognitions over time and tended to have decreased scores on the personal 

control scale. Cluster 2 grouped together survivors who increasingly engaged in 

self-blame for the cause of the oesophageal cancer and who increasingly 

believed that treatment provided by health professionals was unlikely to cure or 

control their condition. However, this group also had a reduced belief in the 

likelihood of severe consequences from their condition and an increased belief in 

their own ability to control the situation. The third cluster represents a group of 

survivors who reported reduced belief in the ability of the treatment or in their 

own ability to control the condition and reported an increase in the likelihood of 

severe consequences from their condition. Finally, respondents in cluster 4 

tended to believe more strongly that their condition was cyclical and reported 
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poorer understanding of their condition over time. Yet, their perception of 

treatment control and personal control strengthened over time.  

 

A regression analysis revealed cluster 3 to be more likely to report psychological 

distress. The difference between cluster 3 and the others was the lack of 

perception of either treatment or personal control. Additionally, changes in 

coping strategies were also associated with changes in psychological distress; 

survivors who increasingly engaged in interpersonal interaction as a coping 

strategy experienced an increase in their level of anxiety over time and increases 

in reflection/relaxation as a coping strategy were associated with increases in 

depression over time. Increasing the use of positive focus as a coping strategy 

was the strongest predictor of a decrease in depression over time. The 

regression analysis reported changes in illness perceptions and coping strategies 

to account for 10% of explained variance in depressive symptomology and 7% of 

explained variance in anxious symptomology, although this was achieved over a 

stable period in the illness trajectory for most survivors where there was fairly 

little change in illness perceptions.  

 

The previous studies (Dempster, McCorry, Brennan et al, 2011a; 2011b; 2011c; 

2012) have illustrated promise in regards to a psychological intervention 

theoretically informed by the Common-Sense Theory of Illness Representations 

(CSM; Cameron & Leventhal, 2003; Leventhal, Meyer & Nerenz, 1980; Nerenz & 

Leventhal, 1983). This thesis will continue with this established research 

programme in progressing the development of theory towards the systematic 

development of a prospective intervention.  
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CHAPTER 5 

CHANGE IN PSYCHOLOGICAL DISTRESS IN LONGER-TERM 

OESOPHAGEAL CANCER CARERS: ARE CLUSTERS OF ILLNESS 

PERCEPTION CHANGE A USEFUL DETERMINANT? 

 

Overview 

This chapter presents Study II, a longitudinal assessment of distress in 

longer-term oesophageal cancer carers, while examining illness perception 

schema as a possible determinant of change in outcome over time. Oesophageal 

cancer carers (n = 171), 48 months post-diagnosis, are assessed at baseline and 

12 months later with the Illness Perception Questionnaire-Revised, Cancer Coping 

Questionnaire, Hospital Anxiety and Depression Scale and Concerns About 

Recurrence Scale. Findings report deterioration from normal to probable anxiety 

in 35.7% of carers and probable depression in 28.7% carers over time. Fear of 

recurrence remained stable. Changes in control, consequence and cause beliefs 

were identified as key determinants of a change in psychological morbidity. 

 

What this study contributes to; 

 The research area: this is the first study to use cluster analysis to identify 

groups of carers sharing illness perception schema. It provides the first 

longitudinal examination of psychological distress in oesophageal cancer, 

and contributes to the dearth of longitudinal designs examining the 

relationship between illness perceptions and outcome in the cancer 

literature 

 The aim of the thesis: this study confirms several key illness beliefs to be 

valuable targets for psychological intervention to improve wellbeing 

among oesophageal cancer carers 

 

Publication from chapter: GRAHAM, L., DEMPSTER, M, MCCORRY, N.K., 

DONNELLY, M., & JOHNSTON, B (2015). Change in psychological distress in 

longer-term oesophageal cancer carers: are clusters of illness perception change 

a useful determinant?. Psycho-oncology, 25(6), 663-669. 
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5.1  Introduction 

 

Despite widespread acknowledgement of cancer carers as ‘secondary survivors’ 

by survivorship organisations (Mitchell, Ferguson, Gill, Paul & Symonds, 2013), 

relative to patient need there is still a dearth of attention given to the challenge 

of caregiving and the subsequent psychological sequelae (Mittelman, 2005). 

Increasingly there is evidence that cancer carers report equivalent levels of 

psychological morbidity to survivors (Mitchell et al, 2013), yet interventions 

delivered to this population have largely focused on improving patient care 

outcomes with the carer’s psychosocial wellbeing as secondary (Northouse, 

Katapodi, Song, Zhang & Mood, 2010). With each cancer offering a ‘unique 

presentation of difficulties’ (Vickery, Latchford, Hewison, Bellew  & Feber, 2002), 

there is a need to examine the factors contributing to psychological wellbeing in 

disparate carer populations so we may best meet the acknowledged high levels 

of unmet carer supportive care need (Kim, Kashy, Spillers & Evans, 2010). 

Oesophageal cancer carers have received a marked absence of attention in 

the research literature. Aligning to an increasingly prevalent survivor group (Ries 

et al., 2005) typified by a poor prognosis (Allum et al, 2009) and a significant and 

long-lasting impact on all aspects of health-related quality of life (Lagergren, 

Avery, Hughes et al, 2007), this carer population face a myriad of challenges.  The 

psychological impact of caring for a survivor of oesophageal cancer appears 

considerable, with mixed upper GI carers in a qualitative study reporting feeling 

unprepared for the amount of patient care required (Shaw et al, 2013), and 

oesophageal cancer survivors reporting their carers to have been more 

psychologically affected than themselves (Andreassen, Randers, Naslund, 

Stockeld & Mattiasson, 2006). These suggested levels of significant 

psychological distress are worthy of further investigation, particularly as 

oesophageal cancer carers report feeling invisible to healthcare professionals 

with their emotional needs unattended (Andreassen, Randers, Naslund et al, 
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2005), often resulting in a lack of self-care for their own health problems 

(McCorry, Dempster, Clarke et al, 2009). 

Levels of psychological morbidity in this population are largely unknown, with 

only two studies of distress by self-report (Donnelly et al, 2008; Dempster, 

McCorry, Brennan et al, 2011c). The first study with oesophageal adenocarcinoma 

carers (of survivors a median 108 days post-diagnosis) demonstrated that 71% of 

carers would benefit from formal mental health care, as measured by the 

General Health Questionnaire (Goldberg & Williams, 1988). The latter study with 

oesophageal cancer carers (of survivors a median of 48 months post-diagnosis) 

demonstrated  30% to report moderate/high levels of anxiety, and 10% to report 

moderate/high levels of depression (Dempster, McCorry, Brennan et al, 2011c), as 

measured by the Hospital Anxiety and Depression Scale (Zigmond & Snaith, 

1983). Fear of recurrence was also measured (Dempster, McCorry, Brennan et al, 

2011c), with carers reporting a mean of 13.93 (SD = 5.83), with‘14’ the midpoint of 

the Concerns about Recurrence Scale (Vickberg, 2003). Both these studies are 

cross-sectional in design, where an impetus exists for longitudinal studies of 

carer populations to examine the change in symptoms and problems over the 

illness trajectory (Stenberg, Ruland & Miaskowski, 2010). In addition, as with the 

majority of cancer carer research, both studies involve people who have been 

carers for a relatively short time (Kim & Given, 2008). 

Possible key determinants of psychological distress in oesophageal cancer carers 

are illness perceptions, as conceptualised by Leventhal’s Common-Sense Model 

(CSM; Leventhal, Meyer & Nerenz, 1980). The CSM proposes that in order to 

make sense of a health threat, an individual will access their lay representation of 

the condition, including beliefs around the cause, consequences, timeline 

(acute/chronic, episodic/cyclical), control (personal & treatment), and illness 

coherence. In an effort to restore normal functioning, individuals will develop 

coping strategies (based on their illness perceptions, which will then be 

evaluated in terms of their success in restoring equilibrium. The result of this 

evaluation may be a change in coping strategy and/or a change in perceptions 

about the illness. In summary, the model suggests that a person’s perceptions 
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about an illness and their coping strategies can have an impact on their 

psychological well-being.  

Illness perceptions have been reported to explain variance in a range of health-

related outcomes (Hagger & Orbell, 2003) including distress in cancer 

populations (Llewellyn, Weinman, McGurk & Humphris, 2008; McCorry, 

Dempster, Quinn et al, 2013; Traeger, Penedo, Gonzalez et al, 2009). A previous 

cross-sectional study of longer term oesophageal cancer carers reported illness 

perceptions to account for the majority of explained variance in anxiety (27%), 

depression (33%), and fear of recurrence (21.5%) (Dempster, McCorry, Breannan 

et al, 2011c). Psychological distress was higher in carers who believe that a) the 

illness is more acute and cyclical in pattern, b) the survivor has a poor 

understanding of their condition, and c) serious consequences await both the 

survivor and themselves. 

Several illness perception interventions have shown promise in reducing 

psychological morbidity in carer populations (Broadbent, Ellis, Thomas, Gamble 

& Petrie, 2009a; Keogh, Smith, White et al, 2011; Song, Ward, Happ et al, 2009). 

Although the previous study (Dempster, McCorry, Brennan et al, 2011c) is useful 

in identifying which illness perceptions are associated with psychological distress 

at one point in time, theoretical development of an intervention aiming to 

modify beliefs would require evidence that a change in illness perceptions 

corresponds to a change in levels of psychological distress. There are a limited 

number of studies following this methodology, with the majority of longitudinal 

designs utilised to predict an outcome at follow-up from illness perceptions at 

baseline (Frostholm, Oemboel, Christensen et al, 2007). The few studies to move 

beyond a prediction model have done so by identifying individuals sharing 

collections of illness beliefs which change in a similar way over time (Dempster, 

McCorry, Brennan et al, 2011a; Kaptein, Bijsterbosch, Scharloo et al, 2010). This 

method of studying illness perception ‘schema’ as proposed by Clatworthy and 

colleagues (2007) has various benefits, not least of which the conceptual 

relevance to the CSM (Leventhal, Meyer & Nerenz, 1980) of studying a collection 

of beliefs as opposed to single illness perceptions in isolation. No other study has 
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used cluster analysis to identify groups of carers sharing illness perception 

schema and provide a longitudinal assessment of psychological distress in this 

population. 

The present research aims to a) provide the first longitudinal study of anxiety, 

depression and fear of recurrence in longer-term oesophageal cancer carers and 

to b) determine if subgroups of oesophageal cancer carers share schema 

reporting similar change over time, and if these schema are useful in predicting 

change in psychological distress. 

 

5.2  Method 

 

The study makes use of existing data already collected for a previous study, with 

the process of data collection subsequently described. Oesophageal cancer 

survivors registered on the Oesophageal Patient’s Association (OPA) database 

were invited by postal survey to take part in a research study (reported 

separately-Dempster, McCorry, Brennan et al, 2011a). The OPA is a UK-wide 

charitable organisation, which aims to give information and peer support to 

oesophageal cancer patients having undergone oesophagectomy and their 

families. This sampling method was utilised in order to identify an adequate 

sample of survivors, with the OPA the leading oesophageal cancer patient 

organisation in the UK and conservative numbers of oesophageal cancer 

patients on a curative pathway within single centres.   To be eligible to 

participate, the survivor needed to have undergone oesophagectomy for 

oesophageal cancer. The cancer survivors were asked to give a questionnaire 

pack to their carer, i.e. a partner/relative/friend they identified as being their 

main source of emotional and physical support. Following the return of this 

survey in the SAE provided, a second identical questionnaire pack was mailed to 

the carers at approximately 12 months follow-up. 
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An a priori power analysis indicated that 172 participants were needed to have 

80% power for detecting a small sized effect (based on estimate of effect from 

Dempster et al, 2011a) when employing the traditional .05 criterion of statistical 

significance. 

Ethical approval for the study was gained from the University Research Ethics 

Committee (Appendix A), alongside permission from the management board of 

the OPA. Participant consent was implied by completion of the questionnaire 

pack, appropriate in situations with no direct contact, a single task and low risk.  

The questionnaire pack (Appendix B) included the following measures – 

Demographic and health related items - gender, age, relationship to survivor, 

geographic region, living arrangement, and employment status. Medical 

information was also collected in regards to the survivor; time since diagnosis 

and whether or not the survivor had any comorbidity. 

Anxiety and Depression - Hospital Anxiety and Depression Scale (HADS; Zigmond 

& Snaith, 1983). The HADS assesses levels of generalised anxiety and depressive 

disorder, as indicated by symptoms experienced over the previous week. The 

HADS does not include somatic items with and loads more strongly on to a 

psychological factor (Johnston, Pollard & Hennessey, 2000), therefore being 

suitable for an older population of carers who may themselves have evidence of 

chronic illness. The measure includes 14 items divided into two subscales; 

depression (HADS-D, 7 items) and anxiety (HADS-A, 7 items). Respondents are 

asked to mark on a likert scale (0-3), with higher scores indicating higher 

symptom frequencies (subscale range 0-21). Mean scores may then be reported 

for each subscale or threshold values used for clinical caseness (Zigmond & 

Snaith, 1983); normal (<8), possible (8-10) or probable clinical anxiety or 

depressive disorder (11-21). Although there is some concern over optimal cut-off 

points (Carey, Noble, Sanson-Fisher & Mackenzie, 2012), the threshold values 

identified for optimal balance between sensitivity and specificity in medical and 

general population samples reported little variability from 8 (Bjelland, Dahl, Haug 

& Neckelmann, 2002). The HADS has been validated among a range of cancer 
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populations (Luckett, Butow, King et al, 2010), and also performs well in general 

population samples (Bjelland, Dahl, Haug et al, 2002).  

Fear of Recurrence - Concerns About Recurrence Scale- Part 1 (CARS; Vickberg, 

2003). The CARS-Part 1 assesses the overall fear of reoccurrence; frequency, 

potential for upset, consistency and intensity of fears. The scale contains 4 items, 

with responses given on a likert scale from 1 (not at all) to 6 (continuously, 

terribly).  A higher total score on the scale indicates a greater fear of recurrence. 

Psychometric properties are sound as reported in several validation studies 

(Vickberg, 2003; van den Beuken-van Everdingen, Peters, de Riyke et al, 2008) 

and in comparison to other fear of recurrence measures in a recent systematic 

review (Thewes, Butow, Zachariae et al, 2012). 

Coping Strategies - The Cancer Coping Questionnaire (CCQ; Moorey, Framptom & 

Greer, 2003). The CCQ assesses coping strategies used in the previous week. The 

measure includes 21-items, measuring five types of coping strategy; interpersonal 

support, reflection/relaxation coping, diversion, planning, and positive focus. 

Respondents rate how often they have used a type of strategy on a likert scale, 1 

(not at all) to 4 (quite a lot). Mean scores for each subscale indicate greater use 

of a coping strategy. Psychometric properties are sound (Moorey, Framptom, & 

Greer, 2003). 

Illness Perceptions – Illness Perception Questionnaire-Revised (IPQ-R, Moss-

Morris, Weinman, Petrie et al, 2002). The IPQ-R measures a respondent’s beliefs 

in regards to a health threat, used in this study to assess; cause of illness, 

timeline acute or chronic, timeline cyclical or episodic, consequences of illness, 

personal control, treatment control and illness coherence.   A modified version of 

the IPQ-R (Barrowclough et al, 2001) is applied to address the illness 

representations of personal control, consequences and illness coherence from 

the perspective of both the carer and patient. That is, the respondent is asked to 

refer to the survivor’s ability to control the symptoms of their condition, and is 

also asked to refer to their own ability to control the symptoms of the survivor’s 

condition. Respondents are asked the extent to which they agree with a 
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statement using a likert scale (1, strongly disagree to 5, strongly agree). Higher 

scores on the personal control, treatment control, and illness coherence 

subscales represent more positive beliefs, with higher scores on the 

consequences, timeline acute/chronic and timeline cyclical/episodic subscales 

representing more negative beliefs. To assess cause, an open-ended item asks 

respondents to state the three main causes of their condition. Weinman and 

colleagues (1996) recommend subjecting the data to a factor analysis in order to 

obtain more meaningful scales. As reported previously by the current authors 

(Dempster, McCorry, Brennan et al, 2011c), the causes from this carer sample 

were subjected to factor analysis revealing three factors; emotional causes (e.g. 

stress), behavioural causes (e.g. smoking), and external causes (e.g. fate), 

explaining 44% of the total variance. 

As recommended by the authors (Weinman et al, 1996), the questionnaire has 

been modified to include ‘oesophageal cancer’ as the specific health threat, 

though items refer to ‘condition’ in order to reflect the changing status of an 

illness in more long-term survivors. The IPQ-R has sound psychometric properties 

as evidenced in a range of chronic illnesses (Moss-Morris, Weinman, Petrie et al, 

2002;Giannousi, Manaras, Georgoulias & Samonis, 2010) and more specifically 

with oesophageal cancer survivors (Dempster & McCorry, 2012). 

 

5.3  Analysis 

 

Statistical analysis was conducted in SPSS (version 21; SPSS Inc, Chicago, IL). 

Descriptive statistics were analysed using paired t-tests to assess if IPQ-R, CCQ, 

HADS and CARS scores were different across the two time-points. New variables 

were computed to categorise the baseline and time 2 HADS scores according to 

the suggested clinical cut-offs (Zigmond & Snaith, 1983) and the CARS scores 

according to the scale midpoint, with chi-squared tests conducted to assess the 
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percentage of participants improving, deteriorating or remaining stable in 

psychological distress over time.  

Change in IPQ-R, CCQ, HADS and CARS scores were calculated by subtracting the 

second time point score from the first time point score. A negative change score 

represents an increase in scores over time, with a positive change score 

representing a decrease in scores over time.  

Cluster analysis was applied to the IPQ-R change scores, previous converted to z-

scores, to assess participants whose illness beliefs changed in a similar way 

across time. The two-stage method used is that of Milligan (1980), identified by 

Clatworthy and colleagues (2007) as being the optimum for illness perception 

research. Firstly a hierarchical cluster analysis (Ward’s clustering method) was 

used to identify the number of clusters, with squared Euclidean distance as the 

similarity measure. By observing the dendrogram and the agglomeration 

schedule, three clusters were identified as emerging from the data. The stability 

of clusters was validated by dividing the study sample in half and repeating the 

cluster analysis on each, with a similar three cluster structure emerging. The 

number of clusters and cluster centroids identified using the Ward’s method 

were then entered into an iterative cluster analysis (K-means clustering method). 

Differences between clusters were assessed using ANOVA to assess differences 

in IPQ-R, CCQ, HADS and CARS change scores. 

Separate hierarchical regression analyses were conducted to construct a model 

of change in anxiety, depression and fear of recurrence. Demographic and 

medical variables were entered in the first block, with CCQ change scores and 

IPQ-R cluster membership entered in the second block. IPQ-R cluster 

membership and CCQ change scores were entered together in the same block as 

previous research has reported coping or illness perceptions to explain little 

additional variance when the other is entered first (Dempster, Howell & McCorry, 

2015).  Demographic variables with more than 2 levels and IPQR cluster 

membership were entered as dummy variables.  
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5.4 Results 

 

5.4.1  Sample Characteristics 

Of the 526 survivors returning questionnaires, 379 carers also returned 

questionnaires at baseline. This 72.05% return rate is conservative given that 

some survivors did not have a carer. At the second time-point, 228 carers 

returned their questionnaires (40% dropout rate over time). After removing 

missing data, complete data was provided by 171 carers across both time-points. 

There was no significant difference on depression (t=1.99, p=.05) or fear of 

recurrence (t=1.44, p=.152) between the participants who provided complete 

data at both time points and the participants who provided data at time 1 only. 

Non-completers were significantly more anxious than completers (t=2.54, 

p=.011), but the effect size was small (Cohen’s d=0.26). The demographic 

characteristics of the 171 carers in the sample are summarised in Table 1. The 

carers represented a longer term survivor population who at inclusion in the 

study were approximately 4 years past diagnosis (median=48 months (range 2-

441), half of whom (53.2%) also had comorbid medical conditions. 

 

Table 1. Study II carer participant demographic characteristics 

Variable Sample characteristics n (%) 

Age M= 62.56 years (SD =10.05) 

Gender 124 (72.5%) female 

Relationship to 

survivor      

165 (96.5%) spouse/partner 

 2 (1.2%) son/daughter 

 2 (1.2%) relative 

 1 (0.6%) friend 

 1 (0.6%) other 

Employment 105 (61.4%) retired 

 36 (21.1%) full-time employment 

 24 (14%) part-time employment 
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 6 (3.5%) unemployed 

Living arrangement 157 (91.8%) married 

 9 (5.3%) living with partner 

 3 (1.8%) single 

 1 (0.6%) divorced/separated 

 1 (0.6%) widowed 

Region 158 (92.4%) England 

 5 (2.9%) Wales 

 3 (2.3%) Scotland 

 3 (1.8%) N. Ireland 

 1 (0.6%) other 

 

 

5.4.2  Do levels of psychological distress change over time in oesophageal 

cancer carers? 

 

 

Figure 2. Study II Change over time in mean anxiety and depression (HADS) 

scores 

 

At inclusion in the study, carers reported a mean HADS Anxiety score of 7.50 

(SD=4.72) and a mean HADS Depression score of 4.47 (SD = 3.82) (as illustrated in 
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Figure 2). At 12-month follow-up there was a significant difference in levels from 

baseline (as reported in Table 2), with both levels of anxiety and levels of 

depression increasing over the 12 month period. Both anxiety and depression 

reported a large effect size. Using the HADS clinical cut-off scores (Zigmond & 

Snaith, 1983), 35.7% (61/171) of the carer sample deteriorated from normal levels 

of anxiety into probable anxiety from baseline to the second time-point, with a 

further 12.8% (22/171) deteriorating to possible anxiety. Probable anxiety at 

inclusion persisted over the 12 months in 24% (41/171) of the sample, and there 

was an improvement from probable anxiety to normal levels of anxiety in no 

carers. With depression there was a similar marked deterioration, with 28.7% 

(49/171) of the carers reporting normal levels of depression at inclusion and 

probable depression at 12 months, and a further 38.6% (66/171) deteriorating to 

possible depression. Levels of probable depression were constant in 7% (12/171) 

of the sample across the two time-points, with no carers reporting an 

improvement from probable depression to normal levels.  

 

 

Figure 3. Study II Change over time in fear of recurrence (CARS) score 

 

Levels of fear of recurrence as measured by the CARS (Figure 3) remained 

relatively stable over time with no significant difference between baseline 
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(M=13.65, SD=5.58) and follow-up (M=13.97, SD=5.59), (as reported in Table 2). In 

the absence of diagnostic criteria it is difficult to distinguish clinical levels of FOR 

from a normal fear response to cancer, though a systematic review suggests the 

midpoint as a possible indication of moderate/higher FOR (Thewes, Butow, 

Zachariae et al, 2012). The CARS midpoint of ‘14’ would result from at least half 

the item responses being given on the upper two-thirds of the likert scale, 

designated as moderate-high FOR by the authors (Vickberg, 2003). At baseline 

43.3% (74/171) carers had a moderate to high level of FOR which persisted at a 

similar level over the 12 months. A deterioration was reported by 11.7% (20/171) of 

the carer sample from low FOR to moderate/high FOR at follow-up, though an 

improvement from moderate/high FOR to low FOR was also clear in 7.6% (13/171) 

carers. 

 

Table 2. Study II Descriptive Statistics (Change over time in IPQ-R, CCQ, CARS & 

HADS scores) 

 Potential 
Midpoint 

Baseline 
Mean 
(SD) 

Time 2 
Mean 
(SD) 

t p Effect 
size 

 

HADS Anxiety 10.5 7.50 
(4.72) 

14.44 
(4.84) 

-27.46 <.001 1.45 

HADS Depression 10.5 4.47 
(3.82) 

11.41 
(3.99) 

-34.15 <.001 1.78 

CARS Fear of 
Recurrence 

14 13.65 
(5.58) 

13.97 
(5.59) 

-.99 .322 0.06 

CCQ 
Reflection/relaxation 

12.5 9.24 
(3.28) 

9.20 
(3.24) 

.19 .850 -0.01 

CCQ Positive focus 7.5 7.67 
(2.23) 

7.61 
(2.07) 

.33 .740 -0.03 

CCQ Diversion 7.5 6.54 
(2.26) 

6.21 
(2.18) 

1.95 .052 -0.15 

CCQ Planning 7.5 7.00 
(2.51) 

6.84 
(2.24) 

.89 .376 -0.07 

CCQ Interpersonal 17.5 15.40 
(5.50) 

14.98 
(5.41) 

1.12 .263 -0.08 

IPQ-R Acute/chronic 
timeline 

18 22.95 
(4.72) 

24.12 
(4.37) 

-3.09 .002 0.26 

IPQ-R Episodic/cyclical 
timeline 

14 11.95 
(3.44) 

12.63 
(3.65) 

-2.22 .028 0.19 

IPQ-R Treatment 
control 

15 16.89 
(3.41) 

16.04 
(3.39) 

3.21 .002 -0.25 
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 Potential 
Midpoint 

Baseline 
Mean 
(SD) 

Time 2 
Mean 
(SD) 

t p Effect 
size 

 

IPQ-R Emotional 
cause 

15 12.47 
(3.83) 

12.19 
(3.80) 

1.06 .292 -0.07 

IPQ-R Behavioural 
cause 

12 9.77 
(3.69) 

9.73 
(3.31) 

.44 .817 -0.01 

IPQ-R Externalised 
cause 

12 15.30 
(3.54) 

15.07 
(3.13) 

.85 .395 -0.07 

IPQ-R Consequences 
for Patient 

18 22.12 
(4.64) 

21.80 
(4.35) 

1.04 .299 -0.07 

IPQ-R Consequences 
for Carer 

18 12.71 
(3.07) 

12.35 
(3.32) 

1.71 .089 -0.11 

IPQ-R Personal 
control of Patient 

18 18.92 
(4.75) 

18.45 
(4.47) 

1.24 .217 -0.10 

IPQ-R Personal 
control of Carer 

18 16.11 
(4.13) 

15.73 
(4.24) 

1.25 .212 -0.09 

IPQ-R Illness 
coherence of Patient 

15 19.44 
(3.96) 

19.14 
(4.05) 

1.01 .317 -0.08 

IPQ-R Illness 
coherence of Carer 

15 19.11 
(3.88) 

18.94 
(4.05) 

.70 .545 -0.04 

 
Effect size is d Cohen’s. Calculated via 
http://www.psychometrica.de/effect_size.html#cohenb 

 

5.4.3  Do illness perceptions and use of coping strategies change over time? 

Illness perceptions appear to remain stable over the 12 month period, with the 

majority reporting no significant difference between baseline and follow-up (as 

reported in Table 2). Carers did however report significant change in three illness 

domains, with increasingly negative beliefs. Carers increasingly believed the 

survivor’s condition to be chronic as opposed to acute (IPQ-R Acute/Chronic), 

and increasingly believed the survivor’s condition to follow a cyclical as opposed 

to episodic pattern (IPQ-R Episodic/cyclical). Lastly, carers reported a significant 

change in IPQ-R Treatment control, reporting an increasingly diminished belief in 

the ability of treatment to control the symptoms of the survivor’s illness.  

Use of coping strategies remained stable over time with no significant changes. 

 

http://www.psychometrica.de/effect_size.html#cohenb
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5.4.4  Do subgroups of oesophageal cancer carers share illness perception 

‘schema’ which report similar change over time? 

Three distinct clusters emerged from the data. Cluster centroids are displayed in 

Table 3 and illustrated in Figure 4. 
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Figure 4. Study II Cluster centroids of illness perception (IPQ-R) change 
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Cluster 1- An increasingly pessimistic group of carers 

Cluster 1 (n= 79) represents a group of carers who report beliefs which are 

largely more negative than that of the whole sample at baseline, yet more 

positive in regards to the condition being more acute than chronic and having a 

higher belief in treatment control. These carers display a marginal to moderate 

negative change in beliefs over time, and an increase in already high causal 

beliefs over time, particularly belief in an emotional cause. 

These carers report a stronger belief at baseline that the survivor’s condition is 

acute (22.59 ± 4.47 in comparison to the whole sample 22.95 ± 4.72), though this 

belief lessens slightly over time towards a more chronic perception. Aligned to 

this, the carers report a stronger belief in a more cyclical model of illness (12.25 ± 

3.47 in comparison to the whole sample 11.95 ± 3.44) which strengthens slightly 

over time. 

These carers reported a heightened belief in causal factors for the survivor’s 

condition at baseline in comparison to the whole sample, and these beliefs 

continue to increase moderately over time. The carers’ belief in an emotional 

cause (13.24 ± 3.46 in comparison to 12.47 ± 3.83) reports a marked increase over 

time. 

The carers hold a low illness coherence belief in comparison to the whole sample 

at baseline, both in terms of their own understanding of the condition (18.35 ± 

3.87 in comparison to 19.11 ± 3.88) and in regards to their perception of the 

survivor’s understanding (19.00 ± 3.99 in comparison to 19.44 ± 3.96). Over time 

there is a moderate decrease in the carers perception of their own and the 

survivor’s understanding. 

The carers in this cluster report a stronger belief in treatment being able to 

control the survivor’s condition than the whole sample at baseline (17.13 ± 3.38 in 

comparison to 16.89 ± 3.41), yet a reduced belief in terms of their own ability 

(15.71 ± 3.65 in comparison to 16.11 ± 4.13) and the survivor’s ability (19.39 ± 4.33 in 
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comparison to 18.92 ± 4.75) to control the condition. All control beliefs report a 

marginal reduction in strength over time. 

These carers report at baseline more serious consequences for the survivor than 

the whole sample (22.41 ± 4.31 in comparison to 22.12 ± 4.64), and more serious 

consequences for themselves in comparison to the whole sample (12.81 ± 3.15 in 

comparison to 12.71 ± 3.07). This belief in serious consequences for both parties 

increases moderately over time. 

 

Cluster 2- An increasingly realistic yet powerless group of carers 

Cluster 2 (n= 26) represents a group of carers who report a more chronic illness 

model and weaker control beliefs than that of the whole sample at baseline, yet 

higher illness coherence and a perception of less serious consequences from the 

survivor’s condition. These carers display lesser causal beliefs than the whole 

sample at baseline, with causal beliefs reporting marginal change over time. 

Most other illness beliefs report a marked change, increasing in the same 

direction whether positive or negative. 

These carers report a stronger belief at baseline that the survivor’s condition is 

chronic (24.85 ± 4.31 in comparison to the whole sample 22.95 ± 4.72), which 

becomes moderately stronger over time. The carer’s do however hold a more 

positive belief of an episodic model of illness at baseline (10.15 ± 3.34 in 

comparison to 11.95 ± 3.44), which reports a marked increase over time. 

These carers reported a lesser belief in causal factors for the survivor’s condition 

at baseline in comparison to the whole sample, and these beliefs continued to 

lessen moderately over time. Belief in a behavioural cause (9.12 ± 3.93 in 

comparison to whole sample 9.77 ± 3.69) reported less change over time than 

the other beliefs, marginally reducing over the year. 

The carers in this cluster hold a high illness coherence belief in comparison to the 

whole sample at baseline, both for themselves (20.23 ± 4.10 in comparison to 
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19.11 ± 3.88), and in regards to their perception of the survivor’s understanding of 

their condition (20.15 ± 3.73 in comparison to 19.44 ± 3.96). Both these beliefs 

report a marked positive change over time, with the carer’s perception of their 

understanding reporting more positive change than any other belief across the 

three clusters. 

These carers hold a weaker set of control beliefs in comparison to the whole 

sample at baseline, with these beliefs weakening further over time. The carers 

report a weaker belief that treatment will control the survivor’s condition (15.73 

± 4.04 in comparison to 16.89 ± 3.41), and that they themselves (13.81 ± 4.07 in 

comparison to 16.11 ± 4.13) or the survivor (15.08 ± 4.74 in comparison to 18.92 ± 

4.75) have a degree of personal control over the condition. Treatment control 

beliefs and carer control beliefs continue to report a marked negative change 

over time, with the carer’s perception of survivor control displaying more 

negative change than any other belief across three clusters. 

The carers hold a baseline belief of less serious consequences for themselves in 

comparison to the whole sample (21.42 ± 5.11 in comparison to 12.71 ± 3.07), with 

this belief reporting a moderate positive change over time. The carers also report 

less serious consequences for the survivor (21.42 ± 5.11 in comparison to 22.12 ± 

4.64), also reporting a more positive change over time. 

 

Cluster 3- An increasingly hopeful and in control group of carers 

Cluster 3 (n=66) represents a group of carers who report beliefs which are 

largely more positive than the whole sample at baseline, who display a marginal 

to moderate positive change in most illness beliefs over time and a marked 

positive change in control beliefs. However, this cluster also reports an 

increasingly negative perception of the survivor’s illness coherence and a belief 

in the condition being cyclical as opposed to episodic.  

The carers in this cluster report a reduced belief at baseline that the survivor’s 

condition is chronic (22.62 ± 5.04 in comparison to the whole sample 22.95 ± 
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4.72), and this belief in an acute condition strengthens moderately over time. 

Alongside this carers report a stronger belief that the condition is cyclical (12.30 ± 

3.28 in comparison to the whole sample 11.95 ± 3.44), a belief which is observed 

to strengthen slightly over time. 

These carers report a reduced belief in causal factors for the survivor’s condition 

at baseline in comparison to the whole sample, and these beliefs continue to 

lessen over time. In particular, the carers’ belief in an emotional cause (11.82 ± 

3.82 in comparison to 12.47 ± 3.83) reports a marked decrease over time – the 

most substantial change in illness belief for this cluster. 

The carers hold a high illness coherence belief in comparison to the whole 

sample at baseline, both for themselves (19.59 ± 3.84 in comparison to 19.11 ± 

3.88) and in regards to their perception of the survivor’s understanding of their 

condition (19.67 ± 3.85 in comparison to 19.44 ± 3.96). Although carers report a 

slight increase in their own understanding over time, conversely they report a 

slight decrease in their perception of the survivor’s understanding over time. 

These carers hold a stronger set of control beliefs in comparison to the whole 

sample at baseline, with these beliefs strengthening over time. The carers report 

a strong belief that treatment will control the survivor’s condition (17.06 ± 3.14 in 

comparison to 16.89 ± 3.41), and that they (17.50 ± 4.23 in comparison to 16.11 ± 

4.13) or the survivor (19.88 ± 4.55 in comparison to 18.92 ± 4.75) have a degree of 

personal control over the condition. Personal control beliefs (carer and survivor) 

report a marked increase over time, with treatment beliefs reporting a lesser 

increase. 

The carers hold a baseline belief of more serious consequences for themselves 

(12.85 ± 2.81) in comparison to the whole sample (12.71 ± 3.07), though this belief 

lessens over time. The carers belief in consequences for the survivor (22.05 ± 

4.87) is less than that of the whole sample (22.12 ± 4.64) at baseline, and again 

more positive change is observed over time. 
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Table 3. Study II difference between cluster membership on standardised change 

scores 

 Cluster Centroids (SD) F p Effect sizes for between group 
differences  

 Cluster 
1 

n = 79 

Cluster 
2 

n = 26 

Cluster 
3 

n = 66 

  1&2 1&3 2&3 

HADS 
Anxiety 

0.25 
(0.85) 

-0.40 
(0.81) 

-0.14 
(1.15) 

5.51 .005 -0.77** -0.39 0.24 

HADS 
Depression 

0.23 
(0.92) 

-0.37 
(0.90) 

-0.13 
(1.08) 

4.62 .011 -0.66* -0.36 0.23 

CARS Fear of 
Recurrence 

0.15 
(1.01) 

0.09 
(0.89) 

-0.22 
(1.01) 

2.57 .079 -0.06 -0.37 -0.32 

CCQ 
Reflection/ 
relaxation 

0.21 
(0.97) 

-0.29 
(0.98) 

-0.14 
(1.01) 

3.69 .027 -0.51 -0.35 0.15 

CCQ Positive 
focus 

-0.09 
(0.99) 

0.01 
(1.32) 

0.11 
(0.96) 

.71 .493 0.09 0.21 0.09 

CCQ 
Diversion 

0.07 
(0.88) 

-0.10 
(1.26) 

-0.05 
(1.03) 

.40 .671 -0.17 -0.13 0.05 

CCQ Planning 0.08 
(1.05) 

0.01 
(0.98) 

-0.10 
(0.96) 

.58 .561 -0.07 -0.18 -0.11 

CCQ 
Interpersonal 

0.09 
(1.06) 

-0.35 
(0.71) 

0.03 
(1.00) 

2.00 .138 -0.45 -0.06 0.41 

IPQ-R 
Acute/chroni
c timeline 

0.05 
(0.98) 

0.46 
(0.63) 

-0.24 
(1.08) 

5.05 .007 0.46* -0.29 -0.72** 
 

IPQ-R Cyclical 
timeline 

0.14 
(1.03) 

-0.75 
(0.71) 

0.12 
(0.94) 

9.37 <.001 -0.92*** -0.02 0.99*** 

IPQ-R 
Treatment 
control 

-0.15 
(0.86) 

-0.61 
(1.29) 

0.43 
(0.85) 

13.56 <.001 -0.47 0.68*** 1.05** 

IPQ-R 
Emotional 
cause 

0.60 
(0.88) 

-0.26 
(0.92) 

-0.62 
(0.71) 

40.51 <.001 -0.97*** -1.51*** -0.46 

IPQ-R 
Behavioural 
cause 

0.43 
(0.97) 

-0.13 
(0.80) 

-0.47 
(0.88) 

17.79 <.001 -0.61* -0.97*** -0.39 

IPQ-R 
Externalised 
cause 

0.47 
(0.76) 

-0.31 
(0.87) 

-0.44 
(1.06) 

20.08 <.001 -0.98** -1.00*** -0.13 

IPQ-R 
Consequence
s for Patient 

0.30 
(0.81) 

-0.29 
(0.76) 

-0.25 
(1.18) 

7.26 .001 -0.75** -0.55** -0.04 

IPQ-R 
Consequence
s for Carer 

0.29 
(1.02) 

-0.21 
(0.85) 

-0.26 
(0.95) 

6.36 .002 -0.51* -0.55** -0.05 

IPQ-R 
Personal 
control of 
Patient 
 
 

-0.07 
(0.87) 

-1.11 
(0.72) 

0.53 
(0.85) 

35.84 <.001 -1.24*** 0.70*** 2.01*** 
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 Cluster Centroids (SD) F p Effect sizes for between group 
differences  

      1&2 1&3 2&3 

IPQ-R 
Personal 
control of 
Carer 

-0.15 
(0.75) 

-0.85 
(1.19) 

0.51 
(0.90) 

24.07 <.001 -0.81*  0.80*** 1.38*** 

IPQ-R Illness 
coherence of 
Patient 

-0.14 
(0.87) 

0.70 
(1.35) 

-0.11 
(0.88) 

8.22 <.001 0.83* -0.01 -0.82* 

IPQ-R Illness 
coherence of 
Carer 

-0.47 
(0.91) 

1.13 
(0.84) 

0.11 
(0.74) 

36.13 <.001 1.78*** 0.69*** -1.32*** 

Bonferroni correction applied to significance values for ANOVA at 0.05 level 
 
* p < 0.05,  ** p < 0.01, *** p <0.001 
 
Effect size is d Cohen’s, adjusted for varied sample sizes (pooled standard deviation with 
weights for the sample sizes). Calculated via 
http://www.psychometrica.de/effect_size.html#cohenb 

 

5.4.5  How are these illness perception clusters distinct from each other? 

There was no association or difference between any of the demographic or 

medical variables (carer gender, carer age, carer region, living arrangement, 

employment status, relationship to survivor, survivor co-morbidities, survivor’s 

time since diagnosis) and cluster membership. 

There was a significant difference in change in anxiety (HADS A) between the 

three clusters, F(2,168)=5.51, p <.01 (as reported in Table 3). Carers in cluster 1 

reported a mean increase in anxiety over time, with anxiety decreasing in carers 

in clusters 2 and 3 from baseline to 12 month follow-up. Similarly, there was a 

significant difference in change in depression (HADS D) between the three 

clusters, F(2,168)=4.62, p <.05. Carers in cluster 1 reported a mean increase in 

depression over time, with depression decreasing in carers in cluster 2 and 3 

from baseline to 12 month follow-up. Cluster 1 and 2 were distinct from each 

other in relation to change in anxiety (r = -0.77) and depression (r = -0.66), with 

cluster 3 not significantly different in relation to change in anxiety or depression 

from either of the other two clusters. There was no significant difference in 

relation to change in fear of recurrence (CARS).  

http://www.psychometrica.de/effect_size.html#cohenb
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There was no significant difference between use of coping strategies across the 

different clusters (CCQ).  

There was a significant difference between clusters in every illness perception 

domain (IPQ-R). All three clusters were distinguishable from one another on 

several illness perception domains, each displaying a significant large effect 

between clusters; IPQ-R Personal Control Survivor, IPQ-R Personal Control Carer, 

and IPQ-R Illness Coherence Carer. Clusters 1 and 2 were distinguishable from 

each other on every illness perception domain, except for change in beliefs 

around treatment control (IPQ-R Treatment Control) where they appear to share 

similar beliefs. Cluster 3 appears to be less distinctive, sharing several illness 

beliefs with carers in clusters 1 and 2. Carers in Clusters 1 and 3 appear to share 

similar beliefs around illness timeline (IPQ-R Acute/Chronic & IPQ-R 

Cyclical/Episodic) and in regards to the survivor’s understanding of their 

condition (IPQ-R Illness Coherence Survivor), with carers in Clusters 2 and 3 

appearing to share similar beliefs around consequences from the condition (IPQ-

R Consequences Survivor & IPQ-R Consequences Carer) and causal beliefs (IPQ-R 

Emotional Cause, IPQ-R Behavioural Cause, IPQ-R Externalised Cause). 

 

5.4.6  Are illness perception clusters useful in predicting change in 

psychological distress over time? 

Fear of recurrence. 

The covariates in the regression model explained a total of 16.3% of the variance 

in change in fear of recurrence, F (7,145) = 1.13, p =.004. The first block of the 

model (containing demographic and medical variables) accounted for 9.2% of 

variance in change in fear of recurrence, with the second block (containing 

change in use of coping strategies and cluster membership) accounting for a 

further 7.1% of variance. 

There were several significant predictors in the model (see Table 4). Cluster 

membership was the most significant predictor, with cluster 3 (Beta =.42, p= 



 

84 
 

.024) associated with a decrease in fear of recurrence over time in comparison to 

cluster 1. An increase in the use of interpersonal coping over time was another 

significant predictor (Beta=.22, p=.021), associated with an increase in fear of 

recurrence over time. No demographic or medical variables significantly 

predicted changes in fear of recurrence.  

Table 4. Study II regression analysis with change in fear of recurrence as the 

outcome variable 

 Unstandardized 
regression 
coefficient 

t p Standardized 
regression 
coefficient 

Age <-.05 0.42 .672 -.05 

Gender -.06 -.30 .767 -.03 

Number of months since 
diagnosis 

<-.05 -.72 .476 -.06 

Other illnesses or medical 
conditions 

-.18 -1.12 .263 -.09 

CCQ Planning -.05 -.51 .611 -.05 

CCQ Interpersonal .22 2.33 .021 .22 

CCQ Relaxation <.05 .03 .978 <.05 

CCQ Positive focus -.01 -.11 .916 -.01 

CCQ Diversionary -.05 -.52 .605 -.05 

IPQ-R Cluster 2 versus 
Cluster 1 

.02 .09 .926 <.05 

IPQ-R Cluster 3 versus 
Cluster 1 

-.42 -2.28 .024 -.21 

Constant .76 .82 .414  

 
Step 1 R² = .09, R² adj = -.02. Step 2 R² = .16, R² adj = .02 

 

Depression. 

The covariates in the regression model explained a total of 26.4% of the variance 

in change in depression, F (7, 145) = 2.08, p = .004. The first block of the model 

(containing demographic and medical variables) accounted for 13.2% of variance 

in change depression, with the second block (containing change in use of coping 

strategies and cluster membership) accounting for a further 13.2% of variance. 
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There were several significant predictors in the model (see Table 5). Cluster 

membership was the most significant predictor, with both cluster 2 (Beta=-.49, 

p=.30) and cluster 3 (Beta=-.38, p=0.31) associated with a decrease in depressive 

symptomology over time in comparison to cluster 1. An increase in the use of 

positive focus over time (CCQ Positive focus) was also a significant predictor 

(Beta= -.24, p = .006) of changes in depression levels, associated with a decrease 

in depression over time. No demographic or medical variables significantly 

predicted changes in depression. 

 

Table 5. Study II regression analysis with change in depression as the outcome 

variable 

 Unstandardized 
regression 
coefficient 

t p Standardized 
regression 
coefficient 

Age -.01 -.84 .402 -.10 

Gender -.04 -.24 .814 -.02 

Number of months 
since diagnosis 

<.001 .06 .952 <.05 

Other illnesses or 
medical conditions 

-.16 -1.08 .282 -.08 

CCQ Planning .17 1.79 .076 .17 

CCQ Interpersonal .13 1.45 .148 .13 

CCQ Relaxation -.05 -.51 .614 -.05 

CCQ Positive focus -.24 -2.80 .006 -.24 

CCQ Diversionary .10 1.08 .281 .10 

IPQ-R Cluster 2 
versus Cluster 1 

-.49 -2.20 .030   -.18 

IPQ-R Cluster 3 
versus Cluster 1 

-.38 -2.18 .031 -.18 

Constant .96 1.11 .270  

 
Step 1 R² = .13, R² adj= .03. Step 2 R²= .26, R²adj= .14 

 

Anxiety 

The covariates in the regression model explained a total of 37.4% of the variance 

in anxiety change, F (7, 145) = 3.47, p < .001. The first block of the model 
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(containing demographic and medical variables) accounted for 12.2% of variance 

in change in anxiety, with the second block (containing change in use of coping 

strategies and cluster membership) accounting for a further 25.2%. 

There were several significant predictors in the model (Table 6). An increase in 

the use of diversionary coping was the most significant predictor (Beta= .28, p = 

.001) followed by relaxation/reflection coping (Beta= .23, p = .10) both associated 

with an increase in anxiety levels over time. An increase in positive focus coping 

strategies (Beta= -.17, p = .032) were associated with a decrease in anxiety over 

time. Cluster membership in addition to demographic and medical variables 

failed to significantly predict changes in anxiety.  

 

Table 6. Study II regression analysis with change in anxiety as the outcome 

variable 

 Unstandardized 
regression 
coefficient 

t p Standardized 
regression 
coefficient 

Age -.02 -1.92 .057 -.21 

Gender -.32 -1.93 .055 -.15 

Number of months 
since diagnosis 

<.001 .15 .885 .01 

Other illnesses or 
medical conditions 

-.11 -.78 .436 -.05 

CCQ Planning -.05 -.55 .582 -.05 

CCQ Interpersonal .13 1.58 .117 .13 

CCQ Relaxation .23 2.61 .010 .23 

CCQ Positive focus -.17 -2.16 .032 -.17 

CCQ Diversionary .28 3.30 .001 .28 

IPQ-R Cluster 2 
versus Cluster 1 

-.40 -1.91 0.58 -.14 

IPQ-R Cluster 3 
versus Cluster 1 

-.30 -1.88 .062 -.15 

Constant 1.78  2.225 .03 

 
Step 1 R² = .12, R² adj = .02. Step 2 R² = .37, R² adj = .27 
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A post hoc power analysis was conducted using the software package, GPower 

(Faul & Erdfeler, 1992). The sample size of 179 was used for the statistical power 

analyses and an 11 predictor variable equation from the final regression models 

was used as a baseline. The recommended effect sizes used for this assessment 

were as follows; : small (f 2 = .02), medium (f 2 = .15), and large (f 2 = .35). The 

alpha level used for this analysis was p < .05. The post hoc analyses revealed the 

statistical power for all three regression models exceeded .98 for detecting a 

moderate to large effect size, This evidences adequate power for the detection 

of the effect sizes observed in the study. 

 

5.5  Discussion 

 

This is the first study to provide a longitudinal assessment of psychological 

distress in oesophageal cancer carers over time. It has previously been 

established that this carer population experience significant levels of anxiety and 

depression (Dempster, McCorry, Brennan, Donnelly, Murray, Johnston, 2011c). 

This paper extends this knowledge further by demonstrating a concerning 

deterioration in the psychological wellbeing of longer-term carers across a one 

year time period. 

 

This change in reported levels of distress occurred in a sample of longer-term 

carers (mean 4 years post-diagnosis at baseline) who we may expect to have 

entered a more stable period in the illness trajectory.  In the cancer literature 

there is an inconsistent relationship between time and psychological distress 

(Hodges, Humphris, & Macfarlane, 2005), though distress of carers in a mixed-

cancer sample has been reported to increase from 6-months to 3-years to levels 

comparable to the current sample of oesophageal cancer carers (Moser, Künzler, 

Nussbeck, Bargetzi, & Znoj, 2013). With a dearth of longitudinal assessment 

extending beyond 3 years post-diagnosis it is difficult to contextualise the 

second time point (approximately 5 years post-diagnosis). These findings do 



 

88 
 

however align to a similar increase in distress in longer-term oesophageal cancer 

survivors (Dempster, McCorry, Brennan et al, 2011a), with an acknowledged 

relationship between distress in survivors and carers (Hodges et al, 2005) which 

may strengthen over time.  

 

A regression model demonstrated that no demographic or medical variables 

were significant predictors of a change in psychological distress over time. 

Although previous cross-sectional research reported younger age to be 

associated with heightened anxiety and fear of recurrence (Dempster, McCorry, 

Brennan, Donnelly, Murray, & Johnston, 2011c), other factors appear to be 

responsible for fluctuations (deteriorations or improvements) in distress levels 

over time. An increase in use of positive focus type coping strategies was a 

significant predictor of a reduction in depression and anxiety, with an increase in 

diversionary and relaxation coping styles associated with an increase in anxiety.  

Increase in the use of interpersonal coping was also a significant predictor, 

associated with an increase in fear of recurrence. This appears relatively novel 

from the perspective of a systematic review examining predictors of fear of 

recurrence (Simard, Thewes, Humphris et al, 2013), and may relate to the 

potential for survivor and carer illness beliefs to have a moderating effect on one 

another (Dempster, McCorry, Brennan et al, 2011b), 

 

Cluster membership was found to be the most significant predictor of change in 

fear of recurrence and change in depression over one year in longer-term carers. 

Three clusters emerged from the data. Cluster 1 represents an increasingly 

pessimistic group of carers, Cluster 2 represents an increasingly realistic, yet 

powerless group of carers and Cluster 3 represents an increasing hopeful and in 

control group of carers. Membership of clusters 2 and 3 was a significant 

predictor of reduction in depression over time. The distinguishable attribute 

from clusters 2 and 3 is a reduction in a belief of severe consequences for the 

survivor and carer over time, in addition to a reduction in causal beliefs. 

Membership of cluster 3 was a significant predictor of a reduction in fear of 

recurrence over time. The distinguishable attribute was an increase in control 
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beliefs over time. In summary, it would appear beneficial to target the illness 

beliefs of consequences, cause and control in any prospective intervention. 

There is increasing critique over the term carer (Molyneaux, Butchard, Simpson 

& Murray, 2011), for example in relation to an over-emphasis on the solely 

practical role of carers (Netto, 1998), an implication of burden (Molyneaux et al, 

2011), lack of cultural transferability (Guanaratnam, 1997), and most importantly, 

lack of recognition from patients (Cleary, Freeman & Walter 2006).  The term 

‘carer’ is used significantly in health research (Fine, 2004) yet there is 

heterogeneity in how ‘carer’ is defined in studies which serves as a barrier to 

generalising or comparing across populations (Hodges, Humphris & Macfarlane, 

2005). Within the current study and indeed the thesis generally, carers are 

identified by the oesophageal cancer survivor and are described as referring to a 

friend, family member or close person undertaking a supportive role (physically 

or emotionally) in cognisance that the spouse/partner may not best fulfil this role 

for the survivor. It must however be noted that this description will not apply to 

one person for many oesophageal cancer survivors, and they may receive 

emotional and physical support from different sources respectively. Spousal and 

non-spousal carers may also perceive their roles differently, with suggestion of 

non-spousal carers perceiving themselves to manage a greater duplicity of roles 

and spousal carers perceiving themselves as decision makers whereas non-

spousal carers perceive themselves as patient advocates (Coristine Crooks, 

Grunfeld, Stonebridge & Christie, 2003). In enabling the oesophageal cancer 

survivor to choose the person that best encompasses a support role for them, 

there is the potential to i) identify the most at risk individuals in relation to 

psychological morbidity and ii) identify the individuals who are the most central 

to the survivor’s own adjustment.  

There are several limitations with the current study. Firstly, illness perception 

clusters and coping strategies may be interpreted as explaining little variance in 

change in psychological distress. However, cluster membership was a better 

predictor of change in psychological distress than any medical or demographic 
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variable and the levels of explained variance in psychological distress have 

occurred despite illness perceptions appearing to remain stable. Future research 

may measure change in illness perceptions and corresponding change in 

psychological distress over a more acute period (i.e. after diagnosis and through 

initial treatment). There are also alternative methods of applying cluster analysis, 

for example in classifying individuals with similar illness perception schema at 

baseline which are predictive of psychological morbidity at follow-up (McCorry, 

Dempster, Quinn, Hogg, Newell, Moore et al, 2013). Although the current study 

focuses on moving beyond a prediction model, alternative applications of cluster 

analysis may explain more variance in outcome. Secondly, there was no access to 

the medical records of the oesophageal cancer survivors corresponding to our 

carer sample. It may be that similar reported change in illness perceptions for a 

particular group of carers is related to a change in the survivor’s symptoms over 

time. However, longitudinal research with oesophageal cancer patients from 

diagnosis to 12 month follow-up reported the symptom level to remain relatively 

stable in this period and to not contribute to change in anxiety or depression 

over time (Hellstadius et al, 2017a), with the exception of self-reported 

dysphagia. The carer sample in the current study (of survivor’s approximately 48 

month post-diagnosis) are less likely to report a significant change in 

symptomology over time.   Lastly, evidence is still needed that the active 

modification of illness beliefs is i) possible, and ii) will result in a change in 

psychological morbidity. A prospective intervention would provide this evidence. 

 

5.6 Conclusion 

 

In conclusion, the present study has reported that psychological wellbeing in a 

sizeable proportion of longer-term oesophageal cancer carers deteriorates over 

the course of a year. Illness perception schema have been  identified as a key 

determinant of this change, with enhancing control beliefs, lessening focus on 

illness cause, and setting realistic expectations for consequences key elements 

for a prospective intervention. 
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CHAPTER 6 

ILLNESS PERCEPTION DRAWINGS IN OESOPHAGEAL CANCER 

SURVIVORS AND THEIR FAMILY CARERS 

 

 

Overview 

This chapter presents Study III, which uses a visual methodology approach to 

elicit illness perceptions in oesophageal cancer survivors and carers. 

Oesophageal cancer survivors (n=22) and carers (n=7) were asked to generate a 

visual depiction of how the condition impacts on the survivor’s body. Qualitative 

content analysis was utilised to identify salient characteristics in the participant’s 

drawings, with emergent categories focusing on the structure of the drawing 

(subcategories- body before/after surgery, detail of drawing), the perception of 

functional limitations and positive attributes (subcategories - physical, 

psychological, scarring, medical cause given, facial expression), in addition to 

where solutions were given. 

 

What this study contributes to; 

 The research area: this study adds to a small but emergent body of 

literature demonstrating the value of using visual methodologies in illness 

perception research. This is the first study of illness perception drawings 

in oesophageal cancer survivors, one of a minority in a cancer population, 

and the first study to elicit illness perception drawings with a sample of 

carers.  

 The aim of the thesis: this study demonstrates the feasibility of using an 

illness perception drawing measure to elicit illness beliefs in this 

population, particularly illness identity, and suggests a role in the use of 

visualization techniques to foster an accurate illness identity and provide 

a coherent model of illness 
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6.1  Introduction 

 

Oesophageal cancer is the eighth most common cancer worldwide (GLOBOCAN, 

2014). Although the overall prognosis is poor (Allum et al, 2009), an increase in 

both incidence (Cook, Chow & Devesa, 2009) and reported survival rates 

(Rouvelas et al, 2005) have resulted in a growing oesophageal cancer survivor 

group within the general population. These survivors experience a significant 

and sustained deterioration in all areas of health-related quality of life 

(Deschamps et al, 2005; Jacobs et al, 2014; Derogar & Lagergren, 2012), with an 

associated psychological impact reporting high levels of psychological morbidity 

(Dempster, McCorry, Brennan et al, 2011a; Berquist, Ruth, Hammerlid et al, 2007; 

Study II).  In order to meet the myriad supportive care needs of this large clinical 

population as identified in Study I, it is imperative that we address the dearth of 

research aiming to understand the condition from the perspective of the 

survivor. 

 

The wide-ranging impact of oesophageal cancer may not be understood by 

HRQL survey measures alone, but rather by examining how individuals make 

sense of their condition. An individual’s beliefs around their illness as proposed 

by Leventhal’s Common-sense Model (Cameron & Leventhal, 2003) have 

successfully explained variance in a range of health-related outcomes in 

chronically ill populations (Hagger & Orbell, 2003), including variance in 

psychological morbidity across physical conditions (Dempster, Howell & 

McCorry, 2015) and in our target population, oesophageal cancer survivors and 

carers (Dempster, McCorry, Brennan et al, 2011a; Dempster, McCorry, Brennan et 

al, 2011c; Study II). 

 

Oesophageal cancer survivor and carer illness perceptions around a lack of 

perceived personal control or treatment control, a perception of severe 

consequences from the condition, a lack of understanding of the condition and 

strong causal beliefs, particularly relating to an emotional cause, are suggested 
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as key determinants of psychological morbidity (Dempster, McCorry, Brennan et 

al, 2011a; 2011c; 2012;  Study II). The authors of the Common-Sense Model suggest 

that particular illness beliefs may be implicit as opposed to explicit (Leventhal, 

Meyer, & Nerenz, 1980), meaning they may be difficult to put in to words. 

Despite this, the vast majority of illness belief measures tap in to verbally 

constructed knowledge through questionnaires, e.g. IPQ-R (Moss-Morris, 

Weinman, Petrie et al, 2002), B-IPQ (Broadbent, Petrie, Main et al, 2006) or open-

ended interviews. Patient drawings have been suggested as a valuable 

alternative to questionnaire or interview methods (Kaptein & Broadbent, 2007). 

 

Visual methodologies have traditionally been used within child health, with 

recognised value in aiding communication of the young patient’s symptoms or 

experience (e.g. Stafstrom, Rostasy, & Minster, 2002). The concept that visual 

methods may help convey information which is difficult to verbalise is however 

increasingly being taken further, with suggestion that visual methods may be key 

in revealing novel data by “opening up the complexities of the phenomenon being 

researched” (Guillemin & Drew, 2010, pp 177) and contextualising the patient 

experience. Within adult population research, visual methods are increasingly 

suggested to indicate what the individual finds important (Luthy, Cedraschi, 

Pasquina et al, 2013). It is likely that if particular illness beliefs are embedded in 

an individual’s mental image of their condition, these beliefs may most 

effectively be accessed through re-creating this image rather than asking for a 

verbal description. Although images generated by the participant are not 

common within visual methodologies on a whole (Guillemin & Drew, 2010), this 

approach has readily been utilised within illness perception research. Rather than 

relying on illness perception questionnaires which assess pre-defined facets of 

illness beliefs, illness perception drawings have the potential to identify illness 

beliefs inductively in a more open and direct way (Ramondt, Tiemensma, 

Cameron, Broadbent & Kaptein, 2016). 

Previous illness perception drawing research has involved a range of conditions 

(see Cheung, Saini & Smith, 2016 for review); headache sufferers (Broadbent, 
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Niederhoffer, Hague, Corner & Reynolds, 2009), blood disorders (Ramondt et al, 

2016), myocardial infarction (Broadbent, Ellis, Gamble & Petrie, 2006; Broadbent, 

Petrie, Ellis, Ying & Gamble, 2004), systemic lupus erythematosus and 

proliferative lupus nephritis (Daleboudt, Broadbent, Berger et al, 2011), traumatic 

brain injury (Jones, Kydd, Broadbent et al, 2016), Cushing’s Syndrome 

(Tiemensma, Daskalakis, van der Veen et al, 2012), heart failure (Reynolds, 

Broadbent, Ellis et al, 2007), emergency embolisation in postpartum 

haemorrhage (van Stralen, van Stralen-Ruijten, Spaargaren et al, 2010) and 

acromegaly (Tiemensma, Pereira, Romijn et al, 2015). The method involves asking 

participants to generate a drawing of the mental image of their condition, with 

analysis then identifying the most salient aspects (Broadbent et al, 2006). This 

approach has resulted in a more in-depth insight in to various illness perception 

domains, for example in a study of 32 patients with severe chronic obstructive 

pulmonary disease which asked patients to illustrate the functional limitations 

they experience as a result of their condition (Luthy et al, 2013). The drawings 

illustrated several salient characteristics, including obstruction and tightening 

alongside a representation of the lungs and airways. Associations have also been 

found between the salient characteristics of the drawings and health-related 

outcomes, such as when damage is depicted on an organ (Reynolds et al, 2007) 

or more specifically where the cause of damage to an organ is explained 

(Daleboudt et al, 2011).  

There has been little attention given to the efficacy of illness perception drawing 

methodologies within cancer, however a study with 12 lung cancer patients 

suggests the approach may be of value (Hoogerwerf, Ninaber, Willems & 

Kaptein, 2011). The authors reported a relationship between higher accuracy of 

drawing and a belief that the cancer is a chronic condition and is unlikely to be 

cured by treatment. Interview data also revealed a relationship with patients 

expressing more worry and larger size of drawing, concurrent with previous 

research in other health conditions (Broadbent, Niederhoffer, Hague et al, 2009; 

Reynolds, Broadbent, Ellis et al, 2007; Tiemensma, Pereira, Romijn et al, 2015).  
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 Although cancer itself is a physically hidden disease which may be difficult to 

visualise, the individual is likely to hold a mental image of how the condition 

affects their body. From the previously discussed literature on illness perception 

drawings, this would potentially be depicted in several ways. Primarily this may 

relate to the symptoms an individual may attribute to their illness, i.e. the illness 

identity, providing opportunity to match symptoms to the illness label (similar to 

questionnaire measures) but also in inductively identifying the most 

salient/burdensome symptoms. The illness identity is suggested to be a central 

illness representation on which other illness beliefs are anchored (Cameron & 

Leventhal, 2003). Secondly, the survivor’s mental image is likely to represent the 

functional limitations the condition places upon their activities, i.e. the illness 

consequences. Oesophageal cancer survivors report a sustained and wide-

ranging impact of oesophageal cancer diagnosis and treatment on HRQL 

(Deschamps, Nichols, Cassivi et al, 2005), with beliefs around the severity of 

consequences from their condition associated with heightened psychological 

morbidity in both survivors and carers (Study II; Dempster, McCorry, Brennan et 

al, 2012). Given previous indication of key illness beliefs as contributing towards 

psychological morbidity in oesophageal cancer survivors and carers as assessed 

by patient-reported outcome measures, it would be valuable to use illness 

perceptions drawings to provide methodological triangulation (Kimchi, Polivka & 

Stevenson, 1991) for the validity of illness belief constructs and to examine which 

symptoms (illness identity) and functional limitations (consequences) are 

particularly salient in this clinical population.  

This paper examines the efficacy of drawings as a method to investigate illness 

perceptions in oesophageal cancer survivors and carers. It aims to provide the 

first investigation using illness perception drawings in this clinical population, 

and also address the dearth of studies using visual methods within cancer care. 

As far as the authors are aware, this is the first illness perception drawing study 

to also include carers. Specifically the study aims to examine the visual 

representation survivors and carers hold in relation to how the condition affects 

the survivor, and in doing so address two research questions, i) Are oesophageal 
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cancer survivors and carers willing and able to produce a mental image of the 

survivor’s condition? ii) What characteristics are salient in the drawings 

produced?  

 

6.2. Method 

 

Oesophageal cancer survivors affiliated with the Oesophageal Cancer Fund 

(OCF) were invited to take part in the research. The OCF is an Ireland-wide 

charitable organisation, which aims to raise awareness of oesophageal cancer, 

raise funds for research, and support peer-directed support groups for survivors 

and carers. Convenience sampling was used to identify oesophageal cancer 

survivors from the charity’s database who were then contacted by the 

chairperson of the charity to be made aware of the research study, with a 

participant information sheet (Appendix C) and survey booklets (Appendix D) 

sent out by post. This sampling method was utilised in order to identify an 

adequate sample of survivors, with the OCF the leading oesophageal cancer  

patient organisation in Ireland. 

The sampling method intended to allow for a diversity of responses, so the 

eligibility criteria used to select participants were broad. Eligibility criteria 

included an understanding of the English language, having a diagnosis of 

oesophageal cancer and having undergone treatment for the cancer with 

curative intent. Participants with precancerous conditions such as Barrett’s 

Oesophagus were excluded from the study. The cancer survivors were asked to 

give a survey pack to their carer, a person they identified as being their main 

source of physical and emotional support and generally a spouse, relative or 

friend. The survey pack was then mailed back to the researchers in the SAE 

enclosed, with one telephone reminder made by the charity chairperson if the 

researchers failed to receive a pack from a participant. There was no contact 

prior to the research study between the research team and the participants. 
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Ethical approval for the study was gained from the University Research Ethics 

Committee (Appendix E), alongside permission from the management board of 

the OCF. Participant consent was implied by completion of the questionnaire 

pack, appropriate in situations with no direct contact, a single task and low risk.  

The survey pack contained the following measures – 

Demographic and health related items – demographic detail included age, gender, 

ethnicity, education, employment status, medical background (e.g. doctor, 

nurse), and marital status. Carers were additionally asked for their relationship to 

the survivor. Health related items were included in the survivor survey only and 

included stage of cancer (if known) and time of diagnosis.  

Illness perceptions (drawing) – Illness perception drawing of functional limitations 

as per method of Luthy and colleagues (Luthy, Cedraschi, Pasquina et al, 2013, as 

adapted originally from Broadbent, Petrie, Ellis et al, 2004). Participants were 

provided with the following instructions; “People picture their oesophageal 

cancer in different ways. In this study, we are interested in the way you see your 

oesophageal cancer. We would like you to draw your body, representing the 

limitations and difficulties relating to the condition as you continue to experience 

them”. Participants were provided with a blank box measuring (height 17.5cm x 

width 16cm) in which to complete the task. 

Acceptance of visual-generative methodologies may be impacted upon by 

participants lacking confidence in their ‘artistic abilities’ (Kearney & Hyle, 2004). 

With this in mind additional instruction was included; “We are not interested in 

your drawing ability—a simple sketch is fine. We are interested in how you see 

your cancer. In the space below, please draw your cancer as it most commonly 

affects you”.  

Carer participants were given alternative instructions, “We would like you to 

draw your partner/relative/friend's body, representing the limitations and 

difficulties relating to their condition as they continue to experience them”. 

Similarly to the above, this was followed by “We are not interested in your 
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drawing ability—a simple sketch is fine. We are interested in how you see their 

cancer. In the space below, please draw your partner/relative/friend's cancer as it 

most commonly affects them.” 

Illness perceptions (scale measurement) – The Brief IPQ (B-IPQ; Broadbent, Petrie, 

Main, et al, 2006). The B-IPQ aims to provide a brief measure of illness 

perceptions. The measure includes 9 items, assessing cognitive representations 

of illness (consequences, timeline, personal control, treatment control, & 

identity), emotional representations of illness (concern and emotions) and illness 

coherence. The final item is open-ended item and asks respondents to indicate 

the three most important casual attributions of their illness. The items consist of 

a statement to which the respondent indicates the extent to which this reflects 

their experience on a 10-point likert scale. Higher scores on the consequences, 

timeline, identity, concern, and coherence subscales represent negative beliefs. 

Higher scores on the personal control, treatment control, and emotion subscales 

represent positive beliefs. 

Carers were given a modified version of the B-IPQ, with the illness 

representations of personal control, consequences and illness coherence 

addressed from the perspective of both the carer and survivor (as suggested in 

the full IPQ-R by Barrowclough, Lobbn, Hatton & Quinn, 2001). For example, the 

respondent is asked to refer to the survivor’s ability to control the symptoms of 

their condition, and is also asked to refer to their own ability to control the 

symptoms of the survivor’s condition 

The B-IPQ has sound psychometric qualities in a range of chronic illnesses 

(Broadbent, Petrie, Main et al, 2006) and has had reasonable use within cancer 

populations (Husson, Thong, Mols et al, 2013; Mols, Denollet, Kaptein, Reemst & 

Thong, 2012). 

Anxiety and Depression – The Brief-Symptom Inventory-18 (BSI-18; Derogatis, 

2000). The BSI detects psychological distress in a medical population. The 

measure contains three subscales; anxiety, depression and somatization. Each 

subscale contains 6 items and asks respondents to rate each item according to 
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“how much they have been feeling during the past 7 days” on a likert scale from 

0 (not at all) to 4 (always). Higher scores on each subscale indicate greater 

distress, with the sum of the three subscales indicating the overall level of 

distress. Interpretation of the scores on the subscales and total score are 

according to gender cut-offs identified in a large mixed sample of cancer 

patients; the cut-off for caseness being 10 for men and 13 for women (Zabora, 

BrintzenhofeSzoc, Jacobsen, et al, 2001). The scale was developed for use as a 

screening instrument and has been used extensively in clinical practice (Carlson, 

Angen, Cullum, et al, 2004; Zabora et al, 2001). In a recent systematic review of 

assessment instruments for emotional distress in cancer patients, the BSI-18 

came out as one of the few instruments measuring both anxiety and depression 

and with sound psychometric properties (Vodermaier, Linden & Sui, 2009). The 

instrument has only been validated in several studies, although these include 

large cohorts, and has shown excellent sensitivity and specificity in a mixed 

cancer sample, .91 and .93 (Zabora et al, 2001). 

This study is reported according to Consolidated Criteria for Reporting 

Qualitative Studies (COREQ) guidelines (Tong, Sainsbury & Craig, 2007). 

 

6.3 Analysis 

 

The design of the study utilised a conventional qualitative content analysis 

approach (Hsieh & Shannon, 2005). This design was followed due to the 

exploratory nature of the study, in that the researchers were unaware if 

oesophageal cancer survivors and carers would be able to depict a mental image 

of their condition and what form this image would take. It cannot be assumed 

that a) the illness beliefs as measured by the illness perception questionnaire in 

this population (Dempster, McCorry, Brennan et al, 2011a; Dempster, McCorry, 

Brennan et al, 2011c) will be depicted in the respondents drawings, or b) that 

additional beliefs will not emerge. 
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With conventional content analysis researchers avoid imposing preconceived 

categories (Kondracki, Wellman & Amundson, 2002) to ensure the categories 

emerging are grounded in the data (Hsieh & Shannon, 2005). The drawings were 

qualitatively assessed by two authors (MD and LG) with training in qualitative 

methods, first by collaboratively laying out the images and identifying aspects 

that differentiated between them. This formed the basis of a coding framework, 

with the two coders then independently assigning scores to each emergent 

subcategory which were then sorted in to clusters. There was high agreement in 

scores allocated (K > 0.90), with any disagreements resolved through discussion 

before the final coding framework was applied. This process was undertaken 

separately for the survivor and carer drawings. 

The emergent clusters focused on the structure of the drawing (subcategories- 

body before/after surgery, detail of drawing), the perception of functional 

limitations and positive attributes (subcategories - physical, psychological, 

scarring, medical explanation given, facial expression), in addition to where 

solutions were given. Comments and annotations were used to clarify the 

patient’s drawing. 

 

6.4 Results 

 

6.4.1  Sample characteristics  

Of the 35 survivors invited to participate in the study, 23 returned a survey (66% 

return rate). Reasons for no response are mostly unknown, however one 

participant felt too medically unwell to take part and another did not wish to 

discuss their cancer experience. All survivors returning the survey completed the 

illness perception drawings measure except one participant, who was excluded 

from the analysis. 
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Fourteen carers returned the survey, reasons for no survey being returned are 

mostly unknown however 2 survivors indicated that they lived alone without a 

carer and this may suggest other participants felt the same. Only 7 of the 

respondents included the illness perception drawing measure and so were 

included in the analysis. The demographic and medical characteristics of the 

sample are summarised in Table 7. 

Table 7. Study III survivor and carer demographic characteristics 

 Survivor sample (n=22) 
Characteristics n (%) 

Carer sample (n=7) 
Characteristics n (%) 

Age M=58.31 (SD=12.92) M=55.62 (SD=11.93) 

Gender 12 (54.5%) female 5 (71.4%) female 

Ethnicity 22 (100%) white 7 (100%) white 

Education 3 (13.6%) primary 
education 

- 

 10 (45.5%) secondary 
education 

3 (42.9%) secondary 
education 

 8 (36.4%) third level 
education 

2 (28.6%) third level 
education 

 1 (4.5%) higher degree 2 (28.6%) higher degree 

Employment status 8 (36.4%) retired 2 (28.6%) retired 

 9 (40.9%) employed 4 (57.1%) employed 

 2 (9.1%) unemployed 1 (14.3%) unemployed 

 2 (9.1%) homemaker - 

 1 (4.5%) unable to work - 

Medical 
background  

19 (86.4%) no 6 (85.7%) no 

 3 (13.6%) yes 1 (14.3%) yes 

Marital status 18 (81.8%) married/civil 
partnership/co-habiting 

7 (100%) married/civil 
partnership/co-habiting 

 2 (9.1%) 
separated/divorced 

- 

 1 (4.5%) widowed - 

 1 (4.5%) single - 

Relationship to 
survivor 

- 7 (100%) 
husband/wife/partner 

Cancer stage 4 (18.2%) stage 1 - 

 2 (9.1%) stage 2 - 

 3 (13.6%) stage 3 - 

 13 (59.1%) unknown - 

Months since 
diagnosis 

67.22 months (45.73) - 
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6.4.2  Psychological distress  

The reported mean for the anxiety subscale of the BSI-18 with female survivors 

(M-13.92, SD=6.96) and the reported mean for the somatisation subscale of the 

BSI-18 with male survivors (M-11.10, SD=4.75) suggests clinically significant 

distress using Zabora and colleague’s (2001) clinical cut-off values. All reported 

mean values for the carer sample are within normal margins. In computing the 

total distress score, the reported mean for both survivors and carers is under the 

clinical cut-off value of >60 as recommended by Zabora (Zabora et al, 2001), and 

the alternative caseness value of >50 as recommended by other authors for 

oncology samples (Recklitis & Rodriguez, 2007; Merport & Recklitis, 2012). No 

carers in the sample reported clinically significant levels of distress, with 4 

survivors (18%) reporting total BSI scores suggesting caseness (Table 8). 

 

Table 8. Study III Mean BSI-18 (psychological distress) scores for oesophageal 

survivor and carer sample 

 Oesophageal cancer 
survivors 

(n=22) 
Mean (SD) 

 

Oesophageal cancer 
carers 
(n=7) 

Mean (SD) 
 

 Male Female Male Female 

BSI-18 Anxiety 8.90 
(3.67) 

13.92 
(6.96) 

7.00 
(0.00) 

8.80 
(2.39) 

BSI-18 Depression 8.60 
(3.86) 

12.58 
(6.72) 

6.50 
(0.71) 

8.40 
(1.52) 

BSI-18 Somatisation  11.10 
(4.75) 

12.67 
(4.91) 

6.50 
(0.71) 

7.00 
(1.22) 

Summary BSI Scale 28.60 
(11.32) 

39.17 
(16.50) 

20.00 
(1.41) 

24.20 
(2.77) 

 

6.4.3  Illness Perceptions 

The majority of the average scores on the B-IPQ dimensions are moderate, 

between 5 and 7 (Table 9). The strongest illness beliefs are coherence, with the 
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survivor and carer reporting a high understanding of the survivor’s condition. 

More negative illness beliefs are reported by the carers in reference to the 

symptoms attributed to the condition, the consequences of the condition, level 

of concern felt and the emotional impact of the condition. However, the carers 

also felt the condition would not last a long time. The majority of survivors (64%, 

n=14) and carers (57%, n=4) felt the cause of their condition was behavioural, 

though an emotional cause was also stated by several survivors (18%, n=4) and 

carers (14%, n=3).  

 

Table 9. Study III Mean B-IPQ (illness perception) scores for oesophageal survivor 

and carer sample 

 Oesophageal 
cancer survivors 

(n=23) 
Mean (SD) 

 

Oesophageal cancer 
carers 
(n=7) 

Mean (SD) 
 

B-IPQ Consequences for survivor 5.05 (2.73) 6.57 (2.37) 

B-IPQ Timeline 7.43 (3.44) 5.86 (3.53) 

B-IPQ Personal Control of 
survivor 

5.95 (2.67) 5.57 (1.90) 

B-IPQ Treatment Control 7.68 (3.09) 7.29 (2.43) 

B-IPQ Identity 5.23 (2.96) 6.29 (2.22) 

B-IPQ Coherence of survivor 9.36 (0.85) 9.14 (0.69) 

B-IPQ Emotional Representation 5.05 (3.62) 6.43 (2.82) 

B-IPQ Concern 4.32 (3.20) 7.00 (3.16) 

B-IPQ Consequences for carer --- 5.57 (2.23) 

B-IPQ Personal control of carer --- 4.14 (1.86) 

B-IPQ Coherence of carer --- 8.43 (0.79) 

 

6.4.4. Illness Perception Drawings- Survivor Sample 

Structure of drawing. 

Detail of drawing. The majority of the survivors returning the survey 

provided drawings in various levels of detail. Two survivors provided comments 

rather than a drawing, with the majority of survivors providing annotations (59%, 

n=13) or discrete comments (5%, n=1) along with their drawings and several 
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providing both (18%, n=4). The drawings were a mean height 99.05mm 

(SD=36.63) x width 78.50mm (SD=37.94). Many of the survivors depicted a body 

outline and included internal organs (64%, n=14), namely the oesophagus and 

stomach, although two drawings contained more detail. An example of this is 

Participant 13a (Figure 5), a female survivor with largely negative illness 

perceptions (B-IPQ) and symptoms indicative of clinical levels of anxiety and 

depression (BSI-18). The participant’s drawing is diagrammatic and includes 

detail of the whole digestive system. By largely depicting an internalised view, 

few survivors’ drawings focused on external body parts. 

  

Body before/body after. Although in a number of survivor drawings it was 

not clear whether the survivor’s image of their condition reflected their body 

before or after treatment (32%, n=7), some participants (14%, n=3) clearly 

indicated a pre-oesophagectomy body complete with a tumour, others (41%, 

n=9) clearly indicated a post-oesophagectomy body, while  Participant 7a (Figure 

6) with largely positive illness perceptions (B-IPQ) and no indication of 

anxious/depressive symptomatology (BSI-18), depicted an image of their body 

both before and after treatment. 

 

Perception of functional limitations and positive attributes  

Impact on physical functioning. Physical symptoms were depicted by the 

majority of participants (82%, n=18), suggesting the survivors held an image of a 

sustained impact of the illness and treatment on their physical health. One 

survivor commented that the “physical effects internally and externally are 

severe” and several survivors emphasised a “slow recovery”. 

Several participants (27%, n=6) chose to emphasise the more immediate 

difficulties of eating, depicting symptoms such as; food getting stuck, 

regurgitation and finding it difficult to swallow. The most common physical 

symptoms were however related to the digestive process, with a large number 

of participants (55%, n=12) depicting symptoms such as; pain/discomfort after 



 

105 
 

eating, uncomfortable peristalsis, food going through too quickly, reflux, 

cramps, bloating, dumping syndrome, a feeling of food being at throat level after 

having eaten too much and a lack of bowel/bladder control. Participant 21a for 

example (Figure 7), a female survivor with largely negative illness perceptions (B-

IPQ) and symptoms indicating clinically relevant levels of anxiety (BSI-18) 

indicated both the immediate and more distal symptoms in relation to eating. 

Only a few survivors (9%, n=2) discussed the effect of the symptoms on eating 

behaviour itself, depicting an image of their body as being limited in food intake 

and that they cannot eat as before. 

A large number of the participants (41%, n=9) made symptoms relating to pain 

salient, such as; cramps, lower back pain, tightness in upper chest, or soreness in 

ribs after exercise. Several participants illustrated the effect of the illness and 

treatment on their general health (14%, n=3), depicting a feeling of weakness, 

low energy and periodic shakiness. One participant commented that they “can’t 

do quite so much but improving” while another emphasised that they “still enjoy 

activities”. 

The physical symptoms forming the participants’ mental image of their illness are 

extensive, with several participants (14%, n=3) depicting symptoms relating to 

their respiratory system, coughing and breathlessness, which impacts on their 

ability to exercise. One participant depicted a deterioration of eyesight and an 

underactive thyroid.  

 

Medical explanation for symptoms. A large number of participants (41%, 

n=9) depicted a medical explanation for the physical symptoms and functional 

limitations in their images. This was generally depicted as either a small stomach 

(18%, n=4), or a resected oesophagus (5%, n=1) often with a relocated, elongated 

stomach (14%, n=3). One participant depicted their thyroid gland as being burned 

from radiation.  
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Scarring. Two participants chose to depict significant external scarring on 

their image, each depicting 3 scars on different areas of their thorax, Participant 

21a for example (Figure 8), with largely negative illness perceptions (B-IPQ) and 

no indication of elevated levels of anxiety/depression (BSI-18), depicted 

significant scarring across different areas of the thorax. 

 

Psychological adjustment. Negative psychological symptoms were 

depicted by a number of the participants (36%, n=8), suggesting the survivors 

hold an image of a sustained impact on their psychological wellbeing.  

The most common psychological effect survivors chose to emphasise was worry 

(23%, n=5), with participants depicting anxiety, preoccupation with their 

condition and difficulty concentrating. One participant depicted their fear of 

recurrence as “every ache and twinge, is it cancer again?” Another felt overly 

conscious of their efforts to maintain a healthy weight. 

Other negative psychological symptoms included a participant who depicted 

experiencing depression, and another who depicted feeling angry when they 

over-ate or consumed too much coffee or sweets, commenting that although 

control is possible “being human I sometimes forget”. One participant chose to 

emphasise the significant impact of recovery on his family. 

A number of participants emphasised more positive emotions in relation to their 

condition. This ranged from two participants depicting what may be suggested 

as acceptance of their current restrictions, “the body is beautiful, any limitations 

mainly due to age”, to another two depicting themselves as “strong” and with a 

“determination to overcome this” in the case of Participant 3a (Figure 9), a male 

survivor with largely more negative illness perceptions (B-IPQ) and no indication 

of elevated anxious/depressive symptoms (BSI-18). Two participants depicted 

gratefulness at being alive with the result that they now “enjoy every day to the 

fullest”.  
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Facial expression. A number of participants (32%, n=7) detailed facial 

expression in their images. For the majority the facial expression was neutral, 

although several (14%, n=3) depicted a smiling, positive expression. 

 

Control over symptoms. 

Solutions. A number of participants (23%, n=5) depicted solutions for 

exerting control over the physical symptoms associated with the condition. For 

several participants this involved suggestions around eating behaviour, for 

example in eating without liquid, eating little and often and eating slowly. 

Participant 14a, a female survivor with largely more positive illness perceptions 

(B-IPQ) but symptoms indicated clinically significant anxiety and depression (BSI-

18), used an analogy of a car with a reduced fuel tank (Figure 10). Two 

participants made suggestions to manage reflux specifically, for example by 

sleeping at a 40 degree angle. 

Lastly, one participant depicted the importance of knowledge and 

understanding in the recovery process. 
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Figure 5. Illness Perception Drawing –Survivor, Female (Participant 13a) 

 

Illness Perceptions (B-IPQ)- Overall more negative beliefs in comparison to 

sample mean; a stronger illness identity ‘8’, belief in more severe consequences 

from the condition ‘8’, heightened emotional representation of the condition ‘7’ 

and concern ‘7’, belief in a chronic condition ‘6’, weaker personal control ‘4 and 

treatment control ‘5’ beliefs and less illness coherence ‘9’.  The three most 

important causal beliefs were around i) an external cause, ii) emotional cause 

and iii) a behavioural cause. 

 

Psychological morbidity (BSI-18)- The BSI Anxiety subscale score of ‘14’, the BSI 

Depression subscale score of ‘15’ and the BSI Somatisation subscale score of ‘17’ 

indicate clinically significant distress. The total distress score of ‘46’ is however 

under the clinical cut-off value.  
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Figure 6.  Illness Perception Drawing –Survivor, Male  (Participant 7a) 

 

Illness Perceptions (B-IPQ)- Largely more positive beliefs in comparison to 

sample mean, in relation to a weaker illness identity ‘3’, perception of lesser 

consequences from the condition ‘3’, increased illness coherence ‘9’, stronger 

personal control ‘8’, weaker emotional representation ‘2’, and less concern ‘1’. 

More negative beliefs in comparison to sample mean in relation to weaker 

treatment control ‘7’ and a greater perception of a chronic timeline ‘10’.  The 

three most important causes were all behavioural. 

 

 Psychological morbidity (BSI-18)- The BSI Anxiety subscale score of ‘1’, the BSI 

Depression subscale score of ‘0’ and the BSI Somatisation subscale score of ‘1’ 

indicate no clinical distress. The total distress score of ‘2’ is also under the clinical 

cut-off value.  
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Figure 7. Illness Perception Drawing –Survivor, Female  (Participant 21a) 

 

Illness Perceptions (B-IPQ)- Largely more negative beliefs in comparison to 

sample mean, in relation to a stronger illness identity ‘7’, perception of more 

severe consequences from condition ‘7’, a more chronic timeline ‘10’, less illness 

coherence ‘9’, a heightened emotional representation ‘9’ and more concern ‘10’, 

and less personal control over condition ‘2’. More positive beliefs in comparison 

to sample mean in relation to treatment control ‘10’. The two most important 

causes are i) emotional cause and ii) behavioural cause. 

 

The BSI Anxiety subscale score of ‘16’ indicates clinically significant distress, 

however the BSI Depression subscale score of ‘8’, the BSI Somatisation subscale 

score of ‘5’  and the total distress score of ’29 are under clinical cut-off values. 
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Figure 8. Illness Perception Drawing –Survivor, Female  (Participant 17a) 

 

Illness Perceptions (B-IPQ)- Largely more negative beliefs in comparison to 

sample mean, in relation to a stronger illness identity ‘9’, perception of more 

severe consequences from condition ‘9’, a more chronic timeline ‘10’, , a 

heightened emotional representation ‘9’, and less personal control ‘4’ and 

treatment control ‘0’ over condition . More positive beliefs in comparison to 

sample mean in relation to concern ‘2’ and illness coherence ‘10’.  The two most 

important causes are i) external causes and ii) behavioural. 

 

The BSI Anxiety subscale score of ‘9’, the BSI Depression subscale score of ’10, 

BSI Somatisation subscale score of ‘8  and the total distress score of ’27’ are all 

under clinical cut-off values for distress. 
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Figure 9. Illness Perception Drawing –Survivor, Male (Participant 3a) 

 

Illness Perceptions (B-IPQ)- Largely more negative beliefs in comparison to 

sample mean, in relation to a stronger illness identity ‘6’, perception of more 

severe consequences from condition ‘7’, less personal control over condition ‘5’, 

less illness coherence ‘9’, a heightened emotional representation ‘8’, and 

concern ‘7’. More positive beliefs in comparison to sample mean in relation to a 

perception of treatment control ‘9’ and belief in condition being less chronic ‘5’. 

The three most important causes were all behavioural. 

 

The BSI Anxiety subscale score of ‘5’, the BSI Depression subscale score of ‘4’, 

BSI Somatisation subscale score of ‘8’  and the total distress score of ’17’ are all 

under clinical cut-off values for distress. 
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Figure 10. Illness Perception Drawing –Survivor, Female (Participant 14a) 

 

Illness Perceptions (B-IPQ)- Largely more positive beliefs in comparison to 

sample mean, in relation to a weaker illness identity ‘2’, perception of less severe 

consequences from condition ‘2’, more personal control ‘7’ and treatment 

control ‘10’ over condition, more illness coherence ‘10’, and less concern ‘4’. 

More negative beliefs in comparison to sample mean in relation to a perception 

of a more chronic condition ‘10’ and a heightened emotional representation ‘8’.  

The two most important  causes are external and emotional. 

 

The BSI Anxiety subscale score of ‘19’ and the BSI Depression subscale score of 

‘13’ indicate clinical levels of distress. However the BSI Somatisation subscale 

score of ‘6’  and the total distress score of ’38’ are all under clinical cut-off values 

for distress. 
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6.4.4.5 Illness Perception Drawings- Carer Sample 

 

Structure of drawing 

Detail of drawing. One carer provided comments rather than a drawing, 

with the majority providing annotations (43%, n=3) or discrete comments (14%, 

n=1) alongside a drawing and one providing both. One carer provided a drawing 

by itself. The carer illness perception drawings were a mean height 96.83mm 

(SD=38.13) x width 66.33mm (SD=37.15). Although the majority of the drawings 

depicted a body outline, a few (43%, n=3) included internal organs.  

 

Body before/body after 

Similarly to survivors, in two carers’ drawings it was not clear whether they were 

depicting the survivor’s body before or after treatment. Others clearly indicated 

a pre-oesophagectomy representation complete with a tumour (14%, n=1) or 

post-oesophagectomy representation (57, n=4). 

 

Perception of functional limitations and positive attributes  

 Impact on physical functioning. Physical symptoms were depicted by the 

majority of participants (86%, n=6), suggesting the carers held an image of a 

sustained impact of the illness and treatment on the survivor’s physical health. 

The detail given varied widely, with one female carer, Participant 11b, with more 

positive illness perceptions (B-IPQ) and no indication of anxiety/depression (BSI-

18) only annotating “limitations” (Figure 11).  

The most common physical symptoms carers chose to depict related to the 

immediate effects of eating, with most participants (71%, n=5) depicting 

symptoms such as coughing while eating, difficulty swallowing, and 

regurgitating food. This also extended to medication, with Participant 3b, a 
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female carer with largely positive illness perceptions (B-IPQ) and no indication of 

anxiety/depression (BSI-18) depicting difficulty in the survivor swallowing tablets 

(Figure 12). Changes to eating behaviour were also reported in relation to a 

limited food intake. 

Reflux was also depicted as a persistent symptom by several (43%, n=3) of the 

carers, who perceived the survivor as experiencing this particularly at night.  

 

Scarring. A few of the carers (29%, n=2) chose to depict the presence of 

external scarring in their drawings. One participant depicted one scar, with 

another participant depicting eight scars (Figure 11). 

 

Medical explanation for symptoms. In only one of the drawings was a 

medical explanation for the survivor’s symptoms depicted. This participant 

depicted a small stomach as part of their image of the survivor (Figure 13). 

 

 Psychological adjustment. Few carers (43%, n=3) depicted psychological 

symptoms. One carer simply emphasised the resilience of the survivor in that 

they are “strong” in spite of their functional limitations. 

One carer depicted an image of the survivor that encompassed both their real 

and imaged self (Figure 13). The carer illustrated the “dreams” of the survivor in 

relation to food intake as being distinct from the “reality” of how the survivor’s 

condition necessitates they modify their eating behaviour. Another carer 

depicted a similar balance of control by annotating “but still loves food and wine” 

next to “limited food intake”. 

  

Facial expression. There was less detail on external body parts also, with 

only a limited number (29%, n=2) detailing facial expression. One participant 
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depicted a smiling, positive expression while another detailed a neutral 

expression. 

 

Control over symptoms 

Solutions. Only a few (20%, n=2) carers depicted solutions to the 

functional limitations imposed by the survivor’s condition. Both participants 

chose to depict solutions for reducing reflux at night, for example sleeping on 

raised pillows, and taking constant naps throughout the day to renew energy if 

sleep is disrupted at night Participant 22b (Figure 13)., a female carer with largely 

negative illness perceptions (B-IPQ) and no indication of anxiety/depression (BSI-

18), also depicted a solution to difficulties associated with eating and digestion, 

suggesting small, frequent meals and lots of vegetables. 
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Figure 11. Illness Perception Drawing –Carer, Female  (Participant 11b) 

Illness Perceptions (B-IPQ)- More positive beliefs in comparison to sample mean 

in relation to a weaker illness identity ‘6’, a perception of less severe 

consequences from condition for carer ‘5’, more personal control of survivor ‘6’ 

and carer ‘5’ over condition, more treatment control ‘9’ over condition, increased 

illness coherence of carer ‘9’, and weaker perception of chronicity ‘4’. More 

negative beliefs in comparison to sample mean in relation to heightened 

emotional representation ‘8’ and concern ‘9’, a lack of illness coherence of 

survivor ‘9’ and a perception of more severe consequences from condition for 

survivor ‘7’. The three most important causes are i) external cause, ii) emotional 

cause and iii) external cause. 

 

The BSI Anxiety subscale score of ‘3’, the BSI Depression subscale score of ‘3’, 

BSI Somatisation subscale score of ‘1’  and the total distress score of ’7’ are all 

under clinical cut-off values for distress. 
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Figure 12. Illness Perception Drawing –Carer, Female  (Participant 3b) 

 

Illness Perceptions (B-IPQ)- Largely more positive beliefs in comparison to 

sample mean, in relation to a weaker illness identity ‘5’, a perception of less 

severe consequences from condition for survivor ‘5’ and carer ‘5’, more personal 

control of survivor ‘8’ and carer ‘5’ over condition,  increased illness coherence of 

carer ‘9’, weaker perception of chronicity ‘3’ and less heightened emotional 

representation ‘3’ and concern ‘3’. More negative beliefs in comparison to 

sample mean in relation to lack of illness coherence of survivor ‘9’ and a 

perception of less treatment control ‘3’. The three most important causes are i) 

external cause, ii) behavioural cause and iii) behavioural cause. 

 

The BSI Anxiety subscale score of ‘1’, the BSI Depression subscale score of ‘0’, BSI 

Somatisation subscale score of ‘3’  and the total distress score of ’4’ are all under 

clinical cut-off values for distress. 
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Figure 13. Illness Perception Drawing –Carer, Female  (Participant 22b) 

Illness Perceptions (B-IPQ)- More negative beliefs in comparison to sample mean 

in relation to a stronger illness identity ‘9’, a perception of more severe 

consequences from condition for survivor ‘8’ and carer ‘7’, less personal control 

of carer ‘3’ over condition, lack of illness coherence of carer ‘8’, heightened 

emotional representation ‘9’ and concern ‘10’. More positive beliefs in 

comparison to sample mean in relation to increased perception of personal 

control of survivor ‘6’ and treatment control ‘9’, a less chronic timeline ‘5’ and 

more illness coherence of survivor ‘10’. The three most important causes are i) 

external cause, ii) emotional cause and iii) emotional cause. 

 

The BSI Anxiety subscale score of ‘6’, the BSI Depression subscale score of ‘4’, 

BSI Somatisation subscale score of ‘0’  and the total distress score of ’10’ are all 

under clinical cut-off values for distress. 
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6.5 Discussion 

 

This is the first investigation to utilise illness perception drawings with 

oesophageal cancer survivors and also, as far as the authors are aware, the first 

to use illness perception drawings with a carer population. The illness perception 

drawings provided by respondents reveal a detailed and often evocative mental 

image of how the condition affects the survivor’s body, both physically and 

psychologically.  

A perception of the sustained physical impact from the oesophageal cancer 

diagnosis and treatment is evident in the drawings of these longer term survivors 

at a median 67 months post-diagnosis. This is in line with findings from the body 

of HRQL research in largely newly diagnosed patients (Jacobs et al, 2014) and 

supports the need for examination of HRQL in long term survivors post 5 years 

diagnosis (Jacobs et al, 2014). Specifically, respondents have chosen most 

frequently to make salient physical symptoms focused around eating and 

digestion, in addition to the presence of pain. This may suggest a role for illness 

perception drawings in identifying the most burdensome symptoms in an 

inductive way allowing exploration of how they are ‘felt’ by the survivor, in 

contrast to prescriptive symptom burden checklists (Honda,Wakita,Onishi, et al, 

2014), with acknowledged importance of identifying symptom burden in addition 

to HRQL in longer term oesophageal cancer survivors. 

Physical symptoms focused on the digestive process after eating were most 

common. Qualitative research has suggested the necessitated change in eating 

behaviour to manage these symptoms to impact significantly upon social 

functioning and identity (Clarke, McCorry & Dempster, 2011) and indeed a dietary 

quality of life measure for oesophagogastric cancer patients has recently been 

developed to assess this impact (Honda, Wakita, Onishi et al, 2015). It is 

interesting however that the illness perception drawings made salient physical 

symptoms but rarely their impact on the person’s daily functioning. This may 

evidence a more valuable use for illness perception drawings in understanding 
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the illness identity of the oesophageal cancer survivor’s condition, with 

survivor’s either holding a lack of mental image in relation to functional limitation 

or finding it challenging to depict this. 

The oesophageal cancer survivor and carer participants identified a largely 

accurate illness identity for the survivor’s condition, with depiction of a range of 

longer term effects evidenced as common in this clinical population (Bouras et 

al, 2017). As may be expected from the existing qualitative research (Andreassen, 

Randers, Ternulf Nyhlin, & Mattiasson, 2007), the carer respondents more 

commonly depicted problems with eating itself; symptoms which are more 

visible to the carer than symptoms relating to internal digestive processes 

requiring description from the survivor. The survivor participants, largely longer 

term, appeared to hold a coherent model of illness in relation to the chronic 

physical symptoms relating to their condition, with half depicting the medical 

explanation for symptoms with indication of changes to their digestive system 

from the surgery. Alongside this a number of survivors illustrated symptom 

management strategies, with visualisation for one participant giving way to an 

analogy of the new body as a car with a reduced fuel tank, a vivid lay 

explanation. A medical explanation for the symptoms is rarely depicted in the 

carer drawings, suggesting that perhaps the carers do not hold a coherent 

mental image of the changed digestive system in relation to the effect on 

persistent symptoms.  

An accurate mental image of the survivor’s condition in relation to the chronicity 

of particular symptoms and the physiological reason why symptoms occur 

intuitively may be adaptive, previous qualitative work suggesting acceptance of a 

changed body to aid adjustment (McCorry, Dempster, Clarke et al, 2009) and 

with personal control emerging as a key illness belief for both survivors and 

carers (Study II; Dempster et al, 2011a).  There may be a role for illness perception 

drawings in supporting the provision of a coherent illness representation for 

patients who have recently undergone treatment, with various techniques for 

allowing a visualisation of the survivor’s new condition. Jones and colleagues 

(2016) recently evaluated a computer animation allowing for internal structures 
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of the heart to be depicted to acute coronary syndrome patients to demonstrate 

the effect their illness has had on their heart in addition to how medication and 

lifestyle modifications reduce risk of recurrence (Jones, Ellis, Nash, Stanfield & 

Broadbent, 2016). This resulted in increased treatment control and timeline 

beliefs in addition to greater health outcomes at 7 week follow-up. Another 

intervention involved a demonstration of a phosphate binder binding with a 

phosphate solution in a transparent plastic stomach-shaped container to 

improve medication adherence in haemodialysis patients (Karamanidou, 

Weinman, & Horne, 2008).  

Lastly, the illness perception drawings may contribute to identifying inaccuracies 

in the individual’s illness identity. Illness labels are proposed to require 

symptoms and vice versa, with individuals seeking a label for their symptoms in 

line with the ‘prototype approach’ (Bishop, 1991) and indeed seeking symptoms 

for a label in conditions with no discernible symptomology (Bauman & Leventhal, 

1985).  It is likely that in using a visual methodology where the respondent 

constructs a diagram of their whole body, the process of identifying more 

idiosyncratic physical symptoms which are unrelated to the oesophageal cancer 

diagnosis or treatment may be facilitated, e.g. deteriorating eyesight for one 

participant. It would be difficult to achieve this with the identity item in the IPQ-R 

(Moss-Morris, Weinman, Petrie et al, 2002) where the respondent is primed with 

general health-related/frequently reported symptoms for their condition.  In this 

way, it would be possible to identify and address which symptoms are related to 

the cancer diagnosis and treatment and which are attributable to another 

condition. This may be a particularly important strength to using a visual 

methodology, given that correctly attributing symptoms to a health threat can 

lead to more effective care-seeking (Burgess, Ramirez, Richards et al, 1998). In 

addition, with survivors in the current study and previous qualitative work 

(McCorry et al, 2009) depicting a tendency to relate any physical symptom to 

cancer recurrence, illness drawings may help foster an accurate representation 

of significant symptoms to monitor, e.g. acid reflux (Bergquist, Johnsson, 

Hammerlid et al, 2008), appetite loss (McKernan, McMillan, Anderson, Angerson, 
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& Stuart, 2008), dyspnea (Djärv, Metcalfe, Avery, Lagergren & Blazeby, 2010) and 

fatigue (Berquist et al, 2008). 

Despite some evidence of fear of recurrence from the illness perception drawing 

measure, this sample of longer-term survivors and carers reported levels of 

psychological morbidity which mostly did not reach clinical cut-off values. Only 

four survivors (18%) and no carers reported levels of distress suggesting 

psychological intervention is needed. The levels of psychological morbidity in the 

current study are noticeably more favourable than previous measurements of 

oesophageal survivor (Dempster, McCorry, Brennan et al, 2011a, Berquist, Ruth, 

Hammerlid et al, 2007) and carer (Dempster, McCorry, Brennan et al, 2011c) 

populations. This would not have been expected given that the current sample is 

younger in age, which has previously been associated with heightened levels of 

distress (Dempster, McCorry, Brennan et al, 2011a), and recruited from a similar 

support group environment. The oesophageal cancer survivors and carers in the 

current sample are however a greater number of months past diagnosis 

(M=67.22 months, SD=45.73) than in previous samples and represent the most 

long term assessment of psychological morbidity in oesophageal cancer. 

Although it is difficult to generalise from a small sample, the psychometric 

qualities of the BSI-18 are sound (Vodermaier, Linden & Sui, 2009) and may 

suggest a trend for levels of psychological distress to stabilise in longer term 

clinical populations. This warrants further investigation with a prospective study 

of psychological morbidity in oesophageal cancer survivor-carer dyads at more 

than 5 years post-diagnosis.  

In other clinical populations it has been suggested that illness drawings more 

readily enable the elicitation of rich understandings of the emotional reaction to 

illness in comparison to other methods (Besser, Anderson & Weinman, 2012; 

Guillemin & Westall, 2008). A large number of respondents in the current study 

depicted the continued psychological impact of their condition, with the most 

prominent psychological limitation being the presence of cancer-related worry. 

Although levels of fear of recurrence in oesophageal cancer survivors are 

unknown, this unique facet of distress is likely to be significant given the 10-year 
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post-surgical survival rate of 18% in this clinical population (Oezcelik, Kaiser, 

Niebel et al, 2012) and is heightened in oesophageal cancer carers (Study II). The 

salience of cancer-related worry in the illness perception drawings suggest it is 

not only pertinent to measure fear of recurrence in longer term survivor and 

carers, but may be a priority for the survivor and carer themselves in terms of 

meeting their supportive care needs.  The elicitation of the emotional reaction to 

the condition was particularly candid in the illness drawings of carers. Two carers 

illustrated the survivor’s necessitated food intake alongside their desired food 

intake, illustrating the challenge for exerting control.  

The illness perception drawings extend the knowledge gained from 

administration of illness perception questionnaires IPQ-R, Moss-Morris, 

Weinman, Petrie et al, 2002; B-IPQ, Broadbent, Petrie, Main et al, 2006) in a 

number of ways. Not only were the negative symptoms and consequences of the 

condition depicted by survivors and carers, but respondents also emphasised 

positive emotions in relation to the meaning of their illness experience, new 

found strengths and acceptance of limitations.  Sharpe and Curran (2006) in their 

integrated model of adjustment, encompassing the CSM, propose individuals to 

change the meaning of their experience if unable to foster adaptive views of 

illness in order to restore emotional equilibrium. Indeed, posttraumatic growth 

has been reported as a coping mechanism in women with breast-cancer (Silva, 

Moreira, & Canavarro, 2012), not reversing a perception of negative 

consequences of breast cancer but rather in considering the cancer as an 

opportunity for psychological development in addition to a threat, moderating 

the impact of negative illness beliefs on psychological morbidity.  

Contrary to expectation, the majority of respondents depicted hidden elements 

of their illness. An exception to this was the presence of scarring which was 

prominent in several oesophageal cancer survivor and carer drawings. This has 

not been an emergent theme in previous qualitative research in this clinical 

population as far as the authors are aware (see Andreassen, Randers, Ternulf 

Nyhlin & Mattiasson, 2007 for review), though themes such as facial 

disfigurement have emerged in qualitative research with head and neck cancer 
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patients (Richardson, Lee & Birchall, 2002). With concern over changed 

appearance as a result of weight loss previously reported in palliative care 

oesophageal cancer patients (Watt & Whytte, 2003) and interpreted in relation 

to recovery and cancer recurrence post-treatment (Clarke et al, 2010), scarring 

may warrant more exploration in relation to its potential meaning (e.g. fragility) 

in being a salient component of the survivor and carer’s mental image. In this 

particular sample it may also have emerged as a concern pertinent to a younger 

group of survivors and carers for whom body image may be more prioritised. 

Although this is an exploratory study with a small sample size, it has 

demonstrated that oesophageal cancer survivors and carers are able to depict a 

mental image of their condition using an illness perception drawing method. It 

was expected that respondents may find it difficult to depict the more intangible 

symptoms of their condition using a visual methodology. This is not the case with 

many of the respondents detailing the psychological impact of their condition in 

addition to less acute physical symptoms. Visual methodologies do not require 

an immediate response giving the respondent time to reflect (Gauntlett & 

Holzwarth, 2006), and perhaps depict a mental image which is potentially a 

closer representation of their beliefs and less effortful than may be evoked 

through qualitative interview methods. Although this study gave support for the 

beliefs elicited in previous research from illness perception questionnaires and 

qualitative interviews with oesophageal cancer survivors and carers, there is also 

evidence of additional data emerging, as has similarly been reported in other 

visual methodology research (e.g. Daleboudt, Broadbent, Berger, & Kaptein, 

2011).  

The instructions provided to participants warrant consideration. The current 

study followed the approach utilised by Luthy and colleagues (2013) which asked 

participants to depict an image of how the condition affects the survivor’s body. 

It cannot be assumed that the participants hold a solitary image of the survivor’s 

condition, and restricting the response in such a way may have limited additional 

data from emerging. The approach of Luthy and colleagues was theorised to 

largely involve the emergence of illness beliefs around illness identity and 
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consequences, though some additional themes emerged for our oesophageal 

cancer survivors and carers. It is likely that by not focusing the participant 

instructions on the body or a specific organ (as with other illness perception 

research utilising a visual methodology), that richer data may emerge both 

within the two illness perceptions domains and more broadly. For example, 

Guillhem (2004) in a study of heart disease asked participants to ‘draw how they 

visualised their condition’ with subsequent depictions relating to the experience 

of heart disease in addition to perception of symptoms and anatomical 

structures. Though the current study was more focused, partly in order to 

ascertain if depiction of a mental image was possible for this clinical population, 

future visual methodology research underpinned by the CSM may take a more 

open-ended approach to image generation. 

Of the 14 carers respondents, only 7 completed the illness perception drawing 

measure. The completion rate of the oesophageal cancer survivors was high 

(95%), in line with patients in other clinical populations (Broadbent, Petrie, Ellis et 

al, 2004; Luthy, Cedraschi, Pasquina et al, 2013). This may suggest that this 

exploratory study has identified a potential issue in applying the illness 

perception drawing methodology within a carer population. Firstly, it cannot be 

ruled out that there is a problem with acceptability, particularly given the carer 

respondents left the measure blank rather than providing annotations. An 

alternative explanation may be that the carers do not have a clear mental image 

of the survivor’s condition. The majority of the carer drawings depicted a body 

outline, with no medical explanation for the survivor’s symptoms detailed and 

the immediate effects of eating as the most common symptom. With carers 

relying on the survivor to describe how the condition affects them internally, 

perhaps their beliefs around the survivor’s condition are largely held in word-

based form.  With issues around the efficacy of administering the illness 

perception drawing measure in a carer population, possible barriers around 

acceptability and content could be explored by administering the measure using 

a think-aloud method (Van Someren, Barnard, & Sandberg, 1994), as has been 
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used in the past with illness perception questionnaires (McCorry, Scullion, 

McMurray et al, 2013).  

Although it was not an objective of the study to examine illness perception 

drawings by survivor-carer dyad, the potential for assessment at this level is 

worth reflecting on. As highlighted, of the n=14 carers returning a survey 

booklet, only n=7 completed the drawing measure whereas this was completed 

in full by most survivor counterparts.  In addition to a mental image of the 

condition potentially not being held by the carer, this would suggest that an 

image is not shared by both survivor and carer at a dyadic level. Of note, the 

illness perception drawings of survivor and carers rarely made reference to daily 

impact of symptoms (illness consequences), and in the illness perception 

drawings of dyads, none made explicit reference to impact of symptoms on the 

functioning of the dyad or family. There was also disparity in the symptoms and 

limitations identified in relation to impact on the survivor, and divergence in the 

other domains identified (e.g. body before/body after). One area of coherence 

appeared to be the identification of more visible symptoms or scarring, identified 

by the dyad where present. With interventions (Broadbent et al, 2009a) utilising 

patient generated drawings to assess illness beliefs, it may be valuable to 

identify differences and similarities in mental image at a dyadic level towards 

developing a shared illness perception. Previous research with oesophageal 

cancer dyads (Dempster et al, 2011b) reported carers to hold more negative 

illness perceptions, which contributed to the psychological distress of the 

survivor. Given the disparity in mental image held by each individual, image 

generation may be of use in identifying and aiding the dyad to articulate shared 

and divergent beliefs in the post-treatment period. 

Lastly, it is important to consider the impact of priming affects in relation to the 

current study. Survivor participants (only) were recruited to both the current 

study and a peer advice study (Study IV) concurrently, with measures for both 

presented within the same survey booklet. The peer advice component within 

the survey booklet was presented before the drawing measure and included a 

single item measure asking participants to describe ‘any advice you would have 



 

128 
 

for individuals who have been newly diagnosed with oesophageal cancer on how 

to cope emotionally with their cancer journey, including adjusting to life after 

treatment’. Order effects refer to the influence of proceeding questions on a 

participant’s response, and are dependent partly on the perception that 

questions in sequence are meant to be related (Strack, 1992). Although the two 

measures (of the current study and Study IV) are methodologically disparate and 

focus distinctly on advice for others versus depiction of an individual mental 

image of a condition, it cannot be ruled out that some assimilation occurred. This 

is potentially illustrated with participants including ‘solutions’ in their illness 

perception drawings, possibly with the desire to present strategies which would 

be helpful towards others and a more positive illness schema. The drawings for 

the most part however depict content which is distinct from the findings in the 

subsequent Study IV, and symptoms/psychological aspects of disease which are 

idiosyncratic and personal. 

 

6.6 Conclusion 

 

In conclusion, this study has demonstrated that illness perceptions drawings are 

an efficient and acceptable tool for eliciting survivor beliefs around oesophageal 

cancer (particularly around illness identity), and may be explored in terms of 

feasibility for use in clinical practice. Of note, visual methodologies used in this 

context undertake an ‘enabling’ role in identifying beliefs where verbally 

constructed methods may not be as effective (Gauntlett & Holzwarth, 2006, 

pp.84) and move towards what could be a universal method of assessment 

(Cheung, Saini & Smith, 2016). We would propose that there may be a role for 

visual methods in supporting the provision of an accurate illness identity for 

oesophageal cancer survivors and carers who have recently undergone 

treatment, in allowing for i) understanding of a changed digestive system and 

the antecedents of physical symptoms, ii) recognition and acceptance of more 

chronic symptoms and iii) reattribution of symptoms incorrectly associated with 
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the post-treatment condition or recurrence of cancer. With the longer term 

survivors in this sample depicting a coherent illness representation with changes 

to their digestive system relating to physical symptoms, interventions such as 

computer animation (Jones et al, 2016) to encourage visualisation of the 

survivor’s new condition may be useful for those newly diagnosed and their 

carers in understanding the new body. 
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CHAPTER 7 

PEER ADVICE-GIVING FROM POST-TREATMENT TO NEWLY 

DIAGNOSED OESOPHAGEAL CANCER PATIENTS 

 

Overview 

This chapter presents Study IV, the first study on the content of peer advice 

giving in longer term oesophageal cancer survivors, and one of several initial 

enquiries aiming to understand the content of experiential advice in cancer care. 

Oesophageal cancer survivors (n=23) were asked to provide written peer advice 

on coping emotionally with the cancer journey (including adjusting to life after 

treatment) in response to a single open-ended question. Qualitative content 

analysis was utilised, with five categories emerging; social support, psychological 

approach, realistic expectations, support from healthcare professionals and self-

care. 
 

What this study contributes to; 

 The research area: this study adds to a small body of literature on 

understanding the content of written peer advice in cancer populations. 

With experiential information on the increase outside of formal health 

settings, this study suggests value in the potential for peer advice to 

enrich existing and identify neglected information and supportive care 

needs.  

 The aim of the thesis: peer advice giving supports themes from previous 

qualitative research with oesophageal cancer patients and identifies 

neglected areas which may not be prioritised by healthcare professionals. 

Five key domains of advice are identified as pertinent to newly diagnosed 

oesophageal cancer patients. The study suggests potential in provision of 

experiential information as part of an educational element in a 

prospective intervention.  
 

Publication: GRAHAM-WISENER, L., & DEMPSTER, M. (2017). Peer advice-giving 

from post-treatment to newly diagnosed oesophageal cancer patients. Diseases 

of the Esophagus, 30(10), 1-7. 
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7.1 Introduction 

 

The benefits of peer-support in cancer care are well established and wide-

ranging (see Gottlieb & Wachala, 2007; Hoey, Ieropoli, White et al, 2008 for 

reviews). Patients participating in peer support interventions report 

improvements in patient reported outcomes such as self-efficacy (Heinrich & 

Schag, 1985), anxiety and depression (Giese-Davis, Bliss-isberg, Carson et al, 

2006),  interpersonal relationships and perception of support (Sutton & Erlen, 

2006) and fear of recurrence (Haltunen et al, 1992). A key benefit to emerge 

from peer support is the provision of cancer related information and the sharing 

of experience, which leads to a greater understanding of illness and a feeling of 

connectedness and strength, in addition to a general improvement in coping 

ability (Cope, 1995; Ferlic, Goldman & Kennedy, 1979; Poole, Poon, Achille et al, 

2001). 

Oesophageal cancer is an increasingly prevalent disease (Cook, Chow & Devesa, 

2009), with patients eligible for curative treatment undergoing oesophageal 

resection with/without neo-adjuvant therapy. The overall prognosis is poor 

(Allum et al, 2009) and patients encounter a demanding post-surgical recovery 

period with a sustained impact on physical functioning (Jacobs et al, 2014).  The 

importance of a ‘shared identity’ has emerged as a central theme to adjustment 

post-surgery in qualitative research with longer term oesophageal cancer 

survivors (Clarke, McCorry & Dempster, 2011). Survivors emphasised the 

heightened value of receiving information from individuals with lived experience 

of oesophageal cancer, and felt that this information would have been of value 

during the more acute stage of their treatment pathway to provide 

normalisation of feelings, reassurance, non-defensive relating, hope and 

inspiration (Clarke, McCorry & Dempster, 2011). Indeed, a qualitative study 

focusing on the information needs of oesophageal cancer survivors (Andreassen, 

Randers, Naslund et al, 2007) reported information giving by fellow patients to 

be valued over that of clinicians.  
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There is suggestion in the wider literature that information from peers may 

provide an illness trajectory which patients can use as a guide to prepare for 

their own cancer journey (Symes, et al, 2016).  Indeed, from previous research 

with oesophageal cancer patients (Clarke, McCorry & Dempster, 2011) interaction 

with peers through patient support groups has been reported to impact both 

positively and negatively on an individual’s beliefs and goal setting, in line with 

the Common-Sense Model (Leventhal, Brissette & Leventhal, 2003). Although 

there is a paucity of research on the development of illness beliefs, they are 

reported to be consistent over time (Dempster, McCorry, Brennan et al, 2011a; 

Study II). Not only is information from other cancer patients highly desirable 

(Andreassen, Randers, Naslund et al, 2007) but it is likely that an individual’s 

expectations of their illness are more susceptible to change dependent on how 

they prioritise the source of the information.  

Despite the outcomes from cancer patient support group attendance receiving 

critical attention (Gottlieb & Wachala, 2007), the process by which group 

attendance affects outcome including the role of peers is not well understood. 

There is suggestion that experiential information is not viewed as trustworthy 

within the formal care setting (Rini et al, 2006). Attempts to understand the 

content of peer-advice giving in cancer have largely involved the analysis of 

online support forum content (Bosio, Graffigna, & Scaratti 2012; Sillence & Mo, 

2014). Meier and colleagues (2007) examined cancer patient information 

provision and emotional support via internet mailing lists. It was reported that 

cancer survivors communicated their support primarily through technical 

treatment information and advice on communicating with healthcare 

professionals to optimise care. Emotional support was offered less frequently 

than informational but encouraged active coping and reinforced the self-esteem 

of survivors in the ‘helper’ role.  The content of peer-advice giving online may 

however be unique to this setting, where inaccurate/incomplete information 

exchange is common (Esquivel, Meric-Nernstam, & Bernistam, 2006; Steinberg et 

al, 2010) and the exchange occurs through the carefully constructed practices of 

what is acceptable within the online community (Sillence, 2013).  
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 Experiential information itself has received little research enquiry, with some 

exception (Symes, et al, 2016), with need to build an understanding of 

uniqueness of content. There is emerging acknowledgement of the ‘expert 

patient’ as central to self-management of illness for both the patient and peers 

(Cordier, 2014), with information from other patients having potential to 

negatively and positively impact on a cancer patient’s illness beliefs (Clarke, 

McCorry & Dempster, 2011). Understanding the content of peer advice giving has 

use in informing if and how peer advice may be utilised as a form of support for 

newly diagnosed patients. The previous research largely focuses on advice giving 

in response to questions asked by other patients, and so does not reflect the 

information which longer term cancer patients, who have been given 

opportunity to adjust to their illness, would prioritise themselves as being 

important for peers, potentially in helping to foster most adaptive illness 

perceptions in line with the CSM (Cameron & Leventhal, 2003). This would 

appear to be an important area for enquiry given the discrepancy between 

patient and health care professional information priorities (Andreassen et al, 

2007) and the subsequent potential for patient peers to identify neglected 

information and supportive care needs.  

With oesophageal cancer patients prioritising information from patient peers 

over that of clinicians (Andreassen, Randers, Naslund et al 2007), it is important 

to understand the components of this information giving approach. The current 

study aims to identify the content of written peer advice from longer term 

survivors to newly diagnosed oesophageal cancer patients. Having undergone a 

significant period of adjustment to their illness, longer term oesophageal cancer 

survivors are more likely to offer accurate and realistic advice to newly 

diagnosed patients, and be considered ‘experts’, more likely resulting in the 

successful upward social comparison reported as necessary in peer support 

research (Ussher, Kirsten, Butow et al, 2006). The objectives are to i) identify the 

nature of peer advice considered to be important by patients, and ii) make 

inferences about the potential use of peer advice in the delivery of psychological 

support to newly diagnosed patients.  
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7.2 Method 

 

Oesophageal cancer survivors affiliated with the Oesophageal Cancer Fund 

(OCF) were invited to take part in the research. The oesophageal cancer 

survivors were recruited for both Study III and Study IV at the same time, 

utilising the same  participant information sheet (Appendix C) and survey 

booklets sent out by post (Appendix D).  Please see details on procedure from 

Study III. 

Ethical approval for the study was gained from the University Research Ethics 

Committee (Appendix E), alongside permission from the management board of 

the OCF. Participant consent was implied by completion of the questionnaire 

pack, appropriate in situations with no direct contact, a single task and low risk.  

The survey booklet included several open-ended questions. The importance of 

peer advice giving was firstly explained to participants, “Cancer survivors can 

provide a unique kind of emotional support. They can offer comfort and empathy 

by virtue of having gone through the experience, which can be invaluable to those 

individuals and their families newly diagnosed with the illness”.  

Survivors were then asked for any advice they would give to individuals newly 

diagnosed with oesophageal cancer on how to cope emotionally with the cancer 

journey (including adjusting to life after treatment).  

A blank A4 page was given for responses, with several blank pages appended. 

Other measures included in the survey pack included – 

Demographic and health related items – demographic detail included age, gender, 

ethnicity, education, employment status, medical background (e.g. doctor, 

nurse), and marital status. Health related items were included; stage of cancer (if 

known) and time of diagnosis. 

This study is reported according to COREQ guidelines for the reporting of 

qualitative research (Tong, Sainsbury & Craig, 2007). 
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7.3  Analysis 

 

The study utilised conventional qualitative content analysis (Hsieh & Shannon, 

2005) where categories are identified inductively as emerging from the data. This 

approach was chosen as existing research literature is limited, with the single 

open-ended question encouraging a direct response from participants without 

preconceived categories.  

The transcripts were qualitatively assessed by a health psychologist and a 

postgraduate research student (MD and LG), with training in qualitative 

methods. The authors first independently familiarised themselves with the 

transcripts to obtain immersion in the data. The transcripts were then 

independently read to derive initial codes which captured key concepts using the 

respondent’s exact text, and then sequentially sorted into subcategories based 

on similarities and the researcher’s own codes. This preliminary coding 

framework was iteratively applied to all transcripts, amended as required with 

new codes. Identified subcategories when compared were largely similar 

between the two researchers, any discordance (largely around the name of 

themes) agreed through discussion. Finally the subcategories were combined 

into a number of categories. 

 

7.4  Results 

 

7.4.1  Sample Characteristics 

Of the 35 survivors invited to participate in the study, 23 returned a survey (66% 

return rate). Reasons for no response are mostly unknown, however one 

participant felt too medically unwell to take part and another did not wish to 

discuss their cancer experience. All respondents completed the qualitative 

measure. Participant characteristics are detailed below (Table 12).  
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Table 10. Study IV Participant demographic characteristics 

 Survivor sample (n=23) 
Characteristics n (%) 

Age M=58.31 (SD=12.92) 

Gender 12 (54.5%) female 

Ethnicity 22 (100%) white 

Education 3 (13.6%) primary education 

 10 (45.5%) secondary 
education 

 8 (36.4%) third level 
education 

 1 (4.5%) higher degree 

Employment status 8 (36.4%) retired  

 9 (40.9%) employed 

 2 (9.1%) unemployed 

 2 (9.1%) homemaker 

 1 (4.5%) unable to work 

Medical background  19 (86.4%) no 

 3 (13.6%) yes 

Marital status 18 (81.8%) married/civil 
partnership/co-habiting 

 2 (9.1%) separated/divorced 

 1 (4.5%) widowed 

 1 (4.5%) single 

Cancer stage 4 (18.2%) stage 1 

 2 (9.1%) stage 2 

 3 (13.6%) stage 3 

 13 (59.1%) unknown 

Months since diagnosis 67.22 months (45.73) 

 

 

7.4.2  Findings 

Responses varied in length from two short sentence fragments (26 words) to 

long passages (3 A4 pages). Five categories were identified from the advice 

respondents shared in their written narratives (social support, psychological 

approach, realistic expectations, support from HCP and self-care) with 

subcategories and an illustrative quote detailed in the coding tree (Table 11).  
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Table 11. Study IV Coding tree of categories from peer advice giving by 

participants  

Category Subcategory Illustrative Quote 

1. Social support Include family 

members 

“It is a severe surgery. The support of 

family, friends, neighbours, work 

colleagues is essential” 

Identify peer 

support 

“Try to talk to as many people as 

possible who have survived this cancer” 

 

2. Psychological 

approach 

Be positive “After surgery you will feel rather weak 

but do what you can. Stay positive, for 

your sake and the sake of others who 

are supporting you” 

 

 Live in the 

present 

“Take each day as it comes, each 

treatment whether chemotherapy or 

radiotherapy is one step closer to the 

finishing line!!” 

 Accept your 

diagnosis 

“In my case I totally accepted it from 

the moment I was told” 

 

3. Realistic 

expectations 

Understand it 

takes time to 

recover 

“You will take time to feel well again 

and it is a good feeling” 

 Recognise 

this is a major 

life 

adjustment 

“Expect the unexpected! I think much 

preparation needs to be considered 

after the surgery. I was so concerned 

with the surgery that I was caught 

completely unaware as to how my life 

would change post-op. I am still almost 

2 years after the surgery getting used to 

my new way of living. It can be very 

frustrating making so many life 

adjustments. There are times when I 

feel like I regret having the surgery 

although I know ultimately it has saved 

my life” 

4. Support from 

HCP 

Gather 

information 

“Before the operation staff at the 

hospital sent information, videos and 
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Category Subcategory Illustrative Quote 

from 

healthcare 

professionals 

literature on the operation and the 

environment in which the operation and 

recovery would take place which was 

very useful to me. The more knowledge 

I had on what was going to happen 

eased my worries somewhat. The most 

important thing to me is knowledge. 

Knowledge is key to my recovery” 

 Have 

confidence in 

your clinical 

team 

“Listen to your specialist team, trust in 

them” 

5. Self-care Make positive 

lifestyle 

changes 

“The best quality fresh food you can get 

your hands on. Have a balance of 

vitamins, protein, carbs and a frequent 

pint of Guinness (this helped me feel 

normal)” 

 Engage in 

activities for 

relaxation/refl

ection 

“If you believe, pray. If you don’t believe 

start praying” 

 

All respondents cited advice which fit into at least one category (Table 12). The 

number of advice categories reported by each respondent varied with a range of 

1 to 6, with respondents reporting across a median of 3 advice categories. 

 

Table 12. Study IV Frequency of peer advice subcategories as reported by 

participants  

Subcategory No. % 

Include family members 13/23 56% 

Be positive 12/23 52% 

Understand it takes time to recover 7/23 30% 

Gather information from healthcare 7/23 30% 
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professionals 

Have confidence in your clinical team 7/23 30% 

Engage in activities for relaxation/reflection 7/23 30% 

Identify peer support 6/23 26% 

Make positive lifestyle changes 6/23 26% 

Live in the present 5/23 22% 

Accept your diagnosis 5/23 22% 

Recognise this is a major life adjustment 3/23 13% 

 

 

1. Social Support 

 

Include family members. Participants reported the importance of 

including family members, advising patients newly diagnosed with 

oesophageal cancer to not “do it alone”. Participants emphasised the role 

of family members in supporting the newly diagnosed patient at various 

stages in the illness trajectory. At diagnosis, family were identified as 

important for emotional support and in facilitating psychological 

adjustment to the disease, “Family support as well as friends are very 

important when finding out about your cancer. I never once believed I was 

going to die with cancer. I had support and thought positive”.  

 

Participants recommended open discussion with those close to the 

patient and to avoid rhetoric which serves as a barrier to this, “Speak 

openly about it. Don’t whisper cancer or use euphemisms such as ‘the big C’. 

Its name is cancer, now face it”. This also related to discussing the 

oesophageal cancer diagnosis with children, “Once diagnosed my biggest 

fear was what would happen to my children, how they would be affected. 

This worry caused much distress and I knew I had to do something about it 

or it would complicate the cancer and make recovery more difficult. So I 
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quickly sat my nearest and dearest down at different times over a period of 

two weeks from diagnosis and told them everything in detail, especially the 

children”. Participants identified not engaging with family members as 

leading to increased distress for the patient, “Gather your loved ones 

around you, don’t hide anything from them, so you reduce the stress on 

yourself”.  

 

One participant who “fell into a kind of post-traumatic depression” cited 

the importance of using family and friends to engage with and process 

the experience of diagnosis and treatment, “When I was first diagnosed, 

the seriousness of the situation didn’t really hit me. Everything happened so 

quickly, further tests and then starting on chemotherapy and radiotherapy. 

After treatment finished, the enormity of the situation hit me, during the 

treatment I had concentrated on getting through it and wasn’t in a space to 

reflect”. The participant reported later being “able to open up to family 

and friends” and “found it enormously helpful in processing what I had 

been through”.  

 

Participants cautioned newly diagnosed patients to be understanding 

towards those around them in that they may experience times when 

support from their immediate social network is lacking, “Some days are 

very lonely and dark and no one seems to care, but they don’t want to upset 

you or use the word cancer”. One participant advised new patients in 

being cognisant of this to try to ease any concerns, “People don’t know 

how to behave around you or what to say. Try to make people comfortable 

around you”. 

 

The presence of family members during active treatment was frequently 

cited as beneficial, “Always have someone with you when going for 

treatment”. This extended to the family member as a useful support in 

helping to patient to engage effectively with the clinical team, “Bring a 

member of your family with you to talk to your liaison nurse, who will go 
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through the various steps involved in your treatment”. The post-surgical 

impact on the oesophageal cancer patient’s quality of life was identified, 

with participants encouraging new patients to be aware of the extent of 

the surgery and that “family support is very important during this time”. 

New patients were advised to be open to support during the post-

operative period and to not be hesitant in asking for help, “Take all the 

help you can get as your energy will be very low”.   

 

 

Identify Peer Support. Participants identified peer support as useful in 

facilitating a connection through shared experience, “It helps to talk 

about it with other people that have or had cancer as they have an idea 

what you are going through”. Several participants recommended newly 

diagnosed patients to take the initiative in approaching patient 

associations having themselves been unaware of their existence until a 

later stage in the illness trajectory, “I was totally alone, and the shock 

following diagnosis disables a person finding out all the information”. 

 

Support from other cancer patients in general was perceived as beneficial 

in reducing risk of isolation, “You are not alone out there and you will get 

loads of advice and support from people who’ve gone through other types 

of cancer”. A more specific role was reported to exist for longer term 

oesophageal cancer patients who have “been through the process”. As 

well as aiding newly diagnosed patients to navigate the complex 

treatment pathway, engaging with other oesophageal cancer patients 

post-surgery was seen as useful in relation to practical advice regarding 

symptom management, “sharing of problems and possible changes that 

have been successful for others”.  
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2. Psychological approach 

 

Be positive. The importance of adopting a positive frame of mind was 

reported by the majority of participants. Participants believed being open 

in expressing negative thoughts and feelings ultimately helped to 

facilitate a more positive outlook, “For me I strongly believe in the power 

of the mind. If you told me that I would get cancer I thought that I would 

never cope but your mind and body are amazing. Believe they’re on your 

side and want to fight for you, a positive mind is really half the battle, of 

course you will cry but that is good. Let it out, talk about your fears. Once 

they’re out you can move on and continue to fight”. Participants 

recommended various positive mantras for newly diagnosed oesophageal 

cancer patients, “The thought has to be I will survive this and live as fully as 

possible”.  

 

There was acknowledgement that adopting a positive outlook is an 

effortful process, “It is hugely difficult for a long time to adjust- but you 

have to keep positive, which is very tiring mentally”. Participants however 

emphasised the importance of adopting this mental approach if not for 

the patient’s benefit but that of close members of their social network, 

“Be positive. So many people are there trying their best to help you. Help 

them by being positive, you can beat it”. 

 

 

Live in the present. Participants recommended patients newly diagnosed 

with oesophageal cancer to “live one day at a time” and to focus on the 

present, “don’t think about the past or future”. New patients were 

advised to set short-term goals in terms of how they experience and 

subsequently manage their illness on a particular day, “Get help with the 

way you are feeling on the day”.  
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This focus on the present also extended to recommendations to 

“appreciate life” and “get busy living”, with participants encouraging new 

patients to take control over what aspects of their life they are able.  

 

 

Accept your diagnosis. Participants frequently reported the importance of 

accepting the oesophageal cancer diagnosis, and focusing on the 

treatment and subsequent post-surgical adjustment, “The first thing is not 

to panic when you hear the word cancer (like I did). As there is so much help 

and treatment out there. Doctors and staff are very understanding and they 

will give you the best care and attention”. This extended to fostering an 

awareness that cancer is not an uncommon occurrence, and 

recommending newly patients to focus on the availability of treatment, 

“be content with themselves for the fact it has been diagnosed and that 

there is treatment available”.  

 

Participants recommended acceptance as a facilitator of increasing 

personal control over the cancer, “The ‘fighting/battling cancer’ 

terminology didn’t sit right with me. I felt that I needed to accept the cancer 

as ‘mine’ before I could let it go- my body had produced it and also had the 

power to let it go. I decided not to be a victim and to take charge and focus 

on what I could do to improve the outcome of my treatment”. 

 

 

3. Realistic Expectations 

 

Recognise this is a major life adjustment. Participants reported the 

enormity of the surgery, “the surgery is huge, not many people will go 

through that- this makes you special!” along with the need to 

acknowledge a change post-surgery and to expect that adjustments will 

need to be made in various aspects of the patient’s life. 
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 “Expect the unexpected! I think much preparation needs to be considered 

after the surgery. I was so concerned with the surgery that I was caught 

completely unaware as to how my life would change post-op. I am still 

almost 2 years after the surgery getting used to my new way of living. It can 

be very frustrating making so many life adjustments. There are times when I 

feel like I regret having the surgery although I know ultimately it has saved 

my life” 

 

Participants also provided reassurance to newly diagnosed oesophageal 

cancer patients in stressing that the cancer need not change any of the 

more important aspects of the patient’s life “to any great degree”, with 

one participant reporting the adjustments made post-surgery had 

“changed my life for the better”.  

 

Understand it takes time to recover. There was acknowledgement of a 

long and arduous treatment pathway, with a lengthy recovery from 

surgery to a good level of functioning, “Keep going to all your 

appointments and have your treatment, and you will comes out a survivor. 

Treatment was what I found the most difficult. Believe me that is when you 

will need most help and support”.  Participants encouraged newly 

diagnosed oesophageal cancer patients to be cognisant of this in order to 

manage their own expectations, “understand that it will take time but 

Rome wasn’t built in a day”.  

 

Participants cited the importance of allowing for time to recover from 

active treatment before resuming normal activities, “Take time to get 

yourself up and running again. I thought at times I felt better and tried to do 

too much which knocked me back a lot”. The significant initial impact from 

surgery was stressed as temporary, with participants advising new 

patients “you will take time to feel well again and it is a good feeling”. 

Again positive affirmations were suggested, “the mantra ‘this will pass’ is 

helpful”. 
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4. Support from health care professionals 

 

Gather information from healthcare professionals. The multidisciplinary 

team involved in the newly diagnosed patient’s care were identified as 

crucial for information and support. The clinical team were reported as 

“the most important next to your family and friends” and are proposed to 

provide guidance on both a medical and emotional level, “It takes in a lot 

of emotion and sadness. Talk to doctors about what is going to happen as it 

will help you to understand what is about to take place”.  Participants 

advised new patients to keep in close contact with the clinical team, 

“have a regular chat with your cancer nurse”. It was suggested that a 

proactive approach should be taken to making contact with cancer 

support centres, and that the patient shouldn’t “be afraid to ask for help” 

from primary care or specialist services who will “continue to provide 

support” after discharge. 

 

Participants advised newly diagnosed patients to prepare prompts for 

when they had medical appointments in order to ensure their information 

needs at that time are met, “Be prepared when you are going to see your 

surgeon for results. Have some questions written down to ask you surgeon 

because after the initial shock you will need to know more about your 

cancer and treatment. Have your wife, partner or close friend with you so 

that they will know what is happening”. Information was viewed as 

enabling the patient to prepare for the next step in their treatment, “Ask 

questions. What’s next? Most surgeons will be glad to explain and in my 

case the surgeon and his specialist team were extremely helpful, making me 

feel at ease and positive. If you are to have surgery ask when, how long will 

your recovery be, will you need further treatment, what kind of treatment 

and for how long. What will life be like after surgery? Will I be able to return 

to normal life? What changes will I have to make?” 
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Have confidence in your clinical team. Participants frequently cited the 

importance of having confidence in medical science and the ongoing 

progression in treatment for oesophageal cancer, “Changes in treatment 

and understanding of this form of cancer are happening all the time. Never, 

never, never give up hope”. 

 

Participants advised newly diagnosed patients with oesophageal cancer 

to foster confidence in their clinical team, “Have confidence in your 

surgical team. They want the best possible outcome for you”. One 

participant described the process behind this, “I took a positive view that 

medical science would prevail and built my psychological foundations on 

that principal. I truly believed that the doctors, nurses and researchers 

would help me beat this disease”. For several participants this included 

handing over a degree of control to clinicians in relation to the treatment, 

“put your life completely in the hands of the doctors”.  

 

 

 

5. Self-care 

 

Make positive lifestyle changes. Participants recommended newly 

diagnosed patients to focus on making lifestyle adjustments towards 

improving their general health, both during and after active treatment. 

This included nutritional advice, “eat healthy”, and exercise 

recommendations, “walk every day, gradually increasing your distance”. 

This was suggested to improve not only their physical health but also 

their emotional wellbeing, “I found a good diet helped me because if you 

eat well, you think well and you feel better”.  

 

Participants frequently cited advice on making changes to eating 

behaviour post-oesophagectomy.  This included eating smaller meals and 

eating more often, “The one piece of advice I would give is to eat small but 
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often. If you eat too much you feel as if your food is at your throat level and 

you may have to make yourself sick”. Advice also concerned the timing of 

meals, “try not to eat before going to bed”, being mindful of combing fluid 

and food and to if necessary avoid foods which may be problematic, for 

one participant “hot spicy food”. There was an understanding that newly 

diagnosed patients may lose interest in eating with participants 

emphasising the importance of persevering, “Eat good healthy home 

cooked food and eat well even if you don’t feel like it. You may have to mash 

or liquidise everything. Do it.” 

 

Engage in activities for relaxation/reflection. Participants recommended 

newly diagnosed patients take time to engage in activities which they find 

relaxing. One participant recommended newly diagnosed patients to 

“listen to music to help you relax and work through the pain”. Other 

activities included going for walks in the countryside and being given a 

massage by a friend which one participant described as having “dragged 

me through the darker days”.  Participants recommended newly 

diagnosed patients to return to their interests as soon as they are able 

but to “build up slowly”.  

 

Reflection and spiritually were also frequently cited by participants. 

Several participants described how not spiritual themselves, engaging in 

religious practices were helpful, “Although I’m not very religious, I derived 

huge support from the prayers of others and started to pray in my own way. 

Not formal prayers, rather a conversation with my creator”.  

 

7.5  Discussion 

 

Adjustment to a diagnosis and curative treatment of oesophageal cancer is an 

arduous process, with a significant number of patients and carers reporting 
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clinical levels of anxiety and depression (Dempster, McCorry, Brennan et al, 

2011a; Study II).  Patients have previously identified information from individuals 

with lived experience of oesophageal cancer as supporting psychological 

adjustment to the illness through a variety of mechanisms (Clarke, McCorry, & 

Dempster, 2011), and prioritise information from patient peers over that of 

clinicians (Andreassen, Randers, Naslund et al, 2007).  

This study with longer term oesophageal cancer survivors (median 5.5 years 

post-diagnosis) has provided valuable information on the content of peer advice 

giving for emotional wellbeing from longer term survivor to newly diagnosed 

cancer patient. Using a single open-ended question to identify advice specific to 

psychosocial wellbeing has allowed for detailed experiential information, with 

peer advice emerging across five main categories. Each respondent reported 

several categories of advice (median of 3), suggesting peers to perceive 

psychological adjustment to oesophageal cancer as a complex process best 

facilitated by making multiple behavioural and psychological adjustments.  

The emergent categories in this sample of longer term oesophageal cancer 

survivors are similar to the types of peer advice reported in a study of advice 

giving in the written narratives of hematologic cancer patients (Symes et al, 

2016).  Respondents in this study advised patients to “have someone you can 

rely on”, “think positive”, “takes things one step at a time”, “exercise”, “identify 

things that bring you peace”, “follow guidelines”, “it gets better” and to “be 

your own advocate” .  This is reminiscent of the categories in the current study 

around engaging social support, adopting a particular psychological approach, 

instilling realistic expectations, gaining support from health care professionals 

and adopting self-care strategies. This suggests a degree of commonality in the 

type of peer advice reported by cancer patients, as evidenced in one of the few 

other studies of written peer advice in a cancer population.   

Engaging family support was the most frequently reported peer advice category, 

with the detrimental impact of a lack of social support on health related quality 

of life and emotional wellbeing well evidenced in the wider cancer literature 
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(Manne & Badr, 2008; Gonzalez-Saenz de Tejada et al, 2016).  The function of 

family support as shared by the respondents was multi-dimensional (emotional, 

information & instrumental) in line with social support theory (Thoits, 1986), with 

the role of family seen as reducing loneliness and facilitating a positive outlook, 

helping with decision making and information gathering, and through 

communication helping the patient to process and understand their experience. 

Respondents empathized with newly diagnosed patients on the difficulty of 

disclosing their diagnosis to family, a similar issue as reported by other cancer 

patients (Hilton, Emslie, Hunt et al, 2009), but that with exception (Ewing et al, 

2016) has received little attention to date. Respondents also reported more 

general difficulties in communicating with their family in relation to their illness, 

identifying the need to function as a cohesive unit in progressing though the 

illness trajectory. Previous research with oesophageal cancer survivors and 

carers has identified engaging in interpersonal coping strategies as associated 

with an increase in distress over time (Dempster et al, 2011a; Study II), potentially 

relating to the beliefs held by survivors and carers as having a moderating effect 

on one another (Dempster et al, 2011b). There is a trend in the research literature 

towards dyadic (Li & Loke, 2014) or family-based interventions (Inhestern, Haller, 

Wlodarczyk & Bergelt, 2016), with Andreassen and colleagues research 

(Andreassen, Randers, Naslund et al, 2007) and the current study evidencing the 

need for this approach with psychological intervention for the oesophageal 

cancer patient. In a previous study with oesophageal cancer patients undergoing 

active treatment, health care professionals ranked ‘where my family members 

can go if they need help’ as a low priority information need, with patients 

prioritising this as highly important (Andreassen et al, 2007). 

In previous research with oesophageal cancer patients undergoing active 

treatment (Andreassen, Randers, Naslund et al, 2007), ‘what emotional reactions 

are normal’ was a highly prioritised information need for patients but not for the 

healthcare professionals surveyed. Respondents in the current study frequently 

cited adopting a positive outlook as important, yet detailed the expression of 

negative feelings such as fear and anger as helping to facilitate this.  This may 
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suggest a neglected supportive care need which could be facilitated with 

experiential advice giving, with other qualitative research with oesophageal 

cancer survivors identifying peers as having a key role in providing normalisation 

of feelings (Clarke, McCorry & Dempster, 2011). Patients and carers with 

oesophageal cancer report significant levels of clinical anxiety and depression 

(Dempster, McCorry, Brennan et al, 2011a; Study II), but with few cancer patients 

accessing or having the desire to access psychological support (Forsythe et al, 

2013; Jacobs et al, 2016) potentially as a result of stigma around mental health 

(Mosher, Given & Ostroff, 2015), peer advice from those seen to have a shared 

identity may have a role in shaping help-seeking behaviour.  

Establishing realistic expectations for recovery and understanding the necessary 

adjustments to life post-diagnosis were also frequently cited by respondents. 

The priority given by respondents to informing newly diagnosed patients of a 

realistic illness trajectory on which to map their experience is supported in other 

peer advice giving research (Symes et al, 2016).  Having a realistic perception of 

the consequences of illness, alongside encouraging newly diagnosed patients to 

have confidence in their clinical team, aligns to the CSM (Leventhal, Brissette & 

Leventhal, 2003) components of illness consequences and treatment control, 

key determinants of psychological adjustment in oesophageal cancer (Dempster, 

McCorry, Brennan et al, 2011a; Dempster et al, 2012). Peer advice may potentially 

be a persuasive and fitting medium over which to modify these ‘lay’ explanations 

of illness.  

Although there is potentially a commonality in the peer advice reported across 

cancer populations, it is likely the reported content of advice giving within 

subcategories is more unique to an oesophageal cancer population. With a 

significant impact on health related quality of life post-oesophagectomy and 

particularly within the first year (Lagergren, Avery, Hughes et al, 2007), including 

post-surgical complications (Derogar, Orsini, Sadr-Azodi et al, 2012), respondents 

appear to agree on the importance of advising newly diagnosed oesophageal 

cancer patients on the likelihood of a slow recovery period while instilling hope 

for an improvement in functioning, which the majority of patients achieve 
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(Derogar & Lagergren, 2012). Physical functioning is not observed to return to 

baseline in this group of survivors (Deschamps, Nichols, Cassivi, Allen & 

Pairolero, 2005), and the advice reported by respondents around making lifestyle 

changes provides information on managing longer term symptomology, i.e. 

instilling a perception of personal control (Leventhal, Brissette & Leventhal, 

2003).  Mok and colleagues (2004) suggested empowerment following cancer 

support group attendance to partly be attributed to mastery over illness in 

relation to skills and knowledge. Provision of practical advice on managing 

burdensome longer term effects may be a particularly pertinent use of peer 

advice for particular cancer populations.  

There are several limitations to the current study. Firstly, the study involved 

participants recruited from a patient association who potentially are not 

representative of the wider oesophagael cancer population in terms of their 

demographic information (Stevinson, Lydon & Amir, 2011) and more adaptive 

coping (Grande, Myers & Sutton, 2006). On the other hand, alongside their 

status as longer term survivors, this may have resulted in a heightened 

awareness of effective strategies towards emotional wellbeing. Secondly, there 

is no identification of which peer advice reported is given more importance by 

each individual. Future research may ask respondents to prioritise the advice 

reported accordingly in order to increase the trustworthiness of frequently 

identified advice domains, or seek agreement between respondents through 

consensus methods (Delbecq, Andre, Andrew et al, 1975).  Further, although 

peer advice giving has many potential benefits, it is important to be cognisant of 

potential negative effects. Research with prostate cancer patients reported 

treatment decisions to be influenced more by patient anecdotes than by 

population-based information (Denberg, Melhado & Steiner, 2006).  A priority 

for exploration would be assessing the response of newly diagnosed cancer 

patients to written peer advice. Lastly, as detailed in Chapter 6, survivor 

participants were recruited concurrently for Study III and Study IV with the two 

measures presented within the same survey. Although the peer advice measure 

was presented to participants first, the effect of priming on a participant’s 
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response cannot be ruled out as the entire survey was accessible. Interaction 

effects on the peer advice response do not however appear to be discernible. 

One may for example expect the drawing measure to encourage a focus on 

advice around physical symptoms of the condition. Participants in the current 

study only partly attended to management of physical symptomology (to an 

expected degree for this clinical population) in their responses, instead focusing 

on adjustment more broadly. 

This study has provided the first understanding of peer advice giving in 

oesophageal cancer patients and contributes to the dearth of studies seeking to 

establish the content and potential use of experiential information in cancer 

populations. Cancer patient support groups offer an accessible form of 

psychosocial support, with the findings from the current study evidencing the 

unique content of peer information exchange and a particular role for groups 

which are peer led and directed.  Face-to-face peer support interventions are 

however limited in that they are utilised by a small number of cancer patients in 

relative terms (Plass & Koch, 2001) with attendees predominantly female 

(Stevinson, Lydon & Amir, 2011), younger (Grande, Myers & Sutton, 2006), of 

higher socio-economic status (Grande et al, 2006) and a higher degree of 

optimism (Schou, Ekeberg, Karesen et al, 2007). This may be partly mitigated by 

offering one to one peer-support (Macvean, White & Sanson-Fisher, 2008) or 

through use of technology (Dale, Caramlau, Lindenmeyer & Williams, 2008). 

Recently a web-based self-management intervention for cancer survivors 

(Willems, Lechner, Verboon et al, 2017) has been successful in instilling self-

efficacy/personal control beliefs through the provision of individualised, disease 

specific information, through use of fellow patients and clinicians as models to 

provide information on expectations and discuss problem-solving techniques for 

on-going symptom management.  Written narratives are also increasingly 

common and accessible (Hardey, 2001), where patients create and consume 

personal health information, passing their experiences on to peers in the form of 

advice (Symes et al, 2016).   
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7.6  Conclusion 

 

Experiential information within cancer populations has received a lack of critical 

attention, despite the increasing availability of this type of information outside of 

the formal healthcare setting (Rini et al, 2006). The respondents in this study 

provided detailed advice to peers on the basis of a single open-ended question, 

suggesting a simple methodology is an acceptable and effective way to access 

this information. Despite the varying medical and demographic factors and 

differing healthcare experiences of our sample of longer term oesophageal 

cancer survivors, there does appear to be commonality in terms of the 

frequently cited categories of peer advice. 

The categories of advice reported appeared in line with previously reported 

information priorities in oesophageal cancer patients and aligned to key illness 

beliefs as reported in previous research (Dempster, McCorry, Brennan et al, 

2011a; Dempster et al, 2012) around fostering treatment control and self-efficacy 

and realistic expectations for recovery. With an arduous period of adjustment 

post-treatment, peer advice may be particularly pertinent in helping oesophageal 

cancer patients prepare for the next stage in their illness trajectory. 

 

 

 

 

 

 

 

 



 

154 
 

CHAPTER 8 

PSYCHOLOGICAL ADJUSTMENT IN PATIENTS AND CARERS POST 

CURATIVE TREATMENT FOR OESOPHAGEAL CANCER; A SERIAL 

INTERVIEW STUDY 

 

Overview 

Study V presents a longitudinal qualitative study using an interpretative 

phenomenological approach to elicit the process of adjustment for oesophageal 

cancer survivors and carers post-curative treatment, in particular the beliefs 

participants hold regarding their condition and how these are appraised against 

their experience. Oesophageal cancer survivors (n=6) and carers (n=3) were 

interviewed at baseline and at six month follow-up. For the survivor participants, 

three master themes emerged; acceptance of a new reality, relinquishing and 

harbouring control and building coherence. For the carer participants, three 

master-themes emerged; exerting control through caring, negotiating the new 

normal, and the carer as unseen.  

 

What this study contributes to; 

 The research area:  This study contributes to the dearth of qualitative 

research seeking to understand the condition from the perspective of the 

survivor and in particular the carer, and is the first study in this clinical 

population to use serial interviews to explore the participant’s 

adjustment to the condition over time. 

 The aim of the thesis: findings contextualize key illness perceptions as 

identified in previous research, providing an understanding of the content 

of beliefs, how they are developed and how they change to facilitate 

adjustment to the condition over time  
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8.1  Introduction 

 

Oesophageal cancer is an increasingly prevalent disease (Cook, Chow & Devesa, 

2009), with patients eligible for curative treatment undergoing surgery involving 

resection of the oesophagus and encountering a demanding post-surgical 

recovery period with a sustained impact on health related quality of life (Derogar 

& Lagergren, 2012), particularly physical functioning (Jacobs, Macefield, Elbers et 

al, 2014).  Curative surgery often necessitates a post-operative change to eating 

behaviour, with common yet persistent side effects including nausea/vomiting, 

acid reflux, dysphagia and dumping syndrome (undigested food moving quickly 

to small intestine resulting in nausea, dizziness and diarrhoea), as well as a 

general loss of appetite and associated fatigue (Bouras et al, 2017; Greene et al, 

2014). Although the impact of the diagnosis and curative treatment for 

oesophageal cancer on patient reported outcome measures is well documented 

(see Jacobs et al, 2014 for review), the sustained impact on psychosocial 

functioning is not adequately captured by health related quality of life alone 

which negates the process of adjusting to the condition and focuses solely on 

outcome (Thompson, Kent, & Smith, 2002). 

The ‘lived experience’ of oesophageal cancer remains an under-researched area, 

as is typical of all cancers of the digestive system. The few qualitative studies 

which do exist have provided a wealth of information from the survivor’s 

perspective on the challenges of ‘remapping the body’ after surgery (Wainwright 

et al, 2007), the experience of dysphagia (Watt & Whyte, 2003) and information 

needs (Andreassen, Randers, Naslund, et al, 2007; Mills & Sullivan, 2000). The 

literature on the experience of the oesophageal cancer carer is even more 

sparse, with two studies examining family member’s experiences of living with 

an oesophageal cancer patient and information seeking (Andreassen, Randers, 

Naslund, Stockeld, & Mattiasson, 2005) and on adjustment to an oesophageal 

cancer diagnosis (McCorry, Dempster, Clarke & Doyle, 2009). 
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Researchers have undertaken qualitative research with oesophageal cancer 

survivors informed by the theoretical perspective of the Common Sense Model 

(Cameron & Leventhal, 2003), focusing on the challenges to self-identity after a 

diagnosis (Clarke, McCorry & Dempster, 2011) and the cognitive, emotional and 

social processes involved in adjustment to the diagnosis (McCorry, Dempster, 

Clarke & Doyle, 2009). This is key to our understanding of how illness 

perceptions may shape psychological adjustment to their condition for 

oesophageal cancer patients and carers, and a necessary adjunct to quantitative 

work (e.g. Study II) which identifies relevant illness perceptions for intervention 

yet provides a limited understanding in relation to the detailed content of these 

beliefs, including the differing levels of abstraction (Turk et al, 1986), and the 

process by which beliefs are constructed over time. Qualitative research has 

been successfully used across various clinical populations to gain a richer 

understanding of an individual’s perceptions of illness (e.g. McCluskey, Brooks, 

King, & Burton, 2011; White, Hunter, & Holttum, 2007) and provides 

methodological triangulation (Kimchi, Polivka & Stevenson, 1991) to other 

measures as utilised in this thesis.  

Interpretative Phenomenological Analysis (IPA; Smith, 1996) is a methodological 

approach concerned with beliefs, experiences and meaning, and has been used 

successfully in a previous study to examine the role of identity in adjustment 

with longer term (3-17 years post-diagnosis) oesophageal cancer survivors 

(Clarke, McCorry & Dempster, 2011). The authors reported themes around a 

sense of loss attached to eating, of relinquishing and re-negotiating social roles, 

of being unknown and being known to medical staff, a shared identity with peers 

and the integration of old and new identities through personal growth (Clarke, 

McCorry & Dempster, 2011). IPA is a powerful tool to aid a researcher in gaining 

an ‘insider’s perspective’ (Conrad, 1987) on a participant’s personal world, with 

grounding in a phenomenological and social constructionist epistemology 

leading authors to suggest it is particularly pertinent to health psychology (Smith 

et al, 1999). In particular, IPA aligns fittingly to the tenants of the Common-Sense 
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Model (Cameron & Leventhal, 2003) in acknowledging the individual’s 

constructed understanding of illness. 

In a systematic review of qualitative studies in oesophageal and clinically similar 

cancers (Andreassen, Randers, Ternulf Nyhlin et al, 2007), 13 qualitative studies 

were identified, only 3 of which focused specifically on oesophageal cancer. Not 

negating the studies referenced above, there has not been a great deal of 

advancement in this area in the past decade. All published qualitative research in 

oesophageal cancer is of a cross-sectional design, often exploring specific 

experiences, such as information needs and dysphagia, at one time-point.  

Longitudinal qualitative research is increasingly prevalent in health research 

(Murray et al, 2009). Unlike quantitative methodologies, longitudinal qualitative 

methodologies focus on individual narratives and can suggest mechanisms 

involved in change, in particular over transitionary periods (Calman, Brunton, & 

Molassiotis, 2013). Longitudinal qualitative methods have been suggested to 

support the epistemological foundations of IPA where integration with an 

established methodology is suggested to have improved rigour in longitudinal 

qualitative design (Calman, Brunton, & Molassiotis, 2013). Although it is as yet an 

emerging method, there is increasing use of IPA in serial interview designs (e.g. 

Snelgrove, Edwards, & Liossi, 2013; Spiers, Smith, & Drage, 2016). 

Following the dearth of qualitative research undertaken with oesophageal 

cancer survivors using an IPA approach (with one notable exception; Clarke, 

McCorry & Dempster, 2011) and the complete lack of qualitative research using 

an IPA approach with oesophageal cancer carers, the current study proposes to 

use IPA (Smith, 1996) to elicit the process of adjustment for oesophageal cancer 

survivors and carers post-curative treatment, in particular the beliefs participants 

hold regarding their condition and how these are appraised against their 

experience. In taking an idiographic standpoint, recognition will be given to the 

diverging and converging beliefs individuals hold in regards to their condition, 

with IPA said to bring us closer to the universal by delving into the particular 

(Warnock, 1987 as cited by Smith, 2004).  In contrast to earlier research, this 

study will involve a sample of survivors and carers for which less time has 
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elapsed since treatment-end, and, therefore, for whom adjustment to their 

condition is considered more salient (Clarke et al, 2011). Secondly, the current 

study will utilise a longitudinal design to explore the participant’s adjustment to 

their condition over time.  

 

8.2  Methods 

 

Oesophageal cancer survivors and carers were recruited from an Oesophageal 

Patient’s Association support group meeting in Northern Ireland. The OPA is a 

UK-wide charitable organisation, which aims to give information and peer 

support to oesophageal cancer patients and their families. Convenience 

sampling was used to include i) a past diagnosis of oesophageal cancer (curative 

pathway) or currently caring for a person with this diagnosis, and over 18 years 

of age. This recruitment setting was utilised in order to identify an adequate 

sample of survivors and carers. The OPA is the only oesophageal cancer patient 

association within N.Ireland, with group meetings enabling face to face contact  

with post-treatment survivors and their carers to optimise recruitment for a 

medically unwell population at a challenging time-point. Although we aimed to 

recruit participants within 2 years of treatment end, for pragmatic reasons some 

flexibility was used with this eligibility criterion. This sampling method was 

appropriate to IPA given the focus on studying divergence and convergence in 

small, homogenous samples (Brocki & Wearden, 2006). Although there is no 

fixed sample size for IPA, there is a move towards the use of smaller sample sizes 

(Brocki & Wearden, 2006; Smith, 2004; Reid, Flowers & Larkin, 2005) and 

between three and six participants are considered appropriate for a PhD thesis 

(Smith, & Osborn, 2003) which guided our sample size target. The researchers 

delivered a short presentation and administered participant information sheets 

(Appendix F) and consent forms (Appendix G) to support group members 

interested in taking part in the research. Participant information packs were 

given to group members to give to their nominated ‘support person’ if they were 
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not present, defined as someone they would identify as the main ‘support’ in 

their life (in terms of physical and emotional support) which may be a 

partner/another family member/close friend, who is over 18 years of age. 

A cooling off period was offered with the potential participant giving permission 

for phone contact in one week, potential participants were also able to consent 

on the day. Survivors are able to take part in the research without their family 

carer, and vice versa. There had been no previous contact between the 

researchers (LG & MD) and participants prior to the study.  

Ethical approval was granted from the University Research Ethics Committee 

(Appendix H). Permission was granted from management board of Oesophageal 

Patients Association for recruitment of survivors and carers.  

Semi-structured interviews were conducted by LG, a postgraduate researcher 

with training in qualitative research methods, face-to-face in either the 

survivor/carer’s home or university at the participant’s preference, with flexibility 

necessary to facilitate a medically unwell population. Four survivor participants 

and two carer participants opted to have the interview conducted in their home. 

Survivor and carer interviews were conducted separately. All participants were 

aware of the aims of the research before participation, and that the research fits 

with the context of a research programme aiming to develop a psychological 

intervention to improve well-being in oesophageal cancer patients and carers. 

The interview schedule included a number of open-ended, non-directed 

questions and minimal probes, developed from previous qualitative research in 

oesophageal cancer as detailed above and in line with the framework of the 

Common-Sense Model (Cameron & Leventhal, 2003). In line with the 

epistemological approach of IPA, the interview was allowed to progress along a 

course opened up by the participant rather than dictated by the interview 

schedule (Appendix I). 

The interviews lasted a mean of  76 minutes at time one and 52 minutes at time 

two for survivors and  a mean of 28 minutes at time one and 38 minutes at time 
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two for carers. Interviews were audio-recorded with all transcribed verbatim by 

the researcher (LG). An example transcript is included (Appendix J). 

Demographic and health related data were collected to include –age, gender, 

ethnicity, employment status and relationship to survivor (carer only). Health 

related items were included for the survivors only; type of treatment and time 

since treatment. 

This study is reported according to COREQ guidelines for the reporting of 

qualitative research (Tong, Sainsbury & Craig, 2007). 

 

8.3  Analysis 

 

The interview transcripts were analysed using Smith and colleagues (1999) 

analytic approach to Interpretative Phenomenological Analysis.  

The first transcript was read several times by the researcher (LG) and the audio 

recording played back in order to facilitate familiarisation with the data. Initial 

thoughts and comments were then recorded in the left hand margin, with no 

parameters on what could be commented on; important facets of experience, 

language used, differences and contradictions, the sense of the person and 

repetitions.  The next reading of the transcript involves identifying emerging 

themes from the in-text annotations, noted in the right hand margin, which take 

the form of concise statements which align to psychological concepts. These 

were clustered and formed a list of second order themes. The second researcher 

(MD) checked the interpretation of themes from the transcript at this point. This 

process was repeated for all transcripts, at both time-points. The differences 

between the second order themes across transcripts were then assessed, with 

reference given to themes which appeared prevalent and articulate, with a 

strong link to data which exemplified the theme. From this a list of master 

themes was developed. In line with the approach recommended by Calman and 
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colleagues (2013), the themes were assessed for their presence in the interviews 

at the second time-point. A final read through of the transcripts was undertaken 

to ensure the themes were grounded in the data. The development of second 

order and master themes was discussed with the second researcher (MD) and a 

clinician (specialist nurse) to increase validity, no changes were required.  

 

8.4   Reflexive Account 

 

In acknowledgement of the role of interpretation in the theoretical basis of 

interpretative phenomenological analysis, it is recommended that researchers 

engage with self-reflexivity to assess the extent to which their own 

characteristics, assumptions and beliefs can impact on data analysis and how 

their placement in the setting may affect the research process (Schwandt, 2007). 

A reflective diary was kept by the researcher (LG) throughout data collection and 

during analysis, with observations presented below to increase transparency for 

the reader in relation to the final narrative account.  

I am a twenty-eight year old female PhD student, studying the area of 

psychological wellbeing in oesophageal cancer survivors and carers. I have long 

been interested in the field of psycho-oncology, with the common occurrence of 

a cancer diagnosis prompting a belief that there must be life after cancer and a 

way in which cancer survivors may be able to live well psychologically. This 

interest was heightened when considering oesophageal cancer, a clinical 

population who undergo an arduous treatment period which threatens the 

wellbeing of the individual living through and beyond cancer. 

As proposed by Holstein and Gubrium (2004), all interviews are interactional, 

with the data the output of an integrative process between researcher and 

participant. In discussing what is a sensitive subject with participants, I became 

aware of the importance of building rapport before commencing the interview. 

Although an ‘outsider’ in the sense of not having personal experience of 
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oesophageal cancer or involvement in the clinical setting, I believe the younger 

age of the participants reduced what could be age-cohort effects (Underwood, 

Satterthwait, & Bartlett, 2010) and the context of undertaking the research in a 

relatively small region of the UK helped promote a shared context within which 

to explore the participant’s experience. I did become aware with one participant 

in particular that my identity as a PhD student from a psychology department 

was attenuated to, where at the beginning of the interview recollections were 

followed by ‘is this normal?’ My response to this was to remind the participant 

that there is no right and wrong and the aim of the research is to learn from the 

participants in how they have understood and experienced their condition over 

time. The account from this participant was rich and detailed, so I don’t believe 

this affected the data generated. 

Flowers and colleagues (1998, pp.412) reflect that the analyst should 

“acknowledge and suspend any existing knowledge of the field and personal 

experiences within it”. I have limited personal experience of oesophageal cancer, 

though I do have recent experience with a parent having breast cancer which 

has given me some understanding of the impact the diagnosis, treatment and 

initial aftermath can have on a family member. I do however hold a concept of 

cancer as a diverse body of diseases, which I believe tempered my approach to 

this study in considering participants to belong to a disparate clinical population.  

Prior to undertaking the interviews I had spent time engaging with the research 

literature on the experience of oesophageal cancer, speaking with clinicians 

working in the area of oesophageal cancer and patients and carers through a 

cancer patient association. These experiences resulted in a largely negative 

preconception of the experience of participants in the years following surgery, 

however as suggested by (McNair, Taft & Hegarty, 2008) I feel this assumption 

was overcome by my own curiosity in probing any participant comments on 

benefit finding or positive affirmations for more detail. My interest in utilising a 

longitudinal design was under the assumption that oesophageal cancer would 

result in a prolonged period of adjustment, best captured in the years following 

surgery.  
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The current study was undertaken as part of a PhD looking at determinants of 

psychological wellbeing in oesophageal cancer, with a particular focus on the 

role of illness perceptions in adjustment in line with previous research by the 

authors. As has been the case in various other IPA studies (e.g. Green, Payne & 

Barnitt, 2004; Senior, Smith, Michie & Marteau, 2002; Swift, Ashcroft, Tadd, 

Campbell & Dieppe, 2002), the theoretical components of the Common-Sense 

Model (Cameron & Leventhal, 2003) helped inform the interview schedule, and 

imposed a framework on the analysis. However, the interview schedule was also 

kept open-ended with participants first and foremost dedicating the majority of 

their time to describing their illness experience on a whole. As with Green and 

colleagues (2004), I would argue that we were open to the presence of 

additional theory which is indicated in the final narrative and we ensured all 

interpretations were grounded in data. According to Brocki and Wearden (2006), 

the majority of researchers would embark on the research process with an 

awareness of pre-existing theory, with the Common-Sense Model (Cameron & 

Leventhal, 2003) the prominent theory in illness cognition research. 

 

 

8.5  Results 

 

8.5.1  Sample Characteristics 

The sample was composed of 6 oesophageal cancer survivors, and 3 

oesophageal cancer carers. All of the carer participants were recruited via the 

oesophageal cancer survivors who passed on participant information 

documentation. Attrition was relatively high due to the period of recruitment 

being in the early post-treatment period, with 1 oesophageal cancer carer and 2 

oesophageal cancer survivors not undertaking the interview at the second time-

point as a result of being too medically unwell. The sample did not vary in 

relation to ethnic origin (White Caucasian) and all participants except one had 
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been treated surgically, with the final participant treated via chemo-

radiotherapy. To ensure anonymity, pseudonyms have been given to all 

participants (see Table 13).  

 

 

Table 13. Study V Participant Characteristics  

Pseudonym Survivor 
or carer 

Age Gender Relationship 
to survivor  

Years 
since 
surgery 

Occupation 

Stephen Survivor 68 M - 6 Retired 

Michael Survivor 52 M - 2 Medically 
retired 

Gillian Survivor 48 F - 2 Homemaker 

Melanie Survivor 52 F - 1* Employed 
(illness 
leave) 

Liz Survivor 46 F - 1 Employed 

Gareth Survivor 34 M - 0.5 Employed 
(illness 
leave) 

Beth Carer 59 F Wife - Employed 

Katie Carer 32 F Wife - Homemaker 

Margaret Carer 26 F Daughter - Work 
experience 
placement 

* This denotes years since chemo-radiotherapy, the definitive treatment for this 
participant 

 

 

8.5.2  Emergent Themes – Survivor Sample 

For the survivor participants, three master themes emerged; acceptance of a 

new reality, relinquishing and harbouring control and building coherence (Table 

14). Within these were six sub-themes; realisation of a changed self, searching for 

meaning, clinicians as uniquely gifted, personal mastery over a new body, 

knowledge as empowering or threatening and moving away from self-blame. 
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Table 14. Study V Coding tree for survivor participant themes 

 Subtheme Quotation Interpretation 

A
C

C
E

P
T

A
N

C
E

 O
F 

A
 N

E
W

 R
E

A
LI

T
Y

 
Realisation of a 

changed self 
"I just want, I think what I want is to 
be back to normal and for this to be, 

nearly like it's never happened.  
That's how I kind of feel, and for life 

to be just as it was.  But I have to 
stop myself in my step and say to 

myself, ‘Now Liz, this isn't the case.  
You're not the way you were” 

Recognition of a new 
self-identity 

Searching for 
meaning 

“After that my wife and I decided we 
are going on two continental 

holidays a year and the two of us 
took off, and off we went. And I said 

well you know, I’ve had a second 
chance in life” 

Reprioritisation of non-
material values 

R
E

LI
N

G
U

IS
H

IN
G

 A
N

D
 H

A
R

B
O

U
R

IN
G

 C
O

N
T

R
O

L 

Clinicians as 
uniquely gifted 

“Yes the oncologist he, he seems, he 
was very…what’s the word for it, 

very confident. Right from the very 
start, that was a good idea. You 

know, he says to me, you think that 
you’re dying don’t you? I says, yes, I 

have cancer, I’m dying. He said 
you’re not. He says I’m going to get 
this. So that made me feel a hell of a 

lot better” 
 

Particular words and 
phrases used by 

clinicians formed the 
basis of participant’s 

early treatment control 
beliefs 

Personal 
mastery over a 

new body 

"I have come on since the initial 
stages you know, I'm a lot better 

than I was and I'm managing it 
better than I was and I'm managing 

the dumping syndrome better than I 
used to but I still have problems with 
it you know so yeah...but I'm better 

in control of it”.  
 

Progress in the 
frequency of symptoms 
occurring appraised as 

a valued goal 

B
U

IL
D

IN
G

 C
O

H
E

R
E

N
C

E
 

Knowledge as 
empowering or 

threatening 

“I’m as aware as I want to be, put it 
like that” 

Participants show a 
conscious effort to 
protect themselves 

from certain 
information over time. 

 

Moving away 
from self-

blame 

“Over-weight can cause it but at the 
end of the day, look at the amount 

of people out there who are 
extremely over weight and don’t eat 

anything and they don’t have it”. 

Rationalises potential 
cause through 

comparison with 
others. 



 

166 
 

8.5.3  Survivor Narrative 

 

Acceptance of a new reality. 

 

Realisation of a changed self. Curative treatment for oesophageal cancer involves 

either surgery or chemo-radiation therapy, with an arduous recovery period and 

a sustained impact on physical functioning.  

The participants’ perception of a difference post-surgery was acutely realised in 

their change in appearance, leading to a disruption in body image and a desire 

for the old self, with identity partly realised as feeling at home in one’s body 

(Erikson, 1959).  For several participants, the change in body image evoked 

feelings of age and fragility. This was perceived as standing in opposition to their 

visual representation of a healthy person. Body image is related to self-worth, 

with a negative perception of body image associated with dissatisfaction with 

one’s self (Sarwer & Cash, 2008). Michael in his story, a 52 year old man at 2 years 

post-surgery, recalls the shock at seeing himself after being discharged from 

hospital; 

“I looked in the mirror, and I didn’t even recognise myself. I was old. If you know 

what I mean. I was looking at my grandfather. Just the way I’d lost weight, aged, 

my hair was all thin, you know. That worried me”.  

These survivors perceived a relationship between weight gain and good health, 

this recovery model the opposite of the weight loss associated with the identity 

of the disease during development. Weight gain was appraised as positive and 

prompting a return to a normal, healthy self, however this was a tentative 

balance. In Liz’s story, a 46 year old woman at 1 year post-surgery, it is 

emphasized that “I suppose the only good thing that comes out of it is I keep my 

weight down, so I don't have to worry about weight." The weight loss is however 

experienced as a threat to self-identity in relation to not being away to wear old 

clothes which represented self-expression and activities once enjoyed;  
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  "And I've things in my wardrobe that were expensive that I loved and I just 

thought, "I can't wear those anymore", you know?" 

In contrast, in Gillian’s story, a 48 year old female at 2 years post-surgery, the 

weight loss after treatment resulted in body-related shame when reflecting on 

her previous self, the result of an adjustment in internalized social standards in 

relation to body image (Tracey & Robins, 2004). Gillian describes experiencing 

disorientation between her previous old self and new self-identity; 

“That’s taken hard as well, trying to change my body image. It’s been really hard as 

well. You  know, I still feel a big person mentally”” 

 

In the initial post-treatment period, the participants held an acute model of 

illness with an expeditious return to levels of functioning before the onset of 

their illness appraised as indicating recovery.  This has been observed in other 

cancer populations as relating to an existing acute illness schema from the 

individual’s medical history (Leventhal, Easterling, Coons, Luchterhand & Love, 

1986).Attempts to return to activities prior to the onset of illness were appraised 

for their success, with failed attempts experienced as a significant setback. Work 

for several participants was connected with self-esteem and purpose, with 

cancer patients often regarding a return to work as a symbol of complete 

recovery (Spelten, Sprangers & Verbeek, 2002). 

 Liz returned to full time work shortly after her treatment ended. . There is an 

understanding from Liz that this desire to return to work came at a point too 

early in her post-treatment rehabilitation, before she was able to form an 

understanding of the impact of her new condition, recalling, “I seemed to have 

boundless amounts of energy, I seemed to, you know but then I wasn't doing 

anything all day.”  This required Liz to reduce her hours to part-time which was 

felt as a set-back. In perceiving a full-time return to work as signalling recovery 

and a reengagement with her old self-identity, Liz experienced frustration at 

what she perceived to be slow progress. 
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For Melanie, a 52 year old at 12 months post-chemo-radiotherapy, giving up work 

with the progression of the illness was felt as a loss, a disconnection from normal 

life. There is however evidence of a readjustment of goals if not able to return to 

her existing role, in line with self-concept as being socially constructed in relation 

to a role within society (Weigert, Teitge & Teitge, 1986).  Without her existing 

work role Melanie will “have to find something else to do, you know what I mean. 

If I go back, and I find I can’t cope, I’ll come out and I’ll do something else, you 

know”.  

 

Participants described an effortful process in fostering realistic expectations for 

recovery post-treatment, with evidence of this emerging over time as they 

became more attuned to the physiology of their new body.  Central to this was 

developing a more accurate model of illness in relation to more chronic physical 

symptoms which is proposed to optimize self-management behaviour (Meyer et 

al, 1985). Liz illustrates this in her narrative when describing how she was 

unaware initially of both the extent and permanency of the changes to her 

digestive system; 

“But I didn’t honestly think that losing your oesophagus would, and part of your 

stomach, would have as big of an impact on your life.  Didn't realise that.  I knew it 

was big surgery when I was going for it.  I knew that I could maybe only eat little 

and often afterwards but I didn't think that would go on forever and I didn't think 

as I say the losing of the oesophagus would affect your whole digestive system in 

the way that it does”. 

Liz describes difficulty in goal-setting, “And sometimes I feel that I'm just not 

patient enough with the whole thing.  Maybe I expect too much of myself".  

Recognition of chronic physical symptoms was understood in relation to their 

functional impact on the person, resulting in a sense of a ‘changed’ self.    

Melanie directly links this change in functioning to a new self-identity, “Fitness 
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wise, from I had that, and had the treatment and the chemo, I don’t know whether 

that will come back. Because I’m not the same, I can’t do the same things as I did”.  

Similarly, for Stephen, a 68 year old man at 6 years post-surgery, he accepts the 

limitations of his post-treatment condition, “I wouldn’t have the energy that I 

used to have. I would tire very quickly. I would walk as a means of exercise and I 

don’t walk too far, I would get tired and want to sit down or go back home again”. 

  

Acceptance of a new self-identity varied for the individual participants. A barrier 

to acceptance in the early post-treatment period was a feeling of numbness and 

shock, with participants finding it difficult to psychologically connect with their 

experience after attenuating away from the trauma of the treatment. Melanie 

illustrates this disconnection in the following extract, “I was numb maybe up to 

four or five weeks. And even still, I feel like it’s not happening to me”. 

 

 Liz in her narrative recounts a conscious effort to remind herself of the 

permanent change which has taken place; "I just want, I think what I want is to be 

back to normal and for this to be, nearly like it's never happened.  That's how I kind 

of feel, and for like to be just as it was.  But I have to stop myself in my step and say 

to myself, ‘Now Liz, this isn't the case.  You're not the way you were’. Aptly Liz 

refers to the period of time from post-treatment as “the afterlife”, signifying a 

progression and a permanent disconnection from what lay before. 

 

In contrast, Gillian in her story recounts the desire to engage with counselling to 

‘get to know’ the new person she has become, evidence of accepting a new 

identity but not quite understanding it; 

“I didn’t need it at the beginning because I was very positive, but now I am having 

more emotional issues and I think again psychologically it’s getting used to this 

person and the impact it has had almost as a family”. 
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Participants experienced a greater understanding and acceptance of their new 

self-identity over time. The majority of participants were able to not define 

themselves by the negative aspects of illness, related to poor psychological 

wellbeing as proposed by the Schema Enmeshment Model (Pincus & Morley, 

2001). Stephen illustrates this in his narrative where he has positively integrated 

perceived limitations into his self-concept; “I don’t look on it as a disability now, I 

just look on it that, that’s me, just get on with it”.  The integration of limitations 

into a positive self-concept was perceived as a time-consuming process, “Give 

yourself time, you will get better. It will get easier if you give it time and you learn 

to live with it”.  

Similarly, Gillian recounts a significant encounter with a longer term oesophageal 

cancer peer at a patient association meeting as contributing to a positive 

integration of illness and self-schema; 

“Yes, and he said I’m 95 per cent and I’m happy with that. He says I’m not kicking in 

all cylinders, a little bit less, but he says it took him a while to get that I’m not going 

to be that 100 per cent man again. I have slightly changed, my body has slightly 

changed, and I have to accept that. He did battle for a while as we all do, and it’s 

taken time to accept what has happened. Um, and having to put it, to know what is 

right for you. Some people are doing more, some people are doing less. And that’s 

just to me society anyway as a whole”. 

 

 

The change in self-concept related to a renegotiation of roles for the 

participants, with previously held responsibilities distributed to others and new 

roles emerging. This related to caring responsibilities as a parent or carer for an 

older parent, in addition to responsibilities to the broader community. With the 

lessening of existing responsibilities felt as a loss, participants adjusted to this 

change through a process of ‘scaling back goals’ (Carver & Scheier, 2000) 

whereby they prioritised particular goals which were still able to be undertaken 

within their new restricted life situation. 
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For Gareth, a 34 year old man at 6 months post-surgery, there is acceptance that 

his new condition would not be conducive to the shift work of his previous job 

role. Work is no longer prioritised, and Gareth spends time during the day caring 

for his four young children which is valued as an essential role by his wife, “She’s 

that used to me being there, whereas before whenever I was in work, it was 

nothing to her”. 

 

Although acceptant of a changed self, the participants were motivated to be 

perceived as ‘normal’ by others and were able to navigate away from the identity 

of the cancer patient over time. Gillian illustrates this in her story when recalling 

her adult children’s change in perception in the months following treatment, 

“It’s what I wanted. Things back to normal. They still see me as mum; they don’t see 

me as mum’s really ill. I don’t want them to”. The participants perceived 

themselves not as someone living with oesophageal cancer but rather as 

someone living with the side effects of treatment from oesophageal cancer. This 

movement away from the public identity of a ‘sick person’ was successful for 

most participants, this outcome bringing its own difficulties. The participants 

described those in their social network as not understanding their hidden health 

condition and social situations with acquaintances carried threat of a loss of the 

private self through an explanation of the reasons behind eating behaviour, 

making the change in social identity salient for the survivors through social 

comparison (Tajfel, 1974). This is understood as being “human nature” by the 

participants, who experience that support can “drift away the further down the 

line you go” (Liz). There was a sense that the expectation of recovery to pre-

onset of illness levels of functioning from others exerted pressure on the 

survivor who then felt the need to justify their changed self, “they just expect 

then for you to go back to what you were. I try to explain that I would love to go 

back to what I was, but I can't” (Gillian).  

In her story Liz describes interaction with a friend who holds a recovery model of 

illness and who displays frustration at what is perceived as a lack of progress; 
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"I've another friend who would, just kind of whilst she was extremely supportive 

during the cancer period I think she sees me now as being ok again and would be a 

little less patient about the whole thing.  So I've been more uncomfortable with her 

and especially if there's other people brought into her company”. 

 

Participants emphasised the role of food in making others feel welcome and 

suggest a particular cultured role for food, with resultant pressure from others in 

social situations who are trying to be hospitable.  Participants recount a number 

of strategies to manage these situations, though often feeling obliged to accept 

the hospitability out of concern for upsetting or alienating themselves from their 

hosts, “I wonder what they’re gonna present for me to eat, can I eat it?” 

(Stephen). In his account, Stephen also references concealing distress when 

experiencing dumping syndrome in public, “you just have to sit and bear it, 

pretend you’re feeling great and smile”.  

 

 

The loss of a private self was felt most acutely with strangers, with Liz in her 

story describing the distress associated with eating in restaurants which has 

resulted in her spending less time in company; 

"So then when you go to a restaurant you've got this palaver to go through, 

‘Excuse me, would I be able to have a half portion?’ And then they look at you as if 

you've horns growing out of your head, especially more so in cafes”. 

Gillian adapts over time to this by eating out socially in known places, 

emphasising at the second time-point a restaurant allowing smaller portions of 

food which creates less disparity between her own and her friends’ social 

identity. 
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Searching for meaning. Altering the meaning of the illness experience is thought 

to aid adjustment, with views of the world more susceptible to change than self-

image (Sharpe & Curran, 2006). The search for meaning refers to both a) finding 

purpose and b) finding order (Thompson & Janigian, 1988). Participants often 

engaged in benefit finding in relation to their oesophageal cancer diagnosis, as 

illustrated by Gareth in his narrative when describing how his increased focus on 

improving health post-treatment will result in having more time to spend with his 

young sons. This is a focus on prioritising non-materialistic goals which has been 

proposed to predict the perception of greater meaningfulness in life (Thompson 

& Pitts, 1993); In this sense, the meaning derived from the situation has been as a 

catalyst for personal growth in relation to Gareth’s own physical fitness and also 

in achieving closer relationships with his children, both achievable goals which 

are now given more value than before; 

“It means I’ll be able to play with the boys and stuff because like, before when we 

went outside and done anything, it wrecked me. Now, get fit and play with the boys 

and you know, be there for them. It really like, made me think about things like 

that”. 

 

The reprioritisation of goals occurred with participants becoming more 

appreciative of everyday actions being achievable; prioritising what is now 

achievable within the new life condition proposed as a cognitive process aiding 

adjustment (Janoff-Bulman & Mc Pherson Frantz, 1997). Michael illustrates this in 

his story in discussing how the oesophageal cancer “changes your whole outlook 

on life” for the better, leading to a greater value being placed on minor things, 

“just being able to get up”.   

Similarly with Gillian, her experience of oesophageal cancer is perceived as 

having allowed for closer family relationships and the building of resilience, and 

there is a prioritisation of undertaking everyday activities together as a family 

unit; 
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“But we’ve got it, we’ve done it. But as I say it has been hard on all of us. In 

different ways and at different times. We’ve got through it now. If anything we are 

probably a closer family for it. And have time for each other more now. There 

wouldn’t be as much arguing, you know. We have just all, just stepped back and 

things are more important, life is more precious than it was beforehand. We did 

take each other for granted. So in ways that has been good but you know, it is the 

small things. We do love watching telly together when we are all together and that. 

I didn’t want to go through all of this, but there is always something good that 

comes out of it I think”. 

 

The participants also reported finding new purpose as a result of their illness 

experience, the second component of meaning-making theory (Thompson & 

Janigian, 1988). For four of the participants this was in respect to how they could 

improve the treatment and quality of life of other oesophageal cancer patients, 

providing a focus away from their own individual illness into a collective. With a 

shared identity came a sense of camaraderie, and an opportunity to exert control 

over how the disease impacted on others. This was often as a result of particular 

challenges they had experienced as part of their own illness journey. Stephen 

illustrates this in his narrative when reflecting on the hesitance of those in his 

social network to visit in the initial post-treatment period; 

 “I was very surprised how few of my friends and relatives crossed the door to see 

me. I was shocked. And you see, it’s the ‘Big C’ factor. They’re scared of it, they 

don’t know what to expect, and it shocked me and made me realise that with 

people like me, you need to talk about cancer”. 

As a result Stephen finds purpose in attending patient association meetings and 

speaking with other oesophageal cancer peers. This is an example of finding 

meaning through a new found strength (Tennen & Affleck, 2002), empowering 

other patients by providing reassurance and information to aid their adjustment 

to their new condition.Gareth focuses on his potential to improve the treatment 

of oesophageal cancer for others in the future in several ways. This is firstly 
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described in relation to his own experience where his parents were hesitant to 

discuss his cancer with others. In his narrative Gareth reflects his parents 

approach to “keep it secret. Gareth perceives a need to educate others on the 

early symptoms of oesophageal cancer, which included giving educational 

leaflets to an old colleague to place in their workplace. 

Secondly Gareth perceives a purpose in helping out with clinical trials for cancer 

treatment, “I was like at the end of the day, somebody needs to do it. You know, it 

wouldn’t be at this stage now if people in the past didn’t do it”. This is links to 

contributing to the betterment of treatment for cancer patients generally and a 

sense of legacy, but also in relation to an improved future for his four young 

children should they ever need to avail of treatment, “they need every bit of help. 

And if I can help in any way by going trials and experiments, yeah go for it”.  

 

The meaning of the event in terms of its impact can also be altered through 

strategies that allow for perspective taking (Sharpe & Curran, 2006). Participants 

compared their oesophageal cancer experience to both events in their own life 

and with others who are more seriously affected illness, in concrete or 

hypothetical terms. This was viewed as the participants as a necessary process to 

facilitate a positive illness representation. 

In his story, Stephen discusses suffering from depression for years before the 

cancer which he reflects as being more severe, “And that, dealing with depression 

and trying to cope with it, in hindsight now if I was to compare that and the cancer 

that I went through, if somebody said to me ‘which one would you do again if you 

had to?’, I would say the cancer”. This is understood in terms that “you don’t know 

where you are” with depression in relation to how to adjust, with the 

oesophageal cancer conceptualised as a more physical disease, “this was opening 

me up, doing whatever they did to me, then sticking me back again”. The cancer 

was perceived by Stephen as a separate entity which was removed and from 

which he is now living with the residual side effects from surgery, whereas the 

depression was more a part of him.  A shared identity is emphasised in relation to 
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the cancer, with the depression in contrast felt as a very isolating experience, “I 

felt very, very, very alone”.  

 

In addition to contextualising the meaning of his oesophageal cancer with other 

events in his life, Stephen also engaged with perspective-taking with other 

oesophageal cancer peers and those in other cancer populations. Having 

undergone surgery as a definitive treatment was seen as a clear advantage, “My 

cancer was caught very, very early and I was so lucky because I didn’t have to have 

chemo or radiotherapy. I was lucky it was caught so early I didn’t have to have, so I 

didn’t have all those side effects that these other people have”.   

In contrast, Michael compares his situation to others but in a more general 

population sense, “there is a lot of people worse off than me, so there is you 

know”. Michael describes how his initial reaction to his diagnosis was “why me?” 

with the event inconsistent with his existing worldview. He then describes an 

event which changes the meaning of his oesophageal cancer so that it is more 

congruent with existing views of the world (Park & Folkman, 1997); 

“I had come home and I was told that a girl I know had had a wee baby, and it died 

after nine or ten hours. And I had been saying to myself, you know when you get 

told you have cancer, why me? Well that is the first thing, why me? And then when I 

heard that, I said to myself, why not me? You know what I mean, I’m 50 years old, I 

was coming 50. I said to myself, I’ve had 50 years. There’s a wee child who only got 

a matter of hours”.  

 

Relinquishing and harbouring control 

 

Clinicians as uniquely gifted. It is adaptive for patients to relinquish control to 

‘powerful others’ for management of their treatment outcome (Affleck, Tennen, 

Pfeiffer & Fifield, 1987). This is in line with the reality-matching hypothesis 

(Christensen Smith, Turner & Cundick, 1994) proposing beliefs in treatment 
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control to be more appropriate where personal control is objectively ineffective. 

The extent to which participants handed over control to the medical team was at 

times dramatic. This is illustrated in Gareth’s account, where he accepts the 

treatment pathway readily without desire for any information on the mechanics 

of the surgery, “let’s fix it, what do you need me to do”.   The participants in this 

study perceived clinicians to be highly competent, almost at times taking on a 

supernatural quality, “the consultant was just out of this world” (Gillian). The 

seemingly insurmountable personal task of overcoming the oesophageal cancer 

diagnosis and treatment ahead was made possible by constructing a 

representation of a clinical team as uniquely gifted beings. 

Michael in his narrative emphasises particular characteristics of the clinicians 

involved in his care, around their years of experience and eminence in their field. 

This was linked to perceived control in relation to the success of the surgery and 

also in relation to treatment control should a recurrence occur, “there was 

someone responsible there”. The clinicians were described in a manner that made 

them ‘known’ as individuals to the participants.  

 

 Participants often recalled particular phrases utilised by clinical staff during their 

treatment pathway which appeared to initiate and form the basis of their control 

beliefs. Michael describes an encounter with his oncologist at an early stage in 

his treatment journey which challenges his previous held representation of 

oesophageal cancer; 

“Yes the oncologist he, he seems, he was very…what’s the word for it, very 

confident. Right from the very start, that was a good idea. You know, he says to 

me, you think that you’re dying don’t you? I says, yes, I have cancer, I’m dying. He 

said you’re not. He says I’m going to get this. So that made me feel a hell of a lot 

better”.  

 

The importance of feeling known and understood as a whole-person is 

commonly experienced by cancer patients and forms a component of person-
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centred care (Little et al, 2001). Participants felt they were known and attended 

to by the clinical team. In her narrative, Gillian illustrates the resultant positive 

evaluation of care received and feelings of reassurance; 

“Everything has been explained, to what we feel we needed it explained. Um, just 

feeling you know, being treated as a person from the doctors as well. Even though 

they don’t know you, they try to see you that you are a mum, you are a wife, you’ve 

got children and they do take that in to consideration which I was quite shocked 

at.” 

 

The conceptual understanding of surgery as removal of the cancer entity 

appeared to reduce thoughts of recurrence. Gareth references finding it difficult 

to undertake the second course of chemotherapy, rationalising stopping this 

with, “but at the end of the day it’s cut out, it’s gone”. As with other participants 

undertaking adjuvant therapy (chemotherapy/radiotherapy/chemoradiotherapy 

in addition to surgery), this was conceptualised as a “booster”, an “extra help”.  

 In contrast, Melanie who has undergone curative treatment with chemo-

radiotherapy does not experience the same degree of treatment control. The 

choice of multiple curative treatments is destabilising, potentially in not giving 

the same ability to relinquish control over the course of the illness to clinical 

staff. This results in negative social comparison to patients who have undertaken 

the alternative treatment, surgery. This in illustrated in Melanie’s reflection on 

attending an oesophageal cancer patient association meeting as an ‘outsider’;  

“I went to that meeting on Saturday and came out of it depressed, instead of being 

built up. I came out of there depressed because there was a girl who had the same 

cancer as me, and had the surgery in February. I said to myself, have I done the right 

thing? You know, because mine might come back but hers will not come back in the 

oesophagus because she has no oesophagus for it to come back in”. 

Despite the possibility of salvage surgery if there is recurrence with chemo-

radiotherapy, Melanie does not perceive this as an effective option.  A 
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downwards social comparison takes place, with contact with oesophageal 

cancer survivors who have underwent surgery twenty years before instilling 

feelings of loss that this longevity will not be her own outcome.  Melanie reflects 

that if a recurrence does occur, “I would want the surgery. Even if I died on the 

table I would rather have the operation because I want to be alive for Margaret 

(daughter) ten, fifteen years down the line”.  In adapting to her condition, there is 

evidence of Melanie finding an alternative external locus of control for the 

course of her illness, “I am handing over my worries to God”.  

 

Although participants overall held a belief in treatment control, several of the 

participants perceived the treatment as providing a temporal control to their 

cancer, with fear of recurrence a constant concern which is effortful to dismiss. 

For these participants, a belief in the ability of clinicians to manage potential 

recurrence of cancer is attended to. Michael in his story uses tentative and non-

committal language when discussing the treatment’s success at both time 

points, not wishing to verbalise the term ‘cure’ either internally to himself or 

outwardly to others. Michael views himself as “not having cancer at the moment” 

and focuses on living in the present, “you keep it in the day”. This appears 

adaptive in avoiding concerns regarding longer term consequences, yet hampers 

his ability to commit to plans in the future; 

 “I think they got it, they were able to take it away, but I’ve never ever said once 

that I’m cured. You know what I mean? It’s still in the back of my mind that there’s 

something there, you know. I don’t want to tempt fate, let’s put it that way, by 

saying I’m cured”.  

 

Personal mastery over a new body. Although participants perceived a lack of 

personal control over the course of their illness, the participants experienced 

self-efficacy in controlling the everyday symptoms of their condition over time, 

symptoms considered to stem from the surgery rather than the cancer.  Self-

efficacy in regards to the management of everyday symptoms is proposed as 
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adaptive by the reality-matching hypothesis (Affleck, Tennen, Pfeiffer & Fifield, 

1987) .Participants held different perceptions on the causation of symptoms 

from surgery, either resulting from fixing the body or as being residual from “the 

damage done with the removal of it (the cancer)” (Michael).  Participants 

experienced high symptom distress in relation to acid reflux, dumping syndrome, 

regurgitation and heartburn among other physical sequelae, described by the 

participants as “nasty” and “foul” with the body needing to be “pacified”. 

Control over the symptoms was primarily perceived to be exerted through a 

necessitated change in eating behaviour and the use of medication. 

 

The participants as a collective describe their new eating regime as centering on 

eating small portions, being mindful of eating and drinking together, avoiding 

eating late at night and avoiding foods high in fat or sugar content. Applying 

these general rules towards the successful management of symptoms is 

negotiated through a continual process of “trial and error”, with participants 

appraising their control of symptoms as progressing from the initial post-

treatment period onwards. This is illustrated by Stephen at the second time-

point, where at 6 years post-treatment he is still improving his symptom 

management; “I’ve discovered here over the past few days, rice is something I like 

but when I eat too much of it, it has the effect of maybe like, bloating me and 

making me much fuller much quicker”. 

 

None of the participants recounted consistent control over the occurrence of 

symptoms; however progress in the frequency of symptoms occurring was 

appraised as a valued goal, reflecting a recalibration to realistic goals (Sprangers 

and Schwartz, 1999) alongside realisation of a changed self. This is illustrated by 

Liz in the following extract; "I have come on since the initial stages you know, I'm a 

lot better than I was and I'm managing it better than I was and I'm managing the 

dumping syndrome better than I used to but I still have problems with it you know 

so yea...but I'm better in control of it”.  
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The experience of physical symptoms when perceived to be maintaining the 

eating regime was met with frustration, however the recognition of “trial and 

error” appeared beneficial as illustrated in Gillian’s story; 

“It was a great day and I felt going to bed really, really good because I’d eaten really 

well and not brought anything up. But that night, oh I was crucified with heartburn. 

So I do eat nicely and good during the day, I get heartburn as the acid just comes up 

but um. So again a lot of it is trial and error which is, annoying because I’ve done so 

well and I’ve been doing so well”. 

 

For several participants, they focused on their ability to manage symptoms or 

their consequences should they occur. This appeared adaptive where objectively 

symptom management is not always optimal in line with the reality-matching 

hypothesis (Christensen Smith, Turner, & Cundick, 1994). This referred to use of 

medication and planning ahead so toileting facilities are accessible. Stephen in 

his narrative discusses how he understands “what to do to tackle something” and 

references ready access to medication which is perceived as having efficacy in 

palliating his symptoms, “at the end of the day, I know it’s always there”. The less 

frequent occurrence of symptoms is therefore accepted in the knowledge that 

the symptom is identified and understood (often as dumping syndrome) and in 

the knowledge that “you know it will pass”. 

  

Similarly, Gillian discusses being mindful of where toilet facilities are, “So I’d 

rather go to a shopping centre, drive somewhere. And know that I know that there 

is toilets there, there is somewhere I can sit down if I need to sit down”. 

 

Where participants do not feel there are able to exert control over the 

occurrence or management of symptoms, they exert control by removal of the 

perceived antecedent—food. This is illustrated in Michael’s narrative where he 

perceives dumping as an uncontrollable consequence from eating, “after eating 

you are always wary of it coming on”. Michael mitigates the impact on his social 

functioning by avoiding eating all together when necessary, illustrated in his 
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description of not eating while away for the weekend to watch football. At the 

second time point, there an increased perception of personal control over 

physical symptoms, with Michael referencing “you can still over-eat and make 

yourself sick”.  At this stage Michael feels he understands “my part to play in it”.  

 
 

Although participants appear to accomplish increased mastery over their 

necessitated eating regime in time, this is a challenge when eating in public 

outside the constructed routine of the home environment. An individual’s eating 

patterns are constructed with the flow of everyday life, conditioned by the socio-

cultural contexts in which they occur (Delormier, Frohlich & Potvin, 2009). 

Participants experienced social eating as challenging in relation to the desire to 

conform to a normative social identity, concern for disrupting the routine of 

others and in distracting from the careful monitoring required.  

In Melanie’s story she recalls the impact of her condition in the initial post-

treatment period as resulting in avoiding social eating situations, “at the 

beginning I couldn’t go out for meals, I was that afraid of the choking”.  This 

resulted in Melanie feeling she “lost out a lot” in relation to social support from 

friends and family. This was heightened where she also experienced anxiety 

when eating in front of her daughter, “it actually put me off eating you know. 

Because she couldn’t cope very well you know, and um sometimes she is still 

watching me eating”. Over time although unsure of the reason behind food 

catching in her oesophagus, Melanie changes her eating behaviour in order to 

facilitate having meals with others, “it would take me longer eating it in front of 

people. I would chew things more now”.   

 

As a consequence of the necessitated change in eating behaviour to exert 

control over physical symptomatology, food is no longer enjoyed spontaneously 

by participants who carefully “plan ahead” in relation to their eating and toileting 

needs. As a result the participants describe a changed relationship with food 

post-treatment, “food doesn’t mean the same as what it used to” (Gillian). 
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Participants felt this changed relationship with food as a loss, grieving what was 

once perceived as a reward and is now considered a task to be carefully 

managed and controlled. The psychological desire for food is present in 

participants’ accounts at all time-points, and misaligned with their adjustment to 

what is accepted as a necessitated eating regime post-treatment. This aligns to 

theory on the social role of eating, with behavioural understandings of eating 

behaviour overemphasising the role of rational choice (Delormier, Frohlich & 

Potvin, 2009).  

 

Michael describes the necessitated eating regime post-treatment as being 

unsatisfying, referring to “these tiny pieces, these tiny meals”. The guidance from 

clinicians of “little and often” is repeated as a mantra throughout his narrative, 

serving as a constant reminder.  

 

The changed relationship with food was felt acutely in the post-treatment period 

by the participants who received adjuvant therapy, having temporarily regained 

the ability to eat as before the onset of illness. The change in eating behaviour 

was experienced as in conflict with a recovery model of illness. Liz illustrates this 

in her story, "So when that tightened in I couldn't eat again so it was back to the 

old days of when I had the tumour.  Psychologically that was a wee bit..." Liz 

however clearly differentiates between her current eating behaviour and her 

experience during onset of illness, emphasising that she has maintained her 

mechanical ability to eat. 

 

 

Acceptance of the necessitated change in eating behaviour post-treatment was 

experienced as an effortful process of adjustment by the participants, breaking 

from what had previously been an automated activity. Adjustment to the new 

eating regime was not sustained on awareness alone. Although understanding 

the necessity of the new eating regime, participants recounted varying degrees 

of adjustment to maintaining this, with evidence of an improvement in self-

efficacy across time-points. 
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In her story, Gillian, perceives the new way of eating to become engrained over 

time and by the second time point, there is more of “a basic routine”; 

“I think once you get doing that more repetitively, time and time again, it just 

comes automatic. That there has probably been the hardest. For the last 48 years 

I've just ate, drank, how I wanted and when I wanted. And now there has just been 

this last three years”. 

 

Bodily feedback in the form of hunger and satiety were experienced by the 

participants as at odds with their limited capacity for food in the early post-

treatment period. Michael illustrates this in his narrative, with affective feelings 

and maintenance of an existing routine conflicted with the new regime; “You 

know you’ve to watch what you eat before you go to bed, don’t eat for two to 

three hours before it. But I do, because I’m always hungry at night”.  

 

Over time participants became more attuned to their body. Michael evidences 

this at the second time-point, “I’d eat it, knowing that I was going to be sick. Now I 

don’t. In fact, my body tells me now, I know when I’ve had enough”.  

 

 

For several participants, their desire for particular foods changed. This was 

related both to a change in sensory feedback and also in relation to associations 

made between a particular food and previous negative experience. 

 

In her story, Gillian describes loss of a desire for foods she used to enjoy, “I loved 

fizzy coke, fat coke, I wouldn’t even thank you for it now”. This she relates to the 

smell of the food. There is also an adjustment in a new desire for foods; 

 “It’s just the taste, I don’t know what’s happened, whether it’s through the chemo 

as well or whether my stomach is higher up and been moved, but there have been 

tomatoes and lettuce, spinach, things that I would have had a little of but not a 

desire for. I just love them now. So that psychologically is really weird” 
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Although the participant’s relationship with food changed, food still retained 

some of the same associations for the participants, notably as being nourishing 

and connected with good health (Bordieu, 1984). The body’s altered capacity for 

food however resulted in the reassuring nature of these roles not being realised. 

Gareth illustrates this in his story, with frustration at his body rejecting what for 

him signalled a marker of recovery from illness; 

“It was just cravings and it was, I had to have it. But then everybody round me was 

like, ok. And they were just, if you asked for it, it was there. Which was good. But it 

was difficult because you couldn’t eat it. You wanted to, but you couldn’t because 

you’d just no room to put it”. 

 

Similarly, Gillian refers to food as a “a comfort blanket”. Although the disparity is 

recognised, Gillian discusses enjoying a coffee in the at the follow-up interview as 

a way to instil a similar feeling. 

 

In addition to a necessitated eating regime, participants also managed their 

physical symptoms through use of medication which instilled self-efficacy in 

addition to treatment control.  

Gillian illustrates this in her narrative; 

“No I do, because I can take the tablets to take the pain away. And I can be bright if 

I really try, if I felt a bit down I would try not to show them that. You know I do 

have that power and strength which is great”.  

Interestingly, for one survivor at 6 years post-diagnosis there was a progression 

from management of the physical symptoms over time to managing the 

perceived side effects from medication. Beliefs around medication use are 

thought to be appraised in relation to their necessity against concerns about 

adverse effects, with resultant adherence behaviour (Horne & Weinman, 1999). 

Although Stephen perceives the medication as necessary, at the second time-

point he is focused on potential alternatives for the management of his 
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symptoms.  Stephen discusses the long term effects of being on a sustained 

medication regime, and queries if as oesophageal cancer survivors “we should be 

taking a supplement to counteract” the effects of acid inhibitors or indigestion 

solutions. 

 

Understanding of illness 

 

Knowledge as empowering or threatening. The survivors appraised information 

as being both empowering and threatening, depending on the content and 

timing of the exchange. Throughout diagnosis, active treatment and follow-up, 

the survivors struggled to assert control over what information was 

communicated to themselves and their loved ones. This was experienced as 

destabilising as it was considered a part of their care which patients should be 

able to control and with the potential to disrupt the participants’ feeling of 

equilibrium. Information on prognosis and the technical aspects of treatment 

were experienced as particularly distressing. Gareth illustrates this in his story 

when discussing information exchange before surgery; 

 “Just let’s do it, let’s get this fixed and that’s it. The less you know about what is 

ahead of you, the less you can think about it and you know you won’t worry about 

it. Sort of like we’ll build that bridge whenever we come to it”. 

Michael held a belief in the clinical team’s ability to control his illness, yet did not 

experience information on the technical aspects of surgery as reassuring, “I 

should have been able to say to him that I don’t want to know. Just go on with it, 

but by law they have to tell you. Everything. Like the fella told me about the 

operation, he took great enjoyment out of going through every part of it”.  

 

With oesophageal cancer necessitating major surgery for the most of the 

participants, distress was experienced in relation to the potential risks from the 

procedure itself, perceived as “intrusive” in nature and unsettling body 
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autonomy. Participants minimised this threat by avoiding information relating to 

surgery, the surgery conjuring images of frailty as illustrated by Michael,  “just 

knowing that I’ve been in that position. Just how close…to death you actually 

were”.  Fragility has similarly been theorised as a central strain in heart surgery, 

with the operation simultaneously experienced as a severe threat and intense 

hope for life (Karlsson, Johansson & Lidell, 2005).  

For the participants, information on prognosis was contrary to their ability to 

foster hope in the early days after diagnosis and treatment. For Michael, 

references to statistics regarding the number of patients diagnosed and 

prognosis were experienced as distressing and dehumanising, not relating to him 

as an individual with the illness.  In his narrative Michael explains how he 

managed to avoid information on prognosis until the information was shared at 

a cancer fundraising event he attended.  This information was felt as less 

threatening at the second time-point, where movement past the 3 year review 

post-surgery led to some comfort in statistics, “the percentages are turning in 

your direction”.   

 

The survivors often protected their loved ones from information regarding the 

disease. Keeping this confidence was felt as an oppressive weight, enforcing a 

feeling of isolation. In Michael’s narrative, there are multiple levels of going 

“public” with the diagnosis, the hardest being “plucking up the courage” to 

reveal the diagnosis to his adult son. In relation to loved ones, there is emphasis 

on what information they “had to know”, with survivors perceiving a lack of 

desire for information by the carer.  Although not believing that he is 

permanently ‘cured’ of his oesophageal cancer, Michael maintains this 

perception for his adult son who he does wish to worry. The primary concern of 

the cancer diagnosis for Michael was the potential impact on his family.  In 

contrast, at the second time-point Michael experiences others to have 

undertaken the protective role, avoiding discussion of cancers or other serious 

illnesses in front of him at a stage where he is ready to talk more openly. This 
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reciprocal buffering has been evidenced in various cancer populations (Hilton, 

Crawford & Tarko, 2000).  

Liz reflects on sharing information on her physical symptoms with her aunt, 

withholding information both in relation for not wanting to cause concern and 

also from a desire to maintain normality and independence; 

"I think it's because I don't want to say it myself. Plus I don't want to worry her 

either because she gets a bit anxious. She's like my mum if you know what I mean, 

my parents are both dead and she sort of takes over that role. And so first of all I 

don't want to worry her because next thing she'll be on, she'll be on today and are 

you alright? Are you ok? Have you done this? Have you done that? Have you 

contacted that one? And, you know she can bombard you a wee bit. Maybe that's 

what I need."   

In Gareth’s story he describes how with four young children, it was important to 

maintain a sense of normality. The children are perceived as too young to be 

informed of the diagnosis with Gareth and his wife fostering an alternative 

explanation for his time away from home and recovery, “I fell off a wall and got 

damaged and they had to fix me”.   

 

Participants perceived information as empowering if it was seen to increase their 

self-efficacy in exerting control over their condition. The usefulness of 

information in giving the survivor an illness trajectory on which to appraise their 

experience was emphasised. Participants experienced difficulty in accessing this 

information themselves in isolation from information perceived as threatening. 

Gareth illustrates this in his narrative, “I Googled it, read for about five minutes, 

closed it. Never ever Googled it again. Never ever will Google it again. It’s the worst 

thing I could have done”. Participants therefore relied on ‘expert’ others to relay 

information to them. 
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Michael in his narrative recalls the benefit of information from clinicians on how 

he would feel immediately post-surgery as allowing him to appraise the physical 

symptoms as separate from the dying process; 

“It was tough but when I did come out, I sort of in a way expected it. Where I think 

if they hadn’t of told me, I would have actually thought I was dying”.  

 

The accurate identification of symptoms was also identified as important by the 

participants, with identification of symptoms as part of the condition providing 

reassurance. This is illustrated in Gillian’s story; 

“And then they’ve done the scope and everything’s healthy, and I only found that 

out a week past from Friday. So everything’s fine there where at least I know when 

I am being sick, I’m not worried. It’s not a panic button, whereas before…I would 

be thinking you know, what is happening in there. You know is there an infection, is 

there fining or anything of the stomach or ulcers or anything, because I am being 

sick quite a bit compared to what I used to be. Um, but no everything is fine so I’m 

not as frightened now”. 

Melanie recounts that “there is not an awful lot out there for people after 

treatment”. In particular it is felt that there is little information available on the 

course of action after chemo-radiotherapy. 

 

 

Other oesophageal cancer patient peers were perceived as having a special role 

in imparting knowledge. This contact was not perceived to be adaptive in the 

pre-treatment phase where it was important to recognise that “no two cancers 

are exactly the same” (Michael) in order to avoid social comparisons in relation to 

prognosis. Rather the importance of a shared identity was experienced as 

valuable in the post-treatment period as aiding the participants to foster a 

realistic illness trajectory, a role emphasised in the wider cancer literature (Symes 

et al, 2016). Information from patient peers was prioritised, perhaps in relation to 
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their unique sense of ‘knowing’ with is separate to that of clinical staff or the lay 

person. This is illustrated in Liz’s narrative; 

“I don't think, you can't understand anything until you experience it.  It's like a 

death or a divorce or any experience in life you don't truly understand it until you 

have gone through it yourself.  So I couldn't understand what life would be like 

after surgery because I hadn't gone through that.  But I certainly understand it now 

<laughs>, I know what it's all about.”   

 

Coming into contact with patient peers is experienced as instilling feelings of 

togetherness and reassurance (Docherty, 2004), with Michael illustrating this in 

his narrative in describing recognition of shared experience, “What I’m going 

through, it’s not just me, there is somebody else going through the same thing”. 

Contact with peers allowed for symptom checking and advice on symptom 

management. Stephen recounts in his narrative sustained contact with a peer 

with whom he would “compare notes”. The two survivors would phone each 

other to appraise their experience against the others trajectory, “can I run 

something past you?”  

 

The presence of the patient peers themselves led to positive social comparison 

for most of the participants, instilling feelings of hope and longevity. As Gillian 

illustrates in her narrative, “I do get a buzz when I go and see how many people, 

and how it is growing and how many people are there. And then that’s my long 

term. Just think of all the other people. That gives me a lot of hope and a lot of, 

taking the stress out of it. Not to stress about the long term because there’s all 

these people”. 

Similarly, Michael in his story experienced patient peers as helping to challenge 

his existing model of illness, “when you’re told cancer, you automatically think 

you’re dying immediately. That’s it. That’s the end, you know. And then I see 

people”.  Through contact with longer term survivors, Michael fosters a more 

positive belief in treatment control and goal-setting, “It was great going there 
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and seeing people who had this done twenty years ago. You know what I mean, 

that was marvellous. Proof that, I’ve got another twenty years coming”.  

Appraisal of the survivor’s experience against that of their peer can in addition 

facilitate perspective taking in regards to symptoms not experienced by the 

survivor, “I’m lucky I don’t have that” (Stephen).  

 

Contact with patient peers can also be appraised negatively. Melanie in her 

narrative describes joining a group for oesophageal cancer patients on social 

media. Perceiving the patients as having a shared identity yet having undergone 

an alternative curative treatment to herself, surgery as opposed to chemo-

radiotherapy, Melanie experienced feelings of isolation and regret. The result 

was a negative social comparison, “whenever they were saying 11, 15, 20 years, 

there is one there at twenty years, just saying you know. That’s what got me. 

Because I’ve only got, if I look up on the internet, I have only got five years”. 

 Similarly, Gillian discusses an acquaintance, who she appraises as having less 

severe cognitive impairment, felt in relation to the reduced loss of activities once 

enjoyed; 

“Um, but you know, she is back to work, she has her, I just couldn’t even think of 

work. My memory because of the second lot of chemo, I just don’t know. My 

concentration is horrendous. There’s all small things but makes up an impact on 

your life that you don’t realise.” 

 

 

Moving away from self-blame. The participants held complex and rich 

explanatory models for their oesophageal cancer. These explanatory models 

became more engrained over time, with participants in the early period after 

diagnosis attempting not to consider the cause. All the participants perceived a 

cause of illness with an internal locus of control to some extent. Their 
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explanatory model however was developed over time to accommodate this 

without inducing self-blame, established as relating to poor psychological 

outcome (Friedman et al, 2007) and proposed to encompass the two constructs 

of behavioural and characterological self-blame (Janoff-Bulman, 1979).  

Michael has developed a detailed pathology for the development of his illness. In 

his account he references being “a terrible worrier” as a child and fixated on a 

fear of death, linking this to the development of alcoholism as a distraction in 

adulthood. In his narrative at the first time point, Michael describes preferring 

not to consider the cause of his illness too deeply, focusing instead on “getting 

on with it, the solution”. The cancer is perceived to have developed as a result of 

alcoholism those years ago, both as a result of the alcohol and smoking but also 

vomiting bile and acid, “something has to give”.  At the second time point, this 

explanatory model has been more concrete with the internal locus of control 

emphasised, “it’s my own fault, self-inflicted”.  There is a sense that Michael is 

able to accommodate this through focus on a congenital cause (being a worrier) 

as the original foundation, and as he no longer drinks alcohol thereby having 

already exerted control over further consequences from this cause. Having a 

self-forgiving attitude in the ability to acknowledge mistakes but not experience 

self-resentment has been proposed as adaptive (Enright et al, 1996).  

 

Similarly, several other participants held explanatory models with a congenital 

origin, this time around a tendency towards issues with their stomach and acid 

reflux. In Stephen’s story he describes, “I have always said my stomach would not 

have been one of my better parts” and rationalises that “In hindsight, yes I would 

have been a candidate for it, put it like that”. Gareth in his narrative describes 

attribution to heartburn, a symptom his father and brothers also suffer from. In 

addition to perceiving a congenital influence, Gareth also examines increased 

weight as a potential cause but rationalises this by comparison with others with 

the risk factor who do not have disease, “over-weight can cause it but at the end 

of the day, look at the amount of people out there who are extremely over weight 
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and don’t eat anything and they don’t have it”. Lastly, Liz describes a family 

history of Barrett’s Oesophagus, “I did have an underlying problem always with 

my oesophagus, so you know…it perhaps wasn’t inevitable it was going to happen 

but there was a chance or a likelihood that it could”. In relation to the 

precipitating factor, Liz rationalises that “I don’t think and I don’t blame myself in 

any way for it because I wasn’t a smoker”.   In not attributing self-blame, neither 

Michael, Gareth nor Liz are preoccupied by the cause of their cancer. 

Additional exerts from the survivor sample are included in the Appendix 

(Appendix K). 

 

 

 

 

 

8.5.4  Emergent Themes- Carer Sample 

 

For the carer participants, three master-themes emerged; exerting control 

through caring, negotiating the new normal, and the carer as unseen (Table 17). 

Within these were five subthemes; eating as a strict routine, acceptance of a 

permanent change, finding meaning, being the cheerleader and striving for an 

understanding. 
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Table 15. Study V Coding tree for carer participant themes 

 Subtheme Quotation Interpretation 

E
X
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Eating as a strict 
routine 

“During the sort of, from the 
operation forward, a lot more 

attention to be paid to meals, what 
he eats, when he eats, how much he 

eats and analysing as well the fat 
composition of food”. 

 
 
 
 
 

Scientific approach 
used to monitor 
eating behaviour 
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Acceptance of a 
permanent 

change 

“Having been so weak and having 
been told that he would never be the 

same, was what the surgeon had 
said, and I just thought well what 

does that mean? In terms of, will he 
be fifty per cent or sixty per cent 

or…”. 
 

Expectations being 
recalibrated as 

would be expected 
by ‘response shift’  

Finding meaning “I don’t think I would even say that 
I’ve had the worst year of my life. 

Because I think it’s such a dramatic 
statement….Because I suppose I 

think, we were lucky. I look at it as 
being lucky that it was, that Gareth 

was curable”.  
 

Participants engaged 
in perspective taking 

approaches  

T
H

E
 C

A
R

E
R

 A
S

 U
N

S
E

E
N

 

Being the 
cheerleader 

“Because although it’s very, very 
hard for the patient and it’s the one 
it’s happening to, the person on the 

side-lines has to go through it 
equally. Plus they have to watch 

somebody else suffer and have to 
keep it together to keep them 

motivated and wanting to keep 
going”. 

 

Consciously aware 
that their own 

distress could have a 
negative effect on 

the survivor. 

Striving for an 
understanding 

“Before surgery he didn’t want to 
know anything, he didn’t want to 
know what they were going to do, 

why. Whereas I like to know the 
reason behind everything happening, 
exactly how you will fix it and what is 

your path”. 

Building an illness 
trajectory 
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8.5.5  Carer Narrative 

 

Exerting control through caring 

 
Eating as a strict routine. Eating is perceived as a natural activity evoking feelings 

of togetherness. This relates to the role of eating as a social practice, 

symbolising, reinforcing and reproducing social relations and divisions 

(Delormier et al, 2009). After treatment for oesophageal cancer, the eating 

behaviour of the survivor is at risk of evoking feelings of disconnection between 

the survivor and the family unit.   

In order to avoid consequences from reflux, regurgitation, dumping syndrome as 

well as a general physical malaise, eating becomes a carefully monitored activity 

for the family carer. Beth in her story, her husband having undergone surgery 6 

years ago, adjusts to what is viewed as a necessitated change by adopting a 

scientific approach to monitoring her husband’s eating behaviour, “During the 

sort of, from the operation forward, a lot more attention to be paid to meals, what 

he eats, when he eats, how much he eats and analysing as well the fat composition 

of food”. The carer perceives food preparation as facilitator for exerting control 

over the survivor’s condition, contrasting this to the surgery in which control is 

relinquished to medical staff, where post-surgery the carer exerts “control when 

you needed to have control, which was in the getting better end of things”,  

suggested as adaptive in other clinical populations (Affleck, Tennen, Pfeiffer & 

Fifield 1987).  Beth’s focus on food preparation involves avoiding high fat, high 

sugar and spicy foods, layering the stomach with bulky foods, avoiding liquid 

foods and being mindful of the quantity and timing of food eaten by the 

survivor. This carefully developed process remains the same for the carer at the 

second time-point.There is however a continued effort to improve management 

of the condition.  

The preparation of meals becomes a thoughtful process and has an impact on 

the existing caring responsibilities of the family carer.  
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Anxiety in relation to the survivor’s eating behaviour is continually present for all 

the participants. This exists on a spectrum. Margaret, whose mother finished 

chemo-radiotherapy two years ago, recounts being “constantly worried about 

it”, with the anxiety present even when eating is not taking place. This may 

relate to Margaret perceiving a lack of control over the condition in not being 

involved in food preparation for her mother which may create agency.   

  

 

In time, family carers viewed eating behaviour as an opportunity to exert control 

over the more debilitating long term physical symptoms of the survivor’s 

condition (such as dumping syndrome). The carers therefore experienced 

frustration and confusion when they perceived the survivor to have broken from 

the carefully constructed eating regime to experience physical consequences. 

This is illustrated by Katie in her narrative, whose husband has undergone 

surgery six months previously; 

“And sometimes I do snap, what did you do? You have to have done something, it 

didn’t just happen on its own” (Katie, Oesophageal Caner Carer).  

 

There is an understanding from the carer that the new way of eating as 

necessitated by the treatment is not easily adjusted to by the survivor both in 

relation to desire for food and as their bodily feedback for satiety is misaligned. 

This understanding is present for Beth across both interviews, who perceives her 

husband at 7 years post-surgery as still “trying to come to terms with certain 

things, like fizzy stuff, that he can’t have” and likens the experience to being on a 

diet with increased desire for foods which you are denied.  

 

Nevertheless, carers attempt to exert control over the survivor’s condition 

through the preparation of food and careful monitoring. Beth illustrates this in 
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the following exert where she attaches sole responsibility for being vigilant on 

food choice to herself, “You get the odd mistake like the other night I put, what do 

you call it? Coconut milk, in a korma. I don’t know why I did and only after, it was 

about three o’clock in the morning and I thought, I went and used that and this is 

why he has the acid. And so, you know you forget”.  

 

Frustration is proposed in the reality-matching hypothesis (Christensen, Smith, 

Turner, & Cundick, 1994) to arise from appraising an uncontrollable event, in this 

case the survivor’s behaviour and to some extent desire for food, as controllable.  

In Katie’s recount in the follow-up interview, there is evidence of a growing 

acceptance that eating behaviour is within the survivor’s control; 

“But the last time he was sick was two weeks ago, whereas this was maybe 

happening once a week for a time. The more he learns then the less frequently it 

happens. Just how to, how he lives with this, just adjustment. You know because 

everything he eats is very different because you know the whole, the lack of 

stomach and things. So it’s just, how he learns with it and whether he is responsible 

with his choices”.  

 

The necessity of exerting control over the survivor’s eating behaviour is 

emphasised in the disruption from the physical consequences, felt by the carer 

and within the family unit. This necessitates the carer to undertake multiple roles 

which may be difficult to manage, as reported in other carer narratives 

(Stenberg, Ruland & & Miaskowski, 2010). Katie, a mother with four young 

children, illustrates this when discussing the strain of her husband’s condition 

post treatment on their parenting roles; 

“Sometimes I feel like a bit of a nag because it’s like, do you need to finish that? 

Because I’m thinking how is this going to affect the whole rest of our day or 

evening. If maybe he overloads you know on something. The occurrences are less 

frequent now but when it does happen he does have to go and lie down which can 

be difficult to cope with”.   



 

198 
 

 

The physical symptoms of the survivor’s condition disrupt the careful 

organisation of family routine, felt particularly as the demanding nature of daily 

life results in time being restricted and viewed as precious.  Katie experiences the 

resultant impact from her husband’s condition on the attention she can dedicate 

to her youngest daughter, resulting in feelings of guilt. The lack of attention is 

perceived as insufficient in comparison to the time spent with her other 

children,“I mean the activities that the other kids would have got, you know, that 

one on one. So she misses out on a lot because there are appointments, there’s just 

a lot”.  

 

Negotiating the new normal  

Acceptance of a permanent change. After the oesophageal cancer surgery, 

physical markers served to facilitate the process of accepting the significance of 

the surgery and the necessitated change for the family carers. In her story, Beth 

describes two different circumstances which emphasised the seriousness of the 

recovery process which lay ahead. When leaving hospital with her husband, Beth 

recalls how another patient remarked to her, “I’m sure you’re glad to be getting 

your father home”. Subsequently when at home, the visual remnants from the 

surgery in the form of scarring were a shock to the carer irrespective of how 

clinicians could have prepared her; 

“They did tell me that it would be a shark attack and I didn’t really know, it didn’t 

sink in with me what they meant until I’d got him home and then realised what I 

hadn’t seen in hospital which was, you know I knew about the scars on his side and 

the scar down here. I hadn’t realised that it ran right up there and that was what 

they meant by the shark attack”.  

 

The diagnosis and treatment for oesophageal cancer was perceived as a trauma, 

with the passage of time serving as a vehicle to move away from this. In her 
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story, Beth who is a carer for a more longer term survivor explains the process of 

accepting the new normal; 

“I mean it was probably into the second year before it kinda settled down to sort 

of, yes we can see life going forward here in a way of operating and dealing with 

this and sort of moving away from the trauma of the actual diagnosis and the 

operation and the immediate aftermath of it…I mean looking now back at it, you 

know it’s like sort of somebody else’s dream”.  

 

Family carers held both a recovery and chronic model of illness, accepting the 

need to integrate adjustments to eating into everyday routine and perceiving the 

building up of strength in the body to occur over time. Katie in her story more 

prominently discusses her husband’s focus on improving his strength in the 

follow-up interview, potentially a secondary goal to integrating adjustments to 

eating behaviours into daily practice. The survivor’s focus on building physical 

fitness into his daily routine in this case appears to foster a greater perception of 

control over the condition in the carer, “If it was different in that he did sit about 

and mope a lot or didn’t feel like getting back to be fit and repair the strength. Or if 

he made very poor choices with smoking or drinking or what he was eating, then I 

would take control and be like no, you can’t do that. But I don’t need to so I 

suppose I don’t really have any control because there’s no need. He’s quite good 

about it himself”.   

Beth in her story also perceives strength and physical ability to be linked to a 

recovery model, and discusses the challenge in the initial time period in relation 

to establishing goals of what the survivor should be able to achieve in relation to 

pre-surgery functioning, “In terms of, will he be fifty per cent or sixty per cent 

or…” Beth goes on to discuss acceptance coming in time that this may not be a 

realistic target, expectations being recalibrated as would be expected by 

‘response shift’ (Sprangers  & Schwartz, 1999). 
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For the carer participants, there was a clear separation in their perception 

between the cancer identity of the survivor during treatment and the survivor 

post treatment, “he has had his cancer so that’s it, and it’s enough for one 

person”. For Katie, the focus is not on the consequences of the cancer recurring 

but on goal setting in relation to living cancer free, “I don’t think you can prevent, 

really, that kind of cancer from recurring. I know if we get to the five year mark 

there is less chance, so I suppose that would be a goal you know”. The reality-

matching hypothesis (Christensen, Smith Turner & Cundick, 1994) proposes 

beliefs about controllability are unhelpful when they do not match the reality of 

a particular illness. Adopting an external locus of control and realistic goals 

(based on chance of recurrence) for the illness recurring appears adaptive for 

Katie, who focuses on other priorities (togetherness as a family) rather than the 

illness.  

 

The social impact of the necessitated change in eating for the survivor was 

carefully negotiated by the family carers.  Katie recounts differences in the 

quantity and type of food her husband can now eat. The impact of the changes 

in eating behaviour were appraised as not being significant enough to affect the 

togetherness of eating together as a family, identified as a key focus for Katie. 

Indeed it is proposed that families are not defined by the presence of certain 

people in a social group but rather a domain of social practices through which 

family feeding flows (Delormier et al, 2009).  

 

For the carer participants, alongside compartmentalisation of a change in eating 

behaviour as the lasting impact of the condition is also evidence of response shift 

(Sprangers & Schwartz, 1999), with the social impact from the adjustments to 

eating not perceived to have a significant effect on social eating as compared to 

life before diagnosis.  
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In Beth’s account, there is an emphasis in the second time-point on the eating 

change necessitated by the survivor’s condition as not being too dissimilar to 

their pre-surgery diet as a couple or indeed to how they should be eating for a 

healthy lifestyle. The carer perceives incidental benefits for their global health, 

“there’s that piece of advice from that health expert and we’re doing it anyway, it’s 

for a different reason but we gain the same benefits”.  In social eating situations 

Beth perceives her husband as self-conscious in relation to his necessitated 

eating behaviour, believing his social identity to be similar to others, “I doubt 

anyone is aware of it, only because he says it”.  Beth questions her husband’s need 

to reveal the reason behind his eating behaviour, eating one course at a 

restaurant in this case, as can accurately appraise this from an outside 

perspective as falling within a normative range and likely to even attract praise 

from fellow diners, “oh you’re being good”.  

 

Finding meaning. A search for meaning is proposed to occur as a cognitive 

process of adjustment, in reference to finding order and finding purpose within 

the confines of an illness threat (Thompson & Janigian 1988). The participants all 

emphasised an effort to change the meaning of the oesophageal cancer 

experience in their narratives. 

Katie perceived the renegotiation of parenting roles post treatment in positive 

as well as negative ways. Katie’s husband Gareth stopped working as a result of 

his condition, which allowed for more time spent at home with their four young 

children than would have been possible before the oesophageal cancer 

diagnosis.  “He is able to participate more as he’s actually home instead of at work 

which is kind of better because he gets to be involved much more in the kid’s lives”. 

The prioritisation of her husband spending quality time with the children 

appeared to be adaptive, given that there is congruence with their new reality 

(Tomich & Helgeson, 2004). There is an acceptance that “the future looks 

differently had he not had it”.  
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The participants all engaged in perspective taking approaches (Park and 

Folkman, 1997) in relation to changing the meaning of the cancer’s impact, with 

emphasis on the cancer being treatable as curative at the outset. Katie illustrates 

this in recounting a discussion with her mother; 

“I don’t think I would even say that I’ve had the worst year of my life. Because I 

think it’s such a dramatic statement. And she was like, no you have (laughs). So like, 

yeah we really have. But she’s like, to date, to date, and I was like right ok. So you 

know, even that felt like a very dramatic statement to make for me to even say 

that. Because I suppose I think, we were lucky. I look at it as being lucky that it was, 

that Gareth was curable”.  

 

The participants engaged in perspective taking both in relation to the prior 

medical history of the cancer survivor and in respect to other patients. Beth 

illustrates both, firstly in perceiving the necessitated change in eating behaviour 

as an end point and a “mechanical” condition compared to the longer term 

consequences of side effects relating to “complicated systems” from adjuvant 

therapies; 

“I mean we’re managing just the geography, the change of the shape of his 

digestive system. It’s that, it’s not the after effects of the high dose of chemo and 

radiotherapy and that sort of stuff which would be an awful lot more sinister”.  

 

The diagnosis of oesophageal cancer led to the carers holding a more global 

concern for the health of the survivor and their other family members, as well as 

themselves, with health described as “a blessing”. Beth,, a mother with three 

adult children, helped encourage and appraised her sons’ self-efficacy in being 

healthier in relation to their food choices; 

“As I say, as a family we’ve learned the importance, not that we were unaware, but 

now we have heightened awareness in terms of looking for things like additives and 

what have you”. 



 

203 
 

Bethhas also moved her focus on to concern of her husband being on 

medication longer term and the side effects from this in relation to his overall 

health. The concern of over-medication has prompted an interest in holistic 

medicine. In the follow-up interview this has moved to replenishing the body 

through vitamins and minerals and attempting to find an alternative to of acid 

inhibitors or indigestion solutions which have long term effects. In the follow-up 

interview concern is also raised regarding other family members and the carer 

herself being on medication longer term, suggesting a more global concern 

regarding medication use,“It’s the story of popping one pill and finding further 

down the line you’ve got to take another pill because of what the first pill did”. 

 

 

The carer as unseen 

 

Being the cheerleader. Oesophageal cancer presents with distressing symptoms 

at diagnosis and with a sustained physical impact for years after curative 

treatment. The reaction of family members to the survivor’s diagnosis and 

condition was at times considerable, with participants using terms such as 

“traumatic” and “horrendous”.  Caregiver burden is conceptualised as both 

practical care giving and emotional support (Stenberg, Ruland & Miaskowski, 

2010), which participants in this study prioritised to differing levels towards the 

adjustment of the survivor, often to the detriment of their own health. Beth in 

her story describes being “on a functioning stress level which was quite high for 

quite a long time” and likens the situation to a funeral where the person focuses 

on the task at hand in making the arrangements before properly having time to 

grieve. Beth describes coming down from the heightened stress after around a 

year, which is linked to the subsequent development of a stomach ulcer of which 

she has a history.  
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The carers were acutely conscious of the potential for their own distress to 

impact upon the emotional wellbeing of the survivor.  As Katie recalls, “Because 

although it’s very, very hard for the patient and it’s the one it’s happening to, the 

person on the side-lines has to go through it equally. Plus they have to watch 

somebody else suffer and have to keep it together to keep them motivated and 

wanting to keep going”. The process by which the family carers mitigated their 

natural response to the more distressing aspects of the illness is experienced as 

an effortful and largely internal process.  

 

The role of the family carer is perceived by the participants as “a job”, both in the 

sense of physical caring and in supporting the survivor’s psychological 

adjustment to their condition. Monitoring and attending to the survivor’s mood 

is experienced as a “draining” process, “it takes a lot of energy to gee somebody 

up all the time”. Katie illustrates this by explaining how she encourages her 

husband to undertake psychological processes such as perspective taking, 

proposed to be adaptive in changing the meaning of a situation (Park and 

Folkman, 1997). The following exert involves Katie explaining how she 

encourages Gareth to compare his situation to others who are in a worse 

position; 

“I suppose it’s, you kind of feel a bit like a cheerleader. You know, and it’s your job 

that you feel like you have to be the cheerleader. And I think, no matter how you’re 

feeling day in and day out, you have to be constantly ‘Come on, you know this is 

going to pass, don’t worry, you know think of all those people who are fifty times 

worse off and how lucky you are’. So that can be hard, every day”.  

Katie undertakes a range of adaptive strategies to help her husband foster a 

more positive illness representation, including readjusting priorities and benefit 

finding. There is an understanding of the link between negative cognitions and 

affective state, with strategies undertaken to avoid what would be seen as an 

unworkable situation for maintaining equilibrium in family life. 
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The family carers held high expectations for their ability to maintain an outward 

impression of composure and a positive frame of mind in relation to the survivor 

and their wider family circle, with little evidence of change in this goal over time. 

This created feelings of inadequacy when the standards they set for themselves 

were not met, as is prominent in the narratives of other cancer carers 

(Sternberg, Ruland & Miaskowski, 2010).  The process by which the family carer 

undertakes this process of comparison is described by Margaret when discussing 

a distressing early symptom of her mother’s illness; 

“Um, I didn’t cope with it as well as I would like to have because at the time, it 

scared me when the food got stuck as I thought it was trapped in her throat and I 

thought she was going to die. And because I always associated cancer with death”.  

The challenge to maintaining the outward persona of the competent carer was 

heightened for Margaret, with a commonly held existing representation of 

cancer as meaning death (Leventhal, Brissette & Leventhal, 2003) amplified by 

her family history of cancer. 

 

 

Social support was perceived as being of upmost importance for psychological 

adjustment to the condition, for both oesophageal cancer survivor and carer.  

This appeared to relate to the concept of perceived functional social support 

(Caplan, 1974) with the social networks around the survivor-carer dyad appraised 

for the availability of support and the function they each perform. In Katie’s 

story, her mother and sisters are appraised as being present for support if 

needed, “the actual being there”, and are emphasised as providing support to 

both the survivor, by sharing the visits to hospital with the carer, and also in 

relation to the family unit in providing care to the children in maintaining routine 

among multiple hospital appointments.  There was however a barrier felt in how 

much disclosure should take place, with fear that the carer’s family would 

become secondary carers; “Sometimes I think if I tell my mum exactly what I am 

thinking, she’ll just worry about me all the time. Because she does as it is”.  
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Contact with cancer survivor and carer peers was perceived as an experience 

instilling hope and positive appraisal in Beth’s story. Beth attaches meaning to 

these encounters in relation to long term survivor’s longevity, an example of 

positive social comparison;  

“I think the first reassurance that I had was going to the patient association, to look 

at the men and women there and the main speaker who was a man in his middle 

seventies and to realise that he’d had that operation sort of thirty or forty years 

before. And thinking that these were long survivors, these weren’t people who 

lived four and five years from their operation, these were decades. I remember the 

feeling that I had to actually realise, gosh, this isn’t something that constantly 

hangs over you. These people walked on, lived their lives for long years after their 

episode. And then I started to think, well why not him?” 

 

In certain circumstances, the condition is also seen to facilitate a new social 

network post-surgery for the survivor. In Katie’s story, her husband Gareth is 

involved in a motor biking fundraising event for a patient association which has 

improved his social life, “he probably wouldn’t have got a bike if he didn’t think, 

you know what, life is too short. He probably wouldn’t have got his motorbike. And 

his motorbike has probably been his antidepressant he would call it”.  This is not 

necessarily the case for the carer. At the second time-point however, Katie 

discusses joining a local gym for social support and an opportunity for self-care, 

“we just met a couple of girls and we’re all doing it together. So hopefully we’ll all 

be buddies after and able to go”. 

 

 

Striving for an understanding. The participants describe a detailed process of 

appraising different explanatory models for the illness in the initial period after 

diagnosis, with the perception that the survivor has not contributed to the 
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development of the illness appearing to be adaptive in accepting the condition. 

This may be attributed to the carer not feeling responsibility for the cause of the 

illness themselves through missed opportunities to influence the survivor’s 

behaviour. This is illustrated by Beth in her account explaining that “I mean 

looking back, I don’t think ‘we’ could have done anything to have prevented the 

cancer”. The consequences from the condition and the changed life situation are 

understood as inevitable, “Do it again, if you had the chance to do it all over you’d 

probably arrive at the same spot”.  

The focus on explanatory models of illness appeared to lesson over time, with 

Katie in the follow-up interview recounting “I can’t remember the last time I 

thought really about what had caused it”. 

 

Family carers can be conceptualised as co-workers with health care professionals 

or co-clients with the patient among other entities (Morris & Thomas 2002). As 

with other carer narratives (Morris &Thomas, 2002) the participants in this study 

experienced ambiguity in the validity of their own needs. This is reflected in the 

desire for a greater understanding of the patient’s condition. Katie explains the 

conflict between her high desire for information with that of her husband 

Gareth, “Before surgery he didn’t want to know anything, he didn’t want to know 

what they were going to do, why. Whereas I like to know the reason behind 

everything happening, exactly how you will fix it and what is your path”.  Although 

Katie feels obtaining more information would have been helpful for her own 

psychological adjustment, potentially in providing a trajectory on which to 

appraise experiences and to develop competency as a carer (Brown & Stetz, 

1999), she was aware that the information would not be helpful for her husband 

who was present during any contacts she had with health care professionals.  

In contrast, Beth in her account receives information more in line with her need 

before her husband’s surgery which serves to facilitate a perception of control in 

the treatment and medical staff.The process of information gathering from this 

point on is however more effortful, involving a range of sources. This began in 
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hospital with demonstrations from nurses on how to care for the survivor, with 

self-efficacy fostered by an encounter with a GP who assured the carer “When 

you get him home he will come on no end, because you will see to it”. This 

appeared a significant encounter in fostering beliefs in control over the 

condition, with the carer recounting thinking “yes, it’s me in the driving seat now” 

on discharge from hospital.  

 

After surgery, the carers experienced a lack of preparedness for their role on the 

patient’s discharge from hospital.  Katie recalls having to physically search for 

the information given to the survivor at the hospital; “So Gareth did put a lot of it 

away for a long time. So we had to go and seek it out, where he had hid the stuff 

and had no intention of reading himself”. For Katie the lack of preparedness 

resulted in believing her husband was experiencing a stomach bug and 

inappropriate prescribing by a general practitioner, a condition which 

subsequently was identified as related to the surgery.  

In contrast Beth in her story, although experiencing a similar lack of 

preparedness and acknowledgement of no complete truth from a particular 

resource, identifies and integrates information from a range of alternative 

sources. This is an effortful process of “picking anybody’s brains” and making 

assumptions on the information based on “common sense”.  At one stage this 

involves advice from her brother and son who, both vets, advised on avoiding 

too much liquid in what was now a vertical stomach competing for space within 

the chest cavity. This approach sees Beth partakes in “trial and error on a grand 

scale” in order to fulfil her caring role. Beth illustrates this with issues in the few 

weeks after surgery with her husband achieving good sleep quality, and 

describes a goal-setting and appraisal process to achieve this outcome involving 

trialling a number of different pillows in relation to firmness and shape to 

achieve the correct elevation to avoid regurgitation. Accurately Beth describes 

this as a “testing time”.  
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Obtaining an accurate illness trajectory on which to appraise her own experience 

by gaining information from peers on their loved one’s experiences of 

oesophageal cancer post-surgery was considered particularly useful for Beth; 

“I know he had a particularly traumatic time because from listening to others and 

that afterwards and there were people who went in, had that operation and were 

basically independent or functioning a week or ten days later”.  

 

The process by which carers acquire information is known to be a negotiation 

(Harris, 1998). Participants were aware of experiencing the survivor’s illness from 

the outside looking in, with information filtered through the survivor.  Although 

experiencing a great desire to learn about the lived experience of the condition 

from her husband, Katie felt hesitant in discussing the cancer and emotional 

adjustment to the condition for fear of unbalancing the cognitive process 

through which the survivor is coping with the condition and provoking a 

negative reaction; 

“I just feel if I ask too much and provoke like a thought process that maybe he 

hadn’t had himself, that maybe he would start to drop down again. If I asked every 

question I wanted to ask, would some of it be stuff he hadn’t thought of? So then 

would he start to think about the things I think about?” 

As a consequence, the attribute of trust is of key importance to the carer in 

relation to how and what the survivor communicates. 

 

There was a disconnection between the physical symptoms of the illness as 

experienced by the survivor and the meaning the family carer attached to these, 

a barrier to understanding identified by the carer. This refers to the ‘identity’ of 

the condition (Leventhal, Brissette & Leventhal, 2003), where family members 

had a tendency to anchor their understanding of the survivor’s illness on highly 

visible physical symptoms in lieu of the more hidden aspects of the disease. For 

Margaret, the most pertinent aspect of her mother’s illness was regurgitation or 
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choking when eating food, which she attaches graver consequences to than the 

possible recurrence of the disease; 

Interviewer: “But there is nothing you think is much different now, to what it was 

like before?” 

Margaret: “No, she just seems the same. She just needs to be careful with the food 

now. Sometimes we’ll be sitting and I wonder is it going to happen? But you just 

have to take it as it comes, you just have to”. 

Margaret is aware that anatomically the food is likely to be regurgitated or 

loosen in time, but the maintenance of this fear may relate to emotional 

representations overriding cognitive representations given the distressing 

imagery of when this has happened at disease onset; 

 “Um, you just have to try to think positive. Just remember that it is not in the 

throat, it is in the oesophagus”.  

 

The disconnection between the lived experience of the survivor and the carers 

understanding was also expressed in Katie’s story, “I don’t think unless you suffer 

with it yourself that you can have a one hundred per cent understanding of it, 

because you can’t”. The focus for Katie to overcome this barrier is a desire to 

understand “the reason behind why certain things happen”.  Katie attributes 

much of her frustration to not understanding how the survivor thinks or feels in 

a situation, and fear of evoking a negative response serves as a barrier to open 

communication;; 

“But when you’re feeling so awful and hideous and it seems like it’s never going to 

end, it’s hard to see the light at the end of the tunnel. You know that this day or 

next week, I won’t feel like this. But he finds that hard I think, to picture an ending 

you know. So I suppose I feel I know what he’s feeling and what he feels about it. 

But I bet you I don’t know the half of it”.  
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Although the family carers emphasised the need to gain an understanding of the 

illness from the survivor and health care professionals, individuals were 

conscious of the extent, content and type of information which they would 

perceive as helpful and positive in building their representation of the survivor’s 

illness. Although carers experienced challenges in attaining the information they 

viewed as helpful, they felt negative or frightening information was more readily 

available. The carers description of protecting themselves from this information 

may be interpreted as a process to maintain an optimistic view of the 

consequences of the illness, at least in the short term during active treatment.  

Margaret reflects on the information given by the outpatient clinic prior to 

surgery; 

 “If I had looked at any of the things I would have been more nervous. Like staging, 

it probably would have scared me. If I had of looked at the book they gave us, I only 

glanced through the book but if I had of read it I think it would have freaked me out 

more than anything. Like I would have been more worried then, had I seen the 

stages and all”.  

Additional exerts from the carer sample are included in the Appendix (Appendix 

K). 

 

 

8.6   Discussion 

 

This study aimed to elicit the process of adjustment for oesophageal cancer 

survivors and carers post-curative treatment, in particular the beliefs participants 

hold regarding their condition and how these are appraised against their 

experience in line with the Common-Sense Model of Illness Representations 

(Cameron & Leventhal, 2003). The longitudinal design of the research allowed 

exploration of the lived experience of the condition post-treatment to be elicited 

across time, with a complex and effortful process of adjustment for both 

oesophageal cancer survivors and carers emerging. As with previous research 
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(see Study I for review), the consequences of living with post-treatment 

oesophageal cancer were most acutely felt in relation to perceived side effects 

from a changed digestive system, resulting in disruption for the survivor and 

family unit. The process of adjustment focused on recognising and accepting a 

changed self, fostering control beliefs over the course of the illness and physical 

sequelae, searching for meaning, developing illness coherence and moving away 

from self-blame.  

For both the survivor and carer participants, the recognition and acceptance of 

the survivor’s changed self appeared a key milestone in post-treatment 

adjustment. The experience of participants after treatment was contrary to their 

expectations, with an existing acute model of illness resulting in initial goal-

setting to return to levels of functioning similar to before the onset of illness. 

With a long term impact on physical functioning in oesophageal cancer patients 

(Deschamps, Nichols, Cassivi, Allen & Pairolero, 2005), the participants inability 

to achieve unrealistic goals for physical recovery post-treatment were 

experienced as set-backs with associated distress. Written information provision 

is known to be inconsistent, with a study of patient information leaflets provided 

to oesophageal cancer patients receiving curative treatment by UK NHS Trusts 

(Blencowe et al, 2015) reporting none of the information leaflets to discuss the 

length of time that may be required for quality of life to return to preoperative 

levels. The information provided in the leaflets on postoperative symptoms and 

quality of life was inconsistent.  

Although an improvement in the provision of written information is necessary, 

several participants reported holding unrealistic expectations for recovery 

despite receiving information from health care professionals. With illness beliefs 

known to be relatively consistent across time (Dempster et al, 2011a; Study II), 

psychological intervention to help patients and carers foster and accept a more 

chronic model of the longer term effects of the cancer and treatment is likely 

warranted. The use of Cognitive Behavioural Therapy (Butler, Chapman, Forman, 

& Beck, 2006) to challenge maladaptive illness representations and foster more 

realistic beliefs has been successful in various clinical populations leading to 
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improved psychological wellbeing (e.g. Siemonsma et al, 2013). An important 

focus in oesophageal cancer would appear to be the adoption of a chronic model 

of the longer term effects of illness, as perceived by participants as the ‘side 

effects’ of treatment, and a separation between this and their cancer.  

Additionally, with participants not defining themselves by the negative aspects 

of their illness, an approach using the tenants of Acceptance and Commitment 

Therapy (Hayes, Strosahl, & Wilson, 1999) may be of value in aiding oesophageal 

cancer survivors to live flexibly with distressing thoughts around the more 

negative aspects of their condition without becoming defined by them.  

Control cognitions appeared adaptive for survivor participants in relation to 

perceiving the clinical team as exerting control over the course of the illness, and 

the survivor as exerting control over the everyday symptoms from their 

condition, with delineation of control beliefs proposed as helpful by the reality-

matching hypothesis (Christensen Smith, Turner & Cundick, 1994) if they may be 

appraised as effective. The participants viewed their necessitated eating 

behaviour change as able to control the side effects from a changed digestive 

system, and indeed an evidence based approach for providing information on 

the management of common longer term effects (e.g. dumping syndrome; Tack, 

Arts, Caenepeel, De Wulf, & Bisschops, 2009) alongside instilling control beliefs 

would be beneficial. This has recently been undertaken in a web-based self-

management intervention for cancer survivors (Willems et al, 2017), successfully 

instilling self-efficacy/personal control beliefs through the provision of 

individualised, disease specific information, through use of Cognitive Behavioural 

Therapy (CBT) monitoring and setting realistic goals, and the use of fellow 

patients and clinicians as models to provide information on expectations and 

discuss problem-solving techniques for on-going symptom management. For the 

oesophageal cancer survivor, fostering realistic expectations in accepting an on-

going process of trial and error towards effective symptom management would 

be important. 

The appropriate provision of information is related to the Common-Sense model 

(Cameron & Leventhal, 2003) in being associated with more personal and 
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treatment control and a better understanding of illness in cancer survivors 

(Husson et al, 2012). Information was a core theme to emerge for both the 

survivor and carer participants in their post-treatment adjustment, with a 

psycho-educational component likely to be of value in a prospective 

intervention. The oesophageal cancer survivors experienced little control over 

information on prognosis and the more technical aspects of their surgery, 

information domains they did not perceive as helpful during treatment and in the 

initial post-treatment period in building a positive representation of illness and in 

particular, a belief in treatment control. Although information on treatment has 

been reported to be prioritised by cancer patients (Fletcher, Flight, Chapman, 

Fennell & Wilson, 2017), a more detailed assessment of which sub domains of 

treatment information are perceived as useful has been recommended and it 

would be important to explore this during consultations with oesophageal 

cancer patients. It is also important to recognise that the majority of research on 

information needs in cancer for both patients and carers has been undertaken 

during diagnosis and the active treatment phase (Adams, Boulton & Watson, 

2009; Fletcher et al, 2017), with Study I identifying a lack of research including 

concurrent assessment of longitudinal information needs in oesophageal cancer 

patients. For example, although a cross-sectional study 2 years post-

oesophagectomy reported the majority of patients to have a desire for general 

prognostic information post-treatment (Lagarde et al, 2008), oesophageal 

cancer patients during active treatment and in the initial post-treatment period 

emphasised need for more positive information (Mills & Sullivan, 2000), similar 

to participants in the current study. 

It is a common misunderstanding that adopting a patient-centered approach to 

information giving involves sharing all available information without taking into 

account the patient’s individual desire in relation to the content and timing of 

information (Stewart, 2001). The current study suggests information need to 

change across the illness trajectory, with a role for the provision of information 

in the post-operative period on symptom management in allowing for accurate 

recognition of symptoms and a realistic illness trajectory on which experience 
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may be appraised. This is supported by a recent Delphi study to identify topics to 

be addressed at initial follow-up consultation after oesophageal cancer surgery 

(Jacobs, Henselmans et al, 2014), with the cancer removed/lymph nodes, 

information about the new oesophagus, eating/drinking, surgery, alarming new 

complaints and the recovery period the prioritised information domains by 

patients and health care professionals. Participants in the current study 

experienced difficulty in isolating this information from undesired information in 

their own retrieval efforts post-treatment, emphasising the importance of 

empowering patients to ask questions at various stages of the treatment 

pathway. Jacobs and colleagues (2016) developed a question prompt-sheet to as 

an aid for patients during the initial post-surgical appointment. Although not 

deemed feasible in clinical practice due to the extended consultation time 

required, this evidences a movement towards a more patient-centred form of 

information provision. 

In a systematic review of the information needs of those caring for cancer 

patients, carers were reported as more likely to have unmet needs in relation to 

supportive care as opposed to medical information (Adams, Boulton, & Watson, 

2009). The carer participants in the current study experienced difficulty in 

developing a coherent understanding of the patient’s condition, in particular 

experiencing a lack of preparedness in the post-treatment period where they 

were striving to develop their role as a competent carer. The family carers felt 

they lacked justification to obtain information from healthcare professionals, the 

patient being the priority, despite the impact of the patient’s condition on the 

carer in the post-treatment period in relation to caregiving and also the change 

in roles and disruption to family life. As family carers can be conceptualised as co-

workers with health care professionals or co-clients with the patient (Morris & 

Thomas 2002), it appears important to help the oesophageal cancer carer foster 

both identities in relation to encouraging self-efficacy in supporting the survivor 

yet also encouraging help seeking behaviour in relation to information needs and 

psychological distress, which we know to be heightened in this population 

(Study II).  
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The reciprocal effect of protecting the survivor or carer from information was 

evident throughout the participant’s accounts. Both survivor and carer 

experienced anxiety in the potential for information from others or a question 

from themselves to disrupt their loved one’s assumed positive beliefs around the 

condition. This was felt to be an isolating experience, reducing communication 

within their existing social network.  This mirrors protective buffering which 

refers to a dysfunctional communication strategy with the cancer survivor or 

carer withholding or hiding information and thoughts about the condition from 

their partner, in addition to acquiescing to avoid conflict (Hagedoorn et al, 2000). 

Protective buffering has been evidenced to result in both intrapersonal and 

interpersonal effects, i.e. on the individual engaging in the buffering and the 

subject of the buffering, with an association between heightened buffering and 

a lower perception of relationship satisfaction and heightened distress (Langer, 

Brown & Syrjala, 2009; Traa, Vries, Bodenmann & Oudsten, 2014). Indeed previous 

research has evidenced interpersonal coping to explain variance in distress in 

both oesophageal cancer survivors and carers (Study II; Dempster et al, 2011c; 

2012). This emphasises the necessity for a dyadic intervention to foster a positive 

and congruent illness representation for both the survivor and carer and crucially 

to target communication, suggested in a recent systematic review as likely to 

have a broader impact on outcome (Regan et al, 2015). Dyadic interventions to 

modify illness perceptions have been successful in other clinical populations, 

including myocardial infarction (Broadbent, Ellis, Thomas et al, 2009a). With 

protective buffering potentially masking a reluctance to truly engage with one’s 

partner (Regan et al, 2015), it is important to adopt strategies to ensure both 

partners are invested in a prospective intervention. 

 

As has been reported in other studies with oesophageal cancer patients 

(Andreassen, Randers, Ternulf Nyhlin et al, 2007; Clarke, McCorry, & Dempster, 

2011), patients peers help facilitate adjustment for the survivor in providing an 

illness trajectory on which patients may appraise their experience. This enabled 

the participants to recognise and accept the chronicity of longer term effects 
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and engage in problem focused coping. For the majority of participants, peers 

allowed for upwards social comparison which instilled hope for longevity and 

palliated fears of cancer recurrence. It is important to note that in addition to 

exchanging information, it was the very presence of longer term oesophageal 

cancer survivors which fostered more positive illness beliefs. Patients 

participating in peer support interventions report improvements in patient 

reported outcomes such as self-efficacy (Heinrich & Schag, 1985), anxiety and 

depression (Giese-Davis, Bliss-isberg, Carson et al, 2006),  interpersonal 

relationships and perception of support (Sutton & Erlen, 2006) and fear of 

recurrence (Haltunen et al, 1992). Although face-to-face peer support 

interventions are limited in that they are utilised by a small number of cancer 

patients in relative terms (Plass & Koch, 2001), this may be partly mitigated by 

offering one to one peer-support (Macvean, White & Sanson-Fisher, 2008) or 

through use of technology (Dale, Caramlau, Lindenmeyer & Williams, 2008). As in 

previous research with oesophageal cancer patients (Mills & Sullivan, 2000), it is 

possible for a negative comparison to take place when in contact with patient 

peers. This would suggest the careful monitoring of peer support interventions 

to ensure a shared identity is recognised along with a positive outcome.  

 

Lastly, both survivor and carer participants in the current study reported 

engaging in strategies to change the meaning of the oesophageal cancer 

experience. This was both in relation to perspective taking (in relation to self and 

others), in revaluating and prioritising goals which are achievable within the 

restrictions of the new way of life and in finding new strengths. This is a similar 

theme to have emerged in previous research with oesophageal cancer survivors 

(Clarke, McCorry & Dempster, 2011) and the current study evidences that this 

process occurs at an early stage in the post-treatment period for some survivors 

and carers. Posttraumatic growth is proposed to moderate the relationship 

between beliefs around consequences and psychological outcome (Silva, 

Moreira,, & Canavarro, 2012). There are a number of positive psychology 

interventions (see Casellas‐Grau, Font, & Vives, 2014 for review) which help to 

foster posttraumatic growth in cancer patients, with effective interventions 
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focused more specifically on encouraging meaning-making (Coward & Kahn, 

2005; Lee, Cohen, Edgar, Laizner, & Gagnon, 2006). This would appear of 

particular benefit to oesophageal cancer survivors and carers given the 

significance of the event in challenging pre-existing beliefs in relation to global 

meaning of how the world works.  

 

The emergent themes in the survivor and carer samples are not represented as 

part of a hierarchy or sequential process but rather are aligned to each other 

temporally as part of an on-going effort in post-treatment adjustment. Several of 

the themes are related, for example the theme of Realisation of a changed self 

reflects the acceptance over time of a changed life situation as a result of the 

treatment, part of which relates to an altered digestive system and the 

subsequent impact on life domains. The theme of Personal mastery over a new 

body aligns to this in encompassing the use of an eating regime to exert personal 

control over the occurrence of physical symptoms as a result of the treatment. 

Another example is the relationship between the aforementioned theme and 

Knowledge as empowering or threatening, with reference to information as being 

particularly empowering when focused on the management of symptoms post-

treatment, in this sense supporting a perception of personal control. Several of 

the themes also appear to diverge. In the carer sample for example, the self-

efficacy of the carer inherent in Eating as a strict routine would appear in contrast 

to the more effortful recognition of the carer’s needs in the two themes under 

The carer as unseen. For both carer and survivor samples, the theme of Finding 

meaning/Searching for meaning contrasts from themes around exerting control 

over the condition, in that realisation of a lack of complete control in particular 

aspects of disease management may appear to be the antecedent for engaging 

with meaning making. 

 

Although the patient and carer data was not analysed at the level of the dyad, 

this warrants reflection given the presence of three dyads in the current study. In 

the accounts of each dyad, the illness experience and adjustment across the 

trajectory is represented by the participants on a largely individual level. For 
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example, the first dyad, Stephen and Beth, are a married couple with the 

survivor 6 years post-surgery. Although there is a joint effort in exerting control 

over the survivor’s condition, as is central to several of the emergent themes, the 

apparent collaborative effort to controlling the condition is not readily 

recognised by each partner. Both survivor and carer discuss their own efforts in 

exerting control over the survivor’s condition, and for instance in Stephen’s case 

does not place emphasis on the significant role that diet, carefully constructed 

by the carer, contributes to preventing symptoms. The extent to which a shared 

experience on the level of the dyad may be realised is partly mitigated by 

protective buffering on the part of the survivor and carer. For example, Gareth 

and Katie are a married couple with the survivor 6 months post-surgery. 

Although Katie’s narrative includes reference to the significant challenges for the 

carer post-treatment, there is also emphasis on ‘being the cheerleader’ to avoid 

distressing the survivor. This is managed with some success, with the survivor 

being noticeably unaware of the carer’s needs. Although reflecting on the more 

individual emphasis in each of the participant’s accounts, it is important to note 

that the interviews were undertaken individually and the interview schedule was 

not focused on dyadic coping. This study has a number of strengths. In reviewing 

Smith’s (2011) paper on evaluating the quality of IPA research, the current study 

meets a number of the proposed criteria for an acceptable or good study. Firstly, 

the paper is phenomenological in its focus on how oesophageal cancer survivors 

and carer adjust post-curative treatment, with a focus on illness beliefs and how 

these are appraised against lived experience. Secondly the paper is hermeneutic 

with the interview scheduled developed with the framework of the Common-

Sense Model (Cameron & Leventhal, 2003), with application of psychological 

constructs and additional theory indicated throughout. Lastly the paper is 

idiographic, with participant extracts from all the carers in each theme (as 

recommended for sample sizes of n=1-3) and from all the survivors in each theme 

(greater than the recommended extracts from at least 3 participants in sample 

sizes of n=4-8). Care has been taken to ensure transparency on how the analysis 

was undertaken with inclusion of a coding tree for the survivor and carer sample 

(Table 14 & Table 15) and inclusion of a participant transcript (Appendix J). The 
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study findings are of clinical interest given the novel focus on the lived 

experience of the oesophageal cancer patient and carer within several years of 

curative treatment, with the longitudinal design evidencing the adjustment 

process over time. 

There are several limitations to the study. Firstly in keeping with the tenants of 

IPA, this study aimed to produce a detailed analysis of the narratives of a small 

number of survivors and carers with generalisations to a broader population 

approached with caution (Flowers, Smith, Sheeran, & Beail, 1997). There is 

however discussion in the literature over the extent to which insights from IPA 

studies are generalisable (Brocki & Wearden, 2006), with Smith (1999) asserting 

validity of a theory from its applicability within an IPA study. Similarly this study 

would appear to further evidence the relevance of the Common-Sense Model 

(Cameron & Leventhal, 2003) to understanding adjustment to oesophageal 

cancer for both survivors and carers, and provides insight as to the development 

of illness beliefs. Secondly, the sample recruited were young in age, with a mean 

age of 67 years (male) and 75 years (female) for oesophageal cancer diagnosis in 

Northern Ireland (NiCAN, 2007). It may be argued that the process of adjustment 

for these survivors and carers may be different, and indeed the family impact of 

the survivor’s condition is one area which may be more salient for those with 

younger children. This does however give an enlightening insight into the 

heightened challenges faced by younger oesophageal cancer dyads who are 

becoming more prevalent (Camargo et al, 2011; Donohoe, MacGillycuddy & 

Reynolds, 2011). Lastly, in line with previous longitudinal qualitative research by 

Calman and colleagues (2013), the themes were generated and then assessed for 

their presence in the interviews at the second time-point. An alternative may be 

to undertake a separate analysis for evidence of themes for each time point. This 

was not conducive to the current study given that the survivors and carers were 

not all at a specific time-point post-diagnosis, with the recruitment of a highly 

homogenous sample a consideration for future IPA research applying a 

longitudinal design. 
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8.7 Conclusion 

 

In conclusion, this study provides detail on the lived experience of the 

oesophageal cancer survivor and carer using a longitudinal design, a novel 

approach within oesophageal cancer and addressing recommendations to 

consider experiences longitudinally in the general cancer literature (Jarrett and 

colleagues (2013). The findings will be of use to health and social care clinicians 

and providers in assessing how best to support this clinical population after 

active treatment end. In particular, we identify several key components which 

appear to facilitate adjustment for this dyad in line with the Common-Sense 

Model of Illness Representations (Cameron & Leventhal, 2003). 
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CHAPTER 9 

MEETING PSYCHOLOGICAL SUPPORT NEEDS IN OESOPHAGEAL 

CANCER- THE PERCEPTION OF HCPS, SURVIVORS AND CARERS 

 

Overview 

This chapter presents Study VI, a qualitative study aiming to understand 

the perception of oesophageal cancer survivors, caregivers and HCPs in relation 

to the provision of existing psychological support, the need for and the format of 

a tailored psychological intervention and the barriers and facilitators to accessing 

support. Semi-structured interviews were undertaken with n=5 oesophageal 

survivors and carers and n=9 professionals involved in health and social care 

provision from across the illness trajectory. Findings report a prioritised need for 

psychological support for this patient group, the perception of inadequate 

current provision, a number of patient and clinician barriers to accessing support 

and key recommendations for the format of tailored psychological support. 

 

What this study contributes to; 

 The research area: this is the first study to understand psychological 

support from the perception of the oesophageal cancer patient, carer or 

HCP, and contributes to the small number of studies seeking to 

understand the barriers of engaging with psychological support in cancer 

care 

 The aim of the thesis: this study provides evidence of perceived 

inadequacy of existing services and need for tailored support for 

oesophageal cancer patients and carers, including a number of 

recommendations on the format and delivery of an intervention 
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9.1  Introduction 

 

A diagnosis of oesophageal cancer and subsequent treatment results in a 

significant and sustained level of psychological morbidity for the survivor and 

carer (Bergquist, Ruth & Hammerlid, 2007; Dempster, McCorry, Brennan et al, 

2011a; Study II), higher than observed in other gastrointestinal cancers (Nordin & 

Glimelius, 1999) and comparable to that reported for people with head and neck 

cancer (Hodges & Humphris, 2009). Heightened levels of anxiety and depression 

are adversely associated with health behaviours (Findley & Sambamoorthi, 

2009), treatment adherence (Kennard et al, 2004), health service utilisation 

(Cheruvu & Oancea, 2016) experience of care (Von Essen, Larsson, Oberg et al, 

2002), desire for a hastened death (Breitbart et al, 2000) and overall HRQL for 

both the patient and carer (Shim et al, 2006; Valdimarsdottir, Helgason, Furst, 

Adolfsson & Steineck, 2002). 

Despite this, it has been reported that few cancer patients and caregivers utilise 

both general and specialist psychological support services (Forsythe et al, 2013; 

Gavin et al, 2005; Grande, Myers & Sutton, 2006; Mosher, Champion, Hanna et al, 

2013; Pascoe, Edelman & Kidman, 2000). Although individuals with a history of 

cancer are more likely to report higher use of psychological support services 

than the general population, there is evidence of underuse relative to need 

(Hewitt & Rowland, 2002). In a US study, cancer survivors reported significantly 

higher psychological support needs regardless of time since diagnosis, yet their 

mental health prescription drug use and expenditure among those diagnosed for 

less than one year was lower than individuals without a cancer history (Li, Li, 

Forsythe, Lerro, & Soni, 2015). The authors conclude this may suggest higher 

unmet needs among newly diagnosed cancer survivors.  

Although routine screening for psychological distress in cancer is recommended 

in various international healthcare policies (Gysels, Higginson, Rajasekaran, 

Davies, & Harding, 2004; Holland et al, 2013), evidence for the ability of routine 

screening to improve psychological wellbeing is inconsistent (Meijer et al, 2011; 
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Carlson, Waller & Mitchell, 2012). Salmon and colleagues (2014) recommend 

understanding of the patient’s perspective to be a key missing ingredient to 

realising benefits from distress screening. Few cancer patients screening positive 

for clinical levels of anxiety and depression indicate an interest or take up 

psychological support (van Scheppingen, Schroevers, Smink et al, 2011; Shimizu, 

Ishibashi, Umezawa et al, 2010). In addition, a significant proportion of those not 

reaching clinical cut-offs on distress screening measures are interested in 

receiving support (van Scheppingen et al, 2011; Bonacchi et al, 2010), with 

expressed or felt need arguably an important indicator for support alongside 

normative need as assessed by the HCP (Faller et al, 2016). Faller and colleagues 

(2016) reported patients who are younger, female and have a higher education 

expressed greater need for support, with those married and living with a partner 

expressing fewer needs. There is suggestion that simply providing information 

and signposting to relevant resources without a formal screening process may 

be appropriate for patients (Coyne, 2013). There is evidence that oesophageal 

cancer patients, particularly women, desire information on psychosocial aspects 

of care (Andreassen, Randers, Naslund et al, 2007; McNair, Brookes, Kinnersley, 

& Blazeby, 2013), however this may not be prioritised by physicians (Andreassen, 

Randers, Naslund et al, 2007) who are the main source of information for the 

patient-carer dyad (Mills & Sullivan, 2000).  

Several authors have recommend addressing the dearth of research exploring 

barriers and facilitators to patients engaging with psychological support 

(Carolan, Smith, Davies  Forbet, 2017; Funk, Cisneros, Williams et al, 2016; 

Mosher, Hanna, Jalal et al, 2013), defined as either seeking, accepting or 

declining help. In a series of studies with lung-cancer patients and caregivers 

(Mosher, Given & Ostroff, 2015; Mosher, Champion, Hanna et al, 2013) seeking to 

expand on Andersen’s model of health service use and stigma theory (1995), the 

most commonly reported barriers to accessing support services by patients 

included not believing help was needed, a desire to handle it on own, unsure 

who to see or where to go, didn’t think treatment would work, and problems 

with transportation or scheduling. Caregivers perceived mental health services 
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as a ‘last resort’, with barriers including existing availability of informal support, 

negative views of mental health care providers and psychiatric medication use, 

desire for self-determination and stigma avoidance, commitment to the 

caregiving role and lacking knowledge of psychological support services. 

A recent study with n=187 oesophageal cancer patients prior to 

curative/palliative treatment reported the majority (60%) to experience elevated 

distress as assessed using the distress thermometer, yet only n=24 (13%) wished 

to be referred to a dedicated professional (Jacobs, Anderegg, Schoorlemmer et 

al, 2016). Given the small number of oesophageal cancer patients accessing 

existing psychological support, it is crucial to examine how psychological support 

may be best tailored to this population. Existing tailored supportive care 

interventions for oesophageal cancer patients and carers have demonstrated 

some promise (see Study I for review) and may be more acceptable than 

generalist support. The research to date in oesophageal cancer has largely 

included quantitative studies identifying prevalence and determinants of 

psychological distress (Bergquist, Ruth & Hammerlid, 2007; Dempster, McCorry, 

Brennan et al, 2011a; Study II; Hellstadius, Lagergren, Zylstra et al, 2017). Few 

qualitative studies focus on the ‘lived experience’ of the oesophageal cancer 

patient and none explicitly focus on experience of distress. Building an 

understanding of the situational experience of distress and perceived need for 

support from the perspective of the cancer survivor, carer and healthcare 

professional would appear key if psychological wellbeing is to be improved in 

this clinical population.  

The aim of the current study is to provide a deeper understanding through 

qualitative enquiry of the perception of oesophageal cancer survivors, carers and 

HCPs in relation to i) experience of distress and current provision of 

psychological support, ii) the need for tailored psychological support, iii) barriers 

of accessing support iv) the preferred format of a tailored psychological 

intervention. 
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 9.2  Method  

 

9.2.1  Recruitment of survivors and carers  

Oesophageal cancer survivors and carers were recruited from a Oesophageal 

Patient’s Association support group meeting in Northern Ireland. The OPA is a 

UK-wide charitable organisation, which aims to give information and peer 

support to oesophageal cancer patients and their families. Convenience 

sampling was used with broad eligibility criteria, including i) a past diagnosis of 

oesophageal cancer (curative pathway) or currently caring for a person with this 

diagnosis, and over 18 years of age. The researchers delivered a short 

presentation and administered participant information sheets (Appendix F) and 

consent forms (Appendix G) to support group members interested in taking part 

in the research. A cooling off period was offered with the potential participant 

giving permission for phone contact in one week, potential participants were 

also able to consent on the day. Survivors are able to take part in the research 

without their family carer, and vice versa. There had been no previous contact 

between the researchers (LG & MD) and participants prior to the study.  The 

survivor and carer participants in this study are the same participants who were 

interviewed at the 6 month follow-up in Study V.  

 

9.2.2  Recruitment of healthcare professionals and relevant stakeholders 

Health and social care professionals were recruited from a limited pool of 

clinicians and third sector workers supporting oesophageal cancer patients and 

carers across the region, all of whom were known to the team from previous 

research studies.  At the time of data collection, all oesophageal cancer patients 

were treated at a single regional centre. The centre is aligned to a cancer support 

and information centre, where referrals may be made the multidisciplinary team 

to a clinical psychology and counselling service.  
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Potential participants from health and social care organisations (one statutory, 

one third sector) were contacted via email and invited to take part in the 

interview. Purposive sampling was used to ensure relevant stakeholders from a 

range of disciplines, and at each stage of the illness trajectory (diagnosis, prior to 

treatment & follow-up from active treatment). Interested individuals were sent a 

participant information sheet (Appendix M) and consent form (Appendix N). 

Inclusion criteria included adults over 18 years of age, who work as a health or 

social care professional within an upper GI cancer specialism or have a special 

interest in the health and social care needs of this patient group. 

  

9.2.3  Procedure 

Ethical approval for the recruitment of oesophageal cancer survivors and carers  

(Appendix H) and health care professionals (Appendix N) was granted from the 

University Research Ethics Committee. Permission was granted from 

management board of Oesophageal Patients Association for recruitment of 

survivors and carers. Health and Social Care Research Governance Approval was 

granted for recruitment of health care professionals (Appendix O).  

Semi-structured interviews were conducted by LG, a postgraduate researcher 

with training in qualitative research methods, face-to-face in either the 

survivor/carer’s home or university, or in the workplace environment in the case 

of the HCPs. Survivor and carer interviews were conducted separately. All 

participants were aware of the aims of the research before participation, and 

that the research fits with the context of a research programme aiming to 

develop a psychological intervention to improve well-being in oeosphageal 

cancer patients and carers. The interviews lasted a mean of 18 minutes for 

patients and carers and a mean of 34 minutes for HCPs. The interview guide was 

developed based on Bowen and colleagues (2009) proposed areas of focus to be 

addressed by feasibility studies; acceptability (in how the patient and staff react 

to the intervention), demand (perceived need for an intervention), 

implementation (the manner in which an intervention may be implemented), 
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practicality (implementation under restricted resources), adaption (how 

intervention may be best adapted for specific population), integration (system 

change needed for implementation). The guide is composed of a series of 

questions, which were pilot tested with two members of clinical staff, no 

refinement needed.  

 

Table 16. Study VI Interview Guide (HCPS, Survivors & Carers) 

Survivors 
and Carers 

What provision do you feel is currently in place to provide for 
patients and carers with evidence of psychological distress? 

 
Have you been offered any support in relation to psychological 
distress in the healthcare setting? 

 
Do you feel there is a need for a psychological intervention in this 
patient group? 

 
What barriers would you feel to be in place in relation to patient 
and carer acceptance of psychological support? 

 
In your opinion what format of intervention do you feel would be 
most easily facilitated and most readily accepted by patients? 
(yourself and others) 
 

 
Health and 
social care 

stakeholders 

 
In your role, in what circumstances do you feel you encounter 
distress in oesophageal cancer patients and carers? 

 
What provision do you feel is currently in place to provide for 
patients and carers with evidence of psychological distress? 

 
Is there a specific referral pathway available for patients with 
evidence of psychological distress? 

 
Do you feel there is need for a psychological intervention in this 
patient group? 

 
In your opinion, what format of intervention do you feel would be 
most easily facilitated and most readily accepted by patients? 
 
What barriers do you feel may be in place in terms of successfully 
implementing psychological support? For patients? For staff? 
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This study is reported according to COREQ guidelines for the reporting of 

qualitative research (Tong, Sainsbury & Craig, 2007). 

 

9.3  Analysis 

 

The interviews were audio-recorded and transcribed verbatim, with the 

anonymised transcripts subjected to directed content analysis (Hsieh & Shannon, 

2005). Coding was directed by the pre-conceived categories which formed the 

interview schedule (experience of distress and current provision, need for 

psychological support, barriers to engaging with support, format of 

intervention), with transcripts analysed for any instances of these categories by 

the postgraduate researcher, LG. Instances of the categories within the 

interview schedule being identified were reviewed and agreed by both 

researchers. This process was undertaken separately for the i) survivor/carer and 

ii) health and social care stakeholder interviews. 

This method of content analysis was chosen as the interview schedule was 

distinctly structured to reflect the framework for feasibility work by Bowen and 

colleagues (2009). This approach to content analysis allows for detailed analysis 

of these aspects of the data aligning to our specific research purpose 

(Vaismoradi, Turunen, & Bondas, 2013). 

 

9.4  Results 

 

9.4.1  Sample characteristics 

The survivor and carer sample included n=3 oesophageal cancer survivors (1 

female, 2 male, mean=45 months post-treatment end) and n=2 female carers 
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who were the partner of the survivor. The survivors and carers were a mean age 

of 52.3 (SD=13.3) years old, with n=1 employed, n=1 retired, n=1 medically retired 

and n=2 homemakers.  

The sample of n=9 stakeholders involved in providing health and social care to 

oesophageal cancer patients included; n=2 AHP, n= 2 medics, n= 4 nurses, n=1 

third sector representative. The sample all worked directly with oesophageal 

cancer patients, with n=2 in a gastroenterology specialism, n=1 oncology, n=4 

upper GI surgery, n=1 clinical psychology and n=1 third sector. The HCPs had a 

mean of 10.75 years working in an Upper GI specialism, and a mean of 18 years 

practice since initial qualification. The chairperson of the patient association had 

13 years experience in this role.  

 

9.4.2. Findings- Patients and Carers 

 

Experience of distress and current provision of support. All participants reported 

either experiencing psychological distress themselves during the course of the 

patient’s illness, or being acutely aware of the distress felt by others. One 

participant reported “the stress end of it and the trauma end of it is as big an issue 

as the cancer itself” (Beth- Oesophageal Cancer Carer, female). 

A key point for several participants was at the initial stages of the treatment 

pathway. For one patient this was prior to the formal diagnosis of oesophageal 

cancer, during a period marked by uncertainty; “Well, I remember, after I’d had all 

the camera and the first scan, everything was done through post. You know, the 

first two scans, nobody spoke to me about them. I had two scans before I actually 

seen the doctor, and he told me then that there was a tumour there and they 

would consider operation. But I had two full scans that I didn’t really know that 

much about beforehand” (Michael - Oesophageal Cancer Survivor, male). 
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Participants described the immediate shock of the diagnosis and the first few 

days of trying to “come to terms” with the information; “You’re floating, I 

remember those first few days, you’re sort of in cloud cookoo land because you’re 

so emotionally hit with this news. That you know, am I going to die? What’s the 

future? What’s this, what’s that?” (Stephen- Oesophageal Cancer Survivor, male). 

The participant described being open to accepting help from anyone in the few 

initial days, “I remember going to sit in the town centre and you know that there 

were these faith healers, in the square. And I went over and started chatting to 

them, and you know they said a prayer. Like you know, that’s how emotional you 

get, and yet I was prepared to let anybody help me. That’s how it was, but that was 

the first weekend of being told. You were trying to come to terms with it”. 

The pre-operative period was also identified as a distressing time by oesophageal 

cancer carers, who prioritised the wellbeing of the patient often to their own 

detriment, “My questions just would stress him (patient) out. Once I tried to ask, 

they were explaining the surgery, and if it was successful. And I was trying to ask, 

what does it not being successful mean? But it ended up, because I was so conscious 

of (patient) not wanting to know, it ended up that he thought I was asking if he 

was going to die on the table. It was because I wasn’t able to have that open 

conversation, and I couldn’t ask anything again because it wasn’t helpful to him. For 

him as a patient that’s the way he needed to do it, but if you’re talking about what 

carers need- I think they need a consultation themselves. You need to be able to 

have that I think” (Katie- Oesophageal Cancer Carer, female). Participants felt 

dedicated time needed to be set aside in the pre-operative period for the carer 

as for them “if I’d have known the road ahead I maybe would have felt more 

prepared for what was going to happen” (Katie- Oesophageal Cancer Carer, 

female).   

Another carer described the initial fear of the diagnosis, and at an early stage 

being told that the patient would “never be the same again” which was “as much 

a brutal piece of information as was being told that he had cancer” (Beth- 

Oesophageal Cancer Carer, female). Similarly the participant discussed having 

little control as a carer over what information was delivered, “It was in the first 
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two or three meetings about what it was, how they were going to manage it, the 

surgery, and then basically that he’ll never be the same again was all in there at the 

one go. Um, when your attention was focused on getting over this operation.” 

The significant role undertaken by the oesophageal cancer carer across the 

treatment pathway and the subsequent psychological sequel was described in 

the following reflection;  

“ I do acknowledge that this is really rough but I think if I let him know too much 

that I’m thinking, like this is hideous what you’ve had to go through, not that he’d 

play on it but sometimes all you hear is how difficult it is for him and it is, but I 

don’t think (patient) ever acknowledges or realises how difficult it is on the 

outside. Sometimes it feels like I’ve heard enough about you, let’s just have a 

normal evening. There is no, well whether it is the type of person he is or whether 

cancer is a hideous thing for a person to have that it’s hard to see outside of 

yourself” (Katie- Oesophageal Cancer Carer, female). 

Participants described continuing to feel “in a sort of vacuum” until the surgery, 

“Nobody came near you. You were waiting for this big operation which you really 

didn’t know that much about. You’re told, this is major surgery that you’re going to 

get, but underneath you don’t know what major surgery means. The pre is a key 

period, but I’m not sure how you handle it, that’s the problem.  But I know I felt 

very isolated” (Stephen- Oesophageal Cancer Survivor, male). 

Not all patients and carers experienced distress during the illness trajectory, with 

one participant describing themselves as “very optimistic, very upbeat”, which 

she attributed to the support from healthcare professionals, “from my 

experience, the nurses made me happier, I did not feel one bit neglected” (Gillian- 

Oesophageal Cancer Survivor, female). There was acknowledgement however 

that “everyone is different and everyone’s mindset is different” and indeed the 

participant described an encounter with a distressed carer when receiving 

adjuvant therapy, “I was talking to a woman who was completely anxious and it 

was her husband who was going through it. And I’m saying you’ll be grand, it’s 
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brilliant up here. But she was just in bits. She couldn’t cope with the diagnosis” 

(Gillian- Oesophageal Cancer Survivor, female). 

No participants recalled being offered psychological support in the form of 

referral or information on counselling/clinical psychology services or patient 

support groups. Although there was the perception that there was “nothing 

much” (Michael - Oesophageal Cancer Survivor, male) in relation to specific 

psychological support, psychological support was thought to exist within the 

role of a range of HCPs, “There was the support in that you could have spoken to 

the nurses about anything, they were approachable and very aware” (Gillian- 

Oesophageal Cancer Survivor, female). 

Communication in the phase prior to surgery was often perceived as not optimal 

on an organisational level by participants, with one suggesting a more integrated 

approach between specialist and primary care. The participant was however 

cognisant of time constraints in relation to health care professionals, “Well they 

say GPs are working that hard now at the minute. But you’d think, when they put 

the camera down and they found that, that they’d have contacted my GP. My GP 

could have then called me in and explained this to me. Instead of sending me a 

letter, saying that they wanted me to go in for a scan” (Michael - Oesophageal 

Cancer Survivor, male) 

In particular the appointment at the clinic where the oesophageal cancer 

diagnosis is communicated was identified as a missed opportunity for 

psychological support, “They just said cheerio. So that’s another issue, when 

someone immediately is told, they walk out the door and go home and they’re in a 

flood of tears. The shock has hit them. I remember driving up the road with the 

tears streaming down my face” (Stephen- Oesophageal Cancer Survivor, male). 

The Upper GI Clinical Nurse Specialists (CNSs) were identified as undertaking a 

key role in psychologically supporting patients by “advising on what not to be 

worried about” (Michael - Oesophageal Cancer Survivor, male). Although there 

was the perception with several participants that the CNS’s operated solely to 

support patients and carers within the initial post-operative phase, all 
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participants emphasised their accessibility as a key attribute, “I could just contact 

them at any point that I wanted. If I had any problems I could get in touch with 

them” (Michael - Oesophageal Cancer Survivor, male). There was however 

suggestion that “a lot of people don’t realise they are there as a resource” which 

may be attributed to a lack of a formalised contact, “there was never anything set 

up officially, like an appointment to go and see them” (Michael - Oesophageal 

Cancer Survivor, male). 

Primary care such as support from a GP was not seen as a feasible source of 

psychological support, as one participant described; “Maybe just if he’d been able 

to talk to somebody. The GP, we would have seen the GPs now and again and I 

suppose they’re able to offer an ear to listen, but they don’t have the time. You do 

feel like you’re rushed in and out. So that maybe would be helpful I think” (Katie- 

Oesophageal Cancer Carer, female).  

Participants reported accessing various means of support themselves. One 

participant made early contact with the regional cancer support centre and was 

aware of the availability of psychological support available for herself and her 

family, “They’ve been there. And again if you needed a counsellor or someone for 

the children or your husband. I’ve always thought, it is there if I need it and I can 

access it” (Gillian- Oesophageal Cancer Survivor, female). The participant wasn’t 

“sure through the hospital if there was anything, if there was the same provision” 

and that “they had so much on their plate”. 

Other patients were also seen as a key resource, with the hospital environment 

conducive for peer support, “and you got chatting, you always got talking to 

someone, another relative even. You got used to seeing the same people then 

because of your treatment” (Gillian- Oesophageal Cancer Survivor, female). One 

participant described attending an oesophageal cancer patient association after 

the oesophagectomy as “the most helpful thing” (Michael - Oesophageal Cancer 

Survivor, male). There was the suggestion from several participants that cancer 

patient associations are of particular importance to oesophageal cancer patients, 

“I think networking, especially with our disease, is extremely good and necessary” 
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(Stephen- Oesophageal Cancer Survivor, male). Participants described how they 

are able to use the group for information gathering from other patients, such as 

timing of medication or angling the bed at night, “There is always somebody there 

that you can talk to” (Michael - Oesophageal Cancer Survivor, male).  The contact 

and advice which came from other oesophageal cancer patients was seen as 

greater to support from cancer patients in general, “I suppose it was the fact that 

we have our own support group, I felt that’s the key one for me. You drift back to 

your association where everyone has gone through the same” (Stephen- 

Oesophageal Cancer Survivor, male). 

For several patients the oesophageal cancer patient association was seen as the 

most sustainable source of psychological support, with one patient attending 

longer-term “from an interest point of view and to meet the people and to chat to 

them and all” (Stephen- Oesophageal Cancer Survivor, male). The participant 

considered that without the patient association “there would be a big, big 

vacuum there” (Stephen- Oesophageal Cancer Survivor, male). Contact with 

other patients was also suggested to help a participant engage more with his GP, 

“it is surprising how much that organisation does, how much good they do” 

(Michael - Oesophageal Cancer Survivor, male).  

 

Need for psychological support. There was a clear consensus from the 

participants that psychological support should be prioritised for oesophageal 

cancer patients and carers, “and you know, that whole emotional shock, there was 

no counselling, no support. It would just be a case of come on, I want you to meet 

this nurse here or this counsellor to talk to you. That again is a big issue to me that 

maybe needs to be addressed” (Stephen- Oesophageal Cancer Survivor, male). 

Poor psychological wellbeing was perceived as a predictor of physical recovery, 

“Certainly that stress and trauma end of it can very much be a detriment to the 

person’s healing and coping and all of that. Stress is one of those things that does 

all sorts of untold damage all on its own to the human body” (Beth- Oesophageal 

Cancer Carer, female).  
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All participants identified a role for a counsellor who “could see if anyone needs 

them and divert them to the right resources” (Gillian- Oesophageal Cancer 

Survivor, female). This role was identified as particularly crucial at diagnosis by 

one participant, “sometimes you see people in there and they’re just anxious, so so 

anxious. I even felt that up in the hospital when I went for my pre-op, and this 

gentleman came out and he was just white. And his wife and son came out and they 

had obviously just been given bad news and were devastated. And just to walk 

out…and they just walked out in to this big corridor, this room of people. After the 

news they had just been given…” (Gillian- Oesophageal Cancer Survivor, female). 

Another participant encountered a relative at a later stage in the treatment 

pathway who was very distressed and for whom it would have been useful to 

“have someone there, who she could have gone in and had ten minutes and had a 

good cry in private”  (Gillian- Oesophageal Cancer Survivor, female). 

The importance of psychological support being made available for the 

oesophageal cancer carer was emphasised, “somebody that you can just have a 

frank conversation with, who asks what you want to ask. Although it’s very very 

hard for the patient and it’s the one that it’s happening to, the person on the 

sidelines just goes through it equally plus they have to watch somebody else suffer, 

and they need to keep it together to keep them motivated and wanting to keep 

going. It’s an awful lot on one person” (Katie- Oesophageal Cancer Carer, female). 

The participant felt that there was an absence of support available for the carer 

in their natural social network, “If it will affect the person you’re telling, if you’re 

telling your friend, your mum, your partner, your sister, and then they’ll feel 

differently” (Katie- Oesophageal Cancer Carer, female).  

One participant emphasised the importance of supporting the carer as “If the 

family becomes strong and can support the patient, they can support the patient 

much longer than any counsellor can” (Beth- Oesophageal Cancer Carer, female). 

There was a clear sense that supporting the carer would be a priority for the 

oesophageal cancer patient, “Yes because it would be stressful for a patient to 

think their family member wasn’t coping with this. Completely traumatised by that 

end of it, thinking I’ve wrecked my family who have just gone to bits over it. 
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Because if the family is coping, they can support the person better and that helps 

the patient. But if the family has gone to bits, and that could be the sons and the 

daughters as much as it could be the partner. Then you know they need to be 

brought in as well” (Beth- Oesophageal Cancer Carer, female). 

 

Format of intervention. Participants felt that psychological support should be 

offered uniformly to all oesophageal cancer patients and carers who would then 

have the autonomy to decide whether they needed the support, “I would have 

said is that everyone who comes through that route should be referred. And then 

they can decide whether or not. They know it’s there, and it could be a little 

intervention or a very big one. Depending on what the person needs, but that all 

should travel the same route” (Beth- Oesophageal Cancer Carer, female). 

The use of a screening tool to identify the most distressed patients and carers 

was discussed. Participants had some concerns about the person self-reporting 

symptoms of distress, “as people are very, very good at hiding their feelings. It’s 

the quiet ones you have to watch, it’s the ones who are keeping things in to 

themselves. People who aren’t openly worried about it” (Michael - Oesophageal 

Cancer Survivor, male). 

Introduction of psychological support after diagnosis and before active 

treatment was acknowledged as a key time period, “there is a long wait after 

diagnosis and before your operation. It may only be 3 months, but that 3 months is 

a hell of a long time if you’re waiting on it. You want everything done yesterday. 

Somebody that you can talk to, somebody there then” (Michael - Oesophageal 

Cancer Survivor, male). 

 Participants also emphasised the importance of making early contact with the 

patient and carer so the person delivering psychological support is ‘known’, “At 

the start, there needs to be face to face contact but this can change. If you have any 

problems then you know the person, you can get in touch. Talking to a faceless 

person who you don’t know over the telephone is different” (Michael - 
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Oesophageal Cancer Survivor, male). For one patient this was suggested to 

remove any barriers when it came to engaging with the Upper GI nurse 

specialists post-surgery, “I think whenever I was in the hospital we met some of 

the cancer nurse specialists, and then when you came out you knew who they were. 

So there was a contact there. I suppose it’s like with all, something you’re familiar 

with, you feel more content with. If you’ve seen a face or if you’ve met somebody 

before, you’re probably more inclined to open up. Whereas a complete stranger, 

you maybe just don’t” (Stephen- Oesophageal Cancer Survivor, male). 

Alongside introducing the concept of psychological support early in the 

treatment pathway, participants described a flexible approach in relation to 

when the individual accessing support as absolutely necessary, “It needs to be 

flexible, something that is rigid and denied is useless. Absolutely useless, better not 

there” (Beth- Oesophageal Cancer Carer, female). Integration of psychological 

support was discussed in the following example- 

“If you would make the appointment with whoever it happens to be, and you go 

along and think ‘no I’m not needing this now’, and the person can then travel on 

towards the surgery and think at last I can go back, that’s there. So as I say the 

intervention could be very small, or very large. And it could be very small at this 

point in time and then could be brought back in again at the person’s request 

because they now know that it’s there.  If they have actually met the individuals, 

the counsellors or whoever early on, further on down when they have had their 

surgery and are having real problems, they know if they go back somewhere down 

the line that they have met this person” (Beth- Oesophageal Cancer Carer, 

female). 

Several patients identified the role of a co-ordinator in facilitating access to 

psychological support for oesophageal cancer patients and carers. This was 

understood to be a person who has a broad knowledge of the constituent parts 

of the treatment pathway, “they have more of an understanding of just someone 

doing their job. Someone who when they walk in and just by looking could pick up 

someone who needs five minutes chat” (Gillian- Oesophageal Cancer Survivor, 

female). It was felt that the co-ordinator would build a relationship with the 
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patient and carer which would provide psychological support in itself, “Probably 

the big thing, I mean the nurses are fabulous, but if you had somebody, a co-

ordinator. Somebody who you knew who you could talk to, who was there at the 

appointment. Who made sure that you had everything that you needed. It really is 

such a minefield. Someone that is there around appointments, whether it be on 

days you are going to chemo. Someone who if you were struggling could just come 

and say to you, hi, how are you getting on. Or having a cup of tea” (Gillian- 

Oesophageal Cancer Survivor, female). It was proposed that this continuity of 

care would aid identification of patients and carers who are in need of specific 

psychological support, “And then I think you would see the ones who are 

struggling more. Who haven’t got the support. Because sometimes we don’t ask, 

and every day is different, depending on what is happening in your family or at 

home or where you have come from financially and things” (Gillian- Oesophageal 

Cancer Survivor, female).  

Participants held differing views on who they would prefer to provide 

psychological support. Several participants felt this should be delivered by a 

person “completely independent” from their clinical team, “Who could be more 

human and down to earth. Maybe a listener, just a listener, but somebody to be 

there to listen and to maybe just say it won’t be as bad as you think it will. Certainly 

not a doctor or that, you’re outside that” (Stephen- Oesophageal Cancer Survivor, 

male). Several participants identified the role of a counsellor, also suggesting this 

role to be aligned to the CNS’s, “I think initially there should be a counsellor of 

some sort. I think that’s what they are putting (the Upper GI CNSs) as” (Michael - 

Oesophageal Cancer Survivor, male).  

Participants were open to a patient-carer dyad form of psychological support, 

though felt the patient should be the priority, “It could work that way and one 

size doesn’t fit all. For couples going in its useful sometimes for the person to talk 

about what they have if they’re prepared for their spouse to be in with them. The 

spouse gets an opportunity to see their partner react or not react, to see what is 

actually troubling them and hearing something that they wouldn’t necessarily hear. 

Because I know (patient) doesn’t tell me everything that’s going on in his head. To 
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start with the patient who may say I want them in now, or the next session” (Beth- 

Oesophageal Cancer Carer, female). 

The potential role of other patients as a source of support was discussed, 

however this was acknowledged as being not without limitations, “But then as 

one as put this back to me, I said I would be quite prepared to go and talk to the 

people who are about to have the operation, but then you might scare hell out of 

them. You don’t know, like your personality could be different from somebody 

else’s. If I start to talk to you about that, you may think oh I’m not going through 

with that operation. So it is a difficult one, yet when I look back at my own case, I 

suppose it would have been nice for someone to come in and give me a bit more 

support as to tell me just the issues- don’t worry, you will have a side effect of this 

or that. You will come through it” (Stephen- Oesophageal Cancer Survivor, male). 

The role of peer support was seen to facilitate acceptance of changes post-

surgery, “Acceptance I think is a big part of the whole thing. Once you get over the 

fear, and the fact that you can do this and get to that point, to get over the 

operation there then needs to be someone telling you that there are certain 

things…because I mean you are told you’ll never be the same again” (Beth- 

Oesophageal Cancer Carer, female). 

While being cognisant of the potential risks with peer support, participants 

described the unique benefits of a peer support intervention, “And introducing 

them to representatives of the support group who could tell a similar story and has 

a good outcome. And is prepared to share their experience and honestly where 

they are, because even to say ‘you know I still have these issues, but I’m managing 

them, I’m trying this or I’m doing that’. So that it’s not a case of coming and telling 

someone a fairytale, it’s warts and all but how it can be handled. That I think would 

have been very useful, even ahead of the surgery. It would have taken the terror 

out of it” (Beth- Oesophageal Cancer Carer, female). 
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Barriers and facilitators to accessing psychological support. Participants identified 

several barriers to oesophageal cancer patients and carers accessing 

psychological support. 

Public perception of mental health services was discussed by several participants 

as a stigma, “There is still a stigma…people don’t want other people to know that 

they are seeing a psychologist, a psychiatrist, anything like that” (Michael- 

Oesophageal Cancer Survivor, male). One participant discussed hesitance from 

patients and carers from fear of being labelled with an additional diagnosis, 

“Well it would be the fear factor of thinking ‘I’m going nuts in the head as well’ kind 

of thing” (Beth- Oesophageal Cancer Carer, female).   

Participants suggested being mindful of the label given to the service, “Take the 

label off, labels conjure up all sorts of pictures and stereotypes. If you just say it’s 

someone you can talk to, they have counselling skills and you might like to have a 5 

minute chat. Instead of saying you need to talk to this person as you might have 

this syndrome, as immediately its white-coat syndrome (Beth- Oesophageal 

Cancer Carer, female). An alternative was suggested as to provide psychological 

support within the role of the Upper GI nurse specialist, “The two girls, they are 

class as nurses” (Michael - Oesophageal Cancer Survivor, male). Additionally the 

nurse specialists had the advantage of providing psychological support and 

advice around symptom management, “The nurses, they know both sides of it. 

They know the psychiatric side of it but they also know the medical side of the 

disease as well” (Michael - Oesophageal Cancer Survivor, male).  

One patient discussed coming in to contact with ex-patients volunteering in their 

local cancer support centre as having the potential to mitigate the anxiety which 

may be felt at going to visit a psychological support service. “They are not there 

as a professional, but at least when someone walks in the door there are so many 

people there to say welcome” (Gillian- Oesophageal Cancer Survivor, female). 

Several participants suggested that there may be a gender difference in which 

patients and carers are likely to take up psychological support, “Um, and I would 

have said the ones to look at there would be mostly men. Women tend to be a bit 
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more, I don’t know, accepting of the mental health and physical health kind of 

thing” (Beth- Oesophageal Cancer Carer, female). A potential facilitator for this 

was suggested to be an opt-out system where all patients and carers are 

consistently offered psychological support “Men don’t necessary want to ask for 

that bit of help, so like if it was part of the process where you spoke to somebody 

once you were diagnosed, I think that would be helpful. You can put on a front that 

oh we’re going because we have to, but I think it would be so beneficial, I really do. I 

think just getting that all out there, and then…because you’re talking to a stranger 

you’re not worried about how and what you can say” (Katie- Oesophageal Cancer 

Carer, female). 

Individual differences with the patient or carer were also suggested to impact on 

interest and access to psychology support, “Their personality would maybe make 

them that they don’t want to and yet maybe they could be the people who maybe 

need the support. You know, because maybe their condition isn’t the best. Whereas 

I would say my condition is good, and I can go along and hear that. But I know there 

are people there who suffer a bit more than what I do, and yet you have to 

encourage them to go and speak up. But it would be personality just, people’s 

personality that would put them off going to that sort of thing. But how do you get 

them to come forward then? It’s very difficult; you’re dealing with human beings” 

(Stephen- Oesophageal Cancer Survivor, male). This was suggested to potentially 

become more of an issue with age, “Well if you’re a shy person too who doesn’t 

speak out much, you’re probably just inclined to sit in your own corner. Not come 

out, and the older you get that’s probably the case as you’re less confident” 

(Stephen- Oesophageal Cancer Survivor, male). 

There was an understanding that in dealing with an older, medically unwell 

population, psychological support needs to be as flexible as possible, “This 

disease in particular it is more elderly people  who may not have their own 

transport, it is difficult for them to attend any type of appointment” (Michael - 

Oesophageal Cancer Survivor, male). Participants felt that the patient’s 

symptoms after surgery may serve as a barrier to attendance, “It’s a difficult one. 

I suppose people who have gone through the surgery, and maybe aren’t too well, 
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maybe frail, would be more resistant to go along to these meetings” (Stephen- 

Oesophageal Cancer Survivor, male). 

One participant felt that encouraging patient and carer autonomy over access to 

psychological support could improve attendance, as patient and carer have less 

control across the rest of treatment pathway, “Control is a big thing, if you feel 

that you are in control of this and what you do, that in itself gives the person back 

their own safety valves or whatever, that I can go along and see this person and if 

they’re talking nonsense I can leave. Fine, they went there. And as long as they have 

a face to put to it and it’s not a telephone call to a psychiatry service” (Beth- 

Oesophageal Cancer Carer, female). 

 

9.4.3. Findings- Healthcare professionals and third sector stakeholders 

 

Experience of distress and current provision of support. Participants reported an 

awareness of psychological distress from their respective contacts with 

oesophageal cancer patients across the treatment pathway. Distress was 

perceived as having a continuous presence along a complex illness trajectory, 

“oesophageal cancer is a journey and there are plenty of cross roads along that 

journey that are very hard junctures for people to move on from” (Participant 14- 

Support Worker).  

The expressed psychological fallout from the news of the initial diagnosis is 

evident. HCPs involved in diagnosis engage in preparing the patient for bad news 

prior to confirmation of diagnosis, and try to make sure someone accompanies 

the patient for the key consultation.  HCPs felt patients to be “shell-shocked” at 

being given what is seen as “life-changing information” (Participant 9 – Upper GI 

pre-assessment nurse). As a result, the experience of HCPs is that patients and 

their families are often difficult to communicate with at this point, “At the initial 

diagnosis I don’t think they take in much at all. If you use the word cancer at all, 

then I don’t think they’re going to hear much else” (Participant 10- 
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Gastroenterologist). This can have an impact on clinical care, “They come up to 

outpatients expecting an outpatient appointment, and then it just snowballs really. 

So psychologically it has a major impact. It has an impact then on the job that we’re 

doing as we aren’t getting the information that we may need, because they are 

totally consumed by what they’ve just been told” (Participant 9- Upper GI pre-

assessment nurse).  

Alongside a sense of shock, patients often make disclosures to HCPs, “You would 

get a lot of people talking about things that they say they wouldn’t have talked to 

anybody about for years. You would get a lot of things coming up from people’s 

pasts; people who have died particularly people would talk a lot about children who 

have died. People do talk a lot, you get a lot of information, not necessarily 

information you would need. I think that would signify to me that people are 

distressed” (Participant 7- Upper GI CNS).  

The initial diagnosis is also a key point for the family carer’s distress which at 

times may be expressed more clearly than that of the patient, “usually their 

partner is quite tearful to be honest with you, the person who is getting the 

diagnosis tries to be quite strong” (Participant 11- Gastroenterologist). The family 

are seen as a primary concern for the patient at the stage of diagnosis, “it’s 

always what is going to happen to them, or I feel bad that my family have to go 

through this. So you would see a lot of that” (Participant 7- Upper GI CNS).  

Participants felt much of the initial anxiety to be both around diagnosis and 

availability of treatment, “that’s what they’re all trying to get their heads around” 

(Participant 11- Gastroenterologist). HCPs involved in the initial diagnosis felt a 

responsibility to instil hope in the patient at an early stage; “I would always want 

people to leave after that first consultation with some willingness to hope and fight 

the thing. That would be what I would be trying to have them do, but always with 

them knowing it isn’t going to happen immediately” (Participant 10- 

Gastroenterologist). There is acknowledgement that patients “come with their 

baggage” (Participant 7- Upper GI CNS) of prior experience of cancer through 
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relatives or friends, with the role of the HCP to identify these beliefs at an early 

stage and relieve anxiety. 

Other emotions perceived as outside the category of distress were also 

suggested to be involved as a result of a frequently prolonged diagnosis, “it’s 

sometimes not distress but anxiousness and frustration at that initial visit because 

you have been waiting for that diagnosis so long” (Participant 8 – Upper GI 

Dietician). Several participants reported patients to “feel a bit guilty” in not 

reporting symptoms such as difficulty swallowing sooner to their GP, “lumps and 

bumps and bleeding they would associate with cancer” (Participant 6 – Upper GI 

CNS). Patients often focus on the cause of their illness in these early discussions 

with HCPs, “You would get a lot of people saying, like I never thought it was going 

to happen to me, or I don’t deserve this and then going back to I didn’t smoke, I 

didn’t drink, I always ate healthily. You would get a lot of that, people trying to 

work out why this has happened to them” (Participant 7- Upper GI CNS). The role 

of the clinician at this stage is seen as offering reassurance, “looking back it 

probably won’t make that much difference to their treatment” (Participant 6 – 

Upper GI CNS). Conversely, patients with an early diagnosis are reported to also 

be a group experiencing high distress, albeit at a later point. One participant 

described the contrast with a patient with an early diagnosis feeling relatively 

well at diagnosis and “being diagnosed quickly, getting their treatment and 

probably in better physical condition, they go from being quite good to being 

bloody awful. Whereas others who come where their symptoms have been quite 

bad and they’re having chemo, they’re going from bad to bad. Difficult to associate 

getting worse with recovery” (Participant 6- Upper GI CNS).  

The participants felt patients and their family carers in the initial stages of the 

treatment pathway to be “bombarded with information” (Participant 6 – Upper 

GI CNS). The staging process was seen as complex and so a “confusing” time for 

patients, with acknowledgement that although HCPs know the way forward, 

“it’s very hard to put across sometimes” to patients (Participant 7- Upper GI CNS). 

There is a clear understanding that “every day and every minute is long” to the 

patient when waiting for results, “most people understand but underneath it all 



 

246 
 

they just want it done” (Participant 7- Upper GI CNS). HCPs offer reassurance in 

response, “I tell them that getting the right treatment is much more important 

than getting the quick treatment” (Participant 10- Gastroenterologist). 

Participants were conscious that patients see various members of the 

multidisciplinary team at each appointment, “the doctors are giving them 

information, the nurses are giving them information and I’m asking them for 

information, I think that sometimes leaves them a little dumbstruck and they can 

be distressed at that point” (Participant 8- Upper GI Dietician). HCPs try to 

mitigate this by providing information “in small amounts at different times” and 

by recognising individual needs, “everyone is different and you would try to find 

out initially how much information people want” (Participant 6- Upper GI CNS). 

Visibility of distress response was also discussed, “Then you get the people where 

it hasn’t sunk in. They just take it as it is and go on, but you know that underneath 

it all, it is an anxious time for people really” (Participant 7 – Upper GI CNS).  

Immediately before surgery participants felt that although patients are well 

prepared “from a physical point of view, emotionally…it is still very distressing” 

(Participant 9- Upper GI pre-assessment nurse). One participant reported 

experience with patients post-surgery frequently volunteering to visit peers 

about to undergo surgery and reflecting on their distress at the time “I 

remember that feeling myself, and I remember thinking that I’d love to talk to 

somebody” (Participant 14- Support Worker).  

All participants agreed on the time period after surgery when the patient is 

discharged from hospital as being very distressing. There is an understanding of 

the patient leaving the “security blanket of what is the ward or the chemotherapy 

side of things if they are in that” (Participant 12 – Oncology Nurse). There is a 

contrast between the inpatient setting where “it’s all planned out and there’s 

that sequence of events” to the community where “they’re having to deal with a 

lot” (Participant 8 – Upper GI Dietician). Management of distress was seen as 

having high importance in potential to impact on recovery, “Sometimes that low 

mood can then affect, from my point of view, their appetite and how they’re 

eating” (Participant 8 – Upper GI Dietician).  
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The presence of sustained physical symptoms post-surgery was perceived as a 

common source of distress in relation to social functioning, “The other thing is 

their eating. If they do have problems eating it can be very stressful indeed, 

especially if your swallowing is very, very bad. I suppose it makes you realise just 

how social eating is. It’s every part of your day, all the social interaction and the 

caring aspect where the carer is giving you something and you can’t eat” 

(Participant 6- Upper GI CNS). The impact of a “changed body”, weight loss in the 

post-surgical period and hair loss from chemotherapy was also believed to be 

distressing for patients, “I think it is difficult for the younger ones, the weight loss 

and meeting people afterwards. Losing their confidence just really” (Participant 6- 

Upper GI CNS).    

The significance of the side effects post-surgery were often perceived as 

unexpected, “I think they can get quite frustrated and distressed as no one really 

thinks…it’s obviously mentioned the side effects of the surgery, but no one really 

takes that on. All they really want to know is that it is a cure for their cancer. They 

don’t really focus on the side effects and sometimes they think, what was the 

point? I’m left this was with this quality of life. It isn’t good, that’s the extreme but 

most people do find it distressing at that point because they’re very fatigued and 

having to deal with everything else, whether it be really bad diarrhoea, heartburn 

or reflux, it can really make them quite depressed, definitely” (Participant 8 – 

Upper GI Dietician). 

Participants perceived expectations for a quick recovery post-surgery to result in 

sustained distress for patients, “It is major surgery and I would say it’s bigger than 

heart surgery, I think it’s a big change for people. They think they’re going into 

hospital to have an operation but no matter how many times you tell people, you 

know you aren’t going to be right for three, six, twelve months…they always think 

they’re going to go home and be out doing what they were doing in a few weeks” 

(Participant 7- Upper GI CNS). Part of this is the change from initial recovery in 

hospital which appears to progress quicker, where for patients “it’s a more slow 

recovery once they go home and I think they can get quite frustrated at the 

slowness of recovery when everything happened so quickly before” (Participant 8 –
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Upper GI Dietician). Management of expectations and normalisation of slow 

recovery is seen as key for HCPs at this time, “If you don’t they will start to feel 

the pressure that they should be doing more than they are doing and that gets 

people down” (Participant 7- Upper GI CNS).  In general patients are perceived as 

being very fatigued during the post-operative period which can be de-

motivating, “that’s another thing from the cancer, they’re just not able to do what 

they’re used to and can get quite depressed” (Participant 6- Upper GI CNS).  

The role of the carer in the post-operative period is perceived as challenging, 

with caregivers involved in food preparation without necessarily having 

experience in this role. Participants discussed the “fraught” relationship 

between patient and carer, where “the carer wants to look after them and wants 

them to eat, but they don’t feel like eating and it goes into a vicious circle” 

(Participant 6- Upper GI CNS). One participant reported “it can be a difficult time 

relationship wise, people say that to us as well” (Participant 7 – Upper GI CNS). 

Fear of recurrence is a common form of distress encountered by the participants 

in their roles with patients. Participants reported patients to often access and 

discuss prognostic information from the internet which “isn’t always promising” 

(Participant 7– Upper GI CNS). Participants expressed difficulty in explaining to 

patients that once recurrence occurs they are on a palliative pathway. 

Participants believed patients to experience distress around appointments at 

follow-up and in respect of “every little symptom they have, they worry that it’s a 

sign of something else going wrong in the body” (Participant 8- Upper GI 

Dietician). Normalisation of response to symptoms is a challenge, “So I think 

that’s where you and I might ignore symptoms for a while, they’re less likely to and 

they’re more likely to get anxious about it.  So they’re more likely to want an extra 

scan done, an extra camera test done, to try to reassure them” (Participant 10- 

Gastroenterologist). There is a perception that post-surgery is the first real 

opportunity for patients to consider the reality of their disease after the goal-

orientated treatment pathway, “That’s when the reality of everything that has 

happened to them hits, and they’d admit that themselves. In a roundabout way 

where they haven’t really thought about having cancer and there’s always the 
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worry have they got it all out, is there recurrence?” (Participant 8 –Upper GI 

Dietician).  

Participants generally felt there to be inadequate psychological support in place 

for oesophageal cancer patients and their carers, “I really, really think it is under 

resourced, it’s probably under evaluated. It is something that we absolutely come 

to know is essential” (Participant 14- Support Worker).  

Upper GI Clinical Nurse Specialists were perceived as the main source of support 

for patients and their families, with participants feeling the CNSs to have 

significant contact with patients and families. The CNSs provide support both in 

person to inpatients/outpatients, and by telephone, “I would probably say that, if 

patients are struggling at home and their mood is really low, I would maybe speak 

to the specialist nurses who would give them a phone and see if they can offer 

support and advice” (Participant 8- Upper GI Dietician). There is however a lack of 

clarity on the particulars of their role, “the nurses are more in the know as they are 

more involved in the social aspects. In terms of their swallowing as well, making 

sure their symptoms are ok, in terms of the psychological aspects they probably 

address that as well, I don’t know” (Participant 11- Gastroenterologist). This also 

extended to a lack of clarity over their involvement at each stage of the 

treatment pathway, “I know the Macmillan nurses are really good with them but 

how much, I don’t know enough about their job to know how much follow-up they 

do” (Participant 9 – Upper GI pre-assessment nurse). The Upper GI CNSs were 

also seen as “very under-resourced, very much so. We only have one full-time 

nurse, which is two halves” (Participant 11- Gastroenterologist).  One participant 

provided a comparison of Upper GI CNSs to provision in other cancer sites, “The 

comparison for us is quite stark with the level of CNS in other areas. Because there 

are so many CNS in breast cancer, they manage quite a lot of the distress 

themselves and only refer on in fairly difficult circumstances” (Participant 12- 

Clinical Psychologist).  

The majority of participants have awareness of the referral pathway to 

Psychological Services, but there was often a lack of clarity over which HCP may 



 

250 
 

refer and at which point along the treatment pathway.  As one participant 

providing psychological support commented, “I do think there is a misconception 

amongst some staff that psychological services are for patients when they are in 

hospital, that we don’t provide an outpatient service. And ninety per cent of what 

we do is outpatient” (Participant 13- Clinical Psychologist). Routine screening with 

use of a tool or systematic questioning did not take place at time of interview, 

with patients assessed for distress “if showing signs or if they verbalise it” 

(Participant 12- Oncology Nurse). The referring medic was viewed as having 

responsibility for the patient, and to work closely with the GP. Referrals to 

psychological services are considered carefully and undertaken when distress 

due to transient physical symptomatology are ruled out, “it’s something we don’t 

rush in to. We leave it a wee while to see if things improve” (Participant 6- Upper 

GI CNS). Psychological support was not seen to be prioritised at an early stage in 

the treatment pathway, “I suppose we are very much on a treatment mode, an 

action mode, a diagnosis mode, and not necessarily thinking enough about the 

patient’s psychological wellbeing” (Participant 10- Gastroenterologist). There is 

acknowledgement that distress would be expected at this stage, “yes we would 

expect there to be distress and there would be something wrong if there wasn’t 

with a diagnosis like that” yet meeting this need has not been attended to, “no I 

don’t think it’s been thought through, you’re asking good questions” (Participant 

11- Gastroenterologist).  

Participants reported the focus on diagnosis to be self-referral to psychological 

services if desired, with written information given to patients. There is an 

understanding that the “uptake is not very high” and that “we should make it 

more highlighted” (Participant 6- Upper GI CNS). HCP referral to psychological 

services is often felt to be more appropriate at a later stage in the treatment 

pathway, with everything happening “really, really fast” at diagnosis (Participant 

11- Gastroenterologist). The patient is thought to be more receptive to 

psychological support at a later stage, “I think asking them to see somebody, if 

I’ve just given them a diagnosis, it’s pointless to be perfectly honest with you. They 

want to know what is their plan, treatment goals, is it curative or not, that’s what 
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they really want to know. If they need some psychological help, then that usually 

comes later on, rather than earlier on when a diagnosis is made” (Participant 11- 

Gastroenterologist).  Indeed, one participant who provides psychological 

support to patients reported “anecdotally, my experience of providing support 

early on is that it is very difficult to be helpful as a non-medic. So much of the 

distress could be ameliorated by good information specific to the patient. Often 

intervention-based interventions are very generic, they aren’t about the individual 

in their situation. And I think it’s one of the reasons I really value and support the 

CNS role, because really well skilled nurses can deal with that distress much more 

effectively than anyone else. As they are able to answer questions” (Participant 12- 

Clinical Psychologist).  

Several participants felt providing psychological support to be within a general 

HCP role, though were cognisant of their own limitations, “I think we all would 

try at a basic level to offer some support for patients, I’m not saying I’m giving 

them any strategies to help them cope with things as I know when they are 

referred through to psychology they are” (Participant 8 – Upper GI Dietician). 

There was a desire for further education and training within clinical roles, 

“Sometimes I think that is where I would love to have more training as you do as a 

person try to reassure people, but I probably haven’t had much training on how to 

do that on a professional level. They have the access and know who to signpost on 

to. I would have a general idea but would maybe just check it with someone else. 

You do on a basic level try to offer that support, but more within their job to have 

that kind of experience” (Participant 8- Upper GI Dietician). There was the 

perception from a participant providing psychological support services that 

referral to psychological services may be seen as “the most expedient thing” 

where staff “used to be keener to be supported to do the work themselves but 

now it’s much more we don’t have the time” (Participant 12- Clinical Psychologist). 

Participants were mindful of patients with pre-existing mental health issues who 

are felt to be increasingly common, “a lot of patients have past histories of mental 

health issues now, you would get a lot more coming in with anxiety disorders” 

(Participant 12- Oncology Nurse). Patients with pre-existing mental health issues 
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will not be on prescribed anti-depressants when in intensive care and as a result 

this cohort of patient would often but not automatically be referred to 

psychiatry services.  

There was a noticeably dearth of services for patients after discharge, who very 

much “feel at sea” (Participant 14- Support Worker) in terms of support services. 

There is acknowledgement of a lack of provision unless psychological distress is 

aligned to significant physical support need, “if people go home from hospital 

here there is no real provision at home for them. If there is nothing needing care 

physically, if people need support they really need to look for it themselves. This is 

the bottom line” (Participant 7 – Upper GI CNS). In particular the increasing 

number of elderly people living alone and without nearby family were thought to 

be at particular risk of distress, “the way domiciliary care is set up not especially 

ideal for oesophageal cancer” (Participant 6- Upper GI CNS). The Upper GI CNSs 

would ring the patients two weeks after discharge and identify themselves as a 

form of support for patients “even in a year or two years’ time”, yet they “find 

people forget that” (Participant 7 – Upper GI CNS).  

The participants acknowledged that services are stretched with the patient’s 

family largely taking responsibility for their psychological wellbeing, “There are a 

lot of emotions that people go through, and where do they get their support? 

Obviously, we can’t be there for all of that, it falls to families but it can be difficult 

for families too. It’s because there are issues with them as well” (Participant 7 – 

Upper GI CNS). In relation to support for the carer themselves, participants felt 

this to be within the role of the nurses at ward level and social work, with 

referrals to charitable organisations taking place for outpatients. Engaging with 

carers was perceived by several participants as a challenge as the patient may 

feel they are breaking their confidence or divulging new information to the carer, 

“you just have to be really careful” (Participant 6- Upper GI CNS). There was an 

understanding that carers prioritise the patient and do not prioritise their own 

wellbeing, “carers don’t feel the support is out there, that they shouldn’t be asking 

for it but rather getting on with the job at hand and not taking time out. That it’s 
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almost an indulgence to be whinging for lack of a better word” (Participant 14- 

Support Worker).  

Peer support was highlighted as a key form of psychological support, “I have had 

patients who have gone to support groups and have found that useful, before and 

after surgery” (Participant 8 – Upper GI Dietician). The impact of facilitating peer 

contact was felt to be equally “empowering” for those newly diagnosed and 

longer-term survivors, “I felt we had given something to that lady, something she 

would never have otherwise had the opportunity to do. And the lady was 12 years 

over her surgery, living life and coping but just the idea that she was able to talk to 

someone who had been through the same illness, it was huge” (Participant 14- 

Support Worker). It was acknowledged that peer support group attendance is 

limited in appeal, “there is a difficulty in our culture I think of people wanting to 

access them, anecdotally women etc” (Participant 12- Clinical Psychologist). 

Opportunity for oesophageal cancer patients to meet peers within the hospital 

setting is however seen as inconsistent, “certainly the services are very stretched 

and some patients wouldn’t have ever met someone with oesophageal cancer” 

(Participant 14- Support Worker). Participants also discussed challenging 

experiences of introducing patients where the patient may not be progressing as 

well as their peer, or where the other patient has died. Informal peer support as 

facilitated by introductions to other oesophageal cancer patients through family 

and friends is seen as more accessible and to occur naturally.  

 

Need for psychological support. All participants believed strongly in the need for 

enhanced psychological support for this patient group, “I certainly think it would 

be very beneficial for a very high majority of patients and relatives” (Participant 9- 

Upper GI pre-assessment Nurse).  

There was a key focus on the lack of acknowledgement of this need, “Yes I do 

think we could do more for them. I’m not sure exactly what. I do think it’s really 

underestimated how hard it is” (Participant 6- Upper GI CNS). One participant 

suggested an overriding focus on the physical illness as opposed to holistic 
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assessment, “So that’s why I would really believe surgery is a very physical thing, 

and almost eliminates that there is a psychological or emotional quality to it” 

(Participant 14- Support Worker). It was acknowledged by several participants 

that survivorship services are more readily attuned to younger, female patients 

and not the typical oesophageal cancer patient.  

There was a sense that general psychological support services are under-

resourced, with experience of “long waiting lists” (Participant 8- Upper GI 

Dietician) for those referred. Psychological services were seen as not being able 

to manage the number of referrals, yet acknowledgement that “if you look at the 

figures of psychological distress we should be encountering, it is a small percentage 

of that” (Participant 13- Clinical Psychologist).  

There was a clear sense from the HCPs of a distinct illness trajectory in 

oesophageal cancer which necessitated tailored psychological support, “I just 

think cardiac surgery is the big thing, yet it’s very much you come in, you get fixed, 

you get better. Yet this is ten times worse. It really is, you get worse before you get 

better” (Participant 12- Oncology Nurse). The uniqueness of longer term effects 

from oesophageal cancer treatment are considered to be key indicators for 

intervention, “People don’t understand and therefore people become isolated 

because they think they can’t go out for anxiety around what if food gets stuck. So 

with other surgeries, people understand once you’ve had surgery you’ve recovered. 

Yes there is the chance of recurrence, but with oesophageal cancer there are so 

many other issues around the surgery that are so debilitating. People don’t 

appreciate it, so you really, really need the support to be able to get back to living 

with some sort of quality of mind and quality of life” (Participant 14- Support 

Worker).  

One participant with experience of delivering psychological support to this 

patient group reported self-referrals from Upper GI cancer to be significantly 

more common than HCP referrals. The self-referrals “tend to be around anxiety in 

terms of treatment or recurrence or relating to upcoming results” and “people 

quite often ask for help much earlier on” (Participant 13- Clinical Psychologist). In 
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terms of referrals from HCPs, “it’s certainly not one of our big referring areas. We 

get much more lower GI cancers referred”. 

It was acknowledged that “it’s a journey and everybody’s journey is very 

different” (Participant 12- Oncology Nurse) with tailored psychological support 

essential. One participant discussed a perceived change in the demographic of 

patient receiving treatment and the subsequent support needs, “In my 

experience I have noticed lately that a lot of patients are getting a lot younger, and 

have young families. So it has a big impact on that. They have a lot of concerns 

about themselves obviously but they have concerns about their wives, and their 

young children” (Participant 9- Upper GI pre-assessment Nurse). 

Participants appreciated the need to provide holistic care to patients and felt 

psychological support to be a gap in this model of care, “So it would have to be 

back to the point of excellence really, a centre of excellence. I think that patients to 

have that facility where they could have the full service, I think to me it should be 

part of the service. Maybe link it into the cancer nurse. I think make it part of the 

service. I think once you make it an extra service, it always makes it seem that is 

isn’t needed. Whereas, anyone who goes through cancer needs psychological 

support” (Participant 14- Support Worker).  

 

Format of intervention. All participants agreed on the need to tailor 

psychological support to fit flexibly around the complex illness trajectory 

experienced by oesophageal cancer patients and their family.  

There was acknowledgement of limited resources suggesting the need to screen 

for the most at risk, but all participants agreed that ideally a psychological 

intervention would be offered to all patients, “you would love to give this to 

everybody” (Participant 8 – Upper GI Dietician). Participants felt it important that 

the patient be given autonomy over their decision to take part, “I actually think 

offering it to everybody, because it is then a personal choice whether they take it 

up or not” (Participant 9- Upper GI pre-assessment nurse). All participants 
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strongly advocated for making patients aware of the intervention at an early 

stage in the treatment pathway, “if this is introduced from their initial diagnosis 

and they know, they maybe would then attend – normalising it” (Participant 12- 

Oncology Nurse). It was felt that the intervention should be presented as a 

routine option to patients who would be given several opportunities to agree to 

take part, “I think it definitely should be an opt-out rather than an opt-in” 

(Participant 14- Support Worker).  One participant suggested how to make an 

approach to patients; “Just say, ‘I want to make you aware, I know you have had 

big news today, it’s too much to think of it right now and you don’t have to make 

any decisions, but I want you to know that if you feel at any stage, this is a facility 

that is available to you” (Participant 9- Upper GI pre-assessment nurse). In 

relation to which clinician should have key responsibility for identifying and 

referring patients to an intervention, it was felt the most consistent clinicians 

would be the surgeon or gastroenterologist consultant who the patient will 

always be registered to and the Upper GI CNS’s.  

Participants were supportive of a face to face intervention. There was however 

acknowledgement that attending sessions in person “is very difficult with the 

geography” and “time constraints” (Participant 6- Upper GI CNS). It was 

suggested that there may be an option to receive an intervention via telephone, 

“you’ll get people who wouldn’t want to travel to a meeting but you could talk to 

them on the phone” (Participant 7- Upper GI CNS). The importance of an initial 

face to face meeting before a telephone intervention was however emphasised, 

“I think from my profession, I find it very difficult to get a rapport with a patient if I 

am phoning them for the first time.  It is very difficult to get an impression of what 

the patient is like and they can be holding back, I’d be the same- you don’t want to 

tell a complete stranger down the phone how you really are” (Participant 8 – 

Upper GI Dietician).  Ensuring the patient or carer is able to have a confidential 

discussion was stressed, where family may be present if a set time for the 

intervention is not carefully scheduled. Overall participants acknowledged the 

lack of equivalence with a face to face meeting and suggested other 

technologies as an option, “I think face to face and body language is very 
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important. It may be that there is some type of sophisticated tool out that would 

help” (Participant 10- Gastroenterologist).  

The majority of participants agreed on the merits of a group intervention, “I’ve 

spoken to a lot of patients who really find benefit from speaking with those who 

have been through it. They find it beneficial in knowing this is normal, this is what is 

expected. These are symptoms which other people live with. These are symptoms 

which actually get better with time. Having that kind of a group can be really 

useful, so probably on coping with general issues such as coping with diagnosis, 

with the risk of recurrence, I think they would definitely be very keen on 

discussing” (Participant 8 – Upper GI Dietician). There was acknowledgement 

however that group psychological interventions need “carefully marshalled” 

(Participant 6- Upper GI CNS) and are not acceptable to some patients, “there 

will be people with upper GI cancer who wouldn’t go into a group session, they 

could think of nothing worse” (Participant 12- Oncology Nurse).  A group 

intervention was not felt to be feasible for the patient population on a whole, “I 

don’t think my parents would want to be going into a group talking about their 

psychological issues, their anxieties, their problems adjusting to it or eating post-

oesophagectomy” (Participant 10- Gastroenterologist). While discussing the 

existence accessibility of patient support groups, participants felt an individual 

therapeutic approach was more lacking, “I would imagine someone working 

individually on the needs of that patient and the patient’s carers may be more 

helpful that putting them into some big group” (Participant 10- 

Gastroenterologist).  

Participants held differing views on the optimal timing for a psychological 

support intervention. The majority of participants suggested post-surgery for the 

intervention. There is acknowledgement that the initial three months post-

discharge are the most challenging, where participants may benefit from 

psychological support prior to or during to support adjustment after surgery. 

One participant identified the example of patients who “aren’t coping with the 

changes to their eating after the operation” (Participant 6- Upper GI CNS) as 

potentially benefitting greatly. Delivery of an intervention during this timeframe 
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when patients are significantly unwell would however be challenging.  

Alternative suggestions focused on the benefit of scheduling an intervention 

during a follow-up visit at the clinic, “As long as you can co-ordinate with that 

important appointment they are usually willing to see you on the same day. They 

think I’m here, so I may as well try to kill a few birds. They’re happy enough to stay 

on and even if they’re there the whole day” (Participant 8- Upper GI dietician).  

The setting of delivery for a psychological intervention was identified by several 

participants as important. One participant felt patients would be hesitant to 

receive psychological support within the cancer centre, “I think people associate 

the cancer centre with treatments and sickness. They might not want to come back 

up here, a lot of people don’t want to see this place again” (Participant 12- 

Oncology Nurse). Delivery of an intervention within a community setting was 

suggested to be more acceptable, “it’s still involving their cancer journey but it’s 

not going back” (Participant 12- Oncology Nurse). 

In relation to whether the intervention should be individual or dyadic, 

participants felt it important that the patient and carer are given privacy and 

dedicated time to discuss their own concerns. The majority of participants felt 

there would be benefit in a later dyadic stage to an intervention, “So I think in an 

ideal world, if they could have separate appointments and if they felt could come 

together afterwards. So they can discuss their issues together” (Participant 9- 

Upper GI pre-assessment nurse). This was felt to give opportunity to “hear the 

other’s story” which was suggested to be “as therapeutic as anything you can give 

to them” (Participant 10- Gastroenterologist).  

Participants recommended engaging with HCPs to ensure visibility of the 

intervention. This will include ensuring staff are aware of the referral pathway 

and the content of the intervention, “It would be about educating the staff to 

know what this pathway is, and what the patients are going to go through so that 

they can explain that to the patients in an appropriate way. So patents are given 

that understanding and at an early stage in the treatment pathway” (Participant 

12- Oncology Nurse).  
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Barriers to accessing psychological support. HCPs were largely cognisant that 

there are barriers to patients/carers accessing psychological support, “You can 

identify the distress, but when you look at the percentage of people who find 

psychological support in any form palatable, there’s just a really big difference. 

There is a large proportion of people who want nothing to do with it” (Participant 

13- Clinical Psychologist). This included an understanding that services are 

unlikely to be engaging with those most at need, “you’ll get the people who don’t 

really need it still coming forward” (Participant 7- Upper GI CNS). 

HCPs reported several practical barriers to patients accessing support, including 

geographical location with the regional cancer centre requiring travel from 

across the province. Waiting lists after referral to psychological support were 

also seen as an “incredible barrier” to those who otherwise may have taken up 

the service (Participant 13- Clinical Psychologist). 

HCPs perceived hesitance in accessing psychological support to relate to the 

stigma of mental health services and the perceived repercussions, “the idea of 

something psychological is what American teenage kids go to” (Participant 10- 

Gastroenterologist). Patients were not thought to perceive a distress response 

and psychological support as normative, “to say I think you need counselling, they 

automatically think they’re abnormal. So it is difficult to bring up. You have to 

remember that it is natural to be distressed about what they’re going through” 

(Participant 7- Upper GI CNS).  This resistance was perceived to be on a general 

organisational level as well as self-reflective, “I suppose some of the barriers are 

personal barriers. Maybe people see it as a weakness” (Participant 14- Support 

Worker).   

One participant felt there to be a distinction in acceptance towards different 

types of psychological support; 

“I think it depends on the type of support that’s offered. There are barriers with 

clinical psychology which is people thinking they are being told there is something 

wrong with their head, or they’re mad or its going to cause them problems further 
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down the line by something being on their record that they have seen a 

psychologist. But that doesn’t exist with counselling as it has a much broader 

appeal now than it used to have. I just don’t think people have negative 

connotations with going to see a counsellor. I don’t know if there are particular 

barriers to accessing counselling services” (Participant 13- Clinical Psychologist).  

Lack of awareness of available services was seen as a key issue, “I think a lot of it 

is not knowing what is out there and how to access it” (Participant 13- Clinical 

Psychologist). HCPs emphasised the need to take a proactive approach in 

offering psychological support to patients, “I think if you are targeting people you 

are probably more likely for them to become involved, as opposed to leave it to 

them to come forward” (Participant 7- Upper GI CNS). A lack of awareness of 

services on behalf of the HCP was also suggested as a barrier, “there are a large 

number of people providing psychological therapies of one kind or another” and 

“people are not always aware of who they should refer and how to get access to 

services” (Participant 13- Clinical Psychologist).  

There was recognition that patients may not also “recognise what would be 

helpful to them” and that it would be the role of the HCP to help them be “aware 

of what their mind and body are doing, and then being aware that they can be 

helped” (Participant 10- Gastroenterologist). A particular challenge was seen as a 

patient not willing to engage in discussion of their distress when identified, “And 

then if you can recognise, some people will choose the stoical approach. Do you just 

let them go on with that and say nothing and bury it, or do you try and sort of 

unlock it because you feel it would be better for them to be addressing and 

communicating? I don’t know how you get through to people who aren’t actually 

looking for it and don’t realise they may benefit from it” (Participant 10- 

Gastroenterologist). Participants felt patients may be hesitant to engage with 

psychological support as it is a new experience, “I do think it’s a culture here, 

there’s an art therapy class that happens each week and patients are really 

reluctant to go to it. But once they actually go, it’s actually very therapeutic. We’ve 

then had patients go, but I think it’s the initial trying something. It’s change, it’s 

something new, and maybe they don’t like that” (Participant 12- Oncology Nurse).  
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The need for the patient to have autonomy over the decision to access 

psychological support was emphasised, “empowering people to take control of 

their own lives. People are identifying themselves if they need it” in respect that “it 

is so hard to work out what is right for each patient” (Participant 7- Upper GI CNS). 

This participant referenced the Macmillan ‘Transforming Cancer Follow Up’ in 

Northern Ireland where aftercare of breast cancer patients is self-directed, 

“people will be given more control over attending their outpatient appointments” 

(Participant 7- Upper GI CNS).  

A key barrier to accessing psychological support during active treatment was the 

patient being “so over whelmed with information”, with recognition that “people 

often say that they weren’t told that, and they definitely were. At that point they 

weren’t ready and weren’t able to take it on board” (Participant 14- Support 

Worker). In particular at initial diagnosis was reported by several participants as 

a challenging time to engage with patients around offering psychological 

support, “It’s a difficult time, I just think the timing will be important here. Maybe 

some people would disagree and would say it’s better to get involved early, but I 

think I would not as the first few weeks they are going through so many things” 

(Participant 11- Gastroenterologist). Indeed one participant commented that 

although there is a “window of high-anxiety” between diagnosis and treatment, 

“it’s not always the best time for people to get help because they’ve simply got too 

much on their plate to be organised enough to actually attend services” 

(Participant 13- Clinical Psychologist). 

The majority of participants felt staff to be supportive of psychological 

intervention for this patient group, “It’s up to the patient” (Participant 11- 

Gastroenterologist).  Knowledge of psychological support services and how to 

make a referral were seen as inconsistent across a changing workforce. Several 

HCPs did however report challenges with the amount of referrals clinical staff 

make to a range of services, “To me the main barrier would be apathy of staff. I 

think people are under a lot of pressure, and there’s tools for everything now and 

referrals for everything” (Participant 7- Upper GI CNS). One participant stressed 
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the need for psychological support to fit within the flow of the outpatient clinic if 

delivered in this setting, without being disruptive.  

One participant felt staff acceptance to be dependent on discipline, with nurses 

and doctors “very pro-psychological support being provided by anybody and they 

just want it there and accessible” yet with “demarcation issues” with some allied 

health professionals (Participant 13- Clinical Psychologist). The participant 

reported “social workers, physiotherapists, occupational therapists, psychologists, 

they all think that they’re doing psychological support” and that there has been 

difficulty promoting counselling services in particular when allied health 

professionals have counselling in their job description.  

In relation to facilitators for implementing tailored psychological support in an 

oesophageal cancer patient population, identification of clinical champions to 

“drive the intervention” (Participant 7 – Upper GI CNS) was discussed by several 

participants. One HCP was clear on the role of management in supporting 

change to clinical practice; “There is just constant change of practice and staff 

need to be kept as up to date as possible to provide the highest standard of care 

out there. It’s not about tasks, it’s not about giving the chemotherapy, it’s about 

the whole patient. What can we do for their psychosocial, what can we do for their 

emotional, what can we do for their physical, what can we do for their spiritual. So 

the nurse has to look at the patient in a completely different way, and we as 

managers have to bring that forward” (Participant 12 – Oncology Nurse). The 

participant went further to suggest giving clinicians experience of an 

intervention so they are clear and accurate when offering the service to patients.  

 

9.5  Discussion 

 

The current study is the first to understand the experience of psychological 

distress and how supportive care need may be met in practice from the 
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perspective of oesophageal cancer patients, carers and those involved in 

providing health or social care across the illness trajectory. 

From previous research with oesophageal cancer survivors (Hellstadius et al, 

2017b) there is an understanding that levels of clinical anxiety and depressive 

disorder are significant prior to surgery (33% and 20%, respectfully), at 6-months 

post-operatively (28% and 32%, respectfully) and at 12-months post-operatively 

(37% and 32%, post-operatively). The current study has contextualised these 

findings with both samples of participantsdescribing their experience of key 

periods of distress for oesophageal cancer patients as between diagnosis and 

surgery and during the initial post-recovery period. Despite a lack of evidence on 

levels of distress experienced by oesophageal cancer carers in these two key 

periods, the participants referenced alleviated and at times more pronounced 

distress in the oesophageal cancer carers, with Study II reporting significant 

levels of distress in this population which may deteriorate over time. 

There was a clear sense from the participants that psychological distress is a 

priority supportive care need, “the stress end of it and the trauma end of it is as 

big an issue as the cancer itself” (Beth- Oesophageal Cancer Carer, female). This 

provides support to previous research which suggests oesophageal cancer 

patients to prioritise information on psychosocial aspects of care (Andreassen, 

Randers, Naslund et al, 2007; McNair, Brookes, Kinnersley, & Blazeby, 2013). 

Provision of psychological support for oesophageal cancer patients and their 

families was not however felt by participants to be adequate. The lack of 

psychological support reported centred around the two key periods for 

heightened distress identified; i) at diagnosis and ii) post-surgery at discharge 

from hospital. HCPs in the current study recognised the need for psychological 

support, but acknowledged inconsistency in terms of how patients are made 

aware of existing services. Patient/carer participants in the current study 

however placed an emphasis on a more proactive approach from HCPs for whom 

psychosocial support is perceived to align with their role (e.g. Upper GI CNSs), 

and the need for a co-ordinator to support patients and carers to navigate the 
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treatment trajectory with consistent access to psychological support where 

needed. 

Both samples of participants referenced the initial shock and distress from an 

often prolonged diagnosis, yet with differing perspectives on the feasibility of 

enhancing psychological support at this stage. Although patients and carers 

perceived the time period prior to treatment start as being a gap in relation to 

provision of support, HCPs experience of this time period is that it can be difficult 

to schedule psychological support admist a complex staging process and that 

enhanced information giving from the appropriate clinician would be more 

effiacuous in alleviating anxiety. Information provision was present in both 

patient/carer and HCP accounts in relation to managing distress, with HCPs 

referencing patients and carers to receive too significant a degree of information 

generally, and patients/carers describing detrimental effect from the 

inappropriate timing of information and a lack of information around discharge.  

Prior to the current study the supportive care expectations of oesophageal 

cancer patients and their families were largely unknown, however oesophageal 

and cardia cancer patients in a Swedish focus group study similarly reported 

receiving insufficient information at discharge, more broadly concerning the plan 

for the future (Malmstrom, Klesfsgard, Johansson, & Ivarsson, 2013). Participants 

in the current study referred to a lack of preparation for life after surgery which 

included a number of distressing factors; a slow recovery, significant physical 

side effects with various functional limitations and fear of recurrence (reported 

as significant in an oesophageal cancer carer sample in Study II). Participants in 

the current study referenced the detrimental effect of unrealistic expectations 

post-surgery, including the expectation of a quick recovery. This aligns to the 

CSM and an individual’s beliefs around their illness, notably the importance of 

establishing realistic consequences from the condition. An increase in perception 

of severe consequences is associated with an increase in psychological morbidity 

over time in both oesophageal cancer patients and carers (Dempster et al, 2011a; 

Study II). Longer term oesophageal cancer survivors (Study IV) have also cited 

the importance of establishing realistic expectations for recovery and this 
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emerged as a key challenge to adjustment in the IPA study (Study V). The HCP 

participants in the current study cited experience of discussing side effects from 

surgery with patients and carers prior to surgery, but felt the information was 

not attended to. This evidences the importance of recognising longitudinal 

change in information need for oesophageal cancer patients and carers, and 

limits to the utility of changing an individual’s beliefs around their expectations 

post-discharge with information giving alone. 

The potential role of patient peers in helping the patient and carer to establish 

realistic expectations and facilitate acceptance of a changed self was cited by 

both HCP and patient/carer participants in the current study, similarly emerging 

in Study V and Study VI.  Although reporting a desire to access this unique form 

of support from early in the illness trajectory, patient participants were also 

cognisant of the potential for detrimental effect from peer contact. HCP 

participants cited several instances of negative effect, where one patient was 

not progressing as well as the other and in another case where the other patient 

had died. Indeed, negative interactions were reported in previous research 

(Clarke et al, 2009; Mills & Sullivan, 2000) and with Study V providing further 

understanding of the conditions under which negative interaction may occur. 

This identifies peer support as a form of psychological support to be carefully 

managed. 

There is recognition from the current study that psychological support exists 

within the role of various HCPs, yet there is acknowledgement of a lack of 

training and confidence in HCPs providing this support to patients and carers. 

This reflects the broader literature from the perspective of HCPs working within 

cancer care (Ryan et al, 2005). NICE guidelines (2004) recommend a staged 

approach to psychological support, with patients evidencing mild/moderate and 

presumed temporal distress supported in the first instance by the health and 

social care professionals directly involved in their care. Patients with more 

significant distress are then referred to staff with professional training (i.e. 

counselors) or specialist services (i.e. clinical psychology). With oesophageal 

cancer patients and carers as a population reporting high levels of distress and 
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including distress which does not reach clinical cut-offs for anxiety/depressive 

disorder (Dempster et al, 2012; Study II), it is important HCPs are provided with 

the education and training to provide support at the critical points in the care 

pathway. Enhancement of communication skills is one area for development, 

with Dean and colleagues (2014) having recommended a renewed focus on the 

therapeutic potential of communication, including identification of distress and 

referral for specialist intervention where needed. The authors have proposed a 

three stage model around recognition, exploration and therapeutic action to 

guide future research around the contribution all HCPs can make to 

management of differential levels of distress.  

The Upper GI CNS role was reported as the key psychological support by the 

current study’s participants, and indeed has been described in the past as the 

‘pillar in the system’ (Largarde et al, 2008). Despite the general increase in 

specialist nurses across the UK in recent years, upper GI CNSs remain significantly 

under-resourced (Macmillan Cancer Support, 2014a) and particularly within 

N.Ireland (Macmillan Cancer Support, 2014b). A recent census of the UK 

specialist adult cancer nursing workforce reports 3 per cent of specialist cancer 

nurses n N.Ireland to work within upper GI, which equates to 355 new cancer 

cases per WTE of nurse time and 234 cancer patients at 2 years post-diagnosis 

per WTE of nurse time (Macmillan Cancer Support, 2014b). Apart from urology, 

this is the most significant differential of CNS per cancer site. The Northern 

Ireland Cancer Services Framework (DHSSPS, 2009) recommends cancer patients 

to be assessed by a CNS on diagnosis and at the end of each stage of treatment. 

The findings from the current study suggest this is not happening in practice, 

particularly in the post-treatment phase, despite desire for increased 

engagement with specialist nurses from patients, carers and HCPs. There has 

previously been suggestion that the ‘hidden work’ performed by specialist 

nurses puts the role at risk in relation to workforce planning (Leary et al, 2008). 

Findings from the current study suggest that although HCPs value the 

contribution of the specialist nurse, they are unaware of the particulars of the 

role.  



 

267 
 

Authors have recommended exploring the barriers and facilitators of patients 

engaging with psychological support (Corolan et al, 2017; Funk et al, 2016;  

Mosher, Hanna, Jalal et al, 2013), with a dearth of qualitative research with 

patients and HCPs in this area identified by recent systematic reviews Corolan et 

al, 2017; Dilworth, Higgins, Parker, Kelly & Turner, 2014).  Barriers to cancer 

patients engaging with psychological support have been thematically 

categorised in a previous meta-synthesis of qualitative studies (Corolan et al, 

2017) as; a desire to maintain normality, being emotionally literate, a perception 

of availability and benefits of help available and if there is a needs-support gap in 

relation to whether informal networks were already providing support (Carolan 

et al, 2017). Indeed this was reflected in the current study, maintaining normality 

(stigma of psychological services, fear of being labeled with additional diagnosis), 

being emotionally literate (complex treatment trajectory with multiple 

investigations and too much information, non-disclosure of distress when 

prompted), perception of help available (unaware of services available and 

particularly outpatient support, anxious over unknown service with unknown 

facilitator, not recognising benefits of support). In addition to the themes elicited 

in the previous research a number of practical barriers were evident in relation 

the medical and socio-demographic characteristics of oesophageal cancer 

survivors and carers being a medically unwell population (with sustained longer 

term effects) who are of an older age demographic proposed as challenges in 

relation to engaging with psychological support.   

A model of health care professional barriers to delivery of psychosocial care for 

adults with cancer was proposed in a previous systematic review (Dilworth, 

Higgins, Parker, Kelly & Turner, 2014) suggesting three main themes around 

organisational, cultural and clinician barriers. The barriers identified in the 

current study appear to map to this model in relation to; cultural barriers (apathy 

of staff to emotional distress, task orientated rather than holistic care, 

demarcation of psychological support within roles), organisational (waiting lists 

and lack of timely support, dispute over ownership for assessment and 

management of distress, difficulty in maintaining awareness with high staff 
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attrition) and clinician led (lack of awareness of services and referral pathway, 

communication barriers with patients and unaware of format and benefits of 

support).  

A recent study reported few oesophageal cancer patients to wish to be referred 

for psychological support (Jacobs, Anderegg, Schoorlemmer et al, 2016). While 

being cognisant of the barriers and facilitators of accessing existing 

psychological support services, the findings from the current study also evidence 

the need to optimise psychological support of this patient population by tailoring 

the format and delivery of services to ensure they are acceptable. A number of 

recommendations were reported for a tailored psychological support 

intervention: 

- Participants reported scepticism over screening for psychological 

distress, instead recommending giving information on psychological 

support intervention to all oesophageal cancer patients along with the 

autonomy to decide whether to take up the support, an approach 

recommended by Coyne (2013) and others in the cancer literature and 

aligning to the importance of expressed need as recommended by Faller 

and colleagues (2016) in providing patient-centred psycho-oncological 

services. 

- Offering information on psychological support intervention at the stage 

of diagnosis to build awareness was recommended, along with repeated 

signposting occurring along the treatment pathway.  

- It was felt that the carer should be specifically targeted for psychological 

support, and that opportunity for dyadic psychological intervention 

would be of value. 

-  Participants were cognisant of the practical limitations of the patient 

population, recommending flexibility in delivering the psychological 

intervention by telehealth format. Telephone support as a delivery mode 

has been used in two nurse-led supportive care interventions within 

oesophageal cancer (Verschuur et al, 2008; Malmstrom, 2013).  
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- Alternatively participants recommended aligning the sessions to existing 

appointments, e.g.  outpatient appointment at 3 month follow-up. 

- Participants felt a psychological intervention delivered outside of the 

cancer centre setting, ideally in the community, would be more 

acceptable to patients. 

- Participants considered that it would be useful to introduce some form of 

peer support, particularly before surgery, however not as a substitute to 

other psychological support and carefully managed. 

- Participants felt one of the Upper GI CNSs or a person with professional 

counselling experience external to the clinical team would be the most 

acceptable facilitator. 

Although the patient and carer data was not analysed at the level of the dyad, 

this is worth reflecting on given the overall aim of the thesis to develop an 

intervention for oesophageal cancer patients and carers. Recruitment to dyadic 

psychological interventions, as may be considered as the design in the 

prospective intervention, varies widely from 3-82 per cent (Bahr & Krebs, 2014). 

Although the same body of literature does not exist to identify barriers to dyads 

engaging in psychological support as with patients (Corolan et al, 2017), it has 

been suggested that barriers are likely to be compounded given that both 

individuals need to agree to participate (Bahr & Krebs, 2014). It is also likely that 

the dyad will have an influence on each other in relation to engaging with 

psychological support. There was one dyad in the current study (Stephen & 

Beth), both of whom exhibited a similar level of emotional literacy in identifying 

their own distress throughout the treatment trajectory, and at similar points (a 

key emphasis on the initial stage of diagnosis). Both individuals reported a high 

need for cognition, though this was articulated more strongly by the carer for 

the post-treatment period, and both perceived a need and benefit for 

engagement with psychological intervention. A shared perception of the need 

for support is promising, however it would be important to understand the 

differing goals of engaging with support for each individual for whom there 

appears to be some divergence. For example, for the carer participant there is an 
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emphasis on supporting the carer and the family unit so they may undertake 

their caring role on a more sustained basis. This may suggest a need to be 

mindful when providing information on psychological support to patient-carer 

dyads if both parties are to meaningfully engage. 

This study has a number of strengths. This is the first understanding of 

psychological support from the perspective of patients, carers and health and 

social care professionals on the oesophageal cancer treatment pathway. The 

study reports on the perspective of a diverse range of health and social care 

professionals from across the treatment pathway, giving perspective on support 

available in both an inpatient and outpatient setting. Importantly the study 

contributes to the lack of qualitative inquiry on patient reported barriers and 

clinician barriers to patient-carer engagement with psychological services. With a 

focus on facilitators to providing psychological support and preferred format for 

this patient population, the study will contribute towards informing 

development of tailored psychological support.  

Limitations from the current research include that the sample focuses on the 

perspective of patients, carers and health and social care professionals from one 

cancer centre, limiting how generalisable the findings are. On the other hand this 

is a regional centre representing a high number of patients who are cared for 

from across a large geographical area. Additionally the availability of 

psychological services is similar to care provided within NHS Health and Social 

Care Trusts and the community sector within the wider United Kingdom.   

Secondly although the current research contributes to the small number of 

qualitative studies exploring patient and HCP reported barriers to uptake of 

psychological support, there is potential to explore with a larger sample size in a 

mixed-cancer sample towards building a health utilisation model. It could be 

argued that as survivor and carer participants in the current study were recruited 

from a patient association, the findings reflect a sample more accepting of 

psychological support services than the wider oesophageal cancer population. 

The consistency between patient/carer and HCP perceptions however makes this 

unlikely. Lastly as similarly suggested by Mosher and colleagues (2015), a 
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longitudinal qualitative design would allow for a more direct understanding of 

need, provision and barriers/facilitators to accessing psychological services 

across the illness trajectory. The findings in the current study with experienced 

professionals and post-surgery oesophageal cancer patients and carers do 

however reflect multiple stages on the treatment pathway.  

 

 

9.6  Conclusion 

 

In conclusion, there is an evidenced need to optimise and develop tailored 

psychological support for oesophageal cancer patients and carers. Key time 

points for intervention include after diagnosis, and in the initial post-surgical 

recovery period when the patient is discharged home. A number of barriers and 

facilitators have been identified for this patient group accessing psychological 

support, along with recommendations which will usefully inform the 

development of a tailored intervention. 
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CHAPTER 10 

FINAL DISCUSSION  

 

 

 

Overview 

Aligning closely to the Medical Research Council guidelines (2006) for developing 

and evaluating complex interventions, the thesis includes one literature based 

and five empirical research studies which provide an evidence base for 

development of a complex psychological intervention. This chapter presents 

provide an overview of the findings from these studies, ii) propose how the 

findings could inform the components of an intervention, iii) propose broader 

implications of the thesis findings for clinical practice and iv) outline a potential 

future research agenda. 
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Oesophageal cancer is a disease of increasing incidence (Cook, Chow & Devesa, 

2009), with those achieving an early-diagnosis requiring aggressive curative 

treatment, associated with an arduous post-surgical recovery. Surgery for 

oesophageal cancer involves anatomical changes to the digestive system often 

resulting in a novel and sustained presentation of side effects for this patient 

population (Schandl, Lagergren, Johar & Lagergren, 2016), with an associated 

impact on health related quality of life (Jacobs et al, 2014). However, as with 

many cancers of the digestive tract, there has been a dearth of research into the 

impact of the diagnosis and treatment on the patient’s psychological wellbeing. 

Previous research has suggested significant levels of psychological co-morbidity 

among the oesophageal cancer survivor population and their family carers 

(Dempster et al, 2011a; Dempster et al, 2011c). Despite recognition of 

psychological support as a clinical priority (Lordick et al, 2016), the best model of 

care for providing psychological support for oesophageal cancer patient-carer 

dyads is unknown. This thesis provides a unique contribution to the existing 

knowledge base in progressing our understanding of illness beliefs, modifiable 

psychosocial variables in line with the Common-Sense Model of Illness 

Representations (Cameron & Leventhal, 2003), as a determinant of distress in 

oesophageal cancer survivors and their family carer; modeling psychological 

theory and identifying key characteristics towards informing the development of 

a theoretically driven, evidence based intervention to reduce psychological 

distress. 

 

Aligning closely to the Medical Research Council guidelines (2006) for developing 

and evaluating complex interventions, the thesis includes one literature based 

and five empirical research studies which provide an evidence base for 

development of a complex psychological intervention. This final discussion 

chapter will i) provide an overview of the findings from these studies, ii) propose 

how the findings could inform the components of an intervention, iii) propose 

broader implications of the thesis findings for clinical practice and iv) outline a 

potential future research agenda. 
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10.1  Overview of findings from thesis 

 

In order to ‘identify the evidence base’ (MRC, 2006), Study I presents the first 

review of empirical research relating to supportive care needs in oesophageal 

cancer survivors undergoing treatment with curative intent. With a lack of detail 

on the prevalence and management of supportive care needs in clinical practice 

guidelines for oesophageal cancer (e.g. Lordick et al, 2016), the review identifies 

the existing evidence base and outlines opportunities for clinical application and 

a future research agenda. The review identified a number of studies suggesting 

heightened levels of psychological morbidity, with determinants largely 

unknown with the exception of illness beliefs. With psychological morbidity just 

one component of survivorship and supportive care need, the review provides a 

broader context in identifying an at least temporary impact on health-related 

quality of life, wide-ranging information needs, and patient-physician 

communication barriers. The review identified four supportive care interventions 

(Malmstrom, unpublished; Pool et al, 2012; Verschuur et al, 2008; Zhang et al, 

2013) with a clear gap in relation to a theoretically informed intervention to 

reduce psychological distress in this clinical population. 

With an evidence base identifying the need for and lack of an intervention to 

reduce psychological distress in oesophageal cancer, alongside a potential 

theoretical framework,  aligning to ‘modeling processes and outcomes’ (MRC, 

2006) the thesis then progresses with Study II to further examine the role of 

illness perceptions as a determinant of change in psychological morbidity. The 

first longitudinal assessment of psychological distress in oesophageal cancer 

carers, the study identified significant deterioration in psychological morbidity 

among longer term carers at 12 month follow-up and heightened levels of fear of 

recurrence which remained stable over time. This makes an important 

contribution to the literature in assessing psychological distress and fear of 

recurrence longitudinally and in longer term carers (Simard et al, 2013), and 

demonstrates a similar trajectory of distress as with oesophageal cancer 
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survivors (Dempster et al, 2011a) which does not appear to improve with time 

from diagnosis.  In exploring determinants of distress, the study is the first to use 

cluster analysis to identify groups of family carers sharing illness perception 

schema, evidencing the utility of this approach. In regards to determinants of 

psychological adjustment, illness perception schema cluster membership 

explained the greatest amount of variance in the regression models for 

depression and fear of recurrence despite the illness perceptions reporting little 

change over time, as with the majority of longitudinal studies (Dempster, Howell, 

McCorry, 2015). Several illness beliefs emerged as corresponding to a change in 

psychological distress. Membership of clusters 2 and 3 was a significant predictor 

of reduction in depression over time. The distinguishable attribute from clusters 

2 and 3 is a reduction in a belief of severe consequences for the survivor and 

carer over time, in addition to a reduction in causal beliefs. Membership of 

cluster 3 was a significant predictor of a reduction in fear of recurrence over 

time. The distinguishable attribute was an increase in control beliefs over time. 

Control beliefs were also identified as key in the survivor study (Dempster et al, 

2011a) and most significant to levels of depression in a meta-analysis of illness 

perceptions in physical health conditions (Dempster et al, 2015). A prospective 

intervention should aim to enhance control beliefs, lessen focus on illness cause, 

and set realistic expectations for consequences. A number of coping strategies 

were also identified which may be targeted in a prospective intervention; 

increasing positive focus type coping, and reducing diversionary, relaxation 

coping strategies. The association between interpersonal coping and 

psychological morbidity emphasises the importance of a dyadic intervention, 

with survivor and carer illness beliefs suggested to have a moderating effect on 

one another (Dempster et al, 2011b). 

There is an understanding that questionnaire measures previously utilised with 

oesophageal cancer survivors (Dempster et al, 2011a) and carers (Study II) assess 

verbally constructed knowledge and that implicit illness perceptions may be 

difficult to put into words. Study III reports the first study to use a visual 

methodology approach to inductively elicit illness perceptions in oesophageal 
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cancer survivors and provides the first investigation using a visual methodology 

approach in a family carer population. The rich and detailed illness drawings to 

emerge demonstrate the feasibility of a visual methodology approach. In 

particular beliefs around illness identity appear principally prevalent in the 

participant’s mental image of their condition, with a range of physical symptoms 

focused around eating and digestion, in addition to the presence of pain, made 

salient. Visual methods appear an effective method for identifying the most 

burdensome symptoms inductively, allowing exploration of how they are ‘felt’ 

by the survivor.  Survivor participants depicted a strong illness identity, including 

symptoms unrelated to the condition and concern over disparate physical 

symptoms being linked to cancer recurrence. Carer participants largely depicted 

visible symptoms in relation to the mechanics of eating. Many of the survivors in 

this sample also depicted a coherent illness representation with changes to their 

digestive system relating to physical symptoms, however this was not the case 

with the carer participants. This suggests a role for visualisation methods in a 

prospective intervention to support the provision of an accurate and coherent 

illness identity for oesophageal cancer survivors who have recently undergone 

treatment and their family carers, allowing for i) understanding of a changed 

digestive system and the antecedents of physical symptoms, ii) recognition and 

acceptance of more chronic symptoms and iii) reattribution of symptoms 

incorrectly associated with the post-treatment condition or recurrence of cancer.  

 

With previous research with oesophageal cancer survivors (Clarke et al, 2011), 

interaction with peers through patient support groups is reported to impact 

positively on an individual’s illness beliefs. Study IV presents a qualitative 

investigation of peer-advice giving from post-treatment to newly diagnosed 

oesophageal cancer survivors (same participant sample as Study III), one of the 

few primary research studies to identify the content of peer advice in cancer 

patients. The study provides an understanding of how peer advice may be 

utilised to promote adjustment to the condition, with a number of categories of 

advice emerging. Several advice categories which participants identified as being 

helpful to newly diagnosed patients in aiding adjustment provided additional 
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support for the illness beliefs identified in quantitative work (Dempster et al, 

2011a; Study II). The survivors recommended establishing realistic expectations 

for recovery and understanding the necessary adjustments to life post-diagnosis, 

with priority given to informing newly diagnosed patients of a realistic illness 

trajectory on which to map their experience, as similarly supported in other peer 

advice giving research (Symes et al, 2016).  Participants also recommended the 

newly diagnosed survivor to put their trust in the clinical team and to gather 

disease-specific information, associated with more personal/treatment control 

and illness coherence in cancer survivors (Husson, Thong, Mols et al, 2012). 

Participants described the important function of family support in helping the 

patient to process and understand their experience though citing challenges 

with communication, evidencing the potential negative impact of interpersonal 

coping (Dempster et al, 2011a; Study II) and the importance of a dyadic 

intervention. Peer advice may potentially be a persuasive and fitting medium 

over which to modify ‘lay’ explanations of illness and should be considered as a 

component of a prospective psychological intervention.  

With the previous studies identifying key illness beliefs as targets for 

modification (Dempster et al, 2011a; Study II) and providing an inductive 

understanding of illness beliefs potentially held in non-verbal form (Study III), 

there was a need to understand the content and development of illness beliefs. 

Questionnaire measures have been praised for enabling quantitative analysis of 

change in illness perceptions over the illness trajectory with large cohorts, as 

achieved, but are limited in providing a contextualisation of the key beliefs within 

a clinical population (French and Weinman, 2008).  Study V presents a 

longitudinal qualitative study using an interpretative phenomenological 

approach (Smith, 1996) to elicit the process of adjustment for oesophageal 

cancer survivors and carers post-curative treatment, in particular the beliefs 

participants hold regarding their condition and how these are appraised against 

their experience. This study contributes to the dearth of qualitative research 

seeking to understand the condition from the perspective of the survivor and in 

particular the carer, and is the first study in this clinical population to use serial 
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interviews to explore the participant’s adjustment to the condition over time. As 

with previous research (Study I for review) and distinct from other cancer 

populations, the consequences of living with post-treatment oesophageal cancer 

were most acutely felt in relation to perceived side effects from a changed 

digestive system as a result of curative surgery. Alongside sequaelae from 

adjuvant therapy common to cancer survivors broadly, the participants 

experienced sustained side effects from curative surgery which were felt as 

disruptive to their social functioning and that of the carer. For both the survivor 

and carer participants, recognition and acceptance of the survivor’s changed self 

and positive integration of limitations with self-identity appeared a key milestone 

in post-treatment adjustment. The experience of participants after treatment 

was contrary to their expectations, with an existing acute model of illness 

resulting initially in unrealistic goal-setting which was effortful to reconfigure. 

Control cognitions appeared adaptive for participants in relation to perceiving 

the clinical team as exerting control over the course of the illness, and the 

survivor/carer as exerting control over the everyday symptoms from the 

condition. The carer participants in the current study experienced difficulty in 

developing a coherent understanding of the survivor’s condition, and felt they 

lacked justification to obtain information from healthcare professionals. 

Psychological intervention to help survivors and carers foster and accept a more 

chronic model of the longer term effects of the treatment is recommended 

alongside instilling control beliefs. With information a core theme to emerge for 

both the survivor and carer participants a psycho-educational component is likely 

to be of value in allowing for accurate recognition of symptoms and a realistic 

illness trajectory. This may be partly realised through the use of patient peers, 

emerging as facilitating adjustment by providing a trajectory on which to 

appraise experience, enabling participants to recognise and accept the chronicity 

of longer term effects and engage in problem focused coping, in addition to 

allowing for upwards social comparison instilling hope for longevity and 

palliating fears of cancer recurrence. Lastly, both survivor and carer participants 

in the current study reported engaging in strategies to change the meaning of 

the oesophageal cancer experience. This is a similar theme to have emerged in 
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previous research with oesophageal cancer survivors (Clarke, McCorry & 

Dempster, 2011) and the current study evidences that this process occurs at an 

early stage in the post-treatment period for some survivors and carers and may 

appear of particular benefit in a prospective intervention given the distressing 

and sustained nature of the condition for this clinical population.   

Lastly, although the other empirical studies in the thesis support identification of 

the need and underlying theoretical model of a prospective intervention to 

reduce psychological distress, few oesophageal cancer survivors access existing 

psychological services (Jacobs, Anderegg, Schoorlemmer et al, 2016). In order to 

‘assess feasibility’ (MRC, 2006) of a novel intervention, Study VI (same 

participant sample as Study V follow-up time point) presents a qualitative study 

of the perceptions of health care professionals, survivors and carers on meeting 

psychological support need in oesophageal cancer. This is the first study to 

understand the provision of existing psychological support, the need for and the 

format of a tailored psychological intervention and the barriers and facilitators of 

accessing support from the perception of oeosphageal cancer survivors, carers 

and health and social care professionals. The study contextualised research 

reporting heightened levels of distress during diagnosis and the initial post-

treatment period, with survivors, carers, and health and social care stakeholders 

expressing psychological support to be a priority supportive care need in this 

period. Provision of existing psychological support for oesophageal cancer 

patients and their family carer was felt by participants to be inadequate, 

providing further impetus for a prospective intervention. Various barriers to 

patients engaging with psychological support were identified (e.g. stigma of 

psychological services, fear of being labeled with additional diagnosis, complex 

treatment trajectory with multiple investigations and too much information, 

medically unwell population), in addition to a number of health care professional 

barriers (e.g. apathy of staff to emotional distress, task orientated rather than 

holistic care). While being cognisant of the barriers and facilitators of accessing 

existing psychological support services, the findings from the current study also 

evidence the need to optimise psychological support for this survivor-carer 
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population by tailoring the format and delivery of services to ensure they are 

acceptable. A number of recommendations were reported for a tailored 

psychological support intervention, for example including a dyadic format, 

alignment to outpatient appointments/telehealth, and potentially facilitated by a 

CNS.  

 

10.2  Proposal for a theoretically informed, evidence-based 

intervention 

 

 

As summarised earlier in the chapter, illness perceptions in line with the 

Common-Sense Model of Illness Representations (Cameron & Leventhal, 2003) 

have emerged as a key determinant of psychological morbidity in both 

oesophageal cancer survivors and carers. Illness perceptions are psychosocial 

variables which are subject to modification, with interventions theoretically 

informed by the CSM to modify illness perceptions reporting success in 

improving psychosocial outcomes in a range of clinical populations such as; 

coronary heart disease (Furze et al., 2009), myocardial infarction (Broadbent, 

Ellis, Thomas, Gamble, & Petrie, 2009a; 2009b), diabetes (Keogh, Smith, White et 

al, 2011), and systemic lupus (Goodman, Morrissey, Graham, & Bossingham, 

2005b).   

 

However, the increasing interest in illness perceptions as a determinant of health 

related outcome in cancer populations in recent years has not yet translated into 

interventions theoretically informed by the CSM. Psychological interventions 

theoretically informed by the CSM with a primary/secondary outcome of 

improved psychosocial morbidly are not yet prevalent in the research literature 

(Richardson, Schüz, Sanderson, Scott, & Schüz, 2016), with some exception 

(Humphris & Rodgers, 2012; Ward et al, 2009). Notably existing interventions 

derived from the CSM, as cited above, often omit an illness perception 
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questionnaire (e.g. IPQ-R, Moss-Morris et al, 2002) as an outcome measure, with 

little understanding in the broader literature and no understanding in cancer if i) 

interventions are able to modify illness perceptions and ii) if this change is 

related to improved psychological morbidity. This information is urgently 

needed. Increasingly existing interventions in the cancer literature use the IPQ-R 

(Moss-Morris et al, 2002) to explain the process of change (e.g. Traeger et al, 

2011) and recommend approaches which seek to modify illness perceptions more 

directly. The following section provides a number of recommendations derived 

from the research within this thesis, with a need to undertake a pilot and 

feasibility study to test procedures and implementation of the prospective 

intervention highlighted at a further point in the thesis.  

 

The thesis has developed an understanding of illness perceptions as a 

determinant of psychological morbidity, though it is clear from Chapter 3 that 

the predictors of anxiety and depression vary, despite mood disorders often co-

occuring (Vuorilehto, Melartin, & Isometsa, 2005). It may therefore be 

considered whether different interventions are warranted to target anxiety and 

depression. In reference to both Study II and the previous illness perception 

research within oesophageal cancer (Dempster et al, 2011a; 2011c; 2012), for both 

the oesophageal cancer survivor and carer illness perceptions explain more 

variance in depression than anxiety and indeed are a significant predictor of 

change in depression in the longitudinal studies.  It may be that an intervention 

seeking to modify illness perceptions will be more efficacious for depression as 

an outcome.  

 

However, illness perceptions still explain a significant amount of variance in 

anxiety for oesophageal cancer survivors and carers, and there does appear to 

be some commonality in relation to key illness perception domains. For example, 

the survivor and carer’s perception that the survivor has personal control over 

their condition contributed to variance in anxiety and depression for the carer, 

and variance in depression and variance in change in depression for the survivor. 

Furthermore decreasing causal attributions, particularly that of an emotional 
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cause, are key to explaining variance in anxiety and depression for both survivor 

and carer and a variance in change of depression for the carer.  As reported in 

the meta-analysis of illness perceptions in physical health conditions as a key 

contributor to both anxiety and depression (Dempster, Howell & McCorry, 2015), 

the consequences illness perception domain was also key to explaining both 

anxiety and depression in oesophageal cancer survivors and carers. It is with 

premis that a prospective intervention to target both mood disorders would 

appear feasible. 

 

The five empirical studies within the thesis which inform the proposal for a 

prospective intervention involve participant samples who, although all post-

treatment, differ in their period of time since surgery at inclusion in the 

respective studies.  This limits the extent to which direct comparisons can be 

drawn between the samples and in must be noted when assessing the extent to 

which findings from longer-term samples may also be relevant to patients and 

their carers who are in the immediate post-treatment period. However, from the 

thesis there is an understanding of an extended period of adjustment for this 

clinical population as is evidenced by the significant psychological morbidity for 

the more longer-term carers in the thesis in Study II. It must also be considered 

that Study V and VI involve particpants discussing their experience both in the 

present and retrospectively which may introduce risk of recall bias. This is 

however tempered by the largely short timeframe from diagnosis for this 

sample, who provided rich detail in their responses.  

 

With oesophageal cancer survivors reporting heightened levels of distress in the 

initial post-recovery period as reported by patient-reported outcome measures 

(Hellstadius et al, 2017b) and expressed by patients, carers and HCPs (Study VI), a  

psychological intervention may be most effective at this early stage. It appears 

that oesophageal cancer survivors and carers develop a representation of their 

condition early in the illness trajectory (Study V), with authors suggesting 

existing illness perceptions to be most amenable to change at this point 

(Broadbent et al, 2009b) and potentially more stable in the longer term 
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(Dempster et al, 2011a; Study II).  Establishing an adaptive model of illness early 

in the illness trajectory may aid long term adjustment in establishing more 

concrete illness beliefs and would propose that the prospective intervention 

target oesophageal survivor-carers in the early post-treatment period. 

 

There is an understanding from the thesis that post-treatment adjustment is an 

effortful process for both the oeosophageal cancer survivor and carer (Study V).  

Cluster analysis has revealed the potential development of an illness perception 

schema over time which corresponds to a maladaptive psychological outcome 

(Study II; Dempster et al, 2011a). Although the majority of oesophageal cancer 

survivor and carers do not report clinical levels of anxiety and depression in the 

post-treatment period (Dempster et al, 2011a; Study II, Study I), there is an 

impetus to support patient-carer dyads in this challenging adjustment period 

which may also act as a protective mechanism in relation to psychological 

morbidity.  

 

10.2.1. Psycho-educational component  

 

The majority of existing interventions theoretically informed by the CSM are 

psycho-educational, for example Broadbent and colleagues (2009a) who, in an 

intervention aiming to improve return to work and psychosocial wellbeing, 

provided three health psychologist-facilitated sessions in hospital before 

discharge to myocardial infarction patients, and one session to both patients and 

carers. In their first session the facilitator provided an explanation of myocardial 

infarction and associated symptoms.  The appropriate provision of information 

(particularly disease-specific information) is related to the CSM in being 

associated with more personal and treatment control (Husson, Thong, Mols et 

al, 2012; Llewellyn, McGurk, & Weinman, 2006), increased illness coherence 

(Husson, Thong, Mols et al, 2012; Llewellyn, McGurk, & Weinman, 2006), and a 

weaker illness identity (Llewellyn, McGurk, & Weinman, 2006) in cancer 

survivors. However, it is information satisfaction rather than information 

provision itself which is related to a more positive illness representation (Husson 
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et al, 2012; Llewellyn, McGurk, & Weinman, 2006). As reported in Study V, 

oesophageal cancer survivors and carers report high information need in the 

post-operative period in a number of key areas, including allowing for accurate 

recognition and management of symptoms and a realistic illness trajectory on 

which experience may be appraised, as supported by a recent Delphi study to 

identify topics to be addressed at initial follow-up consultation after oesophageal 

cancer surgery (Jacobs, Henselmans, Macefield et al, 2014).  The prospective 

intervention is recommended to focus on these key areas. 

 

The median stay in hospital post-oesophagectomy is 11-19 days depending on 

procedure (Dhamika et al, 2014), providing access to survivors and carers before 

discharge albeit at an early stage in their recovery where they are medically 

unwell. This timeframe prior to hospital discharge has been used by Broadbent 

and colleagues in their various iterations of interventions for myocardial 

infarction patients and carers, highly cited examples demonstrating positive 

effect on outcome (Broadbent et al, 2009a; 2009b).  We would propose a 

psycho-educational component of an intervention be implemented at this point 

in relation to the accessibility of patients and carers, however in cognisance of 

the extensive postoperative care this component would be non-interactive. 

 

Across Study V and VI it was reported that oesophageal survivors and carers are 

given a substantial amount of information during active treatment, both verbally 

and in written format. This was difficult to attenuate to in terms of helping the 

survivor-carer to form a realistic illness trajectory post-treatment. There is as yet 

no consensus over the best format to deliver patient education (Wilson et al, 

2012) with written information critiqued as poor in conveying complexity and 

difficult for patients for whom concentration may be an issue. Multimedia 

formats such as DVDs on the other hand are accessible and may be particularly 

effective in situations where patients are discharged while still medically unwell 

and unable to attend to substantial written or verbal information (O'Halloran, 

Scott, Reid, & Porter, 2015).  Providing psycho-education via multimedia format is 

also advantageous in reducing cost, with authors recommending the next step in 
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CSM informed interventions to be reducing intervention length and the need for 

facilitation by a clinically trained health psychologist (Jones, Ellis, Nash, Stanfield 

& Broadbent, 2016). We propose to implement a DVD psycho-educational 

component targeted to the survivor-carer dyad with a variety of techniques as 

detailed below. 

 

Visualisation  

Recently a brief visualisation for acute coronary syndrome (Jones et al, 2016) was 

delivered through an animation on a tablet device at the patient’s bedside post-

surgery. This included a section outlining the pathogenesis of acute coronary 

syndrome and resulting effects, animations demonstrating the restricted 

movement of a severely damaged heart to help the patient understand the 

consequences of not looking after their heart, with the second part of the 

intervention demonstrating the role of statin and aspirin medications on keeping 

coronary arteries healthy. The findings from the intervention are promising, with 

participants reporting significantly more positive perceptions about the ability of 

treatment to control their illness, significantly lower beliefs about medication 

causing harm and fewer concerns about their heart medication.  

 

There is increasing interest in visual interventions to promote self-management, 

and authors argue for the need to embed theory in this approach (Williams, 

Anderson, Barton, & McGhee, 2012).  With control beliefs key determinants of 

psychological distress in both oesophageal cancer survivors and carers 

(Dempster et al, 2011a; Study II), this may be a valuable format to present 

complex information around changes to the digestive system; i) emphasising 

how resection of the oesophagus reduces cancer recurrence, ii) identifying how 

common physical symptoms and functional disorders may arise from 

reconfiguration of the digestive system, iii) identifying how management 

strategies (e.g. eating behaviour and the role of the carer in supporting this) 

affect the symptomology. Participants in Study III inconsistently detailed how 

physical symptoms were related to their medical cause when depicting the effect 

of the condition on the body, with carers in Study V expressing difficulty in 
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attaining information on the explanation for physical symptoms and a lack of 

illness coherence. A visual representation of the reconfigured digestive system 

may help form a more accurate illness identity and foster treatment control and 

personal control beliefs, through recognition of a changed body, presented in an 

empowering and reassuring way. 

 

Vignettes 

Recently a web-based self-management intervention for cancer survivors 

(Willems, Lechner, Verboon et al, 2017) has been successful in instilling self-

efficacy/personal control beliefs through the use of fellow patients and clinicians 

as models to provide information on expectations and discuss problem-solving 

techniques for on-going symptom management. This is likely to be valuable with 

oesophageal cancer survivors and carers given that information from other 

cancer patients is highly desirable and prioritised (Andreassen, Randers, Naslund 

et al, 2007; Study V) along with belief in the expertise of the clinical team (Study 

V). Providing an illness trajectory with realistic expectations post-treatment is 

key for oesophageal cancer survivors and carers (Study II; IV; V). For survivors 

and carers an increase in severe consequences over time was associated with an 

increase in distress (Dempster et al, 2011a; Study II). Vignettes with patient peers, 

carers and clinicians could be utilised to encourage a more chronic model of the 

condition in relation to persistent longer term effects, with physical symptoms 

and functional disorders acknowledged in a significant proportion of survivors at 

10 year follow-up (Schandl et al, 2016). Information could be provided on the 

sensory experience of prevalent symptoms with alignment to an accurate illness 

label. It would be important to present this information to survivor-carer dyads 

alongside a realistic timeline for when the survivor may feel their overall physical 

function to improve from the surgery, potentially within 12 months (Djarv, 

Blazeby, & Lagergren, 2009), so as to foster realistic goal-setting in relation to 

recovery (Study V). 

 

 Otherwise the provision of information should aim to instill control beliefs, 

where vignettes could be utilised to emphasise the various abstractions of 
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control in relation to preventing physical symptoms/functional disorders (e.g. 

trial and error approach, realistic expectations of success), but also positive 

focus coping strategies for managing symptoms when they do occur (e.g. 

remembering temporal nature of symptom) and strategies for limiting the 

impact of symptoms when they do occur (i.e. positive integration of limitations 

to self-concept).  An understanding of living with the side-effects of treatment as 

opposed to prevailing symptoms from the oeosophageal cancer would appear 

adaptive and should be highlighted. 

 

 Information from clinicians should seek to broaden the survivor-carer’s 

explanatory model of the illness, providing information on the diversity of causal 

factors (alternatives to an emotional cause). In Study V, it was the visual 

presence of other oesophageal cancer survivors which appeared to instil feelings 

of hope and longevity, “when you’re told cancer, you automatically think you’re 

dying immediately. That’s it. That’s the end, you know. And then I see people”.  

Video vignettes would appear useful in establishing a sense of shared identity, 

with the careful selection of ‘models’ to ensure positive social comparison, i.e. 

longer term survivors who identify as such. The video vignettes may serve to 

challenge existing perceptions of prognosis with cancer, fostering beliefs around 

treatment control.  

 

 

10.2.2  Psychotherapeutic Component 

 

The extent of intervention intensity which is needed for each survivor-carer dyad 

is likely to differ. Although psycho-education is arguably a foundation for forming 

a positive illness representation and may have an effect in challenging existing 

beliefs, some individuals are likely to need more intensive intervention to modify 

maladaptive illness beliefs. A stepped care approach is proposed, where patients 

receive a low-intensity treatment as a first step and are systematically 

monitored, with patients not responding offered a subsequent treatment of 

higher intensity (van Straten, Hill, Richards & Cuijpers, 2015).  A stepped-care 



 

288 
 

approach to psychological intervention would ensure optimisation of resources 

for a greater number of oesophageal cancer survivors and carers, who, as 

recommended (Study VI), may self-select into an unrestricted lower intensity 

intervention (DVD component) before moving up sequential stages. 

Oesophageal cancer survivors and carers would then be assessed across the 

illness trajectory in relation to deterioration in key illness perceptions and 

psychological distress, with utility to offer additional intervention components as 

the need arises. 

 

In one of the few examples of a CSM informed intervention to improve 

psychological outcome in a cancer population, Humphris & Rodgers (2012) 

implemented an intervention of 6 x 60 minute sessions with oropharyngeal 

cancer patients at 7 month follow-up. Although reporting an positive effect on 

outcome, feedback from the patients at follow-up revealed a perception that the 

sessions would have been more valuable at 3 month follow-up.  Indeed in Study 

VI survivors, carers and HCPs reported several barriers around engaging with 

psychological support, with practical barriers including a medically unwell, older 

population who may experience difficulty with transport in attending sessions 

face to face. It was suggested that support may be aligned to follow-up 

appointments or delivered at a distance. In line with this it is proposed that for 

the prospective intervention, screening of oesophageal cancer survivor-carer 

dyads (already recruited to the DVD component of the intervention) may take 

place prior to the 3 month review at the outpatient clinic, with those in need of 

additional support invited to a psychotherapeutic intervention aligned to the 

clinic appointment. This would also give opportunity to build rapport with the 

facilitator as identified as key (Study VI). Several follow-up sessions would then 

be delivered either by telephone as evidenced in existing supportive care 

interventions (see Study I), or through use of videoconference technology which 

has demonstrated evidence of effect across a range of psychosocial outcomes 

(Chi & Demiris, 2015) but for which would need to be assessed for acceptability in 

this clinical population (Cox et al, 2017).  
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Cognitive behavioural therapy 

 

Interventions to modify illness perceptions are common in cardiology, with a 

systematic review of RCTs to change maladaptive illness beliefs in coronary heart 

disease identifying n=13 studies (Goulding, Furze & Birks, 2010). Although the 

authors were unable to conclude which type of intervention was most effective 

in changing beliefs, multifaceted cognitive behavioural interventions appeared 

the most consistently effective method of obtaining positive outcome. This 

included interventions using a range of methods to change beliefs, and were 

both administered verbally (Petrie, Cameron, Ellis, Buick, & Weinman, 2002) and 

a combination of verbally and self-administered (Furze, Dumville, Miles et al, 

2009; Lewin, Furze, Robinson et al, 2002).  Additionally, a systematic review of 

interventions using the CSM to improve adherence behaviours (Jones, Smith & 

Llewellyn, 2016) reported nine studies. Of the six studies reporting an effect on 

outcome, four were complex interventions delivered by healthcare professionals 

(Broadbent et al., 2009b; Cunningham et al., 2012; Keogh et al., 2011; Petrie et al., 

2002). Although often targeting primary outcomes outside of psychosocial 

wellbeing, the existing research body puts forward a case for a CBT intervention 

to modify illness perceptions.  

 

Cognitive behavioural therapy (CBT) posits a relationship between maladaptive 

cognitions, behaviour and emotions. Although arguably the most evidenced 

talking therapy with inclusion in NICE guidelines (2004), CBT has been critiqued 

for failing to account for disease specific challenges (Wroe et al, 2015). Hudson 

and colleagues (2016) propose a good fit between the tenants of the CSM in 

providing a framework to identify health threats (triggers), illness 

representations (thoughts) and coping strategies (behaviours) associated with 

psychological distress, and indeed it appears the prevailing approach in CSM 

interventions reporting a positive effect on outcome as cited throughout this 

thesis.  
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Although a CBT approach appears to be best evidenced within the CSM 

intervention literature, other approaches such as Acceptance and Commitment 

Therapy (ACT; Hayes, Strosahl & Wilson, 1999) which has previously been cited in 

this thesis warrant consideration. ACT is considered part of the ‘third wave’ of 

therapies encompassed within the family of CBT and holds many similar tenants 

to traditional CBT (Hofmann, Sawyer & Fang, 2010) with a focus on cognition. 

There are a number of key differences between the two approaches. Whereby 

CBT aims to identify and alter the content, frequency and form of maladaptive 

cognitions, ACT aims to weaken the function of cognitions through analysis of 

experience in the context of personal values, including acceptance of both 

negative and positive thoughts and an overall increase in psychological flexibility 

which acts as a buffer to distress (Hulbert-Williams, Storey & Wilson, 2014).  

 

Several tenants of ACT appear appropriate for a prospective intervention, for 

example a focus on maintaining values-orientated action which aligns to the 

meaning and sense making approaches utilised in adjustment by the 

oesophageal cancer survivors and carers in Study V. Authors have also suggested 

ACT to be of particular benefit in long-term conditions where negative illness 

beliefs and distress may be realistic (Graham, Gouick, Krahe & Gillanders, 2016), 

which to some extent is true in relation to the impact on functioning post-

oesophagectomy. However, this thesis has demonstrated a change in illness 

perceptions to account for variance in change in distress in oesophageal cancer 

carers, e.g. an increase in the perception that the survivor’s condition will have 

severe consequences is associated with an increase in depressive 

symptomatology (Study II). Previous research in oesophageal cancer (Dempster 

et al, 2011a; 2011b; 2012) evidences illness perceptions to account for a significant 

proportion of variance in psychological outcome. This includes particular beliefs, 

for example holding the perception of an emotional cause to the cancer.  This 

would suggest a primary role for an intervention to engage with and modify the 

content of beliefs around the condition, as has been possible in the previously 

discussed studies in other clinical populations and which would align to a 

traditional CBT approach. If it is not possible to modify some or all of the key 
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illness perceptions identified in oesophageal cancer survivors and carers, 

intervention underlined by an ACT approach may be valuable. 

 

Hudson and colleagues (2016) present a self-management intervention for 

distress in dialysis. A tailored CBT protocol was developed with cognisance of the 

physiology of renal disease (altered sleep and appetite, low energy), maladaptive 

cognitions (perceived high symptom burden (illness identity), perceived 

unpredictability (illness timeline), impact on physical and social functioning 

(illness consequences), perceived low understanding (illness coherence), 

believing treatments are ineffective (illness control), behaviours (avoiding social 

contact with others, continual health checking behaviours) and feelings 

(depression & anxiety).  The seven component programme begins with an 

explanation of end stage kidney disease and dialysis, including managing 

treatment expectations by presenting commonly experienced symptoms and 

normalising the distress response. Treatment strategies are outlined around the 

use of medication and help-seeking to lessen impact of end stage kidney disease 

and how strategies may lessen psychological distress, i.e. goal setting and 

problem solving. In the second session participants develop a personal model of 

distress, identifying common triggers and how a negative illness representation 

can bias cognitive thinking in relation to the trigger. The relationship between 

thoughts relating to a negative illness representation and maladaptive coping 

(escape avoidance behaviours) is explained with participant selected behaviours 

they remember undertaking in response to trigger. The third session is focused 

on emotion regulation, identifying negative emotions and the impact of 

maladaptive coping. The participant is then given a demonstration of helpful 

coping strategies, in this case acceptance, mindfulness, and relaxation. The 

following session focuses on maladaptive thoughts, encouraging participants to 

challenge thoughts with evidence and form alternative thoughts. The following 

sessions are focused on goal-setting (adapting SMART goals) and activity 

monitoring. There is also a focus on building social assertiveness and optimising 

the existing social network. 
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The detailed protocol as developed by Hudson and colleagues (2016) provides a 

useful framework in considering how a CBT intervention may be utilised with 

oesophageal cancer survivors and carers. The aforementioned CSM interventions 

may be critiqued in often not reporting detail on the content of the intervention 

or the proposed mechanisms of change. The above approach uses a similar 

evidence base to that which has been developed with oesophageal cancer 

survivors and carers to delineate each component of the CBT approach.  

 

With our focus on oesophageal cancer, there is evidence on the physiology of 

post-treatment oesophageal cancer from both patient reported outcome 

measures and patient experience (Study I; V), maladaptive cognitions in relation 

to perception of a broad illness identity (Study I; III), perception of an acute 

model of physical symptoms (Study V), a lack of treatment control over course 

of illness (Study I; II; V) a lack of personal control over physical symptoms and 

their impact (Study I; II; V) a perception of severe consequences particularly 

focused on role and social functioning (Study I; II; V), a preoccupation with 

illness cause and particularly an emotional cause (Study II; V), behaviours such as 

diversionary coping (Study II) or avoiding social situations (Study V)  along with 

feelings as evidenced by heightened levels of anxiety, depression and fear of 

recurrence (Study I; Study II).   

 

In Hudson and colleagues’ (2016) manualisation of their CBT intervention, a focus 

is placed on providing alternative emotional coping resources. For oesophageal 

cancer survivors and carers Study V would evidence that meaning making 

approaches could be beneficial (Coward & Kahn, 2005; Lee, Cohen, Edgar, 

Laizner, & Gagnon, 2006) and should be the focus within the prospective 

intervention. This includes reprioritisation of goals/values, perspective taking, 

refocusing on aspects of life that are controllable/ achievable and benefit finding. 

 

Further evidence for the utility of a cognitive behavioural approach comes from a 

psychological intervention to reduce fear of recurrence in a clinically similar 

cancer, head and neck cancer patients (Humphris & Rodgers, 2012). 
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Oropharyngeal cancer patients were invited to an intervention in which the 

patient’s beliefs around sensations/symptoms following treatment and their 

interpretation as recurrence were explored; identifying the meaning patients 

attributed to the symptoms in relation to recovery/recurrence and with their 

previous experience of disease. The intervention then focused on patient’s 

checking behaviour for symptoms in relation to triggers and consequences, 

relating to negative cognitions of illness with prompts for patients to assess 

whether their checking for symptoms is appropriate. The intervention reported a 

reduction in fear of recurrence and anxious preoccupation for the intervention 

group, with moderate effect sizes of 0.5 and 0.7. 

 

On the basis of the UK NHS upper limits of input into psychological therapy in 

routine care (Lovell & Richards, 2000), often utilising a CBT approach, Bower and 

Gilbody (2005) in their review of stepped care recommend a low intensity (non-

facilitated) intervention, followed by a stepped intervention of up to 6 hours in 

intensity. A systematic review of RCTs for emotional distress and QoL in cancer 

(Faller, Schuler, Richard et al, 2013) reported small to moderate effects in the 

median term for a range of intervention modalities, but with increased 

intervention length moderating the effect on longer term outcome. However it 

is important to be cognisant of pragmatism, Humphris and Rodgers (2012) with 

their CSM intervention in a clinically similar cancer reported a positive effect with 

a median participant attendance at 2 x 60 minute intervention sessions. This 

appears in line with other CSM interventions discussed earlier in this chapter, for 

example with Furze and colleagues (2009) reporting positive effect from 

delivering a 60 minute initial intervention session followed by 3 x 15 minute 

sessions at follow-up before surgery for coronary artery bypass graft surgery. It 

is similarly proposed that the prospective intervention may take place with an 

initial 60 minute session (face to face), with a number of further sessions (e.g. 3 

x 45 minute sessions) delivered via videoconferencing to the survivor/carer in 

their home.  
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Previous patient-focused CSM interventions (e.g. Broadbent et al, 2009a) have 

delivered an additional session to the patient-carer dyad and demonstrated 

effect on carer outcome from brief intervention. With this thesis demonstrating 

significant psychological morbity and an effortful adjustment period for the 

oesophageal cancer carer (Study II; V), it is important that a prospective 

intervention goes further in placing equal priority on survivor and carer 

psychological outcome. Although it appears unclear whether interventions for 

patients and carers are more effective if delivered independently or to the dyad 

(Hopkinson, Brown, Okamoto & Addington-Hall, 2012), illness perceptions of 

oesophageal cancer carers are reported to have a moderating effect on the 

psychological distress of the survivor (Dempster et al, 2011b) and interpersonal 

coping is associated with increased distress in both oesophageal cancer survivors 

and carers (Dempster et al, 2011a; Study II), potentially aligning to use of 

protective buffering by both survivor and carer as evident in Study V. This would 

suggest a need for a dyadic component in balance with providing dedicated 

therapeutic input to both survivor and carer. 

 

Previous research with oesophageal cancer survivor-carer dyads has evidenced 

that the carer holding a perception of severe consequences and a lack of belief in 

treatment contol to contribute to variance in distress for the oesophageal cancer 

survivor (Dempster et al, 2011b).  In addition, there are a number of perceptions 

(that the condition follows a cyclical pattern, of severe consequences for the 

carer and a lack of carer personal control) which are determinants of variance in 

distress for oesophageal cancer carers only (Study II; Dempster et al, 2012).  This 

would suggest the utility of providing at least one independent session to the 

survivor and carer respectively, which may be delivered via videoconference, to 

target illness perceptions which are a priority for their own wellbeing and which 

may have a detreimental effect on the partner prior to modification.  

 

Survivor-carer sessions may focus on developing a dyadic model of distress, 

through which a congruent, positive representation of the condition may be 

established alongside facilitating positive focused coping as a dyad. Dyadic 
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interventions conceptualise the role of the carer either as supportive or actively 

involved  (Badr & Krebs, 2013), with the prospective intervention more likely to 

benefit from the latter which addresses the concerns of both partners. A 

previous CSM intervention with myocardial infarction patients and carers 

(Broadbent et al, 2009a) involved development of congruent illness beliefs 

between partners, aligning to realisticgoal-setting and expectations around 

recovery. This would appear valuable in the prospective intervention, though 

there is also a place for developing dyadic coping strategies. For example, the 

‘CanCOPE’ intervention for early stage breast or gynaecological cancer (Scott, 

Halford & Ward, 2004) and a later iteration (Heinrichs et al, 2011) demonstrated 

improvements in distress and included a focus on communication training (the 

extent to which a couple can share emotional experiences). This focus on 

communication training involved self-discolsure of thoughts/feelings, empathic 

listening and monitoring to recognise and challenge negative thoughts in the 

partner, and would appear to potentially address the dysfunctional 

communication (protective buffering) evident in oesophageal cancer carers in 

Study V. Dyadic interventions delivered both face to face and at a distance (e.g. 

videoconference) in the cancer setting appear efficacious (Bahr & Krebs, 2013), 

with a blended approach potentially feasible. 

 

 

10.3  Clinical Application of Findings 

 

 

Study I identified the research evidence on survivorship in oesophageal cancer, 

with a number of gaps in relation to development of an evidence-based pathway 

to integrate psychological services with the treatment pathway. This thesis has 

contributed an answer to some of the questions, with opportunities for clinical 

application discussed throughout the thesis. Although the thesis has established 

and has modeled how illness perceptions may be used to inform the theoretical 
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basis of a psychological intervention, there are several broader issues deserving 

recognition which are highlighted now. 

 

 

Recognition of longer term psychological morbidity 

Follow-up post-treatment for oesophageal cancer in the United Kingdom is by 

the specialist multidisciplinary team, with outpatient appointments from two-

four weeks post discharge at 3 monthly intervals for the first two years, and 6 

monthly interviews for the subsequent three years. Guidance in the form of the 

Improving Outcomes Guidance in Upper Gastro-Intestinal Cancer (2000) publication 

makes reference to timely psychological support for both oesophageal cancer 

patient and family carer, however the extent to which routine screening occurs 

for cancer carers in the clinical setting is unknown. As has been reported in Study 

II, levels of psychological morbidity are high for oesophageal cancer carers and 

display deterioration in carers of survivors 48 months post-diagnosis to 1 year 

follow-up. This aligns to similar levels of psychological morbidity post-treatment 

in oesophageal cancer survivors as summarised in the review, Study I. This 

evidences the need for clinicians to attenuate to psychological morbidity at an 

early stage in the treatment pathway, and to recognise the potential for 

fluctuating levels of psychological distress at more than 5 years post-diagnosis 

for this clinical population.  

 

It cannot be assumed that oesophageal cancer survivors and carers will adjust 

with increased time from curative treatment, which should inform the utilisation 

of distress screening for both survivor and carer in active treatment and during 

follow-up alongside a formal pathway for psychological support. There are a 

number of short-form distress screening tools with strong psychometric qualities 

(Vodermaier, Linden, & Siu, 2009) including the single-item distress thermometer 

which has been validated with cancer carers (DT; Zwahlen, Hagenbuch, Carley, 

Recklitis, & Buchi, 2008).  Although there is opportunity to screen patients and 

carers for distress at outpatient appointments, a study has also reported the 

feasiblity of distress screening using the DT in a community-based telephone 
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service (Hawkes, Hughes, Hutchison & Chambers, 2010) which may align to the 

role of the Upper GI CNS.  

 

With increasing interest in the UK towards patient-led and nurse-led follow-up 

(e.g. Macmillan, 2015), the heightened risk of psychological distress as a late 

effect in oesophageal cancer survivors and carers needs to be considered in 

survivorship care planning. 

 

Opening communication on psychological support 

Although this thesis evidences the need to screen both oesophageal cancer 

survivors and carers post-treatment for psychological distress, Study VI reports 

hesitance for this as a definitive approach for ascertaining access to 

psychological support from oesophageal cancer survivors, carers and HCPs. This 

reflects considerations on the appropriateness/effectiveness of distress 

screening from the wider research literature (Meijer et al, 2011; Carlson, Waller & 

Mitchell, 2012). In cognisance that expressed need is also an important construct 

(Faller et al, 2016), it would be recommended to screen for distress in association 

with assessing desire for support (Merckaert,, Libert, Messin et al, 2010; Salmon, 

Clark, McGrath & Fisher, 2015). Participants in Study VI recommended giving 

information on psychological support to all oesophageal cancer survivors and 

carers along with the autonomy to decide whether to take up the support, an 

empowering approach similarly suggested by Coyne (2013) and others in the 

cancer literature. With none of the survivor and carer participants in Study VI 

reporting to have received information on psychological support from clinicians 

during the treatment pathway and the fluctuating levels of distress observed in 

this population (Dempster et al, 2011a; Study II), this information needs to be 

provided alongside distress screening at multiple time-points and in a variety of 

formats.  

 

Study VI reported between diagnosis and treatment to be a key period of 

heightened distress, although HCPs felt this was not the most amenable time for 

introducing a tailored psychological support intervention. There is however 
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opportunity at this stage for timely psychological support within scheduled 

appointments with the Upper GI CNS. The Upper GI CNS is identified as one of 

the key existing forms of psychological support for this clinical population (Study 

VI). Recognition is needed as to the development potential of this role, including  

the committment of the multi-disciplinary team in how the CNS may provide 

support in helping patients and carers adjust to their diagnosis at this early stage 

(Study V) within the constraints of an underresourced workforce  (Macmillan 

Cancer Support, 2014a).   

 

Few oesophageal cancer patients appear willing to be referred to psychological 

services (Jacobs, Anderegg, Schoorlemmer et al, 2016), despite reporting high 

levels of psychological distress (Jacobs et al, 2016) and expressing high levels of 

need (Study VI).  It is likely related to endemic issues with psycho-oncology as a 

whole, with findings in Study VI mirroring two models of patient and healthcare 

barriers to engaging with psychological services. (Carolan et al, 2017; Dilworth, 

Higgins, Parker, Kelly & Turner, 2014). In a clinical population with known 

heightened levels of distress, there is an impetus for clinician training to focus on 

alleviating patient perceived barriers (e.g. stigma of psychological services, not 

recognising benefits of support) in addition to clinician barriers (e.g. lack of 

awareness of services and referral pathway, unaware of format and benefits of 

support). This may be partly facilitated through focused communication skills 

training, for example the SAGE and THYME model of patient-focused support 

(Connolly, Perryman, McKenna et al, 2010) which is utilised in training for 

clinicians in HSC Trusts across the UK. Given the cultural and organisational 

barriers identified, commitment will be required at each clinical site to ensure 

integration of psychological support into the treatment pathway.  

 

Opportunity for peer support 

Lastly, it is important to reference the role of patient peer support which has 

been a prevalent theme in much of the research on the lived experience of the 

oesophageal cancer survivor and carer (Study I; IV; V; VI). Contact with patient 

peers is perceived to fulfill a range of functions in helping the survivor and carer 
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adjust to the condition post-treatment. Experiential information from other 

cancer patients has received a lack of critical attention, despite the increasing 

availability of this type of information outside of the formal healthcare setting 

(Rini et al, 2006). As evidenced in Study IV, this information is likely to be 

adaptive for the oesophageal cancer survivor and carer in normalising feelings, 

promoting help seeking and helping to foster a more realistic illness trajectory. 

Although peer contact may be particularly valuable for the oesophagel cancer 

survivor and carer, clinicians should be cognisant of the potential for negative 

interactions, as reported in previous research (Clarke et al, 2009; Mills & Sullivan, 

2000). Study V provided further understanding of the conditions under which 

negative interaction this may occur; with patients who do not perceive a shared 

identity with their peer (e.g. a different treatment modality) or when their peer 

is perceived to be have recovered a higher level of physical functioning.  The 

rationale for assuming peer support would be warranted needs to be carefully 

considered given the potential risk of maladaptive outcome.  

 

Structured peer support programmes may offer a more manageable alternative. 

This may include one to one peer-support (Macvean, White & Sanson-Fisher, 

2008), with one study reporting on a structured peer support programme where 

cancer survivors were trained in motivational interviewing to provide emotional 

support via telephone to carefully ‘matched’ peers (Allicock et al, 2014). 

 

 

 

10.4  Future Research Directions 

 

 

As identified in Study I, the research body relating to survivorship for the 

oesophageal cancer survivor and their family carer is an emergent one. There is a 

need to continue building an understanding of the supportive care needs of this 

increasing clinical population, particularly in the United Kingdom which has the 
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highest rates of oesopohagael adenocarcinoma in the world (Bollschweiler, 

Wolfgarten, Gutschow, & Hölscher, 2001) and which will continue to increase, as 

in other western countries, as a result of an ageing population (Ferlay et al, 

2010). Although areas for future research enquiry have been cited throughout 

the thesis, several key areas are highlighted here. 

 

The aim of this thesis was to progress our understanding of illness beliefs as a 

determinant of distress in oesophageal cancer survivors and their family carer; 

modeling psychological theory and identifying key characteristics towards 

informing the development of a theoretically informed, evidence based 

intervention to reduce psychological distress. In building the evidence base as 

detailed through Studies I-VI, the next step would be a pilot and feasibility study 

to test a novel intervention aiming to reduce distress in psychological survivors 

and carers. This is urgently needed given the dearth of psychological 

interventions to reduce psychological distress in this clinical population, with the 

one existing study including psychological distress as an outcome (Zhang et al, 

2013) focused solely on the survivor and reporting no effect. The intervention 

would also address the significant dearth of interventions based on the CSM to 

improve psychological outcomes in cancer patients. The randomised pilot and 

feasibility study should test procedures, outcomes and validated tools, estimate 

recruitment and attrition rates, and calculate the sample size required for a 

definitive randomised trial. In cognisance with Medical Research Council 

recommendations (Moore, Audrey, Barker et al, 2015) and the various factors 

identified in Study VI which may influence engagement with psychological 

support, the trial should include a process evaluation where, through qualitative 

research, factors influencing the implementation and sustainability of the 

intervention in practice may be identified. A larger trial would subsequently 

provide rigorous evidence for adoption into clinical guidelines on the 

management of oesophageal cancer (Lordick et al, 2016) or indeed form the 

basis of guidelines specific to psychological management, as have been 

developed in head and neck cancer (Humphris, 2016).  
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In considering oesophageal cancer survivorship as a broader area, two 

systematic reviews (Jerrett et al, 2013; Richardson et al, 2011) have highlighted 

the ‘best buys’ for cancer survivorship research to focus on longitudinal 

assessments which describe the needs and experiences of survivors across the 

illness trajectory. Study I highlights the dearth of assessment of psychological 

morbidity and health related quality of life with oesophageal cancer survivors 

and carers at more than 5 years post-diagnosis. There is evidence that 

heightened psychological morbidity is sustained in this clinical population 

(Dempster et al, 2011a; Study II), though with a lack of longer term assessment it 

is unclear whether these survivors and carers adjust with time. Study III with a 

sample of oesophageal cancer survivors and carers at median of 5.5 years post-

diagnosis reports lower levels of psychological morbidity than in less late term 

samples (Dempster et al, 2011a; Study II), however this study was not adequately 

powered to find an effect. A prospective study which assesses participants from 

diagnosis through to > 5 years post-diagnosis would answer this question. Health 

related quality of life similarly has been given a dearth of attention in longer term 

survivors, with some exception (Greene, DeMeester, Worrell et al, 2014; Schandl 

et al, 2016),   along with symptom burden as measured using check-lists (Honda, 

Wakita, Onishi et al, 2014) or inductively as demonstrated with visual methods 

(Study III). Cancer survivors in the transitional and permanent survivor stage are 

not a homogeneous group, rather experiencing a varying degree of long-term 

and late effects according to their particular diagnosis and treatment regime 

(Miller, Merry & Miller, 2008). With the focus of this thesis largely on survivors 

and carers a median of 4-5.5 years post-diagnosis reporting significant supportive 

care need, further investigation is required past this time point in order to inform 

adequate timing and structure of post-treatment follow-up for which the focus is 

on symptoms, nutrition and psychosocial support (Lordick et al, 2016). 

 

Fear of recurrence is unknown in oesophageal cancer survivors, but emerged as 

heightened in oesophageal cancer carers of survivors at 4.5 years post-diagnosis 

(Study II) and was emergent for survivors in both the illness perception drawings 

(Study III) and serial interview study (Study V). A systematic review (Koch, 
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Jansen, Brenner & Arndt, 2013) and our research with carers (Study II) reveal this 

to be a stable construct over time, and may particularly be the case for 

oesophageal cancer survivors for whom survival continues to decline when 

measured at 10 years post-surgery (Oezcelik et al, 2012). Further research has 

been recommended to clarify predictors of elevated fear of recurrence (Crist, & 

Grunfeld, 2013) and an investigation of illness perceptions within a prospective 

study with oesophageal cancer survivors would be warranted given the 

relationship with fear of recurrence and control beliefs in carers (Study II).   

 

In the oesophageal cancer literature there has been little focus on determinants 

of distress in patients and carers outside of what constitutes a mood disorder. 

Although poorly defined (see Phillips, 2009), distress is considered to be a 

transient and often ‘normal’ or appropriate response to specific stressors which 

with adjustment will not progress to the level of a mood disorder. It is however 

often difficult to distinguish between adaptive and maladaptive distress 

(Horwitz, 2007), leading to the pathologising of a normative reaction to a 

stressor and psychological intervention where it may not be beneficial. It is 

important to balance the need to ensure psychological support is available 

where needed, and avoid unnecessarily pathologising the cancer experience 

(Pessin, Rosenfeld & Breitbart, 2002; Watson & Bultz, 2010). Future research 

efforts may focus further on identification and understanding of stressors for 

oesophageal cancer survivors and carers along the illness trajectory, alongside 

building a consensus on what may constitute a maladptive response for different 

individuals. 

 

Although the majority of oesophageal cancer patients are treated surgically, the 

supportive care needs of the small number of highly selected patients 

(Lagergren & Lagergren, 2013) undergoing chemo-radiotherapy as a definitive 

treatment are unknown (Study I). A chemo-radiotherapy participant in Study V 

experienced a lack of a shared identity with other survivors, resulting in negative 

social comparison and a high belief in recurrence with the possibility of salvage 

surgery not alleviating concerns. The participant perceived information provision 
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to be focused on the surgical treatment model.  Along with including 

psychological distress as an outcome measure in on-going evaluations of this 

treatment modality, it may be fruitful to build an understanding of experience 

and needs of this specific patient group through further longitudinal qualitative 

work, particularly valuable in capturing the experience of transition periods such 

as in the advent of salvage surgery. 

 

 This thesis focused on the psychological distress of oesophageal cancer patients 

and carers on a curative treatment pathway. The existing research evidence as 

reviewed in Study I and developed throughout the thesis can be contrasted to 

the far lesser understanding we have of the needs of the palliative care patient. 

As identified in a recent systematic review (Cowley, Evans, Bath-Hextall, & 

Cooper, 2016), there is little research evidence to inform the best model for 

delivering palliative and supportive care to this patient group, of which 

psychological support is a core component (Sepulveda, Marlin, Yoshida, & 

Ullrich, 2002). Furthermore there are currently no multi-disciplinary interventions 

to improve quality of life in this population (Cowley, Bath-Hextall, & Cooper, 

2017), with the existing research focus on providing specific palliative 

interventions such as palliative oncology surgery (Ahmed, Ahmedzai, Vora, 

Harrison, & Paz, 2004).  This is a significant clinical population, with three 

quarters of oesophageal cancer patients on a palliative pathway from diagnosis 

(Coupland et al, 2013) and a high possibility of transition to a palliative pathway 

with cancer recurrence (Allum et al, 2009). The levels of psychological morbidity 

in this population have been assessed in one study of curative and palliative 

oesophageal cancer patients (Bergquist, Ruth, & Hammerlid, 2007). Those on a 

palliative pathway reported higher depression but no other patient 

characteristics or medical variables were identified as significant predictors of 

psychological morbidity. There is a need to understand the determinants of 

psychological distress in this population towards integrating psychological 

intervention with the treatment pathway, with illness perceptions a potential 

predictor in explaining variance in psychosocial outcomes in advanced cancer 
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(e.g. Price, Goodwin, Rayner et al, 2012), including dyadic adjustment and 

adaptive advanced illness behaviours (Croom, 2013).  

 

Lastly, the thesis included the use of several emergent methods to identify and 

understand illness perceptions as a determinant of psychological morbidity in 

oesophageal cancer survivors and carers. There are implications for future 

research within oesophageal cancer but also more broadly in further exploring 

the utility of such methods.  For example, Study II utilised cluster analysis to 

identify groups of carers with a similar change in illness perceptions over time 

which corresponded with a change in psychological morbidity. Although there is 

guidance on the most appropriate type of analysis to perform within illness 

perception research (Clatworthy et al, 2007), the most valuable application of 

cluster analysis towards informing intervention development has yet to be 

ascertained. Cluster analysis has been used to classify groups sharing similar 

illness perceptions which are associated with different coping strategies and 

outcome at one point in time (Medley, Powell, Worthington, Chohan & Hones, 

2010; Miglioretti, Mazzini, Oggioni, Testa & Monaco, 2008) and to classify groups 

sharing similar illness perceptions which are predictive of coping and outcome 

longitudinally (Harrison, Robertson, Graham et al, 2014). Cluster analysis has also 

been applied at several different time-points to classify groups changing their 

illness perception schema from ‘positive’ to ‘negative’ across time (Crawshaw, 

Rimington, Weinman & Chilcot, 2015; Kohlmann, Rimington & Weinman, 2012), 

and as with Study II to identify groups with a similar change in illness perceptions 

over time in relation to outcome (Kaptein et al, 2010). The different applications 

raise questions as to the stability of clusters and the appropriate time to utilise 

cluster analysis to classify groups of patients/carers. Although Study II provided 

the first demonstration of cluster analysis as applied to a carer sample, further 

exploration is warranted in relation to the methodology may be utilised with 

patient-carer dyads. Cluster analysis has yet to be applied to identify a group of 

participants for a targeted intervention, and dependent on the stability of 

clusters it may be that different interventions are needed for different groups of 

people sharing similar illness perception schema. With a recognised need to 
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enrich the assessment of illness perceptions (Benyamini, 2011), there is also an 

impetus to connect emergent methodologies with intervention development.  
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Appendix B. Study II Participant Questionnaire Pack 

 

VIEWS ABOUT THEIR MEDICAL CONDITION 

 
We are interested in your own personal views of how you now see the medical 

condition of the person that you care for. When we refer to “medical condition” we 

mean the condition that the person you care for has experienced in relation to their 

oesophagus – this may be, for example, Barrett’s Oesophagus or oesophageal cancer. 

The person you care for may be waiting for treatment, or may already have received 

treatment / surgery. Please indicate how much you agree or disagree with the 

following statements about the illness by ticking the appropriate box. 

 
 VIEWS ABOUT THEIR 

MEDICAL CONDITION 

Strongly 

Disagree 

Disagree Neither 

Agree Nor 

Disagree 

Agree Strongly 

Agree 

1 Their medical condition will 

last a short time 
     

2 Their medical condition is 

likely to be permanent rather 

than temporary 

     

3 Their medical condition will 

last for a long time 
     

4 Their medical condition will 

pass quickly 
     

5 I expect them to have this 

medical condition for the rest 

of their life 

     

6 Their medical condition is a 

serious condition 
     

7 Their medical condition has 

major consequences on their 

life 

     

8 Their medical condition does 

not have much effect on their 

life 

     

9 Their medical condition 

strongly affects the way others 

see them 

     

10 Their medical condition has 

serious financial consequences 

for them 

     

11 Their medical condition causes 

difficulties for those who are 

close to them 

     

12 There is a lot which they can do 

to control their symptoms 
     

13 What they do can determine 

whether their medical 

condition gets better or worse 
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  Strongly 

Disagree 

Disagree Neither 

Agree Nor 

Disagree 

Agree Strongly 

Agree 

14 The course of their medical 

condition depends on them 
     

15 Nothing they do will affect 

their condition 
     

16 They have the power to 

influence their medical 

condition 

     

17 Their actions will have no 

affect on the outcome of their 

medical condition 

     

18 Their medical condition will 

improve in time 
     

19 There is very little that can be 

done to improve their medical 

condition 

     

20 Their treatment will be 

effective in curing their 

medical condition 

     

21 The negative effects of their 

medical condition can be 

prevented (avoided) by their 

treatment 

     

22 Their treatment can control 

their medical condition 
     

23 There is nothing which can 

help their medical condition 
     

24 The symptoms of their medical 

condition are puzzling to me 
     

25 Their medical condition is a 

mystery to me 
     

26 I don’t understand their 

medical condition 
     

27 Their medical condition 

doesn’t make any sense to me 
     

28 I have a clear picture or 

understanding of their medical 

condition 

     

29 The symptoms of their medical 

condition change a great deal 

from day to day 

     

30 Their symptoms come and go 

in cycles 
     

31 Their medical condition is very 

unpredictable 
     

32 They go through cycles in 

which their medical condition 

gets better and worse. 
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  Strongly 

Disagree 

Disagree Neither 

Agree Nor 

Disagree 

Agree Strongly 

Agree 

33 I get depressed when I think 

about their medical condition 
     

34 When I think about their 

medical condition I get upset 
     

35 Their medical condition makes 

me feel angry 
     

36 Their medical condition does 

not worry me 
     

37 The fact that they have this 

medical condition makes me 

feel anxious 

     

38 Their medical condition makes 

me feel afraid 
     

39 Their medical condition has 

major consequences for my life 
     

40 Their medical condition does 

not have much effect on my life 
     

41 Their medical condition 

strongly affects the way others 

see me 

     

42 Their medical condition has 

serious financial consequences 

for me 

     

43 There is a lot which I can do to 

control their symptoms 
     

44 What I do can determine 

whether their medical 

condition gets better or worse 

     

45 The course of their medical 

condition depends on me 
     

46 Nothing I do will affect their 

medical condition 
     

47 I have the power to influence 

their medical condition 
     

48 My actions will have no effect 

on the outcome of their medical 

condition 

     

49 The symptoms of their medical 

condition are puzzling to them 
     

50 Their medical condition is a 

mystery to them 
     

51 They don’t understand their 

medical condition 
     

52 Their medical condition 

doesn’t make any sense to them 
     

53 They have a clear picture or 

understanding of their medical 

condition 
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  Strongly 

Disagree 

Disagree Neither 

Agree Nor 

Disagree 

Agree Strongly 

Agree 

54 They get depressed when they 

think about their medical 

condition 

     

55 When they think about their 

medical condition they get 

upset 

     

56 Their medical condition makes 

them feel angry 
     

57 Their medical condition does 

not worry them 
     

58 Having this medical condition 

makes them feel anxious 
     

59 Their medical condition makes 

them feel afraid 
     

 

 

 

 

 

 

 

CAUSES OF THEIR MEDICAL CONDITION 

 
We are interested in what you consider may have been the cause of the medical 

condition of the person you care for. As people are very different, there is no correct 

answer for this question. We are most interested in your own views about the factors 

that caused their medical condition rather than what others including doctors or 

family may have suggested to you. Overleaf is a list of possible causes for their 

medical condition. Please indicate how much you agree or disagree that they were 

causes of the medical condition for the person you care for by ticking the appropriate 

box. 
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 POSSIBLE 

CAUSES 

Strongly 

Disagree 

Disagree Neither 

Agree 

Nor 

Disagree 

Agree Strongly 

Agree 

1 Stress or worry      
2 Hereditary - it runs in 

their family 
     

3 A germ or virus      
4 Diet or eating habits      
5 Chance or bad luck      
6 Poor medical care in 

their past 
     

7 Pollution in the 

environment 
     

8 Their own behaviour      
9 Their mental attitude 

e.g. thinking about life 

negatively 

     

10 Family problems or 

worries caused their 

medical condition 

     

11 Overwork      
12 Their emotional state 

e.g. feeling down, lonely, 

anxious, empty 

     

13 Ageing      
14 Alcohol      
15 Smoking      
16 Accident or injury      
17 Their personality      
18 Altered immunity      
 

 

 

In the table below, please list in rank-order the three most important factors that you 

now believe caused their medical condition. You may use any of the items from the 

box above, or you may have additional ideas of your own. 

 

 

The most important causes for me:- 

 
1. _______________________________________ 

 

2. _______________________________________ 

 

3. _______________________________________ 
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DEALING WITH THEIR MEDICAL CONDITION 
 

These questions deal with ways you've been coping with the stress in your life since 

you found out the person you care for has this medical condition.  There are many 

ways to try to deal with problems.  These questions ask what you've been doing to 

cope with this issue.  Obviously, different people deal with things in different ways, 

but we are interested in how you've tried to deal with it.  Each item says something 

about a particular way of coping.  We want to know to what extent you've been 

doing what the item says: how much or how frequently.  Don't answer on the basis of 

whether it seems to be working or not—just whether or not you're doing it. Try to 

rate each item separately in your mind from the others.  Make your answers as true 

FOR YOU as you can. 

 

 

People have many ways of coping with the stress that medical conditions put them 

under. How stressful has the last week been for you? 

 

Very stressful          Moderately stressful Slightly stressful Not at all 

stressful 

 

           

  

 

 

Have you worried about their medical condition in the last week? 

 

Most of the time A lot of the time Some of the time None of the time 

           

  

 

 

On the following pages is a list of different methods of coping. Think about how you 

have coped in the last week and circle how often you have used each method 

described. No one uses all the ways of coping described, but everyone uses some of 

them. 

 

IN THE LAST WEEK DID YOU: 

  Very 

often 

Often Sometimes Not at all 

1. Make definite plans for the future? 4 3 2 1 

2. Try breathing slowly and deeply to 

cope with anxiety? 

4 3 2 1 

3. Distract yourself from worrying 

thoughts? 

4 3 2 1 

4. Remind yourself that their aches and 

pains could be caused by things other 

than their medical condition 

deteriorating? 

4 3 2 1 

5. Make a list of priorities for the week so 

that you got important things done? 

4 3 2 1 
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  Very 

often 

Often Sometimes Not at all 

6. Stand back to get the seriousness of 

their medical condition into 

proportion? 

4 3 2 1 

7. Look for what strengths you have to 

cope with their medical condition? 

4 3 2 1 

8. Cope with frustration by channelling it 

into other things (e.g. physical activity 

like housework or gardening)? 

4 3 2 1 

9. Remind yourself of what things you 

still have in life despite their medical 

condition? 

4 3 2 1 

10. Organize your day so that you got the 

most out of it, despite their medical 

condition? 

4 3 2 1 

11. Practice relaxation? 4 3 2 1 

12. Confronted worrying thoughts? 4 3 2 1 

13. Plan your day so that you got on with 

some activities unrelated to their 

medical condition? 

4 3 2 1 

14. Make sure you thought of some of the 

positive aspects of your life? 

4 3 2 1 

 
 

Think of how you and the person you care for have coped in the last week. 

 

IN THE LAST WEEK DID YOU: 

  Very 

often 

Often Sometimes Not at all 

15. Get involved in an activity that helped 

the person you care for cope with their 

medical condition? 

4 3 2 1 

16. Talk with the person you care for 

about the impact of their medical 

condition on your lives? 

4 3 2 1 

17. Ask the person you care for what (s)he 

was thinking, rather than making 

assumptions? 

4 3 2 1 

18. Try to see their medical condition as a 

challenge that you and the person you 

care for have to face together? 

4 3 2 1 

19. Discuss how you could help support 

them? 

4 3 2 1 

20. Talk to the person you care for about 

how you could organize things to take 

some pressure off them (e.g. changing 

who does household chores)? 

 

4 3 2 1 
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  Very 

often 

Often Sometimes Not at all 

21. Think of how their medical condition 

had brought you and the person you 

care for closer together? 

4 3 2 1 

 

 

 

INFORMATION ABOUT ME 

 
 

Please answer the following questions about yourself. Your answers will not be used 

to identify you. 

 

 

Are you male or female? ________________________________________ 

 

 

 

What is your age? ______________________________________________ 

 

 

 

Where do you live? England N. Ireland  Scotland  Wales 

 

   Channel Islands Rep. of Ireland Other (state): 

 

 

 

How would you describe your current living arrangements? 

 

Single     Married Living with a partner      Divorced/Separated       Widowed 

 

 

 

How would you describe your current employment status?  
 

F/T Employed       P/T Employed  Unemployed     Retired 

 

 

 

What is your relationship to the person you care for?  

 

This person is my: ____________________________________________ 
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HOW I FEEL 

We want to understand how you feel at the moment. Please choose (by circling your 

choice) one response from the four given for each statement. Give an immediate 

response – do not think too long about your answers. 

1. I feel tense or "wound up." 

 

1. Most of the time 

2. A lot of the time 

3. From time to time, occasionally 

4. Not at all 

 

 

2. I still enjoy the things I used to 

enjoy. 

 

1. Definitely as much 

2. Not quite as much 

3. Only a little 

4. Hardly at all 

 

 

3. I get a sort of frightened feeling 

as if something awful is about to 

happen. 

 

1. Very definitely and quite badly 

2. Yes, but not too badly 

3. A little, but it doesn't worry me 

4. Not at all 

 

 

4. I can laugh and see the funny side 

of things. 

 

1. As much as I always could 

2. Not quite so much now 

3. Definitely not so much now 

4. Not at all 

 

 

5. Worrying thoughts go through 

my mind. 

 

1. A great deal of the time 

2. A lot of the time 

3. From time to time but not too often 

4. Only occasionally 

 

6. I feel cheerful. 

 

1. Not at all 

2. Not often 

3. Sometimes 

4. Most of the time 

 

 

7. I can sit at ease and feel relaxed. 

 

1. Definitely 

2. Usually 

3. Not often 

4. Not at all 

 

 

 

8. I feel as if I am slowed down. 

 

1. Nearly all the time 

2. Very often 

3. Sometimes 

4. Not at all 

 

 

 

 

9. I get a sort of frightened feeling 

like "butterflies" in the stomach. 

 

1. Not at all 

2. Occasionally 

3. Quite often 

4. Very often 

 

 

10. I have lost interest in my 

appearance. 

 

1. Definitely 

2. I don't take so much care as I should 

3. I may not take quite as much care 

4. I take just as much care as ever 
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11. I feel restless as if I have to be on 

the move. 

 

1. Very much indeed 

2. Quite a lot 

3. Not very much 

4. Not at all 

 

 

12. I look forward with enjoyment 

to things. 

 

1. As much as I ever did 

2. Rather less than I used to 

3. Definitely less than I used to 

4. Hardly at all 

 

13. I get sudden feelings of panic. 

 

1. Very often indeed 

2. Quite often 

3. Not very often 

4. Not at all 

 

 

 

14. I can enjoy a good book or radio 

or TV program. 

 

1. Often 

2. Sometimes 

3. Not often 

4. Very seldom 

 



 
 

 

This section should only be completed by you if you care for a person 

who has received a diagnosis of oesophageal cancer who has received 

surgery. 
 

 

The following questions ask you to tell us about any worries you may have about the 

possibility of oesophageal cancer recurrence in the person you care for (i.e. the 

possibility that the oesophageal cancer will come back). 

 

 

For the following four questions please circle the number that comes closest 

to the way you feel. For example, for the first question you should circle "1" 

if you don’t think about recurrence at all, circle "6" if you think about 

recurrence all the time, or circle "2", "3", "4" or "5" if the amount of time 

you spend thinking about recurrence is somewhere in between.  

 

 

1. How much time do you spend thinking about the possibility that the oesophageal 

cancer could return?  

1  

I Don't Think  

About It At All  

2  3  4  5  6  

I Think About  

It All The Time  

 

 

2. How much does the possibility that the oesophageal cancer could return upset you?  

 

1  

It Does Not Upset Me At All  

2  3  4  5  6  

It Makes Me Extremely Upset  

 

 

3. How often do you worry about the possibility that the oesophageal cancer could 

return?  

1  

I Never Worry About It  

2  3  4  5  6  

I Worry About It All The Time 

 

  

4. How afraid are you that the oesophageal cancer may return?  

 

1  

Not At All Afraid  

2  3  4  5  6  

Very Afraid  
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Appendix C. Study III Participant Information Sheet 

 

                                                                       
                                               

 
 

 

 

 

Participant Information Sheet 

 

Study Title:      Illness representations, psychological wellbeing and peer-advice giving  

                          Among oesophageal cancer survivors and carers 
 

Researchers:     Miss Kathryn Mc Aree (School of Psychology, Queen’s University Belfast) 

              Miss Lisa Graham (School of Psychology, Queen’s University Belfast) 

                            Dr Martin Dempster (School of Psychology, Queen’s University Belfast) 

                            Oesophageal Cancer Fund (facilitated by chairperson and board of Trustees) 

                        

 

We would like to invite you to take part in our research study, conducted by researchers 

from the School of Psychology alongside the Oesophageal Cancer Fund. Before you decide 

we would like you to understand why the research is being done and what it would involve 

for you.  

 

Purpose of Research Study 

 

The purpose of the research is to better understand the beliefs individuals hold about their 

cancer, how these relate to the ways in which they cope with their cancer, and the impact 

this has on their psychological adjustment. Research in other illnesses has shown that 

interventions which target an individual’s illness beliefs can be successful in enhancing 

emotional well-being. The study also aims to explore peer-advice giving in oesophageal 

cancer survivors.  

 

It is our intention to use the information that you provide towards the development of a 

psychological intervention, to enhance the psychological wellbeing of newly diagnosed 

patients and carers. 

 

You have been invited to take part in this study as you have received a diagnosis of 

oesophageal cancer. The chairperson and trustees of the OCF have identified supporters of 

 
 
 
 
School of Psychology 
Queen’s University Belfast 
Belfast BT7 1NN                                       
Northern Ireland                                                       
Tel: +44 (0)28 9097 5445                                                       
Fax. +44 (0)28 9097 5486                                                                                                                                             
lgraham28@qub.ac.uk                                                                                                                                             
m.dempster@qub.ac.uk                                                                                                                                                      
www.psych.qub.ac.uk 

 

http://www.google.co.uk/imgres?um=1&hl=en&safe=off&sa=N&biw=1920&bih=980&tbm=isch&tbnid=rw3kJpvk0kADjM:&imgrefurl=http://vcoffice.um.edu.my/2010/11/notice/&docid=DoFTo3IbEBk-IM&imgurl=http://vcoffice.um.edu.my/wp-content/uploads/2010/07/QUB_logo.gif&w=1780&h=670&ei=JqOSUPpNg9fRBZrigaAF&zoom=1&iact=hc&vpx=974&vpy=178&dur=788&hovh=138&hovw=366&tx=193&ty=70&sig=116349299797604044604&page=1&tbnh=106&tbnw=280&start=0&ndsp=52&ved=1t:429,i:81
mailto:m.dempster@qub.ac.uk
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their organisation, all of whom will be invited to take part in this research study. This study 

will involve approximately 30 pairs of supporters. 

 

It is up to you to decide to join the study. We will describe the study and if you agree to take 

part, we will then ask you to sign a consent form.  

 

 

Requirements of Research Study 

 

If you agree to take part in the research, it will involve completing a survey which will ask you 

questions about the beliefs you hold about your condition, the ways in which you cope with 

this, and your psychological wellbeing. Questions will also ask you to detail any advice that 

you feel could benefit newly diagnosed oeosphageal cancer patients. 

 

We are interested in exploring the experiences of both oesophageal cancer survivors and 

their carer in this research study. By carer we mean the survivor’s main source of support 

(physical or emotional), which could be a partner, a relative, or perhaps a close friend (who is 

over 18 years of age). The nomination of a carer is not a requirement of your own 

participation in the study. Similarly, if you are the partner/relative/friend of an individual 

with an oesophageal cancer diagnosis, you may take part in the research even if they decide 

not to.   

 

Alongside this information sheet we have provided two surveys (for survivor and carer), two 

consent forms, and two socio-demographic information forms. In order to achieve as candid 

a response as possible, we would ask that you complete your own questionnaire pack in 

private. Once you have completed your questionnaire pack, please return them to the School 

of Psychology at your earliest convenience.  An addressed, freepost envelope is provided for 

both the survivor’s questionnaire pack and the carer’s questionnaire pack. 

 

Confidentiality 

 

Your participation in this study and any information you provide will be kept secure and 

confidential, at Queen’s University Belfast. Upon entering the study, your information and 

that of your nominated carer will be coded so that you are not personally identifiable. The 

only people who will have access to the information provided in the study are the 

researchers listed at the beginning of this document. Any results which are published within 

the scientific community will not include any information which is at all personally 

identifiable. 

 

In exceptional circumstances, when it is believed that there sufficient evidence to raise 

serious concern about the safety of participants and other persons in contact with them 

(including children and vulnerable adults), confidentiality may be breached in order to 

provide appropriate support to the participant.  

 

Possible Risks and Benefits of Participation 
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This research has been given a favourable opinion by the research ethics committee of the 

School of Psychology, Queen’s University Belfast. Similar research that has been carried out 

by the research team has not received any reports of psychological discomfort on the 

participant’s behalf. Any complaints about how you were treated at any point in the study 

should be directed in the first case to Miss Lisa Graham or Dr Martin Dempster. 

 

Many past participants have expressed benefits from their experience, including a greater 

understanding of their cancer experience. We cannot promise this study will help you 

personally but the information we get from the study will help improve the well-being of 

future patients diagnosed with upper gastrointestinal cancer.  

 

Withdrawal from Study 

 

If at any point (up until you return your questionnaire pack) you do not wish to continue with 

the study, you are free to withdraw without giving a reason. In the case of withdrawal from 

the study, no more communication will be received from the research team. Information 

provided until that point will be included in the dataset unless otherwise specified by 

yourself. 

 

Next steps 

 

If you have any questions, please speak to one of the researchers who can be contacted by 

both telephone and email. These details can be found below. Feel free to talk to others 

about the study to help you make your decision.  If we do not hear from you within two 

weeks we will send you a reminder to see whether you wish to proceed or not.  

 

If you require any additional information or have any questions at any point during the 

study, you can contact the researchers at the address at the beginning of this information 

sheet or the email addresses/phone numbers below: 

 

Miss Kathryn Mc Aree      Email: kmcaree02@qub.ac.uk        Telephone:  +353 (0)862131823 

Miss Lisa Graham            Email: lgraham28@qub.ac.uk            Telephone:  +44  07752 910544 

Dr Martin Dempster        Email: m.dempster@qub.ac.uk      Telephone:   +44 (0)2890975547 

 

 

Many thanks for participating in our research. 

This information sheet is yours to keep for your records. 

 

 

mailto:kmcaree02@qub.ac.uk
mailto:lgraham28@qub.ac.uk
mailto:m.dempster@qub.ac.uk
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Appendix D. Study III Participant Questionnaire Pack 

 

Participant Questionnaire Pack 

Participant 

 

 
 

This questionnaire booklet is for the individual who is living with and 
beyond a diagnosis of oesophageal cancer to fill out.  

 
Please take your time in filling out the questionnaire booklet. It is 

important that the questionnaire is filled out in private. After filling out 
the questionnaire, please place it in the stamped-addressed-envelope 

enclosed and post back to Queen’s University Belfast. 
 

Many thanks on behalf of the research team for your continued 
participation in the research study; your support is very much 

appreciated. 
 
 

 

 

 

       

 

 
 

 
 

 
 
 
 
 
 

http://www.google.co.uk/imgres?um=1&hl=en&safe=off&sa=N&biw=1920&bih=980&tbm=isch&tbnid=rw3kJpvk0kADjM:&imgrefurl=http://vcoffice.um.edu.my/2010/11/notice/&docid=DoFTo3IbEBk-IM&imgurl=http://vcoffice.um.edu.my/wp-content/uploads/2010/07/QUB_logo.gif&w=1780&h=670&ei=JqOSUPpNg9fRBZrigaAF&zoom=1&iact=hc&vpx=974&vpy=178&dur=788&hovh=138&hovw=366&tx=193&ty=70&sig=116349299797604044604&page=1&tbnh=106&tbnw=280&start=0&ndsp=52&ved=1t:429,i:81
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Your illness beliefs 
 
 
We are interested in your beliefs about your oesophageal cancer. 
 
For the following questions, please circle the number that best corresponds to your views: 
 
 

 
How much does your condition affect your life? 

   

           
0 1 2 3 4 5 6 7 8 9 10 
 

No affect at 
all 

          
Severely 

affects my 
life 

           
How long do you think your condition will continue?    
           

0 1 2 3 4 5 6 7 8 9 10 
 

A very 
short time 

          
Forever 

           

 
How much control do you feel you have over your condition? 

   

           
0 1 2 3 4 5 6 7 8 9 10 
 

Absolutely 
no control 

          
Extreme 
amount 

           

 
How much do you think your treatment can help your 
condition? 

   

           
0 1 2 3 4 5 6 7 8 9 10 
 

Not at all 
          

Extremely 
helpful 

           

 
How much do you experience symptoms from your condition? 

   

           
0 1 2 3 4 5 6 7 8 9 10 
 

No 
symptoms 

at all 
 
 
 
 
 

          
Many 
severe 

symptoms 
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How concerned are you about your condition? 
 

   

           

0 1 2 3 4 5 6 7 8 9 10 
 

Not at all 
concerned 

          
Extremely 
concerned 

           

 
How well do you feel you understand your condition? 

   

           

0 1 2 3 4 5 6 7 8 9 10 
 

Don’t 
understand 

at all 

          
Understand 
very clearly 

           

How much does your condition affect you emotionally? (e.g. does it make you angry, 
scared, upset or depressed?) 

 
           

0 1 2 3 4 5 6 7 8 9 10 
 

Not at all 
affected 

emotionally 

          
Extremely 
affected 

emotionally 

 
 
                                                                                                                               
We are interested in what you consider may have been the cause of your illness. As people 

are very different, there is no correct answer for this question. We are most interested in 

your own views about the factors that caused your illness rather than what others including 

doctors or family may have suggested to you. Please note that cause does not necessarily 

imply factors within your control. 

 

Please list in rank-order the three most important factors that you believe caused your 

oesophageal cancer.  

 
The most important causes for me:- 

 
1. ______________________________________________ 
 
2. ______________________________________________ 
 
3. ______________________________________________ 
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Your psychological well-being 
 

Here is a list of problems people sometimes have. Please read each one carefully and select 

(tick) the response that best describes how much that problem has distressed or bothered 

you during the past 7 days (including today). How much were you distressed by: 

 Not at all A little bit Moderately Quite a 

bit 

Extremely 

Faintness or dizziness      

Feeling no interest in things      

Nervousness or shakiness inside      

Pains in heart or chest      

Feeling lonely      

Feeling tense or keyed up      

Nausea or upset stomach      

Feeling blue      

Suddenly scared for no reason      

Trouble getting your breath      

Feelings of worthlessness      

Spells of terror or panic      

Numbness or tingling in parts of 

your body 

     

Feeling hopeless about the 

future 

     

Feeling so restless you couldn’t 

sit still 

     

Feeling weak in parts of your 

body 

     

Thoughts of ending your life      

Feeling fearful      
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Peer Advice Giving 
 

Cancer survivors can provide a unique kind of emotional support. They can offer comfort and 

empathy by virtue of having gone through the experience, which can be invaluable to those 

individuals and their families newly diagnosed with the illness. 

a) Please describe, in as much detail as possible, any advice you would have for 

individuals who have been newly diagnosed with oesophageal cancer on how to 

cope emotionally with their cancer journey (including adjusting to life after 

treatment). 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Please note there is an additional page provided at the end of the booklet to use if needed 
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Your perception of your cancer 

People picture their oesophageal cancer in different ways. In this study, we are interested in 

the way you see your cancer. We would like you to draw your body, representing the 

limitations and difficulties relating to your condition as you continue to experience them.  

We are not interested in your drawing ability—a simple sketch is fine. We are interested in 

how you see your cancer. In the space below, please draw your cancer as it most commonly 

affects you. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Additional Page 
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Appendix E. Study III Research Ethics Committee Approval Letter 

 

School of Psychology 

Queen’s University 

Belfast 

David Keir Building 

18-30 Malone Road 

BELFAST BT9 5BN 

psychology@qub.ac.uk 

www.psych.qub.ac.uk 

 

5 March 2014 

 

 

Dear Student 

 

Your Psychology Ethics Ref No:  UG -154-2014 

 

I acknowledge receipt of your completed ethics application countersigned by two 

members of staff and the associated documentation.  I can confirm that your 

application including the risk assessment section has been approved and that you can 

now begin collection of data in consultation with your supervisor.  Please retain this 

letter and copy it as an appendix into your research report or thesis as proof of ethical 

approval. 

 

Yours faithfully 

 

 

 

Dr Ian Sneddon (Chair) 

Psychology Research Ethics Committee 

 
 

 

 

 

 

 

 

 

 

mailto:psychology@qub.ac.uk
http://www.psych.qub.ac.uk/
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Appendix F. Study V Participant Information Sheet 

 

                                                                       
                                               

 

 

 

Participant Information Sheet 

 

Study Title:        Longitudinal qualitative study of upper GI cancer support group patients and 

carers 

Researchers:      Lisa Graham, School of Psychology, Queen’s University Belfast 

                             Dr Martin Dempster, School of Psychology, Queen’s University Belfast) 

                               
 

We would like to invite you to take part in our research study, conducted by researchers 

from the School of Psychology at Queen’s University Belfast. Before you decide we would 

like you to understand why the research is being done and what it would involve for you.  

 

Purpose of Research Study 

 

The purpose of the research is to better understand the beliefs individuals and their support 

network hold about their cancer, and how they cope with their condition over time. 

Research in other illnesses has shown that interventions which target an individual’s illness 

beliefs can be successful in enhancing emotional well-being. This research study fits within a 

larger program which aims to develop a psychological intervention for patients and their 

family carers with upper gastrointestinal cancer. 

 

You have been invited to take part in this study as you have in the past received a diagnosis 

of upper gastrointestinal cancer, or are a partner/relative/friend of a person who has 

received a cancer diagnosis. This study will involve approximately 8 Oesophageal Patient 

Association members (and their partner/relative/friend). 

 

It is up to you to decide to join the study. We will describe the study and if you agree to take 

part, we will then ask you to sign a consent form.  

 

 

 

 
 
 
School of Psychology 
Queen’s University Belfast 
Belfast BT7 1NN                                       
Northern Ireland                                                       
Tel: +44 (0)28 9097 5445                                                       
Fax. +44 (0)28 9097 5486                                                                                                                                                                                                                                                                                                   
www.psych.qub.ac.uk 
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Requirements of Research Study 

 

If you agree to take part in the research, it will involve a face-to-face interview at two 

different time-points. The first interview will take place in the next month, and the following 

interview will take place in six months’ time. 

The interview may take place at the School of Psychology in Queen’s University, or in your 

own home. This is at your preference. The researchers will work with you to find a day and 

time that is most convenient for the interview to take place.  

 

As part of the study we would ask if there is someone you would identify as the main 

‘support’ in your life (in terms of physical and emotional support). This may be a partner, 

another family member, or a close friend, who is over 18 years of age. The nomination of a 

‘support’ person is not a requirement of your own participation in the study. Similarly, if you 

are the partner/relative/friend of an individual with an upper GI cancer diagnosis, you may 

take part in the research even if they decide not to.  

 

Although participants may decide to attend the venue for the interview together, it is 

important that the interview takes place individually as we are very interested in getting as 

candid an account as possible. 

  

On completion of the study, you will be given a debrief which will include an opportunity to 

ask questions about the study or wider research area, and give feedback on your experience 

of the interviews.  

 
 

Confidentiality 

 

Your participation in this study and any information you provide will be kept secure and 

confidential, at Queen’s University Belfast. The interview will be tape-recorded and then 

transcribed, at which point all personally identifiable information will be removed. The only 

people who will have access to the information provided in the study are the researchers 

listed at the beginning of this document. Any results which are published within the scientific 

community will not include any information which is at all personally identifiable. 

 

In exceptional circumstances, when it is believed that there sufficient evidence to raise 

serious concern about the safety of participants and other persons in contact with them 

(including children and vulnerable adults), confidentiality may be breached in order to 

provide appropriate support to the participant.  

 
 

Possible Risks and Benefits of Participation 

 

This research has been given a favourable opinion by the research ethics committee of the 

School of Psychology, Queen’s University Belfast. 
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Similar research that has been carried out by the research team has not received any reports 

of psychological discomfort on the participant’s behalf. It is however important to consider 

the amount of time you will be giving to take part in the interview at two time-points 

(approximately one hour at each time). We would ask you to only participate if you are sure 

you can commit to participating at both time-points. 

 

By taking part in the interviews, there is a possibility that issues will be raised which cause 

you distress.  However, the interviews are likely to cover topics which are raised on a regular 

basis in OPA meetings. If you wish to discuss any issues raised further, please contact the 

Freephone Macmillan Cancer helpline on: 0808 808 0000 

 

Many past participants have expressed benefits from their experience, including a greater 

understanding of their cancer experience. We cannot promise this study will help you 

personally but the information we get from the study will help improve the well-being of 

future patients diagnosed with upper gastrointestinal cancer.  
 

 

Withdrawal from Study 

 

If you do not wish to continue with the study, you are free to withdraw without giving a 

reason up until one week after the second interview has taken place. In the case of 

withdrawal from the study, no more communication will be received from the research 

team. Information provided until that point will be included in the dataset unless otherwise 

specified by yourself. 
 

 

Next steps 

 

This information sheet is yours to keep as a reference. If you have any questions, please 

speak to one of the researchers available today at the meeting. You are welcome to fill in the 

consent form today, or else you may take it away for consideration. Feel free to talk to 

others about the study to help you make your decision.  If we do not hear from you within 

one week, one of the researchers will give you a phone-call to find out your decision. 

 

If you agree to participate in the study, the researchers will get in contact in the next 

fortnight to arrange a suitable date and venue for the interview to take place. 

 

If you require any additional information or have any questions at any point during the 

study, you can contact the researchers at the address at the beginning of this information 

sheet or the email addresses/phone numbers below: 

 

Lisa Graham                  Email: lgraham28@qub.ac.uk             Telephone: 07752 910544 

Dr Martin Dempster    Email: m.dempster@qub.ac.uk          Telephone: +44 (0)28 9097 5547 

Many thanks for participating in our research. This information sheet is yours to keep for 

your records. 

mailto:lgraham28@qub.ac.uk
mailto:m.dempster@qub.ac.uk
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Appendix G. Study V Participant Consent Form 

 

                                               
 

 

 

Participant Consent Form  

Study Title:        Longitudinal qualitative study of upper GI cancer support group patients and 

carers 

Researchers:      Lisa Graham, School of Psychology, Queen’s University Belfast 
                             Dr Martin Dempster, School of Psychology, Queen’s University Belfast) 
                               
 

Name:          ___________________________              

Address:      ___________________________         

                     ___________________________        

                    _________________________ 

                    _________________________                  

    

  Please Initial 
        Box 

1. 1. I confirm that I have read and understand the information sheet dated 
13/08/13 for the above study. I have had the opportunity to consider the 
information, ask questions and have had these answered satisfactorily. 

 

 

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason, without my medical care or  
legal rights being affected. 
 

 

3. I understand that this study is confidential but there are limits to this 
confidentiality. Revelations that are criminal or in clear breach of good 
medical practice may require confidentiality to be broken by the researchers. 

 

4. I agree to take part in the above study. 
 

 

5. I agree to any anonymous data collected during the study to be retained for 5  
years, in accordance with the Data Protection Act. Data will be stored securely  
at Queen’s University Belfast. 

 

 

Signed (Participant):         _______________________         Date:    __________________ 

Signed (Researcher):        _______________________         Date:     __________________ 

 
 
 
School of Psychology 
Queen’s University Belfast 
Belfast BT7 1NN                                       
Northern Ireland                                                       
Tel: +44 (0)28 9097 5445                                                       
Fax. +44 (0)28 9097 5486                                                                                                                                              
www.psych.qub.ac.uk 
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Appendix H.  Study V Research Ethics Committee Approval Letter 
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Appendix I. Study V Interview Schedule 

 

Interview Guidelines 
 
 
 
Generally we want to gather data from the participants’ perspectives (experiential), rather 
than assuming some sort of objective reality. We should also explicitly try to recognise and 
put aside any assumptions that we may possess (‘bracketing’). 
 
Stages 
 

1. Researcher’s introduction – briefly introduce yourself to the participant, and explain 
the purpose and format of the interview. This should include: 

 That the general purpose of the interview is to explore the participant’s 
experiences of upper GI cancer. You should impress on the participant that we 
are interested in hearing about “your experiences/ ideas / understanding and 
expectations about your illness” and that we are interested in “all the different 
things you have to say”  

 A reminder that although the discussion needs to be recorded in order to 
facilitate an in-depth investigation of their dialogue, any identifying information 
regarding the participant will remain anonymous in any report/ publication, and 
that the recording will not be accessed by anyone outside the research group.  

 Explaining to the participant that you have a shortlist of questions, though it is 
important that the interview is guided by what the participant decides to 
disclose. The interviewer will try to contribute as little as possible. 

 Explain to the participant that due to the nature of the interview, i.e. that it will 
include 2 time-points, that we are interested in how the individual thinks and 
feels about their illness at present 

 Asking for verbal consent again before the interview begins. Informing the 
participant that if they become upset at any stage during the interview, that the 
tape recording may be stopped and they may be given time to recover, 
beginning again when it feels right for them, if at all. 

 
2. Participant Socio-demographic Information – At this stage you should ask the 

participant to fill out the form detailing their socio-demographic information. 
 

3. Interview discussion – The interview will involve open-ended, non-directive 
questions and minimal probes. The interview schedule will be identical for both sets 
of interviews, except for the final question on feasibility/acceptability of an 
intervention. The interview will also be the same for the patient and their support 
person, although the questions will be reworded slightly for the support person. 
 
To begin the interview, start with a very general question- 
 

 “Please, tell me about your present experience of living with upper GI 
cancer” 
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We want participants to talk about their cognitive representations of upper GI 
cancer (what they think about upper GI cancer). It is likely however, that they may 
begin by discussing more affective / emotional aspects. Therefore it may be 
necessary to ask the individual to explain what it is about upper GI cancer that makes 
them feel in a particular way, for example: 

 
‘What is it about your illness that makes you feel so low / isolated / anxious etc?’ 

 
‘Why do you feel that way?’ 

 
In order to encourage discussion on all aspects of the participant’s illness beliefs, it 
may be necessary to use the following prompts- 

 

 ‘Do you think much about the cause of your cancer?’ 

 ‘Do you think about your prognosis?’ 

 ‘Do you think about the long-term course / effects of your illness?’ 

 ‘Do you think you have much control over your illness / health?’ 

 ‘Do you feel you understand your illness well?’ 
 

 
In relation to the effects of the participant’s illness in particular, it may be necessary 
to ask; 

 
‘What do you think about the physical impact of your illness at present?’ 

‘What do you think about the social impact of your illness at present, for example on 
your family life?’ 

 
----------------------------------------- 

                                
 
Moving on to how the participant copes with their condition, ask a general question such as; 
 

 “How do you cope with or manage your condition on a daily basis?” 
 
Encourage discussion of how the individual copes with a range of situations, both individually 
and with others in their support circle. 
 

----------------------------------------- 
 
Next, ask about the individual’s information seeking behaviour. 
 

 “Would you often seek out information on your illness? 
 
Further prompts may be needed to encourage discussion on; 
 

 What areas do you feel you need most information on? 

 What/who are the most credible sources of information? 
 

----------------------------------------- 
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In the second set of interviews only, participants will be asked several questions relating to 
the feasibility/acceptability of a psychological intervention. These questions will be based on 
outcome data from an on-going study, and will focus on the timing/format and content of 
the prospective intervention. 
 
 

4. Bring interview to close – bring interview to a close. Give the      participant 
opportunity to disclose any further information they feel is important 

 
 

 “Would you like to share any other thoughts or feelings about your cancer?” 
 
 
Thank the participant for their contributions and time. After the first interview, inform the 
participants that you will contact them in six months’ time to arrange a suitable day and time 
for the follow-up interview. 
 
After the second interview, participants will be given a summary of the rationale for the 
study, the analyses to be conducted, and reminded of the confidentiality of their data.  
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Appendix J. Study V Example Interview Transcript 

 

Ok, so the first question is very general. Please tell me about your present experience of 

living with your condition? 

Well, it was strange at the start, so it was. After the surgery, I got used to living with it now, 

at the moment. Ah, I don’t know…I would never say that, I think they got it, they were able 

to take it away, but I’ve never ever said once that I’m cured. You know what I mean? It’s still 

in the back of my mind that there’s something there, you know. I don’t want to tempt fate, 

let’s put it that way, by saying I’m cured. So it always sticks in the back of my mind, you 

know. 

Yes 

But living with it, living with it after the surgery, it is hard getting used to the eating. These 

tiny pieces, these tiny meals. Little and often. And, the only thing is that the syndrome you 

get is terrible, dumping syndrome. Living with it I think is the hardest part. After eating you 

are always wary of it coming on. So I always tend to try to eat at home, you know rather than 

going out for meals, I would rather eat in. But other ways, it hasn’t really changed my 

lifestyle that much, so it hasn’t. I’m just always wary, there is just always something in the 

back of your mind that you are never really cured, it is always there. Just, if it would ever 

come back, that is always a constant worry. If you were eating anything and something sticks 

in your throat, or you can’t swallow something, you are thinking to yourself – that is the way 

that started the last time, you know. So it is always there. 

So you feel you are always rather sensitive towards any sort of symptom? 

Yes, definitely, any symptom at all. Now I don’t go running to the doctor with everything, but 

it is at the back of my mind all the time, so it is. Very worrying, so it is. The slightest wee 

symptom at all. 

I mean, do you feel this is improving slightly over time? Would you be less worried, or has 

this been constant since your treatment has finished? 

As time goes on, you tend to try to put it to the back of your mind more. You know, I try not 

to think of it. But it’s just there is you see if anybody says, if anybody would ask how are you, 

the only thing I ever say to anybody is that I’m ok at the minute. Everything is alright at the 

minute. Oh so you’re cured? You got a cure, you haven’t got cancer now? I say, I didn’t say 

that, I haven’t got cancer at the moment. 

Ok, so it is fair to say you talk more about living in the present rather than committing- 

I don’t commit to anything in the future, just a day at a time and that’s it. I don’t go any 

further than a day at a time. Because I don’t think you really can because, when you get a 

diagnosis like that it changes your whole outlook on life, so it does. 

For the better or the worse, or a bit of both? 
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Oh definitely, definitely for the better. You know you get a, you value everything a lot more. 

You know the smaller things. Just being able to get up. When I was first told, automatically 

when the fella called me in and said there is a tumour there in your oesophagus, first thing 

you think of automatically is that you’re dying. And I said to him, am I dying? And he says to 

me, not at the minute. That is the exact words he said to me. And, it took a bit of getting my 

head around. He asked me if I wanted to speak to any of the nurses, the Macmillan nurses 

were there at the time. And I didn’t, I just wanted to be on my own.  I didn’t want to speak to 

anybody. But afterwards, I had to. I had to get it out, I had to tell people. I couldn’t keep it, I 

couldn’t hold on to it myself. I had to get it out because it was eating away at me so much. I 

had to talk about it. 

And how long did it take you before you were able to talk to others about it, after your 

diagnosis? 

I was about, it was about a fortnight to three weeks before I spoke. I didn’t nearly tell 

anybody.  

Yes, that is quite a length of time actually- 

Only my immediate family. I told my ex-partner, so I did. She was the only one that I told for 

a while, and then I plucked up the courage and I told my son. And then after that, I go to 

(support group) so I do, and I was able to share it at a meeting with everybody, and that is 

how it became sort of public 

Yes, so this is a group you have built up a close relationship with over the years? 

Yes, yes I’m actually the chairman of the group 

Oh very good, so this was a massive step then in getting it out there- 

Yes, getting it out 

And how did you feel after you had done that? Did you get a lot of support from the 

group? 

Yes, I did definitely. After I told everybody it was like a weight of your shoulders. You know, I 

was bottling anything up, I don’t know how to explain that, you know. It just seemed like a 

terrible, a big weight off my shoulders. Then the waiting after that is the hard part, the 

waiting between scans. And, the first appointment with the oncologist to find out what 

treatment they were actually going to do. And, the first meeting I had with the oncologist, he 

was fantastic. He says to me, you’re not dying. He says I think we can take this away. And he 

gave me a lot of hope, so he did. Once he explained, he explained it a lot more so than the 

medical doctor explained it in the hospital the first time, you know. So it was…I don’t know 

Do you feel like at that time, when you were seeing the oncologist, that you were slightly 

more receptive to discussing it as well? 

Yes, it was out in the open by then and I was able to discuss it with everybody and anybody. 

Anybody that asked, I was able to sit down and talk to them about it. I could even sit down 
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and talk to my son, and his wife. I was able to as I say, share it at that meeting, and some 

people were asking questions and I was able to sit and answer it to the best of my 

knowledge. And I think that done my a lot of good, being able to sit and talk about it, out in 

the open 

Did you find you were more easily able to discuss it with members of your support group, 

than you would have been with family? 

Yes, I only told my son what he had to know, really. He is funny with things like that, he is 

very easily scared you know. Now he is 28, he’s not a child, but as I say the first time he came 

to see me at hospital and the wires he walked out. You know what I mean, he is very easily 

shaken. So I just told him what he had to know, I didn’t tell him the extent of the operation 

that I was going to go through until after it was all over. Then I was able to explain to him, 

you know. But the ones, strangers, like they were friends, but strangers if you know what I 

mean, I found that easier 

And was it because you didn’t want to worry your family or close friends, largely? 

Yes, I didn’t want to worry my son. So I didn’t, because he’s getting it a wee bit rough 

himself, you know. But that waiting time was very very hard, in between all the scans. Once 

they told me that I had to have surgery and chemo, and they were going to do another 

scan…but I wanted everything yesterday. You know what I mean, I’ve got cancer, I want this 

sorted now. Because everybody tells you that early diagnosis, early treatment, but this 

seemed to be going on and on for me and not doing nothing. But, it seemed a lifetime to me 

but it wasn’t really. It wasn’t really. And then as I say, the operation was put off about three 

or four times. At the last minute, I was in hospital and all and was sent home because of the 

flu epidemic that year 

Oh right- 

So it was nothing to do with me. And that put me back, I was thinking, I kept saying to myself 

that this thing’s growing inside me. The longer this goes on 

And you’re preparing yourself each time for the surgery, and then it isn’t happening 

Yes, it’s a big big let down. Because it is big big surgery, and I was told all that. You build 

yourself up and you get yourself ready for it and then all of a sudden you’re knocked back. So 

you’ve to go home, and start building yourself all up again for the next time. I found that 

hard. I found that very hard. 

And what about after the surgery, after your treatment? How did you adjust? 

It was rough, immediately after it. I was in intensive care longer than what was expected. 

Because they couldn’t get the pain management, the epidural and all didn’t work. And I was 

in a bad way for a while. But very very worried, I was scared to move, and started to be 

scared to eat. I was scared of this thing breaking away, you know. Because they had sewed 

everything up inside, and you swallowed, and the slightest wee pain you thought you were 

damaging it. All that sort of thing, just very scary at times. But as days went on…now I try not 
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to think about it as much as possible. As there were good things to come out of it too. 

Because when they were prepping me for that operation, they found I had something else. 

They found out that I had a problem with my heard. So six months ago there in May I had a 

valve replacement. I had open heart surgery, six months ago. So if they hadn’t of found the 

cancer, they would never have known there was something wrong with my heart which 

meant I could have died at any time. You know, so…I would count myself quite lucky. I would 

say that everything is done for a reason. Everything happens for a reason. So I went through 

quite a big, I’m getting used to surgery! <laughs> 

You’re becoming an old hand at it. So, moving on, do you think much about the cause of 

your cancer? 

Yes. Every day of the week. I put it down to drinking. I was a chronic alcoholic. Now it’s ten 

years since I had a drink, so it is, and it is nine and a half years since I had a smoke. I smoked 

and drank. I was reading that they think smoking and drinking can be part of the cause. I 

think, I think the drinking. Because I was always very physically sick, like throwing up and I 

honestly think that throwing up old bile and acid, just something has to give. So I always put 

it down to that. 

So, this is something that you have come to rather than medical staff- 

No, medical staff haven’t, no. There was only once where the medical staff asked me if I was 

a heavy drinker, and I said I was years ago. And he never went any further than that, he just 

wrote something down and that was it. And then I had read about drinking being part of it, 

so that’s what made me come to that sort of conclusion. But I remember saying, funny this 

this happened, just after I had diagnosed, in fact I think it was the same day. I had come 

home and I was told that a girl I know had had a wee baby, and it died after nine or ten 

hours. And I had been saying to myself, you know you get told you have cancer, and I was 

saying why me? Well that is the first thing, why me? And then when I heard that, I said to 

myself, why not me? You know what I mean, I’m 50 years old, I was coming 50. I said to 

myself, I’ve had 50 years. There’s a wee child who only got a matter of hours. So it seemed 

to put things in perspective a wee bit, you know 

You seem to have had quite a lot of experiences like that, I don’t know if you have been 

more conscious and receptive to looking out for things which have put it in to perspective, 

or if- 

See I believe there is no coincidence, so I do. It’s just the way I’ve been. I believe everything 

happens for a reason, so I do. And that is a bit of a comfort at times 

Yes, it has made it easier to cope- 

Yes, easier to cope with 

So, I think we have already discussed this a little bit, but at the present time do you think 

much about your prognosis? 
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It’s in the back of my mind. I’m not sitting thinking all-day every-day, is this coming back, am 

I dying? But if anybody mentions to me how are you, I’m alright at the minute. And I never 

ever say I’m cured. So, because I, I’ve heard so many things about things coming back after 

some amount of time, or coming back in a different place. So I just don’t tempt fate. I have it 

in the back of my mind that there is always a chance something will come back, but I try not 

to dwell on it. 

And you are able to distract yourself from it then? 

Oh yes, yes. I’m able to distract myself from it. They’re happy though, if if they’re happy, I’m 

happy. The hospital you know. And I go for the wee check-ups. I thought the check-ups 

would have been different. I thought there would have been a lot of scans and everything, 

you know but there’s not. They’re just looking out for symptoms. That’s all. I thought they 

would set you for PET-scans and CT-scans again every so often to check but they don’t do 

that for some reason, I don’t know what it is. As I say, I try not to dwell on it, but it’s always 

there and it always will be. Simple as that, you know. 

Do you think much about the long-term effects of your illness? I mean you had discussed 

not really eating out that much, are there any other consequences do you feel? 

Ah, I’ve a terrible problem with the, with reflux. Especially in bed at night. You know you’ve 

to watch what you eat before you go to bed, don’t eat for two to three hours before it. But I 

do, because I’m always hungry at night. And you fall asleep and the next minute you’re 

bringing it up in your mouth. So, and it can be nasty. And, you say long-term and I keep 

getting the feeling…I always worry about pneumonia. Because that can be caused by, by 

swallowing, or taking stuff in to your lungs. And I always seem to be worried about chest 

problems from that 

So other conditions that you can get as a side effect of your initial illness really? 

Yes. I would always worry about that. As I say, the eating, and toilet needs. At times, not all 

the time you know what I mean, but you need to know where a toilet is. Constantly. You 

always plan ahead, so you do. 

And is it because of that and eating in general, that you find it hard to go out for a meal? 

Would you eat at a friend’s house as opposed to restaurants or cafes? 

Yes but you’ve to keep watch. I go away every other week for a weekend, I go over to 

(country) for the football. And you’re always planning ahead with that no. Now on the day, 

from the Saturday when I get up I don’t eat, I’ll have nothing all day, until I come home. And 

then I’ll have a good meal. 

So you don’t eat the entire day, and you come home that evening? 

Yes, I don’t eat all day because I know then that I can come home and have a good meal that 

night, and not worry about needing to go to the toilet or that dumping syndrome or 

something coming on. So you’re planning that too, you’re planning your trips, what you’re 
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doing. Like the bus journey is two and a half hours you know, it’s long enough, especially if 

you need to go to the toilet. So I don’t be… 

Well, it obviously doesn’t stop you at all, from following your passions and your interests? 

Oh no no. I have to keep it on. I try not to let it hinder me, as much as possible.  

Do you feel like it did, in the past? Just after treatment? 

I was always focused on getting on. I got back driving before I should have. You know, I was 

doing it within a few days 

My goodness 

Yes, I shouldn’t have been. Just to get myself out, because I couldn’t sit in the house. I was 

getting down to my meetings and all. So I started driving when I shouldn’t have, and I started 

planning my trips again to get out, very early. I wanted to get back to normal as soon as 

possible. And it has worked, because I think the longer you stay at home, the harder it is to 

go out. You don’t want to go out then. You lock yourself away at home and I didn’t want to 

do that because I live on my own, and it is lonely enough without staying in all the time. 

Yes, you need your social life 

Yes, I do. Well I have a son but you only see them when they’re looking for something 

<laughs> 

<laughs> Yes. So got out there, as soon as possible? 

Yes that is it, I had to carry on. And I think it has been a good thing, apart from the driving 

bit. But I was only driving maybe 200 yards, and I was only driving down the road. At max. 

<laughs> I done the same after the heart operation 

My goodness. Do you feel like you have much control over your illness? 

No. I have no control over the illness whatsoever. There is nothing…I can control, or as I say I 

try to control, them dumping syndrome and what not. I try to control that by doing certain 

things.  

Control could be either the symptoms you have discussed, or the progression of the 

condition 

I have no control over that at all, that’s just out there. If it’s going to come back, it’s going to 

come back. And there is not a thing I can do about that. That’s just the way I feel on it. That’s 

why I never say I’m cured 

But by controlling the symptoms, you don’t feel that is in a way controlling recurrence of 

your illness for example? 

No, it’s not going to stop it coming back. If it’s going to come back, it’s going to come back. It 

will come back on it’s own. There is nothing I can do. Just try to keep as healthy as I possibly 

can 
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Ok, and what do you mean by that exactly? 

In other ways, I go to the doctors a lot more often now than I ever did. Infections, if I have a 

chest infection or anything I go to the doctor’s immediately. Or any slightest wee lump or 

bump. I don’t run emergency-emergency like, but I get the doctor to check it out. You know 

you’re always wary of things. Which try to keep physically fit, to as much as I can. As I say I 

can’t go out running or anything 

But you try to keep active? 

Yes I try to keep as active as I can. 

So your focus has been on trying to improve and maintain your overall wellbeing? 

Yes. That if anything ever came back, you’re in the shape to be able to fight it. That’s what I 

mean. That’s the only control that I have. 

And what about when you were going through your treatment, did you feel the 

oncologists and surgeons were in control of your condition? 

Yes, the oncologist he, he seems, he was very…what’s the word for it, very confident. Right 

from the very start. That was a good idea. You know, he says to me, you think you’re dying 

don’t you? I says, yes. I have cancer, I’m dying. He said you’re not. He says I’m going to get 

this. So that made me feel a hell of a lot better. And another thing the surgeon, one of the 

top men in the country. My sister asked him would you do it? My sister is a nurse in cardiac 

intensive care, and she used to work with the people who, with the gastric. She knew all the 

surgeons, so she went and seen him. You know, when you know you have somebody there 

who is doing this every day of the week. He’s not a young man just starting out. If that means 

anything, but it did to me!  There was someone responsible there, so there was. And he 

done the operation himself, so he did. So I thought they were well in control of it and the 

staff, the staff were all fantastic so they were, from start to finish.  Which is a big big help too 

because they’re with you every step of the way. You’re not on your own. There was always 

someone there if you wanted to talk. 

Do you feel like your confidence in the medical staff has had a positive impact on your 

levels of anxiety? 

Oh definitely, I know if anything…I know now if anything comes back or anything happens 

again, I’m in the right place and I’ve got the right people around me, to look after it you 

know. And I know that they know what they’re doing, you know. 

Which gives some form of reassurance 

It does indeed, definitely. Definitely. There’s a lot of reassurance there 

Do you feel you understand your illness well? 

….I think so, I think so. Well I know, I know I have a malignant tumour and I know what they 

done. I know what treatment they gave me, I know what they done. Now I don’t know what 

the…I know know what the figures are, of cancers or anything coming back, all this carry-on, 
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because I didn’t want to know anything like that. You know, it’s the same as, before they do 

the operation they explain everything to you. In great detail, exactly what they’re doing. And 

I told him I didn’t want to know, I said just do it and tell me afterwards,  you know. I didn’t 

want to know. Just you go ahead. And he started talking, he was talking about figures 

knowing so many were surveyed and all this, and I said I don’t want to know, just do it. But I 

understand what the disease was or is, but that’s about it 

Do you feel that you understand how it affects you as an individual? Do you feel you 

understand your individual condition, if that makes sense. 

Yes, I know what you’re talking about. I don’t really think of it in that way. I don’t think I’m 

anything special. I was just somebody who got ill. I try not to go in to it too deep in my mind 

that way, psychologically. I try not to, I don’t want to go there, you know. It’s just I got ill, 

and I’ve had an operation, and things are great at the minute and just hope to keep it that 

way. When you talk about my individual illness, if I start thinking in that way I’ll start thinking 

about why? Why did I get it? 

Do you mean why, as in separate to the cause of it- 

Yes. Why me? I try not, I don’t, I just don’t go there. I just had an illness and that’s it. Get on 

with it, you know. That’s the problem, now get on it with- the solution. I don’t know if that 

makes sense or not? 

Not it does. I mean, from what you have been saying, it seems like you always like to have 

a focus. In terms of, right I have the diagnosis, then going forward to what treatment is 

happening, then after, right I am going to get back to this and that- 

Yes. I done it the same way as I done it with my alcoholism. Whenever I was an alcoholic, 

well acceptance is a big thing. I accepted I was an alcoholic, now what am I going to do about 

it? And I’ve done the same thing with that. I’ve accepted it, I’ve got a killer disease here. Now 

what is going to be done about it? Look forward, never look back. You know? Am I making 

any sense? 

No, you definitely are. We have sort of talking about this already, the physical impact of 

your illness in terms of eating and of course the dumping syndrome as well. Is there 

anything else? Any other physical impact to your condition? We have talked a little about 

reflux as well in the evenings… 

No, that’s the main. I have no main or nothing from it, anything now. Alright you’ve got 

physical scars, but that doesn’t worry me in the slightest. I’m too old to start worrying about 

things like that <laughs> 

<laughs>. Do you feel as though you’re back to normal now in terms of energy levels? 

It took a long long long time. I remember when I came out, I came out after the operation, I 

was as I say in intensive care for about ten days and then I came out. I remember I got out of 

bed, first time I went to a bathroom on me own. I looked in the mirror, and I didn’t even 

recognise myself. I was old. If you know what I mean. I was looking at my grandfather. Just 
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the way, I’d lost weight, aged, my hair was all thin, you know. That worried me. But I think it 

was more the shock of seeing myself. You see I lost about four and a half stone when I was in 

the hospital. Over a quick period. As I say, I hadn’t seen myself. When I looked in the mirror, I 

realised I think, just how sick I was. You know? 

So the weight loss, did it worry you in terms of your recovery? Or… 

No, I’m not vain about weight loss or anything, I’m not worried about it that way. I wasn’t 

worried about looks, good looks or anything. I think it just showed me how ill I was. I don’t 

think I realised exactly what impact it had on me, until I seen myself if you know what I 

mean. I didn’t realise exactly what I had been through until I seen myself. 

Yes, yes. Whenever you were home again, and putting the weight on gradually, 

presumably that was a big positive step? 

Yes, every wee bit of weight was positive. Now it is getting too much again! <laughs> 

Yes? 

Now I lost it all again after the last operation. And now it’s coming back again! 

But you would associate weight with being a healthy person? 

Yes, and the weight loss unhealthy. Unhealthy and old looking. Very very old. And another 

thing I found, I was more scared of the second operation than I ever was of cancer 

Oh right ok? 

Because I think I had a, I had a choice with the second operation. You know the first one was, 

the cancer operation was, there was no choice there. You get this operation x or your dead. 

The second one, was get this operation and it will do you a world of good. But if you don’t 

get it, you could still live for thirty or forty years. 

Yes 

You know, it will just reduce your risk of dropping dead. So I could have chosen, no I’m not 

going to bother with it, I’ll just leave it. So the first one I think was easier to take that way. 

And plus it was your heart, when they tell you that they’re going to stop your heart, stop 

your breathing. I’m thinking to myself, you know, is my wee heart going to start again after 

this? <laughs> And little did I know that they had stopped me breathing and all for the first 

one.  Because they have to collapse your lungs and all. 

Perhaps it is because it is more common place, you have heard more about heart surgery, 

you- 

I’m more scared of it.  

So you felt that the choice being taking away from you, with the cancer treatment, it 

worked because you weren’t second-guessing yourself? 
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Yes, yes. Just go for it, and that’s it. Just do what you have to do. As soon as he told me that I 

had cancer, the first words I said to myself were do what you have to do. And that was it. No 

question about it at all. I would like it if they had just left it like that. Do what you have to do, 

and then go ahead and do it. Not consult me at all. Just go ahead and get it done and just 

come back to me after. That’s the way I wanted it, but unfortunately things don’t work out 

like that. By law they have to. Well it was definitely a very very frightening thing, you wake 

up every day glad to be alive, so you do. You don’t take things for granted anymore, you 

know. 

We have sort of discussed this as well, about how you cope or manage your condition on a 

daily basis. Your focus is on, well your focus immediately was on getting back to normal 

and enjoying all the things that you enjoyed before. In terms of the eating it has been 

being ever vigilant, planning ahead- 

Small meals, all the time 

What about on an emotional level. We discussed you coming out to various groups, family 

and friends, and having discussions with them after diagnosis and how much that helped. 

What about now in terms with coping after treatment, what do you feel helps? 

I don’t talk about it much now, to family or anything. As far as my son is concerned, I’m 

cured, you know what I mean. That’s it. It’s over and done. He had the operation and he’s 

better now. They got it, and I just leave it that way with him. I’ve never told him that 

anything can come back and all this carry on, you know. I don’t worry him then that way. But 

I don’t think it affects me emotionally, much, now. Just that life is different. More grateful. 

For everything. Take life more serious. I don’t know, the emotional side is a wee bit, hm. I’m 

not sure I know how I feel about that. 

But if you feel like it is working for you at the minute, that’s- 

Yes, yes, I think I’m doing ok. And I’m handing, I have handled, it well. Just getting on with 

life again, because there was no sense in having that operation and then sitting at home 

wallowing in it. You know? Get up and get on with it. Life has to go on. So that’s all I try to 

do. 

Yes, yes. Well this is an interesting one, from what we have been talking about. Um, would 

you often seek out information on your illness? 

Very rarely. I don’t know, I don’t really no. 

And when you do, what is it to do with or why? 

Ah, I’ve never asked…the percentage of people who have died from it, I’ve never ever asked 

that. So I don’t want to know. You know, I don’t know what the percentage is and even with 

the operation, I don’t know what the percentages are with it. He was going to tell me and 

was waffling figures and I was saying, I’m not even listening to you! I told him that. He says 

that I have to tell you, and I said tell her, my sister was with me. Tell her, don’t tell me. So ah, 

no I don’t. All I wanted to know was the basics.  
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And what would you count as the basics? 

What I had, right. Oesophageal cancer. Is it treatable? Yes. Get on with it then. And that was 

it. 

So you wanted to know you were having an operation, you were going to have chemo. You 

didn’t want to know what was involved in the operation in much detail? 

No, didn’t want to know nothing 

And what about afterwards? Did you want to know afterwards or was the information 

there and- 

The information was there, but I started looking at it and I put it away because it was starting 

to scare me. Even though I had already been through it, you know. But I still don’t know, I 

still don’t want to know how many people die of it. How many people don’t survive the 

operation. Whether there is, as people don’t survive it. 

But what about, knowing in more detail about the operation, what is it that makes you 

nervous about that information in itself? 

Just knowing that I’ve been in that position. Just how close…to death you actually were. It’s 

not worth thinking about. I see, see I’ve always from I was a child, I was always a terrible 

worrier. All my life, I was worried, fear, all my life from I was no age. I would fear death. 

When I was  a kid I was thinking of death, and other wee lads were thinking about playing 

soldiers. And playing cowboys and Indians. And I’m thinking about dying, other people dying. 

I don’t know, that’s terrible thinking you know, so it is, for a child. I think that, all led to 

alcoholism you know. All the years taking drink to get out of it, to block it out. You know. I’m 

glad I stopped drinking before all this came on because I don’t know, I don’t think I would 

have been able to take it.  

Yes, so you feel now that you have alternative support in place, so you were able to go 

through all this, and the heart surgery and everything, with that? 

Yes. And another thing I said when I found out and all, I turned round and said thank Christ 

my mother and my grandmother are both dead. I wouldn’t have wanted them to see me go 

through what I went through. 

Yes, yes. 

You know, now they only died two years before I was diagnosed, both of them. I was glad 

that, I didn’t want to put them through anything, you know. So it is only really…I don’t know 

what way to put it. I was thinking, I thought to myself, right right there is not that many 

people to worry about me. There is only really my son, the two grandkids who were too 

young to know. So the only one I had to worry about really was my son. 

So it’s fair to say that that is what worried you most throughout your diagnosis and 

treatment and that, the people in your life and how they were going to react and cope 

with it? 
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Yes. Yes. I don’t know why because, normally I would have thought that I’d be all me, me, 

me, but I wasn’t. And I seemed, I remember saying years ago, when we were all sitting 

talking, talking about getting ill and people dying and what not. I used to say, I don’t know 

how I’d take it if somebody told me that I had this. You know if I had this or that or the other. 

But, I think I took it all a hell of a lot easier than I ever thought I would have.  

You surprised yourself? 

I did surprise myself, so I did. I was able to take it in and I didn’t go mental. I was able to get 

on with it. I definitely surprised myself. I did. 

So, in ways, do you feel you should be given a choice over how much information you’re 

given throughout your treatment pathway? 

I should have been able to say to him that I don’t want to know. Just go on with it, but by law 

this have to tell you. Everything. Like, the fella told me about the operation, he took great 

enjoyment out of going through every part of it, so he did. I thought <laughs>, and my sister 

was with me and says so too, he really went into that deep. But I wasn’t really listening you 

see, he was talking and I’m saying tell her, I’m looking around with my phone out. Didn’t 

want to know. But there are other people who are different, there are other people who 

want to know everything. The last wee detail. 

Yes it is very individual, but afterwards in terms of the symptoms you would be expecting 

from the treatment and in adjusting to life after surgery, did you want to know that 

information? 

Yes. I was glad he told me now, they told me beforehand how I would feel when I came out 

of the operating theatre. How I would feel immediately after it. I was glad they told me that, 

because it was rough but then when I did come out, I sort of in a way expected it. Where I 

think if they hadn’t of told me, I would have actually thought I was dying, after it. It was 

rough, so it was. So they had me built up for that. You know and how long it takes, how long 

before you can do this, and that and the other. How long before you get home, what 

happens when you get home. I like to know all that. I just didn’t want to know about the 

disease and the actual treatment. 

Yes, but you wanted to get your expectations in line 

Yes. For afterwards. 

What about, in terms of credible sources of information, would you prefer to gain 

information from a surgeon as opposed to an oncologist, or would you count the internet 

as a credible source? 

No, not the internet I don’t. I went to the internet when I first got the symptoms, and that 

was the very first thing that came up. The very first thing when I went to the internet. I said 

I’d had problems swallowing, and the first thing that came up was oesophageal cancer. 

And is that what prompted you to go to your GP? 
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Yep. I was actually at my GP about something else and I just mentioned to her. I said, by the 

way, I’ve got a problem swallowing. I said now it’s not as if there is anything sticking in my 

throat, it seems further down. It’s sticking before it goes in to your stomach sort of thing. 

And she says, I’ll send you up, just in case. And it all spiralled from there, so it did. 

But otherwise, you would just prefer to be given information in a hospital setting? 

Yes, and don’t listen to anybody else outside. That was the first bit of advice the oncologist 

gave me. He says, x, don’t listen to anybody. Even people who have had the exact same thing 

as you, because there are no two cancers exactly the same. He says, somebody else’s is 

completely different to yours. He says don’t listen to nobody. Me only. That’s what he says. 

And did you find that difficult? It sounds like you would be quite a regular at the (patient 

association) meetings? 

Yes, I go for the after effects of it. They bring in the dieticians and all, I like all that sort of it. 

Now, he didn’t mean now to listen to anybody in the patient’s association. He’s talking about 

somebody before I had my operation, don’t be listening to other people because 

everybody’s is different. 

You’re talking more in terms of prognosis- 

Yes, yes, don’t listen. He says afterwards you listen to experience. If you’re going through 

something and you mention to somebody there, they say they have gone through the same 

sort of thing. That’s what I like about the patient’s association. So what I’m going through, 

it’s not just me, there is somebody else going through the same thing. But beforehand, the 

operation, he didn’t want somebody coming along and saying to me that I had that, and they 

done this and they done that. I had six weeks of this. That’s what he meant by not to listen to 

anybody. 

So, you feel there is a time and a place for getting support from peers? 

Yes. I reckon after treatment. I thought so. You see I never went to the patient’s association 

until afterwards, because you know what I mean, it all happened. I ah, I went and got the 

camera down in July, and had the operation in January. So everything moved, you know 

what I mean, in six months. And I thought it was a lifetime. You know, I wanted everything 

done yesterday. Six months, very very quick. I only went, I only found out about the patient’s 

association from the internet, so I did. My sister was given all the information to give to me 

and she’d forgot about it. She knows, she’d be very friendly with the two girls, she worked 

with them two you see. They had given her all the information to give to me and she forgot 

to give it to me. 

So it was some time then after your treatment that you started going? 

I went, I had my operation in January and I think I went to the first one in April or May. 

Oh ok, that’s quite soon after then. And you found that useful then in terms of the 

speakers and in terms of talking with other people there, just to make the symptoms seem 

more universal really? 
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It was great going there and seeing people who had had this done twenty years ago. You 

know what I mean, that was marvellous. Proof that, I’ve got another twenty years coming, I’ll 

be 73. You know what I mean, I’ve not done too bad.  

And there does seem to be a lot of longer term survivors at the (patient association) 

meetings? 

Yep, yep. That’s right. If they get it early enough, and that’s what they seem to have done 

with mine. But I’ve definitely, over the past few years, I’ve definitely surprised myself. I’d 

have thought that before this I would have fell to pieces, and I didn’t. I just got on with it. 

Well that’s actually the end of the questions. Is there anything else that you think would 

be important to share, about either your thoughts or feelings around your condition? 

No, nothing. Nothing that comes to mind….Yes I think we’ve covered most 

Ok, well thank you very much. I really really appreciate it  
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Appendix K. Study V Additional Interview Exerts 
  
 
Survivor Sample 

 

ACCEPTANCE OF A NEW REALITY 
Realisation of a changed self 

Quotation Interpretation 

“I was never one bit interested in ever in my life going 
to a gym or doing anything. Now I am” (Gareth) 
 

Recovery model initially linked to 
weight gain post-surgery, 
however tentative balance. 

Michael recalls driving within a few days of being 
discharged from hospital after the surgery, with a 
desire to “get back to normal as soon as possible”.  
 

Acute model of illness initially 
held with an expeditious return to 
levels of functioning before the 
onset of illness appraised as 
indicating recovery. 

“Whereas I would have been always out and about 
doing a lot, I really have to sit in. I don’t do as much 
now, I don’t have the energy. We were thinking about 
getting the car as it’s due its MOT, and I was thinking I 
know if the car was sitting there I would be out and 
about. I can’t afford to be out and about all the time, 
because then I do suffer. Then that’s me not good then 
in the house. I do need to rest, I didn’t get up to 10 
o’clock this morning. The boys are all old enough now 
to get themselves off to work and tech, they don’t 
need me getting up early in the morning. I do find 
getting up early in the morning a struggle, I do sleep a 
lot” (Gillian) 
 

Physical limitations post-
treatment acknowledged in 
relation to fatigue, removal of 
temptation to undertake more 
activity. 
 

“Yes, so I can’t commit to things in the church like I 
used to commit to things. The only thing I do now is a 
Wednesday morning which is mothers and toddlers. 
So I have got back to that and so it’s one day a week I 
know I have to be somewhere at 9.30, and I feel if I can 
get that and get back, just doing small things. I can get 
back into doing the things I used to do, but I know I 
won’t be able to do everything, and volunteer for 
everything I used to do. Um, but I do love getting back 
now to the little ones. And then I’ll come home and I’ll 
be resting all afternoon. So I do know now, if I do 
something in the morning, I take the afternoon off” 
(Gillian)  
 

Awareness of limitations post-
treatment, scaling back to 
undertake most valued role. 

Melanie recounts not being able to drink wine and 
feeling self-conscious that this may be perceived by a 
close friend as relating to her religious beliefs rather 
than condition; 
“I don’t want to put that negativity between the two 
of us, thinking I’m not drinking because of my beliefs” 

The role of food in making others 
feel welcome a challenge with 
eating difficulties, obligation to 
accept hospitability out of 
concern for upsetting hosts. 
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“There are certain places now I’ve got where I know 
what I can have and enjoy it and feel that I can have a 
little pudding. Because a lot of the girls would all then 
take, because they don’t want a big pudding. And 
we're not very good at sharing! So it means you can 
still have your individual what you like, but it is just a 
little tiny espresso cup. So there’s only three or four 
mouthfuls in it but it’s just enough, and I do like that 
now, the little tiny cups. So there is certain places, you 
just get where you know what you can have.” (Gillian) 
 

Distress when eating in 
restaurants, adaption over time 
by eating out socially in known 
places. 

Liz also places emphasis on maintaining her ability to 
socialise with friends, “I do love going out because it’s 
the thing I can still do, and have good friends and still 
have a good social life, it hasn’t stopped me from 
doing that”. 
 

Prioritisation of goals able to be 
undertaken in new life situation. 

Stephen in his story describes the process of having 
“learned to realise what the side effects are, how you 
cope with them, what your limitations are, you begin 
to say, well, life’s not that bad”. 
 

Process of scaling back goals 
adaptive in facilitating positive 
outlook. 

Gillian in her narrative recounts an on-going situation 
with a family friend, who having experienced cancer 
himself considers himself and Gillian to hold a shared 
identity with the same illness trajectory; 
“But one of his good fiends now always tries to get me 
to eat more. And he's gone through cancer as well. 
And he had prostate cancer that he's recovered really 
well from and he's back to his fitness but he would still 
have the exhaustion. But he was saying about, he'd 
got the diary for me and the thing all about the 
healthy eating. And that's brilliant and I can do all that, 
I can eat healthy but every now and again I just want a 
little packet of crisps. Or a bit of crackers and cheese. 
Um, but he was saying you know try to get more 
vegetables and do this it will help. And I went, again 
great, but I can only eat small amounts of that. 
Constantly, it's not as though I can sit and have what 
they’re all eating. So people do you know, and it's like 
would you just shut up? Every time he comes in now I 
just have to bite my tongue. Because he is trying to be 
good to me, you know he is trying for me to get the 
benefit of what he has seen by having healthier food 
and making up a lot of the recipes out of the book” 
 

Expectation of recovery to pre-
onset of illness levels of 
functioning from others exerts 
pressure on the survivor, with 
need to justify changed self. 

ACCEPTANCE OF A NEW REALITY 
Searching for Meaning 

Quotation Interpretation 

"But if he'd said to me I've two things for you, I've a 
million pounds or I can give you a cure...there's just 

Reprioritisation of goals with 
lesser value being placed on what 
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absolutely no question what you would take.  And it 
just puts an awful lot of things in life into perspective 
because that's when you say to yourself, money does 
not matter" (Liz) 
 

is seen as materialistic. 
 

 “So I keep on, going back to God and saying, well that 
you’re meant to have your faith and you’re meant to 
be strong.  But I just, I just pray and give all my 
insecurities to God and he does, it does help.” 
(Melanie) 
 

Perception of illness experience 
as an opportunity to strengthen 
faith.  
 

Stephen in his story reprioritises goals relating to 
creating opportunities to spend quality time with his 
wife,   
“After that my wife and I decided we are going on two 
continental holidays a year and the two of us took off, 
and off we went. And I said well you know, I’ve had a 
second chance in life” 
 

Reprioritisation of goals, with 
lesser value being placed on what 
is seen as materialistic. 

Gillian sees her purpose in providing support to 
cancer patients in terms of broader survivorship 
services, in reflecting on how other patients 
volunteering in the cancer centre brought a 
reassuring presence to her visits; 
“You can even ring the Macmillan centre because they 
do everything from help you with your finances to 
meditation or other, the reflexology and massages and 
I’ve had quite a few of them and it is just lovely going 
up to that centre. And the hairdressing and the wigs 
and the makeup. It’s just phenomenal what is up 
there. So hopefully when I get myself, now I’ve gone 
through it a second time, I’d love to go up and 
volunteer. And just do the tea and coffee while 
welcoming people in, that’s what a lot of them do. I’d 
love to do something, give something back” 
 

Finding new purpose as a result of 
illness experience. 

 “You're not the way you were, you're not as robust as 
you used to be, you won't have the same energy you 
had because it stands to sense that you're not eating 
the same amount of food to keep all that energy up.  
You know you've lost all that weight and so you can't 
you know, do the things you once did but be very 
thankful that you can do what you can do, because 
there's always someone worse off than yourself,  isn't 
there?  So that's how I have to look at it and talk to 
myself and you know rationalise it out, out myself." 
(Liz) 
 

Engagement in perspective taking 
with a broader, population 
approach. 
 

Gillian conceptualises her cancer experience as very 
separate to those with a poor prognosis, “You know, 
just because you have cancer I think some people it is 

Engagement in perspective taking 
focused on oesophageal cancer 
peers with a poor prognosis. 
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so rough for them. And I can’t imagine what some 
people have gone through. And I know people who 
have died. I just think at the moment, I haven’t been 
given that sentence” 
 

RELINQUISHING AND HARBORING CONTROL 
Clinicians as uniquely gifted 

Quotation Interpretation 

Liz in her story recounts that she has “a hundred and 
fifty per cent faith in (the surgeon) from the surgery 
point of view” and reflects “Had I been going in there 
and another surgeon that I had never heard tell of 
doing it, I might have been more apprehensive." 
 

Emphasis on particular 
characteristics of the clinicians 
involved in care adaptive in 
relation to treatment control. 

Stephen describes a significant encounter with a 
surgeon, “I have good news for you and bad news. 
You’ve got cancer, the good news is we’ve caught it 
early”. 
 

Particular phrases used by 
clinicians recalled, form basis of 
control beliefs. 

Melanie, treated curatively with chemo-radiation 
therapy, describes being hospitalised post-treatment 
for food sticking in her oesophagus. During this 
procedure in accident and emergency, a clinician 
mentions the potential that the cancer has recurred, 
“the doctor said to me, um, that could be back. And 
that put it in my head. Because I wasn’t thinking about 
it, because I had got the biopsies which had all come 
back clear”. 
 

Single encounters can result in 
more negative representations of 
treatment control. 

 “It’s more likely to come back than not come back, 
because of the second cancer. So um, and I just, right 
that’s fine. At least if they find anything, they’ll find it 
early on. I’ve done the chemo twice, I’ve lost my hair 
twice, I can cope with that. So I’m just going to keep 
my hair short now so if I do lose it, it won’t be as 
drastic” (Gillian) 
 

Treatment perceived as having 
temporal control of cancer, 
preparedness of clinical team for 
recurrence emphasised. 

RELINQUISHING AND HARBORING CONTROL 
Personal mastery over a new body 

Quotation Interpretation 

For Liz there is no clear antecedent to remove in 
order to manage the heartburn where needed; 
"And I can cope with the nausea, I can cope with the 
sickness, I can cope with only being able to eat small 
portions and I can cope with having to manage when I 
eat and how I eat and all that.  I can cope with that, 
but I can't cope with that heart burn, and what it does 
inside.....That's a very, very difficult part because no 
matter what you do, you think you're ok and then all 
of a sudden heartburn starts.  Or you've eaten 
something that shouldn't give you heartburn, then all 

Heightened distress when not 
able to exert control over either 
the occurrence of the symptom or 
management. 
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of a sudden you've got heartburn." 
 

"I always have to think about it.  And the most 
problematic is when you're out with friends or in 
company you're thinking now hold on when did I last 
drink?  Right I can eat now.  So if you're out with 
friends and someone says, "Will we go for a coffee?"  
Of course you want to go for a coffee but you're 
thinking, "When did I last eat?   Let me think.  No it's 
not time for me to have a coffee yet." (Liz) 
 

Eating in public a distraction from 
careful monitoring of required 
new eating regime. 

“But I think eating out and enjoying eating out is, you 
know you just forget about the side effects. You know 
what is going to happen and you just accept it” 
(Stephen) 

Acceptance of loss of control over 
eating regime in unstructured 
social environment with 
knowledge that subsequent 
physical symptoms are temporal. 
 

 “I can’t eat spicy food, I can’t eat greasy food and the 
volume is obviously something you know. I can have 
two courses out of a three course dinner” (Stephen) 
 

Changed relationship with food 
with new eating regime 
experienced as deprivation. 

"Now I still have a great appetite, I want to eat.  Which 
is good.  But I can only eat these small portions at a 
time and that's quite difficult.  And then when you eat 
sometimes if you eat too much because it's that old 
sort of thing from childhood, your eyes are bigger than 
your tummy you know and you want to eat more and 
then if you eat too much I get this dumping syndrome 
and I have to go and lie down and I feel dreadfully sick” 
(Liz) 
 

Misalignment between bodily 
feedback and conformity to new 
eating regime. 

“So you learn and of course that’s the worst time for 
me because I want to eat in the evening whereas I 
would take very little during the day, wouldn’t have a 
big appetite but come this time at night I could munch 
my way through bags of crisps and sweets and 
everything. But I can’t, and that’s very difficult to 
handle. You have to sort of distract yourself. 
Sometimes you’re a naughty boy and you do take just 
and then you suffer and say, aw I shouldn’t have eaten 
that” (Stephen) 
 

Psychological desire for food does 
not lessen in time, rituals 
overcoming engrained routine. 

UNDERSTANDING OF ILLNESS 
Knowledge as empowering or threatening 

Quotation Interpretation 

“But I would be a little bite sized, don’t give me too 
much. And some of it is denial. I don’t want to know 
the gory bits or the severity” (Gillian) 

Desire for information in initial 
stages post-treatment to be 
restricted, particularly around 
prognosis and technical aspects 
of surgery. 
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“I’m as aware as I want to be, put it like that” 
(Stephen) 

Protecting self from destabilising 
information over time. 
 

 “I never discussed my illness. But people, I feel people 
like, I didn’t want to worry my best friend either” 
(Melanie) 
 

Protecting family from 
information resulting in reduction 
in social support. 

“My sister would have gone on the net straight away 
and she said there are things that she wouldn't have 
said to me until I had maybe said something. Like oh 
yes I was looking at that, they said that could happen. 
But she didn't want to say to me. And I was like so stay 
away from it, because she had herself, she said she 
shouldn't have been looking at it” (Gillian) 
 

Reciprocity with which both 
survivor and loved one exert 
control over the information they 
share with each other. 

“Yes, and um, she said to me you’ll probably have to 
have surgery, the sister did, said to me. And I, all this 
going through my mind, how am I going to cope, I 
knew it was a big operation because I’d been looking 
on the internet. Because I’m a person who likes to 
know what’s happening to my body, you know. I 
would, you know…I knew a lot, and I knew about 
what I was going to go through. And they said you 
know, you’ll probably have it before Christmas, you’ll 
probably have this operation before Christmas, and I 
was thinking how am I going to cope?” (Melanie) 
 

Surgery perceived as intrusive, 
threatening to bodily autonomy. 

“Tell me the ones I need to be concerned about. You 
know because, if somebody tells you this is going to 
give you a sore head, I would safely say that you will 
have a sore head” (Gareth) 
 

Desire for information on 
symptoms requiring health-
seeking behaviour. 

"I thought, but maybe this was just my interpretation 
of it and it was maybe just how I seen it, I thought that 
dumping syndrome was only supposed to last for a 
few weeks, you know a month/six weeks after your 
surgery.  I didn't realise dumping syndrome would go 
on and from what I can see will go on forever.  I wasn't 
aware of that now to be quite honest and maybe not 
completely aware of how it would happen or why it 
would happen."  (Liz) 
 

Information needed to foster 
perception of sustained physical 
effects as chronic. 

“They were talking about things and I was like yeah, 
that’s happening to me. It’s like, yeah, I’ll try that” 
(Gareth) 

Recognition of shared 
experiences instilling feelings of 
reassurance and behaviour 
change. 
 

“Yea they're very good. Yes a lot of the patients are 
quite far down the line, aren't they? A lot of them, 
which is good of course to see that they've got that." 
(Liz) 

Contact with longer term patient 
peers instilling feelings of hope.  
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"And by reading what way I should be isn't always 
helpful because everybody has different symptoms 
afterwards, because some people don't really have 
dumping syndrome, some people have it but not too 
bad and some people have it really bad. Some people 
can eat larger portions that others. I know one man in 
particular, and he can eat and drink together. A lot of 
people that I've spoken to at the meetings seem to be 
able to eat and drink together, I can't, so..." (Liz) 
 

Contact with patient peers may 
also result in ambivalence. 

UNDERSTANDING OF ILLNESS 
Moving away from self-blame 

Quotation Interpretation 

Melanie in her story describes holding a conflicting 
explanatory model of illness, sensitised by reference 
to smoking behaviour by clinicians throughout her 
diagnosis, “he said to me, you could 
have…oesophageal cancer, because you’re a 
smoker…and I did smoke. But um I didn’t smoke that 
many”.  Melanie is more accepting of the cause of 
her illness as being from drinking black coffee and 
hot food, potentially as a result of smoking being a 
sociably unaccepted activity in the hospital 
environment where she works. This explanatory 
model also allows Melanie to exert control over the 
recurrence of the cancer by “putting cold water in my 
coffee now”. 
 

Conflicting explanatory model of 
illness, need to resolve with 
perceived socially acceptable 
causal attribution which allows 
for control over recurrence. 

Gillian perceives her increased weight and food 
choices to have potentially caused her cancer, “But 
when I look back at what I was, I just think it’s 
so…probably, ashamed of myself. For being that big, 
for letting myself go that fat. I have no self control 
where food is about”.  This explanatory model 
becomes more engrained over time, with Gillian at 
the second time-point describing how in the past she 
had attempted not to consider the cause of her 
illness as this had resulted in feelings of self-blame. 
By the second time-point Gillian is interested in 
having confirmation of her assumptions from clinical 
staff, “I think now I'm probably ready to ask as I know 
I was very hard on myself that I was my own doing 
than anything. That I've caused this because of my 
lifestyle. But then I think I'm ready to hear it now as I'd 
want to stop the kids having the lifestyle I had if it was 
a lifestyle that caused it”. This will allow Gillian 
opportunity to “put things right” in relation to her 
families health, “It’s more important and a wake up 
call to look after my family more. You know, I feel I 
have neglected them”. 

Evolution of explanatory model of 
illness which allows for reduction 
in self-blame 



 

419 
 

Carer Sample 
 

 

EXERTING CONTROL THROUGH CARING 
Eating as a strict routine 

Quotation Interpretation 

“So an awful lot more thought at that end of it, just 
of that particular part of your daily routine in terms 
of preparing meals and who else is in the house as 
well. What they would like, so you end up doing 
different types of meals for different people that are 
around, the boys and what have you” (Beth) 
 

Increased effort for caregiver in 
post-treatment period in preparing 
food for family. 

“I don’t know that I would have the will power that 
you need. There is a lot of will power in deciding 
what you put in and whether you want it, you know 
if you really want something. And what the effect 
might be, you don’t necessarily think it all through” 
(Katie) 
 

An understanding that new eating 
regime is challenging to adjust to 
for survivor. 

NEGOTIATING THE NEW NORMAL 
Acceptance of  a permanent change 

Quotation Interpretation  

 “So em, they are the only, that’s the only thing we 
are living with at the minute. It will change with time 
as he learns more about what he is eating” (Katie) 
 

Carer compartmentalises the 
impact of survivor’s condition over 
time as only relating to eating 
behaviour. 

“We’ve been out for dinner a few times and to the 
cinema to get some snacks. So I would say we are as 
close to what would have been normal as possible. 
There are no limitations as to when really or where 
we can eat, because we are kind of plain people 
anyway” (Katie) 
 

Response shift with social impact 
from condition not seen as 
dissimilar to social life of parents 
with young children before 
condition. 

“It’s gone, done and dusted. Once it was taken out 
then that was very much a case of right, forward 
from here in terms of managing his health. And yea, 
it’s not backwards looking, look at what the cancer 
did. It’s very much forward looking in terms of 
managing it, acid control being the big thing” (Beth) 
 

Perceived separation of survivor 
from cancer identity and focus on 
long term health associated with 
older age. 

NEGOTIATING THE NEW NORMAL 
Finding meaning 

Quotation Interpretation 

 “Yes, just I thought it was unfair and why do these 
things happen? I just thought, we have cancer in the 
family again- what is going on here?” Margaret 
describes her faith in God and prayer as 
accommodating her adjustment to her mother’s 
condition, “I just have to pray to God and leave it in 
his hands”  

Global view of world through faith 
challenged with survivor’s 
diagnosis, accommodated into pre-
existing belief structure through 
belief in God exerting control 
through medical professionals. 
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“The effect of having the cancer was you know a 
really tough episode and you managed it, you came 
through the other side and it did just basically turn 
around in terms of a second chance to actually adopt 
a more positive frame of mind…No that I’m saying 
it’s a cure to have for depression (laughs) but you 
know it certainly was a big wakeup call all around” 
(Beth) 
 

Identification of new strengths in 
survivor over time appears 
adaptive.  

THE CARER AS UNSEEN 
Being the cheerleader 

“I panic and then it panics my mum as well, because 
sometimes you forget how to cope you know, you 
forget and it happens” (Margaret) 
 

Overt emotional response to 
symptoms mitigated to protect 
survivor. 

“I also found that text’s a wonderful thing instead of 
having endless phone calls, repeating the same 
update on his progress or what had happened next 
endlessly. It had a very traumatic and negative effect 
on me. The more often I said it, the more 
traumatised I was with the enormity of it, it was like 
ingraining it in my brain or something or other” 
(Beth) 
 

Distressing to repeat information 
on survivor’s illness to keep 
extended family updated, 
responsibility shared with family in 
time. 

Interviewer: “Do you feel your mother has much 
control over her illness?” 
Margaret: “Yes because she was very positive, and 
she remained positive throughout it” (Margaret) 
 

Survivor’s ability to exert personal 
control over condition linked to 
maintaining positive frame of mind. 

 “I got back to things like piano lessons and that. I 
was doing gymnastics as well, and I’m still doing that. 
It takes the mind off, you know” (Margaret) 
 

Reconnection with social identity 
adaptive for carer. 

THE CARER AS UNSEEN 
Striving for an understanding 

“But even the very fact he knew exactly what was 
going to happen, how he was going to do it, what 
Stephen should expect, what I should expect, what 
he would do, and he did every single thing he said he 
was going to do. And he instilled confidence in you, 
you trusted him one hundred per cent, never 
doubted him” (Beth)   
 

Information as facilitating 
heightened belief in medical staff 
and treatment control. 

“She just tells me the truth. If she was told 
something serious, she would tell me the truth you 
know. She would tell me.” (Margaret) 
 

Carers aware that information is 
filtered through survivor, trust 
important. 
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Appendix L.  Study VI Participant Information Sheet 

 

School of Psychology 

Queen’s University Belfast 

Belfast BT7 1NN                                       

Northern Ireland                                                       

Tel: +44 (0)28 9097 5445                                                       

Fax. +44 (0)28 9097 5486                                                                                                                                                                                                                                                                                                   

www.psych.qub.ac.uk 

 

 
                                                                                                          
 

Participant Information Sheet 

 

Study Title: Qualitative feasibility study of psychological intervention for upper GI 
cancer patients and carers 
 

Researchers:       Miss Lisa Graham, School of Psychology, Queen’s University Belfast 
Dr Martin Dempster, School of Psychology, Queen’s University Belfast 
 
 

                             
We would like to invite you to take part in our research study, conducted by researchers 

from the School of Psychology at Queen’s University Belfast. Before you decide we would 

like you to understand why the research is being done and what it would involve for you.  

It is up to you to decide to join the study. We will describe the study and if you agree to take 

part, we will then ask you to sign a consent form.  

 

 

Purpose of research study 

 

This research study fits within a larger program which aims to develop a psychological 

intervention for patients with upper gastrointestinal cancer and their family carers. 
 

Prior research in upper GI cancer survivors and their family carers has found heightened 

levels of distress, similar to that of a head and neck cancer population. In investigating the 

illness experience of the upper GI cancer survivor, we came to recognise an individual’s 

illness beliefs as being related to their choice of coping strategies, and in turn their 

psychological well-being.  

Previous work has focused on modelling this particular theory within the clinical population. 

We aim to develop an intervention based on modifying illness beliefs, to reduce levels of 

anxiety, depression and fear of recurrence.   
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The general purpose of this interview is to discuss the need, feasibility and acceptability of 

such a psychological intervention in more practical terms with a range of health 

professionals and other relevant stakeholders. 

 

 

Why have I been asked to take part? 

 

You have been invited to take part in this study as you are a health care professional, or a 

hold a position of responsibility with a patient support or advocacy group. This study will 

involve approximately 10 HCP and stakeholders. 

 

 

Requirements of research study 

 

If you agree to take part in the research, it will involve a face-to-face interview which will 

take no more than one hour. 

 

The interview may take place at the School of Psychology in Queen’s University or at your 

workplace. This is at your preference. The researchers will work with you to find a day and 

time that is most convenient for the interview to take place.  

 

On completion of the study, you will be given a debrief which will include an opportunity to 

ask questions about the study or wider research area, and give feedback on your experience 

of the interviews.  

 

 

Confidentiality 

 

Your participation in this study and any information you provide will be kept secure and 

confidential, at Queen’s University Belfast. The interview will be tape-recorded and then 

transcribed, at which point all personally identifiable information will be removed. The only 

people who will have access to the information provided in the study are the researchers 

listed at the beginning of this document. Any results which are published within the scientific 

community will not include any information which is at all personally identifiable. 

 

In exceptional circumstances, when it is believed that there sufficient evidence to raise 

serious concern about the safety of participants and other persons in contact with them 

(including children and vulnerable adults), confidentiality may be breached in order to 

provide appropriate support to the participant.  
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Possible risks of participation 

 

This research has been given a favourable opinion by the research ethics committee of the 

School of Psychology, Queen’s University Belfast. 

 

The researchers do not believe there to be any potential risks of participation. It is however 

important to consider the amount of time you will be committing to take part in the 

interview (approximately one hour).  

 

Withdrawal from study 

 

If at any point up until the end of the interview you do not wish to continue with the study, 

you are free to withdraw without giving a reason. In the case of withdrawal from the study, 

no more communication will be received from the research team. Information provided until 

that point will be included in the dataset unless otherwise specified by yourself. 

 

 

Next steps 

 

This information sheet is yours to keep as a reference. If you agree to participate in the 

study, the researchers will get in contact in the next fortnight to arrange a suitable date and 

venue for the interview to take place. 

 

If you require any additional information or have any questions at any point during the 

study, you can contact the researchers at the address at the beginning of this information 

sheet or the email addresses/phone numbers below: 

 

 

Lisa Graham                       Email: lgraham28@qub.ac.uk             Telephone: 07835 200186 

Dr Martin Dempster         Email: m.dempster@qub.ac.uk          Telephone: +44 (0)28 9097 

5547 

 

Many thanks for participating in our research. 

 

This information sheet is yours to keep for your records 

 

 

 

mailto:lgraham28@qub.ac.uk
mailto:m.dempster@qub.ac.uk
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Appendix M. Study VI Participant Consent Form (Clinician) 

 

                                               
 

 

                                         Participant Consent Form 

 

Study Title: Qualitative feasibility study of psychological intervention for upper GI 
cancer patients and carers 
 

Researchers:       Miss Lisa Graham, School of Psychology, Queen’s University Belfast 
Dr Martin Dempster, School of Psychology, Queen’s University Belfast 
 

         

Name: __________________________ Work 
address: 

________________________ 

Job title: __________________________  ________________________ 
   ________________________ 
   ________________________ 
                             

  Please Initial 
        Box 

1. . I confirm that I have read and understand the information sheet dated 
02/12/13 for the above study. I have had the opportunity to consider 
the information, ask questions and have had these answered 
satisfactorily. 

 

 

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason 
 

 

3. I understand that this study is confidential but there are limits to this 
confidentiality. Revelations that are criminal or in clear breach of good 
medical practice may require confidentiality to be broken by the 
researchers. 
 

 

4. I agree to take part in the above study. 
 

 

5. I agree to any anonymous data collected during the study to be retained for 5  
years, in accordance with the Data Protection Act. Data will be stored securely  
at Queen’s University Belfast. 

 

 

Signed (Participant):         ______________________         Date:                     __________________ 

Signed (Researcher):        _______________________       Date:                     __________________ 

 
 
School of Psychology 
Queen’s University 
Belfast 
Belfast BT7 1NN                                       
Northern Ireland                                                       
Tel: +44 (0)28 9097 
5445                                                       
Fax. +44 (0)28 9097 
5486                                                                                                                                              
www.psych.qub.ac.uk 
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Appendix N. Study VI Research Ethics Committee Approval Letter 
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Appendix O. Study VI Research Governance Approval Letter 
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