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“Who has been your guiding light? Who has wiped the tears, provided the 

wine and swept you up in their arms? Who has got you to stand up and 

face the day? Who has provided the support, the strength, the laughs? Who 

did you shout at in your steroid rage, break down in front of and confide 

in? 

 

While you are undergoing active treatment, it can be harder to recognise 

what people have done for you. Sometimes, it’s fair to say, I was so focused 

on MY treatment and MY side effects that everything else just faded away. 

Being in remission gives us time out to reflect on what has gone on and 

appreciate all the help and support. Say thank you to the people who have 

been there for you, and make sure they know how much you appreciate 

what they have done. They have walked with you and will be just as elated 

as you are at getting to this point. But they, like you, will be affected by the 

path you’ve taken together, be shattered by all you have experienced and 

be scared of what might still come.  

 

Hold their hand, wipe their tears for once and tell them you love them. We 

can’t promise to fix each other’s problems, but we can promise that we 

won’t ever face them alone.” 

Deborah James, excerpt from the book, ‘F*** You Cancer’ 
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THESIS ABSTRACT 
 

BACKGROUND 
Supporting caregivers, including across survivorship, is of key importance to ensuring 

caregivers are able to continue providing long-term informal support to cancer patients 

in the community. Current cancer caregiving literature suggests that caregiver report 

unmet needs related to their physical, psychological, and social wellbeing, and 

caregiving role. However, there is little evidence to support the implementation of 

current psychosocial interventions for caregivers into practice, with a lack of specific 

focus on the needs of caregivers in survivorship. There is, therefore, a need for more 

robust intervention development to ensure programmes target the key issues affecting 

caregivers and those who are still reporting high levels of need in survivorship. 

This PhD thesis describes the systematic process of developing a psychosocial 

intervention to support informal caregivers in post-treatment cancer survivorship, 

specifically setting out to determine who and what the intervention needed to target, 

and how and when this needed to be delivered.  

 
METHODS  

This study used a two-phased multiple methods research design guided by the 

Behaviour Change Wheel (BCW). In phase one, a needs assessment was conducted to 

determine the key physical, psychological and social needs of caregivers in post-

treatment survivorship, as well as contextual factors relating to the current provision 

and use of psychosocial supports within Northern Ireland. This included a systematic 

mixed studies review, and semi-structured interviews with healthcare professionals (n 

= 19) and post-treatment caregivers (n = 15). In phase two, the findings from each of 

these sources were used to inform the development and design of the intervention. The 

BCW guided the systematic selection of behaviours to be targeted by the intervention, 

intervention functions, policy categories, behaviour change techniques (BCTs) and 

mode of delivery. A final step in the development process involved the 

operationalisation of selected BCTs, and description of the proposed mechanisms of 

action and how the intervention might be implemented into practice. 
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RESULTS 

Findings from the systematic review, and studies with caregivers and healthcare 

professionals indicated that survivorship was a psychologically-vulnerable time in 

which caregivers were adjusting to life after cancer, managing cancer-related anxiety 

and fear of recurrence, and perceived a lack of meaningful social support to address 

their needs. It was determined that change was needed in caregivers’ psychological 

capability, physical and social opportunity, and automatic and reflective motivation to 

(1) regularly perform self-care behaviours, and (2) use effective coping strategies to 

manage cancer-related anxiety/fear of recurrence across survivorship. Five 

intervention functions, and 12 BCTs were identified as relevant to include in an 

intervention aimed at improving post-treatment caregivers’ physical, psychological 

and social wellbeing. Individual-level, peer support was identified as the most 

acceptable mode for delivering intervention content. A draft of the proposed 

intervention is presented. 

 
CONCLUSION 
The work undertaken as part of this thesis addresses gaps in knowledge regarding how 

psychosocial interventions should be developed in the context of cancer caregiving. 

The results add to both the cancer caregiving and intervention development literature 

by describing and specifying the design, content and proposed mechanisms of action 

for an evidence-based and theoretically-informed intervention targeting caregivers in 

post-treatment survivorship. Recommendations for future research and practice 

include the refinement of the proposed intervention, with the need to include key 

stakeholders in the ongoing development and evaluation process.  
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1 INTRODUCTION 
 

“As the number of people being diagnosed with cancer continues to rise, 

we will see even more people having to care for their friends and family, 

so we urgently need to ensure the right support is in place for them.”  

Fran Woodward, Executive Director of Policy and Impact at Macmillan 

Cancer Support (May 2016) 

 

 

Cancer is a major public health concern. Increasing incidence, improved survival, and 

an ageing and growing population means that progressively more people are living 

with and being affected by cancer (Maddams et al., 2012; Girgis et al., 2013; Treanor 

et al., 2019). Each year in the United Kingdom (UK), there are 363,000 new cases of 

cancer; that is almost 1,000 cases per day, a new diagnosis every two minutes (Cancer 

Research UK, n.d.) In 2015, cancer prevalence was estimated at 2.5 million 

(Macmillan Cancer Support, n.d.) (Macmillan-NCRAS Prevalence Project, n.d.), with 

a projected 4 million people living with cancer by end of 2030 (Maddams et al., 2012). 

However, not all those who are diagnosed will die from their cancer. Cancer survival 

is continually improving (Smittenaar et al., 2016), with around half of those diagnosed 

now living for 10 years or more (Cancer Research UK, n.d.). 

These projections demonstrate the burden of cancer. Most pertinently, the additional 

strain that it places on healthcare service provision, and the continued challenges for 

service planning to ensure that the needs of those affected by cancer are being met 

(Smittenaar et al., 2016; Girgis et al., 2013; Maddams et al., 2012). New models of 

cancer care are, therefore, continuing to evolve, with one of the recent, most significant 

changes being the shift from hospital- to predominantly outpatient- and community-

based services (Girgis et al., 2013; Schumacher et al., 2000; Aoun, 2004). This has 

placed an increased emphasis on the role of family and friends to provide informal 

care and support to cancer patients, particularly during their recovery from treatment 

(Given et al., 2001; Papastavrou et al., 2009; Treanor et al., 2019).  
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In 2016, Macmillan Cancer Support reported that almost 1.5 million people in the UK 

were providing care and support to someone with cancer, with this figure having 

increased by almost one third (31%) in the space of five years (Macmillan Cancer 

Support, 2016; Macmillan Cancer Support, 2011). Therefore, as incidence, survival 

and the recognition of cancer as a chronic condition increases, it can only be expected 

that the number of caregivers will also continue to grow (Applebaum & Breitbart, 

2013; Treanor et al., 2019).  

 

1.1 INFORMAL CAREGIVING IN CANCER 
The needs of cancer patients are multidimensional, resulting in caregivers providing 

both practical, i.e. ‘caring for’, and emotional support, i.e. ‘caring about’ (Thomas, 

1993; Heaton, 1999). Furthermore, the degree and nature of care the patient requires 

can often vary according to their phase of illness (Thomas & Morris, 2002; Given et 

al., 2001; Kim & Given, 2008). Therefore, defining ‘informal caregiving’ in cancer 

presents a challenge, with no single definition being used consistently across research, 

policy, practice, and even by caregivers themselves. Policy makers and national 

guidelines often use the terminology ‘carer’ or ‘caregiver’ to, quite simply, describe 

those who undertake care work for family or friends on an unpaid basis in the domestic 

domain (Thomas & Morris, 2002; Thomas, 1993). However, the majority of 

individuals (51%) dislike the formality or professional connotations of these terms, 

instead defining the support they provide as a natural part of the personal relationship 

they share with patient, i.e. as a partner, as a parent etc. (Macmillan Cancer Support, 

2011). The field of psycho-oncology research and practice (and this thesis), therefore, 

adopts a broader application of the definition, whereby caregivers are any individual 

who, without professional training and without remuneration, actively participates in 

the illness experience, and provides significant emotional care and practical support to 

the person with cancer (Hardy & Higginson, 2003; Beaver & Witham, 2007; Ussher 

et al., 2009; Candy et al., 2011; Northouse et al., 2012a). Most often, it is the patient’s 

partner or spouse provides the majority of support (Hodgkinson et al., 2007); however, 

primary caregiving roles can also be undertaken by other relatives and, to a lesser 

extent, friends and neighbours (Mills et al., 2008). 
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The ability of the caregiver to take responsibility for the patient’s health and recovery, 

and to provide long-term care is widely recognised as a vital resource that affords 

significant savings to healthcare services (Given et al., 2001; Papastavrou et al., 2009). 

However, taking on a caregiving role can come at a considerable cost to individuals’ 

physical, psychological, and social health, as well as significantly reducing their 

quality of life (QOL) (Schulz & Beach, 1999; Northouse et al., 2007; Stenberg et al., 

2009; Northouse et al., 2012a; Fletcher et al., 2012). 

 

1.1.1 Impact on Physical, Psychological and Social Health & 
Wellbeing 

A cancer diagnosis is a major life event for the person diagnosed, but also for the 

family (Girgis & Lambert, 2009). 81% of caregivers report being affected, in some 

way, by cancer and/or their caregiving role (Macmillan Cancer Support, 2013). Given 

the potential negative consequences of caregiving for the caregiver and the patient 

(Ockerby et al., 2013; Waldron et al., 2013), the degree of burden experienced, i.e. the 

extent to which caregivers feel that their emotional or physical health, social life, and 

financial status has suffered (Girgis et al., 2012; Zarit et al., 1980), has been the focus 

of a considerable amount of research. 

Caregiving is frequently associated with increased morbidity and mortality (Schulz & 

Beach, 1999), with more than half of caregivers reporting a direct effect on their 

overall physical health (Fisher & Briggs, 2000). Caregivers often suffer from poorer 

overall physical health, particularly when providing support in the advanced stages of 

the disease (Weitzner et al., 1999; Haley et al., 2001). To some extent, this may be 

attributed to the impact of caregiving roles and responsibilities on individuals’ lifestyle 

behaviours, e.g. eating well, being physically active, physical activity, smoking and 

alcohol consumption (Beesley et al., 2011). The most commonly reported physical 

health problems include sleep disturbances, general fatigue, enduring periods of back 

and muscular pain, weight loss/gain (Stenburg et al., 2009; Fisher & Briggs, 2000; 

Beesley et al., 2011). Fatigue and disturbed sleep patterns are often the most pressing 

concern for caregivers, often worsening as time spent caregiving increases or when the 

patient’s health has deteriorated (Grbich et al., 2001; Flaskerud et al., 2000). 

Additionally, both have been found to have a detrimental effect on other aspects of 
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caregivers’ health and wellbeing, including the ability to concentrate or perform usual 

activities, anxiety, depression, and anger (Aranda & Hayman-White, 2001; Flaskerud 

et al., 2000).  

The provision of intense emotional support is a key dimension of cancer caregiving 

that continues through the patient’s illness trajectory to recovery, and beyond (Thomas 

& Morris, 2002). This is often one the most time-consuming and challenging tasks for 

caregivers, as they are managing the patient’s emotional response alongside their own 

thoughts and feelings about cancer, and the stress associated with providing care while 

maintaining daily work and other responsibilities (Carey et al., 1991; Thomas & 

Morris, 2002; Hagedoorn et al., 2000; Northouse et al., 2000; Kim et al., 2012). 

Cancer, therefore, often takes its greatest toll on caregivers’ psychological wellbeing, 

with anxiety and depression among two of the most commonly reported problems for 

caregivers (Northouse et al., 2012a; Northouse et al., 2012b). It is estimated that up to 

40% of caregivers are suffering from anxiety (Janda et al., 2007), and as many as 39% 

experiencing depression (Braun et al., 2007). This is in addition to the intense worry 

often experienced about the patient’s health, and living with the fear that cancer may 

return (fear of recurrence; FOR) (Hodgkinson et al., 2007; Northouse et al., 2012a).  

The interplay between the physical and psychological is also well-documented in the 

caregiving literature; most notably the role that poor psychological wellbeing plays in 

adverse health consequences for the caregiver. This includes increased risk of 

morbidity and mortality (Kurtz et al., 2004; Schulz & Beach, 1999), changes to 

immune functioning (Northouse et al., 2012a), poor sleep and fatigue (Jensen & Given, 

1993), weight gain (Beesley et al., 2011), as well caregivers’ ability to provide optimal 

patient care (Segrin et al., 2007; van Ryn et al., 2011).  

In the UK, approximately 40% of people caring for someone with cancer spend more 

than 30 hours per work providing support (Macmillan Cancer Support, 2008). 

Caregivers’ time and energy are often focused on the patient’s health and recovery 

(Stenburg et al., 2010), with more than half of caregivers reporting significant effects 

on their social life and activities. This often results in caregivers feeling socially 

isolated, and changes to family dynamics and other social relationships (Fisher & 

Briggs, 2000; Grbich et al., 2001). Furthermore, cancer and the time costs associated 

with caregiving can lead to gaps in and/or loss of employment and education, reduced 

income, increased household expenditure, and overall financial strain (Schofield et al., 

1997; Grunfeld et al., 2004; Aoun, 2004; Treanor et al., 2019). 
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However, it must also be considered that the needs and concerns of caregivers will 

vary depending on the stage of cancer and prognosis, ranging from dealing with the 

shock of diagnosis in the earlier stages of the trajectory to anticipatory grief in the 

more advanced stages of the disease (Ussher et al., 2009; Daly et al., 2009). 

Additionally, increased caregiver need has been associated with a range 

sociodemographic and situational/environmental factors, including being female, 

younger (Daly et al., 2009; Harding & Higginson, 2003); unhealthy partner 

attachments, living alone with the patient, and higher level of patient dependency 

(Nijober, 1999); lack of positive communication in patient-caregiver relationship (Kim 

et al., 2008); increased burden experienced by multiple responsibilities (e.g. household 

management, childcare etc.) alongside caregiving role (Campbell et al., 2009; 

Matthews et al., 2003). 

 

1.2 PSYCHOSOCIAL INTERVENTIONS FOR CANCER 
CAREGIVERS 

Given the propensity for poor health and wellbeing outcomes, there is a growing 

recognition in policy that caregivers may need help to cope with cancer and the 

challenges of providing care, both internationally (Department of Health & Ageing, 

2008; United States Department of Health and Human Services, 2003), and within the 

UK (Department of Health, 2000, 2007; National Institute for Clinical Excellence, 

2004). This has resulted in the development of a range of supportive, psychosocial 

interventions, which aim to improve caregivers’ capacity to cope and manage the 

difficulties associated with caring for someone with cancer (Cohen et al., 2006; Ussher 

et al., 2009; Treanor et al., 2019), reducing psychological distress and improve QOL 

(Kozachik et al., 2001), and to improve the quality of care afforded to patient and lead 

to better patient psychosocial adjustment (Roberts et al., 1994). There is often a lack 

of consistency, especially within published studies, regarding the definition of 

‘psychosocial interventions’ (Hodges et al., 2010; Treanor et al., 2019). This thesis, 

therefore, adopts the broad definition of psychosocial interventions used by Treanor et 

al. (2019), i.e. non-pharmacological interventions that are designed to inform, educate, 

and increase coping capacity of informal caregivers. 
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A number of systematic reviews assessing the effectiveness of interventions targeting 

cancer caregivers, and exploring their potential to be implemented into practice have 

already been conducted over the past decade. Most recent of these is the Cochrane 

review conducted by Treanor et al. (2019), in which two members of the supervisory 

team were involved (GP, OS). Therefore, to avoid duplication of effort, the researcher 

conducted a scoping review of existing reviews in order to summarise the current 

available evidence on intervention, their key characteristics, and factors influencing 

their implementation into practice. This acted as a preliminary step in the design 

process to confirm the need for further intervention development, and guided the 

researcher in forming more specific research questions to be addressed by this PhD 

work that took into account identified gaps/limitations in current caregiving 

intervention evidence (Munn et al., 2018). 

The researcher searched key electronic databases (e.g. CINAHL, EMBASE, 

PsycINFO, Cochrane Library) using the terms (1) cancer, (2) caregivers, and (3) 

interventions to identify systematic reviews that had been conducted in the past 10 

years. Six reviews were identified, reviewing a pooled number of 161 studies and 

covering 164 interventions (Ussher et al., 2009; Northouse et al., 2010; Applebaum & 

Breitbart, 2013; Waldron et al., 2013; Treanor et al., 2019; Ugalde et al., 2019).  

1.2.1 Characteristics of Interventions 

The interventions included in the scoping review targeted caregivers of people ‘living 

with cancer’ (e.g. newly-diagnosed, awaiting or receiving treatment, remission) 

(Treanor et al., 2019), as well as those who had advanced disease/were receiving 

palliative care (Ussher et al., 2009; Northouse et al., 2010; Applebaum & Breitbart, 

2013; Waldron et al., 2013; Ugalde et al., 2019). The majority of interventions were 

heterogenous in regards to patient cancer site; although, a small number exclusively 

targeted caregivers of patients with specific cancer diagnoses, e.g. breast, prostate, 

colorectal (Ussher et al., 2009; Northouse et al., 2010; Applebaum & Breitbart, 2013; 

Waldron et al., 2013; Treanor et al., 2019; Ugalde et al., 2019). 

 

Interventions were primarily delivered/facilitated by nurses (Northouse et al., 2010; 

Waldron et al., 2013; Treanor et al., 2019; Ugalde et al., 2019). Other healthcare 

professionals were also commonly reported, including psychologists/trainee 
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psychologists, social workers, and, to a lesser extent, mental health specialists, 

multidisciplinary teams and study authors (Northouse et al., Treanor et al., 2019; 

Ugalde et al., 2019). Delivery most often took place within the hospital/outpatient 

clinic or healthcare service setting (Northouse et al., 2010; Treanor et al., 2019; Ugalde 

et al., 2019). Other locations included the caregiver’s home (Northouse et al., 2010; 

Treanor et al., 2019; Ugalde et al., 2019), residential settings (Treanor et al., 2019), 

third sector/voluntary organisations (Treanor et al., 2019), and places convenient to 

caregivers (Ugalde et al., 2019). 

The most common format was individual, face-to-face support (Northouse et al., 2010; 

Applebaum & Breitbart, 2013; Waldron et al., 2013; Treanor et al., 2019; Ugalde et 

al., 2019), often accompanied by additional telephone components (Northouse et al., 

2010; Applebaum & Breitbart, 2013; Waldron et al., 2013; Treanor et al., 2019) or 

supplemental materials, e.g. written materials, DVDs etc. (Ugalde et al., 2019). Other 

delivery formats reported included: via telephone only, groups or patient-caregiver 

dyads, and via internet/online (Ussher et al., 2009; Northouse et al., 2010; Applebaum 

& Breitbart, 2013; Waldron et al., 2013; Treanor et al., 2019; Ugalde et al., 2019). 

Interventions were typically delivered once per week over a period of 6 – 12 weeks 

(range = 2 – 56 weeks) (Northouse et al., 2010; Treanor et al., 2019). However, the 

number of contacts/sessions reported varied from 1 – 16 contacts (Northouse et al., 

2010; Applebaum et al., 2013; Treanor et al., 2019), with Northouse et al. (2010) 

reporting that interventions included in their review had a mean of 6.7 contacts per 

caregiver.  

 

The majority of interventions focused on psycho-education, and often included 

information provision and problem-solving/skills training (Northouse et al., 2010; 

Applebaum & Breitbart, 2013; Waldron et al., 2013; Treanor et al., 2019; Ugalde et 

al., 2019). Less commonly reported intervention content included individual 

counselling (Northouse et al., 2010; Applebaum & Breitbart, 2013; Ugalde et al., 

2019), couples/family or group counselling (Applebaum & Breitbart, 2013; Ugalde et 

al., 2019), social support (Ugalde et al., 2019), self-care (Waldron et al., 2013; Ugalde 

et al., 2019); and complementary therapies and alternative medicine (Applebaum & 

Breitbart, 2013). In regard to both individual, couples and group therapies, a range of 

counselling/therapeutic approaches were used, including supportive therapy, cognitive 
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behavioural therapy (CBT) and interpersonal therapy (IPT) (Applebaum & Breitbart, 

2013). 

1.2.2 Impact on Outcomes 

A range of primary intervention outcomes were reported on across the reviews, 

including physical health status/functioning, psychological distress, anxiety, 

depression, QOL, coping strategies, self-efficacy, caregiving burden, informational 

needs, marital/family relationships and social functioning (Ussher et al., 2009; 

Northouse et al., 2010; Applebaum & Breitbart, 2013; Waldron et al., 2013; Treanor 

et al., 2019; Ugalde et al., 2019). 

 

In terms of caregivers’ physical health, there was little evidence to support the use of 

psychosocial interventions. Northouse et al. (2010) reported small but non-significant 

effect on caregivers’ physical functioning at 3-months post-intervention that persisted 

at the 6-month mark. Treanor et al. (2019) reported little to no effect on caregivers’ 

physical health status immediately post-intervention; however, a small effect at 6 – 

12-months. In both reviews, it was not possible to determine long-term effects of 

interventions, with no studies reporting data on physical health status/functioning 

beyond 12-months post-intervention (Northouse et al., 2010; Treanor et al., 2019). 

 

There was mixed evidence to support the use of psychosocial interventions on 

improving caregivers’ psychological distress, anxiety or depression. With the 

exception of one arts intervention which improve caregiver psychological wellbeing, 

Ussher et al. (2009) found very little evidence for the efficacy of psychosocial 

interventions in reducing distress in cancer caregivers. Similarly, Treanor et al. (2019) 

reported little to no effect on caregiver psychological distress, anxiety and depression 

immediately following intervention, with little to no or uncertain effects on anxiety 

and depression at 3 – 6 months, and psychological distress at 6 – 12- months post-

intervention. In contrast, Northouse et al., (2010) reported a persistent, small but 

significant effect of interventions on psychological distress and anxiety at 3- and 6- 

months, and small but non-significant effects on depression at 3- and 6-months. In 

neither review did interventions report outcome data on psychological distress at 12-

months, or anxiety and depression at 6- and 12-months. Therefore, it was not possible, 
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in either review, to determine long-term effects of interventions on caregiver 

psychological wellbeing (Northouse et al., 2010; Treanor et al., 2019). There was little 

to no evidence to support the use of psychological interventions for improving 

caregiver QOL, with Waldron et al. (2013) reporting nil to small effects of 

interventions included in their review. Whilst Treanor et al. (2019) reported a slight 

improvement in QOL immediately post-intervention, this did not appear to be 

sustained over time with little to no effect at 12-months. There was mixed, but some 

evidence to suggest the use of psychosocial interventions for improving caregiver 

coping and self-efficacy over short- to moderate-term. Ussher et al. (2009) found very 

little evidence for the overall efficacy of psychosocial interventions to improve coping 

in cancer caregivers, but support for psycho-educational components in improving 

self-efficacy in relation to coping and decision-making. Northouse et al. (2010) 

reported that interventions had a moderate and significant effect on coping strategies, 

and small but significant effects on caregiver self-efficacy that persisted at 3- and 6-

months post-intervention. However, interventions failed to report data on outcomes 

beyond 6- and 12-months; therefore, it was not possible to determine the whether these 

effects were sustained over time (Northouse et al., 2012). Additionally, there was some 

evidence for immediate effect of interventions on reducing caregiver burden and 

informational need. Northouse et al., (2010) reported small but significant effects on 

caregiver burden at 3- and 3- to 6-months; however, this was non-significant at 6-

months post-intervention. There was also a large and significant effect of 

psychological interventions on reducing caregivers’ informational needs at 3-months. 

Interventions failed to report data on burden beyond 6-months, and on informational 

needs beyond 3-months; therefore, it was not possible to determine whether these 

effects persisted over time (Northouse et al., 2010). Additionally, Ussher et al. (2009) 

found that psychoeducational components of interventions both improved knowledge 

and reduced caregiver burden, as well as resulting in a more positive caregiving 

experience and less negative appraisal of caregiving. Intervention content that focused 

on problem-solving was associated with the greatest increase in caregivers’ knowledge 

and problem-solving abilities (Ussher et al., 2009). 

Lastly, there was some evidence to support the use of interventions on improving 

short-term marital/family relationships outcomes. Supportive group interventions 

were associated with increases in marital communication (Ussher et al., 2009). 

Northouse et al. (2010) reported interventions had a small but significant effect on 
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caregiver relationships at 3-months; this effect persisted at 3- 6 months but was non-

significant, and by 6-months post-intervention, no effect was observed. In terms of 

caregivers’ social functioning, there was a positive but significant effect at 3-, 3- to 6-

, and 6-months post-intervention (Northouse et al., 2010). There is, therefore, some 

evidence to suggest the use for psychosocial interventions in targeting caregiver social 

functioning over the short- to moderate-term. However, no outcome data was reported 

for 12-months, and, therefore, it was not possible to examine whether this effect was 

sustained longer-term (Northouse et al., 2010).   

 

Only one review (Treanor et al., 2019) reported adverse effects on caregiver 

psychological wellbeing in across three of the intervention studies included. This 

included higher distress, higher sexual-function-related distress, and lower 

relationship satisfaction (Treanor et al., 2009).  

1.2.3 Implementation 

A range of implementation outcomes were reported on across three of the reviews 

(Waldron et al., 2013; Treanor et al., 2019; Ugalde et al.,2019). This included 

acceptability, appropriateness, feasibility, fidelity, satisfaction, and cost. However, no 

studies reported on intentions, agreement or actions to implement the intervention into 

practice (adoption) (Ugalde et al., 2019). 

 

Only one review reported on caregiver satisfaction (Ussher et al., 2009). Regardless 

of mode of delivery, there was a high level of satisfaction, with interventions rated 

positively in terms of their usefulness, impact on experience of rewards of caregiving, 

and on improvement in communication and subjective wellbeing (Ussher et al., 2009). 

There was little and mixed evidence to support the acceptability of psychosocial 

interventions for cancer caregivers. With the exception of one study in which some 

participants perceived the intervention content as insensitive, Treanor et al. (2019) 

reported that, generally, there was good acceptability of interventions. However, 

Ugalde et al. (2019) reported that there was no evidence to indicate acceptability to 

caregivers in 46% of the interventions they reviewed, with an additional 86% of 

studies not reporting on whether the intervention was acceptable to other stakeholders. 
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In 65% of studies, there was no evidence of caregiver involvement in the 

design/development and evaluation of the intervention (Ugalde et al., 2019). 

There was evidence to suggest good feasibility of psychosocial interventions for 

cancer caregivers (Treanor et al., 2019), with 84% of caregivers who were screened 

meeting eligibility requirements to participate in the intervention (Ugalde et al., 2019). 

All interventions were considered to be a ‘good fit’ in terms of their active content; 

however, only 8% of interventions targeted those with high support needs or those 

who may benefit from support, suggesting that greater consideration needs to be given 

to the appropriateness of the target populations (Ugalde et al., 2019).  

There was mixed evidence regarding the fidelity of interventions in the cancer 

caregiving context. Delivery as intended was reported to have been achieved in 62% 

of interventions, with all caregivers, on average, completing all components of the 

interventions (Ugalde et al., 2019). Similarly, good methodological rigour was found 

in all the randomised controlled trial (RCT) studies included in Waldron et al. (2013) 

review; this included specificity of eligibility criteria, similarity of participants at 

baseline, use of treatment fidelity protocols, and provision of loss to follow-up 

information. Ussher et al. (2009), on the other hand, reported few studies 

demonstrating methodological rigour due to an absence of standardised measures, no 

pre-post outcome measures, absence of follow-up data, no comparison or control 

conditions, no information regarding attrition rates, and an absence of information 

about participant eligibility. Furthermore, no information on fidelity was reported in 

35% of interventions (Ugalde et al., 2019), suggesting a need for better reporting of 

interventions. 

Cost-effectiveness of interventions was poorly reported. Ugalde et al. (2019) reported 

that 82% of studies reported on staff time commitment required to deliver the 

intervention; however, 58% of studies provided no information of potential costs for 

additional resources, and 85% providing no information on staff training or expertise 

requirements. Cost-effectiveness was not reported in the interventions included in the 

Treanor et al. (2019) Cochrane review. 
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1.3 CHAPTER SUMMARY & RATIONALE 
This chapter has provided an overview of the underpinning foci for the current thesis, 

including the concepts of informal cancer caregiving, post-treatment survivorship, and 

psychological interventions targeting this population. The chapter has outlined the 

definitions of these terms that will be used throughout this thesis. It has also provided 

evidence for the adverse effects that caregiving across the cancer trajectory can have 

for both the caregiver and the patient, highlighting the need for intervention to support 

caregivers from the point of diagnosis, through to death, and into bereavement 

(Department of Health, 1995; Department of Health, 2000). 

 

A broad overview of the literature on psychosocial interventions demonstrates the 

potential for interventions to exert positive effects on many caregiving outcomes 

(Northouse et al., 2010; Applebaum & Breitbart, 2013). However, interventions do not 

impact caregiver outcomes to a clinically meaningful degree (Ussher et al., 2009; 

Treanor et al., 2019), and the current reporting of interventions demonstrates a limited 

capacity to be translated into practice (Ussher et al., 2009; Ugalde et al., 2019). As 

such, the current literature does not provide a body of evidence on which reliable 

recommendations for practice can be made, nor a strong case for the development of 

‘specialised’ interventions which differ from the information and support provided as 

‘usual care’ (Ussher et al., 2009). 

 

There are two primary explanations for the paucity of significant findings in relation 

to psychosocial interventions targeting cancer caregivers. Firstly, there is a lack of 

consistent positive findings and consensus on the best approach to meet the broad 

range of caregivers’ needs, including outcomes, active content and delivery/format of 

interventions (Northouse et al., 2010; Applebaum & Breitbart, 2013; Treanor et al., 

2019; Ugalde et al., 2019). The majority of participants included in studies are well-

adjusted at baseline and do not present with clinically significant levels of anxiety, 

depression, or burden that warrant intervention (Ussher et al., 2009; Treanor et al., 

2019). This results in a ceiling effect in changes in psychological wellbeing (Ussher et 

al. 2009; Treanor et al., 2019). As observed in cancer patient populations, positive 

effects are more evident when interventions are delivered to individuals with elevated 

levels of distress (Andrykowski & Manne, 2006; Barsevick et al., 2002). Therefore, 
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there is a clear need to target resources to caregivers who are most at risk of poorer 

outcomes and/or who are most likely to benefit from additional support (Carlson et al., 

2000; Ussher et al., 2009; Northouse et al., 2010; Ugalde et al., 2019).  

Despite the well-documented impact and burden of providing care, psychosocial 

supports are often under-utilised, with many caregivers not choosing to avail 

themselves of help (Grbich et al., 2001; Emanuel et al., 2000; Macmillan Cancer 

Support, 2016). The relevance of the intervention to the caregiver has been found to 

contribute to lower attrition and greater impact on outcomes (Applebaum & Breitbart, 

2013). Therefore, caregivers who are experiencing a problem may have low 

motivation to participate in interventions that they do not see as relevant to their 

situation (Ugalde et al., 2019). As such, researchers need to focus, identify and include 

intervention outcomes that are personally-meaningful to caregivers, and tailored to 

their specific needs across the different phases of the cancer trajectory (Harding & 

Higginson, 2003; Ussher et al., 2009; Kim et al., 2010; Applebaum & Breitbart, 2013; 

Treanor et al., 2019; Ugalde et al., 2019). Cancer survivorship, i.e. people who have 

completed active treatment for a primary cancer diagnosis and who show no evidence 

of disease at the time of the study (Department of Health et al., 2010), is its own unique 

stage of the trajectory. Yet, the majority of research focuses on the support needs of 

caregivers who are providing support to individuals who in the early (e.g. newly 

diagnosed, awaiting/undergoing treatment) or advanced stages of the disease 

(palliative, end-of life care, and bereavement) (Given et al., 2001; Fletcher et al., 

2012). This, therefore, fails to address how the caregiving role changes over time, 

particularly when the patient transitions from treatment into survivorship (Romito et 

al., 2013; Stamataki et al, 2014). In order to design appropriate psychosocial 

interventions, research needs to identify, and tailor the outcomes and active content to 

the key concerns for caregivers during this time. 

Interventions that combined elements of psychoeducation with other components, 

such as skills training, problem-solving and communication skills, were most likely to 

be effective in improving overall QOL and increasing self-efficacy, and, therefore, 

beneficial in supporting caregivers to adjust to their changed circumstances caused by 

cancer and cope with the challenges of providing care (Ussher et al., 2009; Applebaum 

& Breitbart, 2013; Waldron et al., 2013). However, given the lack of supportive 

evidence for the effectiveness of psychosocial interventions in the cancer caregiving 

context, it was difficult to draw conclusions regarding the most effective content and 
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modes of delivery for interventions (e.g. individual- vs. group-level, face-to-face vs. 

telephone/online, and appropriate number of sessions) (Applebaum & Breitbart, 

2013). Further research is needed to determine the most effective, and the most 

acceptable components of psychosocial interventions to the caregivers who will be 

receiving them and the healthcare professionals who may be involved in delivery. 

 

Secondly, the current interventions presented a number of methodological 

shortcomings. This included a lack of caregiver and other stakeholder involvement in 

intervention design/development (Treanor et al., 2019; Ugalde et al., 2019); short 

follow-up periods that prevented assessment of long-term effectiveness (Ussher et al., 

2009; Northouse et al., 2010; Treanor et al., 2019); and lack of reporting on fidelity to 

the intervention (Ugalde et al., 2009), and cost-effectiveness (Northouse et al., 2010; 

Treanor et al., 2019; Ugalde et al., 2019). There is, therefore, an identified need for 

clearer, detailed descriptions of interventions, including demonstrable evidence of 

their development and evaluation, to support their implementation into practice 

(Ussher et al., 2009; Northouse et al., 2010; Treanor et al., 2019; Ugalde et al., 2019). 

It is widely acknowledged that interventions should be grounded in evidence and 

theory (Ussher et al., 2009; Craig et al., 2008). Using a framework for intervention 

development can help guide the researcher is assessing important areas of need; 

identifying, selecting and applying the most appropriate theory; and bringing the 

information together in a way that can be used for future work. One such framework 

is the Medical Research Council (MRC) framework (Campbell et al., 2000; Craig et 

al., 2008; Craig et al., 2013). This presents four processes for the development and 

evaluation of complex interventions: (1) development, (2) pilot and feasibility testing, 

(3) evaluation, and (4) implementation of the intervention. Most pertinently to the 

current research, developing the intervention focuses on identifying the evidence base, 

appropriate theory, and modelling the processes and outcomes. How the MRC 

framework how fits into and is used in this thesis is discussed further in Chapter 2 

(Section 2.1.). 

As identified by the literature, a key component of effective implementation is 

designing interventions that are acceptable (i.e. seen as useful and appropriate by those 

who are targeted by the intervention and those who are involved in its delivery), and 

accessible (i.e. all individuals meeting the eligibility criteria must be able to access 

services should they wish to do so) (Harding & Higginson, 2003; Ugalde et al., 2019). 
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If interventions are to be successfully implemented into real-world practice settings, 

due consideration of the local context in which these interventions will sit is required. 

Particularly in the context of scarce healthcare resources, several barriers need to be 

addressed; specifically, interventions that are costly and/or that require significant time 

investment, input or expertise of healthcare professionals (Hack et al., 2011; 

Northouse et al., 2012b). Additionally, the vast majority of psychosocial interventions 

for caregivers have been developed and implemented in the United States (Treanor et 

al., 2019). Therefore, little is known about the experience of caregivers, the need for 

and scope of supports, and potential barriers to implementation of psychosocial 

interventions in the UK context. The development and implementation of psychosocial 

interventions for caregivers needs to be examined in context of healthcare services 

provision by the National Health Service (NHS) and the availability of third 

sector/voluntary organisations that exist across the UK, and within its devolved nations 

(e.g. England, Scotland, Wales and Northern Ireland). Stakeholder involvement as part 

of intervention development is considered best practice (Goodare & Lockwood, 1999), 

and was an identified need in the current cancer caregiving interventions literature 

(Treanor et al., 2019; Ugalde et al., 2019). Engaging the views of cancer caregivers, 

and healthcare professionals involved in the planning and/or delivery of psychosocial 

supports to people affected by cancer is therefore paramount to identifying the key 

components of the intervention, e.g. targeted outcomes, content, format/mode of 

delivery etc. 

 

1.4 THESIS AIM &RESEARCH QUESTIONS 
Based on the information presented in this chapter, the overall aim of this thesis is to 

develop an intervention to support informal caregivers in post-treatment cancer 

survivorship. Development of a new intervention, rather than the refinement or 

optimisation of current supports, was chosen for two reasons. 

 

Firstly, there is an identified need to tailor supports to caregivers’ needs and stage in 

the cancer trajectory. Post-treatment survivorship was identified as a gap in current 

intervention literature. Given increasing incidence and survival, this specific stage 

warrants greater attention to ensure that the growing number of caregivers providing 

support to people living with and beyond cancer are well-supported in their role.  
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Secondly, development of a new intervention is required to address the methodological 

shortcomings identified in the current intervention literature. There is a significant 

need for more robust, rigorous development and evaluation of psychosocial 

interventions in the cancer caregiving context. This can be improved by the use of 

methodologies, such as the MRC framework (Craig et al., 2013), to maximise 

knowledge and understanding of the current evidence base and wider context in which 

the intervention will sit, and combine this into a coherent evidence- and theory-based 

programme of support. The inclusion of key stakeholders, primary caregivers and 

healthcare professionals who may be involved in delivery/implementation, is strongly 

required to guide decision-making on key intervention components (e.g. outcomes, 

content and mode of delivery) and to provide a contextual understanding (e.g. potential 

barriers and facilitating factors) of UK/Northern Ireland cancer service provision. 

 

It is hoped that the resulting intervention will (1) have an increased likelihood of 

exerting positive effects on the chosen intervention outcomes (Applebaum & 

Breitbart, 2013; Treanor et al., 2019), (2) have an increased capacity to be translated 

into practice (Ussher et al., 2009; Ugalde et al., 2019), and (3) further the development 

of an evidence base of appropriate and effective interventions; thus, contributing to the 

aims of cancer reform strategies, and improving decision-making about the best ways 

to provide support to caregivers of people living with and beyond cancer (Department 

of Health, 2007; Treanor et al., 2019). 

1.4.1 Research Question(s) 

With the research and literature presented in the current chapter in mind, this thesis 

examines the following research question: How can evidence and theory be used to 

guide the development of a psychosocial intervention to support informal caregivers 

in post-treatment cancer survivorship? 

 

To address this overarching question, the following investigative questions were 

explored: 

1. What are the key psychosocial issues and support needs that most concern 

caregivers in post-treatment cancer survivorship?  
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2. What do caregivers want from psychosocial support in post-treatment 

survivorship, i.e. what do they want it to target, and how do they want it to 

be delivered? 

3. Specifically, within the UK healthcare context, what are the perceived 

barriers and facilitating factors to psychosocial support use among post-

treatment cancer caregivers, and healthcare providers? 

 

Chapter 2 of this thesis outlines the methods for intervention development used in this 

study. Chapter 3 presents a systematic review of published studies examining 

caregiver physical, psychological and social health and wellbeing outcomes during 

post-treatment cancer survivorship. Chapters 4 and 5 of this thesis outline the methods 

and present the findings of the semi-structured interviews with healthcare 

professionals and post-treatment cancer caregivers, respectively. Chapter 6 reports the 

results of intervention development, including how the evidence from Chapters 3 – 5 

was combined, and selection of intervention functions and active content for the 

intervention. Chapter 7 presents a draft of the resulting intervention, and describes how 

the intervention content might be operationalised and delivered in practice. Finally, 

Chapter 8 provides a brief summation of the work, its strength and limitations, and 

offers recommendations for future research and practice in the area of cancer 

caregiving intervention design. 
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2 METHODS FOR INTERVENTION 
DEVELOPMENT 

 

“The process of designing behaviour change interventions usually 

involves first of all determining the broad approach that will be adopted 

and then working on the specifics of the intervention design.” 

Michie et al., (2011), Implementation Science 

 

 

Currently, the lack of evidence for effective, theory-based interventions for cancer 

caregivers in post-treatment survivorship highlights a significant gap in current 

research efforts (Northouse et al., 2010; Applebaum & Breitbart, 2013; Treanor et al., 

2019; Ugalde et al., 2019). This limits the opportunity for researchers and decision-

makers to design effective interventions and health promotion programmes aimed at 

improving the cancer caregiving experience.  

The development of interventions to address health and wellbeing needs is complex, 

and has to take into consideration the diversity of approaches and principles inherent 

in healthcare delivery, practice and experience (Conn et al., 2001; Whittemore & Gray, 

2002; Meijel et al., 2004). As such a number of frameworks have been developed to 

guide researchers in the intervention design process.  

 

This chapter provides a background to intervention development, and describes the 

framework, methods and process for designing an intervention for caregivers in post-

treatment survivorship. The individual methods and findings for Phase 1: 

Understanding the Behaviour are described in Chapter 3 – 6, and Phase 2: Identifying 

Intervention Options & Content in Chapter 7. 
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2.1 BACKGROUND TO INTERVENTION DEVELOPMENT 
The Medical Research Council (MRC) Framework for the Development and 

Evaluation of Complex Interventions provides guidance to assist researchers, and 

research funders in recognising and adopting appropriate methods to develop complex 

interventions, and in evaluating their impact (Craig et al., 2008; Craig et al., 2013) 

(Figure 2.1). In the MRC framework, intervention development comprises three 

stages: (1) identifying the evidence base, (2) identifying and applying appropriate 

theory to the available (and if necessary, new) evidence, and (3) modelling process 

and outcomes; following which feasibility and piloting work should be undertaken 

(Campbell et al., 2000; Craig et al., 2008).  

The MRC framework is often regarded as the ‘gold standard’ for complex intervention 

development and evaluation, as well as being the most widely used set of guidelines 

in health research (Craig et al., 2013; Möhler et al., 2012; Corry et al., 2013). However, 

as a detailed guide for how to develop an intervention, the MRC framework lacks depth 

and direction. For example, the MRC framework emphasises the importance of using 

theory in intervention design (Craig et al., 2008); however, specific guidance on how 

to select and apply theory is not provided (Michie et al., 2005; Hardeman et al., 2005). 

 

 

 
Figure 2-1 MRC Framework for the Development and Evaluation of Complex 

Interventions 
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Over the years, there have been several attempts to be more systematic about 

intervention design. This has resulted in a number of systematic frameworks now 

available to guide the development of complex interventions, including Intervention 

Mapping (Bartholomew Eldredge et al., 2006; and 2016), the PRECEDE-PROCEED 

model (Green & Kreuter, 2004), and the Six Steps for Quality Intervention 

Development (6SQuID; Wight et al., 2016). In a systematic review of 19 of these 

traditional intervention frameworks, Michie et al (2011) found that none of the 

frameworks offered a coherent and comprehensive model or consistent set of 

determinants (e.g. beliefs and perceptions, unconscious biases, social environment) for 

understanding behaviour and designing interventions. This makes it difficult for 

researchers in knowing and selecting the most appropriate theory to address their 

research question (Michie et al., 2011). As a result, Michie et al. (2011) synthesised 

these 19 frameworks and developed them into a comprehensive and pragmatic 

framework for intervention design, known as the Behaviour Change Wheel (BCW) 

(Michie et al., 2014) (Figure 2.2). 

 

 

 
Figure 2-2 The Behaviour Change Wheel (BCW) Framework 
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2.1.1 Behaviour Change Wheel (BCW) Framework 

The Behaviour Change Wheel is a comprehensive guide for designing behaviour 

change interventions (Michie et al., 2014) (Figure 2.2), with a model of health 

behaviour, known as COM-B, sitting at its core. The COM-B model assumes that 

behaviours occur as an interaction between three conditions: Capability (psychological 

or physical capability to perform the behaviour), Opportunity (physical and social 

environment that enables the behaviour), and Motivation (reflective and automatic 

mechanisms that activate or inhibit behaviour) (Figure 2.3). It also includes numerous 

intervention functions and policy categories, as outlined by the two outer rings of the 

wheel (Figure 2.2). Definitions of the nine intervention functions and seven policy 

categories are given in Table 2.1.  

 

 

 
Figure 2-3 The COM-B Model 
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Table 2.1. Intervention function and policy category definitions from the BCW 

 Definition 

Intervention Function 

Education Increasing knowledge or understanding 

Persuasion Using communication to induce positive or negative feelings, or 

stimulate action 

Incentivisation Creating an expectation of reward 

Coercion Creating an expectation of punishment or costs 

Training Imparting skills 

Restriction Using rules to reduce the opportunity to engage in the target 

behaviour (or to increase target behaviour by reducing opportunity 

to engage in competing behaviours) 

Environmental Restructuring Changing the physical or social context 

Modelling Providing an example for people to aspire to or imitate 

Enablement Increasing means/reducing barriers to increase capability (beyond 

education & training) or opportunity (beyond environmental 

restructuring) 

Policy Categories 

Communication/marketing Using print, electronic, telephonic, or broadcast media 

Guidelines Creating documents that recommend or mandate practice. This 

includes all changes to service provision 

Fiscal measures Using the tax system to reduce or increase the financial cost 

Regulation Establishing rules or principles of behaviour or practice 

Legislation Making or changing laws 

Environment/social planning Designing and/or controlling the physical or social environment 

Service provision Delivering a service 
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2.1.1.1 BCW Intervention Design Process 
The BCW follows a three-stage process to intervention design: (1) Understand the 

Behaviour, (2) Identify Intervention Options, and (3) Identify Content and 

Implementation Options (Michie et al., 2014) (Figure 2.4).  

 

 
Figure 2-4 BCW 3-stage process for intervention design 

 

The first stage includes a behavioural analysis, in which the researcher aims to 

understand the behaviour to be targeted by the intervention in as much detail as 

possible. The COM-B model is used in the behavioural analysis to help understand the 

behaviour in the context in which it occurs (Michie et al., 2014), as well as help 

developers move from a behavioural analysis of the problem to intervention design 

using the evidence-base (Barker et al., 2016).  

In the second stage, the BCW outlines which intervention functions and policies are 

most likely to be effective in changing the target behaviour. A matrix is used to map 

the COM-B model with nine intervention functions and seven policy categories that 

would support the delivery of the intervention (Michie et al., 2014). This allows 

developers to identify, in a systematic and transparent way, the intervention functions 

and policy categories that are more likely to bring about change (Barker et al., 2016). 

The APEASE criteria are used in this stage to aid researchers’ judgements on the 

inclusion of intervention functions and policy categories, and ensure that they are: 

Affordable, Practical, Effective/Cost-Effective, Acceptable, Safe and Equitable 

(Michie et al., 2014).  
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In the third and final stage, the BCW identifies intervention content, including 

behaviour change techniques (BCTs), that would best serve the intervention functions 

and modes of intervention delivery (Michie et al., 2014). BCTs are the active 

ingredients in an intervention that have the potential to change the behaviour (e.g. goal 

setting, self-monitoring of behaviour) (Michie et al., 2011). During this stage, the 

intervention functions identified in Stage 2 are linked with appropriate BCTs using 

existing guidance from the BCW, and can be linked back to psychological theory 

(Barker et al., 2016). This linking of theory with intervention design is consistent with 

the advice given in the MRC framework (Barker et al., 2016; Campbell et al., 2000; 

Craig et al., 2008; Craig et al., 2013). Finally, the APEASE criteria are applied once 

more to identify the most appropriate and feasible modes to deliver the intervention 

components (e.g. workshop, leaflets, website) (Michie et al., 2014). 

 

2.1.1.2 Strengths and Limitations of the BCW 
The BCW offers a number of strengths for developing an intervention for caregivers 

in post-treatment survivorship. First, the BCW is a synthesis of 19 existing theoretical 

frameworks, and incorporates behavioural determinants that may influence caregivers’ 

ability to cope in survivorship, including beliefs and perceptions, motivation, and the 

environment (Michie et al., 2014). Contrary to other models of health behaviour, the 

BCW goes beyond explaining and predicting behaviour, and provides a systematic 

way to designing an intervention based on a detailed analysis of the behaviour (Michie 

et al., 2014). This addresses one of the limitations identified in previous cancer 

caregiving interventions by ensuring that outcomes measures have not only been 

appropriately chosen, but matched to the most effective mode and point of delivery in 

the cancer trajectory (Applebaum & Breitbart, 2013). Secondly, the BCW takes into 

consideration a wide range of factors at multiple conceptual levels (i.e. individual, 

interpersonal, system level) (Michie et al., 2014). As outlined in the Chapter 1, cancer 

caregiving does not sit in a vacuum, but exists within the context of the patient’s needs 

for support and healthcare service provision. It will be important to address these 

factors when designing the intervention. Lastly, the BCW has been used extensively 

in health services research, including the design of behaviour change interventions in 

the cancer context (Smits et al., 2018; Webb et al., 2016). 
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One of the major strengths of the BCW is that it encourages researchers to consider 

the full range of options and to choose the most promising through a systematic 

evaluation of theory and evidence (Michie et al., 2014). However, in doing this, Michie 

et al. (2014) acknowledge that this requires the researcher to make a number of 

judgements at various stages across the intervention design process. Whilst 

judgements are made on the basis of best available evidence, and the BCW provides 

criteria to guide this decision process, such “judgment calls” could result in different 

teams of collaborators using the same methods but producing different solutions. 

 

Despite this limitation, the BCW presents a systematic and comprehensive approach 

to intervention design. As such, this research aims to use the BCW to develop a 

comprehensive understanding of the barriers and facilitators influencing caregivers’ 

physical health, psychosocial wellbeing and use of supports, and develop intervention 

strategies to improve coping across the post-treatment survivorship trajectory. 

 
 

2.2 METHODS 

2.2.1 Population 

This research focused on the development of an intervention aimed at improving 

outcomes for informal caregivers in post-treatment cancer survivorship period. To 

ensure that the population was consistently captured across the research and 

intervention development, the following operational definitions were used. 

 

2.2.1.1 Cancer Survivorship 
This research adopted the definition of ‘cancer survivorship’ provided by the UK 

National Cancer Survivorship Initiative (NCSI). In this definition, cancer survivors are 

people who are living beyond cancer and who show no evidence of disease at the time 

of the study, i.e. a person who has recently completed treatment or has been treated for 

a primary cancer diagnosis in the past, and who is still in remission. This definition 

excludes those who are currently receiving treatment, diagnosed with advanced or 

metastatic cancer, or in a recurrent or terminal phase of the illness. Exception is made 
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to those on long-term hormone therapies, e.g. Tamoxifen, as this is not considered 

active or adjuvant cancer treatment, but rather a strategy to prevent recurrence.  

 

2.2.1.2 Caregivers 
A caregiver was defined as a partner/spouse, family member or friend who shares a 

close, personal relationship with and provides informal support to the person 

diagnosed with cancer. They must play a significant role in the person’s cancer 

journey. This means consistently providing support (Kim, 2013), being the main 

source of support (Mellon et al., 2006) or being the most knowledgeable about the 

person’s cancer (Bowman et al., 2006). Support provided may include, but is not 

limited to emotional support, financial support, symptom management, personal care, 

and transportation/accompanying the patient to and from appointments (Kim et al., 

2012b). Most importantly, the care provided must be informal, i.e. the caregiver 

receives no monetary compensation for their activities (Hanly et al., 2013a). Exception 

is made to those receiving social benefits pertaining to their caregiving role, e.g. UK 

Carer’s Allowance. 
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Figure 2-5 Research Design 
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2.2.2 Design 

The BCW (Michie et al., 2014) was used to guide intervention development across 

two phases with multiple sources of data (Figure 2.5).  

 

2.2.2.1 Phase 1: Needs Assessment 
Three data collection components were conducted within this research in order to gain 

a better understanding of the key physical, psychological and social concerns for 

caregivers in post-treatment survivorship, as well as caregivers’ and healthcare 

professionals’ perceived barriers and facilitators to the delivery and use of 

psychosocial support. This was done by examining the current state of knowledge 

available (Phase 1a: Systematic Mixed Studies Review), and eliciting input from key 

stakeholders (Phase 1b: Semi-structured interviews with Healthcare Professionals, and 

Phase 1c: Semi-structured interviews with Caregivers). Full methods for each of these 

components are described, respectively, in Chapters 3, 4 and 5. 

 

2.2.2.2 Phase 2: Intervention Development 

2.2.2.2.1 BCW Stage 1: Understanding the Behaviour 

The findings from Phase 1 were used in three ways. First, the data from each 

component was independently analysed and used to provide a detailed description of 

caregivers’ physical health and psychological/emotional wellbeing and social need in 

post-treatment survivorship (Chapters 3 – 5), as well as the perceived barriers and 

facilitators to psychosocial support use among caregivers (Chapters 4 and 5). Second, 

the findings from each component were combined together to produce evidence 

statements (NICE, 2012), on which a deductive COM-B analysis was conducted to 

identify the target behaviour for the intervention and what needs to change. Finally, 

the integrated findings and COM-B analysis were used in Phase 2 to develop a theory-

based intervention to address the targeted behaviour (Chapter 7).  
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2.2.2.2.2 BCW Stages 2 & 3: Identifying Intervention Options and Content 

In Phase 2, a theory- and evidence-based intervention that encompassed BCTs aimed 

at overcoming the identified barriers and facilitators in Phase 1 was developed. This 

was guided by Stages 2 and 3 of the BCW. 

The researcher and supervisory team met to review the Phase 1 findings, identify 

intervention functions and content, and brainstorm potential modes of intervention 

delivery. An intervention function is described as a broad category by which an 

intervention can change behaviour (e.g. education, persuasion, training) (Michie et al., 

2014). The BCW includes a matrix that outlines which types of intervention functions 

are likely to be effective in bringing about change in each of the COM-B components 

(Michie et al., 2014). Through discussion, the researcher and supervisory team applied 

the APEASE criteria (affordability, practicability, effectiveness/cost-effectiveness, 

acceptability, safety and equity) to each intervention function to explore its 

appropriateness for the post-treatment cancer caregiving context (Michie et al., 2014). 

Once the intervention functions were identified, the researcher used the BCT 

Taxonomy version 1 (BCTTv1) (Michie et al., 2013) to identify potential BCTs that 

would best serve the intervention functions. The BCTTv1 uses a standardised language 

for describing the active ingredients in interventions, with a BCT defined as “an 

observable, replicable, and irreducible component of an intervention designed to alter 

or redirect causal processes that regulate behaviour” (e.g. information about health 

consequences, action planning) (Michie et al., 2013). The BCW provides a matrix, 

developed through expert consensus, that maps relevant BCTs to intervention 

functions and theoretical domains (Cane et al., 2014; Michie et al., 2014). Starting with 

this matrix, the researcher used the APEASE criteria to consider which BCTs would 

be feasible within the context of post-treatment cancer caregiving, and most useful for 

addressing the identified barriers and facilitators identified by caregivers and 

healthcare professionals in Phase 1. Finally, to identify potential delivery options, the 

researcher and supervisory team considered possible modes of delivering each BCT. 

These were included alongside any potential modes of delivery developed from the 

systematic review and stakeholder input in Phase 1. 
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2.3 CHAPTER SUMMARY 
The methods presented in this chapter demonstrate a theoretically robust and evidence-

based approach to developing an intervention aimed at improving physical and 

psychosocial outcomes for caregiving in post-treatment cancer survivorship. The use 

of BCW methods also aims to address the limitations of current cancer caregiving 

research, in which there was an identified need for clear, detailed descriptions of 

psychosocial interventions, including evidence of their development and evaluation, 

in order to support implementation into practice (Ussher et al., 2009; Northouse et al., 

2010; Treanor et al., 2019; Ugalde et al., 2019). 

The following chapters (Chapters 3 – 5) present the individual methods and findings 

for each component of Phase 1: Needs Assessment, with Chapter 6 presenting the 

methods and results of intervention development using the COM-B model, BCW and 

BCTTv1. 

 

 

  



 31 

 

3 PHASE 1A: SYSTEMATIC REVIEW 
 

“I’d love to go back to my normal life, but there, that’s gone. You know, 

that normal life doesn’t exist anymore... 100%, you’re on a different 

road.” 

 (CCG09) 

 

 

This chapter reports the methods and findings of the systematic mixed studies 

literature review to examine the impact of informal caregiving in post-treatment cancer 

survivorship, and discusses these findings in relation to the key implications for 

intervention development.  Reviewing the current evidence plays an important role in 

intervention development and evaluation by providing a source of knowledge that 

researchers can use to inform decision making around whether an intervention works, 

how, when, why and in what circumstances (Bannigan, 2018).  

The effectiveness of existing psychosocial interventions for post-treatment cancer 

caregivers was most recently examined by members of the supervisory team (GP, OS) 

in Treanor et al.’s (2019) Cochrane review; the outcome of which is considered 

alongside the findings of this review and further needs assessment work that was 

conducted as part of this PhD to inform intervention development. Therefore, to avoid 

duplication of effort, the purpose of this systematic review was to, more specifically, 

inform the potential targets and outcomes for the intervention (Petticrew et al., 2013). 

This was achieved by (1) synthesising and appraising the current quantitative, and 

qualitative evidence on the physical, psychological/emotional and social impact of 

caregiving in post-treatment cancer survivorship, and (2) discerning the most 

significant unmet needs and, where possible, the caregivers most likely to benefit from 

additional support during this phase. 
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3.1 METHODOLOGY 

3.1.1 Evidence Acquisition 

Systematic review methods were chosen in order to provide exhaustive and 

comprehensive searching that would draw together all known knowledge on the 

physical, psychological and social impact of caregiving in post-treatment survivorship. 

This provided a more complete picture of caregivers’ most significant unmet needs for 

support at this time, and avoided the limitations in rigour and potential for bias often 

associated with other types of reviews, e.g. narrative or scoping reviews (Grant & 

Booth, 2009). A systematic review protocol was developed by the researcher (ERGM) 

and agreed with the supervisory team. The conduct and reporting of this review were 

guided by Aveyard’s (2014) guidelines for conducting literature reviews in health and 

social care, and the Preferred Reporting for Systematic Reviews and Meta-Analyses 

(PRISMA; Moher et al., 2009). This included defining the scope, search strategy, and 

how the data was extracted, appraised, and synthesised. The following sections 

summarise the systematic acquisition of evidence, including the search strategy, 

eligibility criteria, study selection, data extraction and synthesis, quality appraisal, and 

reporting rigour and ethical considerations.  

An original review was conducted from October 2015 – June 2016. However, in order 

to ensure that the most recent evidence had been considered and used to inform 

intervention development (Bannigan, 2018), the review was updated in February 2019 

using the same methods for evidence acquisition, data collection, quality appraisal and 

synthesis of results.  

 

3.1.1.1 Search Strategy & Information Sources 
A comprehensive search strategy was used to identify papers that reported on the 

physical, psychological/emotional and social impact of caregiving in post-treatment 

cancer survivorship. Six sets of key terms, including keyword and specific search 

terms (MeSH terms), were combined using Boolean operators to maximally capture 

the following: (1) cancer, (2) caregiver, (3) physical health, (4) psychological 

wellbeing, (5) social wellbeing, and (6) unmet support needs (see Figure 3.1). Given 

that the lack of consistent definition for ‘cancer survivorship’, this was examined by 
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eligibility criteria when screening individual papers. All search terms were developed 

by ERGM, and corroborated with the supervisory team and a subject-specific librarian.  

 

Electronic searches were carried out in October 2015 for the original systematic 

review, and again in February 2019 for the update using databases relevant to health 

and social care research: CINAHL, EMBASE, MEDLINE, and PsycINFO. 

Additionally, the references of eligible papers identified within the databases were 

hand-searched to ensure all relevant literature was included. 
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Figure 3-1. Search terms used in systematic search strategy (Key: [MeSH terms], Truncation Searching*) 

(1) Cancer [Neoplasms] OR Neoplasm* OR Cancer* OR Oncolog* OR Carcinom* OR Tumo?r* OR Malignan* OR Lymphoma* OR 
Melanoma* OR Leuk?emi* OR Sarcoma*.

(2) Caregiver [Caregiver] OR Carer* OR [Family] OR Families* OR [Nuclear Family] OR [Family Relations] OR Relative* OR [Parents] OR 
[Fathers] OR [Mothers] OR [Spouses] OR [Sexual Partners] OR Partner* OR Husband* OR Wife/Wives* OR Significant Other* OR 
[Siblings] OR Brother* OR Sister* OR [Adult Children] OR Adult Offspring* OR Son* OR Daughter* OR [Friends].

(3) Presence of Physical 
Issues

Physical Wellbeing OR Physical Health OR [Health Status] OR [Morbidity] OR [Comorbidity] OR [Disease] OR [Physical Activity] 
OR [Sleep] OR [Diet] OR [Nutrition].

(4) Presence of 
Psychological Issues

[Psychology] OR Affective* OR Cognitive* OR Emotional* OR Mental* OR Psychosocial* OR Distress* OR [Anxiety] OR 
[Depression] OR [Stress, Psychological] OR Stress* OR [Behavioral Symptoms] OR Burden* OR [Adaptation, Psychological] OR 
Adaptation* OR Adjustment* OR Coping* OR Appraisal* OR [Resilience, Psychological] [Quality of Life] Or Satisfaction* OR 
[Religion, Psychology] OR [Spirituality].

(5) Presence of Social Issues Social* OR [Interpersonal Relationships] OR Relationship* OR Social Interaction* OR Communication* OR [Trust] OR[Sexuality] 
OR [Sexual Behavior] OR [Coitus] OR Sex* OR Sexual Activity* OR Intimacy* OR [Social Adjustment] OR [Social Behavior] OR 
[Social Isolation] OR [Social Support] OR [Community Networks] OR [Social Environment] OR [Role] OR [Social Responsibility] 
OR [Socioeconomic Factors] OR Economic* OR Economic Burden* OR [Cost of Illness] OR [Income] OR [Pensions] OR [Insurance] 
OR [Occupations] OR [Employment] OR [Activities of Daily Living].

(6) Support Needs "Support” OR “Support Needs" OR "Supportive Care Needs" OR "Unmet Needs" OR [Needs Assessment] OR [Information Needs] 
OR "Education Needs" OR "Psychosocial Needs.
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3.1.1.2 Eligibility Criteria 

To assist in the identification of relevant papers, clear inclusion/exclusion criteria were 

developed. This ensured that the review solely captured the impact on caregivers 

during cancer survivorship. 

3.1.1.2.1 Inclusion Criteria 

Papers were included where: 

• The paper reported on non-interventional studies. 

• The paper was published in a peer-reviewed journal, and available in English. 

• The study reported on the physical, psychological, or social impact of cancer 

caregiving. 

• The patient was living beyond cancer, i.e. disease-free and in remission at the time 

of study. 

• Both the patient and caregiver were adults (18 years and above) at the time of the 

study. The patient must have been diagnosed and treated for cancer as an adult, 

and the caregiver must have been an adult prior to taking on a caregiving role. 

• Quantitative, qualitative, and mixed methodology studies were included, allowing 

for a more holistic understanding and complete picture of the post-treatment 

survivorship experience for caregivers (Grant & Booth, 2009). 

 

3.1.1.2.2 Exclusion Criteria 

Papers were excluded where: 

• The person with cancer had been recently diagnosed (>2 years since diagnosis), 

was currently receiving treatment, had advanced or recurrent cancer, or were 

receiving palliative and/or end-of-life care. 

• The caregiver was providing support as a healthcare professional or a paid 

caregiver. 

• The care was supplementary to formal care and being provided in a hospital, 

supported living, or community care setting. 

• The paper addressed the impact of childhood cancer survivorship, i.e. caregiving 

for an adult survivor of childhood cancer, or the impact of a parental cancer on 

those under the age of 18 years. 
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• The paper was a review article, editorial, commentary, conference submission, or 

study that included, assessed, and evaluated a psychosocial intervention). 

 

Only research published from January 2000 until the update in February 2019 was 

included in this review in order to reflect the current nature of cancer care and 

recovery, i.e. outpatient-based and transferral of care back into the community 

(Ockerby et al., 2013). 

 

3.1.1.3 Study Selection 

Reference management software (RefWorks) was used to manage the references 

retrieved from the four databases. Following the completion of searches and 

deduplication, titles and abstracts were reviewed on basis of the eligibility criteria. 

Any abstracts that lead to uncertainty were retained for full-manuscript screening. 

ERGM conducted the searches, screened, extracted data, and applied the quality 

appraisal tool. Any ambiguity in terms of study selection was discussed with OS before 

a final decision was made. Where required, PH and SP were available to arbitrate any 

disagreements in paper selection and interpretation. 

 

3.1.2 Data Collection Process 

For this review, one data extraction form (Appendix 1) was used for all quantitative, 

qualitative and mixed methods studies. This form was used to collect general 

information about the paper (title, authors, and publication details), study features 

(methods used, population characteristics and context), and the key findings. This was 

developed by ERGM and piloted with 10 papers to ensure all relevant information was 

captured to meet the aims and objectives of this review, and to minimise human error 

bias or misinterpretation (Tranfield et al., 2003; van Tulder et al., 2003).  
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3.1.3 Quality Appraisal 

The Mixed Methods Appraisal Tool (MMAT) (Pluye et al., 2011) (Appendix 2) was 

used to assess the methodological quality, and the risk of bias of the papers included 

in the final analysis. Specifically designed for mixed studies reviews, the MMAT 

allows the researcher to use one single tool to concomitantly assess and compare the 

quality of studies, regardless of the research design and methodology used (Pluye et 

al., 2011). It is an appropriate, reliable and valid tool for assessing quality in mixed 

studies reviews (Crowe & Sheppard, 2011; Pace et al., 2012), and allows for greater 

efficiency, ease of completion and comparison between studies than other quality 

appraisal tools, such as the Critical Skills Appraisal Programme (CASP), which uses 

multiple checklists for separate study designs. 

Methodological quality is scored on a scale of 25% (one star – poor quality) to 100% 

(four stars – excellent quality). Guidance statements are provided on each of the 

criteria (see Appendix 2). Additionally, the MMAT checklist is accompanied by a 

manual to assist researchers in answering the questions posed (Pluye et al., 2011). 

ERGM completed the MMAT for each paper, with OS reviewing any ambiguity. In 

cases where consensus could not be reached, other members of the supervisory team 

(PH and SP) were available to arbitrate. This appraisal directly informed the 

interpretation of study findings. 

 

3.1.4 Synthesis of Results 

Qualitative, and quantitative findings relating to the physical, psychological, and 

social variables were reported for each study. Where possible, the prevalence, severity, 

and predictors/associations for each of the variables were reported. Additionally, 

implications of the findings for future interventions were pooled to provide 

suggestions on how such services should be developed, i.e. the what, the when, and 

the how. 

A convergent synthesis, i.e. data extracted from all qualitative, quantitative, and mixed 

method studies was synthesised simultaneously to form the findings of this review. 

Specifically, an inductive approach in line with thematic analysis techniques (Braun 

& Clarke, 2006) was utilised in order to best compare, interpret and report patterns 

within the extracted data. This approach is considered appropriate for addressing 
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narrative review questions in systematic mixed studies reviews (Pluye & Hong, 2014). 

Themes are identified through a comparative process, where the researcher reads, and 

re-reads included studies to describe, organise and interpret study results (Pope et al., 

2007). To ensure rigour in the thematic synthesis process, reviewers continually go 

back and forth between the article text and themes.  

Here, data was organised into four themes that related to the main aim of the review; 

these were: (1) Physical Health, (2) Psychological Wellbeing, (3) Social Impact and 

(4) Unmet Support Needs. The data extracted from the included studies was used to 

provide evidence for the development and revision of sub-themes within the four main 

themes. This process is known as a hybrid deductive-inductive approach (Boyatzis, 

1998). 

 

3.1.5 Reporting Rigour and Ethical Considerations 

The agreed international standards, as per the PRISMA statement (Moher et al., 2009), 

were followed to ensure transparency; that is, making sure the research conducted is 

as open, understandable, and as clearly replicable as possible. Regular meetings with 

the supervisory team were held in order to achieve transparency and agreement on 

methodology, data extraction, analysis, and reporting. None of the authors have any 

conflicts of interest that would affect their interpretation of this data, and there were 

no ethical issues of concern in this secondary analysis of previously published and 

peer-reviewed data.  

 

 

The following two sections report on the systematic search and selection process 

(Section 3.2.) and synthesis of results (Section 3.3.) for the original systematic review. 

The findings from the update are reported on in Section 3.4. 
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3.2 RESULTS OF THE SYSTEMATIC SEARCH AND 

SELECTION PROCESS (ORIGINAL REVIEW) 

Figure 3.2 illustrates a full breakdown of the original systematic search and selection 

process. The search strategy yielded 11,041 records (11,007 through electronic 

database searching, and 34 through hand searches). Following the removal of 

duplicates (n = 6,105), 4,936 records were screened for eligibility. A further 4,708 

records were removed during screening (n = 4,394 during title screening, and n = 314 

during abstract screening). This resulted in 228 papers subject to full-manuscript 

review, predominantly due to difficulty discerning whether sample met the 

survivorship eligibility criteria. Following individual assessment, as per the eligibility 

criteria, 60 papers were included in the original review. 
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Figure 3-2 PRISMA flow diagram depicting results of systematic search method (original 

review) 
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The reasons for exclusion of full-manuscript reads are summarised in Figure 3.2 and 

are detailed below: 

1. Survivorship criteria was not met (n = 88): Six papers were excluded as the 

cancer patient was newly diagnosed; 32 papers were excluded as the patient 

was still in treatment, or the paper assessed caregiver impact over treatment, or 

in acute post-treatment recovery; three papers were excluded as the patient’s 

cancer was advanced or incurable; and 47 papers were excluded as the patient’s 

stage in the cancer trajectory was not described, unclear, or could not be clearly 

distinguished. 

2. Mixed sample (n = 77): Two papers were excluded as the cancer caregiver 

sample was mixed with a non-cancer caregiver sample; and 75 papers were 

excluded as they contained a mixed cancer patient group, i.e. patients included 

were mixed across diagnosis, treatment, survivorship, recurrence, and 

advanced/terminal phases. 

3. Caregiver data was not available (n = 3): One paper was excluded as it reported 

the data as a “caregiver-survivorship couple”, and separate responses for the 

caregiver was not provided; one paper was excluded because the caregiver was 

providing their perspective solely on the patient’s experience, and not their 

own; and one paper reported instrument development, but did not report 

individuals’ responses. 

 

All final papers included in this original review were agreed by consensus with another 

member of the review team (OS) and have been summarised in Table 3.1 (Appendix 

3). 
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3.2.1 Summary of Study Characteristics 

The majority of studies were conducted in the USA (n = 34). Eight studies were 

conducted in the UK & Ireland –Northern Ireland (n = 3), Republic of Ireland (n = 3), 

Scotland (n = 1) and England (n = 1). The remaining 18 studies were conducted in 

Australia (n = 7), Hawaii (n = 2), Switzerland (n = 2), Belgium (n = 1), Portugal (n = 

1), Sweden (n = 1), Norway (n = 1), Turkey (n = 1), Israel (n = 1) and one comparative 

study between Austria and Israel. 

In terms of study design, 44 of the papers adopted a quantitative, descriptive 

methodology, and 15 were qualitative studies. Only one paper was a mixed methods 

study. The most common method of data collection was questionnaires/surveys (n = 

43), followed by interviews (n = 11) and focus groups (n = 3). Additionally, one study 

analysed the qualitative data from two open-ended questions on a survey, and one 

study analysed linked national data sets. The mixed methods study used a combination 

of interviews (qualitative) and questionnaires (quantitative). 

 

3.2.2 Summary of Quality Appraisal 

Using the MMAT (Pluye et al., 2011), papers were scored against four main criteria 

associated with the specific research design. One paper met 100% of the criteria; 25 

met 75% of criteria; 31 met 50% of criteria; and three papers met only 25% of criteria 

(Table 3.2). No papers met none of the criteria and therefore, no papers were excluded 

on the basis of unacceptable methodological quality.  

The most frequently observed quality issues were the inclusion of a sample that was 

not representative of the target population (n = 45); failure to report or an unacceptable 

response rate (n = 21); to report consideration of context or researcher’s influence on 

findings (n = 12); and the use of non-standardised and/or non-validated measures (n = 

8) (Table 3.2, see Appendix 4) 
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3.2.3 Summary of Cancer-Specific Characteristics 

Cancer-specific characteristics reported included cancer sites, time since diagnosis, 

time since treatment, treatment(s) received, and the caregivers’ relationship to the 

patient. 

 

3.2.3.1 Cancer Sites 

Breast (n = 5), colorectal (n = 7) and prostate cancer (n = 12) were the most commonly 

reported diagnoses. In approximately half of the studies (n = 24), they were also the 

most predominantly reported cancers within the sample, with breast accounting for 

31.2%, prostate 24.2%, and colorectal 17.5% of diagnoses. Four papers reported solely 

on head and neck cancer; two on oesophageal cancer; and one on brain tumour 

survival. Other cancer diagnoses included: non-Hodgkin’s lymphoma, other blood 

cancers, lung, kidney, bladder, and gynaecologic cancers. Following breast, prostate, 

and colorectal cancer, gynaecologic cancers (including cervical, ovarian, and uterine) 

were the most prevalently reported, accounting for approximately one quarter of the 

sample (24.7%).  

 

3.2.3.2 Time since Diagnosis & Treatment 

Time since diagnosis was reported in 36 out of the 60 included papers. On average, 

time since diagnosis was 3.7 years (SD = 0.97), and ranged between 0.6 – 17 years. 

Time since treatment was reported in 23 out of the 60 studies. The average time since 

treatment was 3.0 years (SD = 0.84), and ranged between 0.5 – 17 years.  

 

3.2.3.3 Types of Treatments 

Type of cancer treatment(s) received was reported in 25 papers. Surgery was the most 

commonly reported treatment (n = 21), including prostatectomy (17%), mastectomy 

(6%), colostomy (6%), orchiectomy (4%), and breast-conserving surgery (2%). Non-

surgical treatments included radiotherapy (30%), chemotherapy (15%), brachytherapy 

(8.5%), hormone therapies (8.5%), cryotherapy (2%), expectant management or active 

surveillance (2%), and bone marrow transplantation (2%). Approximately one fifth of 

patients (21%) had received more than one of the above treatments as part of their 

treatment plan. 
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3.2.3.4 Relationship to Patient 

The majority of papers (n = 31) included caregivers who were the spouse/partner of 

the person with cancer. Across the remaining papers (n = 29), the majority of 

participants were spouses/partners (72.6%), adult offspring (20.1%), siblings (6.6%), 

parents (5.3%), and other family member/friend (5.7%). One study focused solely on 

adult daughters. 

 

3.2.4 Summary of Caregiver Characteristics 

Demographic characteristics of the caregivers reported included age, sex, ethnicity, 

religion, income and socioeconomic status, employment status, and level of education. 

 

3.2.4.1 Age 

The average age of was 55.3 years (SD = 10.9), ranging between 18 – 88 years. 

However, samples were predominantly middle to older aged, with the youngest mean 

age reported as 40.8 years (SD = 11.7 years) (Kim et al., 2008a). Four papers did not 

report caregiver age (McCorry et al., 2009; Rivers et al., 2011, and 2012; Syse et al., 

2009). 

 

3.2.4.2 Sex 

The majority of papers (n = 33) reported a predominantly female sample (66.7%).  

Seven papers had approximately equal sex representation (51% female, 49% male).  

Ten papers included an all-female sample; eight included an all-male sample. Sex was 

not explicitly reported in one study (Syse et al., 2009). 

 

3.2.4.3 Ethnicity 

In a third of the studies (n = 20), caregivers were predominantly Caucasian, accounting 

for approximately 83% of the sample. Only four papers stratified their samples by race, 

reported an equal representation of 51% Caucasian, and 49% African American 

caregivers (Mellon & Northouse, 2001; Mellon, 2002; Mellon et al., 2006; Mellon et 
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al., 2007). Other ethnicities represented across all the papers included: African 

American (11.2%), Asian (10.6%), and Hispanic/Latino (1.4%). Three papers focused 

on African American caregivers (Campbell et al., 2004; Rivers et al., 2012; Rivers et 

al., 2011). Two papers focused on the experience of Asian & Pacific Islander wives 

(Ka’Opua et al. 2005; and 2007). Seventeen papers did not report ethnicity, however 

the majority (n = 14) were conducted in Western cultures where samples are expected 

to be predominantly Caucasian. 

 

3.2.4.4 Income & Socioeconomic Status 

Approximately half of the papers (n = 27) reported affluence within the sample, with 

around 60% of caregivers reporting an annual income greater than $40,000. Only one 

paper focused on caregivers from low-income backgrounds (Marshall et al., 2011). 

The remaining papers (n = 29) did not report caregiver income. Syse et al. (2009) 

reported the effect of cancer on spousal labour earnings, however, the authors did not 

report the average income for caregivers in survivorship. 

 

3.2.4.5 Level of Education 

In the majority of papers (n = 29), caregivers were well-educated, with 71% attaining 

greater than secondary school level and spending an average of 15.6 years in 

education. Only two papers reported caregivers as having little to no education 

(Cakmak et al., 2010; Cotrim & Pereira, 2008). Education was not reported in the 

remaining 29 papers.  

 

 

3.3 SYNTHESIS OF RESULTS (ORIGINAL REVIEW) 
A total of 60 papers (44 quantitative, 15 qualitative, 1 mixed methods) reporting on 

the physical, psychological/emotional and social consequences of post-treatment 

cancer caregiving were deemed eligible for inclusion. The findings of these papers are 

discussed under the following themes: Physical Health, Psychological Wellbeing, 

Social Impact, and Unmet Support Needs. Each theme will be discussed in terms of 

the key sub-themes emerging from the literature, e.g. anxiety, financial impact, and 

predictive/associated factors. As the majority of papers shared similar methodological 
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failings, strengths and limitations of studies are discussed at the end of the synthesis, 

instead of within each respective theme. A full summary of the main findings for each 

study is provided in Table 3.1 (see Appendix 3). 

 

3.3.1 Physical Health 

Caregiving for a person with cancer often negatively impacted on a caregivers’ 

physical health (Cotrim & Pereira, 2008; Kim et al., 2013). This was particularly true 

for older caregivers who did not always have the physical stamina to keep up with 

demands of the role (Harden et al., 2013b; Ohlsson-Nevo et al., 2011). Caregivers 

generally reported that their health was ‘good’ (Manne et al., 2015); still, more than 

half (54%) were coping with their own physical health conditions on top of the 

patient’s cancer recovery (Ka’Opua et al., 2007). This often resulted in reduced self-

care of one’s own health, particularly to sleeping patterns, diet and exercise (McCorry 

et al., 2009; Rivers et al., 2012). The impact of caregiving on caregiver’s physical 

health in post-treatment survivorship are discussed below under the sub-themes: (1) 

Physical Quality of Life; and (2) Physical Health Complaints. 

 

3.3.1.1 Physical Quality of Life (QOL) 

Physical quality of life (QOL) was measured in seven papers (Harden et al., 2013b; 

Hodgkinson et al., 2007; Kim et al., 2008a; Kim et al., 2008b; Kim et al., 2011; Kim 

et al., 2012a; Kim et al., 2013b). On average, caregivers’ physical health scores were 

comparable to population norms (Hodgkinson et al., 2007; Kim et al., 2008a; Kim et 

al., 2008b; Kim et al., 2012a; Kim et al., 2012b). However, caregivers’ physical QOL 

tended to decrease the longer that they spent caregiving (Harden et al., 2013b). Poorer 

physical health scores were associated with greater patient emotional/psychological 

distress (Kim et al., 2008a), particularly when the caregiver was male and the patient 

was female (Kim et al., 2008b). Other factors that negatively impacted caregivers’ 

physical QOL included older age (Kim et al., 2012a; Kim et al., 2012b) and having 

higher levels of faith (Kim et al., 2011). Alternatively, greater physical health scores 

were associated with experiencing lower levels of caregiver stress, employment, and 

having a greater sense of meaning, peace and purpose in life (Kim et al., 2012b; Kim 

et al., 2011). 
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3.3.1.2 Physical Health Complaints 

Seven papers assessed physical health complaints in caregivers (Mellon & Northouse, 

2001; Mellon et al., 2006; Mellon et al., 2007; Kim et al., 2013; Kim et al., 2015; 

Campbell et al., 2004; Manne et al., 2015). Approximately half of caregivers (50%) 

reported experiencing health problems (Mellon & Northouse, 2001; Mellon et al., 

2006; Mellon et al., 2007). The most common morbidities were heart disease (71%), 

arthritis (57%), diabetes (43%), hypertension (29%), chronic back pain (29%), and 

high cholesterol (14%) (Mellon & Northouse, 2001; Mellon et al., 2006; Mellon et al., 

2007; Kim et al., 2013; Kim et al., 2015). Fatigue was also a salient problem in this 

population (Campbell et al., 2004). However, experiencing health problems did not 

result in increased visit to a physician, with caregivers on average only making three 

visits per year (Manne et al., 2015). Predictors of poor physical health included caring 

for a spouse, being female, experiencing greater levels of caregiving stress, and 

caregiving over longer periods of time (Kim et al., 2012b; Kim et al., 2013; Kim et al., 

2015).  

 

3.3.2 Psychological Wellbeing 

By post-treatment survivorship, caregivers appear to have passed the initial period of 

psychological crisis that is experienced during diagnosis and treatment (Kim et al., 

2008a; Kim et al., 2008b; Kim et al., 2012b). However, many caregivers reported that 

dealing with the psychological/emotional impact of cancer continues beyond the end 

of treatment (Harrow et al., 2008; Rivers et al., 2012). Caregivers often struggle to find 

a balance between moving on from cancer and wanting to talk about their emotions 

(Harrow et al., 2008), and many can continue to experience feelings of frustration, 

anger, stress, helplessness, fear, and guilt (Nund et al., 2014; Marshall et al., 2011). 

The psychological wellbeing of caregivers in post-treatment survivorship is explored 

through the following sub-themes: (1) Psychological Quality of Life, (2) 

Psychological Distress, (3) Anxiety, (4) Depression, and (5) Coping. 
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3.3.2.1 Psychological Wellbeing (QOL) 

Nine papers assessed the prevalence of psychological wellbeing, as measured by QOL 

(Harden et al., 2013a; Hodgkinson et al., 2007; Kim et al., 2008a; Kim et al., 2008b; 

Kim et al., 2012a; Kim et al., 2012b; Ross et al., 2010; Zwahlen et al., 2008). The 

majority of papers reported that caregivers’ levels of psychological wellbeing were 

within population norms (Hodgkinson et al., 2007; Kim et al., 2008a; Kim et al., 

2008b; Kim et al., 2012a; Kim et al., 2012b; Zwahlen et al., 2008). However, one paper 

(Ross et al., 2010) found that caregivers reported lower levels of psychological 

wellbeing in comparison to the general population. Despite this, caregiver rated their 

psychological wellbeing as generally good, on both generic and cancer-specific QOL 

measures (Harden et al., 2013a).  

 

3.3.2.1.1 Predictive Factors 

Twelve papers reported factors associated with psychological wellbeing (Harden et 

al., 2013a, Harden et al., 2013b; Ross et al., 2010; Mellon & Northouse, 2001; Mellon 

et al., 2006; Kim et al., 2012a; Kim et al., 2008a; Campbell et al., 2004; Kim et al., 

2012b; Kim et al., 2012b; Kim et al., 2011; Zwahlen et al., 2008). The most commonly 

reported factor associated with poorer psychological wellbeing was higher caregiving 

stress (Harden et al., 2013a, Harden et al., 2013b; Ross et al., 2010). The second most 

commonly reported factor was number of roles in addition to caregiving role (Mellon 

& Northouse, 2001; Mellon et al., 2006). Other factors that results negatively 

impacting on caregiver psychological wellbeing included higher fear of recurrence 

(FOR) (Kim et al., 2012a; Mellon et al., 2006), greater symptom bother (Harden et al., 

2013a), and higher patient psychological distress (Kim et al., 2008a). The most 

commonly reported factor positively influencing psychological wellbeing was higher 

levels of caregiving esteem/self-efficacy (Campbell et al., 2004; Kim et al., 2012b). 

Other protective factors included lower cancer severity (Kim et al., 2012b), higher 

spiritual wellbeing (Kim et al., 2011), greater benefits associated with caregiving 

(Harden et al., 2013b), and higher patient QOL (Mellon et al., 2006). Both being 

female (Mellon et al., 2006; Kim et al., 2012b), and younger age (Harden et al., 2013a; 

Zwahlen et al., 2008) were reported as having both a negative and positive influence 

on caregivers’ psychological wellbeing.  
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3.3.2.2 Psychological Distress 

Thirteen papers reported on psychological distress in caregivers in post-treatment 

survivorship (Goldzweig et al., 2010; Rivers et al., 2011; Hodgkinson et al., 2007; 

Bowman et al., 2006; Manne et al., 2015; Dempster et al., 2011; Cotrim & Pereira, 

2008; Kim et al., 2006; Baider et al., 2004; Kim et al., 2008a; Kim et al., 2008b; Kim 

et al., 2012b; Ross et al., 2010). 

Seven of these papers reported levels of psychological distress in caregivers (Kim et 

al., 2008a; Kim et al., 2008b; Kim et al., 2012b; Ross et al., 2010; Bowman et al., 

2006; Hodgkinson et al., 2007; Goldzweig et al., 2010). Approximately 37% of 

caregivers were experiencing moderate-high levels of distress (Ross et al., 2010). A 

third (33.7%; range: 12 – 46%) of caregivers were experiencing clinical levels of 

distress (Hodgkinson et al., 2007; Goldzweig et al., 2010). On the whole, caregivers’ 

level of psychological distress closely resembled those of a normative sample (Kim et 

al., 2008a; Kim et al., 2008b; Kim et al., 2012b). However, one study reported that 

caregivers’ experience higher levels of distress when compared to the population norm 

(Ross et al., 2010), with two studies reporting that caregivers display similar levels of 

distress as their patient counterparts (Bowman et al., 2006; Kim et al., 2008b).  

 

3.3.2.2.1 Predictive Factors of Psychological Distress 

Eleven papers reported predictive factors of psychological distress (Goldzweig et al., 

2010; Rivers et al., 2011; Hodgkinson et al., 2007; Bowman et al., 2006; Kim et al., 

2012b; Kim et al., 2008b; Manne et al., 2015; Dempster et al., 2011; Cotrim & Pereira, 

2008; Kim et al., 2006; Baider et al., 2004). Higher levels of psychological distress 

were most commonly associated high need for support (Goldzweig et al., 2010; Rivers 

et al., 2011; Hodgkinson et al., 2007). Higher caregiving stress (Bowman et al., 2006; 

Kim et al., 2012b); younger age (Dempster et al., 2011; Kim et al., 2012b); and poorer 

physical health of patient (Kim et al., 2008b; Manne et al., 2015) were all associated 

with increased psychological distress in caregivers. Furthermore, where the caregiver 

had limited knowledge and minimal communication about the disease, and where they 

believed cancer was a chronic illness, resulted in more serious consequences, or that 

the patient poorly understood their condition, there was a tendency towards elevated 

psychological distress (Rivers et al., 2011; Dempster et al., 2011). Other factors 

negatively influencing distress were caregiving for colorectal patients (Cotrim & 
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Pereira, 2008), number of roles in addition to caregiving (Kim et al., 2006), and use of 

poor coping strategies (Dempster et al., 2011). Some factors were protective against 

elevated distress; these were: greater physical health of patient, greater perceived 

support, greater caregiver understanding of cancer; and believing cancer could be 

controlled by treatment and/or patient’s behaviour (Baider et al., 2004; Dempster et 

al., 2011). 

 

3.3.2.3 Anxiety 

Fourteen papers examined the presence of anxiety in the caregiver samples (Dempster 

et al., 2011; Turner et al., 2013; Hodgkinson et al., 2007; Zwahlen et al., 2008; Harrow 

et al., 2008; Kim et al., 2012a; Mellon, 2002; McCorry et al., 2009; Ohlsson-Nevo et 

al., 2011; Mellon et al., 2012; Rivers et al., 2012; Meyerowitz et al., 2012; Campbell 

et al., 2004; Cotrim & Pereira, 2004). Prevalence of anxiety was reported across four 

papers, in which: 20% of caregivers were experiencing mild levels of anxiety 

(Dempster et al., 2011); 16.4% were experiencing moderate levels of anxiety 

(Dempster et al., 2011; Turner et al., 2013); and 10.2% were experiencing high/severe 

levels of anxiety (Dempster et al., 2011; Turner et al., 2013). Additionally, between 7 

– 30% (m = 15.4%) were meeting clinical caseness for an anxiety disorder 

(Hodgkinson et al., 2007; Zwahlen et al., 2008; Dempster et al., 2011; Turner et al., 

2013). Only one paper (Turner et al., 2013) reported that caregiver anxiety scores were 

similar to population norms. However, two papers reported that caregivers’ anxiety in 

cancer survivorship was higher than community rates (Hodgkinson et al., 2007) and 

higher than caregivers of Alzheimer’s sufferers (Dempster et al., 2011), but less than 

cancer caregivers at the end-of-life phase (Dempster et al., 2011). 

 

3.3.2.3.1 Predictive Factors 

Factors associated with anxiety were reported in five papers (Campbell et al., 2004; 

Cotrim & Pereira, 2004; Kim et al., 2012a; Dempster et al., 2011; Zwahlen et al., 

2008). The most common factor associated with higher anxiety was cancer severity, 

or more severe treatment consequences, e.g. caregivers of patients with a stoma 

experience higher levels of anxiety than caregivers of non-stoma patients (Campbell 

et al., 2004; Cotrim & Pereira, 2004; Kim et al., 2012a). Other factors associated with 

higher caregiver anxiety were higher patient anxiety (Cotrim & Pereira, 2004), poor 
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coping strategies (Dempster et al., 2011), and lower QOL (Zwahlen et al., 2008). Two 

papers identified protective factors against anxiety; these were the use of positive 

coping strategies (Dempster et al., 2011), and higher patient self-efficacy (Campbell 

et al., 2004). 

 

3.3.2.3.2 Fear of Recurrence (FOR) 

Eight papers explicitly reported on caregivers’ fear of recurrence (FOR), i.e. the 

specific fear or worry that the cancer will return or progress in the same organ or in 

another part of the body (Harrow et al., 2008; Kim et al., 2012a; Mellon, 2002; 

McCorry et al., 2009; Ohlsson-Nevo et al., 2011; Mellon et al., 2007; Rivers et al., 

2012; Meyerowitz et al., 2012). 

FOR was often discussed as having difficulty moving beyond cancer (Harrow et al., 

2008), with a specific fear that the cancer would return (Kim et al., 2012a; Mellon, 

2002). Caregivers dealt with these fears by closely and constantly monitoring the 

patient’s physical wellbeing and recovery (McCorry et al., 2009). However, FOR often 

worsened if patient displayed any symptoms of ill health or when approaching a review 

appointment (McCorry et al., 2009; Mellon, 2002; Ohlsson-Nevo et al., 2011). FOR 

was a significant concern for all caregivers in survivorship, regardless of type of 

cancer, severity, or treatment received, and tended to affect caregivers slightly more 

than the patients (Mellon et al., 2007). Higher levels of FOR negatively impacted 

caregivers’ ability to communicate with the patient and healthcare professionals 

(Rivers et al., 2012). Other factors associated with FOR included: experiencing greater 

familial stress (Mellon et al., 2007); associating less meaning to cancer (Mellon et al., 

2007); poorer psychological wellbeing (Kim et al., 2012a); and higher 

negative/intrusive thoughts (Meyerowitz et al., 2012). 

 

 

3.3.2.4 Depression 

Three papers reported the prevalence of depression within their samples (Zwahlen et 

al., 2008; Dempster et al., 2011; Turner et al., 2013). 15% of post-treatment caregivers 

were experiencing mild levels of depression, 7.2% were experiencing moderate levels 

of depression, and 2.6% were experiencing severe levels of depression (Dempster et 

al., 2011; Turner et al., 2013; Zwahlen et al., 2008). Of all these caregivers, up to 3.1% 
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meet clinical caseness for the diagnosis of a depressive disorder (Turner et al., 2013). 

Two papers reported that level of depression within the caregiver population were 

similar to those reported by population norms (Hodgkinson et al., 2007; Turner et al., 

2013). Similar to anxiety, depression in post-treatment caregivers was higher than 

caregivers in Alzheimer’s disease, but lower than levels experienced in end-of-life 

cancer care (Dempster et al., 2011). 

 

3.3.2.4.1 Predictive Factors 

Four papers reported on factors that influenced levels of depression (Dempster et al., 

2011, Kim et al., 2007a; Cotrim & Pereira, 2008; Dempster et al., 2011; Zwahlen et 

al., 2008). The most commonly reported factor associated with higher levels of 

depression was coping strategy; particularly, caregivers who reported using diversion, 

empathy or when a caregiver used a poor coping strategy such as diversion, empathy, 

or reprioritisation, the higher the level of depression experienced (Dempster et al., 

2011, Kim et al., 2007a). Other associated factors included: higher levels of caregiving 

burden (Cotrim & Pereira, 2008); where the caregiver felt the patient lacked 

understanding of their health conditions (Dempster et al., 2011); the lower caregiver 

QOL (Zwahlen et al., 2008); and providing support to a patient with a stoma (Cotrim 

& Pereira, 2008). Similarly, the use of positive coping strategies was found to 

minimise the experience of depressive symptoms (Dempster et al., 2011). 

 

3.3.2.5 Coping 

Coping, the strategies caregivers used to minimise the impact of cancer were discussed 

in 12 papers. Strategies were categorised as either positive or negative, i.e. protecting 

or enhancing the impact of cancer. The most commonly reported negative strategy was 

where caregivers masked their emotions behind “a positive veneer” (Dempster et al., 

2011; Harrow et al., 2008; Mellon et al., 2002). Another negative coping strategy was 

where caregivers placed more weight on reprioritising their life values rather than 

accepting change (Kim et al., 2007a). The most commonly reported positive strategy 

was maintaining a positive focus/attitude and having a greater appreciation for life 

(Dempster et al., 2011; Ka’Opua et al., 2005; Ka’Opua et al., 2007; Kim et al., 2007a; 

Ohlsson-Nevo et al., 2011). Other positive strategies included continuous learning and 
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adaptation to change (Ka’Opua et al., 2005; Ka’Opua et al., 2007), and perceiving the 

experience as beneficial (Kim et al., 2007b). 

The use of spiritual/religious coping mechanisms were commonly reported within the 

literature (Kim et al., 2007a; Mellon, 2002; Ka’Opua et al., 2005; Rivers et al., 2012; 

Marshall et al., 2002; Ka’Opua et al., 2007; Ohlsson-Nevo et al., 2011; Kim et al., 

2011). This referred to using the cancer experience to find spiritual meaning and/or a 

sense of purpose in life (Kim et al., 2007a; Mellon, 2002; Ka’Opua et al., 2005). Rivers 

et al. (2012) reported that most caregivers identified searching for spiritual 

meaning/purpose in the experience or some other form of faith as a coping mechanism 

during cancer. For many, believing in something greater than themselves or putting 

faith in God was a means of rationalising the lack of control they were experiencing 

in relation to the patient’s cancer (Marshall et al., 2002; Rivers et al., 2012; Mellon, 

2002; Ka’Opua et al., 2007). Spiritual and religious coping also offered an increased 

sense of community and social support (Ka’Opua et al., 2007; Kim et al., 2007a), 

which allowed caregivers to better manage challenging times and existential crises 

(Ka’Opua et al., 2007; Ohlsson-Nevo et al., 2011). However, despite reported positive 

benefits, have a greater sense of faith was also associated with greater negative impact 

on a caregiver’s physical health (Kim et al., 2011). 

 

 

3.3.3 Social Impact 

In survivorship, caregivers are often struggle with knowing how and when to 

relinquish the caregiving role (Harrow et al., 2008), and the responsibilities that 

caregivers had taken on whilst the patient was acutely ill often continued beyond the 

end of treatment and into survivorship (Kim et al., 2006b; Bowman et al., 2009; 

Yabroff & Kim, 2009). This primarily involved managing the ongoing medical care 

of the patient; providing emotional and social support to the patient and wider family; 

practical support, such as  transportation;  being a source of emotional and social 

support for the patient and the wider family; additional domestic and childcare 

responsibilities; and taking on employment to maintain the family’s finances following 

cancer (Kim et al., 2015; Yabroff & Kim, 2009; Bishop et al., 2011; McCorry et al., 

2009; Nund et al., 2014; Ohlsson-Nevo et al., 2011). Giving up caregiving was 
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difficult for some, particularly where the role had given people a sense of purpose, 

meaning and satisfaction (Kim et al., 2006b; Kim et al., 2007b). However, continued 

caregiving roles placed a significant and time-consuming burden on the caregiver 

(McCorry et al., 2009; Hanly et al., 2013a; Kim et al., 2006b; Kim et al., 2007b), 

which, in turn, impacted on their social lives. 

 

3.3.3.1 Social Participation  

Three papers discussed the impact of caregiving on caregiver’s ability to participate in 

social activities (Cakmak et al., 2010; Nund et al. 2014; Ohlsson-Nevo et al., 2011). 

Approximately 75% of caregivers reported that their social lives continued to be 

affected in survivorship, with 70% reporting a decrease in social activities, 43% 

reporting a decrease in travel/holidays, and 47% reporting an increased amount of time 

spent at home (Cakmak et al., 2010). This was often worsened by significant, long-

term consequences of treatment; particularly, where the patient’s treatment resulted in 

a stoma or dysphagia (Cakmak et al., 2010; Nund et al., 2014). Unwillingness of the 

patient to leave home and changes to the patient’s eating behaviours heavily impacted 

caregivers’ social participation, or lack thereof, resulting in social isolation, and loss 

of and/or increased tension in their social relationships (Ohlsson-Nevo et al., 2011; 

Nund et al., 2014). 

 

3.3.3.2 Social Support 

Thirteen papers explored the importance of social support for caregivers in post-

treatment survivorship. This often measured the extent to which caregivers perceived 

the availability of adequate emotional, instrumental, and tangible support from their 

friends, family, colleagues or even healthcare professionals (Kim et al., 2007a; Rivers 

et al., 2012). Caregivers relied heavily on social support in order to normalise the 

cancer experience and avoid placing burden on the patient while they recovered 

(Rivers et al., 2012; Kim et al., 2007a; McCorry et al., 2009). Social support was seen 

to buffer the effects of poor psychological wellbeing, particularly in male caregivers, 

resulting in greater adjustment and ability to find benefit in the experience (Goldzweig 

et al., 2010; Baider et al., 2004; Kim et al., 2007a).  

However, not all available social support was perceived as supportive. Caregivers 

reported frustration at becoming a conduit for communication between the patient and 
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outside world. Post-treatment, they were often helping the patient to navigate and re-

build confidence in social situations, and the conversations they had with family and 

friends often centred on how the patient was doing (Ohlsson-Nevo et al., 2011; 

McCorry et al., 2009). This was particularly the case for spousal caregivers (Ohlsson-

Nevo et al., 2011). 

 

3.3.3.3 Relationship with Patient 

The majority of individuals participating in caregiving research are the spouse or 

partner of the patient. Therefore, cancer presents unique and significant challenges to 

their relationships, which was explored in eight papers (Harrow et al., 2008; Ka’Opua 

et al., 2005; Ka’ Opua et al., 2007; Ohlsson-Nevo et al., 2011; Mellon, 2002; Bowman 

et al., 2006; Rivers et al., 2012; Cakmak et al., 2010).  

Caregivers’ commitment to and appreciation of the relationship allowed caregiver-

patient couples to affirm and maintain their close bond across the cancer trajectory 

(Harrow et al., 2008; Ka’Opua et al., 2005). Some caregivers reported that 

experiencing cancer together had strengthened their relationship and brought their 

family closer together (Ohlsson-Nevo et al., 2011; Mellon, 2002). However, this was 

not the case for all couples. Some caregivers felt that cancer had placed a barrier 

between themselves and the patient (Ohlsson-Nevo et al., 2011), and this was 

particularly the case where the couples were experiencing significant challenges in 

communication and intimacy following cancer. 

 

3.3.3.3.1 Communication 

Six papers explored communication within caregiver-patient relationships, including 

their willingness to talk about the experience and finding new ways to communicate 

with each other (Mellon, 2002; Bowman et al., 2006; Bowman et al., 2006; Rivers et 

al., 2012; Ohlsson-Nevo et al., 2011; Ka’Opua et al., 2005.) 

Open communication about cancer, particularly during the earlier stages of the 

trajectory, was associated with caregivers having a more optimistic outlook for the 

future and increased advocacy of health promoting behaviours (Bowman et al., 2006). 

Most caregivers expressed a willingness to engage in discussions about the patient’s 

cancer and their experience (Bowman et al., 2006; Rivers et al., 2012). Despite this, 

caregivers often came up against barriers in talking to the patient about the cancer 
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experience; particularly, the degree to which caregiver-patient dyads shared their 

feelings about cancer was entirely dependent on the patient’s willingness to open up 

(Mellon, 2002; Ohlsson-Nevo et al., 2011). Caregivers would often become upset and 

frustrated when the patient was reluctant to share their feelings, (Ohlsson-Nevo et al., 

2011), which further contributed to their feelings of isolation and stress (Bowman et 

al., 2006).  

Despite this, couples did find ways of communicating with each other about cancer, 

albeit indirectly. Asian & Pacific Islander wives used culturally-appropriate 

communication to connect with the patient, and humour to discuss sensitive couple 

issues (Ka’Opua et al., 2005). As a result of the strong bond they shared, other 

caregivers felt that they were able to interpret the patient’s behaviour as a form of 

communication about how they were feeling (Ohlsson-Nevo et al., 2011). 

 

3.3.3.3.2 Intimacy 

Treatments had that affected the patient’s sexual function, e.g. prostate cancer, or had 

resulted in significant, permanent body changes, e.g. mastectomies, stomas etc., had a 

huge impact on couple’s expressions of intimacy and sexuality in survivorship. 

Following treatment, some couples were able to the same sex life, others had a 

different sex life, and some had no mutual sex life at all (Ohlsson-Nevo et al., 2011). 

The latter was particularly the case in the Cakmak et al. (2010) study, where between 

one third (33%) and three-quarters (77%) were no longer sexually active post-

colostomy. Sex following prostate cancer was particularly challenging as treatments 

commonly resulted in impotence and/or incontinence (Ka’Opua et al., 2005) and 

caregivers felt that sex had become a clinical act lacking in romance, spontaneity and 

affection (Sanders et al., 2006). Particularly for younger, female caregivers, the lack 

of physical intimacy and symptom bother relating to the patient’s sexual and hormone 

function continued to affect their sexual satisfaction at 3 years post-treatment (Harden 

et al., 2013b). However, caregivers were generally accepting of the changes to their 

sexual relationship as the survival of their partner was of greatest importance (Rivers 

et al., 2011). Some couples were therefore able to find new, mutually-acceptable 

solutions to restore sexual intimacy, either through modified sexual practices or other 

non-sexual activities (Ka’Opua et al., 2005; Ka’Opua et al., 2007). 
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3.3.3.4 Financial Burden 

Ten papers reported on the economic burden of cancer for caregivers in post-treatment 

survivorship (Syse et al., 2009; Hanly et al., 2013a; Hanly et al., 2013b; Yabroff & 

Kim, 2009; Hollenbeak et al., 2011; Mellon, 2002; Manne et al., 2015; Kim et al., 

2006b; Ross et al., 2010; Ohlsson-Nevo et al., 2011). As a result of welfare systems, 

there are few direct costs of cancer treatment for families in the majority of Western 

cultures. Despite this, there are still costs, out-of-pocket expenses and negative 

financial consequences resulting from time spent caregiving (Syse et al., 2009). 

 

3.3.3.4.1 Time Costs 

Three papers reported on ongoing time costs for caregivers in the post-treatment 

survivorship (Hanly et al., 2013a; Hanly et al., 2013b; Yabroff & Kim, 2009). Despite 

being 42% decrease in comparison to earlier stages of the trajectory, caregivers 

continued to accrue costs in survivorship based on the time they still spent on 

caregiving-related activities. These costs remain substantial and significant, costing 

caregivers an average of €353 (£282) per week for 66% of caregivers who were still 

engaged in caregiving activities (Hanly et al., 2013a; Hanly et al., 2013b). This 

surmounts to a total time cost of £14,664 per year. This was not dissimilar from 

Yabroff & Kim’s (2009) findings, which reported that caregivers who were still 

spending a significant amount of time providing medical, emotional, instrumental of 

other tangible support in survivorship accrued an average yearly time cost of $38,334 

(£20,831). 

 

3.3.3.4.2 Out-of-Pocket (OOP) Costs 

One paper reported on out-of-pocket (OOP) costs for post-treatment caregivers (Hanly 

et al., 2013a). Over half of caregivers continued to accrue OOP costs during 

survivorship; only 15% fewer than during diagnosis and treatment (Hanly et al., 

2013a). Although weekly ongoing costs decrease by 63% since the 

diagnosis/treatment phase, OOP costs are still substantial at €50 (£40) per week, with 

household expenses being the most significant (Hanly et al., 2013a). This potentially 

costs families an additional £2,100 each year.  
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3.3.3.4.3 Income 

Three papers examined made reference to the impact cancer has on a caregivers’ 

income (Hollenbeak et al., 2011; Syse et al., 2009; Mellon, 2002). As a result of 

patient’s cancer, some families were faced with decreased income subsequent to 

retirement (Mellon, 2002). Caregivers were often seen to be increasing their working 

hours to replace family income that has been lost to cancer-related reductions in the 

patient’s earnings (Hollenbeak et al., 2011). Cancer also left an enduring impact on 

spousal earnings (Syse et al., 2009). Female earnings were adversely influenced 

following their spouse’s cancer, with a significantly less positive development in their 

subsequent earnings over a 2, 5, and 8-year period. The effects at household level were 

greatest at 5 years, where the household experienced loss in earning as significant as 

$8,276 (£5,306) if the husband was affected by cancer, and $3,966 (£2,542) if the wife 

was affected (Syse et al., 2009) 

 

3.3.3.4.4 Employment 

Five papers explicitly discussed the negative impact of caregiving on employment. 

(Hanly et al., 2013b; Ohlsson-Nevo et al., 2011; Manne et al., 2015; Hollenbeak et al., 

2011; Kim et al., 2006b). By survivorship, 15% of caregivers who were employed 

prior to the patient’s diagnosis were no longer working and, of those who had returned 

to work, 13% were on reduced hours (Hanly et al., 2013b). Approximately 85% 

indicated that these changes to their employment were due solely to caregiving 

responsibilities (Hanly et al., 2013b). Qualitative findings by Ohlsson-Nevo et al. 

(2011) supported this finding, with caregivers expressing that the burden of caregiving 

often forced them to give up work, and/or accept an early retirement.  

Despite this, caregivers took relatively little time off during survivorship, with high 

levels of work productivity and performance (Manne et al., 2015). Spousal caregivers 

in employment were twice as likely to be employed full-time and working 

approximately two hours more per week compared to non-caregiving spouses 

(Hollenbeak et al., 2011). Additionally, spousal caregivers who were employed 

reported finding their caregiver roles more meaningful as a result (Kim et al., 2006b). 
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3.3.3.4.5 Predictive Factors of Financial Hardship 

Caregivers encounter insurance problems, ongoing costs, and decreased income 

subsequent to a cancer diagnosis. Particularly for those who were unemployed, retired 

or from low-income households (Hanly et al., 2013b), decreased earnings and ongoing 

expenses could cause considerable financial, and psychological strain, likely resulting 

in further economic hardship (Syse et al., 2009). Additionally, spouses and partners 

reported poorer financial wellbeing compared to other caregivers (Ross et al., 2010), 

and particular consideration should be given to female spouses/partners who 

experience more adverse effects on earnings compared to their male counterparts (Syse 

et al., 2009). 

 

3.3.4 Unmet Support Needs 

Eighteen papers discussed caregivers’ unmet needs and preferences for support in 

post-treatment survivorship (Balfe et al., 2015; Girgis et al., 2013; Hodgkinson et al., 

2007a; Janda et al., 2008; Kim et al., 2010; Pauwels et al., 2012; Ross et al., 2010; 

Schmid-Buchi et al., 2011; Turner et al., 2011; Stafford & Judd, 2010; Bobridge et al., 

2015; Marshall et al., 2011; Nund et al., 2014; Sanders et al., 2006; Pauwels et al., 

2014; Rivers et al., 2012; Hodgkinson et al., 2007b; Janda et al., 2008). These are 

reported below under the sub-themes: (1) Unmet Needs, and (2) Preferences for 

Support and Service Provision. 

 

3.3.4.1 Unmet Needs 

Ten paper reported on caregivers’ unmet needs for support during post-treatment 

survivorship. (Balfe et al., 2015; Girgis et al., 2013; Hodgkinson et al., 2007a; Janda 

et al., 2008; Kim et al., 2010; Pauwels et al., 2012; Ross et al., 2010; Schmid-Buchi et 

al., 2011; Turner et al., 2011; Stafford & Judd, 2010). Generally, unmet needs declined 

over time since diagnosis (Balfe et al., 2015; Kim et al., 2010). However, up to 95% 

of caregivers continued to report at least one unmet need in survivorship, with 

individuals reporting an average of 4.6 unmet needs (SD = 4.8) (Balfe et al., 2015; 

Girgis et al., 2013; Hodgkinson et al., 2007a; Kim et al., 2010; Pauwels et al., 2012; 

Ross et al., 2010; Stafford & Judd, 2010; Turner et al., 2011). A minority of caregivers 

(6.8%) reported at least 10 unmet needs (Girgis et al., 2013).  
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Nine papers ranked the top 10 reported unmet needs (Balfe et al., 2015; Girgis et al., 

2013; Hodgkinson et al., 2007a; Janda et al., 2008; Kim et al., 2010; Pauwels et al., 

2012; Ross et al., 2010; Schmid-Buchi et al., 2011; Turner et al., 2011). These most 

prevalently reported unmet needs most often related to psychosocial support (Kim et 

al., 2010) and are summarised in Table 3.3 (Appendix 5). Most commonly reported 

were: informational needs, i.e. wanting information about the patient’s cancer, 

diagnosis, prognosis, treatment, and side-effects; accessing support for their own and 

the patient’s health and wellbeing, i.e. managing emotional concerns, stress, fears, and 

impact of cancer; and practical needs, such as more accessible hospital parking, and 

having an ‘ongoing case manager’ who they can go to when they need support.  

Factors associated with higher unmet needs were loneliness (Balfe et al., 2015); 

financial stress (Balfe et al., 2015); higher anxiety (Girgis et al., 2013; Stafford & Judd, 

2010; Turner et al., 2011); higher depression (Girgis et al., 2013; Stafford & Judd, 

2010); greater conflict between caregiving role and daily life (Girgis et al., 2013); 

younger age (Kim et al., 2010; Schmid-Buchi et al., 2011); being female (Balfe et al., 

2015; Kim et al., 2010); and being a spousal caregiver (Kim et al., 2010). Higher 

income was protective against experiencing unmet needs for support (Kim et al., 

2010). 

 

3.3.4.2 Preferences for Support and Service Provision 

Eight papers reported on caregivers’ preferences for psychosocial support and service 

provision (Bobridge et al., 2015; Marshall et al., 2011; Nund et al., 2014; Sanders et 

al., 2006; Pauwels et al., 2014; Rivers et al., 2012; Hodgkinson et al., 2007b; Janda et 

al., 2008) As identified above, many caregivers reported unmet informational needs. 

Whilst caregivers were moderately satisfied with the information provided (Bobridge 

et al., 2015), caregivers wanted more information that was presented in plain language, 

practical and tailored to their needs, i.e. told them what to expect post-treatment and 

how to best support the patient (Marshall et al., 2011; Nund et al., 2014; Sanders et al., 

2006; Pauwels et al., 2014; Rivers et al., 2012). Caregivers preferred to receive 

information from credible sources, such as the patient’s consultant, specialist nurse or 

General Practitioner (GP), and noted the benefits in having one key point of contact 

throughout the trajectory (Bobridge et al., 2015). 
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Once the patient’s treatment ended, there was an often-sudden drop-off in healthcare 

professional support, particularly for the caregiver (Nund et al., 2014; Rivers et al., 

2011; Santin et al., 2014). Despite an awareness of services available to them, 

caregivers commonly reported difficulty in accessing them (Bobridge et al., 2015; 

Hodgkinson et al., 2007b). Caregivers expressed interest in receiving support on 

maintain social relationships, dealing with emotional concerns, and managing stress 

(Hodgkinson et al., 2007b; Janda et al., 2008).  

In terms of delivery, caregivers reported that services needed to be delivered in a way 

that was accessible to them (Marshall et al., 2011). Between 30 – 40% expressed 

interest in attending face-to-face sessions or using media and web-based resources 

(Janda et al., 2008). Caregivers would also welcome more opportunities for peer 

support where they can engage with others in similar circumstances (Nund et al., 2014; 

Sanders et al., 2006). 

 

3.4 RESULTS OF THE UPDATE OF THE LITERATURE REVIEW 
Following the original systematic review of the literature in October 2015, which is 

reported above, the literature was searched again in February 2019 using the same 

search criteria as is outlined in Fig. 3.1. Based on the original eligibility criteria, an 

additional 16 relevant papers published in the intervening time period (2015 – 2019) 

were identified and included in the review update. 

 

3.4.1 Summary of Study Characteristics 

Characteristics of each paper identified in the updated search can be seen in Table 3.5. 

(Appendix 6). Eleven of the papers were quantitative (Balfe et al., 2016a; Boehmer et 

al., 2016; Cohee et al., 2015; Cohee et al., 2017; Cohee et al., 2018; Graham et al., 

2016; Maguire et al., 2017; Shaffer et al., 2017; Soriano et al., 2018a; Soriano et al., 

2018b; van de Wal et al., 2017) and five were qualitative (Altschuler et al., 2018; Balfe 

et al., 2016b; Balfe et al., 2016c; Keesing et al., 2016; Nund et al., 2015). No relevant 

mixed methods papers were identified. Four adopted longitudinal designs (Graham et 

al., 2016; Shaffer et al., 2017; Soriano et al., 2018a; Soriano et al., 2018b), with follow-

up periods ranging from 12 days (Soriano et al., 2018b) to 8 years (Shaffer et al., 2017). 
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The remaining twelve studies were cross-sectional (Altschuler et al., 2018; Balfe et 

al., 2016a; Balfe et al., 2016b; Balfe et al., 2016c; Boehmer et al., 2016; Cohee et al., 

2015; Cohee et al., 2017; Cohee et al., 2018; Keesing et al., 2016; Maguire et al., 2017; 

Nund et al., 2015; van de Wal et al., 2017).  

The majority of papers (n = 7) focused on caregiving in breast cancer survivorship 

(Boehmer et al., 2016; Cohee et al., 2015; Cohee et al., 2017; Cohee et al., 2018; 

Kessing et al., 2016; Soriano et al., 2018a; Soriano et al., 2018b), followed by head 

and neck cancer (n = 5) (Balfe et al., 2016a; Balfe et al., 2016b; Balfe et al., 2016c; 

Maguire et al., 2017; Nund et al., 2015). The remaining papers focused on colorectal 

cancer (Altschuler et al., 2018), prostate cancer (van de Wal et al., 2017), oesophageal 

cancer (Graham et al., 2016), and one mixed sample (Shaffer et al., 2017). Similar to 

the original findings, caregivers across the studies were predominantly middle-older 

aged, female, and the spouse/partner of the person with cancer.  

Breakdown of the design/methods, country of origin, and sample characteristics of 

each study is detailed in Table 3.4. (Appendix 6). The pooled number across the 16 

papers amounted to 3,789 caregivers. 

 

3.4.2 Summary of Quality Appraisal  

All sixteen additional papers identified, met 50-100% of the methodological quality 

applied using the MMAT. Failure to report response rate, differences between 

participants and non-responders, and whether appropriate consideration was given to 

how the findings relate to the context and/or researchers’ influence were the most 

common issues. Further details of the methodological limitations of the studies can be 

seen in Table 3.5. (Appendix 7) 

 

3.4.3 Summary of Findings 

Twelve papers reported on caregivers’ psychological wellbeing in their students (Balfe 

et al., 2016a; Balfe et al., 2016c; Boehmer et al., 2016; Cohee et al., 2015; Cohee et 

al., 2017; Cohee et al., 2018; Graham et al., 2016; Maguire et al., 2017; Shaffer et al., 

2017; Soriano et al., 2018a; Soriano et al., 2018b; van de Wal et al., 2017). Eight of 

these focused more specifically on fear of recurrence (FOR) (Balfe et al., 2016a; 
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Boehmer et al., 2016; Cohee et al., 2015; Graham et al., 2016; Maguire et al., 2017; 

Soriano et al., 2018a; Soriano et al., 2018b; van de Wal et al., 2017), and four on 

depressive symptoms (Cohee et al., 2017; Cohee et al., 2018; Graham et al., 2016; 

Shaffer et al., 2017). Only one reported specifically on caregiver anxiety (Graham et 

al., 2016). Eight papers reported on the social impact of post-treatment cancer 

caregiving, including four papers reported on social constraints/challenges in 

communication (Cohee et al., 2015; Cohee et al., 2017; Keesing et al., 2016; Soriano 

et al., 2018a); two on social support (Balfe et al., 2016b; Boehmer et al., 2016), and 

one on social adjustment/activities (Nund et al., 2015), and one on financial stress 

(Balfe et al., 2016c). Two papers reported on unmet support needs (Balfe et al., 2016a; 

Keesing et al., 2016). One paper reported on the caregivers’ physical health status 

(Shaffer et al., 2017). One paper reported exclusively on mutuality, i.e. positive quality 

of patient and spouse/partner’s relationship, and the impact on the quality of caregiving 

(Altschuler et al., 2018). The main findings and implications for practice/intervention 

development are reported in Table 3.5. (Appendix 6).   

Overall, the results were largely similar to those originally reported in the papers 

identified up to October 2015 in terms of caregivers’ physical health (Shaffer et al., 

2017), psychological wellbeing (Cohee et al., 2017; Cohee et al., 2018; Graham et al., 

2016; Shaffer et al., 2017), social support (Balfe et al., 2016b; Keesing et al., 2016), 

disruption of caregiving responsibilities to daily life (Nund et al., 2015), ongoing 

financial implications (Balfe et al., 2016c), and unmet support needs (Balfe et al., 

2016a; Keesing et al., 2016). However, a greater focus on caregiver FOR in 

survivorship had emerged in the literature.  

 

3.4.3.1 Fear of Recurrence 

Managing FOR concerns was the most commonly reported unmet need for post-

treatment caregivers (Balfe et al., 2016a), remaining relatively stable over time (Cohee 

et al., 2015; Graham et al., 2016). The extent to which caregivers experienced these 

cancer-related worries appeared to vary, but between 35 – 54% could be experiencing 

high levels of FOR across survivorship (Cohee et al., 2015; van de Wal et al., 2017). 

Caregivers with higher FOR scored significantly worse on social functioning, 

emotional role functioning, mental health, vitality and general health than those with 

lower FOR, but no differences in physical functioning or pain (van de Wal et al., 2017). 
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Soriano et al. (2018a; 2018b) reported on FOR in post-treatment BRCa spouses. 

Greater social constraints, i.e. objective or perceived interpersonal factors that impede 

or inhibit self-disclosure of cancer-related thoughts and concerns, predicted greater 

FOR in caregiving spouses. Additionally, on days where social constraints were 

reported, caregivers were more likely to report greater FOR, even after controlling for 

momentary negative affect and relationship quality (Soriano et al., 2018a). Similarly, 

two studies reported that greater FOR was associated with greater caregiver loneliness 

(Maguire et al., 2017) and interpersonal coping (Graham et al., 2016). 

Follow-up appointments could be considered trigger points for experiencing FOR. 

Spouses’ FOR increased by 2.4% per day leading up to the patient’s first post-

diagnosis mammogram (MMG), and decreased after the appointment and receipt of 

negative results (Soriano et al., 2018b). Threat sensitivity, i.e. individual differences 

to attend to, behaviourally and emotionally respond to, and avoid threatening negative 

stimuli (Carver & White, 1994), predicted greater FOR on the MMG day, slower 

recovery following appointment/results, and was a significant risk factor above and 

beyond the general tendency to experience anxiety (Soriano et al., 2018b). 

Furthermore, Maguire et al. (2017) reported that increased time spent caregiving, 

female gender, and patient characteristics such as receiving less extensive surgery and 

younger age was associated with increased caregiver FOR. However, two studies 

found no predictive qualities of demographic variable and patient medical 

characteristics (Cohee et al., 2017; Graham et al., 2016). Caregiver FOR predicted the 

patient’s experience of FOR concerns in four studies (Boehmer et al., 2016; Soriano 

et al., 2018a; Soriano et al., 2018b; van de Wal et al., 2017).  
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3.5 CHAPTER DISCUSSION 

The purpose of this systematic review was to inform intervention development and the 

potential targets/outcomes of the intervention by synthesising and appraising the 

available quantitative and qualitative evidence on the physical, psychological and 

social impact of caregiving in post-treatment cancer survivorship. The main findings 

from published evidence from the 60 papers included in the original review, and 16 

papers identified in the 2019 update are discussed below in relation to the implications 

for intervention development. 

 

3.5.1 Main Findings 

Whilst the period of diagnosis and treatment has often been identified as creating 

significant stress for patients and their families, survivorship may also continue to 

create additional challenges and difficulties for caregivers. This review identified an 

extensive range of ongoing physical, psychological, and social concerns affecting 

individual caregivers to varying extents across the course of post-treatment 

survivorship. However, there are two important questions to be asked when 

considering the implications of these findings for intervention development: (1) of 

these issues, what are the key issues to be targeted by an intervention, and (2) who are 

the individuals on which these issues have the greatest impact/effect? 

 

3.5.1.1 Key issues to be targeted by interventions 

3.5.1.1.1 Self-Care 

Caregiving in post-treatment cancer survivorship could result in long-term negative 

consequences for the caregivers’ physical health and psychosocial wellbeing. In 

addition to managing the patient’s health, caregivers were potentially dealing with 

their own health complaints, as well as significant psychological distress and social 

stressors (Kim et al., 2015; Hodgkinson et al., 2007; McCorry et al., 2009). Despite 

this, there was no reported increase in caregivers’ number of visits to their own 

physician (Manne et al., 2015). This, alongside caregivers’ tendency to put the 

caregiving role and patient’s needs above their own (Harrow et al., 2008; Kim et al., 

2007a; Rivers et al., 2012) and prevalence of fatigue and lifestyle diseases (Campbell 
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et al., 2004; Kim et al., 2015), would strongly suggest that caregivers struggle to 

prioritise and naturally engage in self-care, i.e. preventative strategies or behaviours 

performed to promote or to maintain health (Richard & Shea, 2011).  

Improving self-care and health promoting/protective behaviours, such as sleep, 

healthy eating, physical activity, may help prevent the premature decline in physical 

health observed in caregivers (Shaffer et al., 2017) and increase their ability to more 

effectively cope with psychological/emotional challenges (Dempster et al., 2011). The 

promotion of cognitive, behavioural and/or emotional strategies to maintain a 

satisfactory quality of life (Barlow et al., 2002) should be considered; particularly 

strategies shown to improve both mental and physical health, e.g. meditation, exercise 

(Shaffer et al., 2017). For those caregivers with chronic conditions (e.g. heart disease, 

diabetes, arthritis, chronic pain etc.), more targeted interventions promoting self-

management, i.e. the individuals’ ability to manage symptoms, treatments, lifestyle 

change and psychosocial consequences of health conditions (Richard & Shea, 2011), 

may be required. Further research may be required to identify what factors influence 

caregivers’ motivation and capability to self-care, and potential barriers to performing 

protective health behaviours. 

 

3.5.1.1.2 Fear of Recurrence and Social Support 

Anxiety originally emerged in the literature as the most prevalent psychological 

wellbeing concern with up to 30% of post-treatment caregivers reporting clinically 

significant levels of anxiety (Hogkinson et al., 2007; Zwahlen et al., 2008). However, 

over recent years, there has been an increase in research focusing efforts more 

specifically on caregivers’ cancer-related anxieties. Fear of recurrence (FOR) has now 

has a strong evidence base as a highly significant, persistent concern and unmet need 

for caregivers across survivorship, regardless of cancer type, severity and treatment 

received by patient (Balfe et al., 2016a; Cohee et al., 2015; Graham et al., 2016; Mellon 

et al., 2007). Given that over half of caregivers (54%) could be experiencing high 

levels of FOR (Cohee et al., 2015; van de Wal et al., 2017) and the negative 

implications for both the caregiver and survivor (Soriano et al., 2018a), a more 

exclusive focus on reducing FOR in caregivers, as opposed to emotional distress or 

anxiety, is warranted (Boehmer et al., 2016; Maguire et al., 2017; van de Wal et al., 



 67 

2017). Two main approaches to reducing caregiver FOR were proposed by the 

literature – (1) improving threat sensitivity, and (2) reducing social constraints.  

Acceptance-based coping styles, i.e. deliberately taking in or actively contacting 

psychological experiences without needless defence (Hayes, 2004) have the potential 

to reduce caregivers’ experience of FOR by improving their ability to cope with 

cancer-related threats and uncertainty (Soriano et al. 2018b). There is a growing body 

of evidence suggesting acceptance-based coping is predictive of more positive 

outcomes across a broad array of human problems (Hayes et al., 2006). Indeed, in this 

review, accepting and adapting to change was associated with more positive outcomes 

in post-treatment caregivers as opposed to control-focused coping, e.g. reprioritising 

their life values (Ka’Opua et al., 2005; Ka’Opua et al., 2007; Kim et al., 2007a). In 

attempting to reduce FOR in caregivers, interventions should therefore look to third 

wave cognitive behavioural models, such as Acceptance & Commitment Therapy 

(ACT) and Mindfulness-based cognitive behavioural therapy (CBT), for guidance. 

These models/strategies emphasise mindfulness, emotions, acceptance, relationships, 

values and goals, and are more likely to result in positive changes in psychological 

wellbeing than trying to directly manipulate individuals’ thoughts and feelings about 

cancer (Hayes, 2004; Hayes & Hoffman, 2017).  

Reducing social constraints and promoting open communication of cancer-related 

concerns (Soriano et al., 2018a) has the potential to reduce FOR by allowing the 

caregiver greater capacity to process ‘trauma’ (Cohee et al., 2015) and reducing 

feelings of loneliness (Maguire et al., 2017; Balfe et al., 2016a). Caregivers highly 

valued social support as a means of normalising their experience of cancer and 

caregiving, and buffering the effects of psychosocial distress (Rivers et al., 2012; Kim 

et al., 2007a; McCorry et al., 2009; Graham et al., 2016; Balfe et al., 2016b). However, 

interpersonal coping was often a predictor of higher FOR in caregivers, affecting their 

ability to communicate with the patient, family and healthcare professionals (Rivers et 

al., 2012; Mellon et al., 2007; Graham et al., 2016). This suggests that caregivers might 

need to look out-with the patient and immediate family for alternative sources of social 

support. Interventions should therefore consider making a more focused effort to link 

caregivers in with psychosocial support services, and/or unofficial supports, e.g. buddy 

systems (Balfe et al., 2016b). Caregivers within the literature expressed a desire to 

engage with and learn from others in similar circumstances, e.g. peer support (Nund 

et al., 2014; Sanders et al., 2006). Guided by social cognitive theory (Bandura, 1997), 
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peer support is built on a fundamental experiential similarity between two or more 

people, and promotes learning through observation of and interaction with similar 

others within the desired social context. Such a strategy may reduce perception of 

social constraints and promote more open communication among caregivers, in turn 

decreasing significant negative outcomes for caregivers, such as high FOR, 

loneliness/social isolation and depressive symptoms (Cohee et al., 2017). 

 

 

3.5.1.2 Individuals to be targeted by interventions 

The task of identifying those who are potentially more likely to benefit from additional 

support in post-treatment cancer survivorship is more challenging. The literature often 

calls for ‘targeted’ strategies, i.e. the development, validation and implementation of 

screening tools, assessments and frameworks in clinical practice that highlight and 

tailor support to each individual’s greatest area of need (Shaffer et al., 2017; Altschuler 

et al., 2017; Cohee et al., 2017; Keesing et al., 2016; Nund et al., 2015; van de Wal et 

al., 2017). However, the feasibility and practicality of implementing such strategies 

into practice is much more complicated given the range of issues potentially affecting 

caregivers in survivorship combined with the range of factors influencing how they 

might respond to these challenges. 

For some caregivers, the cancer experience was viewed as one that had enriched their 

lives and helped them to become a stronger person (Ohlsson-Nevo et al., 2011; Mellon, 

2002; Turner et al., 2013). For others, survivorship was experienced as a “large period 

of extended suffering” (Ohlsson-Nevo et al., 2011; Harrow et al., 2008). The majority 

of caregivers adjust favourably to a “new normal” in post-treatment survivorship 

(Nund et al., 2014); their physical and psychological health status most often 

comparable to healthy population norms (Kim et al., 2008a; Kim et al., 2008b; Kim et 

al., 2012a; Kim et al., 2012b; Hodgkinson et al., 2007). A smaller proportion of 

caregivers continue to report anxiety and depressive symptomatology that warrants 

further clinical investigation (Hodgkinson et al., 2007; Zwahlen et al., 2008; Dempster 

et al., 2011; Turner et al., 2013). However, identifying caregivers beyond physical and 

psychological measures is capricious in nature. In this review, measures of social 

impact were more often qualitative and, therefore, highly subjective. Furthermore, no 

clear consensus emerged from the literature on which demographic, cancer-specific, 
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or caregiver-specific variables predict poorer physical and psychological health, and 

greater social problems in post-treatment caregiving. 

A potential solution offered by the literature is to target interventions to a specific 

timepoint or event, rather than seeking to explicitly tailor support to individual 

characteristics or experiences (Soriano et al., 2018b). Early survivorship is a critical 

period for caregivers (Keesing et al., 2016), and therefore offers an opportunity for 

early intervention (Cohee et al., 2017). Medical appointments and other screening 

procedures are often experienced as stressful, triggering event (McCorry et al., 2009; 

Mellon et al., 2002; Ohlsson-Nevo et al., 2011). Caregiver FOR, in particular, has been 

shown to increase/worsen for at least 2 weeks prior to the patient’s first post-diagnosis 

review (Soriano et al., 2018b). By having increased awareness and support for 

caregivers during this time, i.e. between end of treatment and first post-diagnosis 

review, it may facilitate caregivers’ adjustment and coping over time, or at the very 

least, increase their awareness of where they could access support to help manage 

challenges, as and when experienced, across survivorship (Keesing et al., 2016; Balfe 

et al., 2016c). 

 

3.5.2 Limitations 

3.5.2.1 Limitations of Included Literature 

Empirical evidence in this area was generally of good quality; however, there were a 

number of methodological issues that affected the quality of the evidence gathered. 

All these weaknesses should be considered before future research is conducted; the 

methodological failings should be given ample consideration, directly addressed, and 

improved upon to ensure the same limitations do not occur again. 

  

3.5.2.1.1 Lack of Sample Diversity 

Of the evidence included in this review, studies most often failed to include a 

representative sample of the post-treatment caregiving population; a commonly 

identified limitation by the papers. The characteristics of caregivers were minimally 

diverse. The majority of studies included samples that were demographically and 

socioeconomically homogenous, e.g. predominantly middle-older age, female, 

Caucasian, spouses/partners, affluent, and well-educated. 
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Additionally, the majority of the papers included an exclusive or majority sample of 

breast, colorectal, and/or prostate cancer diagnoses. Whilst these cancers have some 

of the highest incidence and survival rates (Quaresma et al., 2015), it remains to be 

seen as to whether these samples are representative of all cancer survivorship issues, 

and all individuals taking on the caregiving role. Moreover, the current review is 

unable to ascertain whether the lack of diversity within the samples reflects the 

methodological limitations of the studies’ sampling strategies, i.e. asking the patient 

to nominate the person who was most involved in their cancer journey, or whether it 

represents the demographic and socioeconomic profile of family members providing 

care, i.e. middle-aged, female, spouses/significant others are most likely to take on the 

care role. Future research should seek to include more representative samples, in terms 

of both caregivers’ sociodemographic characteristics and cancer diagnoses in order to 

be make conclusive assumptions about those who are younger in age, caring for a 

parent, are less educated and are from low-income backgrounds. 

 

3.5.2.1.2 Defining Cancer Survivorship 

The studies included in across this review used varied definitions to inform their 

recruitment strategies, leaving many open to selection bias where the caregivers were 

recruited via patient nomination. There is the pertinent issue within the literature 

surrounding the diversity of definitions for ‘post-treatment cancer survivorship’ and 

‘caregiver.’ Careful consideration should be given to the definition of these terms, and 

in establishing a standardised, shared language for caregiving and survivorship before 

further research is conducted.  It is possible that, despite the use of the systematic 

search strategy, papers with unclear definitions of their population under study have 

been overlooked. 

 

3.5.2.1.3 Study Designs 

A large proportion of studies included here used cross-sectional designs. This, 

therefore, precludes making any definitive causal interpretations of the results. There 

was a distinct lack of longitudinal research; prospective approaches would greatly 

benefit the field by examining the long-term implications and challenges for caregivers 

as they continue to provide support and journey through post-treatment survivorship. 

Additionally, only one paper used a mixed methodology design. Whilst qualitative 
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studies provide rich data about how caregivers experience survivorship and allow 

researchers to gain a deeper understanding of these challenges, they do not allow for 

the quantification of the number of caregivers who report these challenges and limit 

the extent to which these findings can be applied. Contrariwise, many quantitative 

studies lack depth, but are able to generalise findings. However, in this review, 

quantitative methods relied on self-report, often asking participants to retrospectively 

complete the outcome measures themselves. This leaves responses open to recall bias 

and social desirability. Future studies must consider this when designing research, not 

only by including measures that are more objectively quantifiable, but by adopting 

mixed approaches that allow researchers to utilise the strengths of both qualitative and 

quantitative methods, and balancing ‘detail and depth’ with ‘generalizability’. 

 

3.5.2.1.4 Reporting 

Finally, there was a distinct lack of consistency of demographic and statistical 

reporting across the studies. Age, sex, and cancer diagnosis were the most commonly 

and consistently reported; however, the consistency in reporting other important 

demographic and socioeconomic variables, such as the caregiver’s relationship to 

patient, education, socioeconomic status, employment status, and to some extent 

ethnicity, was somewhat remiss. 

 

3.5.2.2 Limitations of Current Review 

The exclusion of non-English language papers opens the review up to potential 

language and publication biases. According to Egger et al. (1997), there is a tendency 

for English language journals to publish studies with more positive results. It is 

possible that, despite the use of the systematic search strategy, studies that were 

published in different languages, and therefore excluded from this review, may have 

reported less favourable caregiving experiences in post-treatment survivorship. 

Finally, due the absence of universal measures for each physical health, psychological, 

social, and unmet support need dimensions, it was not possible or feasible to conduct 

a meta-analysis of this combined data.  
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3.5.3 Conclusions 

The current review cast a broad scope over the literature, seeking to paint a complete 

picture of the physical, psychological and social impact of caregiving in post-treatment 

survivorship. The search strategy maintained a specific focus on survivorship, 

excluding any research where the cancer patient was newly diagnosed, still in 

treatment, had advanced cancer, or was receiving palliative and/or end-of life care. 

This ensured that the review was able to definitively identify the experiences of 

caregivers providing ongoing support during this phase of the cancer trajectory. The 

mixed studies nature of the systematic search, i.e. the inclusion of qualitative, 

quantitative, and mixed methodology papers, allowed for a more comprehensive 

understanding of the post-treatment experience.  

From the available evidence, the majority of caregivers appear to show favourable 

adjustment in post-treatment survivorship. However, a number of key issues for this 

group to be targeted by the intervention emerged; more specifically, promoting self-

care of own health and wellbeing needs, reducing FOR, and increasing/maximising 

social support. A number of strategies by which these potential interventions outcomes 

could be influenced were also identified within the literature. This included the use of 

acceptance-based coping and social cognitive strategies to encourage cognitive and 

behavioural change in these key areas, as well as the provision of peer support as a 

potential mode of delivery. Targeting caregivers prior to and during ‘triggering events’ 

in survivorship, such as first post-treatment review, was suggested as a potential means 

to identify and capture those who are potentially most likely to benefit from additional 

support/intervention. 

 

The findings from this review will be revisited again in Chapter 6, where they will be 

combined with the findings from the interviews with healthcare professionals’ 

(Chapter 4) and post-treatment cancer caregivers’ (Chapter 5) to further inform design 

of the intervention and offer more practice-specific recommendations. The next 

chapter continues the needs assessment phase by exploring healthcare professionals’ 

experience of providing psychosocial support, within the context of Northern Ireland 

clinical and psycho-oncology services, to post-treatment cancer caregivers. 
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4 PHASE 1B: INTERVIEWS WITH 

CANCER CARE PROFESSIONALS 
 

 

“I’ll always be very mindful of the daughter that’s a similar age to me, 

and the torture that she’s going through at that time. Yet, I’m focused on 

her mum, and I don’t have time to be focused on her.”  

(HCP18) 

 

 

This chapter reports the methods and findings of the qualitative study with healthcare 

professionals (HCPs), and discusses these findings in relation to the key implications 

for intervention development.  

Interventions developed and tested under highly controlled conditions provide a solid 

theoretical-empirical basis for practice. However, a limitation of existing intervention 

research is often the lack of attention given to contextual factors which may facilitate 

or inhibit the effectiveness of the intervention (Nastasi & Schensul, 2005). The use of 

qualitative methods in such instances is therefore critical for the development and 

evaluation of psychosocial/behavioural interventions (Lewin et al., 2009), and allow 

the researcher to document the adaptations necessary for application of interventions 

to real-life contexts, identify core intervention components, and suggest potential 

outcomes which may results from delivering a new intervention (Nastasi & Schensul, 

2005; Akard et al., 2013). By using qualitative methods to address these shortcomings, 

it not only ensures the acceptability of the intervention (Meissner, 2011), but ensures 

that the researchers are better informed to make ongoing decisions about appropriate 

study/intervention design (Monaghan et al., 2011; Polit & Beck, 2012). The purpose 

of including qualitative research in this study was therefore to guide and shape the 

development of the intervention. By doing so, the researcher was able to (1) establish 

a need for an intervention – both in terms of caregivers’ support needs and pre-existing 

resources, (2) foster an understanding of the factors influencing caregivers’ access to 
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and use of psychosocial support services, and to (3) define the key constructs and 

components of the intervention relevant to the NI cancer caregiving context. 

Consulting stakeholders is a recommended and key step in the intervention 

development process (Wight et al., 2016). They can offer insight into acceptability, 

how barriers might influence the delivery and uptake of the intervention, and potential 

solutions to these challenges (Corrigan et al., 2006; Sekhon et al., 2017; Dickinson et 

Burgon et al., 2019). Stakeholders in the context of this research include the caregivers 

of patients who have completed curative treatment for primary cancer, and healthcare 

professionals (HCPs) who are involved in the planning and/or delivery of clinical and 

supportive cancer services. HCP stakeholders are well-placed to provide 

understanding of current psychosocial support provision in the context of cancer 

caregiving, but also insight into the practical constraints of interventions on clinical 

services and staff’s willingness to support caregiver participation (Akard et al., 2013). 

The aim of this study was therefore to gather HCP recommendations for the design 

and delivery of an effective and acceptable psychosocial intervention for post-

treatment cancer caregivers. This was achieved by (1) gaining insight into the current 

psychosocial support provision for caregivers in post-treatment survivorship, and (2) 

identifying the key barriers and facilitators to providing and implementing support to 

caregivers in post-treatment cancer survivorship. 

 

4.1 METHODOLOGY 

4.1.1 Design 

This was an exploratory, qualitative study conducted with 19 healthcare professionals 

(HCPs). Qualitative approaches provide in-depth understanding and produce rich data 

on how that phenomenon is experienced and understood by a group of individuals 

(Seale et al., 2004). A pragmatic decision was made to use semi-structured interviews 

to bring the views of healthcare professionals together. There are various methods of 

data collection in qualitative research, including interviews and focus groups (Seale et 

al., 2004). While focus groups are a commonly used and enthusiastically championed 

method of qualitative data collection in health services research (Barbour, 2007), 
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conducting focus groups with healthcare professionals can be challenging for a number 

of reasons: 

1. Practicality of sampling and organising a group session given the healthcare 

professionals’ limited availability and commitment priorities (Green & Hart, 

1999); 

2. Group Composition, the need to balance organisational hierarchies, issues of 

status, and professional conflict that may hinder open discussion and allow for 

certain individuals to dominate the conversation (Michell, 1999; Barbour, 

1999); 

3. Ethically Based Concerns, resistance among healthcare professionals that 

bringing teams together to discuss practice will have far-reaching professional 

and interpersonal consequences (Barbour, 1999). 

 

Interviews facilitate interactive dialogues between the participant and the researcher 

and are a widely accepted means of data collection in healthcare contexts (Halcomb & 

Davidson, 2006). Semi-structured interviews are the most broadly used interview 

methods and explore the relevant issues by asking open-ended questions, encouraging 

a narrative, and allowing the participant freedom of response to talk through the full 

content of their experiences (Morse & Field, 1995). This differs in approach from 

unstructured interviews, where the participant develops their own account of the issues 

important to them (Green & Thorogood, 2009); and structured interviews, which 

follow a strict schedule and restrict the participant’s response and depth of reply 

(Britten, 1995). The flexibility of semi-structured interviews ensures the researcher 

captures information pertinent to the question they are asking, whilst also enabling the 

participant to elaborate on personally important issues that the researcher may not have 

considered (Gill et al., 2008). By using semi-structured interventions, the researcher 

avoided the difficulties involved in planning focus groups around the sensitivity of 

composition and multiple schedules. More importantly, it offered professionals a more 

confidential setting in which they could talk more openly about their experiences in 

planning and delivering cancer services, without fear of damage to career progression 

or interpersonal relationships with colleagues 
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4.1.2 Setting 

This study took place within the Belfast and Northern Health and Social Care Trusts 

(BHSCT and NHSCT, respectively), and the third sector organisations across Northern 

Ireland.  

 

BHSCT covers a population of 348,204 residents in the area of Belfast, Northern 

Ireland (NI Statistics and Research Agency, 2014). The largest employer in Northern 

Ireland, it employs more than 22,000 staff (BHSCT, retrieved 2016). NHSCT is the 

largest geographical Trust in Northern Ireland, covers a population of 463,297 

residents (NHSCT, retrieved 2016). Both Trusts provide a comprehensive range of 

health and social care (HSC) services and were chosen to ensure professional 

stakeholders with experience of service provision across both rural (NHSCT) and 

urban (BHSCT) settings were included in the research.  

Third sector organisations (TSOs) across Northern Ireland were also approached to 

allow for a more representative picture of psychosocial cancer support provision. 

TSOs included any registered charity and community groups that provided 

information and/or support to people affected by cancer, and to those self-identifying 

as caregivers. A list of TSOs approached and included in the research is detailed below 

(Section 4.1.3.1: Identification of Participants). 

 

4.1.3 Participants 

4.1.3.1 Eligibility Criteria 

The inclusion of professional stakeholders working in both clinical and psychosocial 

services allowed the researcher to represent a wide range of perspectives and 

experiences within the context of cancer care and support and would therefore be able 

to shed a diverse light on the research topic. In order to achieve the sample population 

for the semi-structured interviews, the following inclusion and exclusion criteria were 

applied. 

 

4.1.3.1.1 Inclusion Criteria 

Individuals were approached and included in the research where: 
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• They were a qualified health professional (medical, nursing, and allied healthcare 

professionals) who are involved in the delivery of cancer care within any hospital, 

ambulatory, and primary care setting (Moore et al., 2004). For study purposes, 

these are classified as ‘clinical’ professionals. 

• A representative of a third sector (non-governmental, and non-profit) organisation 

involved in supporting people affected by cancer (Santin et al., 2013). For study 

purposes, these are classified as ‘psychosocial’ professionals. 

 

4.1.3.1.2  Exclusion Criteria 

Individuals were excluded in the research where: 

• The professional has received their own diagnosis of cancer within the previous 12 

months, or currently receiving treatment for cancer (Northouse et al., 2005). 

4.1.4 Procedure 

4.1.4.1 Identification of Participants 

As this study sought to elicit professional insight into psychosocial service delivery, it 

was crucial that the sampling approach was able to capture individuals who were 

involved in the planning and/or delivery of cancer care services. A variation of 

purposive sampling, known as stakeholder sampling, was considered the most 

appropriate strategy to achieve the research aim. Stakeholder sampling allows for a 

targeted selection of individual by identifying the major stakeholders who are involved 

in designing, giving, receiving, or administering the intervention/service under 

evaluation, and who might otherwise be affected by it (Palys, 2008). This strategy is 

“information rich” and allows the researcher to choose participants from whom they 

can gather the most information in relation to the research aim (Patton, 2002). 

To further the sample, chain referral sampling, also known as ‘snowballing’, was also 

used. This is a relatively common approach for generating a purposeful sample of 

respondents where the research criteria determine the sample boundaries (Brace-

Govan, 2004). It is particularly suited to situations where the researcher is still building 

new contacts within a network, contacting difficult-to-reach populations, and/or 

requires help identifying other useful informants, by asking current participants for 

suggestions (Brace-Govan, 2004; Berg, 2004; Biernacki & Waldorf, 1981).  
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Due to the variety of services and settings involved in this study, some slight 

adaptations to identification procedures were implemented in order to fit with 

organisation structure. These are outlined below.  

 

4.1.4.1.1 Within Belfast and Northern HSCTs 

The Cancer Information Service Managers (CISMs) working in BHSCT and NHSCT 

were approached in first instance. Their role is: (1) to provide informational support 

to people affected by cancer, whether that patients, caregivers or other family 

members/close friends; (2) to strategically lead, develop, and manage the Cancer 

Information service; (3) to support healthcare professionals within the Trust in 

providing information to those affected by cancer; and (4) to provide training to staff 

and volunteers. The CISMs were therefore valuable points of contact to act as local 

collaborators for this study; they were well-connected and well-placed within cancer 

services to not only offer their own perspectives, but also to identify, nominate, and 

contact other cancer care professionals (HCPs) working within the Trust who would 

be useful to include in the study. HCPs were identified through the CISM’s network 

or were nominated by colleagues who had also participated in the study. Once 

identified, the CISM made first contact via email on behalf of the researcher, attaching 

a Letter of Invitation (Appendix 8) that provided a brief outline of the study and a 

Consent to Contact Form (Appendix 9). If the professional wished to be contacted 

about the study, they were asked to contact ERGM via the contact details provided or 

return a completed Consent to Contact form to the local collaborator. Once consent to 

contact was received, ERGM would email the individual, attaching a secondary cover 

Letter of Invitation, Participant Information Sheet (PIS) (Appendix 10), and an 

example of the Consent Form (Appendix 11) they would be asked to sign upon 

recruitment to the study. 

 

4.1.4.1.2 Within the Third Sector 

A list of all relevant TSOs supporting people affected by cancer and/or caregivers 

within Northern Ireland was generated by the research team. Contact details for 

organisations were obtained from their websites or information leaflets available 

within cancer services. ERGM first contacted the organisation to identify the name 

and contact details of potential participants, prior to forwarding an individual Letter of 
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Invitation, PIS, and an example of the Consent Form. Participants employed by four 

of the largest TSOs providing cancer/caregiving support in Northern Ireland – Cancer 

Focus Northern Ireland (CF-NI), Macmillan Cancer Support, Cancer Lifeline, and 

Carers Northern Ireland (NI) – were recruited to and included in this study. 

 

4.1.4.2 Sample Size 

In qualitative research, researchers seek richness and depth of data rather than breadth 

and generalizability (Kuzel, 1992; Gaskell, 2000; Bowen, 2008). Across this research, 

data saturation was used as a guiding principle for qualitative data collection and 

sampling adequacy. Data saturation indicates that no new information is expected to 

be added that will enhance or change the findings of a study (Green & Thorogood, 

2009), and is used as a criterion for discontinuing data collection and/or analysis 

(Saunders et al., 2017).  

Through in-depth discussions after each completed interview, the researcher and 

supervisory team determined that data saturation had been achieved due to the 

presence of recurring themes and sufficient depth of understanding gained across the 

interviews conducted to answer the research question (Nelson, 2016; Marshall, 1996). 

4.1.5 Materials 

4.1.5.1 Demographic & Experience Background Questionnaire (DEB-Q) 

A brief questionnaire was used to collect information on the participant’s 

demographics, and experience working in cancer services (Appendix 12). This 

included questions about the participant’s demographics (sex, age, etc.), and current 

and previous employment/experience of working in cancer services or relevant field 

where the individual was not directly based in cancer service or support provision. 

 

4.1.5.2 Interview Topic Guide 

As per Kvale’s (2007) guidelines for conducting interviews, an interview topic guide 

(Appendix 13) was developed to provide light structure to the interview discussion 

and ensure all pertinent issues were explored (Arthur & Nazroo, 2003). This guide 

introduced the interview with a briefing of the research question, followed by a set of 

questions to guide the researcher in conducting the interview. The questions were 
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based on evidence uncovered in the literature review conducted in Phase 1a, as well 

as the supervisory team’s collective knowledge and experience in designing, 

implementing, and evaluating psychosocial and supportive interventions in caregiver 

populations. It is of paramount importance that questions are worded appropriately as 

they can influence the kind of knowledge produced in the discussion (Kvale, 2007). 

Therefore, due consideration was given to ensuring that the questions were brief, 

simple, unambiguous, and did not lead the participant towards a particular response 

(Kvale, 2007). The main topics for discussion included: (1) Regarding Caregivers, i.e. 

the contact HCPs had with caregivers and what HCPs perceived their support needs to 

be; and (2) Regarding Support & Services, i.e. services that were currently available 

to caregivers, their perceived effectiveness, and the challenges of providing support to 

this group. Amplificatory, exploratory, and explanatory probes were used to add 

further depth, emotion, explanation, and clarity to the data (Legard et al., 2003). Before 

closing the interview, a final topic was introduced, (3) Issues of Importance to the 

Participant. Here, participants were given the opportunity to speak to other points or 

considerations that researcher should be aware of but that had not been covered in the 

interview. This gave participants an open space to raise any issues they may have been 

thinking or worrying about during the interview (Kvale, 2007). All interviews were 

closed with the researcher summarising and reflecting on the main points of the 

discussion to the participant to confirm understanding, and thanking the participant for 

their time and participation in the study. 

  

The interview materials were developed by ERGM, guided by the findings of the 

systematic review (Chapter 3), and the supervisory team’s experience of conducting 

qualitative research and developing psychosocial interventions (Hudson & Aranda, 

2013). Three pilot interviews were conducted with experienced qualitative 

researchers, who also had healthcare professional experience of working in clinical 

oncology services. This established the relevance, ease of completion, and flow of the 

materials prior to data collection. As a result, minor changes were made to the wording 

and phrasing of the questions, so they would be understood by all participants, 

regardless of their professional qualifications and experience. 
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4.1.6 Data Collection 

The SAGE Qualitative Research Kit for Doing Interviews (Kvale, 2007) was used to 

guide the general structure and content of the interview; including the appropriate 

setting of the interview stage, scripting the interview, and the art of asking questions. 

The setting should encourage the participant to feel open and at ease in sharing their 

views and experiences. This requires the researcher to establish a good rapport and 

being clear with the participant about what they want to know (Kvale, 2007). To 

facilitate this, participants were given a choice of being interviewed in a private room 

at their place of work or within Queen’s University Belfast (QUB). This allowed 

individuals to participate in the research in a place that best suited their needs and work 

schedules.  

If an individual was interested in participating, ERGM would arrange date, time and 

place suitable to the individual to conduct the interview. Where practicable, interviews 

were scheduled at least one week following email contact. This was used as a “cooling-

off” period in which the individual could carefully consider their participation in the 

study. This is an essential ethical consideration pertaining to informed consent. 

Participants should be fully informed about the overall purpose of the investigation 

and main features of the design, as well as being given the space to fully process the 

information they receive and consider all the possible risks and benefits of 

participating in the study (Kvale, 2007). ERGM contacted all participants one working 

day prior to the interview to confirm date/time/location and their willingness to 

continue participating in the research.  

At the interview, the researcher introduced herself, outlined the interview process, and 

gave a verbal background of the study. A printed copy of the PIS was also provided. 

The individual was allowed time to read the PIS and ask any questions they may still 

have about the research. If satisfied that they understood the nature of the research, 

what their participation in the study would involve and their continued willingness to 

participate, the individual was asked to read over and sign two copies of the informed 

Consent Form (Appendix 11). One copy was returned to the participant, with the 

second copy retained by the researcher.  

Once written consent had been obtained, the participant was asked to complete the 

questionnaire.  Upon completion of all the aforementioned documentation, ERGM 

commenced the interview, as guided by the interview topic guide. Interviews lasted 
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between 20 – 60 minutes; this was determined by the participant’s responses to and 

discussions around each of the questions in the topic guide.  

 

4.1.7 Data Analysis 

All interviews were audio-recorded and transcribed verbatim by the researcher 

(ERGM) into an MS Word Document. Names of participants and any individuals 

named during discussions were removed to anonymise data. 

Transcription is the process of reproducing spoken words, such as those captured in 

the audio-recordings, into written text (Halcomb & Davidson, 2006). Transcripts are 

invaluable analysis tools that aid the researcher in making sense of the interview data 

and enable a deeper examination and understanding the participant’s experiences and 

perspectives (McLellan et al., 2003). Verbatim transcripts include all spoken dialogue, 

word for word, including fillers, false starts, and repetitions. Given that the researcher 

will have first-hand knowledge of the data due to their involvement in the process, 

expertise on the interview topic, and advantage of having participated in both verbal 

and non-verbal exchanges with the interviewee, verbatim transcription adds additional 

layers of depth and detail, bringing the researcher even closer to the data (Halcomb & 

Davidson, 2006). The combination of verbatim transcription with the researcher’s 

understanding of the participant’s non-verbal expression has been cited as being 

central to the reliability, validity, and veracity of qualitative data collection and 

analysis (Halcomb & Davidson, 2006; Braun & Clarke, 2006). Therefore, the 

researcher kept a field diary, including notes on areas of ambiguity, interview location, 

verbal and non-verbal observations, and identification of potential avenues for 

discussion and probing in subsequent interviews. These notes were used as an aid to 

data interpretation (Goodwin, 2006). Once transcription was completed, the transcripts 

were re-read to search for any possible typographical or spelling errors, and to gain 

familiarity with the data.  

4.1.7.1 Thematic Analysis 

Thematic analysis is a foundational method of qualitative analysis that aids the 

researcher in identifying, analysing, and reporting patterns within the data (Braun & 

Clarke, 2006). The aim is to develop a set of logical themes and associated 

characteristics, represented as sub-themes, which come together to form a ‘story’ 
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(Tuckett, 2005). Themes or patterns within the data can be identified in one of two 

primary ways in thematic analysis: (1) an inductive or ‘bottom-up approach (Firth & 

Gleeson, 2004), or (2) a deductive or ‘top-down’ approach (Boyatzis, 1998; Hayes, 

1997). Inductive approaches are data-driven, i.e. the themes identified are strongly 

linked to the data, and analysis is a process of coding without trying to fit the data into 

a pre-existing coding frame (Patton, 1990; Braun & Clarke, 2006). In contrast, a 

deductive approach is more explicitly analyst-driven, i.e. a theory or framework is 

applied as a means of organising data for subsequent interpretation (Fereday & Muir-

Cochrane, 2006; Braun & Clarke, 2006). The deductive approach often tends to 

provide a less rich description of the data overall but is able to provide a more detailed 

analysis of some aspect of the data (Braun & Clarke, 2006). The decision between 

these two approaches to thematic analysis is determined by how and why the 

researcher is coding the data (Braun & Clarke, 2006).  

In this study, an inductive approach was used following the six-phase thematic analysis 

process outlined by Braun & Clarke (2006) (Table 4.1). Despite presentation a linear 

procedure, this an iterative and reflective process with initial themes becoming guides 

for further analysis (Fereday & Muir-Cochrane, 2006; Tuckett, 2005). QSR NVivo 

software was used to code the data, and manage all the themes and sub-themes. This 

allowed the researcher to highlight any intricacies or subtleties within the data that 

may have otherwise been overlooked or difficult to discern by eye. Codes were 

generated through reading the transcripts, with themes, underlying sub-themes and 

quotations from transcripts to describe these placed into a ‘Theme Node’. With 

qualitative work, it is important to consider the researchers’ bias within the process. 

Therefore, at each stage of the thematic analysis, findings were verified and discussed 

between ERGM and a member of the supervisory team (OS) to assess accuracy of the 

interpretation, promote inter-rater reliability, and ensure rigour (Mays & Pope, 1995). 
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Table 4.1. Six phases of thematic analysis (adapted from Braun & Clarke, 2006). 

Phase Description 

Familiarisation 

with Data 

Researcher must immerse themselves in, and become intimately familiar with the data, reading and re-reading the data (listening to 

audio-recorded data at least once, if relevant), and noting any initial analytic observations. 

Coding 

Generating pithy labels for important features of the data of relevance to the (broad) research question guiding the analysis. Coding is 

not simply a methods of data reduction, it is also an analytic process with codes capturing both a semantic and conceptual reading of 

the data. The researcher codes every data item and ends this phase by collating all their codes and relevant data extracts. 

Searching for 

themes 

A theme is a coherent and meaningful pattern in the data, relevant to the research question. If codes are the bricks and tiles in a ‘brick 

and tile’ house, then themes are the walls and roof panels. Searching for themes is a bit like coding your codes to identify similarity in 

the data. This ‘searching’ is an active process: themes are not hidden in the data waiting to be discovered by the researcher, rather the 

research constructs themes. The researcher ends this phase by collating all coded data relevant to each theme. 

Reviewing themes 

Checking that themes ‘work’ in relation to both the coded extracts and the full dataset. The researcher should reflect on whether the 

themes tell a convincing and compelling story about the data and being to define the nature of each individual theme and relationship 

between the themes. It may be necessary to collapse two themes together or to split a theme into two or more themes, or to discard the 

candidate themes altogether and begin again at the process of theme development. 

Defining and 

naming themes 

Requires the researcher to conduct and write a detailed analysis of each theme (the researcher should ask ‘what story does this theme 

tell?’ and ‘how does this theme fit into the overall story about the data?’), identifying the ‘essence’ of each theme and constructing a 

concise, punchy and informative name for each. 

Reporting themes 

Writing is an integral element of the analytic process in thematic analysis. Writing up involved weaving together the analytic 

narrative and data extracts to tell the reader a coherent and persuasive story about the data, and contextualising it in relation to 

existing literature. 
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4.1.7.2 Rigour 
Lincoln & Guba (1985) posit that trustworthiness of a research study is essential to 

enhancing the credibility of the research findings. This involves establishing: (1) 

Credibility, i.e. confidence in the ‘truth’ of the findings; (2) Transferability, i.e. 

showing that the findings have applicability in other contexts; (3) Dependability, i.e. 

showing that the findings are consistent and could be repeated; and (4) Confirmability, 

the degree of neutrality, or the extent to which the findings are shaped by the 

respondents, and not researcher bias, motivation, or interest (Lincoln & Guba, 1985). 

To establish these evaluative criteria and trustworthiness of findings within the present 

study, the indicators of rigour described by Mays & Pope (2000) for maintaining 

quality in qualitative research – triangulation, clear exposition of methods of data 

collection and analysis, reflexivity, attention to negative cases, and relevance – were 

applied. These will now be discussed in relation to the present study 

 

4.1.7.2.1 Triangulation 

Triangulation is used to enhance credibility and confirmability of the findings, and to 

ensure the accounts collected are rich, robust, comprehensive, and well-developed 

(Cohen & Crabtree, 2006). Denzin (1978) and Patton (1999) have identified four types 

of triangulation - Methods, Sources, Analyst, and Theory/Perspective. In this research, 

methods, sources, and analyst triangulation were achieved.  

Methods triangulation was achieved across the intervention development process by 

using multiple methods to elucidate on the complementary aspects of the same 

phenomena from different perspectives, and to check the consistency of findings 

across different methods of data collection, i.e. reviewing the existing literature, and 

exploring views of key stakeholders. 

Source triangulation was achieved through integration of the different sources of data 

to compare understanding surrounding the long-term impact of cancer caregiving, and 

unmet needs for support between cancer care professionals and caregivers.  

Analyst triangulation was achieved during analysis of the qualitative data. Inter-rater 

reliability of qualitative themes was employed between ERGM and OS, with other 

members of the supervisory team available to arbitrate any disagreements. This 

process aided the researcher is acknowledging her own position and values within the 
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data, to avoid the researcher “giving voice” to the participants, and to ensure the 

themes were correct.  

 

4.1.7.2.2 Clear Exposition of Methods of Data Collection and Analysis 

Audit trails, proposed by Lincoln & Guba (1985), are an alternative means of 

establishing the confirmability and dependability of qualitative findings, by making 

every aspects of the research process transparent. This involves communicating each 

decision in detail, allowing the analysis to be traceable, and enabling researchers to 

arrive at their own conclusions about the data (Koch, 1994). In the present study, a 

clear account of the process of data analysis from transcription to coding, grouping of 

codes and theme identification was provided to allow the reader to understand how 

themes and sub-themes were developed. Thick description is the most realistic 

methods of achieving transferability of findings in a qualitative study (Lincoln & 

Guba, 1985; Holloway & Wheeler, 2002). In addition to the provision of an audit trail, 

this was achieved in this study by providing detailed accounts of the research setting, 

participants, design, and context throughout this chapter and Chapter 5. This allows 

the reader to decide how and whether the results can be appropriately transferred to 

their own setting.  

 

4.1.7.2.3 Reflexivity 

Reflexivity involves an acknowledgement of the context, particularly the influence of 

the researcher, on knowledge construction. This should be an active and ongoing 

process that is evident at every step of the research process (Cohen & Crabtree, 2006). 

Multiple researchers within QUB, a multidisciplinary range of HCPs and members of 

the Northern Ireland Cancer Research Forum were consulted in the design of the 

research. This helped to foster a reflexive dialogue between ERGM and the 

supervisory team, and provided greater context in which the researchers’ assumptions, 

beliefs, perspectives, and values could be revealed and challenged (Barry et al., 1999). 

The researcher (ERGM) acknowledged her own personal and professional biases at 

the start of this research, and continually sought to check these with members of the 

supervisory team across the course of her PhD work, specifically pre- and post-

interviews.  
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A primary concern discussed in depth by the researcher and supervisory team was 

ERGM’s status as both a bereaved and current primary caregiver to a parent with 

cancer. Whilst it was considered that there may be potentially difficult for the 

researcher in separating out her own personal views and experiences of cancer and 

service provision from those of the participants, this was also regarded as a strength as 

she had greater understanding of and empathy for the challenges that cancer caregivers 

face. To counter any potential bias and to ensure her wellbeing across the study, 

ERGM used a number of support strategies. This included both formal supports (i.e. 

weekly meetings with supervisors during data collection phases, and use of own GP 

and QUB student counselling services when required), and informal supports (i.e. use 

of a reflective diary/log, setting time aside following interviews to reflect/debrief on 

discussions, wider support from colleagues, family and friends). This aided the 

researcher in remaining critical and reflective of her approach throughout the conduct 

of this research. A brief reflexive report by the researcher following completion of this 

work is included in Appendix 14. 

 

4.1.7.2.4 Attention to negative cases 

In order to gain a more complete picture of the participant experience, there is a need 

to acknowledge contradictory experiences, rather than simply attending to the 

predominant explanation for a phenomenon (Mays & Pope, 2000). Throughout this 

research, care was taken to ensure the interpretation of the data incorporated a range 

of experiences and contradictory accounts were incorporated into this. Again, the 

researcher remained constantly critical of her interpretation of the data and conclusions 

drawn through the audit trial, reflexivity and discussions with the supervisory team.  

 

4.1.7.2.5 Relevance 

Relevance was assessed in terms of the added value or confidence of pre-existing 

knowledge that was generated in light of research findings (Mays & Pope, 2000). 

Relevance was achieved in the present study by providing thick description of the 

research setting, participations and context. This ensured sufficient detail was 

available to the reader to draw conclusions from and apply generated knowledge to 

their own setting.  

 



 88 

4.2 REPORTING RIGOUR & ETHICAL CONSIDERATIONS 
The Standards for Reporting Qualitative Research (SRQR) (O’Brien et al., 2014) 

provide clear standards for the reporting of qualitative research and were followed to 

improve transparency of all aspects of the study. 

Ethical approval for this study was granted by the QUB School of Nursing & 

Midwifery Research Ethics Committee (21/08/2015, 24.EMoffat.09.15.M1.V2) 

(Appendix 15), and the BHSCT and NHST R&D Offices (25/03/2016, 15155SP-NP) 

(Appendices 16 and 17) due the recruitment of healthcare professionals working 

within the Belfast and Northern Health and Social Care Trusts. 

 

4.2.1.1 Informed Consent 
Both oral and written informed consent were obtained from each individual prior to 

their participation in the research. All participants were fully informed about the nature 

of the research; both verbal and written detailed descriptions of the study and the 

requirements of their participation were provided by the researcher. Opportunities 

were also given to ask any questions about the research. Verbal assent to the study was 

obtained when both parties arranged a date, place, and time to conduct the interview. 

All interviews were provisionally scheduled at least one week from initial telephone 

contact to allow the participant a “cooling-off” period in which they had time to 

contemplate their participation in the study. At interview, the researcher verbally 

confirmed understanding of the research with the participant prior to written consent 

using an informed consent form that detailed the individual’s rights as a participant. 

Throughout the recruitment and research process, the participant was made aware and 

reminded that participation was voluntary; they were under no obligation to 

participate, and could withdraw at any time, without detriment or reason. However, 

whilst free to withdraw, any data collected up to the point of withdrawal would be 

retained for use in the research.  

 

4.2.1.2 Privacy, Anonymity, and Confidentiality 
Data collected across the course of this study was sensitive, therefore the principles of 

the Data Protection Act (1998) were observed collecting, handling, and storing data. 

All requests to collect sensitive, personal data clearly stated the purpose for which the 
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information would to be used, the period of time it would be retained, and to whom it 

would be disclosed. Individual consent to use personal information was obtained prior 

to data collection. It was made clear that personal data stored would only be accessible 

by the researcher and supervisory team, with access granted to the appropriate 

regulatory authorities when necessary. All participant data was anonymised by coding 

within 24 hours of data collection, using a unique identifier. Confidential personal 

information, e.g. names, contact details, were also coded but held separately to the 

research data. Participants were informed of researcher’s legal obligation to break 

confidentiality, i.e. if participant indicated risk of harm to themselves or others. 

All research data was managed and stored in compliance with the Data Protection Act 

(1998). Electronic copies of data were stored on a secure, password-protected database 

on a password-protected server. Hard copies of data were stored in a locked filing 

cabinet within a locked office of the researcher. All digital recording from the 

interviews were transferred from the digital recorders, stored electronically within 24 

hours of data collection, and deleted from the recorders once the audio files had been 

safely transferred. All audio-recording equipment was also stored securely, and was 

only accessible by the researcher. As per the QUB’s standard operating procedures on 

archiving research study documents, research data will be held for 5 years upon 

completion of the study. However, any electronic and hard copies of confidential 

personal information were disposed of confidentially and securely upon study 

completion. 

As individuals took part in either a professional or personal capacity, disclosing 

information and views on services they have provided/received, there was the potential 

for concern about negative consequences resulting from their participation. Special 

care and consideration were given to maintaining confidentiality and security of 

information collected. Collection of data took place in a safe, secure, and private 

environment of the participant’s choosing. Individuals were continually reminded of 

their rights as a participant, specifically that their participation would not affect their 

access or quality of care, career progression, or legal rights; any information they 

provided would be treat confidentially; and all data collected would be fully 

anonymised and no individual would be personally identifiable in any report. 
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4.2.1.3 Participant and Researcher Welfare 
The welfare of both the participants, and the researchers was considered in this project. 

4.2.1.3.1 Participants 

As individuals were participating in a professional capacity, there was little potential 

that discussing the ongoing impact of cancer, treatment, side effects, and care roles 

would cause distress and upset. Comparatively, there was an increased likelihood 

discussion of these sensitive topics could cause upset to an individual who was 

supporting someone through cancer. However, the potential for individuals to become 

distressed across the course of the interview was acknowledged in all participants. In 

such instances, the researcher offered participants the choice to continue with, 

suspend/terminate the interview, or withdraw from the study, at any time without 

detriment or reason 

If upon completion, HCPs were concerned for their health and/or wellbeing, they were 

advised to contact their GP or the associated support for their place of work, e.g. 

CareCall. The contact details of the researcher and supervisory team were also 

included on the PIS in the event that the participant had any further queries or concerns. 

 

4.2.1.3.2 Researcher 

The QUB Lone Worker Policy was observed whilst the researcher was out conducting 

interviews. ERGM informed a nominated contact member of the supervisory team 

(OS) of the date, time, participant name, exact location of the appointment, 

participant/location contact phone number, and the expected duration of the interview 

before attending any interview. Details of vehicles used were provided where 

appropriate. An agreed timelines and contingency measures were put in place in the 

event that the interview ran longer than expected or OS was unavailable. Where 

practicable, interviews were scheduled within normal working hours (Monday to 

Friday, 09:00 – 17:00). The researcher also carried a mobile phone with her at all times, 

ensuring the phone had sufficient charge and credit available.  

Again, the risk of emotional upset to the researcher was also considered. ERGM took 

opportunities to debrief with members of the supervisory team (OS or GP) following 

each interview to voice any concerns, worries, or arising issues. The use of QUB 

counselling services was also available in the instance that the researcher wished to 

explore further concerns with a qualified professional.  
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4.3 FINDINGS 

Nineteen healthcare professionals (HCPs) (n = 19) participated in semi-structured 

interviews conducted from November 2015 to November 2016 (inclusive). Tables 4.2 

outlines the professional background of each participant, and Table 4.3 provides a 

summary of the participants’ demographic data, pertinent to these findings, as 

collected by the demographic questionnaire.  
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Table 4.2. Summary of HCP Participant’s Professional Backgrounds 

Participant 

Number 

Professional Background 

Category Occupation 

HCP01 Non-Clinical Service Development Manager 

HCP02 Non-Clinical Service Development Manager 

HCP03 Non-Clinical Service Development Manager 

HCP04 Clinical General Practitioner 

HCP05 Non-Clinical Service Development Manager 

HCP06 Non-Clinical Family Service Co-Ordinator 

HCP07 Non-Clinical Information Services Manager 

HCP08 Clinical Clinical Psychologist 

HCP09 Non-Clinical Service Development Manager 

HCP10 Clinical Consultant Oncologist 

HCP11 Clinical Clinical Nurse Specialist 

HCP12 Non-Clinical Chaplain 

HCP13 Non-Clinical Counsellor 

HCP14 Non-Clinical Counsellor 

HCP15 Clinical Clinical Nurse Specialist 

HCP16 Clinical Clinical Nurse Specialist 

HCP17 Clinical Clinical Nurse Specialist 

HCP18 Clinical Clinical Nurse Specialist 

HCP19 Clinical General Practitioner 
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Table 4.3. Summary of HCP Participants’ Demographic Data 

 Mean SD N % 

Demographic 

Age 

- in years 46.63 8.51   

Sex 

- Male   6 31.6 

- Female   13 68.4 

Employment & Experience 

Sector 

- HSC Trust   10 52.6 

- Third Sector   7 36.8 

- Self-Employed   2 10.5 

Geographical Area Covered 

- Belfast HSCT Area   12 63.2 

- Northern HSCT Area   3 15.8 

- Southern HSCT Area   1 5.3 

- South Eastern HSCT Area   1 5.3 

- All HSCT Areas   2 10.5 

Professional Background (Category) 

- Clinical   9 47.4 

- Non-Clinical   10 52.6 
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Table 4.3. Summary of HCP Participants’ Demographic Data (cont.) 

Professional Background (Occupation) 

- Service Development / Improvement   5 26.3 

- Information Services   1 5.3 

- Family Services   1 5.3 

- Counselling   2 10.5 

- Chaplaincy   1 5.3 

- General Practitioner   2 10.5 

- Clinical Psychologist   1 5.3 

- Clinical Nurse Specialist   5 26.3 

- Clinical Oncologist   1 5.3 

Cancer Speciality 

- All Cancers / No Specialty   13 68.4 

- Urological   1 5.3 

- Upper GI / Oesophageal   3 15.8 

- Gynaecological   1 5.3 

- Acute Oncology   1 5.3 

Experience (years) 

- Working in Current Position 8.89 7.07   

- Working in Cancer Services / Support 13.13 7.51   

 

The majority of participants were female (n = 13), and there was an equal 

representation from both clinical (n = 9) (i.e. clinicians and nurses), and psychosocial 

(n = 10) services. Whilst there was representation from across Northern Ireland, the 

majority of participants were based within the Belfast HSCT area (n = 12), where the 

regional cancer centre is located. Professional occupations of participants included 

Service Development/Improvement (n = 5), Information Services (n = 1), Family 

Services (n = 1), Counselling (n = 2), Chaplaincy (n = 1), General Practice (n = 2), 

Clinical Psychology (n = 1), Clinical Nurse Specialists (n = 5), and a Consultant 

Oncologist (n = 1). The majority of participants covered all cancers or had no specialty 

(n = 13); however, specialty representation was included from urology (n = 1), upper 

gastrointestinal/oesophageal (n = 3), gynaecological (n = 1), and acute oncology (n = 

1) services. All participants had extensive experience in oncology service provision 

(m = 13.1 years; SD = 7.5), with a mean of 8.9 (SD = 7.1) years in current position. 
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Despite this range of experience and professional backgrounds, there was considerable 

consistency in the responses, particularly between those working in clinical and those 

based in non-clinical/psychosocial services. As such, it was deemed that sufficient 

depth of understanding of psychosocial support provision had been achieved in order 

to inform the relevant components of the intervention. 

 

Three main themes were generated from the data: (1) Vital Role & Impact of Post-

Treatment Caregiving, in which HCPs discussed the continuing role of the caregiver 

and its importance in relation to the patient’s post-treatment care and recovery; (2) 

Impact of Cancer on Caregiver Health & Wellbeing, in which HCPs discussed the 

ongoing impact of cancer on the caregivers’ physical, psychological and social 

wellbeing; and (3) Healthcare Professionals’ Capacity to Deliver Psychosocial 

Support, in which HCPs discussed the barriers and facilitating factors influencing the 

delivery of psychosocial support to post-treatment caregivers. These major themes and 

the sub-themes contained within them are summarised in Table 4.4., and explored 

across the remainder of this section (4.3.) and discussed in relation to the potential 

implications for intervention development in the Discussion (Section 4.4). 
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Table 4.4. Summary of Themes from the HCP Participant Group Data 

Main Themes Sub-Themes Headings & Summary 
(1
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Caregiving Role in Post-

Treatment Care & Recovery 

• Act as patient’s ‘key worker’. 

• Most knowledgeable about patient’s experience & needs. 

• Caregiving role/involvement dependent on level of support patient required in post-treatment 

survivorship. 

• Concern that caregiver may become ‘hidden’ in survivorship care pathway. 

Impact of Caregiving on Daily 

Life 

• Juggling multiple roles & responsibilities. 

• Social isolation & struggle to find ‘work-life’ balance. 

• Impact on family income/finances. 

• Challenge in negotiating ongoing need for caregiving support with patient. 
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Self-Care 

• Caregivers indirectly affected by cancer, but experience has direct effect on their health. 

• Poor sleep (quality & quantity) commonly reported. 

• Caregivers are self-sacrificing & often fail to take care of own health & wellbeing needs in light 

of patient’s cancer. 

• More support required to help caregivers recognise importance of self-care. 

Adjusting to a ‘New Normal’ 

• Life after cancer diagnosis is never the same as it was before. 

• Survivorship is a key time in caregivers’ experience to psychologically process impact of cancer. 

• ‘New normal’ can be experienced positively (learning opportunity) or negatively (loss). 

• More support required to prepare patients & families for survivorship and adapting to change. 

Managing Uncertainty 

• Anxiety about cancer & fear of recurrence (FOR) most significant psychological concern. 

• FOR typically lessened over time as patient remained in remission. 

• Caregivers who regularly contacted clinical teams for reassurance was sign of poor coping. 

• Review appointments/tests could trigger/heighten caregiver experience of FOR. 

• Caregivers need opportunities to discuss psychological impact and FOR. 

Social Support 

• Appropriate level of social support/response for caregivers in survivorship is difficult to gauge. 

• Caregivers’ require social support that is understanding of their caregiving role and responsive to 

their post-treatment support need. 

• Caregivers may benefit from interacting with other caregivers in similar situation. 

• Opportunity for peer support programmes to reduce social isolation and provide targeted advice. 
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Perceived Availability of 

Psychosocial Support 

• Range of clinical and psychosocial supports available to people affected by cancer. 

• Unclear service remits and unknown ability to provide (1) survivorship-specific and (2) 

caregiver-specific support. 

• Lack of clear referral criteria and pathways between clinical and psychosocial services. 

• Access to psychosocial support heavily reliant on caregiver self-identification and self-referral. 

Person-Centred Approach 

• No ‘one size fits all’ / no clear pattern of who require support in post-treatment survivorship. 

• Caregivers’ response and ability to cope with patient’s diagnosis and caregiving role is unique, 

dependent on a range of factors, and can change over time. 

• Building rapport with caregiver is important in order to understand their experience and identify 

needs over time.  

• Foster opportunities for caregiver to engage in conversations, e.g. dedicated space away from 

cancer & clinical environment in which caregivers feel they can open up about their experience. 

Time & Resources 

• Limited funding and staff availability can hinder caregivers’ access to service as patient’s needs 

are prioritised. 

• Clinical HCPs identified challenge in addressing caregivers’ need within busy clinical 

environment & heavy workloads. 

• Clinical HCPs were mindful of patient confidentiality, and patients may act as gatekeeper in 

terms of caregivers’ access to information relevant to patient’s care or psychosocial supports. 

• Interventions may be best placed in psychosocial services, and should not place any further 

burden on clinical HCPs’ time and resources. 
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4.3.1 Theme 1: Vital Role & Impact of in Post-Treatment Caregiving 

HCPs identified the central role that caregivers continued to play in the patient’s 

ongoing care and recovery, often supplementing and facilitating the medical support 

they receive which is vital for cancer care delivery. However, they also recognised the 

toll of maintaining this additional responsibility throughout survivorship, particularly 

the impact that it could have on caregivers’ daily lives. These two sub-themes – 

Caregiving Role in Post-Treatment Care & Recovery, and Impact of Caregiving on 

Daily Life – are explored further across the remainder of this theme. 

 

4.3.1.1 Caregiving Role in Post-Treatment Care & Recovery 

HCPs considered the caregiver’s role as integral to the patient’s continuing care and 

recovery, and stated that caregivers often acted as the patient’s ‘key worker’ in post-

treatment survivorship. The key working role was multifaceted, and caregivers often 

took on the responsibilities to ensure that they understood and were up-to-date with 

the patient’s survivorship care plan; monitored the patient’s recovery, medications, 

symptoms and side effects; co-ordinated follow-up care and appointments; facilitated 

access to further medical and psychosocial support; enabled and supported the patient 

to remain healthy, i.e. through diet, exercise etc.; as well as providing the patient with 

ongoing moral/emotional support and reassurance. HCPs also noted that this role made 

caregivers the most knowledgeable about the patient’s cancer experience and support 

needs. In contrast to healthcare professionals, particularly those working in clinical 

services, who might only see the patient on a monthly or sometimes yearly basis for 

review, HCPs stated that the caregiver was better able support the patient during their 

recovery and experience the effects that their diagnosis and treatment had on them on 

a daily basis. The caregiver’s ability to act as an informal ‘key worker’ and offer key 

insights into the patient’s most pressing support needs was highly valued by HCPs. 

This was particularly appreciated by the clinician, GPs and clinical nurse specialists 

as it reduced the burden on their workload, facilitated their understanding of the 

patient’s case, and ensured that they were more able to provide high quality and 

appropriately targeted follow-up care. 
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 “They’re the ones that I’m relying on to reinforce what I say to the patient. 

So in a way, they’ve nearly got it worse, ‘cause they’re doing part of my 

job, plus being a person that it’s happening to.” (HCP11) 

 

HCPs stated that caregivers’ long-term involvement in the patient’s care was often 

dependent on the level of support that the patient needed following treatment. 

Particularly for patients whose treatment had resulted in significant side effects or 

permanent changes to their ability to function, e.g. fatigue, mobility issues, cognitive 

impairment, difficulty swallowing/eating (dysphagia), HCPs found that caregivers 

could remain heavily involved in  supporting the patient for years following treatment, 

and in some cases for the remainder of the patient’s life. However, more often than 

not, HCPs observed that the caregiving role lessened over time as the patient began to 

recover, physically and emotionally, needing and wanting less support. HCPs noted 

that as patients gain confidence and independence in survivorship, they often begin to 

attend follow-up appointments with their clinician and/or clinical nurse specialist 

alone. Even when joining patients on consultations, HCPs felt that caregivers became 

increasingly reserved in their input, did not take as many opportunities to ask 

questions, or respected that this was the patient’s time with the healthcare professional. 

On one hand, HCPs considered that, like patients, caregivers’ need for support and 

reassurance lessened over time as the patient’s health improved. On the other hand, 

HCPs expressed concern that caregivers may be becoming increasingly ‘hidden’ in the 

patient’s survivorship care by being sent away for a cup of tea or left in the waiting 

room while the patient sees the nurse or consultant for their follow-up appointment.  

 

 “They can struggle about knowing what’s the right thing to do, while 

trying to respect the autonomy of the person who has cancer. So they will 

not maybe ask questions of the doctor in consultation because they don’t 

wanna take time from the patient in it. But they will have a lot of 

questions.” (HCP07) 

 

HCPs felt that this unintentional ‘marginalisation’ of caregivers in survivorship could 

result in significant informational needs going unnoticed or not being met, particularly 

where caregivers had limited involvement in follow-up consultations and were reliant 

on the patient to relay information back to them. Whilst HCPs commended caregivers’ 
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resourcefulness and ability to source information online or through leaflets available 

in clinics, they also noted that some caregivers continued to have specific 

informational needs relating to the patient’s post-treatment health and ongoing 

recovery. Caregivers would often request information on how to best monitor the 

patient’s physical health following treatment, knowing what signs and symptoms were 

normal in recovery, and how to provide appropriate practical and emotional support in 

moving on from cancer. HCPs stated that they would try their best to provide this 

support to caregivers, but it was not without challenge. For clinicians and clinical nurse 

specialists, they were often bound by patient confidentially and limited in the amount 

of information they were able to share with the caregiver without the patient’s 

expressed consent. For those working in non-clinical or psychosocial services, they 

often lacked the expertise and insight into the patient’s case to offer the level of tailored 

information that the caregiver required. In any case, HCPs worked to ensure, as much 

as possible and practicable, that caregivers continued to be involved as an equal partner 

in the patient’s ongoing care.  

 

 

4.3.1.2 Impact of the Caregiving Role on Daily Life 

In the sub-theme above, HCPs noted that caregivers continued to take on a number of 

responsibilities in supporting the patient following treatment, e.g. monitoring 

recovery, co-ordinating follow-up care etc. However, HCPs were also aware that this 

caregiving role occurred alongside a number of other roles and responsibilities that the 

caregiver had prior to or taken on as a result of the patient’s cancer diagnosis and 

treatment. This could include, but was not limited to, managing the household (e.g. 

cooking, cleaning, bills), childcare and/or wider family responsibilities, and 

maintaining or taking on employment to support household finances. HCPs stated that 

the recovery process often was much slower than both the patient and the caregiver 

expect, meaning that the caregiving role lasts much longer than the caregiver likely 

anticipated. HCPs found that caregivers are therefore juggling these multiple roles and 

responsibilities much longer than they intended to, which in turn impacted on their 

day-to-day lives.  The areas where HCPs felt caregivers’ lives were most significantly 

affected by the role was their participation in social activities, and persistent concerns 

about income/finances. 
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HCPs observed that taking on a caregiving role, whether during treatment or 

survivorship, could be socially isolating. Specifically, HCPs reflected on how the long-

term consequences of cancer on the patient and family impacted on how caregivers 

interacted with the world, and how they socialised. They noted that caregivers’ 

busyness during the patient’s treatment had meant that they often cancelled plans to 

meet with friends or take part in social activities, such as going out for a meal, going 

to the gym etc. These opportunities for social support and interaction were slow to 

recover in survivorship, with HCPs observing that caregivers often still struggled with 

finding time for themselves away from their caregiving responsibilities. HCPs 

considered this essential for caregivers’ wellbeing and ability to continue providing 

support. At the same time, they were able to empathise from their own perspective of 

providing support as a healthcare professional and appreciated the challenge for 

caregivers in feeling that they must always be available to the patient and their needs, 

despite the disruption this may cause to their own plans. 

 

“In life, we need our stable zones, the period of the week where we just do 

something for us. But that often is the first thing that goes... Just the 

intensity of not being able to eat, sit down for regular meals, not going on 

holidays… and those things maybe sound quite insignificant but are 

actually really important for everybody’s wellbeing, to look after 

themselves, and their own resilience.” (HCP19) 

 

“Sometimes carers talk about always being “on”, and always being “on” 

means that, at a moment’s notice, you can drop everything and go and do 

whatever.” (HCP08) 

 

HCPs also discussed how caregivers were often concerned about managing losses 

occurred to income and other ongoing financial burden that had resulted from the 

patient’s diagnosis and subsequent gaps and/or loss of employment. HCPs working in 

psychosocial services that offered financial support to families affected by cancer were 

acutely aware of the impact that cancer and caregiving continued to have on the 

household’s finances. This included out-of-pocket costs (e.g. travel, additional 

household expenses – food, heating, utilities etc.) as the patient and caregiver 

continued to travel to and from appointments, or as the family spent more time at home 
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to accommodate the patient’s post-treatment needs. However, HCPs stated that 

caregivers most pressing financial concern often related to the loss of household 

income. This was particularly true where the patient was unable to return to work 

following treatment in the same capacity as before their diagnosis, or where the 

caregiver need to take additional time off or reduce hours in order to fulfil caregiving 

duties (e.g. accompany patient to appointments, support the patient at home, 

childcare). HCPs noted the conflict often experienced and expressed by caregivers in 

trying to balance their want and need to work, with the need and desire to ensure the 

patient is well-supported, and their own physical and psychosocial needs.  

 

 “They are worried about the time they are taking off work… there’s a lot 

of decisions that carers have to make between their own financial security, 

and actually trying to fill the caring role the way they want to do it. So they 

are very conflicted at some times.” (HCP07)  

 

Achieving a ‘work-life’ or ‘caregiving-life’ balance was a significant challenge for 

caregivers across survivorship, which HCPs felt, in part, required open and honest 

conversations between the patient-caregiver dyad about the level of ongoing support 

that patient wanted or needed in survivorship. HCPs often discussed the difficulties 

they had observed in patients and caregivers sharing their concerns about cancer, and 

knowing how and when to move on. In particular, HCPs noted that communication 

between patient and caregivers could become strained when one person wanted to talk 

about cancer, but the other did not feel ready to open up or simply wanted to put the 

experience behind them. Equally so, HCPs had observed challenges where the patient 

no longer wanted as much support or wished to process their experience alone, but the 

caregiver was struggling to relinquish or gained a sense of purpose in the caregiving 

role. HCPs stated that this was predominantly evident between patients and caregivers 

in romantic relationships, particularly when it concerned significant physical changes 

in the patient as a result of their cancer treatment, e.g. surgical alterations to the 

patient’s body (stomas, mastectomies etc.), dysphagia, urinary incontinence, 

impotence, or ability to start a family. HCPs stated that part of the cancer caregiving 

role involved caregivers learning how to navigate these issues in survivorship in a way 

that was sensitive to the patient’s needs, whilst also managing their own frustrations 

and desire to help.  
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“Sometimes [caregivers] aren’t totally sure how to support that person. 

Do they say it will be fine, knowing that they can’t say that because they 

don’t know? … Or do they feel like sometimes they’re minimizing it? ... 

And they don’t wanna make it worse by going ‘Oh I’m really worried 

too.’” (HCP08) 

 

 

In this theme, HCPs discussed how the caregiving role continued, albeit in a lesser 

capacity, beyond completion of the patient’s treatment, and the vital role that 

caregivers played in supporting the patient’s long-term recovery and healthcare 

professions’ role in follow-up. They also discussed the implications of caregiving on 

daily life; specifically, the effects it had on social isolation, household families, and 

challenges to patient-caregiver communication about the need for ongoing support. 

However, HCPs also identified that experiencing cancer as a caregiver also has an 

impact on their physical, psychological and social wellbeing, and this is explored 

across the next theme – Impact of Cancer on Caregiver Health & Wellbeing.  

 

4.3.2 Theme 2: Impact of Cancer on Caregiver Health & Wellbeing 

In the previous theme, HCPs recognised the impact that the ongoing caregiving role 

had on the caregiver in post-treatment survivorship. However, across the interviews, 

HCPs also recognised the impact of experiencing the patient’s cancer diagnosis and 

treatment had on the caregiver’s long-term physical, psychosocial and social 

wellbeing. In particular, HCPs discussed caregivers’ ability to self-care, adjust to life 

following cancer, manage their anxieties about cancer and potential recurrence, and 

their need for meaningful social support. These are explored across the remainder of 

this theme through the sub-themes – Self-Care, Adjusting to a ‘New Normal’, 

Managing Uncertainty, and Social Support. 

 

4.3.2.1 Self-Care 

HCPs stated that caregivers had been indirectly affected by cancer, yet the experience 

of the patient’s diagnosis, treatment and caregiving role had a direct effect on 
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caregivers’ physical health, and psychosocial wellbeing. They had observed caregivers 

deteriorate over time as they continued in their caregiving role; however, this was often 

dependent on the level of care they continued to provide in post-treatment 

survivorship, e.g. more intense, long-term support to patients with more significant 

needs. More generally, however, HCPs observed that caregivers were often fatigued 

and over-exerting themselves in order to continue to provide the level of support they 

felt the patient still needed alongside their other commitments (e.g. work, childcare). 

HCPs reported that poor sleep, both in terms of quantity and quality, was a 

predominant and ongoing health concern for the caregivers that they interacted with. 

Whilst partially due to disruptions caused by the patient’s experience of treatment side 

effects (e.g. restlessness, hormonal changes, night sweats), HCPs also noted how 

caregivers were potentially missing out on sleep in order to dedicate more time to 

meeting the daily demands of the caregiving role. 

 

“The [caregiver] will be just as badly affected by those restless nights… 

But at the same time, they’re expected to carry on with their work… the 

caregiver will have to fulfil all their normal roles, plus extra, plus have the 

anxiety and be carrying all of that with them, and the sleep deprivation 

that the actual patient has as well.” (HCP01) 

 

HCPs attributed this to the self-sacrificing nature of those who take on caregiving. 

They discussed how caregivers often do not take time to look after their own health, 

e.g. getting enough sleep, relaxing, eating properly/healthily, exercising etc. HCPs 

expressed concern at caregivers putting themselves at risk of ill health, but were unsure 

how to help caregivers recognise the importance of self-care. They discussed how in 

their conversations with caregivers, caregivers had often expressed how they cannot 

afford to be ‘sick’ or did not feel deserving of taking time to address their own health 

needs. As discussed in the previous theme, HCPs recognised how caregivers’ had 

significant demands on their time, and described how caregivers had talked about the 

sense of burden, responsibility and isolation they felt in their caregiving role; in 

particular, the sense that if they do fall ill, there is no one to fall back on and to take 

over their responsibilities. HCPs therefore stated how, even if they were experiencing 

symptoms or sickness, caregivers would be less likely to take time for themselves or 

to seek help from healthcare professionals. HCPs discussed that caregivers justified 
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this by always putting the patient’s need first, and by constantly comparing their own 

poor health to that experienced by the patient during and following their treatment. 

HCPs believed, in light of the patient’s cancer, caregivers felt selfish about struggling 

with the patient’s diagnosis or their caregiving role, and that it was a challenge for 

caregivers to recognise their physical and emotional needs as important or worthy of 

support. HCPs felt this was, in part, perpetuated by the public’s understanding of and 

caregivers’ acceptance of the labels such as ‘carer’ or ‘caregiver’. Whilst they 

understood that using these labels meant that the caregiving role was duly 

acknowledged in policy and practice, caregivers often identified themselves in terms 

of the relationship they share with the patient, i.e. as a parent, partner, child, sibling or 

friend etc. HCPs discussed how this was particularly true in post-treatment 

survivorship as the need for caregiver involvement, specifically in personal care and 

physical support, in the patient’s care lessened. 

 

“A few folks have said “I’m not allowed to be sick. I have to keep going”… 

I think there’s that sort of feeling that they’ve nobody to fall back on, and 

it would be a disaster if they are sick. So they put their own sort of health 

needs on the back burner.” (HCP07) 

 

“I think that they ignore their own physical symptoms because nothing’s 

worse than cancer… It’s like [the] patient has the trump card. They have 

the cancer, so everything else pales into insignificance.” (HCP14) 

 

HCPs therefore felt it was part of their role to encourage caregivers and give them 

‘permission’ to realise that they are also entitled to psychosocial supports. However, 

HCPs still felt that more support was required to help caregivers recognise the 

importance of self-care for post-treatment caregiving, and in valuing their own health 

and wellbeing needs as equal to those of the patient. By doing so, HCPs hoped that 

caregivers would feel more comfortable in approaching health and social care services 

for support. 
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4.3.2.2 Adjusting to a ‘New Normal’ 

HCPs described cancer as a “ripple effect” (HCP014); a small stone that was dropped 

into caregivers’ lives initially seen to impact on the patient’s health but slowly filtered 

out to affect all aspects of the patient’s and caregiver’s lives. HCPs therefore 

acknowledged that, even when treatment was provided within curative intent, a 

diagnosis of cancer was accompanied by long-term consequences and changes that the 

patient and those closest to them were not expecting, and were now learning to 

manage. Adjusting to these changes, HCPs recognised, was not immediate and often 

required time and patience from the caregiver. HCPs stated that survivorship was a 

change of pace for caregivers, who they had often observed as being very focused on 

getting the patient through their treatment. However, HCPs noticed that it was once 

the structure and support of treatment lessened, that caregivers were able to unpack 

their experience, and deal with the psychological, emotional, and physical changes 

brought about by cancer. HCPs therefore considered survivorship a key time in the 

cancer caregiving experience, where caregivers had the psychological capacity to 

reflect on how the patient’s cancer had impacted them.  

 

 “It’s like they’ve gone through all the rough stuff, the proverbial dust is 

settling, and then the shock of it seems to catch up with them…” (HCP13) 

 

HCPs stated that life after cancer was often described by patients and caregivers as a 

‘new normal’. HCPs recognised that within this ‘new normal’, caregivers had to come 

to terms with the realisation that life for the patient and family would never be the 

same as it was before the patient was diagnosed. For some caregivers, HCPs described 

the ‘new normal’ being seen as a positive learning experience, a chance to build a 

better, more fulfilling life, and take opportunities to do things that they had previously 

put off, e.g. change career, return to education, run a marathon etc. However, for 

others, HCPs described the ‘new normal’ as a difficult transition, where caregivers 

struggled to adjust to the patient’s physical changes, but also the psychological and 

social changes brought about by the cancer diagnosis. HCPs, therefore, felt that greater 

effort was needed earlier in the cancer trajectory to ensure that caregivers were better 

prepared and informed about the long-term, and often permanent changes to their lives 

in cancer survivorship. 
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 “Now there is a new normal, or different normal, or life is different to 

how it was before… That’s how life was before, and it has been threatened 

or potentially threatened by cancer, and this is where we are now. And the 

yearning is to go back to how things were, but once they get back in and 

eventually see that, the penny drops, they can’t go back. This isn’t the 

same.” (HCP13) 

 

 

4.3.2.3 Managing Uncertainty 

The psychological impact of cancer on caregivers was often discussed by HCPs. The 

most significant factors that HCPs identified as positively or negatively influencing 

caregivers’ psychological wellbeing was their ability to manage uncertainty and 

anxieties about cancer. 

Despite successful treatment, HCPs described how cancer had made caregivers acutely 

aware of the very real possibility that they could lose a loved one, which they may not 

have previously considered before the patient’s diagnosis. HCPs stated that thoughts 

about the patient’s cancer coming back, i.e. fear of recurrence (FOR), were only 

natural given the circumstance, and were universal across all patients and caregivers 

in post-treatment survivorship. However, what set caregivers apart was their ability to 

manage and cope with these concerns. HCPs observed that all caregivers would 

continue to closely monitor the patient’s physical health and recovery as a means of 

reassurance that the cancer had been successfully treated. Typically, HCPs found that 

the intensity of FOR was assuaged over time the longer that the patient was considered 

to be healthy and in remission. However, for some caregivers or in certain 

circumstances, FOR did not ease over time or could be ‘reignited’.  

 

“It’s hard to get their head around… As patients’ survivorship extends 

and they’re further away from their point of diagnosis and post-

treatment… [caregivers] can live with that better. And some have a lot 

more adaptive coping mechanisms, others might not, but I think that never 

goes away, about the worry, the ‘what if?’” (HCP19) 
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For some caregivers, FOR caused a significant level of anxiety across survivorship. 

HCPs stated that these caregivers were more likely to be hyper-aware and sensitive to 

the slightest symptom or sign of patient ill health, or if they felt the patient’s recovery 

was not progressing as quickly as they had expected. The clinical nurse specialists 

(CNSs) often observed this as part of their role in supporting the patient’s long-term 

recovery. They reflected on certain cases where, beyond the initial recovery period, 

the caregiver would regularly be in contact for reassurance that post-treatment 

lethargy, aches and pains were all normal and not indicative of a cancer recurrence. 

Clinicians and CNSs also recognised follow-up/review appointments as a key time 

that triggered caregivers’ cancer-related anxiety. They noted that during these times, 

caregivers would contact the clinical team more often in order to manage their 

concerns about cancer, particularly when waiting for the results of patient’s follow-up 

scans or screening tests. 

 

“Every time there’s a review appointment… Every time that there’s a scan. 

There’s always that in the back of the head, “Could this potentially be 

back?”... They still have all these feelings, all these emotions even after 

the cancer, even if the prognosis is good. They feel it’s still hanging over 

them.” (HCP07)  

 

“There’s a lot of anxiety about relapse, and a lot of anxiety about whether 

the cancer is going to come back … a lot of worrying about ‘is that 

normal?’ for after the operation, or is that something that is a sign that 

the cancer is coming back?” (HCP10) 

 

HCPs described how caregivers and patients regularly attempted to shield and protect 

each other from their worries across the cancer trajectory to avoid causing upset. As 

such, HCPs were unsure of how much they share their often-mutual concerns about 

cancer recurrence with each other. When discussing FOR with healthcare 

professionals, HCPs noticed that caregivers often approached these conversations 

indirectly by asking about how the patient is doing, and hoping the HCP knew the 

caregiver well enough or was able to pick up on these nuances and read between the 

lines. HCPs therefore felt that as with knowing how to best support the patient in post-

treatment survivorship, caregivers most likely struggled with knowing how to 
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constructively communicate their fears about recurrence to the patient whilst also 

wanting to appear emotionally supportive and resilient. It was not clear to HCPs 

whether caregivers were being explicitly asked or given the opportunity, across both 

clinical and psychosocial services, to talk about FOR. However, given that they 

identified this as one of the most pressing concerns for caregivers in survivorship, 

HCPs felt that support in which caregivers had the space to openly talk about how 

cancer had affected them and their fears for the future was key to caregivers’ ability to 

manage this uncertainty and cope psychologically across post-treatment survivorship. 

 

 

4.3.2.4 Social Support 

HCPs often highlighted the challenges that caregivers faced in their relationships with 

others (e.g. family, friends, colleagues) following cancer, and their subsequent need 

for meaningful social support from people who were able to understand what the 

caregiver was still going through in post-treatment survivorship. Within this, HCPs 

perceived a general lack of public understanding about the ongoing impact of cancer 

on the patient and family once treatment has ended. HCPs stated that almost all 

caregivers experienced this on some level in their post-treatment encounters with 

friends, colleagues and even family members. People often wanted to celebrate the end 

of the patient’s cancer treatment; however, for the patient and family, HCPs discussed 

how this often felt premature as they were still managing the immediate effects of 

treatment and transition into survivorship, as well as pressure from others to move on 

from cancer sooner than they were ready to. Given this, HCPs noted that, whilst well-

intentioned, social support was not always perceived by caregivers as meaningful or 

supportive to their post-treatment needs.  

 

“People celebrate, ‘Oh, you’re cancer-free, that’s amazing’, without 

knowing that having cancer … can be an indicator that you’re more likely 

to get cancer again in the future. And having that information is so 

debilitating.” (HCP08) 

 

HCPs believed that gauging the appropriate level of social support for patients, 

caregivers and their immediate families in post-treatment survivorship was an ongoing 
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challenge for those not immediately involved in the experience. More often than not, 

HCPs described how people, in their interactions with the caregiver, would focus on 

how the patient was coping following their treatment, but failed to acknowledge the 

caregiver’s continuing role in survivorship and impact on their health and wellbeing. 

HCPs believed that caregivers interpreted these interactions as dismissive of their 

continuing role in survivorship, further supporting caregivers’ beliefs that their health 

and wellbeing was not as important as that of patient. HCPs also described how some 

family and friends were unsure about appropriate ways to respond and interact 

following the patient’s diagnosis and  completion of treatment; as such, they avoided 

meaningful interactions with the caregiver out of fear of saying the wrong thing, or 

feeling like they should give the family more space. For some caregivers, HCPs 

acknowledged that social support simply did not exist; particularly if they were older 

in age, their families had moved away, or for those living in rurally isolated areas. 

  

“Friends and family, I think they can often fall into two categories. They 

either are really helpful, or they are absolutely rubbish and they vanish… 

There for but the grace of God, go “I mustn’t go near, they’ll wanna be 

left on their own.” So they don’t turn up.” (HCP06) 

 

HCPs felt that a combination of or all these factors led to social support lacking 

appropriate meaning, empathy and understanding for caregivers in survivorship. 

However, HCPs identified the potential for befriending/peer support programmes to 

fill this gap and reduce social isolation, particularly for those who are more 

geographically isolated or have significant demands on their time. Both HCPs in 

clinical and psychosocial services had witnessed the benefits for patients in having 

someone to talk to who understood what they are going through and could provide 

more meaningful, practical support. HCPs believed that caregivers would also 

experience similar benefits in having someone who could closely relate to their 

experience as a caregiver, and provide real-life examples of managing the continuing 

caregiving role and impact of cancer in survivorship. HCPs also suggested the online-

based support as a readily available and easily accessible platform on which caregivers 

could build virtual communities, and allow them to connect to multiple individuals, 

depending on what support they needed at the time. 
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“Certainly, I see, with cancer patients, the difference it makes to them, and 

how powerful it is for them, and important when they get talking to other 

cancer patients… It is so viable to them, and so rich for them to get talking 

to somebody else who has actually walked down the same road. And I 

imagine the same would be true for [caregivers] who feel very isolated… 

I think it’s hard for people who haven’t experienced it to understand what 

it’s like for them, and like with the patients, I think it probably would be 

lovely for them to talk to somebody who actually gets it, and who actually 

could understand without you explaining very much, what it has been like 

to be a [caregiver].” (HCP14) 

 

Nonetheless, HCPs recognised that providing this type of support would not be without 

its challenges. Given that caregivers could be considered ‘vulnerable’ people, HCPs 

discussed the need to ensure that individuals were appropriately matched in terms of 

their personalities and cancer caregiving experience, with particular consideration 

being given to whether this is the right time for the caregiver to receive that type of 

support or whether professional intervention is instead warranted. HCPs stated that 

appropriate guidance and monitoring systems would need to be in place to make clear 

what peer support can and cannot offer, and to ensure that all peer mentors received 

appropriate training and support in their role.  

 

“I suppose you would need to make sure it was set up properly and there 

was proper training and advice given as well. Because it’s a very difficult 

time… it’s a very vulnerable time for everybody.” (HCP16) 

 

 

In this theme, HCPs discussed how the patient’s diagnosis of cancer and subsequent 

treatment experience could impact on caregivers’ physical, psychological and social 

wellbeing in post-treatment survivorship. Particularly, HCPs highlighted the lack of 

importance that caregivers often attribute to their own self-care, the challenges in 

psychologically adjusting to a ‘new normal’, their ability to successfully manage 

anxiety about cancer recurrence, and the difficulty in finding social support that 

appropriately understands their post-treatment experience. HCPs also explored the 

potential applications of peer support programmes to fulfil caregivers’ post-treatment 
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needs for social support and managing psychological change.  However, the HCPs 

included in this study were also directly involved in delivering psychosocial support 

to people affected by cancer, and their experience of the barriers and facilitating factors 

to their roles are explored in the next theme – Healthcare Professionals’ Ability to 

Provide Support.  

 

 

4.3.3 Theme 3: Healthcare Professionals’ Capacity to Deliver 
Psychosocial Support 

In the previous two themes, HCPs discussed the vital role that caregivers play in the 

patient’s continuing care and recovery, but also the long-term impact they had 

observed of cancer and the caregiving role on the caregiver. However, across the 

interviews, HCPs also reflected on the current provision of psychosocial support to 

caregivers, as well as barriers that hindered the provision of and access to interventions 

in post-treatment survivorship. These challenges and facilitators are explored across 

the remainder of this theme, through the sub-themes – Perceived Availability of 

Psychosocial Support, Person-Centred Approach, and Time & Resources. 

However, as the themes were generated, it became apparent that there were differences 

in healthcare professionals’ experience of delivering psychosocial support dependent 

on they were working in clinical or non-clinical/psychosocial services. These 

differences are explored as relevant within the sub-themes. 

 

4.3.3.1 Perceived Availability of Psychosocial Support 

All HCPs included in this study could identify a range of clinical and psychosocial 

supports available to people affected by cancer, and that, in theory, caregivers would 

also be able to access. This included, but was not limited to: information and financial 

support; psychological support, including mindfulness, relaxation and counselling; 

complementary therapy; art and music therapy; exercise classes; local support groups; 

social work and family support services; as well as limited practical supports (e.g. 

transportation, household aid). HCPs stated that caregivers were always able to book 

an appointment with their own General Practitioner (GP) in the event that they wanted 

to discuss concerns about their own health or wellbeing, or contact the Clinical Nurse 
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Specialist (CNS) for tailored advice on managing the patient’s care. However, across 

the course of the interviews, it became apparent that HCPs, particularly those based in 

clinical services, were not clear on the extent to which these services specifically 

targeted survivorship issues or caregiver, but rather provided generic support to those 

affected by cancer. Clinical HCPs felt they had a good knowledge about the support 

available to patients, but were less confident about services offering caregiver- or 

survivorship-specific support. As such, the majority of clinical HCPs wanted more 

information about the remit of each of these services in order to make the best use of 

available psychosocial supports and adequately signposting the caregiver. Non-

clinical HCPs were more confident in their understanding of the range and remit of 

supports available for caregivers, particularly those offered by their own 

service/organisation. 

 

“For the [caregiver], I don’t know what I could give him, apart from 

Macmillan numbers. No, I don’t really know. For the patient, yes. For the 

carer, no.” (HCP18) 

 

 “One of the key things as a family doctor, is that there are so many 

support agencies out there, and some of the agencies do so many things 

that I don’t understand... I would try and do my best to keep abreast of all 

the various support agencies, but actually, there’s too many to know... We 

have enough supply and demand, I suspect…” (HCP19) 

 

Given this lack of certainty about service provision, clinical HCPs often relied on four 

main sources of support for caregivers: (1) clinical psychology/counselling services; 

(2) drop-in services at the regional/local Macmillan Support and Information Centres; 

(3) generic information support, such as leaflets; and (4) the transferable skills of CNSs 

in supporting patients.  

HCPs expressed that there was a lack of clear referral pathways for caregivers. This 

was frustrating for both those working in psychosocial services who were aware of 

their capacity to support caregivers, and those working in clinical services who wanted 

to refer caregivers to supports but did not always know how. Most clinical HCPs felt 

confident in their ability and had regularly referred patients to the services, such as 

social work, clinical psychology, counselling, occupational and physiotherapy. 



 115 

However, they felt less confident in their ability to refer caregivers to the same 

supports given that they were not the ‘service user’ under their care at that time. For 

example, the clinical psychologist included in this study recalled a small number of 

referrals for caregivers from clinical HCPs. However, more often than not, those being 

referred into the psychology service were patients or family members who had been 

assessed by the clinical psychologist during ward rounds. Due to the self-referral 

nature of most psychosocial supports, HCPs across services agreed that current access 

to services assumed caregivers’ capacity to recognise their own support needs, and be 

motivated to take action and engage with healthcare services. HCPs discussed how not 

all caregivers who require support were willing or able to take appropriate action to 

access it, particularly if they did not recognise a need for support themselves. This, 

therefore, required HCP input to recognise that support was needed, or facilitate access 

to service if caregivers were reluctant to seek help. Given this, HCPs concluded that 

clearer service pathways, including mechanisms for referring patients, were required 

in order for HCPs to make best use of available services and link caregivers to 

appropriate supports. 

 

 “It’s always been the patients I’ve referred… Anybody I’ve referred has 

always, to counselling or to psychology services, has always been the 

patient, not the carer.” (HCP15) 

 

“[Its] getting everyone to understand… that the services are there…. They 

do their best to send out posters and put up the posters… you have to hope 

that the people are going to do it themselves.” (HCP11)  

 

4.3.3.2 Person-Centred Approach 

From the HCPs’ experience and perspective, there was no clear pattern of who 

required support in post-treatment survivorship. They agreed that each caregiver’s 

response to cancer, their ability to cope and subsequent need for support was unique. 

In their practice, HCPs had also observed that caregivers’ needs were dynamic and 

changed over time. How and when caregivers’ needs changed was perceived by HCPs 

to be dependent on a range of factors, including: the nature of the patient’s diagnosis, 

treatment and long-term consequences on their physical health, psychosocial 
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wellbeing, and day-to-day life; the nature of the caregiving role and level of post-

treatment support required; and other personal/lifestyle challenges, above and beyond 

the impact of cancer, e.g. the quality of their social relationships, employment, other 

caregiving responsibilities and/or pre-existing health conditions affecting caregiver 

and family etc. Most HCPs were able to reflect and identify cases where a particular 

caregiver had experienced more difficulty than others. Examples given by HCPs 

included those who were caring for a partner/spouse; those caring for a parent; those 

with younger, dependent children; female caregivers who were felt socially obligated 

to take on care responsibilities within the family, male caregivers who were unfamiliar 

with being in a primary care role; those who were rurally isolated, or had no immediate 

or available family support; and those caring for patients in poorer physical health 

following treatment. However, professionals felt these generalisations were unhelpful, 

or attempts to categorise people in order to make service provision ‘simpler’. Given 

this, HCPs felt unable to confidently and reliably predict how a caregiver would cope 

following a cancer diagnosis, what support they would require in post-treatment 

survivorship, and what support they would be amenable to receiving. Similar to coping 

and support need, HCPs did not want to make assumptions or educated guesses about 

what support caregivers may benefit from most, as what might work for one person 

would not necessarily suit the next. From the HCPs perspective, it would be unfeasible 

and virtually impossible to produce one global source of information or develop an 

intervention to address all caregivers’ needs across post-treatment survivorship. 

 

“[It’s] difficult to take it case-by-case. It’s much easier to have one 

umbrella for everyone, but it doesn’t suit everyone. For those is doesn’t 

suit, well, either they don’t go [to support], or they don’t come back.” 

(HCP13) 

 

“Everybody is different, and every family is different, and they have 

different needs. And you’ll have families who are phoning you five times a 

day and stopping you in the corridor for ages. And then you have other 

families that never contact you… there’s [a] big difference in sort of what 

goes on.” (HCP16) 
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HCPs instead discussed how adopting a person-centred approach was key to 

identifying and appropriately addressing caregivers’ psychosocial needs in 

survivorship. For both clinical and psychosocial HCPs, this meant being empathetic, 

non-judgmental, and using active listening to understand the caregiver’s experience 

and needs at that specific point in time, but also the caregiver’s personality and what 

was most important to them (personal values). HCPs acknowledged that this approach 

was more complex, challenging and time consuming, but believed that it resulted in 

better outcomes for the caregiver. 

 

“I’m not a counsellor, I’m not trained to be a counsellor, but certainly, I 

could just draw on all my skills of being a GP… and sometimes just even 

listening is one of the things that we undervalue. Even just actually 

somebody listening, and hearing your story, and putting things into 

perspective is just what somebody wants.” (HCP19) 

 

HCPs found that building rapport with the caregiver early in the patient’s cancer 

journey allowed them to get a better “idea of if any of the carers are struggling”, and 

made it easier to “flag that up and get them extra support” (HCP10). They discussed 

how this way of working with caregivers created a safe space in which caregivers 

would feel comfortable in opening up, and was key to facilitating further caregiver 

engagement with supports, i.e. if a caregiver had already made a connection with a 

healthcare professional or a service, it increased the likelihood that they would ask for 

support either from the HCP in question or someone else. Services that were flexible 

and responsive to caregivers’ needs were highly valued by HCPs, and considered most 

effective in providing psychosocial support that was meaningful to the caregiver. 

Psychosocial HCPs in particular were able to provide examples from their own 

services, which they prided in being practical, accessible, and considerate of the fact 

that “people need to be facilitated and supported” (HCP03) when they have taken the 

first step of accessing support for themselves. 

 

“I think if you’ve a relationship with them, they’re more likely to phone 

you because they’ve phoned you in the past and you’ve helped them… It 

does make a difference, I think. And it’s a difference for us as well, because 
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you have a relationship with people, and you do want the best for them.” 

(HCP16) 

 

“We also have the agreement with our clients that, if after a number of 

sessions, they feel they need to take a break, they can do that, and then 

come back again if they wish. So we have folks who defer and then come 

back, come in for a while, have a break and then come back again.” 

(HCP13) 

 

Psychosocial services had the added benefit of offering a dedicated space away from 

the clinical environment. HCPs expressed that this conducive to fostering an 

environment in which caregivers could feel more relaxed, and enabled psychosocial 

HCPs to more easily engage the caregiver, take the time to be available to them and 

listen to their concerns, and approach conversations in a more natural and less clinical 

way. This was an often-experienced barrier by clinicians and nursing staff who were 

not afforded the same opportunities within their busy clinical schedules and settings. 

 

 “When people come into the centre, we’ll talk to them, and they can feel 

safe in saying “Look, I’m struggling here” or “This is hard on me” … 

Sometimes we just sit with the carer there, so at least they’re getting that 

hour to be themselves and say what their worries are as well.” (HCP07) 

 

 

4.3.3.3 Time & Resources 

Clinical HCPs discussed the implications of increasing incidence of people being 

diagnosed and living longer beyond cancer on health and social care services, and their 

ability to cope with the demand. More specifically, HCPs working in both clinical and 

psychosocial services felt that continuing to provide the current level of support was 

unsustainable. HCPs discussed how they believed it was important to look after 

caregivers across the patient’s treatment and survivorship, but that caregivers were still 

not being fully considered within the current service provision. Particularly in post-

treatment survivorship, HCPs discussed how the way in which some services were 

currently structured gave the impression that caregivers’ psychosocial needs were not 



 119 

as important or pressing as those of the patients. For example, waiting lists where 

patients often received first priority as they were the person with the diagnosis. 

 

“I felt this man really needed a lot of support and he wasn’t coping very 

well with his wife’s diagnosis, but he ended up sitting on a longer waiting 

list than what he would have done if he’d have been a patient. Whereas, 

the patient didn’t actually need counselling… They actually emailed me 

back and said that he was on a waiting list and that patients may take 

priority.” (HCP17) 

 

HCPs identified that limited funding and resources, specifically staff time and 

availability, often influenced how accessible supports were to caregivers and also 

disparities in local provision of psychosocial services. HCPs noted the availability of 

psychosocial support was not consistent across Northern Ireland. In particular, they 

discussed how support services were often more prominent, readily available, and 

promoted at the regional Cancer Centre and adjoining Macmillan Support and 

Information Centre. In comparison, services outside of Belfast were considered by 

HCPs to be smaller in size and more limited in their remit, i.e. services were generally 

scarcer and tended to provide primarily information and counselling support.  

 

“Belfast is more modern, and it’s the hub, and it’s where everything 

happens… There’s lots of things around, and lots of people involved… 

What goes on locally, it’s all lower key… All the peripheral units will 

probably find it wouldn’t be as finely tuned as the Regional Cancer 

Centre.” (HCP18) 

 

In particular, clinical HCPs often struggled with integrating psychosocial care and 

caregivers into their modus operandi. They discussed the pressure they felt under 

whilst working, often multitasking and managing heavy caseloads in a busy clinic 

environment. Whilst they still had some contact with caregivers in post-treatment 

survivorship, clinical HCPs described how their time with patient at follow-up 

appointments was limited. This meant that their work prioritised and focused on 

addressing the patient’s medical needs, with little opportunity to open up discussions 

about how the caregiver was coping or to address their unmet support needs. Clinical 



 120 

Nurse Specialists (CNSs), in particular, identified this as one of their daily working 

challenges. As the patient’s case worker from the point of diagnosis, CNSs identified 

themselves as a primary source of medical and psychosocial support for the patients 

and their families. HCPs described how Northern Ireland has been “slow on the uptake 

with CNSs” (HCP11); there was only one or two clinical nurse specialists per cancer 

specialty for each Trust, with the majority of CNSs operating out of the regional cancer 

centre. This meant that CNSs were often covering a large number of patients for an 

indefinite amount of time. CNSs described how they tried to provide as much 

psychosocial support as they could to caregivers in post-treatment survivorship, but 

that they regularly felt constrained by the amount of time they had to offer and what 

was needed to adequately support the individual. At times, CNSs discussed how the 

long-term psychosocial support they provided to caregivers was often outside of their 

clinical remit and any training they had received. In such instances, CNSs stated that 

it was important to recognise their own limitations as a healthcare professional, and be 

confident in knowing how and when to signpost the caregiver to services where more 

appropriately qualified HCPs could provide the support they required.  

Clinical HCPs also discussed the difficulties of supporting caregivers when they were 

bound by patient confidentiality, particularly in relation to the patient’s care. Clinical 

HCPs always ensured that they had the patient’s explicit consent and permission to 

speak to the caregiver, and gave due attention to ensuring any contact was conducted 

in a confidential, professional manner that did not overstep the boundaries of their 

working relationships with the patient and caregiver. The need to be sensitive to and 

mindful of the patient’s wishes could affect how and whether they were able to provide 

the level of psychosocial support required by the caregiver. Clinical HCPs noted some 

patients often acted as gatekeepers, meaning that their attempts to provide support to 

the caregiver or support for the patient that they caregiver felt they needed were not 

always successful as the patient would not pass on the message on to their caregiver, 

did not believe that the caregiver required additional help, or did not feel comfortable 

in accepting support themselves. 

  

“That can be an issue whenever we have people maybe who are phoning 

up and saying, ‘I need this’, but you can’t really do anything about it, your 

hands are tied. So that can be difficult for us as professionals, and I’m sure 
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for patients and families as well if they can’t get the help and support they 

need.” (HCP16) 

 

 

In this theme, HCPs discussed their role in providing psychosocial support, the 

challenges faced in knowing what support each caregiver required in post-treatment 

survivorship, and the difficulties for HCPs in addressing caregivers’ psychosocial 

support needs within the clinical setting. In particular, Clinical HCPs were unsure how 

to best support caregivers, often resorting to signposting caregivers to other HCPs 

based in psychosocial services who were more knowledgeable and less constrained in 

their ability to help. Clinical HCPs considered this better than providing no support at 

all. It allowed them, in a small way, to consider caregivers’ needs within the busy 

clinical environment and help caregivers make connections with appropriate services 

such as social work, counselling, benefits advice, as well as local community supports 

provided by charities and third sector organisations. All HCPs recognised the 

constraints placed on clinical services to provide the level of holistic care and support 

they felt patients and their families required. Given this, HCPs generally agreed that 

any future interventions would be best placed outside of the clinical setting, to avoid 

placing any further burden on clinical HCPs’ time and resources. 

 

“Things are stretched as it is, so trying to provide care for someone that’s 

not the patient is difficult… You couldn’t add that on to any existent work 

as it is…” (HCP04) 
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4.4 CHAPTER DISCUSSION 

This qualitative component aimed to inform intervention development, including the 

potential targets/outcomes and delivery of the intervention, by gathering evidence 

from healthcare professionals (HCPs) involved in the delivery of psychosocial support 

to people affected by cancer within Northern Ireland. The main findings from the semi-

structured interviews provide key context for the intervention, and are discussed below 

in relation to the implications for intervention development. 

 

4.4.1 Main Findings 

Healthcare professionals identified a number of key concerns for caregivers in post-

treatment survivorship, as well as a number of challenges or barriers that they faced as 

healthcare professionals in delivering psychosocial support. However, there are three 

important questions to be asked when considering the implications of these findings 

for intervention development: (1) of these issues, what are the key issues to be targeted 

by an intervention, (2) who are the individuals on which these issues might have the 

greatest impact/effect?, and (3) what key considerations, if any, need to be given to the 

delivery and implementation of an intervention in practice? 

 

4.4.1.1 Key Issues to be Targeted by the Intervention 

In their discussions, HCPs acknowledged the vital role that caregivers continued to 

play in the patient’s ongoing care, but also the impact that the patient’s diagnosis and 

caregiving role had on their physical, psychological and social wellbeing in post-

treatment survivorship.  

HCPs discussed the impact that the continuing caregiving role and the patient’s post-

treatment health and recovery had on caregivers’ ability to participate in social 

activities; more specifically, in taking time for themselves and engaging self-care. 

HCPs believed that caregivers were not always taking appropriate steps to look after 

their own health and wellbeing. They identified the patient’s cancer diagnosis as a 

potential barrier in this instance, i.e. caregivers did not necessarily consider their needs 

as important or more trivial in comparison to the patient’s recent health and the 

treatment that they had been through. Future interventions therefore may seek to 
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promote the importance of caregivers’ health and wellbeing across the cancer 

trajectory; but, more specifically, in the context of post-treatment survivorship, to 

build their capacity, physically and psychologically, to engage in health promoting 

behaviours despite their ongoing caregiving role and focus on the patient’s post-

treatment medical needs. 

HCPs also stated that survivorship was a key time in the patient’s cancer journey where 

caregivers were able to better reflect on their experience of cancer and how they 

personally had been impacted. HCPs often described this as a ‘new normal’ where 

patients, caregivers and their families were coming to terms with changes in their lives 

resulting from the patient’s cancer and treatment. HCPs identified that dealing with 

the ongoing uncertainty and knowledge that the patient’s cancer could return at some 

point in the future was a significant concern during this transition period. Whilst for 

the majority this anxiety or fear of recurrence (FOR) decreased over time, some 

caregivers continued to struggle significantly with these thoughts across survivorship 

or were triggered at certain points in the post-treatment trajectory (e.g. review 

appointments, follow-up scans/tests). HCPs therefore identified that more support was 

required to ensure caregivers knew what to expect, and were better prepared to manage 

uncertainty and cancer-related anxiety across survivorship. Future interventions might 

seek to target caregivers’ ability to psychologically adjust to change and manage FOR 

over time, particularly during these key points identified by HCPs. 

HCPs discussed how the general public often do not consider or understand the long-

term impact of cancer on a patient, caregiver and family, particularly where treatment 

was curative. They believed that this often resulted in unhelpful social support from 

others, meaning that caregivers struggled to find appropriate and meaningful sources 

of social support in post-treatment survivorship. HCPs felt that, along with the 

continued difficulty to participate in social activities as they had before the patient was 

diagnosed, the perceived lack of understanding experienced by caregivers could make 

it difficult for them to call on their family, friends and colleagues for support if they 

were still finding the cancer and caregiving experience difficult in post-treatment 

survivorship. HCPs therefore identified a gap for meaningful social support in 

caregivers’ lives, with peer support interventions suggested as a potential solution. 

HCPs had seen the added value of peer support/befriending schemes for patients, 

particularly in providing practical guidance and social support across the cancer 

trajectory. Such supports may reduce social isolation in caregivers, as well as provide 
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appropriately targeted, empathic support for their most pressing needs in survivorship, 

e.g. self-care, managing uncertainty, FOR. Future research could explore the 

acceptability and effectiveness of peer support interventions in this population, both 

as a mode of delivery but also in their ability to improve caregivers’ physical, 

psychological and social outcomes. 

 

4.4.1.2 Individuals to be Targeted by the Intervention 

HCPs discussed how there was no clear pattern of how caregivers might cope with the 

patient’s diagnosis, treatment and caregiving role; their ability to adjust to change 

across the cancer trajectory; or what support they would require in post-treatment 

survivorship. Furthermore, HCPs stated that caregivers’ support needs were dynamic 

and changed over time, dependent on a range of factors, both internal (caregivers’ 

thoughts, feelings) and external (patient factors, social support). Therefore, HCPs 

discussed the importance of building rapport with the caregiver in order to be able to 

recognise needs as they emerged, and for flexible, responsive services to target these 

needs as they changed over time. Through these discussions, HCPs identified a 

significant challenge in being able to provide one type of support that would benefit 

all caregivers. However, HCPs did identify time points during the survivorship 

trajectory in which caregivers, as a whole, were less likely to cope effectively (e.g. 

adjust to change) or in which negative emotions (e.g. anxiety, FOR) may be triggered, 

i.e. during the transition from treatment to survivorship, or during/around the patient’s 

follow-up appointments. Additionally, patient-specific factors, such post-treatment 

symptoms and side effects (e.g. stomas, dysphagia, sexual function), that cause 

significant change to which the patient and family must adapt. Therefore, instead of 

attempting to profile or identify caregivers who are most at risk across the cancer 

trajectory, interventions may wish to focus on regularly monitoring caregivers across 

survivorship, specifically during those key identified time points, to ensure that they 

are coping effectively with change and that their support needs are being met.  

 

4.4.1.3 Key Considerations for the Delivery of the Intervention 

Generally, HCPs were aware of a range of psychosocial supports available to people 

affected by cancer. However, particularly for clinical HCPs, it was unclear to what 

extent these services would provide targeted support for caregivers or issues specific 
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to post-treatment survivorship. More specifically, these HCPs identified a need for 

clearer links and referral pathways for caregivers between clinical services and 

psychosocial supports. Therefore, due consideration needs to be given to establishing 

clear links to the intervention, and ensuring that HCPs involved in the delivery of 

clinical and psychosocial oncology care have a clear understanding of the intervention, 

eligibility criteria and how to refer/signpost caregivers to the support. 

HCPs’ capacity to deliver psychosocial support is another key consideration for the 

development and implementation of the current and future interventions. Clinical 

HCPs, in particular, discussed the difficulties they encountered within the busy clinical 

environment in building caregivers’ needs into the patient’s follow-up care. Therefore, 

HCPs identified that any future supports would be best placed, assuming appropriate 

referral pathways were set up, in psychosocial services to avoid placing any further 

burden on clinical HCPs’ time. The availability of resources is also important when 

considering HCPs’ capacity to deliver appropriate psychosocial support. HCPs 

discussed how psychosocial support could be dependent on the availability of funding 

and geographical location. Future interventions should consider the benefit of the 

regional Cancer Centre in acting as a key hub for the provision of clinical and 

psychosocial cancer support, i.e. increased availability of resources to support the 

implementation and delivery of the intervention. However, interventions also need to 

ensure that they are catering to those living beyond Belfast, particularly those living 

in rural areas. Interventions therefore may wish to consider modes of delivery which 

ensure that the intervention can be delivered more equitably and widely, e.g. via 

internet, telephone or peer support. 

 

4.4.2 Limitations 

4.4.2.1 Sample Adequacy 

It could be argued that, given the range of cancer specialties and HCP roles, data 

saturation was not achieved in this study. However, the researcher felt that significant 

data had been collected in order to build an understanding of current psychosocial 

support delivery in Northern Ireland, and to inform the development of the 

intervention.  
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More data may not have provided any new information in this instance. HCPs’ 

responses were considerably consistent across interviews and in analysis, and often 

shared an understanding of caregivers’ support needs in post-treatment survivorship, 

and the challenges faced in service provision. Whilst some of these challenges were 

unique to certain groups, e.g. clinical HCPs, the researcher felt a broad enough 

understanding was achieved. Only one consultant oncologist was included in this 

sample, highlighting the challenges of recruiting consultant HCPs to the study, 

particularly their availability to interview given their schedules and demands on their 

time. However, given the inclusion of multiple Clinical Nurse Specialists (CNS) (n = 

9) in the study, the researcher felt that the views and challenges of such clinical teams 

were appropriately represented, particularly given that CNSs were often the most 

involved in the provision of psychosocial support to patients and their families, e.g. 

Clinical Nurse Specialists (CNSs).  

 

4.4.3 Conclusions 

The current study sought to explore the experiences of healthcare professionals 

involved in the delivery of psychosocial support within Northern Ireland HSC services 

and third sector organisations. Qualitative methods and an inductive thematic analysis 

were used in order to gain a deeper understanding of the challenges faced and the 

context in which these services were being delivered. Whilst there are potential 

limitations of data saturation as a measure of sample adequacy, the methods used 

resulted in a depth and consistency of responses across both clinical and psychological 

HCPs. 

From the findings, a number of key considerations for the components and individuals 

to be targeted by the intervention were generated, as well as key context for the future 

delivery and implementation of the intervention. More specifically, and in line with 

the findings of the systematic review, the key issues requiring attention in post-

treatment caregiving were the importance/relevance of self-care and health promoting 

behaviours, psychological adjustment to change and managing FOR, and increasing 

opportunities for meaningful social support. A number of strategies by which these 

potential interventions outcomes could be influenced were also identified by HCPs, 

including the provision of peer support as a potential mode of delivery. Targeting 
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caregivers prior to and during ‘triggering events’ in survivorship, such as transition 

from treatment to acute survivorship or first post-diagnosis review, was identified by 

healthcare professionals as a potential means to identify and capture caregivers who 

are potentially most likely to benefit from additional support/intervention.  

The findings from this chapter will be revisited again in Chapter 6, where they will be 

combined with the findings from the systematic review (Chapter 3) and the semi-

structured interviews with post-treatment cancer caregivers (Chapter 5), to further 

inform design of the intervention and offer more practice-specific recommendations. 

The next chapter continues with the needs assessment phase by exploring cancer 

caregivers’ experience, within the context of Northern Ireland clinical and psycho-

oncology services, and most pressing needs for support in post-treatment survivorship.  
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5 PHASE 1C: INTERVIEWS WITH 
CANCER CAREGIVERS 

 

“Cancer… it’s something that can’t always be controlled, it can’t always 

be managed… It is something that is to be feared, and to continue to be 

feared. I don’t think that ever goes away.” (CCP15) 

 

 

This chapter reports the methods and findings of the qualitative study with post-

treatment cancer caregivers, and discusses these findings in relation to the key 

implications for intervention development.  

As caregivers in post-treatment cancer survivorship are the target population for this 

intervention, their inclusion in the development process is paramount to ensuring that 

the end-product is appropriate and acceptable (Wight et al., 2016).  Caregivers are best 

placed to provide understanding of the key concerns and needs for support in post-

treatment survivorship, and can be helpful in defining the key constructs and 

components of the intervention, as well as informing decisions about future delivery 

and implementation (Meissner, 2011; Monaghan et al., 2011; Polit & Beck, 2012).  

The aim of this study was therefore to gather recommendations for the design and 

delivery of an effective and acceptable psychosocial intervention by exploring the 

experiences of caregivers in post-treatment cancer survivorship. This was achieved by 

(1) identifying caregivers’ key challenges/concerns across survivorship, (2) 

identifying who would most benefit from targeted psychosocial support, (3) 

identifying the key barriers and facilitators for caregivers in accessing psychosocial 

supports, and (4) identifying the most appropriate mode of delivery, i.e. how, when, 

and by whom the intervention should be delivered. 
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5.1 METHODOLOGY 

5.1.1 Design 

This study explored the experiences of caregivers in post-treatment survivorship by 

means of an embedded mixed methods design (Creswell & Plano Clark, 2011). This 

is where qualitative or quantitative data is used in a secondary role within a study based 

primarily on the methodology of the other data type (Creswell et al., 2003; Greene & 

Caracelli, 1997). In this component of the research, the use of quantitative data was 

embedded within a larger qualitative design. Greater emphasis was therefore placed 

on the qualitative methods; semi-structured interviews were used as the principal 

method of data collection with the quantitative data (survey) being used in a 

supplementary role. This enabled the researcher to gain a more detailed understanding 

about caregivers’ experiences of caregiving in post-treatment, the key issues to be 

targeted by the intervention as well as any key barriers and facilitators to intervention 

delivery/implementation (Seale et al., 2004).  

 

5.1.2 Participants 

5.1.2.1 Eligibility Criteria 

The following eligibility criteria were applied to ensure that the sample included the 

target population of caregivers who were providing care and/or support to a person 

living beyond cancer.  

5.1.2.1.1 Inclusion Criteria 

Individuals were included in the study where: 

• They were the primary caregiver of a person diagnosed with cancer (patient). 

• The patient had completed treatment for a primary cancer diagnosis, and was 

disease-free at the time of study. 

• The care they provided was informal, i.e. with the exception of social security 

benefits (i.e. the Carer’s Allowance), the caregiver received no monetary 

remuneration for their efforts. 

• The caregiver and the patient were both aged 18 years and over at the time of the 

patient’s diagnosis. 
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• The caregiver was able to read, write, and understand English language. 

 

5.1.2.1.2 Exclusion Criteria 

Individuals were not eligible to participate in the study where: 

• The patient was still receiving treatment, had recurrent or advanced cancer, and/or 

was receiving palliative/end-of-life care. 

• The caregiver has received their own diagnosis of cancer within the previous 12 

months, or was currently receiving treatment for cancer. 

 

5.1.3 Procedure 

5.1.3.1 Identification of Participants 

This study combined purposive and convenience sampling strategies in order to 

maximise recruitment as caregivers, in both cancer and other chronic illness 

population, are a difficult-to-reach population (Preissner et al., 2012; Sygna et al., 

2015). 

As in the HCP data collection (Chapter 4), individuals were purposively selected as 

they were “information rich” (Patton, 1990); this ensured the researcher was able to 

maximise understanding of the post-treatment caregiving experience and support 

needs. Convenience sampling, drawing samples that are easily accessible and willing 

to participate, was also used in order to target those who were accompanying patients 

to follow-up appointments, or attending psychosocial supports within the MSIC and 

local TSOs (Teddlie & Yu, 2007). As such, individuals were identified via the 

following means:  

 

5.1.3.1.1 Recruitment Posters & Flyers 

Recruitment posters and flyers (Appendices 18 and 19, respectively) were placed 

prominently across the Belfast City Hospital (BCH), the Northern Ireland Regional 

Cancer Centre (NICC), and adjoining Macmillan Support & Information Centre 

(MSIC). Posters were also sent to 46 General Practices across Northern Ireland, 

covering primary towns/residential areas in each of the six HSCTs. Additionally, flyers 
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were included in patients’ final radiotherapy appointment letters from January – May 

2017. 

 

5.1.3.1.2 Cancer Support Meetings 

The researcher attended and spoke at the Oesophageal Patient’s Association Northern 

Ireland (OPA-NI) annual regional meeting on the 1st October 2016 to raise awareness 

among post-treatment patients and their caregivers, and presented at a Northern Ireland 

Cancer Clinical Trials Network (NICCTU) meeting on 4th November 2016 to raise 

NICC staff awareness of the study. The researcher also attended and spoke at a range 

of cancer support groups, ran by Cancer Focus Northern Ireland, from September 2016 

– May 2017. 

 

5.1.3.1.3 Social Media & Electronic Communications 

Electronic versions of the posters were shared on the QUB SONM Facebook, and 

Twitter pages, as well as on community websites including Gumtree, Community NI, 

and NextDoor. A request for participants and contact details of the research team were 

also included in the QUB Staff Communications weekly email. If individuals felt they 

were eligible for the study, and interested in participating, they were asked to contact 

the research team directly for further information. 

 

5.1.3.2 Sample Size 

As described in Section 4.1.4.2., data saturation (Green & Thorogood, 2009; Saunders 

et al., 2017) was used across this research to determine recruitment and whether 

sufficient data had been collected so that the researcher was able to answer the research 

questions. 

Recruitment of caregivers to the research ceased once data saturation was achieved. 

This was determined through agreement between the researcher and supervisory team 

during in-depth discussions after each completed interview on the presence of 

recurring theme within the data, and that sufficient depth of understanding of post-

treatment cancer caregiving experience and what support is wanted and needed by 

caregivers in survivorship had been achieved (Nelson, 2016; Marshall, 1996; 

(Sargeant, 2012). 
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5.1.3.3 Materials 

5.1.3.3.1 Demographic & Cancer Experience Questionnaire 

Sociodemographic data was collected by means of a short questionnaire (Appendix 

20). This was developed by the researcher, and used to collect  the following 

information – demographic data (age, sex, level of education, religious/spiritual 

beliefs, relationship to person with cancer), cancer-specific data (caregiver status, 

cancer site, time since diagnosis, time since treatment, types of treatment received), 

and access to support services (whether they had accessed services for support since 

the person was diagnosed with cancer, how they had been referred to supports, and 

whether they intended to access supports in the future).  

A measure of emotional upset, the Emotion Thermometers (ET; Mitchell et al., 2010) 

tool, was also included in the questionnaire. The existing caregiving literature has 

identified a need for interventions to target those who would most benefit from 

support, as well as strategies to identify those who are at risk of poor psychological 

adjustment (Northouse et al., 2010; Treanor et al., 2019). The ET tool was, therefore, 

included in the questionnaire to explore its potential acceptability and appropriateness 

as a rapid screening tool to identify caregivers who are most at need and that could be 

implemented into practice. Screening tools are often used in clinical practice as a 

means of measuring psychological wellbeing; however, their use is often cumbersome, 

and HCPs would benefit greatly from tools that can be easily and quickly administered 

in busy practice settings (Northouse et al., 2000). The ET is a rapid, multi-domain 

adaptation of the Distress Thermometer (DT) (Roth et al., 1998) used for the detection 

and monitoring of emotional disorders in clinical practice, and has been validated in 

multiple clinical oncology settings among patients (Mitchell et al., 2010; Beck et al., 

2014). An extension of the DT, which solely assesses when individuals have high 

levels of psychological distress that warrant professional intervention, the ET includes 

five visual analogue scales – four predictor domains (Distress, Anxiety, Depression, 

and Anger), and one non-emotion domain (Need for Help). These are represented as a 

thermometer, and rated on an 11-point (0 – 10) Likert-type scale. Fixed cut-offs are 

used to score each scale. Scores of 0 – 3 are considered ‘Low’, and scores of 4 – 10 

are marked as ‘High’ and recommended to be followed up by further enquiry/referral 

for assessment (Mitchell et al., 2010). The 2013 version used in this study also includes 
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a 33-item checklist that includes five problem domains (Practical Problems, Family 

Problems, Emotional Problems, Spiritual/Religious Concerns, and Physical 

Problems). These are answered on a Yes/No basis, but participants were also given an 

open-ended comment box to note down any “Other Problems”. 

 

5.1.3.3.2 Interview Topic Guide 

Given the sensitivity and personal nature of the questions being asked, semi-structured 

individual interviews, as opposed to focus groups, were considered the most 

appropriate method of qualitative data collection. The researcher felt that caregivers’ 

perspectives of the post-treatment cancer experience were best obtained through one-

to-one interaction, as trust could be more easily established (Kvale, 2007), and 

participants would feel more relaxed in opening up about a difficult time in their lives 

(Milena et al., 2008). Individual interviews were also more flexible around caregivers’ 

busy schedules, which in turn facilitated recruitment.  

Interviews were guided by a semi-structured topic guide (Appendix 21). The topics 

addressed were: (1) General Experience of the Cancer Journey, (2) Challenges and 

Coping with Cancer, (3) Challenges and Coping with Care/Support Roles, (4) Need 

for Support and Use of Support Services, and (5) Issues/Topics of Personal Importance 

to Participant). 

 

With exception of the ET tool, all materials were developed by the researcher, and 

were reviewed by two caregivers (lay members) from the regional Cancer Research 

Consumer Forum. This allowed the researcher check readability, understanding, and 

ease of completion of the materials, particularly in avoiding overuse of non-specialist 

language. It also ensured that questions in the interview topic guide addressed the 

research aim, included appropriate prompts for discussion, and could be easily 

understood by caregivers. 

 

5.1.3.4 Data Collection 

When contacted via telephone or email by an individual who was interested in 

participating, the researcher instigated a preliminary discussion about the study, and 

screened the individual for eligibility as per the inclusion/exclusion criteria. If an 

individual was deemed unsuitable to participate, the researcher thanked the individual 
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for their interest, and informed them that they did not meet the eligibility requirements 

and would not be invited to participate in an interview at this time. However, the 

researcher signposted individuals to supports available through the MSIC and local 

TSOs, if they expressed a need to discuss their cancer experience with a healthcare 

professional. If eligible to participate, the researcher provided more detailed 

information on the questionnaire and interview process, answering any further queries 

they had. If the individual was still willing to participate, an interview appointment 

was arranged at a date/time that best suited the individual, and in a place where they 

would feel comfortable to talk. Interviews were expected to last between 60 – 90 

minutes, and were confirmed by the researcher 1 day prior.  

At the appointment, the individual received verbal and written Participant Information 

Sheet (Appendix 22) of what their participation involved and their rights as a 

participant, and were again given the opportunity to ask questions. If the individual 

was happy to proceed, they were then asked to sign the informed consent form 

(Appendix 23). 

Upon obtaining written consent, participants were first asked to complete the 

questionnaire and ET tool. Once this had been completed, the researcher began the 

interview discussion, prompted by the semi-structured topic guide. Before closing the 

interview, the researcher discussed any significant unmet support needs that had been 

raised by the participant, signposting them to relevant opportunities for formal support 

within the MSIC, should they wish to avail of it. All participants received a copy of 

the consent form, and study information sheet, including the research team’s contact 

details, should they wish to get in contact again. 

 

5.1.4 Data Analysis 

5.1.4.1 Quantitative Data Analysis 

All questionnaire data was reviewed by the researcher following completion of each 

individual interview to avoid participant’s responses, particularly how they scored on 

the ET tool, leading the interview discussion or affecting the prompts used by the 

researcher. Analysis of the quantitative data was performed using IBM SPSS Statistics 

for Windows, Version 22.0. Descriptive statistics (means, standard deviations, 
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frequencies) were used to analyse demographic, cancer-specific data, and the scores 

of the ET tool.   

 

5.1.4.2 Qualitative Data Analysis 

All interviews were audio-recorded and transcribed verbatim. As with healthcare 

professionals’ data, an inductive thematic analysis, informed by Braun & Clarke’s six 

step process, was used to analyse and identify patterns within caregivers’ qualitative 

data. QSR NVivo was used to code data and manage themes, sub-themes and 

quotations. This approach to analysis, and the considerations around quality and rigour 

are discussed in Chapter 4 (Section 4.1.8 – Data Analysis). A field diary was also kept, 

aiding the researcher’s interpretation and analysis of the data. 

 

5.2 REPORTING RIGOUR & ETHICAL CONSIDERATIONS 

The Standards for Reporting Qualitative Research (SRQR) (O’Brien et al., 2014) 

provide clear standards for the reporting of qualitative research and were followed to 

improve transparency of all aspects of the study. 

Ethical approval for this study was granted by the Office for Research Ethics 

Committee Northern Ireland (08/06/2016, 16/NI/0080) (Appendix 24), and the 

BHSCT R&D Office (20/09/2016, 16038OS-SS) (Appendix 25) due the recruitment 

of caregivers via Belfast City Hospital, NICC, and MSIC. 

A detailed discussion of the ethical considerations relating to the conduct of qualitative 

components of this research are discussed in Chapter 4 (Section 4.2 – Ethical 

Considerations). However, participant and researcher welfare were of particular 

importance during the conduct of these interviews, and therefore are discussed below. 

 

5.2.1 Participant & Researcher Welfare 

5.2.1.1 Participant Welfare 

Contrary to HCPs, there was an increased likelihood that discussing sensitive and 

personal experiences relating to cancer and caregiving could cause distress and upset 

to the participants. This was acknowledged by the researcher at the start of each 
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interview when discussing the study and the individual’s rights as a participant. In 

instances where a participant became upset or distressed, the researcher offered the 

individual the opportunity to take a break from the interview before continuing, as well 

as the option to suspend/terminate the interview in its entirety, reschedule the interview 

for a later date, without detriment or reason. 

If upon completion of the interview individuals were concerned for their health and/or 

wellbeing, they were advised to contact their GP or any of the relevant TSOs, details 

of which were provided on the PIS. Where a participant explicitly indicated a 

significant and/or pressing need for support during discussions, the researcher 

carefully discussed this with the participant upon completion of the interview, and 

where necessary, facilitated this process by linking the caregiver with the support 

teams at the MSIC. The contact details of the researcher and supervisory team were 

also included on the PIS in the event that a participant had any further queries or 

concerns about the research. 

 

5.2.1.2 Researcher Welfare & Reflexivity 

As with the conduct of HCP interviews, the QUB Lone Working Policy and agreed 

protocols were observed whilst the researcher was conducting interviews (Section 

4.2.1.3.2).  

Given the researcher’s status as both a bereaved and current primary caregiver to a 

parent with cancer, the risk of emotional upset to the researcher (ERGM) was duly 

considered, discussed and regularly reviewed by the researcher and supervisory team 

across the course of this work. In addition to meeting regularly with supervisors to 

debrief and discuss the interviews, ERGM also set aside time to after each interview 

to reflect on her discussions with caregivers, and kept notes of any thoughts and 

emotions she was experiencing during this time in a reflective diary/log. The 

researcher also drew on a number of supports available to her across her PhD study. 

This included both formal (e.g. supervisors, GP, QUB student counselling service) and 

informal support (colleagues, family and friends).These opportunities allowed the 

researcher to acknowledge her own position within the research, ensuring that she was 

able to separate out her own personal feelings and experience of cancer from those of 

the participants, and receive appropriate support for her emotional wellbeing across 
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this research. The researcher’s reflections on the above are summarised in a reflexive 

report (Appendix 15). 

 

 

5.3 QUANTITATIVE FINDINGS 

5.3.1 Participant Characteristics 

Due to multiple recruitment strategies used, it was not possible determine how many 

caregivers were informed about the study by healthcare professionals or patients, 

and/or had seen the recruitment posters/flyers. A total of 33 people contacted the 

researcher about the study,  and had learnt about the research through posters/flyers 

placed in the NICC/MSIC (n = 8), social media posts (n = 10), word of mouth (n = 2), 

QUB Staff Roundup email (n = 10), counsellor referral (n = 1), and unknown (n = 2). 

Of these 33, 18 were ineligible to participate due to bereavement (n = 9), the patient 

having been diagnosed with advanced cancer and/or receiving palliative care (n = 3), 

the patient was still receiving primary treatment (n = 2), or the caregiver did not 

response after further study information was sent to them (n = 4). Fifteen caregivers 

met the inclusion criteria, and completed the questionnaire and interview. Interviews 

took place in MSIC counselling rooms (n = 7), and research/meeting rooms within 

SONM (n = 4) and the QUB Graduate School (n = 3). One participant chose to be 

interviewed in a café closer to their home/place of work. On average, interviews lasted 

56.3 minutes (range = 28 – 95 minutes). 

Caregivers’ and patients’ characteristics are summarised in Table 5.1 and 5.2, 

respectively. Caregivers included in the study were predominantly middle-aged (m = 

47.2 years; SD = 11.67 years), female (n = 11), heterosexual (n = 14), Caucasian (n = 

14), and supporting a partner/spouse (n = 8). On the questionnaire, the majority of 

participants considered themselves to be a carer/caregiver (n = 12). Of the remaining 

three participants, one stated that they did not consider themselves a caregiver (n = 1) 

and two were unsure how to describe their role (n = 2). 

One participant had supported both parents through cancer; therefore, the number of 

patients referred to in this study was 16. Patients were also predominantly middle-aged 

(m = 57.81 years; SD = 15.06 years), and female (n = 10). Breast cancer was the most 

common diagnosis (n = 5). A range of other cancer diagnoses were also represented, 
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i.e. lymphoma (n = 4), colorectal (n = 2), brain (n = 1), pancreatic (n = 1), leukaemia 

(n = 1), oesophageal (n = 1), and uterine (n = 1) cancer. On average, patients were 

25.13 months post-diagnosis (SD = 29.94 months; Range: 3 – 113 months), and 14.44 

months post-treatment (SD = 18.71 months; range = 0.5 – 58 months). Patients had 

received an average of 2.44 treatments (SD = 1.03), including chemotherapy (n = 16), 

surgery (n = 12), radiotherapy (n = 6), and hormone therapies (n = 5). 
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Table 5.1. Summary of Caregiver Characteristics (n = 15) 

 N   % M SD 

Age (years)   47.2 11.67 

Gender (female) 11 73.3 - - 

Ethnicity (Caucasian) 14 93.3 - - 

Sexual Orientation (Heterosexual) 14 93.3 - - 

Religion 

- Catholic 6 40.0 - - 

- Protestant 3 20.0 - - 

- Non-Denominational 1 6.7 - - 

- No Religion 5 33.3 - - 

Relationship to Patient 

- Partner/Spouse 8 53.3 - - 

- Adult Offspring 5 33.3 - - 

- Sibling 2 13.3 - - 

Caregiver Status 

- Yes 12 80.0 - - 

- No 1 6.7 - - 

- Unsure 2 13.3 - - 

Have Accessed Support 

- Yes 8 53.3 - - 

- No 7 46.7 - - 

Referral to Support 

- Self-Referral 3 20.0 - - 

- Professional Referral 3 20.0 - - 

- Both 2 13.3 - - 

Intend to Access Support 

- Yes 6 40.0 - - 

- No 4 26.7 - - 

- Unsure 5 33.3 - - 
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Table 5.2. Summary of Patient Characteristics (n = 16) 

 N % M SD 

Age (years)   57.8 15.1 

Gender (female) 10  - - 

Type of Cancer 

- Breast 5 31.3 - - 

- Lymphoma 4 25.0 - - 

- Colorectal 2 12.5 - - 

- Other (brain, pancreatic, 
leukaemia, oesophageal, 
uterine) 

5 31.3 - - 

Time Since Diagnosis (TSD) - - 25.1 29.9 

Time Since Treatment (TST) - - 14.4 18.7 

Number of Treatments   2.4 1.0 

- Chemotherapy 16 100.0 - - 

- Surgery 12 75.0 - - 

- Radiotherapy 6 37.5 - - 

- Hormone Treatment 5 31.3 - - 

 

5.3.2 Accessing Supports & Emotional Upset 

The findings relating to caregivers’ use of psychosocial support and emotional upset 

(as measured by the ET tool) are reported across the across the remainder of this 

section, and discussed in relation to the qualitative findings and potential implications 

for intervention development in the Discussion (Section 5.6). 

Caregivers who had (n = 8) and who had not (n = 7) accessed formal psychosocial 

supports were equally represented in this sample. Caregivers had accessed supports 

via self-referral (n = 3), referral by a healthcare professional (n = 3), or a combination 

of both pathways (n = 2). Six caregivers intended to access psychosocial support in 

the future (n = 6). Of the remaining nine caregivers, five were not sure (n = 5) and four 

had no plans to access psychosocial support in the future. 

 

5.3.2.1 Emotion Thermometer Tool 

A summary of caregivers’ ET tool responses is provided in Table 5.3. 
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Table 5.3. Summary of ET Scores 

 Distress Anxiety Depression Anger Need Help 

M 3.73 4.87* 4.07 3.87 2.87 

SD 2.84 2.84 3.35 2.85 2.77 

N ≥ 4 7 11 9 8 5 
* Mean score is above the suggested cut-off for follow-up 

 

5.3.2.1.1 Emotion Thermometer Scores 

Participants scored their emotional upset and perceived need for support over the past 

week on a scale of 0 – 10. In this study, participants scored an average of 3.73 (SD = 

2.84) on the Distress Thermometer, 4.87 (SD = 2.84) on Anxiety, 4.07 (SD = 3.35) on 

Depression, 3.87 (SD = 2.85) on Anger, and 2.87 (SD = 2.77) on ‘Need Help’. 

Individual scores greater than 4 are considered ‘High’ and recommended to be 

followed-up with further assessment by a qualified professional. In this study, the 

majority of participants reported high levels of anxiety (n = 11). Approximately 60% 

reported high depression (n = 9), and approximately half reported high anger (n = 8) 

and high distress (n = 7). However, only a third reported a high ‘Need for Help’ with 

these issues at the point of interview (n = 5). 

 

5.3.2.1.2 Problem Domains 

Participants were also asked to report problems experienced over the past week across 

the following domains – Practical, Family, Emotional, Spiritual/Religious, and 

Physical. The most commonly reported problems across these domains were 

experiencing poor physical health (n = 12), worry (n = 11); problems with sleep (n = 

10), fear (n = 9), sadness (n = 9), nervousness (n = 9), problems with work/school (n 

= 9), depression (n = 8) and fatigue (n = 7). 

 

The findings of the questionnaire, specifically the ET tool, suggest that, despite 

experiencing high levels of emotional upset, the majority of participants believed they 

were coping well with these issues or did not perceive the need for psychosocial 

support/healthcare professional input. 
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5.4 QUALITATIVE FINDINGS 

Two main themes were generated from the qualitative data, these were: (1) Caregiver 

as the Protector, in which caregivers discussed their perceived responsibility in 

shouldering the burden of cancer and keeping the patient well during survivorship, and 

(2) Survivorship as a Trigger for Negative Emotional Response, in which caregivers 

discussed the challenges in adapting to life following cancer and managing their 

cancer-related anxiety about the patient’s health.  

The themes and sub-themes are summarised in Table 5.4, and explored across the 

remainder of this section (5.4.) and discussed in relation to the potential implications 

for intervention development in the Discussion (Section 5.5.). 
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Table 5.4. Summary of Themes from the Caregiver Participant Group Data 

Main 

Themes 
Sub-Themes Headings & Summary 

C
ar

eg
iv

er
 a

s t
he

 P
ro

te
ct

or
 

Protecting the Patient 

• Caregivers felt responsible for protecting the patient’s physical health and emotional 

wellbeing across survivorship. Continued to take on responsibilities & shouldered 

emotional burden so patient could focus on recovery.  

• Identified need for support to share concerns and address their psychological & social 

needs, and added value of connecting with someone who understands the experience – peer 

support suggested as potential solution. 

Prioritising the Patient 

• Caregivers prioritised patient’s needs and caregiving above their health & wellbeing. 

• Caregivers struggled to make time for themselves, or felt undeserving of support in 

comparison to patient’s diagnosis of cancer. 

• Caregivers engaged in poor health behaviours (e.g. unhealthy eating, drinking alcohol, 

smoking) as means of coping. Recognised benefits of self-care for the physical and 

psychological health, but may require support in finding motivation and building capacity 

to engage in self-care activities. 



 144 

Su
rv

iv
or

sh
ip

 a
s a

 T
rig

ge
r f

or
 N

eg
at

iv
e 

Em
ot

io
na

l 

R
es

po
ns

e 
Adjusting to a ‘New Normal’ 

• Survivorship is a vulnerable time where caregivers begin to process their experience. 

• Caregivers relief on healthcare team for support in negotiating & adapting to changes 

caused by cancer.  

• Identified need for HCPs to continue including caregiver in post-treatment care planning to 

aid transition into survivorship. 

Living with Uncertainty 

• Caregivers experience persistent cancer-related anxiety/fear of recurrence across 

survivorship. 

• FOR becomes easier to manage over time as caregivers gain confidence in patient’s 

recovery. 

• Points in trajectory where FOR is heightened, e.g. review appointments, tests, scans etc. 

• Caregivers would benefit from better strategies to manage anxiety during times of 

heightened FOR. 
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5.4.1 Theme 1: Caregiver as the Protector 

Caregivers discussed how they had not been fully prepared for how long the caregiving 

role might last or the extent of responsibilities that they would continue to take on into 

survivorship, particularly where the patient’s post-treatment needs were more 

significant than they or the patient had anticipated. Despite this, in survivorship, the 

caregiving role was described by caregivers as less intense than it had been during 

treatment, yet caregivers continued to be involved in a range of caregiving 

activities/role, e.g. accompanying the patient to appointments, overseeing the patient’s 

post-treatment care and recovery, managing the household and family finances. They 

characterised this post-treatment caregiving role as protective, i.e.  shouldering as 

much of the physical and emotional burden of cancer so that life after cancer remained 

as stable as possible, and the patient was able to concentrate on physically and 

emotionally recovering from their treatment. 

This role of the Caregiver as the Protector is discussed through the sub-themes – 

Protecting the Patient, and Prioritising the Patient. 

 

5.4.1.1 Protecting the Patient 

5.4.1.1.1 Protecting the Patient’s Physical Health 

Patients were generally described by caregivers as in better physical health during 

survivorship. Nonetheless, caregivers were highly aware of the impact that treatments 

had on the patient’s body and long-term health. They therefore noted that the patient’s 

physical health and capacity did not always fully recover to what it had been before 

their diagnosis. Caregivers described how the patient’s recovery was dependent on the 

extent to which the patient experienced side effects (e.g.  changes to mood, cognitive 

functioning, physical mobility, ability to eat and/or eating habits), and/or the need for 

further medical intervention following treatment (e.g. stoma care, lymphoedema 

managements, chronic pain management) and further surgery to correct post-treatment 

complications or infections. Caregivers had therefore come to understand in 

survivorship that the patient’s recovery could take much longer than they originally 

anticipated during treatment, and how the patient’s physical health would never fully 

return to what it was before their diagnosis. The most commonly discussed post-
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treatment concern for caregivers was the patient’s cancer-related fatigue, i.e. a 

persistent feeling of tiredness that interfered with the patient’s usual functioning, 

particularly after chemotherapy. On reflection, caregivers identified that fatigue had 

been one of the first signs that something was wrong before the patient was diagnosed.  

In survivorship, caregivers described how the patient’s fatigue had improved, but that 

the patient no longer seemed to have as much energy or would tire more easily than 

they did before their diagnosis. Caregivers found that this would impact on the 

patient’s ability to carry out normal daily activities, and often seemed to cause 

frustration when the patient was not physically able to do as much as they would have 

liked. This was frustrating for caregivers too. Caregivers expressed empathy and 

understanding for the patient’s want and need to regain independence in survivorship, 

particularly after having to rely so heavily on others while they were going through 

treatment. On the other hand, caregivers described how they felt a strong sense of 

responsibility for keeping the patient physically well in survivorship, and were 

therefore cautious about the patient overexerting themselves sooner than the caregivers 

perceived that they were ready or able for. 

 

“Her energy levels are still very low… She can’t do everything that should 

would’ve done in the house usually, but she still insists on doing it… and 

then she’ll feel wrecked for maybe three or four hours.” (CCG003) 

 

“I feel responsible… You’re trying to keep them safe really.” (CCG03) 

 

Caregivers therefore made it their primary role across survivorship, particularly in the 

first few years following treatment, to take responsibility for the patient’s ongoing care 

and recovery, and to protect the patient’s physical health as much as possible. This 

was typically characterised by continuing to accompany or transport patients to/from 

follow-up appointments, making sure the patient was eating healthily and physically 

active, and that any post-treatment symptoms were being well-managed. However, 

caregivers discussed how this also meant continuing to take on responsibility in other 

areas of life, including household management, childcare where dependent children 

were involved, and employment to ensure that the family’s finances remained stable 

if the patient had not yet or was unable to return to work. Caregivers considered the 

intensity of support across survivorship to be much less than during treatment, where 
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they were travelling to the hospital on a daily basis and often providing 

personal/medical care. Yet, although lower in intensity, caregiving in survivorship was 

still described by caregivers as time-consuming and often in conflict with their 

everyday lives, e.g. requiring them to take additional time out of work, spend more 

time at home and less time with family/friends.  Caregivers found it a challenge to 

define a point where their post-treatment caregiving role would end and where they 

would no longer feel responsible for the patient’s health. Based on their newfound 

expectations of recovery and natural disposition to provide support for as long as they 

felt the patient wanted or needed, caregivers had come to the conclusion that the 

caregiving role would continue indefinitely across survivorship. Some caregivers 

therefore recognised a potential future need for support to help them physically and 

psychologically cope long-term with the caregiving role, and find ways to balance it 

alongside their other roles, responsibilities, and own health and wellbeing needs.  

 

“I’d leave work on the Monday evening and drive up, take a day off work 

on the Tuesday, drive Mummy to hospital, take her back and then drive 

back down before work on Wednesday…” (CCG08) 

 

“Having to juggle that stress from work along with what you’re coming 

home to, other stress… I don’t know if it’s going to fit with my own life 

going on. I think that’s going to be difficult for me going forward.” 

(CCG01) 

 

5.4.1.1.2 Protecting the Patient’s Emotional Wellbeing 

Much like their attempts to protect the patient’s physical health in survivorship, 

caregivers described how they also attempted to protect the patient and wider family 

from as much of the psychological and emotional upset caused by cancer. Taking on 

this emotional burden was characterised by caregivers as keeping their concerns about 

the patient, cancer and/or the burden of the caregiving role to themselves, saying only 

what they thought the patient or family wanted to hear in order to avoid arguments or 

cause undue stress/worry, and putting on a brave or “neutral face” (CCG11). 

Caregivers discussed how they felt that this was the least that they could do across the 

cancer trajectory, given that they were not able to protect the patient from the physical 
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pain of cancer and the treatments they had received. Caregivers understood that 

patients would always have their psychological and emotional concerns to deal with 

as a result of diagnosis and treatment. However, caregivers felt that even if they could 

alleviate a small amount of worry from the patient, particularly in relation to how they 

as a caregiver or the family were coping, caregivers believed that they were allowing 

the patient the space that they needed to focus on their own physical and emotional 

post-treatment recovery. The caregivers’ role in protecting others from emotional 

burden of cancer also extended to their family, friends and wider social circle (e.g. 

colleagues, neighbours). Caregivers stated that they were often the first person that 

people would contact when they wanted to know how the patient was doing. This was 

described by caregivers as a constant pressure to make sure that their family and 

friends felt informed and emotionally supported in having someone to talk through 

their cancer concerns with, and often required them to be “economical with the truth” 

(CCG15). This was described by caregivers as being careful about how much they 

disclosed to others, making sure that they only shared as much as they believed the 

patient would want them to and enough to satisfy that person’s needs. Caregivers noted 

that limiting what they disclosed was never done with malicious intent, but from a 

willingness to avoid burdening others with the physical and emotional challenges that 

they and/or the patient were experiencing following treatment, and causing people 

undue concern. However, caregivers discussed that they were willing to take on this 

responsibility of information sharing as it meant that the patient was not being 

burdened with questions, repeatedly explaining to others how they were doing, or 

listening to people’s concerns and opinions about cancer and treatments.  

 

“I’ve had to suffer and endure all of the stress and all the worry. Yes, I’m 

not the one who’s diagnosed with the disease, but I would say, in some 

respects, it’s been just as hard as what it has been for him, but just in 

different ways.” (CCG07) 

 

“I don’t share or tell too many problems. Because they’ve been through 

enough… they’ve had enough worry.” (CCG15) 

 

However, caregivers identified that protecting others from emotional upset across the 

cancer trajectory was not without its challenges.  Caregivers described how this meant 
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that, in addition to their own worry, they were also carrying the patient’s and others’ 

concerns about cancer with them on a daily basis. Caregivers described how having 

key people, such as close friends, that they could talk to after a difficult day was an 

important coping strategy in many other areas of their life (e.g. relationships, work).  

However, whilst social support was offered to them with the best intentions, caregivers 

did not always feel that this was helpful or sufficient in meeting their needs. They 

described how people would often share unhelpful anecdotes or stories about their own 

experience of cancer, or ask how the caregiver was doing out of social obligation but 

with no real interest in hearing if they were struggling.  

 

“They just go, ‘Aw, my aunt got it, and she only lasted three weeks after 

she was diagnosed…’ And you’re like, ‘Jesus, how is this helping me 

like?!’” (CCG01) 

 

Caregivers expressed how they therefore wished that people had never asked or said 

anything at all, and resulted in caregivers perceiving there to be few opportunities in 

which they could openly and honestly explore these concerns about cancer with family 

and friends. Therefore, instead of caregivers feeling that they could rely on others to 

share the emotional burden of cancer and the caregiving role, caregivers would rely on 

their continued ability to internalise these thoughts and feelings. Caregivers noted the 

impact that this would have on their mental and physical health, particularly their 

mood, control over their emotions, and quantity and quality of their sleep. Caregivers 

described how they keep themselves busy with the caregiving role made it easier to 

push these concerns aside. However, they found that it was not always possible keep 

up this protective barrier, particularly if they had allowed their emotions to build up 

for too long, or during quieter periods in the day, i.e. when everyone else had gone to 

bed, or when they were trying to go to sleep. 

 

“It’s the only time, when you’re just lying there at night, and you just can’t 

help but think, ‘What if I had taken her to the doctor earlier?’” (CCG14) 

 

In survivorship, caregivers therefore identified the need for meaningful social support, 

and discussed the importance of being able to connect with someone during this time 

who could understand their experience as a caregiver, listen without judgement, and 
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offer them practical advice about how to manage the challenges they faced as a 

caregiver following treatment. Setting up a peer support network that would allow 

them to meet with “someone who had been there” (CCG06) was suggested by 

caregivers. This was a support that caregivers stated they were keen to become 

involved in, both in receiving support for themselves and providing support to others.  

 

“I think it’s hard for people who haven’t experienced it to understand what 

it’s like… I think it probably would be lovely… to talk to somebody who 

actually gets it, and who could actually understand without you explaining 

what very much it has been like to be a [caregiver].” (CCP14). 

 

5.4.1.2 Prioritising the Patient’s Needs 

Caregivers described how they struggled to find the time during the day to take care 

of themselves, but also in feeling comfortable in taking time away from patient and 

the caregiving role to address their own needs. Caregivers often described using cancer 

as the “yardstick” (CCG15) against which they would measure their own experience, 

health-related concerns and anxieties in survivorship. Caregivers had seen the physical 

and emotional toll that cancer had taken on the patient’s body, and the post-treatment 

challenges that the patient faced in recovery. In comparison to the patient’s experience, 

caregivers felt that they had little grounds to complain when they were feeling unwell 

or were struggling to cope emotionally. They discussed how they had taken on the 

caregiving role with no expectations of being offered support, and had observed how 

busy services and healthcare professionals were. Caregivers therefore did not believe 

that being upset about someone else’s health, especially in survivorship where the 

patient was well, was enough of a reason to take up healthcare professionals’ time or 

a place in services away from someone they perceived to need it more (e.g. patients, 

those with terminal diagnoses or caregiving at end-of-life, or those who had were 

bereaved). 

 

“Who are you to say that you didn’t feel happy, or you were emotional 

about things?... You put yourself out that and they [the patient] are the 

priority.” (CCG15) 
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“I can’t complain about her, she has cancer! … All the little things that 

annoy you, you feel like they shouldn’t annoy you because she has so much 

to deal with.” (CCG14) 

 

 

Caregivers therefore felt that putting their own needs aside to focus on the patient’s 

health had become a natural part of their caregiving role that was difficult to ignore. 

Even in survivorship, they still described a struggle in prioritising their own health and 

wellbeing, as they did not want to feel like they were taking time and attention away 

from the patient or not performing the caregiving role to the best of their ability. As a 

result, caregivers recognised that they were not always eating healthily, or using 

alcohol and smoking as a means of coping. Particularly on busier days, they described 

how they would rely on fast foods (e.g. takeaways and snacks), lacked the energy and 

motivation to cook themselves healthy and nutritional meals, and/or indulge in 

alcoholic drinks in the evening to help them relax. For caregivers who were smokers, 

they discussed the difficulty in cutting down or trying to stop smoking when they were 

feeling stressed or when the opportunities to go out for a cigarette was their only 

chance to have a few brief moments of respite to themselves. 

 

“There’s a whole pile of things going through my head… And it’s hard to 

get to sleep, and it’s hard to be able to eat properly, and looking after 

myself, which I really should be.” (CCG02) 

 

Caregivers noticed the effects that this busy lifestyle and poor self-care would have on 

their daily lives, e.g. feeling more irritable, anxious, and struggling to concentrate or 

focus on what they were doing. They particularly discussed noticing how much better 

they felt, physically and psychologically, when they had had taken a bit of time for 

themselves. As such, some caregivers in survivorship were making a more concerted 

effort to start incorporating more of what they enjoyed into their lives, such as going 

for coffee with friends, hill walking, learning a new skill, or exercising. Caregivers 

discussed that taking this time gave them the space away from ‘cancer’ in which they 

could reflect on any feelings of anxiety and frustration that they were experiencing, 

and return to their caregiving role feeling less burdened and more positive. This was 
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described as important to caregivers as it meant that they would be more able to 

continue providing quality support to the patient across survivorship.  

 

“The running. It was pure therapy… catharsis.” (CCG04)  

 

 “I started going to tin whistle lessons. Just for something completely 

different for an hour, just to stop me thinking or worrying or just to get me 

into the right frame of mind.” (CCG11)   

 

However, caregivers admitted that this was not always easy to put into practice. They 

described the feelings of guilt that they experienced when beginning to take time away 

from being a caregiver in survivorship. This meant that caregivers did not always stick 

to their plans, cancelling or changing them at last minute to do something for the 

patient or family instead, or ended up having to set a long-term goal, such as running 

a marathon, to make sure they would commit to it. Caregivers therefore identified a 

potential need for support in survivorship, not only in building motivation and capacity 

to engage in activities that support their health and wellbeing needs, but also in putting 

plans for self-care into action. 

 

5.4.2 Theme 2: Survivorship as a Trigger for Negative Emotional 
Response 

The patient’s diagnosis and treatment was described as a chaotic and intense period in 

caregivers’ lives, in which they were often preoccupied with making sure that the 

patient made it to all their appointments, managing their sickness and symptoms 

between treatments, and regularly engaging in discussions about patient’s care with 

the patient and the healthcare team. Caregivers stated that they did not have time to 

think about the overall impact the cancer was having on them or what would happen 

once the patient’s treatment was complete, and therefore noticed a significant shift 

when the patient transitioned into survivorship. The transition into survivorship was 

therefore described by caregivers as a vulnerable time, in which caregivers were 

beginning to process their thoughts and feelings about cancer, and learn to manage the 
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changes and uncertainty that the patient’s diagnosis and treatment had brought into 

their lives.  

 

“You seem to deal with it now, where you’re sort of settling a bit. I think 

now it’s possibly hitting me harder… I don’t know whether that initial 

adrenaline or whatever has worn off, and the reality is sort of setting in.” 

(CCG01) 

 

The theme of Survivorship as a Trigger for Negative Emotional Response is explored 

further across the remainder of this section, through the sub-themes – Adjusting to a 

‘New Normal’ and Living with Uncertainty. 

 

5.4.2.1 Adjusting to a ‘New Normal’ 

The patient’s diagnosis of cancer was described by caregivers as a turning point in 

their lives that they had never expected. Survivorship therefore became a time during 

which caregivers had to rebuild their lives, process the experience, and physically and 

psychologically adapt to the changes caused by the patient’s cancer and treatments. 

Caregivers discussed finding this transition emotionally overwhelming and fatiguing. 

It was during this time that they reported experiencing a range of thoughts and feelings 

that they had put aside during the patient’s treatment, including anger, frustration, 

sadness, and anxiety, in order to prioritise the patient’s care and recovery. Caregivers 

admitted that they did not always feel in control of these emotions, and that it took 

them some time to come to terms with what they felt they had lost as a result of cancer, 

why this had happened to them, and what changes they were able and willing to make 

in their lives to accommodate this moving forwards.  

 

“It’s frustrating. It’s worrying. It’s stressful… constantly tired, constantly 

agitated… The only thing that would worry me is that I would lose my 

temper over something or with some innocent person who just happened 

to say the wrong thing at the wrong time.” (CCG06) 

 

Caregivers discussed how, during treatment, they had gotten into a routine that had 

been dictated by the regularity of patient’s appointments and treatment/medication 
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regimens. One this ended, caregivers stated that they quickly realised that they were 

not able to return to life as it was before the cancer diagnosis. Instead, they described 

having to build a “new normal” (CCG03) that took into consideration the patient’s 

post-treatment health and emotional wellbeing, as well as incorporated any follow-up 

care plans. Caregivers stated that this often required negotiation between the patient 

and themselves to find a routine that fit with everyone’s need, particularly if the patient 

required a level of post-treatment care that the caregiver was not easily able to provide, 

or one person was psychologically ready to move on beyond cancer before the other.  

 

“I’d love to go back to my normal life, but that’s gone, you know? That 

normal life doesn’t exist anymore.” (CCG09) 

 

“[My mother] needs 24-hour care for the first while. How am I going to 

manage that around work? […] I’m not the type of person to give up a 

career and look after somebody. It’s not who I am or want to be.” 

(CCG06) 

 

Caregivers were reassured by knowing support was available to them in navigating 

these new experiences. They described how they had been made to feel welcome 

within the clinical environment, and well-supported by healthcare professionals 

(HCPs) during the patient’s treatment. In being able to build up rapport with the 

patient’s healthcare team during this time, caregivers felt more comfortable in 

approaching HCPs for advice in survivorship. Caregivers discussed how, despite their 

busyness, HCPs would take the time to listen to their concerns, offer practical advice 

and facilitate their access to other support that they or the patient required (e.g. social 

work, occupational therapy and district nursing). Caregivers saw this as invaluable in 

normalising their experience and in helping them cope with the challenges during the 

transition from treatment to survivorship.  

 

“Some of those people, like the Macmillan people especially, if they 

couldn’t support you, I think they would know somebody who would…” 

(CCG11)   
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However, whilst the multidisciplinary and person-centred approach to care had 

typically resulted in well-rounded support for the patient and caregiver during 

treatment, caregivers were also able to speak to instances where it had not worked as 

well in survivorship. Caregivers discussed how the development of the patient’s 

survivorship care plans required regular and effective communication between the 

different HCPs, but could often fail to include the caregiver. They described how this 

would result in HCPs making assumptions about the patient’s ability to cope at home 

following treatment and whether the support would be in place to help them while they 

recover. Caregivers therefore identified the importance of HCPs continuing to involve 

the caregiver in follow-up consultations and survivorship care planning to ensure that 

any post-treatment plans were in line with what the caregiver also felt was required 

and the support the caregiver would be able to provide. 

 

“They asked [my mother] about problems with the stairs, and she said it 

was grand… I said, “You need to ask us. You can’t take what she says at 

face value.” (CCG06). 

 

5.4.2.2 Living with Uncertainty 

Like anyone, caregivers’ described days where they would momentarily feel worried 

or uneasy. However, caregivers also had feelings of anxiety that they found more 

difficult to control or that did not pass easily. They had accepted this as an 

understandable and natural response to the patient’s diagnosis and treatment, as it was 

a traumatic experience for the patient and family, and had posed a significant threat to 

the patient’s life. Yet, in survivorship, when the patient’s health was no longer a 

significant or imminent cause for concern, caregivers were struggling to understand 

why this anxiety did not subside at the end of treatment and why they felt like they 

were still living in “survival mode” (CCG01). 

 

“I could still feel that level of adrenaline or whatever coming back again, 

whenever it wasn’t required. It’s just not nice when it comes at a time when 

you don’t need it. It’s all right when you need it for something.” (CCG18) 
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Caregivers had noticed that this anxiety often centred around the uncertainty of the 

patient’s health and recovery, and what might happen in the future. They described 

post-treatment life and living with the knowledge that the patient’s cancer might return 

as constantly “walking on eggshells” (CCG01). Fear of recurrence (FOR) therefore 

remained a prominent and persistent worry for caregivers across survivorship. In an 

attempt to manage this, caregivers discussed how they would remain hyper-vigilant 

for any signs and symptoms of ill health that could suggest that the patient’s cancer 

had returned. Though, as the patient continued to recover and remain in remission, 

caregivers described how these thoughts did not necessarily diminish over time, but 

became easier to manage as they gained confidence in knowing when to give the 

symptoms more time before calling a HCP for advice. However, there were times 

across survivorship where caregivers struggled to manage their FOR. The patient’s 

review appointments, follow-up scans and tests were described by caregivers as 

triggers for their cancer-related anxiety. They often discussed the difficulty in waiting 

to hear back about results, and their relief when HCPs confirmed that there was no 

cause for concern. 

 

“Every cold or sniffle or anything that happens, you think, ‘Is this it 

starting again?’” (CCG06) 

 

“He’s had a scan and we’re waiting to see, presumably what a team say 

about, what the next step is. This is the hardest bit.” (CCG05) 

 

Caregivers therefore recognised the need for learning how to better manage these 

thoughts and feelings about cancer when they surfaced again. Caregivers discussed the 

benefits of counselling and/or facilitated support groups in this respect. Whilst some 

caregivers had not enjoyed the therapeutic approach used or felt that they did not 

connect well with their counsellor, caregivers described finding it useful tool through 

which they felt more able to explore their thoughts and feelings about cancer, come to 

their own realisations about how they were coping, and identify strategies they could 

use to better manage some of the challenges they faced in survivorship. 
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5.5 CHAPTER DISCUSSION 

This qualitative component aimed to inform intervention development, including the 

potential targets/outcomes and delivery of the intervention, by gathering evidence 

from caregivers about their experience of providing support to patients in post-

treatment survivorship. The main findings from the semi-structured interviews with 

post-treatment cancer caregivers provide key context for the intervention, and are 

discussed below in relation to the implications for intervention development. 

 

5.5.1 Main Findings 

Caregivers identified a number of key concerns, as well as potential solutions for the 

challenges they faced in post-treatment survivorship. The implications of these 

findings for intervention development, i.e. what are the key issues to be targeted, on 

whom do these issues have the greatest impact/effect, and what are the key 

considerations for the delivery and implementation of the intervention in practice are 

explored across the remainder of this section.  

 

5.5.1.1 Key Issues to be Targeted by the Intervention 

In their discussions, caregivers identified a number of areas or concerns in which they 

could potentially benefit from support. These included: managing the burden of the 

post-treatment caregiving role and need to self-care, managing cancer-related anxiety 

and fear of recurrence, and having opportunities in which they could open up about 

their cancer experience.  

Caregivers identified that they often struggled to make time for themselves within the 

caregiving role. Caregivers saw their role in survivorship to protect the patient, 

physically and emotionally, and therefore regularly prioritised the patient’s needs 

above their own. Caregivers acknowledged the impact this would have on their 

physical and psychological wellbeing, particularly where they were eating unhealthily 

or using alcohol and smoking as a means of coping, and their potential ability to 

provide support to the patient long-term. Interventions that seek to build psychological 

capacity and motivation to self-care in caregivers may therefore be useful in 
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supporting caregivers to take time away from the caregiving role and in increasing 

their engagement in health-protective behaviours and regular self-care.  

Caregivers discussed how in their post-treatment caregiving role and need to protect 

the patient from emotional upset, they were often carrying around others’ concerns in 

addition to their own significant and persistent worries about the patient’s cancer 

returning. Caregivers often found these psychological/emotional concerns difficult to 

manage, particularly immediately post-treatment where they were still coming to terms 

with the changes caused by cancer, or trigger points across survivorship, e.g. review 

appointments. Interventions should therefore seek to include psycho-educational 

components on coping with change and anxiety. This would support caregivers in 

identifying and building strategies that will help them to better manage their fear of 

recurrence across survivorship, but also be acceptable, with caregivers having already 

identified this as one of the most beneficial aspects of attending counselling/support 

groups. 

 

5.5.1.2 Individuals to be Targeted by the Intervention 

No clear pattern emerged from the neither the quantitative nor qualitative data as to 

which caregivers might benefit most from additional support in post-treatment 

survivorship. However, as with the HCP findings, the qualitative findings from 

caregivers identified key time points within the survivorship pathway in which 

caregivers described themselves as psychologically vulnerable and/or struggling to 

manage their cancer-related anxieties. This included the initial transition from 

treatment to survivorship, where the caregiver was managing multiple changes to their 

daily life, and follow-up test/scans and review appointments, where caregivers’ FOR 

was often heightened.  Therefore, rather than targeting individuals, interventions may 

wish to target support to these specific ‘trigger’ points across survivorship to ensure 

that caregivers are they are coping effectively and that their support needs are being 

met.  

In comparing the qualitative findings against the data captured by Emotion 

Thermometers (ET) tool, caregivers’ level of emotional upset and support needs were 

closely reflected in the content of the caregivers’ individual discussions (see Table 

5.5). Whilst there was insufficient data to determine the reliability and validity of the 

ET as a screening tool in a cancer caregiving population, this suggests the potential for 
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such a tool to be used as a rapid needs assessment for HCPs to highlight and take action 

to improve the health and wellbeing of caregivers in practice (e.g. give information, 

signpost or refer to support). This reflects similar approaches currently being 

implemented in other areas of the UK (Making Every Contact Count; Public Health 

England et al., 2016) (Making Every Opportunity Count; NHS Grampian, n.d.) to 

systematically promote the needs of service users, patients and carers in clinical 

practice. 

Caregivers’ use of the term/label ‘caregiver’ or ‘carer’ should also be considered in 

the design, delivery and implementation of the intervention, and wider healthcare 

service provision. On the questionnaires, the majority of participants stated that they 

considered themselves to be a caregiver. However, this identity as a caregiver was not 

reflected in participants’ discussions. Instead, caregivers often described their role in 

terms of their relationship to the patient (e.g. spouse/partner, relative, friend). This 

suggests that caregivers recognise the need to identify as a caregiver/carer in some 

circumstances – for the purposes of research, to justify their role within the clinical 

environment, or to be entitled to claim financial support – but does not necessarily 

reflect how they view their role in everyday life. HCPs, as well as 

researchers/intervention developers should therefore be cautious about the use of such 

labels in research/practice, so as not to exclude individuals who do not strongly 

identify as a ‘caregiver’ and consequently do not feel entitled to access supports. 

 

5.5.1.3 Key Considerations for Intervention Delivery 

Caregivers’ highlighted within their discussions that clinical and psychosocial cancer 

services were often busy. Therefore, whilst there is potential for further healthcare 

professional education around the continued importance of including the caregiver in 

survivorship care planning, HCPs’ capacity to deliver psychosocial support could be 

considered limited. Future interventions should therefore consider the availability of 

health and social care resources to support the delivery and implementation of the 

intervention.  

Caregivers’ preferences in the delivery of psychosocial support should also be taken 

into consideration. In this study, caregivers discussed the importance when receiving 

support in having someone they were able to connect with or who could personally 

relate to what they were going through. Whilst HCPs were described as highly 
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experienced, empathetic and knowledgeable about cancer care, caregivers often felt 

that they could not always relate to the experience of an informal caregiver. Caregivers 

therefore identified a gap in services for peer-delivered support, expressing both their 

willingness to engage in and offer this type of support to others. Intervention 

development should therefore consider and explore feasibility of peer support as a 

mode of delivery. 

 

5.5.2 Limitations 

Whilst there were some strengths to the included sample, such as the equal 

representation of caregivers who had and had not previously accessed support, there 

were also some limitations that must be considered. 

5.5.2.1 Sample Adequacy 

It could be argued that, particularly given the small and demographically homogenous 

sample, data saturation was not achieved in this study, and the opinions and 

experiences of all caregivers were not equally represented. As identified by Northouse 

et al. (2010) and many of the papers included in the systematic review (Chapter 3), 

cancer caregiving studies require greater racial, cultural and socioeconomic diversity. 

Unfortunately, it was not possible to achieve this in this research. Despite multiple 

recruitment strategies being used, the participants were primarily middle-aged, female, 

Caucasian, heterosexual, well-educated, and caregiving for a partner/spouse. 

Additionally, the most common diagnosis included was breast cancer, with little to no 

representation from other survivorship cancers (e.g. colorectal and prostate). 

Particularly in terms of the quantitative data and descriptive statistics, no 

power/statistical significance can be drawn from these findings, and they would not be 

generalisable beyond the study sample. Adopting alternative sampling methods, such 

as sample stratification, may help to address this limitation in future research by 

ensuring more equal representation across the various cancer caregiving sub-

populations. 

However, it may be possible that the demographic composition of the sample is simply 

reflective of the Northern Ireland population. In the most recent Census, only 1.8% of 

the NI resident population belonged to minority ethnic groups, and only 29% had no 

educational qualifications (NISRA, accessed 2018). The researcher therefore felt that 
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significant data had been collected in order to inform the development of a 

psychosocial intervention that would have potential to meet the needs of the cancer 

caregiving population within Northern Ireland.  

 

5.5.3 Conclusions 

The current study sought to explore the experiences of caregivers who were providing 

support to patients in post-treatment survivorship. Semi-structured interviews and an 

inductive thematic analysis were used in order to gain a deeper understanding of the 

challenges faced and the context in which psychosocial supports were being used. The 

inclusion of a quantitative survey confirmed understanding of these findings, as well 

as supporting the use of such tools to highlights areas of need across the caregiving 

experience. Whilst there are potential limitations of data saturation as a measure of 

sample adequacy, the qualitative methods used resulted in a depth and consistency of 

responses across caregivers. 

From the findings, a number of key considerations for the components and individuals 

to be targeted by the intervention emerged, as well as key context for the future 

delivery and implementation of the intervention. More specifically, and in line with 

the findings of the systematic review and qualitative interviews with healthcare 

professionals, the key issues caregivers required support within survivorship were 

engaging self-care and health-protective behaviours, psychological adjustment to 

change and managing FOR, and increasing opportunities for social support. Providing 

support during times that trigger negative emotional responses in caregivers, i.e. 

during the transition from treatment to survivorship and post-treatment appointments, 

offers a potential means to target support to those who are potentially most likely to 

benefit from additional intervention. Again, peer support was highlighted as a current 

gap in services, with great potential to satisfy both caregivers’ psychological and social 

needs for support. 

The next chapter, Chapter 6, will combine the caregiver findings with those from the 

systematic review (Chapter 3) and interviews with healthcare professionals (Chapter 

4). These combined findings will be used to better understand the behaviour/problem 

to be targeted by the intervention, and to identify appropriate mechanisms for 

intervention delivery and implementation.  
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6 PHASE 2: INTERVENTION 

DEVELOPMENT 
 

“Tolstoy’s great observation certainly applies to families struggling with 

cancer in their midst: ‘Every unhappy family is unhappy in its own way.’" 

 Alice F. Chang & Paul Donnelly, from Surviving Cancer as a Family 

and Helping Co-Survivors Thrive (2010) 

 

 

This chapter describes the systematic development of an evidence-based and 

theoretically-informed intervention for caregivers in post-treatment cancer 

survivorship using the Behaviour Change Wheel (BCW) (Michie et al., 2014). This 

was achieved by completing the three stages of the BCW: (1) Understand the 

Behaviour; (2) Identify Intervention Options; and (3) Identify Content and 

Implementation Options (Michie et al., 2014). The methods for each of the three BCW 

stages are described, including the derivation of evidence statements from the 

combined findings of Phase 1: Needs Assessment, and how these have informed the 

overall intervention strategy and the identification of intervention options and content. 

The chapter concludes with a discussion of the key findings, strengths, limitations and 

suggestions for future research.  

  



 163 

6.1 METHODS 
The Behaviour Change Wheel (BCW) (Michie et al., 2014), a step-by-step method for 

designing behaviour change interventions, was used to guide intervention 

development in this thesis. There are three stages to intervention development in the 

BCW: (1) Understand the Behaviour; (2) Identify Intervention Options; and (3) 

Identify Content and Implementation Options. The individual methods for each of 

these stages are described below. 

6.1.1 Stage 1: Understand the Behaviour  

The aim of Stage 1 of the BCW is to identify and understand the ‘target behaviour’ for 

intervention (Michie et al., 2014). This is achieved by: (1) defining the problem to be 

addressed in behavioural terms; (2) selecting the target behaviour(s), i.e. the 

behaviour(s) most likely to bring about change to address the problem; (3) specifying 

the target behaviour(s) in as much detail as possible; and (4) identifying what needs to 

change in order to achieve the target behaviour(s) (Michie et al., 2014). 

 

6.1.1.1 Defining the Problem 

Defining the problem in behavioural terms means being specific about the target 

individual, group or population involved in the behaviour, and the behaviour(s) itself 

(Michie et al., 2014). Multiple methods were used by the researcher to help define the 

problem and inform the aim(s) and content of the intervention. This included a 

systematic mixed studies review (Chapter 3), and semi-structured interviews with 

healthcare professionals (Chapter 4) and post-treatment caregivers (Chapter 5). These 

components provided an in-depth analysis of the ongoing physical, 

psychological/emotional and social impact of cancer on post-treatment caregivers, as 

well as the key barriers and facilitating factors influencing caregivers’ ability to cope 

across survivorship and the provision/use of psychosocial supports for this group. Prior 

to selecting and specifying the target behaviour for intervention, it was first necessary 

to combine together the evidence from these three studies and define the problem in 

behavioural terms. 

Compiling the evidence base is an essential component of intervention development 

(Craig et al., 2008). The procedure for combining the three evidence sources was 
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guided by the methods presented by O’Brien et al. (2016) on systematically integrating 

evidence from different sources for the purpose of intervention development. This 

approach not only follows and complements the MRC guidance (Craig et al., 2013), 

but also draws on NICE (2012) guidance for reviewing scientific evidence and the 

derivation of “evidence statements”. 

First, the researcher created an evidence table which summarised the key features and 

findings for each of the data sources. Following this, “evidence statements” were 

produced (O’Brien et al., 2016; NICE, 2012). Evidence statements are clear, structured 

statements that provide an aggregated summary of the relevant studies, and reflect the 

balance of the evidence, its strength (e.g. strong, moderate, weak, inconsistent or no 

evidence) and applicability (e.g. directly, partially or not applicable for the target group 

or context) (NICE, 2012). Given the nature of data collected across Phase 1, the 

researcher was unable to report on the intervention outcomes, statistical effects and/or 

aggregate measures of strength and effect size. Instead, qualitative evidence statements 

summarising the content and consistency of key findings/themes across data sources 

were produced (NICE, 2012). 

The evidence statements were then used to formulate and prioritise recommendations 

for the intervention. Using each of the statements, the researcher narratively 

summarised the behaviour(s) of caregivers requiring change in order to improve their 

physical health and/or psychosocial wellbeing in post-treatment survivorship, as well 

as specifying the key contextual factors that may be positively or negatively 

influencing the behaviour(s) (i.e. location/environment in which the behaviour occurs, 

and any other individuals/groups involved in the behaviour) (Michie et al., 2014). 

 

6.1.1.2 Selecting & Specifying the Target Behaviour(s) 

Multiple behaviours can be targeted by the intervention; however, the BCW advises 

building change incrementally and limiting the intervention to just one or a few 

behaviours in the first instance (Michie et al., 2014). Therefore, in selecting the target 

behaviour(s) for intervention, the researcher considered the following criteria 

suggested by the BCW: (1) the potential impact that changing the behaviour will have 

on the desired outcome; (2) the likelihood that the behaviour can be changed; (3) the 

likelihood that the behaviour will have a positive or negative impact on other, related 

behaviours; and (4) how easy it will be to measure the behaviour (Michie et al., 2014). 
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As a result of this prioritisation exercise, the researcher was able to select the target 

behaviour(s) for intervention based on whether the behaviour appears very promising 

as a target behaviour, quite promising, unpromising but worth considering as a target 

behaviour; or the behaviour is not acceptable as the target behaviour for intervention 

(Michie et al., 2014). 

Once the target behaviour(s) had been selected, the behaviour(s) was specified in 

relation to (1) who needs to perform the behaviour; (2) what the individual needs to do 

differently; (3) when they will do it; (4) where they will do it; (5) how often they will 

do it; and (6) with whom they will perform the behaviour (Michie et al., 2014). The 

more precise the researcher can be about the target behaviour, the more accurate the 

behavioural analysis is likely to be and the more likely the intervention will change 

the behaviour(s) in the desired direction (Michie et al., 2014). 

 

6.1.1.3 COM-B Analysis 

As per the BCW, the COM-B model was used to identify what needs to change in the 

person and/or the environment to achieve the desired change in the target behaviour(s). 

COM-B stands for Capability Opportunity Motivation – Behaviour, and is the starting 

point of the BCW for understanding the behaviour in context (Michie et al., 2014). 

COM-B states that in order for any behaviour of an individual, group or population to 

occur or change, there must be: (1) the ‘capability’ to perform the behaviour, (2) the 

‘opportunity’ for the behaviour to occur, i.e. there must be a conducive physical and 

social environment; and (3) sufficient motivation to perform the behaviour at the 

relevant time, or not to perform or engage in competing behaviour(s) (Michie et al., 

2011; Michie et al., 2014) (Figure 6.1). Furthermore, each COM-B component can be 

heuristically divided into two sub-components. Capability can be either ‘physical’ 

(e.g. having the physical skills, strength or stamina) or ‘psychological’ (e.g. having the 

knowledge, psychological skills, strength or stamina). Opportunity can be ‘physical’ 

(e.g. environmental factors that allow or facilitate behaviour, such as time, resources, 

cues etc.) or ‘social’ (e.g. opportunity afforded by interpersonal influences, social cues 

and cultural norms). Motivation may be ‘reflective’ (e.g. involving self-conscious 

planning and evaluation) or ‘automatic’ (e.g. processes involving wants, needs, 

desires, impulses and reflex responses) (Michie et al., 2014). 
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Guided by the evidence statements, the researcher used the COM-B model to 

categorise reasons as to whether a caregiver would, would not or would only partially 

perform the identified target behaviour(s) for intervention in post-treatment 

survivorship.  

 

6.1.2 Stage 2: Identifying Intervention Options 

6.1.2.1 Identifying Intervention Functions 

Once the target behaviour(s) had been selected and desired change in target 

behaviour(s) specified, the researcher identified the intervention function(s), i.e. broad 

categories by which an intervention can change behaviour, for the intervention (Michie 

et al., 2014). The BCW has nine intervention functions (education, persuasion, 

incentivisation, coercion, training, restriction, environmental restructuring, modelling 

and enablement) and provides a matrix linking each of the COM-B components to the 

intervention function(s) most likely to be effective in changing the targeted behaviour 

(Michie et al., 2014). This matrix was used to identify all possible intervention 

functions that could be used to bring about change for the specific COM-B components 

selected as targets for the current intervention.  

Once identified, judgements were made for each of the possible intervention functions 

according to whether or not they were likely to meet the APEASE criteria 

(affordability, practicability, effectiveness/cost-effectiveness, acceptability, safety, 

and equity) in the context of the current intervention (Michie et al., 2014). The 

outcome of each APEASE judgement was recorded in tabular form with brief 

explanatory statements regarding the judgement. The initial judgements based on the 

APEASE criteria were made by the researcher (ERGM) and reviewed by members of 

the supervisory team. Decisions regarding which intervention functions were selected 

to deliver the intervention were agreed by consensus. If the group could not reach 

consensus, or if they were collectively uncertain regarding an intervention function, it 

was included but coded to denote the query. 

 

6.1.2.2 Identifying Policy Categories 

Following selection of intervention functions, the supporting policy categories through 

which to deliver the intervention were identified. There are seven policy categories 
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(communication/marketing; guidelines, fiscal measures, regulation, legislation, 

environmental/social planning, and service provision) in the BCW, each representing 

types of decisions made by authorities that help to support and enact interventions 

(Michie et al., 2014). Again, the researcher used a matrix provided by the BCW linking 

policies which are most likely to be appropriate and effective in supporting each 

intervention function (Michie et al., 2014). The process of judging and selecting the 

policy categories followed the same process described for selecting the intervention 

functions, i.e. initial judgements using the APEASE criteria to explore the 

appropriateness for the post-treatment cancer caregiving context were made by the 

researcher (ERGM), followed by a review by members of the supervisory team.  

 

6.1.3 Stage 3: Identifying Content and Implementation Options 

6.1.3.1 Identifying BCTs 

Once Stage 2 of the BCW was completed, the researcher used the Behaviour Change 

Technique Taxonomy (BCTTv1) (Michie et al., 2013) to identify potential behaviour 

change techniques (BCTs) that would best serve the intervention functions. A BCT is 

defined as an “observable, replicable, and irreducible component of an intervention 

designed to alter or redirect causal processes that regulate behaviour” (e.g. information 

about health consequences, instruction on how to perform the behaviour) (Michie et 

al., 2013). The BCW provides a matrix developed through expert consensus mapping 

relevant BCTs to intervention functions (Cane et al., 2014; Michie et al., 2014). Again, 

a similar process to that described for reaching consensus on intervention options was 

followed. The most commonly used BCTs that were linked to each of the selected 

intervention functions were identified by means of a matrix, and judged according to 

the APEASE criteria. ERGM made initial judgements, with review by the supervisory 

team to agree on final selection. 

 

6.1.3.2 Identifying Mode(s) of Delivery 

A basic taxonomy of modes of delivery is provided by the BCW, and it is 

recommended that the full range of options are considered in selection e.g. whether 

the intervention should be delivered face-to-face, remotely, online, in print etc. 

(Michie et al., 2014). In this research, the mode(s) of delivery for the intervention were 
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informed by the findings, specifically the identified barriers, facilitators and expressed 

preferences for psychosocial support provision, that emerged from the semi-structured 

interviews with healthcare professionals (Chapter 4) and caregivers (Chapter 5). 

Judgements regarding mode(s) of delivery were, again, initially made by the researcher 

(ERGM) using the APEASE criteria, and were reviewed with members of the 

supervisory team. 
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6.2 RESULTS 

6.2.1 Stage 1: Understand the Behaviour 

6.2.1.1 Defining the Problem 

An evidence table was created to display and compare the findings from each data 

source in Phase 1 (Appendix 26). From this table, four evidence statements were 

derived, each of which were appraised for their individual strength (i.e. consistency of 

evidence) and applicability as a whole to the current context. These statements are 

summarised and discussed below. 

 

6.2.1.1.1 Evidence Statement 1: Survivorship as Key Time in Cancer Caregiving 

Trajectory 

There was moderately-consistent evidence across the three sources to support that 

post-treatment survivorship was, psychologically, a critical time for caregivers in the 

cancer trajectory. During this time, both the healthcare professionals (Chapter 4) and 

caregivers (Chapter 5) reported that caregivers were beginning to reflect on and 

process their experience of the patient’s cancer and their caregiving role, and build a 

‘new normal’ as a family following the completion of the patient’s treatment. 

However, this finding was not reported as a key theme, nor explicitly explored in the 

systematic review (Chapter 3). Part of this ‘new normal’ involved caregivers having 

to redefine their role in survivorship; more specifically, caregivers were having to 

negotiate and balance the level of care/support that was still needed and wanted by the 

patient alongside the level of care/support that the caregiver was willing and/or able to 

continue providing across survivorship. Again, this finding was moderately-consistent 

across the three sources, i.e. it was reported in both the systematic review (Chapter 3) 

and caregiver data (Chapter 5) but was not reported as a key theme in the healthcare 

professional data (Chapter 4). 

This evidence suggests that the patient’s transition from treatment to survivorship 

demands significant psychological flexibility from caregivers in order to effectively 

cope with and adapt to the changes in circumstances in their daily life and their 

caregiving role, and may present a critical time in which caregivers require additional 

support. Future interventions, therefore, might seek to target caregivers during this 

time, specifically to provide psychoeducation support that focuses on adjustment and 
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managing change following cancer. The silence within the healthcare professional 

findings (Chapter 4) might suggest that healthcare professionals, whilst aware of the 

need for caregivers to psychologically process their cancer experience, may not fully 

recognise the challenge experienced by caregivers in defining their role in post-

treatment survivorship. Future research/interventions may also seek to target 

healthcare professionals; specifically, providing healthcare professional education to 

ensure that healthcare professionals are aware of the ongoing challenges for 

caregivers, as well as able to provide/offer appropriate support to facilitate caregivers’ 

transition to survivorship. 

 

6.2.1.1.2 Evidence Statement 2: Continued Impact of Caregiving in Post-Treatment 

Survivorship 

There was a strong consistency in findings across all three data sources that caregiving 

in post-treatment cancer survivorship continued to negatively impact on caregivers’ 

physical health and psychosocial wellbeing. More specifically, caregivers were 

reported to be managing their own physical health concerns, psychological distress as 

a result of the patient’s cancer diagnosis, and social stressors as a result of their 

caregiving role (Hodgkinson et al., 2007; McCorry et al., 2009; Campbell et al., 2004; 

Kim et al., 2015). Within this, post-treatment caregivers identified key issues with 

which they may require additional support across survivorship: (1) the impact of the 

caregiving role on self-care and caregiver engagement in health-promoting 

behaviours; (2) the impact of cancer-related anxiety/fear of recurrence (FOR), and (3) 

the perceived lack of appropriate and meaningful social support (Chapter 5). These 

issues are explored individually in greater detail across subsidiary Evidence 

Statements 2.1, 2.2, and 2.3 below. 

 

6.2.1.1.2.1 Evidence Statement 2.1: Impact on Self-Care and Engagement in Health-

Promoting Behaviour 

All three sources identified the importance of, as well as the challenge for caregivers 

in engaging in self-care activities/health-promoting behaviours across post-treatment 

survivorship. More specifically, there was a strong consistency of evidence across the 

data sources on caregivers’ tendency to prioritise the patient’s post-treatment health 

and needs above their own (Manne et al., 2015; Harrow et al., 2008; Kim et al., 2007a; 
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Rivers et al., 2012), with healthcare professionals (Chapter 4) and caregivers (Chapter 

5) identifying caregiving responsibilities, and caregivers’ beliefs about their own 

health in comparison to the patient’s cancer diagnosis and long-term recovery as 

perceived barriers to engaging in self-care behaviours. Additionally, there was 

recognition from caregivers that their health behaviours (e.g. diet, physical activity, 

smoking and alcohol consumption etc.) could positively or negatively impact on their 

physical health and psychological wellbeing (Chapter 5), particularly where they were 

eating unhealthily, forgoing exercise, and/or using alcohol and smoking as a means of 

coping with a busy or stressful day. 

Given the reported prevalence of lifestyle diseases (Kim et al., 2015) and continued 

impact of caregiving role on caregivers’ time and social participation (Hanly et al., 

2013a; Hanly et al., 2013b; Yabroff & Kim, 2009; Cakmak et al., 2010), there is strong 

evidence to suggest that caregivers struggle, both physically and psychologically, to 

make time for themselves away from ‘cancer’ and the caregiving role. Therefore, 

engaging in appropriate self-care behaviours is a significant challenge for caregivers 

across survivorship, and caregivers may require additional support to ensure that they 

continually engage in health-promoting behaviours and regular self-care. This is 

particularly important in post-treatment survivorship to help prevent further or 

premature decline in physical health observed in caregivers (Shaffer et al., 2017) and 

increase their ability to more effectively cope with psychological/emotional challenges 

(Dempster et al., 2011). Future interventions may, therefore, seek to improve 

caregivers’ health and wellbeing across survivorship by building caregivers’ 

psychological capacity and motivation, as well as provide physical and social 

opportunities for caregivers to engage in self-care behaviours. 

 

6.2.1.1.2.2 Evidence Statement 2.2: Coping with Cancer-Related Anxiety 

Managing concerns about cancer was a consistently reported and well-recognised 

issue for caregivers, with all three sources reporting that cancer-related anxiety, 

specifically fear of recurrence (FOR) was caregivers’ primary and most significant 

psychological concern in post-treatment survivorship. Both the literature and 

caregivers (Chapter 5) reported that FOR remained a persistent concern across post-

treatment survivorship (Mellon et al., 2007; Balfe et al., 2016a; Cohee et al., 2015; 

Graham et al., 2016; van de Wal et al., 2017). In comparison, healthcare professionals 
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believed that caregiver FOR decreased as time since the patient’s diagnosis/treatment 

increased. This suggests that healthcare professionals, particularly those based in 

clinical settings, interpret the reduced frequency in which they come into contact with 

caregivers (i.e. fewer opportunities for caregivers to seek reassurance about cancer-

related concerns) across survivorship as caregivers’ increased confidence in the 

patient’s long-term prognosis/recovery. Nonetheless, all three sources agreed and 

identified key points in the post-treatment cancer trajectory in which caregivers were 

more likely to experience heightened levels of cancer-related anxiety (e.g. acute post-

treatment recovery, approaching review appointments, patient’s ill health etc.) 

(McCorry et al., 2009; Mellon, 2002; Ohlsson-Nevo et al., 2011). 

Caregivers, in particular, recognised a need to learn how to better manage negative 

thoughts and feelings about cancer and recurrence during these times (Chapter 5), with 

the literature providing supporting evidence that that choice of coping strategy (e.g. 

maintaining a positive focus/attitude, having a greater appreciation for life, and 

perceiving the experience as beneficial and/or a learning opportunity) was associated 

with greater/poorer psychological wellbeing (Dempster et al., 2011; Ka’Opua et al., 

2005; Ka’Opua et al., 2007; Kim et al., 2007a; Kim et al., 2007b; Ohlsson-Nevo et al., 

2011). Coping strategies and/or their association with caregiver psychological 

wellbeing was not reported as a key theme, nor explicitly explored in the healthcare 

professional data (Chapter 4). 

These findings, therefore, present strong evidence to suggest that caregivers require 

additional support to manage their cancer-related anxiety, specifically FOR, across 

post-treatment survivorship. Intervention strategies should support the development of 

positive coping strategies in caregivers that help them to manage their thoughts and 

feelings about cancer and recurrence, and that can be more readily implemented during 

times of need (e.g. review appointments, patient ill health etc.). Healthcare 

professional education may also be required to ensure that healthcare professionals, 

specifically those based in clinical settings, are clearly and consistently 

communicating about the patient’s health status, and providing appropriate 

support/reassurance about cancer recurrence to caregivers across survivorship. This 

should include opportunities for caregivers to voice their cancer-related concerns 

during post-treatments appointments.  
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6.2.1.1.2.3 Evidence Statement 2.3: Importance of Social Support in Normalising the 

Cancer Caregiving Experience 

Social support was found to normalise the cancer experience for caregivers and protect 

against poor psychological wellbeing (Rivers et al., 2012; Kim et al., 2007a; McCorry 

et al., 2009; Goldzweig et al., 2010; Baider et al., 2004). However, the perceived lack 

of meaningful social support by caregivers in post-treatment survivorship was 

consistently identified across all three data sources. This highlighted a strong need for 

more appropriate and meaningful opportunities for social support. Particularly given 

that greater social constraints, caregiver loneliness and interpersonal coping often 

predicted or resulted in greater caregiver FOR (Soriano et al., 2018a; Maguire et al., 

2017; Graham et al., 2016), these findings strengthen the support for interventions that 

increase social opportunities for caregivers to discuss their cancer-related concerns and 

FOR with others who can relate to the post-treatment caregiving experience, and to 

reduce social isolation, particularly for those living in more rural areas. 

Peer-delivered support was recognised as a gap in current service provision by both 

healthcare professionals (Chapter 4) and caregivers (Chapter 5). Healthcare 

professionals discussed the added value of peer support and befriending schemes for 

patients, particularly in their ability to provide practical guidance and appropriately 

empathic emotional support across the cancer trajectory (Chapter 4). Additionally, the 

caregivers included in this research expressed a willingness to both participate in and 

offer this type of support to other caregivers in post-treatment survivorship (Chapter 

5). Intervention strategies should therefore consider peer support as a mode of 

delivery, with the potential to address both caregivers’ psychological and social 

support needs. 

 

6.2.1.1.3 Evidence Statement 3: No ‘One Size Fits All’ 

A range of demographic and psychosocial factors were identified within the literature 

to be associated with coping and/or psychological wellbeing in post-treatment 

survivorship (Kim et al., 2008a; Kim et al., 2008b; Manne et al., 2015; Cotrim & 

Pereira, 2004; Kim et al., 2011; Kim et al.,  2012b; Kim et al., 2015; Bowman et al., 

2006; Goldzweig et al., 2010; Rivers et al., 2012; Hodgkinson et al., 2007). 

Additionally, both healthcare professionals (Chapter 4) and caregivers (Chapter 5) 

described individual variation in ability to cope with post-treatment challenges, needs 
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and preferences for psychosocial support in caregivers across post-treatment 

survivorship. Furthermore, evidence was limited and inconsistent on how caregivers 

identified with their role, i.e. using the term ‘carer’ or ‘caregiver’, and whether this 

could be used as a marker within practice to identify those potentially more at need of 

support (Chapter 5). Identifying as a carer/caregiver was only reported in the caregiver 

findings (Chapter 5), and did not emerge as a key theme within the systematic review 

(Chapter 3) or healthcare professional data (Chapter 4).  

Overall, and particularly given the small sample size in the caregivers’ study (Chapter 

5), there is limited and inconsistent evidence across the studies to suggest appropriate 

means, e.g. sets of specific characteristics or screening tools, by which caregivers who 

are most at need of additional support can be identified and targeted within practice. 

Further research is required to determine the effectiveness of screening measures for 

caregivers.  

However, there is evidence, as also reported in Evidence Statement 2.2, to support 

targeting caregivers at key stages across the cancer trajectory where they may be 

experiencing additional physical, psychological and/or social challenges. Healthcare 

professionals (Chapter 4) and caregivers (Chapter 5) identified points within the 

survivorship trajectory which triggered heightened emotional response and/or FOR in 

caregivers, e.g. acute survivorship transition period, follow-up/review appointments, 

patient ill health. Evidence supporting these findings was qualitatively reported within 

the systematic review (McCorry et al., 2009; Mellon, 2002; Ohlsson-Nevo et al., 

2011). However, given the limitations of included samples (e.g. acute survivorship) 

and study designs (e.g. cross-sectional), this was not reported in the quantitative 

findings (Chapter 3). There is therefore moderately-strong and consistent evidence 

across data sources to suggest that, rather than seeking to profile and target individuals 

who are at greater risk of poorer coping, interventions may instead seek to target 

specific timepoints/milestones in the post-treatment cancer trajectory to ensure that 

caregivers are coping effectively and receiving appropriate support. Longitudinal 

research is required to assess changes in caregiver psychological wellbeing, 

specifically cancer-related anxiety and FOR, across survivorship to support the 

qualitative evidence.  
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6.2.1.1.4 Evidence Statement 4: Challenges for Healthcare Professionals 

Two major challenges for healthcare professionals, specifically those based in clinical 

services, in providing psychosocial support to caregivers were reported in two of the 

data sources (Chapters 4 and 5). Barriers and facilitating factors influencing the 

provision and use of psychosocial supports for post-treatment cancer caregivers were 

not within the scope of the systematic review (Chapter 3), and therefore no supporting 

evidence was provided by the literature.  

Firstly, clinical healthcare professionals reported that they were often unclear on the 

availability and remit of psychosocial supports, and highlighted a need for clearer 

referral/service pathways for caregivers between the healthcare and third sector 

settings (Chapter 4). This was not explicitly reported within the caregiver data; 

however, the caregivers included in this research commented on multidisciplinary 

working within the regional cancer centre and links with the adjoining Macmillan 

Support and Information Centre (MSIC) as facilitating factor in their use of 

psychosocial support (Chapter 5). Therefore, there is clear evidence to suggest that 

future interventions must establish links/pathways between the intervention, and 

clinical and psychosocial support services to ensure that caregivers can be easily and 

appropriately referred/signposted into the service when required. Opportunities for 

healthcare professional education, as well as local service mapping exercises should 

be explored to ensure clear links are established between clinical, non-clinical, and 

psychosocial (including third sector) services, and that clinical healthcare 

professionals are familiar with current supports available to caregivers in post-

treatment survivorship and how these can be accessed. Such education sessions should 

also be considered as part of intervention delivery and implementation to ensure that 

healthcare professionals understand the aim(s) and content of the intervention, and feel 

confident in referring/signposting caregivers who may be eligible to participate. 

Secondly, healthcare professional and service capacity, particularly within clinical 

oncology settings, was widely recognised as a key barrier to delivering effective 

psychosocial support. More specifically, both healthcare professionals (Chapter 4) and 

caregivers (Chapter 5) highlighted that clinical healthcare professionals were often 

unable to dedicate time within their schedule to directly addressing caregivers’ 

psychosocial needs, leaving caregivers feeling reluctant to overburden healthcare 

professionals with their concerns. This evidence suggests that, at least within the 

context of Northern Ireland, the delivery and implementation of additional 
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psychosocial supports should place no further burden on healthcare professionals 

working with clinical oncology settings. Options to place the intervention with non-

clinical teams, such as support staff within the MSIC, or within appropriate third sector 

organisations should be explored. Specifically, within the context of current 

intervention development, this provides further support for the use of peer support as 

a mechanism for intervention delivery (see Evidence Statement 2.3) to alleviate burden 

on healthcare staff time and resources. 

 

6.2.1.1.5 Applicability of Evidence 

Overall and on balance, the evidence presented is largely applicable to post-treatment 

cancer caregiving in Northern Ireland, and, by extension, the wider UK context. 

The majority of studies included in the systematic review (Chapter 3) were conducted 

in the US. Whilst there are cultural and socioeconomic similarities between the two 

countries, the insurance-based healthcare landscape in the US may present its own 

challenges and stressors on caregivers’ physical, psychological and social wellbeing 

that might not be experienced to the same extent by caregivers within the UK NHS 

system. Therefore, the evidence from the systematic review is only partially applicable 

in this context. 

The evidence from the semi-structured interviews with healthcare professionals 

(Chapter 4) and caregivers (Chapter 5) is directly applicable in the current context, 

given that participants were recruited on the basis of their direct experience of either 

working in clinical/psychosocial oncology settings or providing support to someone 

with cancer in Northern Ireland. However, the applicability of evidence must also take 

into consideration the limitations of each sample included (see Chapters 4 and 5), and 

potential difference in local legislative, policy and fiscal context when extrapolating 

to other areas of the UK. 

 

6.2.1.2 Selecting & Specifying the Target Behaviour 

6.2.1.2.1 Selecting the Target Behaviour 

From the evidence statements, the researcher was able to identify two potential target 

behaviours for the intervention: (1) perform self-care behaviours to improve general 

physical, psychological and social wellbeing across survivorship; and (2) use coping 
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strategies to manage heightened cancer-related anxiety/FOR across survivorship. Both 

behaviours were examined against the criteria suggested by the BCW to determine 

whether they would be acceptable as a target behaviour(s) for the intervention (Michie 

et al., 2014). The result of this prioritisation exercise is summarised in Table 6.1, and 

described below. 

The behaviour ‘perform self-care behaviours to improve general physical, 

psychological and social wellbeing across survivorship’ was rated as very promising 

in terms of impact because the current evidence suggests that self-care behaviour in 

post-treatment caregivers is less than optimal, and increasing the frequency in which 

caregivers engage in self-care would have a significant impact of their physical health, 

psychological and social wellbeing across survivorship. The behaviour is estimated to 

be promising in terms of likelihood to change. Given that self-care is a largely self-

directed, personalised activity that will be chosen by the individual based on personal 

importance to their specific needs, it is judged that it would be easy to bring about 

change, particularly when the caregiver is appropriately supported and enabled by the 

intervention to perform the behaviour. It is estimated to be promising in terms of 

spillover effect, as performing one self-care behaviour is likely to result in a gradual 

increase in further self-care behaviours, as well as being likely to prompt others (e.g. 

patient, family), either jointly with caregiver or individually, to participate. Finally, it 

is rated promising in terms of ‘ease of measurement’ as it would be fairly simple to 

self-monitor the behaviour on a daily basis, as well as the impact of the behaviour on 

outcomes (e.g. physical health, psychological wellbeing) over time. 

The behaviour ‘use coping strategies to manage heightened cancer-related 

anxiety/FOR across survivorship’ was also rated as very promising in terms of impact 

because current evidence suggests that cancer-related anxiety/FOR is a significant and 

persistent concern for caregivers across survivorship, and caregivers identified a need 

to better manage negative thoughts and feelings about cancer. It is estimated to be 

promising in terms of likelihood to change as, similarly to self-care behaviour, the 

caregiver will be able to identify and tailor coping strategies to meet their individual 

needs and preferences for support. The behaviour is estimated to be promising in terms 

of spillover effect as it is judged that if this behaviour were adopted, it would likely 

impact on other behaviours that caregivers currently use to cope with stressors in post-

treatment survivorship (e.g. unhealthy eating, smoking, alcohol consumption). Lastly, 

it is estimated to be unpromising but worth considering in terms of ‘ease of 
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measurement’. Whilst it might be challenging for caregivers to record all instances of 

the behaviour as they occur, particularly during busy or stressful period, caregivers 

may still be able to monitor or capture retrospectively most significant occurrences of 

the behaviour. 

Following the prioritisation exercise, both ‘perform self-care behaviours’ and ‘use 

coping strategies’ were selected as target behaviours for the intervention as both 

appeared to show equal promise when measured against all criteria. Additionally, self-

care behaviour is defined as the care taken by individuals towards their own health and 

wellbeing, including actions to maintain good physical and mental health, meet 

psychological and social needs, and prevent illness or accidents (UK Department of 

Health, 2005). Therefore, ‘use coping strategies’ is not seen as quantitatively different 

from performing self-care behaviour, but rather a more specific application of the 

behaviour to caregiver psychological wellbeing (i.e. anxiety, FOR). 

 

6.2.1.2.2 Specifying the Target Behaviour 

Having selected the target behaviours ‘perform self-care behaviours’ and ‘use coping 

strategies’, the researcher defined each behaviour following the behavioural 

specification criteria provided by the BCW (i.e. who, what, when, where, how often 

and with whom) (Michie et al., 2014). The behavioural specification for each of the 

behaviours is summarised in Table 6.2. 
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Table 6.1. Prioritisation exercise for selecting the most appropriate target behaviour(s) for intervention 

Potential target behaviours:  

Impact of behaviour 
change* 

Likelihood of 
changing behaviour* Spillover score* Measurement score* 

Performing self-care behaviours to improve general 
physical, psychological and social wellbeing across 
survivorship 

Very promising Promising Promising Promising 

Using coping strategies to manage heightened cancer-
related anxiety/FOR across survivorship Very promising Promising Promising Unpromising but 

worth considering 

*Rate as: unacceptable; unpromising but worth considering; promising; very promising. 
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Table 6.2. Behavioural Specification of Target Behaviours 

Specification Criteria 

Target Behaviour(s) 

(1) Perform self-care behaviours to improve general 

physical, psychological & social wellbeing 

(2) Use coping strategies to manage heightened cancer-

related anxiety/FOR 

Who needs to perform 

the behaviour? 

All caregivers in post-treatment survivorship. Caregivers who are experiencing heightened cancer-related 

anxiety/FOR in post-treatment survivorship. 

What do they need to do 

differently to achieve the 

desired change? 

Address beliefs to perceived barriers (e.g. patient’s health, 

caregiving role) and improve self-efficacy (e.g. self-perceived 

capability) to performing self-care behaviours. 

Regularly engage in self-care behaviours that are 

important/meaningful to caregiver in terms of their physical 

health, psychosocial wellbeing and needs/preferences for 

support, e.g. cooking a healthy meal, drinking more water, going 

for a walk, reading, meditation, sleep, spending time with 

friends & family etc. 

Identify and plan for barriers, and identify and put into action 

enabling factors to facilitate performance of self-care 

behaviours during stressful/busy periods. 

Identify and put into action positive/effective coping strategies 

to prevent and/or manage heightened cancer-related anxiety & 

FOR. 

Identify and plan for barriers, and identify and put into action 

enabling factors to facilitate implementation of coping strategies 

during stressful/busy periods.  
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When do they need to do 

it? 

On a regular basis, e.g. at least once per week, to prevent 

deterioration in physical health and/or psychosocial wellbeing 

across survivorship. Exact timing (e.g. days/times) of behaviour 

to be determined by caregivers in terms of what they feel is 

feasible/practicable to implement within the context of their 

daily life & caregiving role. 

Whenever the caregiver experiences heightened FOR across 

survivorship. If individual experiences heightened anxiety/FOR 

around specific time points/events in survivorship (e.g. follow-

up/review appointments, awaiting scan/test results, when patient 

is ill or experiencing post-treatment symptoms/side effects etc.), 

the caregiver should seek to implement coping strategies prior 

to, but specifically during these times/events. 

Where do they need to do 

it? 

Not dependent on location. Not dependent on location. However, individual may wish to 

consider whether specific locations (e.g. healthcare settings – 

hospital, clinics, GP practices) are associated with heightened 

anxiety/FOR. If so, caregiver should identify and implement 

coping strategies prior to and during visits to these locations.  

How often do they need 

to do it? 

On a regular basis, e.g. at least once per week, to prevent 

deterioration in physical health and/or psychosocial wellbeing 

across survivorship. Exact frequency of behaviour to be 

determined by caregivers in terms of what they feel is 

feasible/practicable to implement within the context of their 

daily life & caregiving role.  

Every time they experience heightened cancer-related 

anxiety/FOR. 

Prior to/during ‘trigger’ points in survivorship trajectory (see 

above).  

With whom do they need 

to do it? 

Not dependent on others. However, caregivers may wish to 

include others (e.g. patient, family/friends) to facilitate 

performance of chosen self-care behaviour. 

Not dependent on others. However, caregivers may wish to 

include others (e.g. patient, family/friends) to facilitate 

performance of chosen self-care behaviour. 
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6.2.1.3 COM-B Analysis 
The COM-B model (Michie et al., 2014) was used to conduct a behavioural analysis 

of what needs to change in each of the target behaviours selected for intervention, with 

the evidence statements providing support for whether or not change is required within 

the current context. 

The following COM-B components were identified as important targets for the 

intervention: psychological capability, physical and social opportunity, and reflective 

and automatic motivation. These components are discussed in Table 6.3. and briefly 

summarised below. Physical capability was not identified as a target component for 

the intervention. This may be because, whilst some caregivers report physical health 

concerns and/or are managing their own health condition alongside their caregiving 

role, there was no evidence to suggest that the majority of caregivers do not possess 

the physical skill, strength or stamina that would be required to perform either of the 

target behaviours. Additionally, the specific self-care behaviour(s) and coping 

strategies will be chosen by the individual, and can therefore be easily adapted to suit 

the individual’s needs, including their physical capability, and preferences for support.  

 

6.2.1.3.1 Psychological Capability 

The greatest change required in order to achieve change in the target behaviours was 

in caregivers’ psychological capability, i.e. psychological skills, strength stamina. In 

order to achieve change in caregivers’ self-care behaviour, change is needed in: 

understanding of self-care behaviours and how to introduce self-care as part of regular 

daily/weekly routine; in caregivers’ beliefs about their own health and support needs, 

and avoiding comparison of need to the patient’s health and cancer diagnosis; and in 

their resilience/capacity to perform and maintain self-care behaviours during 

busy/stressful periods in their lives. In order to achieve change in caregivers’ use of 

coping strategies to manage cancer-related anxiety/FOR, change is required in: 

caregivers’ understanding of effective coping strategies; their personal ‘triggers’; and 

barriers and facilitators influencing for managing increased anxiety/FOR. 
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6.2.1.3.2 Physical Opportunity 

For both self-care behaviours and use of coping strategies, change is needed to allow 

caregivers time to engage in the target behaviours when required. Prompts/cues within 

the physical environment are also required to remind caregivers to regularly perform 

self-care behaviours, or use coping strategies when experiencing heightened cancer-

related anxiety/FOR across survivorship. 

 

6.2.1.3.3 Social Opportunity 

In order to achieve change in caregivers’ self-care behaviour, greater support from 

others is required to facilitate the caregiver in taking time for themselves away from 

their caregiving role and responsibilities. Similarly, increased support from others was 

required to achieve change in caregivers’ coping behaviour. More specifically, greater 

opportunities to spend time with other caregivers who can demonstrate and share 

effective coping strategies for managing cancer-related anxiety/FOR across 

survivorship, as well as more opportunities for caregivers to discuss their cancer-

related concerns and fears about the patient’s health is needed. 

 

6.2.1.3.4 Automatic Motivation 

Change is primarily needed in caregivers’ automatic motivation to establish routine 

and habits around self-care behaviours and use of coping strategies. Additionally, 

change is required in caregivers’ intrinsic desire to engage in self-care behaviours, 

particularly in feeling that their self-care behaviour is having a positive effect on 

greater health and wellbeing outcomes. 

 

6.2.1.3.5 Reflective Motivation 

Lastly, change is needed in caregivers’ beliefs around the target behaviours. More 

specifically, caregivers need to hold beliefs that taking care of their own health and 

wellbeing needs is of equal importance to supporting those of the patient, and beliefs 

that using effective coping strategies will have a positive effect on their long-term 

physical health and psychological wellbeing. Additionally, caregivers require clearer 

and better plans for achieving each of the target behaviours in order to facilitate 

performance and maintenance of self-care behaviours in daily/weekly life, and use of 
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coping strategies during times where the caregiver feels under additional pressure or 

is experiencing greater psychological distress. 
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Table 6.3. COM-B Analysis to identify what needs to change to achieve change in target behaviours 

COM-B components What needs to happen for the target behaviour to occur? Is there a need for change? 

(1) Perform self-care behaviours to improve general physical, psychological & social wellbeing 

C
a
p

a
b

il
it

y
 Psychological 

• Know why self-care behaviours are important as a 
caregiver, and have a better understanding of their impact 
on physical, psychological and social wellbeing. 

No change needed – evidence shows that caregivers 
understand importance of self-care and are aware of the effects 

on their physical health and psychosocial wellbeing. 

• Have a better understanding about what self-care 
behaviours are, and the effective ways to perform self-care 
behaviours in context of daily life and caregiving role. 

Change needed – caregivers do not necessarily know what 
self-care behaviours can be, nor understanding how to 

introduce self-care into daily life/caregiving role.   

• Reduce and develop stronger resilience against unhelpful 
thoughts/feelings about self-care behaviours, e.g. beliefs 
about own vs. patient health, perceived self-efficacy to 
perform self-care behaviours as part of caregiving role. 

Change needed – evidence shows that caregivers regularly 
prioritise caregiving role/responsibilities and patient’s health 

& wellbeing needs above their own. 

• Develop greater psychological/mental capacity to maintain 
self-care behaviours during busy/stressful caregiving 
periods. 

Change needed – evidence shows that caregivers struggle to 
engage in positive self-care behaviours (e.g. healthy eating, 

exercise) or avoid unhealthy behaviours (e.g. smoking, alcohol 
consumption) during times when they feel stressed/under 

pressure by caregiving role/responsibilities. 

Physical • Have the physical skills, stamina and strength to perform 
self-care behaviours. 

No change needed – caregivers have physical 
skills/stamina/strength to perform chosen self-care behaviours. 
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O
p

p
o
r
tu

n
it

y
 Physical 

• Have dedicated time during the day/week to perform self-
care behaviours. 

Change needed – evidence shows that caregivers struggle to 
find time for themselves, significant time costs of caregiving 

responsibilities, and impact of role on social participation. 

• Have more reminders at strategic times to prompt 
performance of self-care behaviours. 

Change needed to prompt/remind caregivers to perform self-
care behaviours. 

Social 
• Have more support from others (e.g. patient, family, 

friends, other caregivers) in routinely performing self-care 
behaviours. 

Change needed – evidence shows identified need for greater 
social support across post-treatment survivorship. 

M
o
ti

v
a
ti

o
n

 

Automatic 

• Have established routines and habits for regularly 
performing self-care behaviour. 

Change needed to establish routine and habit formation. 

• Develop greater want to perform self-care behaviours, i.e. 
feel or positive benefit on health & wellbeing as a result of 
engaging in self-care behaviours. 

Change needed – caregivers do not necessarily have 
motivation to perform self-care behaviour alongside 

caregiving roles/responsibilities. 

Reflective 

• Hold beliefs that regularly performing self-care, have a 
stronger sense that self-care of own health & wellbeing 
needs is of equal importance to that of the patient and/or 
others. 

Change needed – evidence shows that caregivers regularly 
prioritise caregiving role and patient’s health & wellbeing 
needs, therefore do not necessarily recognise value of own 
physical health and/or psychosocial wellbeing in context of 

long-term cancer caregiving. 
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• Have clearer and better developed plans for implementing 
self-care behaviours as part of daily/weekly routine and/or 
alongside caregiving role. 

Change needed to facilitate caregivers in performing and 
overcoming barriers to self-care behaviours. 

(2) Use coping strategies to manage heightened cancer-related anxiety/FOR 

C
a
p

a
b

il
it

y
 Psychological 

• Know why effective coping and management of 
anxiety/FOR is important, and have a better understanding 
of its impact on physical, psychological and social 
wellbeing. 

No change needed – evidence shows that caregivers aware of 
importance and benefits of effectively managing anxiety/FOR 

in survivorship. 

• Have a better understanding about personal ‘triggers’ for 
anxiety/FOR, as well as the effective coping strategies, 
and potential barriers facilitators to managing 
anxiety/FOR, particularly during busy/stressful times. 

Change needed – evidence shows that cancer-related 
anxiety/FOR remains a significant concern for caregivers 

across survivorship, and caregivers do not always use effective 
coping strategies resulting in poor psychological wellbeing. 

• Reduce and develop stronger resilience against unhelpful 
thoughts/feelings about patient’s health, cancer and 
recurrence. 

Change needed - caregivers identified need for better 
coping/management strategies for their thoughts/feelings about 

cancer.  

• Develop greater psychological/mental capacity to 
implement coping strategies to manage anxiety/FOR 
during busy/stressful caregiving times. 

Change needed – evidence shows that caregivers do not 
always use effective coping strategies resulting in poor 

psychological wellbeing. 

Physical • Have the physical skills, stamina and strength to use 
coping strategies. 

No change needed as caregivers have these skills. 
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O
p

p
o
r
tu

n
it

y
 

Physical 

• Have dedicated time to implement coping strategies, 
particularly during busy/stressful times. 

Change needed – evidence shows that caregivers struggle to 
find time for themselves, significant time costs of caregiving 

responsibilities, and impact of role on social participation. 

• Have reminders to prompt use of coping strategies to 
maintain good psychological wellbeing. 

Change needed to prompt/remind caregivers to use coping 
strategies when experiencing increased anxiety/FOR. 

Social 

• Have more people (i.e. caregivers) around them who can 
demonstrate use of and share effective coping strategies 
for anxiety/FOR across survivorship. 

Change needed – evidence shows identified need for greater 
social support across post-treatment survivorship; specifically 
gap in services for peer-delivered support and shared learning. 

• Have more opportunities to open up to others (e.g. 
caregivers) about cancer-related anxiety and concerns. 

Change needed – caregivers identified need for more 
meaningful opportunities for social support in which they can 

share their concerns about cancer. 

M
o
ti

v
a
ti

o
n

 

Automatic • Have established routines and habits for using coping 
strategies, when required. 

Change needed to establish routine and habit formation. 

Reflective 

• Hold beliefs that using coping strategies to prevent and/or 
manage heightened anxiety/FOR has positive effective on 
long-term physical, psychological and social wellbeing. 

Change needed – evidence shows caregiver need for 
better/more effective coping strategies to manage their cancer-

related anxiety/FOR. Ineffective coping strategies results in 
poor psychological wellbeing.  

• Have clearer and better developed plans for implementing 
coping strategies to manage heightened anxiety/FOR, 
particularly during busy/stressful times. 

Change needed to facilitate caregivers in using effective 
strategies and overcoming barriers/managing personal triggers 

for cancer-related anxiety/FOR. 
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6.2.2 Stage 2: Identifying Intervention Options 

6.2.2.1 Identifying Intervention Functions 
The five COM-B components identified in the behavioural analysis were 

psychological capability, physical and social opportunity, and automatic and reflective 

motivation. These five components linked to all nine intervention functions (Table 

6.4). Based on judgements using the APEASE criteria, five intervention functions 

were selected to deliver the intervention; these were education, training, environmental 

restructuring, modelling and enablement (Table 6.5). Based on the current evidence, 

there was no suggestion or identified options for restricting or reducing undesired 

behaviours in caregivers; therefore, the use of restriction was not considered 

practicable in the current context and would first require further exploration before 

inclusion in future interventions targeting caregivers in post-treatment survivorship. 

Additionally, it was not considered practicable or feasible to offer caregivers 

incentivisation to perform the target behaviours across post-treatment survivorship. 

There is a lack of conclusive evidence and inherent complexity in offering individuals 

incentives to perform desired or reduce undesired health behaviours (Johnston & 

Sniehotta, 2010; Adams et al., 2013). Within the current context, the acceptability and 

effectiveness of incentivisation in the post-treatment cancer caregiving population is 

unknown, and further research and careful consideration regarding its implementation 

would be required before inclusion in future interventions. Finally, coercion and 

persuasion were not considered acceptable in this context. In the current research, 

caregivers appeared to be acutely aware of the need to and benefits of engaging in 

behaviours that protect/promote their physical health and psychological wellbeing; 

however, they struggled to find the time or prioritise this above the needs of the patient 

and their caregiving role (Chapters 4, 5). Therefore, intervention functions such as 

education, training, modelling and enablement were considered more appropriate and 

acceptable to build capability, opportunity and motivation in caregivers to engage in 

appropriate self-care and/or coping behaviours across survivorship than the use of 

coercion or persuasion.  
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Table 6.4. Identification of Intervention Functions in the Behaviour Change Wheel based on the COM-B Behavioural Diagnosis 

 Intervention Functions 

COM-B Components 

E
du

ca
tio

n 

Pe
rs

ua
si

on
 

In
ce

nt
iv

is
at

io
n  

C
oe

rc
io

n 

T
ra

in
in
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R
es

tr
ic

tio
n 

E
nv

ir
on

m
en

ta
l 

R
es

tr
uc

tu
ri

ng
 

M
od

el
lin

g 

E
na

bl
em

en
t  

Psychological Capability P    P    P 

Physical Opportunity     P P P  P 

Social Opportunity      P P P P 

Automatic Motivation  P P P P  P P P 

Reflective Motivation P P P P      

Key: 

P - Represents link between COM-B and intervention function as relevant in bringing about desired change in the target behaviour. 

¢ - No link between COM-B component and intervention function. 

¢ - APEASE criteria applied. Not feasible for current study. 

¢ - APEASE criteria applied. Considered feasible for current study. 
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Table 6.5. Using APEASE to judge the Intervention Functions 

Intervention Function Does the policy category meet the APEASE criteria (affordability, practicability, effectiveness/cost-effectiveness, 

acceptability, side-effects/safety, equity) in the context of engaging in self-care and managing FOR as a caregiver in post-

treatment cancer survivorship? 

Education 

Yes – to bring about change in psychological capability, particularly knowledge about ways of enacting self-care behaviour(s) 

and managing/coping with FOR across post-treatment survivorship; and change in motivation by strengthening habitual 

engagement in self-care/coping behaviours. 

Persuasion 

Not thought to be acceptable in this context – caregivers already aware/knowledgeable about what they should/should not be 

doing, particularly in relation to self-care behaviours; therefore, use of persuasion unlikely to be acceptable to caregivers, nor 

influence motivation or encourage change in self-care and/or coping behaviour(s). 

Incentivisation 
Not considered practicable/feasible to offer all caregivers incentives to perform target behaviour(s) across post-treatment 

survivorship. Unsure of caregivers’ and HCPs’ views, or support from literature on incentivisation in this context. 

Coercion Not thought to be acceptable in this context – see Persuasion. 

Training 

Yes –to increase psychological capability, physical opportunity and motivation by enhancing cognitive or social skills required 

to engage in self-care/coping, ability to manage competing time demands, ability to form clearer action plans relevant & 

applicable to the context of their daily lives, and strengthen habitual engagement in self-care/coping behaviours.  

Restriction Not practicable in this context – no options to restrict (to reduce undesired behaviour) in post-treatment cancer caregiving. 

Environmental 

Restructuring 

Yes – reminders/prompts can be identified or placed in home/clinical environments as reminder for caregivers to engage in 

self-care activities or implement coping strategies.  
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Modelling 

Yes – to influence social opportunity & motivation; caregiver could provide example for other caregivers to aspire to or imitate, 

or shape caregivers’ ways of thinking about self-care and coping with cancer-related anxiety across post-treatment 

survivorship. (e.g. peer support). 

Enablement 

Yes – to influence psychological capability, opportunity and motivation; enable development of caregivers’ mental strength to 

habitually perform self-care/coping behaviours, feel more positively about self-care /experiencing FOR across post-treatment 

survivorship. Literature identified potential for third wave cognitive behaviour approaches (e.g. Acceptance Commitment 

Therapy etc.) to restructure caregiver thinking, particularly around cancer-related anxiety/FOR in post-treatment survivorship. 

Intervention Function(s) selected: Education, Training, Environmental Restructuring, Modelling, Enablement. 
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6.2.2.2 Identifying Policy Categories 
The five intervention functions selected for delivering the intervention, described 

above, were mapped across all seven policy categories (Table 6.6). There was 

acknowledgement of no current access to a number of policy levers in the context of 

this intervention (e.g. fiscal measures, regulation, legislation). There was also 

recognition that some policy categories could be used to support delivery but with 

limited access (e.g. communication/marketing, environmental/social planning), or be 

harnessed in the longer-term (e.g. guidelines). For example, communication/marketing 

could be used to support the delivery of the intervention, but would be limited to the 

size and scale of the intervention. Equally so, guidelines were identified as a useful 

policy lever over time; however, using guidelines as a means of supporting local 

delivery of the intervention would first require evidence of its effectiveness and cost-

effectiveness. Therefore, based on judgements using the APEASE criteria, service 

provision was identified as the policy category most likely to support delivery on the 

intervention within this context (Table 6.7).  
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Table 6.6. Identification of Policy Categories based on Intervention Functions 

 Intervention Functions 

Policy Categories 

Ed
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Communication/marketing P       P  

Guidelines P    P  P  P 

Fiscal measures     P  P  P 

Regulation P    P  P  P 

Legislation P    P  P  P 

Environmental/social planning       P  P 

Service provision  P    P   P P 

Key: 

P - Represents link between intervention function and policy category as relevant in bringing about desired change in the target behaviour. 

¢ - No link between intervention function and policy category. 

¢ - Intervention Function not selected for current intervention. 

¢ - APEASE criteria applied. Not feasible for current study. 

¢ - APEASE criteria applied. Considered feasible for current study. 
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Table 6.7. Using APEASE to judge the Policy Categories 

Intervention Function Does the policy category meet the APEASE criteria (affordability, practicability, effectiveness/cost-effectiveness, 

acceptability, side-effects/safety, equity) in the context of engaging in self-care and managing FOR as a caregiver in post-

treatment cancer survivorship? 

Communication/marketing 

Yes – but communication/marketing efforts would be limited to the size and scale of the current intervention. Increasing public 

awareness about the long-term impact of cancer on caregivers in survivorship is supported anecdotally by findings of semi-

structured interviews (HCPs & caregivers) but is beyond the scope of current intervention/design. 

Guidelines 
Not possible in this context – support for current intervention effectiveness first needs to be established. May be useful policy 

level over longer term. 

Fiscal measures Not possible in the context of this intervention. 

Regulation Not possible in the context of this intervention. 

Legislation Not possible in the context of this intervention. 

Environmental/social 

planning 

Not possible in this context – but may be used to support delivery (i.e. inclusion of intervention in current psychosocial service 

provision planning) 

Service provision  
Yes – establish a support service within current psychosocial service provision (NHS, 3rd sector organisations) to offer the 

intervention to caregivers in post-treatment survivorship. 

Policy Category(s) selected: Service provision. 
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6.2.3 Stage 3: Identifying Content and Implementation Options 

6.2.3.1 Identifying BCTs 
Judgements were made on the potential delivery of 21 unique BCTs most likely to 

bring about change in the five selected intervention functions. Using the APEASE 

criteria, the initial assessment resulted in 12 BCTs being considered as viable content 

options. These were: Information about the health consequences, Feedback on 

behaviour, Prompt/cues, Self-monitoring of behaviour, Restructuring the social 

environment, Social support (unspecified), Social support (practical), Goal setting 

(behaviour), Goal setting (outcome), Problem solving, Action planning, Review 

behaviour goal(s), and Review outcome goal(s) (Table 6.8). To ensure all relevant 

BCTs had been included, the researcher reviewed and applied the APEASE criteria to 

remainder of BCTs (less frequently used) within the BCTTv1 (Michie et al. 2013) for 

the five selected intervention functions, resulting in an additional three unique BCTs 

being included for consideration as viable content options. These were: Monitoring of 

emotional consequences, Pros and cons, and Reduce negative emotions (Table 6.9). 

Finally, the researcher reviewed and refined judgements on all 15 BCTs identified, 

following which it was agreed that 12 of these BCTs were relevant to the delivery of 

the intervention and were to be included as potential viable content options. Despite 

initial favourable judgement of Information about health consequences, it was agreed 

that the inclusion of this BCT would require further exploration to establish the 

level/content of health information that caregivers require and would find acceptable. 

Caregivers are often proactive and constant information seekers (James et al., 2007); 

therefore, a review of current local resources (e.g. print and online media) would first 

be required to establish effectiveness of current information provision and to avoid 

duplication. This was considered outside the scope of the current research; however, 

recognition remains that Information about health consequences is a potentially viable 

BCT that may serve future iterations of the intervention. Two BCTs pertaining to 

social support, e.g. Social support (unspecified) and Social support (practical), were 

also excluded as these BCTs can only be applied if there is explicit mention of this 

support, and not solely by delivering the intervention via peer support (see Section 

5.2.3.2: Identifying Mode(s) of Delivery). 
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Table 6.8. Identification of most frequently used BCTs based on the Intervention Functions 

Intervention 

Function 

COM-B Component Individual BCTs 

(most frequently used) 

Does the BCT meet the APEASE criteria (affordability, practicability, 

effectiveness/cost-effectiveness, acceptability, side-effects/safety, equity) 

in the context of engaging in self-care and managing FOR as a caregiver 

in post-treatment cancer survivorship? 

Education Reflective Motivation 

Information about social and 

environmental consequences 

Not likely to be effective in this context. 

Information about health 

consequences 

Yes – however, further research first required to establish level & content of 

health information wanted by and acceptable to post-treatment caregivers. 

Feedback on behaviour Yes. 

Feedback on outcome(s) of 

the behaviour 

Not appropriate in this context – Caregiver outcome(s) will only be monitored 

as part of intervention data collection procedures & monitoring, rather than a 

strategy aimed at changing behaviour. 

Prompts/cues Yes. 

Self-monitoring of the 

behaviour 

Yes. 

Training 

Psychological Capability 

Physical Opportunity 

Automatic Motivation 

Demonstration of the 

behaviour 

Not appropriate in this context – While Peer Supporter can provide example 

of desired behaviours for caregiver to aspire to or imitate (e.g. modelling), the 

BCT will not be applied directly via peer support-delivered intervention.  
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Instruction on how to perform 

the behaviour 

Not possible in the context of this intervention – specific instruction/skills 

training on how to perform self-care and/or coping behaviours will not be 

possible in this context as behaviours will be unique to each caregiver.  

Feedback on the behaviour Yes. 

Feedback on outcome(s) of 

the behaviour 

Not appropriate in this context – Caregiver outcome(s) will only be monitored 

as part of intervention data collection procedures & monitoring, rather than a 

strategy aimed at changing behaviour. 

Self-monitoring of the 

behaviour 

Yes. 

Behavioural 

practice/rehearsal 

Not possible in this context. 

Environmental 

Restructuring 
Social Opportunity 

Adding objects to the 

environment 

Not possible in this context. 

Prompts/cues Yes. 

Restructuring the physical 

environment 

Not possible in this context. 

Restructuring the social 

environment 

Not appropriate in this context – BCT will not be applied directly via peer 

support-delivered intervention. 

Modelling 
Social Opportunity 

Automatic Motivation 

Demonstration of the 

behaviour 

Not appropriate in this context – BCT will not be applied directly via peer 

support-delivered intervention. 
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Enablement 

Psychological Capability 

Physical Opportunity 

Social Opportunity 

Automatic Motivation 

Social support (unspecified) Yes – however, BCT will not be applied directly via peer support-delivered 

intervention. 

Social support (practical) Yes – however, BCT will not be applied directly via peer support-delivered 

intervention. 

Goal setting (behaviour) Yes. 

Goal setting (outcome) Yes. 

Adding objects to the 

environment 

Not possible in this context. 

Problem solving Yes. 

Action planning Yes. 

Self-monitoring of behaviour Yes. 

Restructuring the physical 

environment 

Not possible in this context. 

Review behaviour goal(s) Yes. 

Review outcome goal(s) Yes. 

BCTs selected: Information about the health consequences; Feedback on behaviour; Prompt/cues; Self-monitoring of behaviour; Social support 

(unspecified); Social support (practical); Goal setting (behaviour); Goal setting (outcome); Problem solving; Action planning; Review behaviour goal(s); 

Review outcome goal(s). 
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Table 6.9. Identification of additional less frequently used BCTs based on the Intervention Functions 
Intervention 

Function 

COM-B Component Individual BCTs 

(most frequently used) 

Does the BCT meet the APEASE criteria (affordability, practicability, 

effectiveness/cost-effectiveness, acceptability, side-effects/safety, equity) 

in the context of engaging in self-care and managing FOR as a caregiver 

in post-treatment cancer survivorship? 

Education Reflective Motivation 
Self-monitoring of the 

outcome(s) of behaviour 

Not appropriate in this context – Caregiver outcome(s) will be monitored as 

part of intervention data collection procedures & monitoring, rather than a 

strategy aimed at changing behaviour. 

Training 

Psychological 

Capability 

Physical Opportunity 

Automatic Motivation 

Self-monitoring of the 

outcome(s) of behaviour 

Not appropriate in this context – Caregiver outcome(s) will be monitored as 

part of intervention data collection procedures & monitoring, rather than a 

strategy aimed at changing behaviour. 

Enablement 

Psychological 

Capability 

Physical Opportunity 

Social Opportunity 

Automatic Motivation 

Self-monitoring of the 

outcome(s) of behaviour 

Not appropriate in this context – Caregiver outcome(s) will be monitored as 

part of intervention data collection procedures & monitoring, rather than a 

strategy aimed at changing behaviour. 

Monitoring of emotional 

consequences 
Yes. 

Pros & cons Yes. 

Reduce negative emotions. Yes. 

Additional BCTs selected: Monitoring of emotional consequences; Pros & cons; Reduce negative emotions. 



 201 

6.2.3.2 Identifying Mode(s) of Delivery 
Findings from the semi-structured interviews with healthcare professionals (Chapter 

4) and caregivers (Chapter 5) were used to inform and guide the selection of mode(s) 

of delivery for the intervention. Using the APEASE criteria to aid judgement, it was 

agreed that there were two modes, both individual-level, through which the 

intervention could be delivered – face-to-face, via telephone, or a combination of both 

(Table 6.10).  

Population-level modes of delivery, i.e. by broadcast, outdoor or print media, were not 

considered appropriate or sufficient enough to achieve the identified aims of the 

intervention, and deliver the selected BCTs, specifically those pertaining to the 

enablement intervention function. Given the current amount of literature and local 

print resources available to caregivers across both NHS and third sector settings, 

leaflets were considered unlikely to be effective and acceptable in the current context. 

However, it was recognised that some outdoor/print media, i.e. posters and leaflets, 

could be used to support delivery, but would be limited to communication/marketing 

of the intervention. Digital media and technology-based interventions, i.e. internet and 

mobile applications, were not deemed appropriate and practicable to implement for 

the current context. Firstly, the development of such resources requires significant 

investment, expertise and specialised support, which is unlikely to be cost-effective 

nor within the scale and scope of the current research. Secondly, web-based support 

for caregivers in Northern Ireland has already been developed, i.e. Cancer Caring 

Coping website (Santin et al., 2018). It does not seem practicable to duplicate these 

efforts but rather build on them, particularly given feedback that, in addition to the 

support provided by the website, caregivers wanted ways to meet with other 

individuals in the same situation (Santin et al., 2018). Lastly, whilst technology-based 

modes of delivery, e.g. mobile-health applications and individually-accessed computer 

programmes, have the potential to deliver the intervention functions and BCTs 

identified for this intervention. However, the acceptability and effectiveness of such 

interventions in the cancer caregiving context remains largely unknown, and further 

research is first required to explore the potential applicability to caregivers in post-

treatment cancer survivorship. 

With regard to format, caregivers in the current research sought individualised 

approaches. Caregivers in the current research expressed a dislike of group support, 
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describing the perceived inability of groups to meet their individual needs and 

preferences for psychosocial support (Chapter 5). Therefore, despite the potential 

ability to deliver the identified intervention functions and BCTs, group delivery was 

not considered appropriate in this context given the lack of acceptability to the post-

treatment caregiving population. Individualised face-to-face, telephone delivery or a 

combined approach were considered equally valid in terms of the judgements made 

based on the APEASE criteria. One-to-one peer support, i.e. emotional, social and/or 

practical support by an individual “who possesses experiential knowledge of a specific 

behaviour or stressor and similar characteristics as the target population” (Dennis, 

2003, p. 329), was strongly and consistently identified across this research by both 

healthcare professionals and caregivers as a gap in current service provision. Given 

that individuals receive appropriate training in order to deliver the intervention, 

individualised peer support (either face-to-face, via telephone or combined approach) 

would therefore be appropriate mode of delivery for the selected intervention functions 

and BCTs, and would be acceptable to both caregivers and healthcare professionals. 

However, consideration should still be given to the identified barriers to psychosocial 

provision; specifically, the potential burden on resources where healthcare 

professional input and/or service support is required to implement and supervise 

delivery of a peer-led intervention.  
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Table 6.10. Identification of Mode of Delivery for Intervention 

Mode of delivery Does the BCT meet the APEASE criteria (affordability, practicability, 

effectiveness/cost-effectiveness, acceptability, side-effects/safety, equity) in 

the context of engaging in self-care and managing FOR as a caregiver in 

post-treatment cancer survivorship? 

Face-to-face 

Individual 

Yes – however, issues of practicability & cost-effectiveness must also be 

considered, i.e. level of healthcare professional input/support required to deliver 

intervention.  

Group 
Unlikely to be effective & acceptable to caregivers in this context. Caregivers 

expressed dislike and avoidance of group-based supports. 

Distance Population-level 

Broadcast media 
TV Not appropriate in the context of this intervention. 

Radio Not appropriate in the context of this intervention. 

Outdoor media 

Billboard Not appropriate in the context of this intervention. 

Poster 
Not appropriate in the context of this intervention – posters may be used to 

support delivery, but would be limited to marketing/promotion of the intervention. 

Print media Newspaper Not appropriate in the context of this intervention. 
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Leaflet 

Not appropriate in this context, but may be used to support delivery (i.e. limited 

to marketing/promotion of the intervention).  Unlikely to be effective or 

acceptable to caregivers as mode of delivery. 

Digital media 
Internet 

Not practicable to implement in this context – online supports are/have already 

been developed within the NI context, e.g. QUB Cancer Caring Coping website 

(Santin et al., 2018). May be used to support delivery (i.e. limited to 

marketing/promotion of the intervention). 

Mobile phone app Not practicable to implement, and unlikely to be cost-effective in this context. 

Individual-level 

Phone 
Phone helpline 

Yes; however, issues of practicability & cost-effectiveness must be considered 

in delivery. 

Mobile phone text Not practicable to implement, and unlikely to be cost-effective in this context. 

Individually-accessed computer 

programme 
Not practicable to implement, and unlikely to be cost-effective in this context.  

Mode of delivery selected: Individual-level; face-to-face or telephone delivery, or combination of both. 
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6.3 CHAPTER DISCUSSION 
This chapter describes the systematic development of an evidence-based and 

theoretically-informed intervention using the BCW methods. The resulting 

intervention is designed to improve the physical, psychological and social wellbeing 

of caregivers across post-treatment survivorship by enabling them to (1) regularly 

engage in self-care behaviours and (2) use appropriate coping strategies to better 

manage cancer-related anxiety and fear of recurrence (FOR). Multiple sources of data, 

including a systematic mixed studies review (Chapter 3) and semi-structured 

interviews with healthcare professionals (Chapter 4) and caregivers (Chapter 5) were 

combined together to produce evidence statements that summarised the key issues 

concerning caregivers in post-treatment survivorship, as well as the barriers and 

facilitators to the use and provision of psychosocial supports in the local cancer 

caregiving context. These evidence statements were then used to identify and select 

the target behaviours for intervention, as well as the intervention functions, active 

ingredients (BCTs) and mode(s) of delivery that were most likely to achieve change 

in the selected target behaviours and address the barriers identified by healthcare 

professionals and caregivers (Chapters 4 and 5). 

 

6.3.1 Summary of Main Results 

6.3.1.1 Understanding the Behaviour 

As discussed across this thesis, there is limited evidence to support the acceptability, 

appropriateness, and effectiveness of current psychosocial interventions for the cancer 

caregiving population (Treanor et al., 2019; Ugalde et al., 2019). There was therefore 

an identified need for interventions to not only target caregivers who are at increased 

risk of poorer outcomes and most likely to benefit from support (Northouse et al., 

2010; Ugalde et al., 2019), but also to focus outcomes to appropriately match 

caregivers’ needs at the point of delivery (Applebaum & Breitbart, 2013). There was 

a strong recognition from the combined evidence of the continuing impact of cancer 

and the caregiving role on caregivers’ physical health, psychological wellbeing, and 

social activities and relationships across survivorship. Within this, it became evident 

that taking time away from the caregiving role to engage in self-care behaviours, and 
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the effective management of cancer-related anxiety and fear of recurrence were major 

challenges for post-treatment caregivers, and therefore both were selected as the target 

behaviours for the current intervention.  

 

Self-care is a difficult behaviour to define, with many interpretations and 

interchangeable uses of the term (e.g. self-management, self-help, self-monitoring, 

self-efficacy etc.) being used over the years (Levin et al., 1977; Hatch & Kickbusch, 

1983; Johnston et al., 2012). The UK Department of Health (2005) define self-care 

behaviour as the care taken by individuals toward their own health and wellbeing, 

including action to maintain good physical and mental health, meet psychological and 

social needs, and prevent illness and injury. The definition used in cancer literature 

builds on this, with self-care being described as the things that are important and 

unique to the individual and in maintaining one’s sense of self, and that gives the 

individual the means to master or deal with problems (Corner, 2001; Corner 2002;). 

Within these definitions, the ‘use of coping strategies to manage heightened cancer-

related anxiety/FOR’ would not be considered quantitatively different, but rather a 

more defined specification of self-care behaviour. FOR, i.e. the degree of concern 

reported by individuals about the chances of cancer returning at a future time (Hodges 

& Humpris, 2009; Northouse, 1981; Thewes et al., 2011), remained a significant and 

persistent concern for caregivers across post-treatment survivorship (Mellon et al., 

2007; Balfe et al., 2016a; Cohee et al., 2015; Graham et al., 2016; van de Wal et al., 

2017). Therefore, it was determined important to be targeted directly by the 

intervention. Similarly, it could be argued that ‘self-care’ should also be broken down 

into more specific and targeted behaviours, e.g. increase intake of fruit and vegetables, 

reduce alcohol consumption etc. Future intervention development and, indeed, future 

iterations of the current intervention might wish to explore and target specific self-care 

behaviours in post-treatment caregivers, e.g. physical activity only. However, this was 

not considered appropriate within the context of the current intervention. Behaviour 

change theory highlights that, in order to change, maintain and self-regulate health 

behaviours, it is important that individuals are able to choose the activities that are best 

aligned, cognitively and behaviourally, with their own definition of self and personal 

goals (Maes & Gebhardt, 2000). Both healthcare professionals and caregivers had 

identified that individual variation in caregivers’ needs and preferences for support 

across survivorship was a key barrier to use of psychosocial supports. Therefore, rather 
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than define which self-care behaviours caregivers should focus on, the current 

approach sought to allow caregivers who participate in the intervention to select 

behaviours that were personally meaningful and relevant to their personal 

circumstances and current health, wellbeing and support needs. In doing this, it is 

expected that caregivers are more likely to be successful in implementing and 

maintaining changes to their behaviour over time (Maes & Gebhardt, 2000). 

 

The behavioural analysis identified that change was primarily needed in caregivers’ 

psychological capability and reflective motivation for both of the target behaviours 

selected for intervention. More specifically, it was determined that a significant shift 

in caregivers’ understanding and beliefs about their own health and wellbeing in the 

context of the caregiving role and patient’s cancer diagnosis was required. There was 

strong evidence to support that caregivers continued to prioritise the patient’s post-

treatment health before their own in survivorship (Manne et al., 2015; Harrow et al., 

2008; Kim et al., 2007a; Rivers et al., 2012). In gender studies and interpersonal 

relationship research, this is described as self-silencing, i.e. the propensity to engage 

in compulsive caretaking, and inhibit self-expression (thoughts, feelings and/or 

behaviours) in order to avoid conflict or loss (Carr et al., 1996). Ussher & Perz (2010) 

reported that self-silencing was significantly associated with increased anxiety and 

depression in cancer caregivers. This supports current findings that engaging in 

appropriate behaviours that focus on caregiver health, wellbeing and maintenance of 

sense of self within caregiving role would prevent further decline in physical health 

(Shaffer et al., 2017) and promote psychological/emotional wellbeing across post-

treatment survivorship (Dempster et al., 2011). However, given its particular relevance 

to the cancer caregiving context, further research should be undertaken to gain a better 

understanding of self-silencing behaviours on caregiver physical health, psychological 

wellbeing and social need in post-treatment survivorship. Future intervention 

development and implementation may seek to include self-silencing as a target 

behaviour, particularly if targeting communication behaviours between couples living 

with cancer and/or poorer psychological wellbeing in female caregivers (Ussher & 

Perz, 2010). 

 



 208 

6.3.1.2 Identifying Intervention Options and Content 
As with the selection, specification and behaviour analysis of the target behaviours for 

intervention, identification of the intervention functions and BCTs was guided by the 

evidence collected across the course of this research. This ensured that all the data 

collected was used to its fullest extent, and that due consideration was given to how 

the active ingredients of the intervention could address the barriers for psychosocial 

support provision/use identified by healthcare professionals and caregivers.  

For example, caregivers included in the current research expressed a preference for 

individualised approaches to intervention delivery. Groups often seek to bring together 

similar individuals and provide a forum for education, exploration and confrontation 

of the targeted issues, i.e. cancer and/or caregiving (Weber et al., 2007). However, 

caregivers in the current research expressed a dislike of group supports, describing the 

perceived inability of groups to meet their individual needs (Chapter 5). This is a 

common theme within the cancer support group literature, with the most commonly 

reported reasons for non-attendance or unwillingness to participate cited as conflict of 

group meetings (e.g. timing/location) with other responsibilities, and failure to meet 

individual variation in needs and preferences for support (Reid Rudy et al., 2001; 

Pillemer & Suitor, 2002; Locock & Brown, 2010; Pistrang et al., 2012). Therefore, 

despite the potential ability to deliver the identified intervention functions and BCTs, 

group delivery was not considered appropriate in this context given the lack of 

acceptability to the post-treatment caregiving population.  

Peer support was strongly and consistently identified across this research, by both 

healthcare professionals and caregivers, as a current gap in service provision and 

acceptable mode of delivery for the intervention. Peer support is defined as common 

form of social support built on a fundamental experiential similarity between peers, 

i.e. bringing together of at least two individuals on the basis of a shared experience, 

such as a similar stressor or health condition (Sabir et al., 2003; Dennis, 2003; Lee et 

al., 2013; Pistrang et al., 2013; Greenwood et al., 2013). It was hypothesised that, if 

caregivers could deliver the current intervention, this would also alleviate some of the 

challenges experienced by healthcare professionals in providing psychosocial support 

to caregivers in post-treatment survivorship. More specifically, peer-delivered support 

would reduce the pressure/burden placed on clinical teams to support caregivers’ 

psychosocial wellbeing alongside the medical needs of the patient. 
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A number of other barriers were identified by healthcare professionals and caregivers 

that were not directly targeted by the intervention. Instead, these barriers were used to 

inform ongoing decision-making about intervention delivery and future 

implementation, and/or were included as part of the operationalisation process, i.e. 

how the active ingredients (BCTs) of the intervention might be delivered in practice. 

For example, clinical healthcare professionals’ knowledge about psychosocial service 

remit and referral pathways was an identified barrier to providing psychosocial support 

within the current post-treatment cancer caregiving context. It was therefore suggested 

that, in order to support delivery and implementation of the intervention that elements 

of healthcare professional education should be included to ensure that healthcare 

professionals, particularly those based in clinical settings, are familiar with and feel 

confident in referring/signposting caregivers to the intervention. It could be argued 

that, to fully support change in healthcare professionals’ referral/signposting 

behaviours, additional interventions that directly target healthcare professionals’ 

capability, opportunity and motivation to provide psychosocial support to caregivers 

across survivorship may need to be put in place. Firstly, there are already a number of 

regular opportunities, e.g. multidisciplinary team meetings and development days, 

translational research groups, and the NI Cancer Research Consumer Forum 

(NICRCF), through which additional healthcare professional training/education could 

be provided. Efforts to further multidisciplinary and inter-agency collaboration, and 

optimise the use of current time and resources invested in these opportunities should 

be explored. Secondly, the development of a secondary intervention targeting 

healthcare professional behaviour was considered beyond the scope of the current 

research; however, it may be of value in future research or in further iterations of the 

intervention.  

 

6.3.1.3 Utility of BCW Methods 
The BCW provided a systematic and theoretically-guided approach to intervention 

development. Its use helped the researcher to understand the range of factors 

influencing the target behaviours, all potential intervention options and BCTs through 

which the change in the target behaviours could be delivered. This step-by-step 

process, therefore, prompted the researcher to consider potential options for the 

intervention that otherwise may have been overlooked. Judgements were required at 
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each step of the development process, which, where possible, were evidence-based 

and guided by the findings of the systematic review (Chapter 3) and semi-structured 

interviews with healthcare professionals (Chapter 4) and caregivers (Chapter 5). 

Rationale supporting each judgement was documented throughout the process to 

improve transparency and future replication of the development process. As a result, 

the researcher felt more confident in choosing intervention options and content that 

was appropriate and relevant to the context of caregiving in post-treatment 

survivorship.  It is also hoped that, by following such a comprehensive approach to 

intervention development, this addresses an identified need for clearer, detailed 

descriptions of interventions targeting the psychosocial wellbeing of cancer caregivers 

(Treanor et al., 2019). 

Comparability across studies which have also used the BCW is limited given the 

differing populations, target behaviours and overall intervention design. However, it 

was found that the current intervention included significantly more BCTs compared to 

other intervention design studies using BCW methods (Connell et al., 2015; Sinnott et 

al., 2015; Webb et al., 2016). For example, both the interventions by Sinnott et al. 

(2015) and Webb et al. (2016) describe the use of brief advice/consultation to deliver 

only five BCTs. The study by Connell et al. (2015), which directly targeting service 

users’ behaviour, included 6 BCTs. In contrast, the current intervention included a 

total of 12 BCTs. It is likely that the higher the number of contact hours and the longer 

the duration of the intervention, the more BCTs it will encompass.  However, there is 

currently no evidence available to suggest whether the inclusion of more BCTs has 

any influence on improving physical health and psychosocial wellbeing, nor changing 

self-care and coping behaviours in the post-treatment cancer caregiving context. 

Further refinement of the intervention through pilot testing, and consultation with 

behaviour change experts, healthcare professionals and caregivers will provide more 

of an indication as to how practical, affordable and effective the BCTs are to deliver 

within this context. 

The challenges experienced in using the BCW were not dissimilar to those reported 

by other researchers using the same methods (Connell et al., 2015; Webb et al., 2016; 

Sinnott et al., 2015). Most pertinently, the BCW generates a large volume of work that 

can be labour-intensive and time-consuming to complete, and due consideration to 

ensuring the sufficient time and resources are available is required prior to 

commencing the development process. For example, the current research project has 
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taken approximately four years from systematic review to full intervention design, and 

still requires further refinement and pilot testing to determine its effectiveness in 

practice. Furthermore, using the BCW to guide intervention development necessitates 

in-depth familiarity and understanding of its component parts, and descriptors of the 

intervention functions and BCTs. Indeed, this was facilitated by the researcher’s 

(ERGM) undertaking of a Stage 2 Qualification in Health Psychology towards the end 

of this project; this presented her with unique opportunities to attend training on using 

the BCW and coding BCTs, but also to consult with academic and practitioner health 

psychologists who had contributed to the development of the BCW, the BCTTv1 

and/or had experience of applying these methods in research and clinical practice.  

 

6.3.2 Strengths and Limitations 

To the researcher’s knowledge, this is the first intervention for caregivers in post-

treatment cancer survivorship to be developed using the BCW methods. 

The BCW methods are in keeping with MRC recommendations that theory should 

underpin development, and potential barriers for both those at whom the intervention 

is targeted and those involved in its delivery should be considered (Craig et al., 2008). 

Without losing methodological rigour or transparency, intervention design can be 

modified and adapted to address identified weaknesses across the iterative stages of 

development and implementation. Furthermore, if shown to be effective, the 

interventions are readably modifiable for use within similar settings and populations 

(Michie et al., 2014). 

The evidence on which the intervention was built was synthesised from three sets of 

data – a systematic mixed studies review (Chapter 3) and semi-structured interviews 

with healthcare professionals (Chapter 4) and post-treatment caregivers (Chapter 5). 

Pertinently, both sets of interviews were conducted with individuals who were 

recruited within a single area of the UK – Northern Ireland, and most predominantly 

the urban area of Belfast. Given this, the extent to which the results of the COM-B 

behavioural analysis and resulting intervention are transferable to similar contexts 

and/or populations is unclear. The MRC framework suggest that a specific and 

contextual understanding of barriers is necessary when developing complex health 

interventions (Craig et al., 2008). Therefore, although recruitment strategies may have 
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reduced the overall generalisability of findings to other settings, it’s possible that 

increased contextual understanding was gained in its place. Furthermore, as a 

collective, the researcher and supervisory team brought diverse clinical and academic 

perspectives to the development process. Despite this, there is a recognition that, 

moving forward, ongoing development and implementation of the intervention should 

be supported by continued input from healthcare professionals and caregivers, as well 

as wider consultation with experts in behaviour change.  

Despite being guided by evidence, using the BCW requires a considerable amount of 

judgement by the researcher. At times, this may be subjective, and it is possible that 

such judgement could have introduced bias into the development process. Attempts to 

minimise this were made across the research through continuous and iterative 

discussion between the researcher and supervisory team, and reflection back on the 

evidence to ensure that any judgement made appropriately reflected the views and 

experience of the individuals whom the intervention sought to target. Lastly, despite 

use of the APEASE criteria to focus the selection of intervention options and content, 

the researcher found it challenging to not be ‘overly inclusive’. For example, based on 

the criteria, several intervention functions and BCTs were found to be acceptable and 

potentially effective for delivering the intervention. Again, further refinement and 

iterations of the intervention are required to determine how practical and affordable 

the intervention is to deliver in practice.  

 

6.3.3 Chapter Conclusion 

This chapter has described the systematic development of peer-delivered intervention 

to support caregivers’ physical, psychological and social wellbeing across post-

treatment cancer survivorship. The proposed intervention is multifaceted and complex, 

including 12 unique BCTs delivered across five intervention functions and supported 

via a single policy category.  

Using the BCW was time-consuming and the methods are not a ‘magic bullet’ for 

intervention development (Michie et al., 2014). However, it provided a comprehensive 

framework and system for making the best use of current understanding and resources, 

resulting in development of an evidence-based and theoretically-coherent intervention 

relevant to the Northern Irish/UK context. The next chapter aims to builds on this 
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process by presenting an initial draft of the intervention, and describing how it might 

be implemented in practice. 
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7 CANCER, CARING, CONNECTING:  

A PEER SUPPORT PROGRAMME 
 

“Early days, I would like someone who knows what they are talking about, 

coming to me and telling me what to expect … it’d be nice just even to meet 

other carers, and just to get lifted up… just help them and hear what 

they’re saying.”  

(CCG09) 

 

 

The previous chapter (Chapter 6) described the systematic development of a peer-

delivered intervention using the BCW (Michie et al., 2014) to support caregivers’ 

physical, psychological and social wellbeing across post-treatment cancer 

survivorship. Based on a COM-B analysis of the combined evidence from Chapters 3 

– 5, the intervention targets caregivers’ self-care behaviours, and use of coping 

strategies to manage cancer-related anxiety/FOR, and includes 12 unique BCTs 

delivered via individual-level (i.e. one-to-one) peer support.  

However, to aid future implementation and evaluation, intervention description 

involves more than just providing a label or list of ‘ingredients’ (Hoffman et al., 2016). 

It needs to report on key features (i.e. duration, dose or intensity, mode of delivery, 

essential processes and monitoring), all of which can influence efficacy and 

replicability, but are often missing or poorly described in the literature (Ussher et al., 

2009; Northouse et al., 2010; Hoffman et al., 2016; Treanor et al., 2019; Ugalde et al., 

2019). Therefore, this chapter builds on intervention development presented in 

Chapter 6 by providing a background on the delivery of peer support intervention, 

specifically in the context of cancer and chronic illness caregiving, followed by a 

description of the proposed intervention. This description includes the 

operationalisation of 12 BCTs and description of how these might be implemented 

into practice. 
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7.1 BACKGROUND ON PEER SUPPORT INTERVENTIONS 
Social support, the "perceived or actual instrumental and/or expressive provisions 

supplied by the community, social networks, and confiding partners" (Lin, 1986, p. 

18), has long been recognised as an important contributor to health and wellbeing. 

Theoretical, descriptive, and research evidence have shown that social support can 

positively influence health outcomes, and demonstrated the importance of social 

relationships in the treatment of disease, health promotion, and maintenance of health 

and wellbeing (Dennis, 2003; Campbell et al., 2004). Given the recognition that 

healthcare professionals alone are unable to address evolving health needs, the use of 

peer support, i.e. support provided by lay individuals with experiential similarities and 

knowledge, to complement professional healthcare service provision has become an 

increasingly significant element in the delivery of quality health and social care 

(Pistrang et al., 1999; Dennis, 2003; Campbell et al., 2004; Simoni et al., 2011). 

 

Peer support is a common form of social support and is built on a fundamental 

experiential similarity between individuals, i.e. at least two individuals are brought 

together based on an experience that they share, such as the experience of a similar 

stressor or health condition (Sabir et al., 2003; Dennis, 2003; Lee et al., 2013; Pistrang 

et al., 2013; Greenwood et al., 2013). This is distinct from ‘natural lay helpers’, i.e. 

individuals to whom others “naturally” turn to for advice, emotional and tangible 

support, and ‘paraprofessionals’, i.e. individuals who have been trained to a level of 

standardised competence and are performing tasks that would normally be carried out 

be practitioners (Eng et al., 1997; Dennis, 2003). Primarily, peer support involves the 

provision of emotional support (i.e. support intended to enhance self-efficacy, self-

esteem, reduce negative feelings and improve relationships), and informational 

support (i.e. support intended to increase knowledge, understanding, coping skills and 

sense of control) (Dennis, 2003; Campbell et al., 2004; Power & Hegarty, 2010; 

Pistrang et al., 2012; Lee et al., 2013).  
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7.1.1 Peer Support in Cancer and Chronic Illness Caregiving 
Context 

The use of peer support has been widely explored within cancer patient populations, 

and with caregivers of people with chronic illness, primarily dementia (Dunn et al., 

1999; Charlesworth et al., 2011; Pistrang et al., 2012; Greenwood et al., 2013). 

For those who received peer support, the support provided was considered to be highly 

responsive to and supportive of the recipients’ needs (Pillemer & Suitor, 2002). One 

of the key perceived benefits of peer support was that it was based on shared 

experience or struggle (Greenwood et al., 2013), and therefore allowed the recipient 

to achieve a level of openness and honesty about their experience and concerns 

(Goodman & Pynoos, 1988; Allicock et al., 2014), and receive a level of empathic 

support that was not perceived to be available from other sources of social support 

(e.g. partner/spouse, family, friends, colleagues) (Dunn et al., 1999; Power & Hegarty, 

2010; Ono et al., 201). Recipients particularly appreciated the opportunity to connect 

with somebody who personally understood their experience, and who had ‘inside 

knowledge’ or could ‘speak the same language’ (Pillemer & Suitor, 2002; Power & 

Hegarty, 2010; Greenwood et al., 2013; Ono et al., 2017). This allowed them to 

recognise that they were not alone or unique in their experiences (Locock & Brown, 

2010; Greenwood et al., 2013). Particularly for cancer patients, peer support provided 

reassurance about their emotional response to cancer and made them feel more hopeful 

about the future (Reid Rudy et al., 2001; Power & Hegarty, 2010; Pistrang et al., 2012); 

reduced feelings of anxiety (Dunn et al., 1999; Crane-Okada et al., 2012); decreased 

social isolation and feelings of loneliness (Dunn et al., 1999; Pistrang et al., 2012); as 

well as being reported to improve their self-efficacy to manage cancer-related 

problems (Giese-Davis et al., 2006; Weber et al., 2007; Lee et al., 2013). 

Peer support also had positive benefits for those delivering it. In providing support to 

someone in a similar position, peer supporters reported that they felt empowered, 

useful, and enjoyed the opportunity to ‘give back’ for the support they had received 

(Reid Rudy et al., 2001; Allicock et al., 2012; Pistrang et al., 2013; Allicock et al., 

2014). For caregivers, offering peer support was seen as an opportunity to develop a 

new sense of self or increased purpose, particularly where there had been a change to 

or loss of their caregiving role (Greenwood et al., 2013; Allicock et al., 2014). Most 

of all, peer supporters reported that, in providing peer support to others, it allowed 

them to reflect on and come to terms with their own experience of cancer and/or 
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caregiving for someone with a chronic disease (Greenwood et al., 2013; Allicock et 

al., 2014), often gaining a new, more positive perspective or sense of closure (Pistrang 

et al., 2013). 

 

7.2 CANCER CARING CONNECTING: PEER SUPPORT 
PROGRAMME 

As identified during the intervention development phase (Chapter 6), the proposed 

intervention – Cancer Caring Connecting: Peer Support Programme (CCC-PSP) – 

includes 12 BCTs to be delivered across five intervention functions (education, 

training, environmental restructuring, modelling and enablement), and which aimed to 

addressed deficits in five components of the COM-B model (psychological capability, 

physical and social opportunity, and automatic and reflective motivation). The overall 

aim of this intervention is to improve caregiver physical health, psychological 

wellbeing and to reduce emotional need across post-treatment cancer survivorship, by 

targeting caregivers’ self-care behaviours and use of coping strategies to manage 

cancer-related anxiety/FOR. A logic model, presented in Figure 7.1., was developed 

to illustrate the relationship between the intervention activities (characterised by 

selected BCTs) and the desired outcomes of the intervention (Lando et al., 2006).   

 

This model is specifically tailored to the current work presented in this thesis; 

however, it is also dependent on having sufficient funding and expertise available in 

the local context to support implementation. A description of the proposed 

intervention, as per the intervention development work completed in Chapter 6 and 

outlined in the logic model (Figure 7.1.) is described below. 

 

 



 218 

 
Figure 7-1 Logic Model for the Proposed Intervention – Cancer Caring Connecting: Peer Support Programme (CCC-PSP) 
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7.2.1 Setting 

The intervention would require buy-in and support from an organisation, NHS or third 

sector, to deliver the intervention. However, based on the findings of Chapter 4 and 5, 

specifically the barriers to delivering psychosocial support to cancer caregivers, it is 

recommended that the intervention is placed within a non-clinical (e.g. Macmillan 

Cancer Support and Information Centres), or third sector setting (e.g. cancer 

charity/support organisations). Whilst support from clinical healthcare professionals 

and teams would still be required for implementation into practice (e.g. identification 

of potential participants, see Section 7.2.2.2), this research highlighted that no further 

burden should be placed on these individuals/services to provide long-term and/or 

intense psychosocial support to caregivers in post-treatment survivorship. 

 

The intervention would also require staff available in the host organisation to take on 

the role of Programme Co-ordinator(s) to oversee the day-to-day delivery of the 

intervention, provide clerical and administrative support, and act as the primary point 

of contact for caregivers across the duration of the intervention. However, the current 

peer support literature has recognised that providing training to individuals who will 

be directly delivering peer support is often not sufficient and should be followed up 

with supervision by clinical/support teams. This was important to ensure that peer 

supporters had a forum for discussion about the intervention and support they were 

providing, had current knowledge and understanding of local resources, and to ensure 

that the intervention was not acting solely as a transfer of care from healthcare 

professionals to peer support (Giese-Davis et al., 2006; Allicock et al., 2012; Crane-

Okada et al., 2012; Greenwood et al., 2013; Pistrang et al., 2013). Therefore, the role 

of the Programme Co-ordinator(s) would also be responsible for providing ongoing 

support to the caregivers who are delivering the intervention (Peer Caregiver 

Supporters) to maintain their sense of competency in providing peer support to other 

caregivers, and ensure that their support needs are being met. This will include the 

opportunity for telephone contact with the Programme Co-ordinator(s) to review and 

debrief after each peer support session (Greenwood et al., 2013). 
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7.2.2 Participants 

7.2.2.1 Eligibility 

The Cancer Caring Connecting: Peer Support Programme (CCC-PSP) is designed to 

give caregivers of patients who are approaching the end or who have completed active 

treatment for cancer, referred to here as Caregiver Participants (CPs), access to a Peer 

Caregiver Supporter (PCS) who is an experienced caregiver of a patient who is at least 

1-year post-treatment. Therefore, and as per the definitions of caregiving and post-

treatment survivorship adopted in this thesis, those eligible to participate in the 

intervention should meet the following criteria: (1) Adult (18 years or over); (2) 

English-speaking; (3) providing care for a patient who was an adult, diagnosed with 

any type of cancer, and who had completed active treatment for a primary cancer 

diagnosis (with the exception of preventative treatment strategies, e.g. hormone 

therapies); and (4) providing care in their own home and not in a hospital or residential 

care setting. 

Caregivers would not be eligible to participate in the intervention if the patient is 

diagnosed with a recurrence or progression of the disease, or if the caregiver has 

received a diagnosis of cancer in the past year or was receiving cancer treatment. 

Additionally, participants should be psychologically well enough to participate in the 

intervention; therefore, care should be taken to ensure that individuals are not being 

matched for peer support where they were reporting higher symptoms of 

anxiety/depression, poor physical health or wellbeing requiring professional support, 

or lack of confidence in coping with cancer (Ashbury et al., 1998; Giese-Davis et al., 

2006). It is key that the individual offering support is managing the stressors associated 

with cancer and post-treatment caregiving more successfully than the individual they 

would be providing support to (Thoits, 1986; Reid Rudy et al., 2001). Peer supporters, 

therefore, should be considered resilient enough to deal with the inevitable challenges 

that they will encounter during the intervention (Pistrang et al., 2013). 

The Programme Co-ordinator(s), based within the host organisation, would recruit and 

screen the potential caregiver participants (CPs) and the PCSs for eligibility to 

receive/deliver the intervention. Where individuals do not meet the eligibility criteria 

for the intervention, the Programme Co-ordinator(s) would provide advice/guidance 

and signpost the individual to appropriate psychosocial supports, e.g. counselling, 

support groups etc. 
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7.2.2.2 Recruitment 
To address the inherent difficulties in recruiting caregivers, experienced in this thesis 

and more broadly across caregiving research, the recruitment strategy for the 

intervention should be both direct and indirect (Feldman et al., 2008; Charlesworth et 

al., 2011).  

Direct recruitment strategies would involve targeting individuals (either as a CP or 

PCS) within community, clinical and non-clinical oncology settings using print media 

(e.g. leaflets, flyers, posters) and digital/broadcast media (e.g. adverts placed online 

and/or on the radio) (Michie et al., 2014). Indirect recruitment strategies should also 

be considered. This would involve healthcare professionals (e.g. consultants, clinical 

nurse specialists, and Macmillan support managers/volunteers), who are already in 

contact with the target population across the course of the patient’s treatment and at 

review appointments, telling potential participants about the intervention and 

distributing recruitment materials (Charlesworth et al., 2011). 

 

7.2.2.3 Matching 
Appropriate matching of participants is considered an essential component of peer 

support interventions. However, there is little consensus on how to match individuals 

matched, and the characteristics that should be included in this process to determine a 

successful pairing. Primarily, and in an attempt to encourage longer and more 

satisfying peer relationships (Sabir et al., 2003), matching is based on key social 

characteristics of the individuals (e.g. age, gender, geographical proximity) and 

similarities in experience (e.g. cancer type, treatments received, relationship to patient) 

(Reid Rudy et al., 2001; Charlesworth et al., 2011; Allicock et al., 2012; Pistrang et 

al., 2012; Pistrang et al., 2013), as well as the ‘clinical judgment’ of healthcare 

professionals involved in supporting the intervention (Giese-Davis et al., 2006; 

Pistrang et al., 2012). 

In the current intervention, CPs and PCSs will therefore be paired based on 

demographic factors – cancer type, caregiver’s relationship to the patient, and 

geographical proximity – as well as any expressed personal preferences by the 

caregivers, such as gender or having dependent children. The Programme Co-ordinator 

will be responsible for pairing CPs and available PCSs; this process will be facilitated 

to ensure a correct by giving the potential CP-PCS pair information about each other 
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in advance of their meeting, and by seeking feedback on the match after the first 

contact (Reid Rudy et al., 2001; Pistrang et al., 2013; Lee et al., 2013).  

 

7.2.3 Mode of Delivery 

As identified during intervention development in Chapter 6, the most acceptable mode 

of delivery for the intervention was individual-level (one-to-one) peer support, 

delivered either face-to-face or via telephone.  

In individual-level support, the individual is paired with one other person instead of 

several members of a group. This mode of delivery is typically more unidirectional, 

with the peer supporter in a designated helping role (Weber et al., 2007; Pistrang et 

al., 2013), and offers those who, because of personality characteristics or past 

experience, avoid group intervention to still benefit from developing a supportive 

relationship with someone who has experienced the same problem (Pillemer & Suitor, 

2002). Additionally, individual-level supports can help overcome transportation and 

scheduling problems that are often experienced within groups, without compromising 

the benefits of interpersonal interactions (Reid Rudy et al., 2001). 

Previous research has indicated that peer support can be successfully provided either 

in or as a combination of face-to-face, telephone, or even online formats (Dennis, 

2003; Simoni et al., 2011; Pistrang et al., 2012). Telephone-delivered interventions 

have great potential for accessibility to peer support as individuals can meet regardless 

of where they live and at a time that fits into their lives (Goodman & Pynoos, 1988; 

Crane-Okada et al., 2012). It can be particularly attractive to those who find the idea 

of meeting someone face-to-face challenging or off-putting (Locock & Brown, 2010). 

However, whilst telephone-delivered peer support has previously been reported as 

satisfactory to caregivers, some individuals would have preferred more frequent 

contact or more opportunities to meet face-to-face (Allicock et al., 2012; Allicock et 

al., 2014). 

In the current intervention, contact is initiated over the telephone by the PCS to 

organise a time/place to meet in-person with the CP for the first session. Depending 

on feasibility and the CP’s preference, future peer support sessions can be then 

delivered either face-to-face or over the telephone. 
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7.2.4 Frequency & Duration 

Another major consideration in intervention design is the required “dose”, or the 

frequency and duration of the support received (Campbell et al., 2004; Crane-Okada 

et al., 2012). Specifically, researchers must balance including a sufficient number of 

peer contacts to provide meaningful support and produce effects, whilst avoiding too 

extensive an intervention that would be perceived as burdensome and have limited 

potential for replicability (Pillemer & Suitor, 2002; Locock & Brown, 2010). Within 

the literature, there is no conclusive evidence to determine the ‘right’ frequency and 

duration of peer support interventions. Often interventions have set a target number of 

contacts between participants; however, 6 contacts/sessions were considered too short 

or compressed to reduce anxiety or depression (Lee et al., 2013), with a minimum of 

12-weeks required to allow for a supportive peer relationship to develop (Pistrang et 

al., 2013). 

In the current intervention, PCSs are asked to support their CPs for at least one hour 

per week for the first 3 months (12 contacts/sessions), and then to reduce the frequency 

to at least once per month for a further 9 months (9 contacts/sessions), for a totally of 

21 contacts/sessions. This takes into consideration the time required to establish a 

working peer relationship, the potential changes in caregiver needs across 

survivorship, as well as ensuring support is provided around the patient’s first post-

treatment review appointment, which has been identified in Chapters 4 – 6 as a 

challenging time for caregivers, particularly in managing their cancer-related anxiety 

and FOR.  

 

7.2.5 Structure & Content of Peer Support Sessions 

A total of 21 peer support sessions will be delivered by the PCS to the CP, once per 

week for the first 3 months, followed by once per month for a further 9 months. The 

content of the peer support sessions was guided by the BCTs selected during 

intervention development (Chapter 6). A matrix was developed to present the content 

and the proposed mechanisms of action by ‘operationalising’ the selected BCTs, i.e. 

describing how each BCT would be delivered by the PCS in practice (Appendix 27). 

The proposed structure and content of each peer support session is outlined in Table 

7.1. 
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Table 7.1. Structure and Content of Peer Support Sessions 
Session 1 (first session) 1. Open Session. Introduction of self and role as Peer Caregiver Supporter (PCS) to caregiver (CP). 

2. Review and discuss CP’s expectations of the CCC-PSP intervention, and of peer sessions. Set agenda for 
the session. 

3. Explore CP’s experience of cancer, and need for support. Encourage/support CP to set a personally-relevant 
focus to work towards across the duration of the intervention (in relation to increasing self-care behaviours, 
and/or use coping strategies to manage cancer-related anxiety/FOR). If required, provide information on 
importance of self-care behaviours and coping across survivorship.  

a. Reduce negative emotions (BCT 11.2) 
b. Pros and cons (BCT 9.2)  
c. Goal setting (outcome) (BCT 1.3) 
d. Problem solving (BCT 1.2) 

4. Encourage CP to set a set a smaller goal to work towards chosen outcome goal between Session 1 and 
Session 2 (i.e. over next week). Use Goal Setting worksheet to assist in delivering this activity. 

a. Reduce negative emotions (BCT 11.2) 
b. Pros and cons (BCT 9.2) 
c. Goal setting (behaviour) (BCT 1.1) 
d. Problem solving (BCT 1.2) 
e. Action planning (BCT 1.4) 
f. Prompts/cues (BCT 7.1) 

5. Introduce CP to concept of self-monitoring their self-care & coping behaviours, and instruct on how to use 
the ABC diary. 

a. Self-monitoring of behaviour (BCT 2.3) 
b. Monitoring of emotional consequences (BCT 5.4) 

6. Review discussion, including goals set by CP, and close session. 
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Sessions 2 – 20 1. Open Session. Review and discuss CP’s expectations and set agenda for the session. 
2. Explore and reflect on CP’s progress with goal (behaviour) set at last session and reasons why this has been 

achieved/partially achieved/not achieved. Consider and explore with CP whether goal (outcome) is still 
appropriate. If required, encourage/support CP to set a new or adjust current outcome goal to work towards 
the duration of the intervention (in relation to increasing self-care behaviours, and/or use coping strategies 
to manage cancer-related anxiety/FOR). If required, provide information on importance of self-care 
behaviours and coping across survivorship.  

a. Reduce negative emotions (BCT 11.2) 
b. Feedback on behaviour (BCT 2.2) 
c. Review behaviour goal(s) (BCT 1.5) 
d. Review outcome goal(s) (BCT 1.5) 
e. Goal setting (outcome) (BCT 1.3) 

3. Encourage CP to set a set a new behaviour goal to work towards chosen outcome goal for next session i.e. 
over next week or month). This should either build on the current behaviour goal (if achieved/partially 
achieved), remain the same (if partially achieved/not achieved), or adjusting current behaviour goal (if 
partially achieved/not achieved). Use Goal Setting worksheet to assist in delivering this activity.  

a. Reduce negative emotions (BCT 11.2) 
b. Pros and cons (BCT 9.2) 
c. Goal setting (behaviour) (BCT 1.1) 
d. Problem solving (BCT 1.2) 
e. Action planning (BCT 1.4) 
f. Prompts/cues (BCT 7.1) 

4. Ask CP to continue self-monitoring their self-care & coping behaviours, using ABC diary. 
a. Self-monitoring of behaviour (BCT 2.3) 
b. Monitoring of emotional consequences (BCT 5.4) 

5. Review discussion, including goals set by CP, and close session. 
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Session 21 (last session) 1. Open Session. Review and discuss CP’s expectations and set agenda for the session. 
2. Explore and reflect on CP’s progress with goal (behaviour) set at last session and reasons why this has been 

achieved/partially achieved/not achieved. Consider and explore with CP whether goal (outcome) is still 
appropriate. If required, encourage/support CP to set a new or adjust current outcome goal to work towards 
the duration of the intervention (in relation to increasing self-care behaviours, and/or use coping strategies 
to manage cancer-related anxiety/FOR). If required, provide information on importance of self-care 
behaviours and coping across survivorship. 

a. Reduce negative emotions (BCT 11.2) 
b. Feedback on behaviour (BCT 2.2) 
c. Review behaviour goal(s) (BCT 1.5) 
d. Review outcome goal(s) (BCT 1.5) 
e. Goal setting (outcome) (BCT 1.3) 

3. Encourage CP to set a set a new behaviour goal to work towards chosen outcome goal for next session i.e. 
over next week or month). This should either build on the current behaviour goal (if achieved/partially 
achieved), remain the same (if partially achieved/not achieved), or adjusting current behaviour goal (if 
partially achieved/not achieved). Use Goal Setting worksheet to assist in delivering this activity. 

a. Reduce negative emotions (BCT 11.2) 
b. Pros and cons (BCT 9.2) 
c. Goal setting (behaviour) (BCT 1.1) 
d. Problem solving (BCT 1.2) 
e. Action planning (BCT 1.4) 
f. Prompts/cues (BCT 7.1) 

4. Ask CP to continue self-monitoring their self-care & coping behaviours. 
a. Self-monitoring of behaviour (BCT 2.3) 
b. Monitoring of emotional consequences (BCT 5.4) 

5. Review current session discussion, including goals set by CP. Explore and discussion CP’s post-
intervention expectations and any needs for support. Signpost to local resources where relevant. Close the 
session and intervention.  
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7.2.6 Outcomes 

The overall aim of the intervention is to improve physical health, 

psychological/emotional wellbeing, and to reduce social need in caregivers across 

post-treatment survivorship by specifically targeting caregivers’ performance of self-

care behaviours and use of effective coping strategies to manage cancer-related 

anxiety/FOR. 

As per the logic model presented in Figure 7.1., it is expected that by increasing 

caregivers’ psychological capability, physical and social opportunity, and automatic 

and reflective motivation to perform the target behaviours that: (1) the number and 

frequency of caregivers’ self-care behaviours, as well as their confidence and 

motivation to engage in self-care activities will increase; and (2) the use of positive 

coping strategies, as well as caregivers’ confidence and motivation to use positive 

coping strategies, particularly during stressful/busy caregiving periods will increase, 

and the number of negative coping strategies will decrease. 

It is expected that this will result in (1) greater caregiver physical health; (2) greater 

psychological/emotional wellbeing, including reducing anxiety, cancer-related anxiety 

and experience of FOR; and (3) reduce social need, including reduced social isolation, 

greater perceived social support, greater time spent by caregiver on non-caregiving 

activities, and reduced caregiver burden. 

As identified in Chapter 1, there is a need for greater reporting of long-term outcomes 

and follow-up measures in the current cancer caregiving literature (Northouse et al., 

2010; Treanor et al., 2019). Therefore, intervention outcomes should not only be 

measured at baseline and across the duration of the intervention at 3-, 6-. and 12-

months, but also post-intervention at 3-, 6- and 12-months to examine whether any 

observed effects of the intervention persisted over time. 
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7.3 CHAPTER SUMMARY 

To date, the work in this thesis culminates in a peer-delivered intervention aimed at 

improving the physical health, psychological wellbeing and reducing social need in 

caregivers across post-treatment cancer survivorship. Previous chapters (Chapter 3 – 

6) have described a coherent intervention development process, in line with the best 

available evidence and theory. The current chapter has described the final step in the 

intervention development process. This has included the operationalisation of content 

(BCTs), demonstrating the proposed mechanisms of action, and presenting a proposed 

draft of how the intervention might be delivered in practice. 

 

However, further refinement work is required, including the development and 

refinement of appropriate and acceptable supporting materials (e.g. training) to support 

delivery and identification of appropriate outcome measures, prior to pilot testing and 

establishing the acceptability and feasibility of the intervention (Craig et al., 2008). 

The next and final chapter, Chapter 8, summarises the main findings of this thesis, 

explores the future directions for this research, as well as offering reflections on the 

intervention development process.  
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8 DISCUSSION & CONCLUSIONS 
 

“Interventions that are underpinned by theoretically-driven behaviour 

change models are more successful and lead to longer lasting changes.” 

(Michie & Abraham, 2004) 

 

 

8.1 OVERVIEW OF THESIS CONTEXT & RATIONALE 
Prior to undertaking this research, a significant body of research already existed 

examining the effectiveness of psychosocial interventions for informal caregivers 

across the cancer trajectory (Ussher et al., 2009; Northouse et al., 2010; Applebaum & 

Breitbart, 2013; Waldron et al., 2013; Ugalde et al., 2019; Treanor et al., 2019). 

However, there was little or weak evidence regarding their effectiveness to improve 

caregiver outcomes, and to be successfully implemented into practice. The conclusions 

drawn from such reviews was that significant improvements were needed in terms of 

the rigour, and design of intervention studies (Ugalde et al., 2019). Specifically, (1) 

the need to design interventions that are acceptable and effective, including the need 

for clear and detailed evidence of how the intervention has been developed and 

evaluated (Ussher et al., 2009; Northouse et al., 2010; Treanor et al., 2019; Ugalde et 

al., 2019); (2) the need to determine the most effective and acceptable components of 

interventions for cancer caregivers, including outcomes that are relevant to their 

support needs (Applebaum & Breitbart, 2013; Ugalde et al., 2019); and (3) the need to 

tailor and target interventions, including their content and methods of delivery, to those 

who are at higher risk of poorer outcomes and therefore most likely to benefit from 

the additional support (Northouse et al., 2010; Treanor et al., 2019). Additionally, 

caregiving in post-treatment survivorship was identified as a gap in current literature, 

with a strong need to not only tailor outcomes and active content to the key concerns 

and/or need of caregivers during this time (Romito et al., 2013; Stamataki et al., 2014; 

Ussher et al., 2009; Ugalde et al., 2019), but also to examine the development and 
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implementation of psychosocial interventions within the context of UK healthcare and 

cancer service provision (Treanor et al., 2019).  

This project, therefore, started with an overarching aim of developing a psychosocial 

intervention to support caregivers in post-treatment survivorship that made appropriate 

use of available evidence and theory, was appropriately targeted and tailored to the 

key concerns for caregivers during this period, and was based on an understanding of 

the key barriers influencing psychosocial support provision in this population. This 

thesis meets those objectives by developing an evidence-based and theoretically-

informed behaviour change intervention. The Behaviour Change Wheel (BCW) was, 

therefore, used to ensure that the process of intervention development was systematic, 

grounded in appropriate theory, and based on the best available evidence (Michie et 

al., 2014). The Cancer Caring Connecting – Peer Support Programme (CCC-PSP) is 

designed to improve the physical health, psychological wellbeing and meet the social 

need of caregivers across post-treatment survivorship by targeting two key behaviours 

– (1) self-care behaviour, and (2) use of coping strategies to manage cancer-related 

anxiety and fear of recurrence (FOR). Additionally, recommendations for targeting 

individuals who are would most benefit from support, and reducing barriers to 

psychosocial service use in this population have also been described (Chapters 3 – 6). 

 

8.2 DEVELOPING THE INTERVENTION 
The MRC guidance (Craig et al., 2008) was a useful starting point, informing the 

overall plan and broad strategy for developing the intervention. The BCW was 

identified as a framework upon which the intervention could be developed and was 

well placed to assist in the first stages of the MRC’s recommendations for intervention 

development (Chapter 2). 

The BCW itself was developed to help researchers apply evidence and theory in a 

systematic manner to the design and evaluation of behaviour change interventions 

(Michie et al., 2014). It reflects a comprehensive synthesis of 19 frameworks, linked 

to the COM-B model of behaviour (Michie et al., 2014) and behaviour change 

technique taxonomy (BCTTv1) (Michie et al., 2013). Applying these methods in the 

development of the current intervention ensured that the work undertaken in this thesis 

was in line with the current and emerging recommendations in the field of health 

behaviour change, and intervention design and evaluation. Furthermore, it ensured that 
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the development process was systematic, transparent and theoretically-guided; thus, 

addressing the gap in current caregiving literature, regarding the need for more robust 

interventions, grounded in evidence and theory, that can be successfully implemented 

into practice (Ussher et al., 2009; Northouse et al., 2010; Treanor et al., 2019; Ugalde 

et al., 2019). 

Although the BCW was overall considered to be extremely constructive and useful in 

guiding the development of the intervention, it was not without its challenges. One of 

the key challenges was the time required to develop an intervention using this method. 

This issue has featured prominently in several publications using the BCW methods 

for intervention development (Connell et al., 2015; Sinnott et al., 2015; Webb et al., 

2016). In terms of the current work, it meant that there was not sufficient time to 

progress on to feasibility work. Most significantly, the researcher did not have the 

opportunity to review the current draft of the intervention with caregivers and other 

key stakeholders, in order to further refine and optimise the intervention content, and 

identify and fully describe the necessary procedures/processes required to implement 

the intervention into practice. However, as a relatively new method, with increased 

familiarity amongst the research and practice community, this challenge may improve 

in time.  

Additionally, the BCW is not designed to be “magic bullet” for the development of 

behaviour change interventions (Michie et al., 2014), and, therefore, approaches to its 

application will inevitably vary between studies and researchers. For example, some 

authors build on established literature and do not complete all three stages of 

intervention development (Webb et al., 2016). Others have used retrospective 

approaches to identify factors influencing behaviour through existing data (Dobson et 

al., 2016). Therefore, in addition to the number of decisions required surrounding the 

selection of intervention functions, policy categories, BCTs and modes of delivery 

(Chapter 6), the use of the BCW methods may somewhat offset a key benefit of the 

approach – improving objectivity (Michie et al., 2014). Equally, it does prompt 

researchers to consider the full range of options at each stage in the development 

process, with the APEASE criteria, despite being open to interpretation, being useful 

in guiding the researcher’s judgements and, thus, increase transparency regarding 

decision-making (Michie et al., 2014). In the current research, appropriate options 

were not always immediately evident when judged against the APEASE criteria, and 
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required the researcher to review the options, particularly the inclusion of BCTs, 

multiple times before coming to a final judgement. 

 

Overall, the BCW (Michie et al., 2014) was a useful tool that ensured a comprehensive 

understanding of the target behaviours selected for the intervention, and which 

subsequently led to the systematic and transparent selection of appropriate intervention 

content. The BCW is congruent and readily useable within the overarching MRC 

framework for developing and evaluating complex interventions (Craig et al., 2008). 

Whilst the BCW will undoubtedly lead to greater replicability and more informative 

evaluations, it must be considered in light of the experienced challenges, particularly 

the potential for alternative interpretations in selecting the intervention components. 

Therefore, further development work should be carried out to review and refine the 

intervention, and consider its acceptability and appropriateness with the target 

population, before progressing on to feasibility work. 

 

8.3 THESIS STRENGTHS & LIMITATIONS 

The strengths and limitations of this thesis have to be acknowledged. Strengths and 

limitations relating to systematic review (Chapter 3), semi-structured interviews with 

healthcare professionals (Chapter 4) and caregivers (Chapter 5), and intervention 

development (Chapter 6) have already noted at the end of each corresponding chapter.  

8.3.1 Strengths 

The primary and important strength of the work presented in this thesis was the 

systematic and theory-informed approach taken to intervention development. The 

BCW is based on a comprehensive and coherent theoretical framework of behaviour 

change (Michie et al., 2014); therefore, the use of BCW methods ensured that the 

development of the CCC-PSP was in keeping with MRC guidance that interventions 

should be underpinned by theory (Craig et al., 2008). Furthermore, the BCT 

Taxonomy version 1 (BCTTv1) (Michie et al., 2013) was used to ensure a 

comprehensive and consistent description of active intervention content. At the time 

of writing this thesis, the researcher was not aware of any other publications using the 
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BCW to guide development, nor the BCTTv1 to identify and describe the active 

content of interventions within the cancer caregiving context.  

There is evidence to suggest that embedding evidence-based BCTs within 

interventions is more likely to lead to successful behaviour change (Smith et al., 2012; 

Smith et al., 2013). It was not possible within the scope of this research to assess the 

effectiveness of the BCTs selected for the CCC-PSP intervention. Nonetheless, the 

findings in this thesis address a key gap in current cancer caregiving literature 

regarding the need for clear and detailed descriptions of interventions (Treanor et al., 

2019), and represent an important starting point for developing an evidence base of 

BCTs being used to improve physical health and/or psychosocial wellbeing outcomes 

in cancer caregivers. 

A further strength of this thesis was that it set out to investigate aspects that were 

important for informing intervention design and future delivery prior to beginning the 

development process. This addressed one of the identified gaps in current cancer 

caregiving literature regarding intervention effectiveness. Specifically, the 

involvement of both healthcare professionals’ and caregivers’ views to inform 

intervention design and decision-making processes was pertinent to ensuring that the 

targeted behaviours and outcomes of the CCC-PSP were suitably matched to 

caregivers’ needs at the planned point of delivery, post-treatment cancer survivorship 

(Northouse et al., 2010; Applebaum & Breitbart, 2013; Ugalde et al., 2019). 

Additionally, the inclusion of healthcare professionals across both NHS and non-NHS, 

clinical and non-clinical settings allowed a broader understanding of local 

psychosocial service delivery, and allowed the researcher to identify and plan for 

potential barriers influencing intervention delivery and implementation. This approach 

was in keeping with MRC guidance suggesting that a specific and contextual 

understanding of barriers is necessary when developing complex health interventions 

(Craig et al., 2008). 

 

8.3.2 Limitations 

The primary limitation of the work presented in this thesis is that the effectiveness of 

the intervention is yet to be established. Whilst an initial draft of the intervention has 

been systematically developed (see Chapter 6 and 7), it was not possible within the 
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scale and scope of this project to progress beyond the ‘development’ phase of the MRC 

framework, into feasibility/pilot testing (Craig et al., 2008). Therefore, at present, no 

evidence can be provided to support the effectiveness of selected intervention 

functions and BCTs in delivering the targeted behaviours (e.g. self-care and coping 

behaviours) and outcomes (e.g. improving physical health, psychological wellbeing, 

and in meeting social need) of the intervention. Further work is still required to 

iteratively test and refine the intervention processes and procedures before future 

intervention delivery and implementation in practice can be truly considered.  

One of the strengths of this work was the use of the BCW methods to guide 

intervention development, which prompted the researcher to consider a wide range of 

intervention options and content that may have otherwise been overlooked. At the 

same time, this may have also resulted in the researcher being overly inclusive and 

cautious about excluding intervention functions and BCTs that had the potential to 

achieve change in the targeted caregiver behaviours. The resulting intervention 

described in this thesis currently includes five distinct intervention functions and 12 

unique BCTs to be delivered by peer supporters across 21 sessions. This could be 

considered ambitious and burdensome on both the caregivers delivering support and 

those receiving it. The identification of mode of delivery for the intervention as the 

final step in the BCW process therefore was a limitation in the current research. 

Determination of mode of delivery earlier in the development process may have 

provided greater context for and influenced subsequent judgements on intervention 

options and content, and resulted in a much more tailored set of BCTs. Again, this 

confirms that intervention development is an iterative process (Craig et al., 2013), as 

well as the need for further refinement of the current work in order to maximise the 

intervention’s ability to be successfully and sustainably implemented into practice at 

a later stage. 

Stakeholder engagement, and patient and public involvement are considered integral 

to developing effective interventions (Morton et al., 2017). Healthcare professionals 

and caregivers were included as research participants in order to inform the 

behavioural analysis and subsequent development of the intervention; however, they 

were not involved in further discussions or decision-making processes beyond this. 

Therefore, it cannot be considered that the need for great stakeholder involvement in 

intervention design for cancer caregivers (Ugalde et al., 2019) was fully achieved 

across the work presented in this thesis. Greater involvement of stakeholders, and 
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evaluation by behaviour change experts across throughout the project would have 

likely benefitted the research.  

Lastly, despite a broad range of strategies used and continual efforts to recruit 

participants to this research, the samples included in the behavioural analysis were 

relatively small in size, particularly for caregivers. This has been a consistent challenge 

and limitation, on which the researcher has reflected across the thesis (see Chapters 3 

– 5). It is, therefore, not possible to establish how transferable the findings of the 

behavioural analysis are to other settings (e.g. different healthcare systems) and/or 

other cancer caregivers (e.g. those providing support during treatment or end-of-life, 

bereaved etc.). However, it must also be remembered that the aim of behavioural 

analysis was primarily to inform the development of the CCC-PSP, rather than 

generalisability of findings. This limitation provides further support for the user 

involvement to ensure that the needs and views of caregivers, in particular, are 

appropriately represented in ongoing intervention development, implementation and 

evaluation. 

 

8.4 IMPLICATIONS FOR FUTURE RESEARCH AND PRACTICE 

8.4.1 Implications for Future Research 

The current thesis set out to answer questions in relation to the development of a 

psychosocial intervention for caregivers in post-treatment cancer survivorship. 

Development work is described by the MRC guidance as one of the four main stages 

in the development and evaluation of complex interventions (Craig et al., 2008). The 

BCW (Michie et al., 2014) was used to guide this process, resulting in the development 

of an evidence-based and theoretically-informed intervention. However, given the 

limitations identified across this and previous chapters (Chapter 6 and 7), there is 

significant need for development work, including the further refinement and 

optimisation of selected intervention functions, content (BCTs) and delivery 

procedures/processes, prior to any pilot testing/feasibility work being undertaken. 

There are three main research implications to be considered in progressing this piece 

of development work: (1) the need for further refinement of the current intervention, 

(2) the potential for multiple interventions, and (3) the need for user involvement in 

intervention development process. 
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In its current form, the intervention presented in this thesis targets change in two 

broadly-defined caregiver behaviours – performing self-care, and using effective 

coping strategies to manage cancer-related anxiety/FOR; and includes 12 BCTs 

delivered across five intervention functions. Future development work may therefore 

wish to consider the potential for further specification and targeting of these 

behaviours. This would first require a deeper understanding of the individual 

behaviours comprising self-care that are effective in improving health and wellbeing 

outcomes, and that are considered important to the post-treatment caregiving 

population; and the identification of effective coping strategies/behaviours for 

managing cancer-related anxiety and the factors influencing caregivers’ experience of 

heightened FOR across survivorship. More longitudinal research is required to 

establish how and why caregivers’ needs changes over time; most pertinently, to 

determine changes in caregivers’ experience of cancer-related anxiety/FOR across the 

key time points in survivorship identified in this study. Whilst peer support was 

identified across this work as an acceptable means of delivering support to caregivers, 

little is known about the specific factors that might influence its delivery and 

successful implementation in practice. Further research is required to explore the 

feasibility of peer-delivered supports in the post-treatment cancer caregiving 

population. This would provide useful insights for implementation in practice, and 

additional evidence for the further refinement and optimisation of the current 

intervention, particularly in determining the most relevant BCTs and their mechanisms 

for action. 

In considering the need for further research to support refinement of the intervention 

in its current form, it could be suggested that this body of work has potential to inform 

the development of multiple interventions that could be delivered on their own or as 

part of a larger support pathway to build change incrementally. For example, in 

addition to the further specification and targeting of behaviours, researchers and 

service planners might consider focusing on first achieving change in just one of the 

identified components of behaviour, as described by the COM-B model, e.g. building 

caregivers’ motivation to increase their physical activity or reduce smoking, increasing 

psychological capability by challenging caregivers’ beliefs about their own health, or 

by using peer-delivered support as a mechanism for increasing social opportunity. 

Opportunities to develop interventions targeting healthcare professionals’ behaviour 
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in order to support delivery of an intervention or wider service pathway for post-

treatment cancer caregivers also warrants further consideration and exploration. 

Lastly, in addition to the MRC framework (Craig et al. 2013) and BCW (Michie et al., 

2014) guidance that interventions should be based on the best available evidence and 

theory, this research has demonstrated the importance and need for continuous 

stakeholder involvement across the development process. Therefore, any further 

development work involving the current intervention, including the refinement and 

optimisation of intervention content and implementation plans, should be informed by 

an advisory/steering group. This should include experts in behaviour change theory 

and methods, and healthcare professionals; but, most pertinently, it should include 

cancer caregivers to ensure that the resulting intervention is acceptable, feasible and 

appropriate in meeting their support needs across post-treatment survivorship 

(Applebaum & Breitbart., 2013; Ugalde et al., 2019).  

 

8.4.2 Implications for Practice  

The peer support intervention proposed in this thesis capitalises the unique support 

that caregivers are able to provide to each other; specifically, those who are further 

into survivorship sharing their learning with those who are or have recently made the 

transition from active treatment. Such an intervention may be effective in meeting 

caregivers’ needs across the cancer trajectory, whilst also reducing financial burden 

on increasingly stretched HSC resources and healthcare professionals. This research 

has demonstrated that peer-delivered support is acceptable to both healthcare 

professionals and caregivers; therefore, service planners, commissioners and policy 

makers should consider peer supports as a potential mode of delivery in the planning 

of future service development, expenditure and allocating resources for psychosocial 

cancer support. 

Conducting intervention studies with cancer patients and their caregivers is 

challenging and requires the support of clinicians, who can inform potential 

participants about available studies and encourage participation. Across this research, 

there was a highlighted need to ensure that healthcare professionals, particularly those 

working in clinical services, are well-informed on current developments and provision 

of psychosocial supports within the cancer caregiving context. Service planners 
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therefore may wish to explore opportunities to deliver additional healthcare 

professional education, as well as bring services and healthcare professionals together 

to map out pathways for psychosocial oncology service provision to ensure that 

healthcare professionals are well-supported and knowledgeable in 

referring/signposting caregivers to psychosocial supports, both within the NHS and 

wider community. In the context of current findings, interventions require significant 

preparatory work to determine how effectively they can be implemented into clinical 

practice settings (Northouse et al., 2010). However, in doing so, there is a need to 

ensure that such interventions do not place any further burden on clinical teams and 

healthcare professionals’ capacity to deliver quality care to patients. 

Finally, this research identified key time points across the cancer trajectory in which 

caregivers appear to be at higher risk of experiencing cancer-related anxiety and fear 

of recurrence, e.g. review appointments, periods of significant change (diagnosis to 

treatment, and treatment to survivorship). In terms of practice implications, healthcare 

professionals should be additionally aware of caregivers across all phases of the cancer 

trajectory, and the increased potential for unmet support needs during these times. 

These times may provide key opportunities for busy healthcare professionals to check 

in with caregivers to ensure that they are coping, establish whether they require 

additional support, and signpost to supports designed to address these needs, where 

appropriate. 

 

8.5 OVERALL CONCLUSIONS OF THE THESIS 
Overall, the thesis describes how the MRC framework (Craig et al., 2013), the BCW 

(Michie et al, 2014) and BCTTv1 (Michie et al., 2013) were applied to develop an 

evidence-based, theoretically-informed intervention. The Cancer Caring Connecting: 

Peer Support Programme (CCC-PSP) was designed to improve the physical health, 

psychological wellbeing and reduce social need in caregivers across post-treatment 

survivorship by increasing their psychological capability, physical and social 

opportunity, and automatic and reflective motivation to engage in self-care behaviours 

and use coping strategies when experiencing heightened cancer-related anxiety and/or 

fear of recurrence. Building on the results of a systematic review (Chapter 3) and semi-

structured interviews with post-treatment cancer caregivers (Chapter 5) and healthcare 

professionals involved in the provision of psychosocial supports, the BCW (Michie et 
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al, 2014) was used to guide the development of the intervention, including the selection 

of the most appropriate intervention functions, supporting policy categories, mode(s) 

of delivery and BCTs that could be used to deliver it. An initial draft of the CCC-PSP 

intervention has been presented. Further research is now required to refine and 

optimise the intervention content and procedures for implementation into practice. 

This should include the continued engagement of key stakeholders, including cancer 

caregivers, in the development, implementation and evaluation (Ugalde et al., 2019).   
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Table 3.2. Summary of Study Characteristics and Key Findings (Original Review, October 2015) 

Study Country Methods Design & Methods Caregiver Characteristics Survivor Characteristics Findings 

Baider et al. 
(2004) 

Comparis
on 
between 
Austria & 
Israel 

Quantitative, 
Descriptive 

Prospective, 
comparative survey 
with 172 caregivers 
assessing changes in 
psychological 
distress. Participants 
were assessed at T1 
(1-5 years post-
treatment), and 
again at T2 (6-8 
months after T1) 

Austria 
Age: m = 52.2 years (SD = 
9.7 years) 
Gender: All male 
Relationship: All spouses 
Education: m = 11 years (SD 
= 2.1 years) 
Income: Not reported 
Employment: 29.6% 
working 
Religion: 
 
Israel 
Age: m = 54.6 years (SD = 
10.0 years) 
Gender: All male 
Relationship: All spouses 
Education: m = 13.8 years 
(SD = 4.2 years) 
Income: Not reported 
Employment: 63.4% 
working 
Religion: Not reported 

Site(s): All breast cancer 
 
Austria 
Time since Diagnosis: m = 
2.6 years (SD= 1.1 years) 
 
Israel 
Time since Diagnosis: m = 
3.1 years (SD = 1.5 years) 
 
Time since Treatment: 1-5 
years post-termination of 
medical treatment for 
breast cancer at T1 
 
 

Austria 
Global Severity Index (GSI )score:  

● T1: m = 47.9 (SD = 9.6) 
● T2: m = 48.4 (SD = 10.6) 

Impact of Event Scale score: Intrusion, m = 5.1 (SD = 
6.2); Avoidance, m = 6.9 (SD = 6.8) 
Perceived Family Support score: m = 17.4 (SD = 3.0) 
 
Israel 
Global Severity Index (GSI) score: 

● T1: m = 58.6 (SD = 11.6) 
● T2: m = 53.9 (SD = 9.6) 

Impact of Event Scale score: Intrusion, m = 9.7 (SD = 
8.8); Avoidance, m = 10.3 (SD = 8.4)  
Perceived Family Support score: m = 17.4 (SD = 3.2) 
 
In general, GSI scores were not high. There was a 
significant decrease in GSI score at T2 for Israel group 
only. Individual case analysis indicated a tendency 
towards a decrease in psychological distress over time. 
Most dominant predicting factor of GSI value at T2 was 
initial GSI value at T1. Spouses who reported greater 
perceived support also reported fewer adjustment 
problems, and lower levels of psychological distress.  

Balfe et al. 
(2015) 

Ireland Quantitative, 
Descriptive 

Cross-sectional 
survey with 197 
caregivers assessing 
unmet supportive 
care needs, financial 
stress and stress, and 
social support 

Age: m = 57 years (SD = 12 
years) 
Gender: 76% female, 22% 
male, 2% not reported 
Relationship: 72% 
spouse/partner, 16% adult 
child, 3% parent, 10% 
friend/other 

Sites: All head and neck 
cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 
Specifically, post-
treatment survivors 

95% reported at least one unmet need (at any level), with 
50% reporting at least one moderate/high unmet need. 
Top three moderate/high unmet needs were: (1) managing 
concerns about cancer coming back (21%), (2) Reducing 
stress in life of person with cancer (18%), (3) Looking 
after own health (18%). 
 
Loneliness, and financial stress were consistently and 
significantly associated with higher unmet need. Overall 
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Education: 66% secondary, 
31% college/university 
Income: Not reported 
Employment: 26% 
employed, 41% homemaker, 
32% not employed 
Religion: Not reported 

higher unmet need was associated with being female. No 
evidence that social support was associated with any 
outcomes. Overall unmet needs scores declined over time 
(since diagnosis).  
 

Bishop et al. 
(2011) 

USA Qualitative Cross-sectional 
semi-structured 
interviews with 30 
survivor-spouse 
pairs examining the 
perspectives of 
lasting life changes 
after cancer 

Age: m = 51.3 years (SD 
=9.1 years) 
Gender: 46.7% female, 
53.5% male 
Relationship: All spouses 
Education: 6.7% < 
secondary, 93.3% 
college/university 
Income: 80% > $40,000  
Employment: 80% working, 
10% not working, 10% 
retired 
Religion: Not reported 

Site(s): Cancer survivors 
who had received Blood 
and Marrow 
Transplantation (BMT) 
Time since Diagnosis: Not 
reported 
Time since Treatment: m = 
12.9 years 

Spouses reported a total of 67 significant, long-lasting 
changes since cancer/BMT (m = 2.23), both positive and 
negative. Spouses (24%) reported more negative changes 
than survivors (15%). Survivors (85%) reported higher 
proportion of positive changes than spouses (76%).  
 
Spouses reported a total of 40 significant, negative, long-
lasting life changes (m = 1.33). The 3 most reported 
negative changes were: (1) Fear/Anxiety/Sadness (23%), 
(2) Lifestyle change (13%), and (3) 
Financial/Employment (10%) and Sex/Intimacy (10%). 
 
A total of 49 significant, positive, long-lasting life 
changes were reported (m = 1.97). The 3 most reported 
positive changes were: (1) Appreciation (29%), (2) 
Positive changes in couple (20%), and (3) Lifestyle 
changes (8%), Overcame disease (8%), and Reaching 
out/giving back (8%). 
 
Spouses and survivors agreed (78% of both) that 
experience affected them differently. 32% spouses 
discussed ‘direct’ vs ‘indirect’ impact. Spouses, too, felt 
affected directly, albeit emotionally.  

Bobridge et al. 
(2015) 

Australia Quantitative, 
Descriptive 

Cross-sectional 
survey with 31 
partners assessing 
support care issues 

Age: m = 61.7 years (SD = 
9.5 years) 
Gender: All female 
Relationship: All partners 
Education: 26% secondary, 
65% college/university 

Sites: All prostate cancer 
Time since Diagnosis: m = 
32 months (SD = 19.2 
months) 
Time since treatment: Not 
reported 

Partners were ‘moderately’ satisfied with the information 
they received in relation to diagnosis, treatment options, 
side effects, and contacts if problems arose. The urologist 
as the person who predominantly delivered information; 
this was partners’ preferred information source, followed 
by GP, and written materials. Information was routinely 
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Income: Not reported 
Employment: 32% 
employed, 65% 
college/university 
Religion:Not reported 
 

given at diagnosis; partners preferred to receive 
information after diagnosis, but before treatment started. 
Partners reported a ‘moderate’ understanding of the 
diagnosis, prognosis, and treatments.  
 
Partners felt ‘moderately’ mentally prepared for 
treatment, but wanted opportunities to discuss diagnosis 
with peers and health professionals. Side effects were 
commonly reported; partners reported higher occurrence 
of urinary incontinence and emotional changes, but less 
erectile dysfunction. Management of side effects was 
rated as ‘somewhat’ satisfactory. 
 
Partners consistently rated time spent discussing issues 
with healthcare professionals as lower than the survivors. 
It would be ‘moderately’ beneficial to have same 
healthcare professional throughout cancer journey; 65% 
partners indicated specialist nurse as preferred contact. 
Awareness of support services was highly variable. 
Partners were most aware of local support groups (55%), 
and continence nurse advisors (55%), but less aware of 
specific helpline or information services. Overall lack of 
awareness of how to access services, both through public 
hospital system, and through private sector. 
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Bowman et al. 
(2006a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 109 
caregivers assessing 
health maintenance 
and practice 

Age: m = 61 years (SD = 14 
years) 
Gender: 73.4% female, 
26.6% male 
Relationship: 56% spouses, 
44% adult children 
Education: m = 14.6 years 
(SD = 3.5 years) 
Income: Not reported 
Religion: Not reported 

Site(s): 40.2% breast 
cancer, 23.9% colorectal 
cancer, 35.8% prostate 
cancer 
Time since Diagnosis: m = 
12 years 
Time since Treatment: Not 
reported 

69.4% identified themselves as the survivor’s caregiver 
during diagnosis and treatment. 
 
Caregivers were more likely to discuss the non-
threatening aspects of cancer (m = 5.8, SD = 3.0) with 
survivors than the threatening aspects (m = 3.6, SD = 2.9). 
Most caregivers expressed a willingness to engage in 
discussion about emotions relating to cancer (m = 8.8, SD 
= 1.7). Low level of of caregivers’ perceived distress 
around diagnosis/treatment (m = 4.8, SD = 3.5).  
 
At diagnosis/treatment, being older, caregiver status, 
more open communication about non-threatening and 
threatening aspects of cancer, and greater distress were all 
significant associations with greater health maintenance 
advocacy in survivorship. Being older, Caucasian, 
caregiver status, and more communication about non-
threatening aspects of cancer were related to caregivers 
practicing more health maintenance activities. Caregiver 
status at diagnosis/treatment was associated with family 
member advocating more health maintenance activities 
for relatives.  
 
 

Bowman et al. 
(2006b) 

USA Quantitative,
Descriptive 

Cross-sectional 
survey with 109 
caregivers 
examining the 
appraisal of the 
cancer experience 

Age: m = 61 years (SD = 14 
years) 
Gender: 73.4% female, 
26.6% male 
Relationship: “Family 
members” 
Education: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): 40% breast cancer, 
24% colorectal cancer, 
36% prostate cancer. 
Time since Diagnosis: Not 
reported, “Long-term 
cancer survivors” 
Time since Treatment: Not 
reported 

Family members reported cancer experience as more 
stressful than survivors (m = 7.7, SD = 2.8).  
 
Greater personal distress around diagnosis/treatment, 
more extensive communication about threatening aspects 
of cancer, and having a relative with more invasive stage 
of cancer was related to a more stressful appraisal of the 
cancer experience. Demographic characteristics were not 
associated.  

Cakmak et al. 
(2010) 

Turkey Quantitative, 
Descriptive 

Cross-sectional 
survey with 56 
spouses evaluating 

Age: m = 63.75 years (SD = 
8.2 years) 

Site(s): All colorectal 
cancer 

Male spouses 
76.9% returned to normal social activities at 6 months 
post-surgery. 23% reported their social life was 
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quality of life post-
ostomy 

Gender: 54% female, 46% 
male 
Relationship: All spouses 
Education: 35.7% illiterate, 
25% <secondary, 28.6% 
secondary, 10.7% 
college/university 
Income:23.2% low, 64.3% 
medium, 14.3% high 
Religion: All Muslim 

Time since Diagnosis: m = 
29.5 months (range = 12 - 
48 months) 
Time since Treatment: Not 
reported, post-surgery 

unaffected. Male spouses reported: decrease in 
entertainment activities (73%), decrease in travel/holidays 
(46.1%), and decrease in family visits (61.5%), increase 
time spent at home (61.5%). 
76.9% sexually inactive post-surgery; 80% reported lack 
of sex life due to colostomy. 
 
Female spouses 
76.6% returned to normal social activities at 6 months 
post-surgery. 26.6% reported their social life was 
unaffected. Female spouses reported: decrease in 
entertainment activities (66%), decrease in travel/holidays 
(40%), and decrease in family visits (70%), increase time 
spent at home (33.3%). 
33.3% sexually inactive post-surgery. 
 
Frequency of sexual intercourse decreased in all sexually 
active spouses.  
 
No statistically significant change in religious activities 
were seen in either male or female spouses. 

Campbell et al. 
(2004) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 40 
survivor-partner 
dyads assessing 
relationship of self-
efficacy to quality of 
life 

Age: m = 57.6 years (SD = 
10.2 years) 
Gender: 97.5% female, 2.5% 
male 
Relationship: All 
partners/spouses 
Education: 55% secondary, 
35% college/university 
Employment: Not reported 
Income: 63% >$30,000 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: Not 
reported 
Time since Treatment: m = 
17.9 months (SD = 14.9 
months) 

Partner age was negatively correlated with caregiver 
strain scores, but was not associated with QOL scores. 
Those who were retired reported lower levels of caregiver 
strain compared to those who were working. 
 
Partners who reported greater confidence in ability to help 
survivor cope with additional symptoms related to PCa 
also reported less depression, anxiety, and fatigue, and 
less caregiver strain. 
 
Partners of survivors who reported higher self-efficacy for 
performing physical activities reported less anxiety, and 
less caregiver strain.  
 
When partners reported higher overall self-efficacy, 
survivors reported better QOL. When partners reported 
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higher self-efficacy for helping survivor perform physical 
activities, survivors reported better QOL in relation to 
mental health, bowel, and hormone symptoms. When 
partners reported higher self-efficacy for helping survivor 
cope with additional symptoms, survivors were more 
likely to report better QOL with regard to bowel 
symptoms. Partner self-efficacy scores were not related to 
survivor general health, urinary, or sexual QOL.  

Cotrim & 
Pereira (2008) 

Portugal Quantitative, 
Descriptive 

Cross-sectional 
survey of 96 
caregivers, 
assessing impact of 
colorectal cancer 

Age: m = 56 years (SD = 
13.96 years) 
Gender: 78.7% female, 
21.3% male 
Relationship: 74.7% spouses 
Education: 43.6% primary, 
26.6% secondary 
Employment: 42.6% retired, 
40.4% employed, 7.4% 
homemakers 
Income: Not reported 
Religion: Not reported 

Site(s):  
Time since Diagnosis: 
Time since treatment: 6-8 
months post-CRCa 
surgery, m = 6.7 months. 

Survivors had a negative impact on physical and 
psychological health of caregivers. Stoma caregivers had 
more depression and state anxiety compared to non-
stoma. Positive correlation between burden and all 
psychological variables in non-stoma caregivers.  
 
Burden was positively correlated with depression, and 
anxiety (state and trait). Survivors’ depression and anxiety 
is also related to burden. Burden was best explained by 
caregiver depression. When caregivers report high 
burden, stoma survivors present lower physical QOL 
compared to non-stoma survivors.  

Dempster et al. 
(2011) 

UK Quantitative, 
Descriptive 

Cross-sectional 
survey of 382 
caregivers 
examining 
psychological 
distress, the role of 
illness cognitions, 
and coping 

Age: m = 62 years (SD 
=10.91 years) 
Gender: 75% female, 25% 
male 
Relationship: 94% 
spouse/partner, 6% other 
family member 
Education: 
Employment: 
Income: 
Religion: 

Site(s): All oesophageal 
cancer 
Time since Diagnosis: m = 
46 months 
Time since treatment: Not 
reported 

20% reported mild levels, 19% moderate, and 11% severe 
levels of anxiety. At least 20% most likely experiencing 
anxiety disorder. 15% reported mild levels, 8% reported 
moderate levels, and 2% reported severe levels of 
depression.  
 
Caregivers perceived oesophageal cancer as chronic, 
caused mainly by environmental effects, and expected it 
to have adverse consequences for survivor, but not 
themselves. Reported reasonably good understanding of 
cancer, and believed both survivor and medical 
professionals could control condition, but they, 
themselves, had less control over it.  
 
The more strongly caregivers believe they understand 
condition, and that it can be controlled by treatment and 
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survivor’s behaviour, the lower their psychological 
distress. Psychological distress increases with stronger 
beliefs of severe consequences from condition, and that 
condition follows cyclical pattern. More carer reported 
engaging in reflection/relaxation, diversion, and 
interpersonal coping, the higher their psychological 
distress.  

Girgis et al. 
(2013) 

Australia Quantitative, 
Descriptive 

Longitudinal survey 
with 1,509 
caregivers at 6, 12, 
and 24 months post-
survivor diagnosis, 
assessing unmet 
supportive care 
needs. 
 
Included in review: 
Cross-sectional data 
for 443 caregivers at 
24 months post-
diagnosis. 

Age: m = 60.5 years (SD = 11 
years) 
Gender: 69.8% female, 
30.2% male 
Relationship: 90.3% partner, 
7.5% other family, 2.2% 
non-family 
Education: 23.9% secondary, 
55.1% college/university 
Income: 33.3% affluent 
Employment: 47.4% 
employed, 39.3% 
unemployed/retired, 10% 
homemaker 
Religion: Not reported 
 

Sites: 31.5% prostate 
cancer, 13.2% breast 
cancer, 11.8% colorectal 
cancer 
Time since Diagnosis: 24 
months 
Time since treatment: Not 
reported 

All unmet needs reported were moderate/high. 
 
Proportion of caregivers reporting unmet needs 
significantly decreased over time (since diagnosis). 30.7% 
reporting at least one unmet need at 24 months, with only 
6.8% reported at least 10 unmet needs. At 24 months, 
caregivers reported a mean of 2.1 (SD = 5.4) unmet needs. 
This varied across cancer sites: HNCa, m = 2.1, SD =4.5; 
CRCa, m =1.4, SD = 3.4; PCa, m = 1.8, SD = 4.8; BrCa, 
m = 1.2, SD = 3.2.  
 
Top 3 moderate/high unmet needs at 24 months were: (1) 
More accessible hospital parking, (2) Managing concerns 
about cancer coming back, (3) Reducing stress in person 
with cancer’s life.  
 
Increased interference in activities due to caregiving, 
anxiety, depression, avoidant and active coping, incurring 
OOP expense were all associated with reporting more 
unmet needs as time progressed. Less caregiving 
involvement and increased tangible support was 
associated with fewer unmet needs across time.  

Glasser et al. 
(2013) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 15 
caregivers assessing 
psychosocial needs 

Age: m = 57.8 years (SD = 
10.6 years) 
Gender: 53% female, 47% 
male 
Relationship: All partners 
Education: Not reported 
Income: Not reported 

Sites: Mixed, percentages 
not reported 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
received treatment at least 1 
year prior 

21% of partners reported their overall health status as 
‘fair’. Chronic medical conditions most often mentioned 
were: hypertension (28.6%), depression (21.4%), arthritis 
(21.4%), diabetes (21.4%).  
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Employment: Not reported 
Religion: Not reported 
 
Assessed in rural 
communities 

Partners reported higher quality of life than survivors (m 
= 17.9, SD = 5.4). More than 50% of partners were at risk 
of depression.  
 
Results for partners’ unmet needs were not reported. 

Goldzweig et 
al. (2010) 

Israel Quantitative, 
Descriptive 

Cross-sectional 
survey of 153 male 
spouses assessing 
psychological 
distress 

Age: m = 65.32 years (SD = 
10.3 years) 
Gender: All male 
Relationship: All 
spouses/partners 
Education: m = 12.5 years 
(SD =3.4 years) 
Employment: 47% working 
Income: Not reported 
Religion: Not reported 

Site(s): All colorectal 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 
Evaluated 2-6 years 
following treatment 

46.4% of male spouses were experiencing clinical levels 
of psychological distress. BSI total distress was 61.2 (SD 
= 1.02). BSI depression was 58.2 (SD = 0.9). BSI anxiety 
was 59.4 (SD = 1.02).  
 
IES intrusion score was 8.75 (SD = 0.83). IES avoidance 
score was 9.59 (SD = 0.95). 
 
There was a tendency towards low reports of social 
support in spouses. Spouse support score was 4.25 (SD = 
0.07), family support score was 3.86 (SD = 0.08), friends 
support score was 2.81 (SD = 0.09), and belief score was 
2.25 (SD = 0.12). 

Hanly et al. 
(2013a) 

Ireland Quantitative, 
Descriptive 

Longitudinal survey 
with 154 caregivers 
assessing time, 
travel, and out-of-
pocket costs 
 
Cross-sectional data 
reported for ongoing 
care phase only. 

Age:  33.8% <55 years, 
29.9% 55-64 years, 33.8% 
>65 years 
Gender: 81.8% female, 
18.2% male 
Relationship: 72.7% 
partner/spouse, 18.8% adult 
children, 3.2% parents, 1.9% 
friends, 1.3% others 
Education: 62.6% secondary, 
35.7% college/university 
Income: Not reported 
Religion: Not reported 

Site(s): All colorectal 
cancer, 54.5% colon 
cancer, 40.9% rectal cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 
Ongoing care phase (i.e. 
beyond diagnosis and 
treatment) 

Ongoing caregiver time costs were 42% less than during 
diagnosis and treatment. Weekly ongoing costs were 
€353, with 66% reporting some time spent on caring 
activity in last 30 days. Cancer-specific care costs were 
60% lower than during diagnosis/treatment. Domestic-
related activities (housework) accounted for largest 
percentage of costs, cancer-specific activities accounted 
for smallest. 
 
Weekly domestic-based out-of-pocket (OOP) costs in 
ongoing phase were €50 per week, 72% of amount during 
diagnosis. 52% incurred ongoing OOP costs, 15% fewer 
than diagnosis/treatment. Household expenses were 
largest OOP cost components. 
 
Estimated first year informal care costs was €29,842 per 
caregiver; time costs accounted for 85% of total economic 
burden, OOP costs 13%, and travel costs 2%.  
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Caring for an older survivor predicted higher domestic-
based costs in ongoing phase. 

Hanly et al. 
(2013b) 

Ireland Quantitative, 
Descriptive 

Cross-sectional 
survey with 154 
caregivers assessing 
time allocation to 
care activity, and 
impact of applying 
alternative valuation 
methods to time 
costs. 

Age:  33.8% <55 years, 
29.9% 55-64 years, 33.8% 
>65 years 
Gender: 81.8% female, 
18.2% male 
Relationship: 72.7% 
partner/spouse, 18.8% adult 
children, 3.2% parents, 1.9% 
friends, 1.3% others 
Education: 62.6% secondary, 
35.7% college/university 
Income: Not reported 
Religion: Not reported 

Site(s): All colorectal 
cancer, 54.5% colon 
cancer, 40.9% rectal cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 
Ongoing care phase (i.e. 
beyond diagnosis and 
treatment) 

On average, caregivers spent 16.9 hours on domestic-
related caring activities. There were no significant factors 
affecting time spent on these activities in ongoing care 
phase. 
 
Mean ongoing care costs per week were €359. The 
estimated cost of all caring activities over the first year 
post-diagnosis was €26,015.  

Harden et al. 
(2013a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 121 
caregivers assessing 
long-term 
caregiving 
appraisal, marital 
satisfaction, sexual 
satisfaction, and 
QOL at 2 years post-
treatment. 

Age: m = 60 years 
Gender: 98% female, 2% 
male 
Relationship: All 
spouse/partner 
Education: 20% secondary or 
less, 50% college/university, 
30% postgraduate 
Employment: 58% no 
employment, 42% employed 
Income: 90% >$30,000 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: 
Assessed at 2 years post-
treatment 

Mean mental QOL scores were 52.24, and mean physical 
QOL scores were 49.12. These are greater than 
established health female population norm. Cancer-
specific QOL (CQOLC) mean was 60.04 (SD = 14.28), 
indicating slightly higher QOL for many spouses at 2 
years post-treatment. 
 
Mean sexual satisfaction (SSS) score was 9.34 (SD = 
2.27), indicating spouses were generally satisfied with 
their sexual relationships. Mean marital satisfaction 
(DAS-4) score was 12.54 (SD = 1.49), indicating some 
level of distress in relationships. 
 
Spouses with a negative perception of caregiving on threat 
and stress subscales had lower marital and sexual 
satisfaction, poorer cancer-specific QOL, and poorer 
mental QOL. Spouses with higher perceptions of benefit 
had lower marital distress, and higher cancer-specific 
QOL. Physical QOL was not affected by appraisal.  
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Spouses who perceived more bother relating to survivor 
urinary function, bowel function, sexual dysfunction, and 
problems relating to hormone therapy had increased stress 
and threat on appraisal subscales. Younger spouses 
expressed more bother relating to sexual dysfunction. 
Bother relating to urinary function, bowel problems, 
sexual dysfunction, hormone function, and vitality 
resulted in poorer cancer-specific QOL. Poorer mental 
QOL. Problems with urinary function resulted in poorer 
mental QOL. Symptom both was not related to physical 
QOL.  
 
Younger spouses had lower cancer-specific QOL, and 
lower mental QOL. Older age and more co-morbidities 
affected physical QOL. 

Harden et al. 
(2013b) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 95 
female spouses 
assessing QOL at 36 
months post-
treatment 

Age: m = 61 years 
Gender: All female 
Relationship: All 
spouses/partners 
Education: 22% secondary or 
less, 73% college/university 
Employment: 59% 
unemployed, 36% working 
Income: 83% >$30,000 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: Not 
reported  
Time since treatment: 
Assessed at 36 months 
following treatment 

Spouses who perceived more bother related to survivor 
symptoms (urinary) perceived more caregiving stress, and 
less caregiving benefit. Spouses who perceived more 
symptom bother (sexual, hormone function) perceived 
more threat associated with caregiving.  
 
Spouses who perceived more symptom bother (sexual, 
hormone function) had less sexual satisfaction, and poorer 
cancer-specific QOL. Spouse perception of symptom 
bother (hormone) was also related to poorer mental QOL. 
Symptoms bother was not related to physical QOL.  
 
No significant differences were found in appraisals of 
caregiving, sexual satisfaction, and mental QOL scores 
from 24-36 months. Cancer-specific QOL was 
significantly better at 36 months than 24 months. Physical 
QOL decreased significantly from 24-36 months. 

Harrow et al. 
(2008) 

UK Qualitative Cross-sectional, 
semi-structured 
interviews with 26 
male partners 

Age: range 30 - 77 years 
Gender: All male 
Relationship: All 
partners/spouses 

Site(s): All breast cancers 
Time since Diagnosis: 7 
months to 6 years 

Ambiguity and uncertainty were described by men 
through 3 themes: (1) Finding a role, (2) Relationship 
appraisal and adaptation, and (3) Moving on.  
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exploring ongoing 
concerns 

Education: Not reported 
Employment: 54% working, 
42% retired, 4% not 
employed. 
Income: Not reported 
Religion: Not reported 

Time since treatment: 
Recruited following 
completion of treatment 

Role ambiguity was a feature of men’s experiences. Their 
role in consultations was particularly unclear, either due 
to environment or healthcare professionals. Men 
continued to adopt additional roles, even a considerable 
time after treatment. They were prepared to take these on 
temporarily, but less so to relinquish them as weren’t sure 
what wife could cope with and wanted to protect survivor.  
 
Diagnosis of breast cancer presented significant 
challenges to relationships, despite length of 
relationships. Relationship was brought into sharp focus, 
and men were confronted with uncertainty about future 
together. Maintaining relationship with survivor was most 
important consideration through experience.  
 
Most commonly used strategy to minimise impact of 
cancer was maintaining a ‘positive veneer’. ‘Being 
positive was used to cover true feelings and concerns even 
if they felt uncomfortable about it. Men struggled to find 
a balance between dealing with emotions and wanting to 
move on, despite desire to put cancer behind them. 
 
Linear trajectory of diagnosis and treatment did not apply 
to men’s emotional experiences. Even if they wanted to 
move on from cancer, wives were not always ready. Some 
admitted things were never the same again, and breast 
cancer continued to impact lives several years on. Men 
struggled with daily reminders of cancer.  

Hodgkinson et 
al. (2007a) 

Australia Quantitative, 
Descriptive 

Cross-sectional 
survey with 154 
partners assessing 
psychological 
adjustment and 
supportive care 
needs 

Age: m = 60.4 years (SD = 
10.3 years) 
Gender: 81.8% male, 18.2% 
female  
Relationship: All partners 
Education: 11% secondary, 
47.4% college/university 
Income: 49.4% affluent 

Sites: 50% gynaecologic 
cancers, 27% breast cancer, 
19% prostate cancer, 11% 
colorectal 
Time since Diagnosis: m = 
4.2 years (SD = 2.7 years) 
Time since treatment:  Not 
reported 
 

Partners’ mean ratings of current mental QOL (m = 53.4, 
SD = 6.9) and physical QOL (m = 48.2, SD = 9.8) were 
within USA population means.  
 
12% of partners were classified as psychologically 
distressed with 15.6% meeting definite caseness for 
distress. 13% met probably caseness, and 7.1% met 
definite caseness for anxiety. 7.8% met probably caseness, 
and 1.2% met definite caseness for depression. 
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Employment: 54.5% 
employed, 35.7% retired 
Religion: Not reported 

54% were in the permanent 
phase of survival (i.e. >3 
years post-diagnosis) 

 
Partners supportive care needs differed from survivors. 
87% identified at least one need, and on average 8.3 needs 
(SD= 7.7). 53% reported at least one unmet need, and on 
average 2.3 unmet needs (SD = 3.9). Top 3 unmet needs 
were: (1) managing concerns about cancer coming back, 
(2) more accessible hospital parking, and (3) Reduce 
stress in survivors’ life.  
 
Partners both positively (70.9%) and negatively endorsed 
(29.1%) endorsed at least one positive outcome as a result 
of cancer, and 40% endorsing each item as a direct 
consequence of cancer. Realising how precious life is 
(81.1%), focusing on what’s important (80.4%), and 
appreciating relationships with others (74.3%) were the 
top-rated positive outcomes.  

Hodgkinson et 
al. (2007b) 

Australia Qualitative Cross-sectional, 
semi-structured 
telephone 
interviews with 8 
partners assessing 
unmet supportive 
care needs 

Age: m = 48 years (SD = not 
reported) 
Gender: 82.4% female, 
17.6% male 
Relationship: All partners 
Education: 25% secondary, 
50% college/university 
Income: Not reported 
Employment: Not reported 
Religion: Not reported 

Sites: 42.8% breast cancer, 
28.6% haematological 
cancer, 14.3% 
gynaecological cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: m = 
5.9 years (SD = not 
reported) 

Partners identified similar, and individual issues to 
survivors, across the themes Information and Medical 
Care, Physical Functioning, Socio-Economic, 
Relationships, Emotional Impact, Expectations of Self & 
Others, Life Perspective, and Positive Outcomes.  
 
Partners needed to feel confident in partner’s care, and 
wanted the opportunity to address their own concerns 
separately. There was an ongoing need for information. 
Partners described distress at witnessing physical 
changes, and worried about deterioration in health, 
recurrence, and guilt concerning their own needs. They 
wanted acknowledgment of ongoing practical and 
emotional impact on lives, current & future plans 
continued to be significantly affected. Wanted support 
with increased roles & responsibilities, and respite 
opportunities. Both positive and detrimental changes to 
relationships were reported, including increased 
closeness/strengthened relationship, intimacy and sexual 
issues, changes to wider social relationships, and 
isolation. There were shifts in their expectations of 
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themselves and others. Partners had numerous difficulties 
dealing with own emotional concerns, particularly 
accessing support, and dealing with ongoing uncertainty 
and lack of control. Partners experienced profound 
changes to sense of self, with increased attention to 
spiritual and existential issues/beliefs. Majority of 
partners identified positive outcomes post-cancer, 
including increased appreciation of life & relationships.  

Hollenbeak et 
al. (2011) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 827 
spouses assessing 
the implications of 
survivorship on 
spousal employment 

Husbands (65.5%) 
Age: 12.7% <40 years, 
35.4% 40-50 years, 42.6% 
50-59 years, 9.2% 60+ years 
Gender: All male (65.5%) 
Relationship: All spouses 
Education: 37.1% secondary, 
64.5% college/university 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 
 
Wives (34.5%) 
Age: 12.6% <40 years, 
30.5% 40-50 years, 44.6% 
50-59 years, 12.3% 60+ 
years 
Gender: All female (34.5%) 
Relationship: All spouses 
Education: 37.9% secondary, 
57.9% college/university 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All types of cancer 
with good chance of 
surviving (except 
superficial skin cancers, 
most Stage 4 cases, and 
male urological cancers). 
Time since Diagnosis: m = 
46.2 months (SD = 10.7 
months) 
Time since Treatment: Not 
reported 

Husbands 
At follow-up, cancer husbands were less likely to be 
working. They worked significantly less average weekly 
hours compared to non-cancer husbands (m = 40.5 hours, 
and m = 42.9 hours, respectively). Cancer husbands had a 
lower likelihood of being employed, more likely to be 
working full time, and averaged an additional 1.3 hours 
per week overall compared to non-cancer husbands - these 
effects were non-significant. For cancer husbands who 
were working at follow-up, they had 93% greater odds of 
working full time, and worked an average of 1.5 hours 
more per week. 
 
Wives 
At follow-up, cancer wives were somewhat less likely to 
be working than non-cancer wives. Average weekly hours 
were not significantly different between the two groups. 
Cancer wives were slightly more likely to be working full 
time, and worked 1.1 fewer hours per week overall. For 
cancer wives who were still working at follow-up, they 
had 16% greater odds of working full time, and worked 
almost two hours more per week. 

Janda et al. 
(2008) 

Australia Quantitative, 
Descriptive 

Cross-sectional 
survey with 70 
caregivers assessing 
unmet supportive 

Age: 56.9% were >50 years 
Gender: 64.3% female, 
35.7% male 
Relationship: Not reported 

Sites: All brain tumours 
Time since Diagnosis: 45% 
>5 years post-diagnosis 

Caregivers reported 16 unmet supportive care needs, and 
4 unmet brain tumour specific supportive care needs. Top 
3 moderate/high unmet needs were: (1) Addressing fears 
about the patient’s physical/mental deterioration, (2) The 
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care needs and 
interest in services 

Education: Not reported 
Income: 44.1% affluent 
Employment: 44% 
unemployed 
Religion: Not reported 

Time since treatment: 75% 
received last treatment in 
past 5 years 

impact that caring for the person with cancer has had on 
your working life, or usual activities, and (3) Reducing 
stress in the life of the person with cancer. 
 
17.2% met probable caseness for psychological distress. 
39.7% met definite caseness for anxiety, and 10.3% met 
definite caseness for depression. Higher scores for 
depression and anxiety were associated with higher than 
average support needs.  
 
Caregivers were extremely/very interested in services that 
targeted physical activity (51.5%), healthy eating habits 
(53.7%), weight control (33.3%), managing stress 
(59.1%), maintaining social relationships (35.9%), had 
effective communication with healthcare professionals 
(50%). Preferred delivery of services/information was by 
mail (50%), with 30-40% interested in attending face-to-
face counselling, and in receiving media support 
(CDs/DVDs/web-based). Caregivers with higher than 
average support needs reported a higher interest in 
services.  

Ka’Opua et al. 
(2005) 

Hawaii Qualitative Cross-sectional, 
semi-structured 
interviews with 26 
Asian & Pacific 
Islander wives about 
adaptation to long-
term prostate cancer 
survival 

Age: m = 73.8 years 
Gender: All female 
Relationship: All 
spouses/partners 
Education: 92.3% had 
completed secondary, 23.1% 
had also completed 
college/university. 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: m = 
8.3 years 
Time since treatment: Not 
reported 

Three themes emerged: (1) Challenges, (2) Adaptation 
through Continuous Learning, and (3) Adaptive Work. 
 
Challenges 
88.5% reported they were challenged to help husbands 
stay focused on health and living, to accommodate 
changes in relationship, and to appreciate the positive in 
their life. Most women believed they had adapted 
successfully to these challenges, however, 19.2% reported 
ongoing concerns about their husbands’ mood and social 
isolation behaviours. 
 
Adaptation through Continuous Learning 
Learning, both formally and informally, was highly 
valued, and viewed as a lifelong process. Continuous 
learning was most common strategy in adaptation to 
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cancer-related challenges. Women reflected on lessons 
from adverse experiences, and used them to inform coping 
with husband’s illness and survival, i.e. “drawing from the 
past” to better focus on present. 
 
Adaptive Work 
Four types of adaptive work: involvement in husband’s 
health, continual affirmation of marital bond, 
normalisation of change and adversity, and participation 
in personally meaningful acts. Wives continued to 
experience an increased sensitivity to those diagnosed 
with cancer, and other life-threatening illnesses, and 
found opportunities to reach out to others. Women often 
relied on various types of spirituality and religion to 
understand meaning of change in lives. 

Ka’Opua et al. 
(2007) 

Hawaii Qualitative Cross-sectional, 
semi-structured 
interviews with 28 
Asian & Pacific 
Islander wives about 
spiritually based 
resources in 
adaptation to long-
term prostate cancer 
survival 

Age: m = 72.6 years 
Gender: All female 
Relationship: All 
spouses/partners 
Education: Not reported 
Employment: Not reported 
Income: Not reported 
Religion: 7.1% Buddhist, 
67.9% Christian, 7.1% 
Taoist, 17.9% spiritual but no 
affiliation 

Site(s):  All prostate cancer 
Time since Diagnosis: m = 
8.5 years 
Time since treatment: Not 
reported 

Three themes emerged: (1) Challenges, (2) Women’s 
Spirituality, and (3) Spiritually Based Resources (SBR) in 
Adaptation. 
 
Challenges 
Women were challenged by psychosocial sequelae 
associated with husband’s cancer treatments, by other co-
occurring medical conditions generally associated with 
ageing, and by marital discord that predated diagnosis. In 
process of adapting to challenges, women became aware 
of life’s ephemeral nature, which punctuated a search for 
purpose and positive meaning in adversity. Women relied 
on spiritual beliefs and practices to cope. 
 
Women’s Spirituality 
Spiritual traditions were diverse, and 82% held beliefs and 
maintained practice from an organised religion. Christians 
(68%) relied on relationship with God, loving others as 
oneself, and faith-based communities. Other ethno-
cultural traditions and forms of spirituality were also 
observed, including “ancestral reverence”. Although 
incongruous with monotheistic beliefs, this offered sense 
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of comfort and cultural continuity. For those who were 
“spiritual but not religious”, spirituality was derived from 
personal system of beliefs and practices. Continuous 
processes of believing, learning, and taking action 
characterised this. Women relied on spiritual practice and 
beliefs to guide critical reflection of adversity.  
 
SBR Use in Adaptation 
93% identified the nurturance of an embracing spirit as the 
overarching theme in their adaptation. There was a 
reliance on prayer, meditation, and other SBR to sustain 
hope in face of change and loss, a commitment to discern 
spiritual lessons through adverse events, and proactive 
efforts to solve problems. An embracing spirit was 
reflected in four areas of adaptive work: (1) marriage 
preservation and cultivation of couple intimacy (93%); (2) 
personal growth (93%); (3) health-related attitudes and 
behaviours (86%); and (4) developing and sustaining 
meaningful community connections through giving and 
receiving social support (71%). 

Kim et al. 
(2006a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 429 
spouses assessing 
gender differences 
in caregiving stress 

Age: m = 59 years 
Gender: 56% female, 44% 
male 
Relationship: All spouses 
Education: 68% >secondary 
Employment: Not reported 
Income: 74% >$40,000 
Religion: Not reported 

Site(s):  Not reported 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 
All caregivers were those 
participating in American 
Cancer Society’s QOL 
Survey for Caregivers. 
Survivors were 
participating in 
longitudinal Study of 
Cancer Survivors. 

Compared to wife caregivers, husband caregivers were 
likely to report higher levels of caregiving esteem, which 
in turn related to lower levels of caregiving stress. 
Husband caregivers providing care to survivor wives with 
poorer psychosocial functioning were more likely to 
report higher levels of caregiving stress. Survivor’s 
physical functioning directly influenced caregiving stress, 
regardless of gender. 
 
84% husbands reported they received help from family 
and friends, compared to wife caregivers (51%). Only 
15% of husbands, and 14% reported receiving paid help. 
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Kim et al. 
(2006b) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 457 
caregivers 
examining 
psychological 
adjustment and 
multiple roles 

Age: m = 50 years (SD = 8.9 
years) 
Gender: 67% female, 33% 
male 
Relationship: Not reported 
Education: 71% >secondary 
Employment: 27.8% 
employed with children 
(EC), 57.5% employed with 
no children (ENC), 4.6% 
unemployed with children 
(UEC), 10.1% unemployed 
with no children (UENC) 
Income: 68% >$40,000 
Religion: Not reported 

Site(s): 26% breast cancer, 
18% prostate, 13% 
colorectal 
Time since Diagnosis: m = 
2 years (SD = 0.5 years) 
Time since treatment: Not 
reported 

ENC caregivers reported greater level of management of 
meaning than EC caregivers or UEC caregivers. This 
suggests having an additional role as an employee but the 
absence of a parental role enhances the extent to which 
caregiver manages meaning from caregiving role. 
 
UENC caregivers reported lower levels of negative affect 
than UEC caregivers or EC caregivers. This suggests 
having an additional parental role, regardless of 
employment status, increases emotional distress. 

Kim et al. 
(2007a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 896 
caregivers assessing 
benefit finding in 
the caregiving 
experience 

Age: m =  53.95 years (SD = 
12.54 years) 
Gender: 64.8% female, 
35.2% male 
Relationship: 66% spouses 
Education: 76.3% 
>secondary 
Employment: Not reported 
Income: 68.5% >$40,000 
Religion: Not reported 

Site(s): 28% breast cancer, 
20% colorectal cancer, 
13% colorectal cancer.  
Time since Diagnosis: m = 
2.2 years (SD = 0.6 years) 
Time since Treatment: Not 
reported 

Family members who reported greater caregiving stress 
were less educated, and used religion or spirituality to 
cope with stress associated with cancer. Those who 
reported greater social support were more likely to report 
overall greater benefit finding in caregiving.  
 
Older and male gender were associated with appreciation 
of life. Less education related to 3/6 domains of benefit 
finding. Income and spousal status did not relate to any 
benefit finding domains. Religious coping and social 
support variables were significant correlates of benefit 
finding domains.  
 
Greater life satisfaction was associated with lower levels 
of caregiving stress, caring for survivors with better 
mental and physical functioning, using more religious 
coping strategies, having greater social support, and 
greater acceptance and appreciation of life. Caregivers 
who re-prioritised their values reported lower life 
satisfaction. 
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Caregiving stress, survivor’s mental functioning, 
education, income, religious coping, and social support 
were all significantly related to depressive symptoms. 
Overall benefit finding did not relate to depressive 
symptoms. Greater depressive symptoms was associated 
with being more empathetic about existential value of life, 
and re-prioritising values. Lower depressive symptoms 
was associated with acceptance, and a more positive self-
view. 

Kim et al. 
(2007b) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 448 
spouses and adult 
offspring examining 
effects of gender, 
relationship, and 
appraisal on QOL 

Age: m = 54.8 years (SD = 
12.6 years) 
Gender: 61.8% female, 
38.2% male 
Relationship: 783.3% 
spouses, 21.7% adult 
offspring 
Education: 72.3% 
>secondary 
Employment: 74.6% 
employed 
Income: 77.7% >$40,000 
Religion: Not reported 

Site(s): 21.2% prostate 
cancer, 21% breast cancer, 
14.7% colorectal cancer. 
Time since Diagnosis: m = 
2.07 years (SD = 0.82 
years) 
Time since Treatment: Not 
reported 

Male caregivers, especially husbands, had higher 
caregiving esteem than other caregivers (partially 
supported). 
 
Men reported less caregiving stress than women, and adult 
offspring reported more caregiving stress than spouses. 
 
Male caregivers reported lower psychological distress and 
better mental functioning than females. Offspring 
caregivers reported the highest level of psychological 
distress, and the lowest levels of mental functioning 
compared to spouses. Caregivers with higher esteem 
reported lower psychological distress, better mental 
functioning, and better spiritual adjustment. Highly 
stressed caregivers reported greater levels of 
psychological distress, poorer mental functioning, poorer 
physical functioning, and poorer spiritual adjustment.  

Kim et al. 
(2008a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 98 
mother-daughter 
dyads assessing the 
effects of 
psychological 
distress on QOL 

Age: m = 40.8 years (SD = 
11.74 years) 
Gender: All female 
Relationship: All adult 
daughters 
Education: 80.6% 
college/university 
Employment: Not reported 
Income: 68.4% >$40,000 
Religion: Not reported 

Site(s): 25% breast cancer, 
15% colorectal, 13% 
ovarian. 
Time since Diagnosis: m = 
2.26 years (SD = 0.3 years) 
Time since Treatment: Not 
reported 

No significant differences between survivors and 
caregivers in psychological distress and mental health 
scores. Survivor mother reported significantly poorer 
physical health than caregiving daughters. 
 
The level of psychological distress strongly related to own 
mental functioning score for both survivors and 
caregivers. Greater survivors’ distress related to better 
mental health of caregivers. Greater level of psychological 
distress in survivors related to poorer physical health of 
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both survivors and caregivers. Levels of psychological 
distress in caregivers was not related to their own physical 
health, or that of the survivor. Older age was associated 
with poorer physical health.  

Kim et al. 
(2008b) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 168 
survivor-caregiver 
couples examining 
dyadic and 
individual 
adjustment, and 
psychological 
distress on QOL. 

Age: m = 58.3 years (SD = 
10.4 years) 
Gender: 50.6% female, 
49.4% male 
Relationship: All 
partners/spouses 
Education: 71.4% 
>secondary 
Employment: Not reported 
Income: 69% >$40, 000 
Religion: Not reported 

Site(s): 49.4% breast 
cancer, 50.6% prostate 
cancer 
Time since Diagnosis: m = 
2.15 years (SD = 0.4 years) 
Time since Treatment: Not 
reported 

Prostate cancer survivors reported better physical health 
than their female caregivers. There was more similarity in 
physical health where husband had prostate cancer, than 
for couple where wife had breast cancer.  
 
Own level of psychological distress was strongly related 
to own mental health. No independent effects of 
individual’s psychological distress on partner’s mental 
health. When there was a greater difference in 
psychological distress between the couple, wife 
caregivers reported poorer mental health. Stage of cancer 
was not related to mental health.  
 
More psychologically distressed individuals had poorer 
physical health. For breast cancer, the survivor’s distress 
predicted caregiver’s physical health. For prostate cancer, 
caregiver’s distress predicted survivor’s physical health. 
Therefore, female psychological distress was negatively 
related to husband’s physical health. Age was negatively 
related to physical health. When there was a greater 
difference in psychological distress between couples, both 
husband caregivers and husband survivors reported better 
physical health. 

Kim et al. 
(2010) 

USA Quantitative, 
Descriptive 

Longitudinal cohort 
survey with 1,666 
caregivers assessing 
unmet needs across 
the illness 
trajectory. 
 
Included in review: 
Cross-sectional data 

Age: m = 56.9 years (SD = 
12.6 years) 
Gender: 64.4% female, 
35.6% male 
Relationship: 65.8% 
spouse/partner 
Education: 69.1% 
college/university 
Income: 61% affluent 

Sites: 26% breast cancer, 
15% colorectal cancer, 
6.5% prostate cancer 
Time since Diagnosis: 2-5 
years 
Time since treatment: Not 
reported.  

The prevalence of unmet needs decreases as time since 
diagnosis increases. 
 
The percentage of caregivers experiencing at least one 
unmet need at 2 years was: 59.9% psychosocial, 48.9% 
medical, 27.1% financial, and 46.9% daily activity. The 
top 3 unmet needs at 2 years were: (1) Helping person 
with cancer’s emotional distress (38.4%), (2) Dealing 
with own emotional distress (30.8%), and (3) Dealing 



 299 

for caregivers at 2 
years (n = 896) and 
5 years (n = 608). 

Employment: 64.4% 
employed 
Religion: Not reported 

with lifestyle changes (26.5%). Greater unmet need at 2 
years was associated with being younger, female, being a 
spouse/partner, and having higher income.  
 
The percentage of caregivers experiencing at least one 
unmet need at 5 years was: 36% psychosocial, 27.5% 
medical, 18.9% financial, 23.7% daily activity. The top 3 
unment needs at 5 years were: (1) Helping the person with 
cancer’s emotional distress (21.4%), (2) Being satisfied 
with relationship with person with cancer (12.3%), and (3) 
Understanding/navigating medical and/or insurance 
coverage (12.3%). Greater unmet need at 5 years was 
associated with being younger, and being a 
spouse/partner. Caucasian ethnicity, and having higher 
income was a protective factor at 5 years.  
 

Kim et al. 
(2011) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 361 
married survivor-
caregiver couples, 
examining 
individual and 
dyadic associations 
of spiritual 
wellbeing (SWB) 
with QOL. 

Age: m = 59.9 years (SD = 
10.8 years) 
Gender: 52.4% female, 
47.6% male 
Relationship: All spouses 
Education: 69% >secondary 
Employment: Not reported 
Income: 52.4% >$40,000 
Religion: Not reported 

Site(s): 24.7% breast 
cancer, 13.9% colorectal 
cancer, 25.5% prostate 
cancer. 
Time since Diagnosis: m = 
2.2 years (SD = 0.36 years) 
Time since treatment: Not 
reported 

No significant differences between survivors and 
caregivers in SWB and QOL indicators. SWB, mental 
health, and physical health were moderately correlated 
between survivors and caregivers.  
 
A person’s own level of SWB was positively related to 
their own mental health, with no independent effect on 
partner’s mental health. The more a person found meaning 
and peace, the more the person was likely to report better 
mental health. Older individuals reported better mental 
health. Stage of cancer, and faith was not related to mental 
health.  
 
High levels of SWB in survivors related to better physical 
health of caregivers. Higher levels of SWB in caregivers 
related to better physical health of survivors. The more 
caregivers found faith, the more likely they were to report 
poorer physical health. The more survivors found 
meaning, the more caregivers were likely to report better 
physical health. The more caregivers found peace, the 
more survivors reported better physical health. Age was 
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negatively related to physical health. Stage of cancer was 
not related to physical health of caregiver.  

Kim et al. 
(2012a) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 455 
survivor-caregiver 
dyads, assessing 
dyadic effects of 
fear of recurrence 
(FOR) on QOL 

Age: Predominantly middle 
aged 
Gender: 63.3% female, 
36.7% male 
Relationship: 67.1% spouse, 
18.5% offspring, 14.4% 
other 
Education: 65.8% 
>secondary 
Income: 59.5% >$40,000 
Religion: Not reported 

Site(s): 29.7% breast 
cancer, 21.5% prostate 
cancer, 14.9% colorectal 
cancer 
Time since Diagnosis: m = 
2.2 years (SD = 0.4 years) 
Time since treatment: Not 
reported 

Significant negative correlations between FOR and 
mental health, or age; positive correlations between FOR 
and anxiety. No significant differences in FOR, anxiety, 
and mental health between survivor and caregivers. 
 
The more severe the cancer, the higher level of FOR. 
There was a marginally significant relation between 
cancer severity and caregiver’s physical health. Cancer 
severity was related to higher levels of anxiety. The 
relation between cancer severity and caregiver’s mental 
health was fully mediated by caregiver’s FOR.  
 
Higher levels of FOR was associated with poorer own 
mental health and poorer survivors’ physical health, but 
not own physical health. Older caregivers reported poorer 
physical health.  

Kim et al. 
(2012b) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 1218 
caregivers, 
examining QOL at 5 
years post-diagnosis 
 
 

Age: m = 58.96 years (SD = 
12.52 years) 
Gender: 63.3% female, 
36.7% male 
Relationship: 71.1% 
spouses, 4.1% parent, 13.5% 
offspring, 5.8% sibling, 3.7% 
friend, 1.9% other. 
Education: 72.8% 
>secondary 
Employment: 59.8% 
employed 
Income: 65.4% >$40,000 
Religion: Not reported 

Site(s):  26.9% breast 
cancer, 14.8% colorectal, 
19.9% prostate cancer. 
Time since Diagnosis: m = 
5.1 years (SD = 0.48 years) 
Time since treatment: Not 
reported 

Data reported for Former Caregivers - Remission (FCR) 
only. 
 
At 5 years post-diagnosis, 69.9% were no longer actively 
providing care as person with cancer was in remission 
(FCR). Caregivers at 5 years appear to display normal 
levels of psychological wellbeing and health when 
survivor is in remission. 
 
FCRs experienced the least stress associated with cancer 
at 2 years post-diagnosis. Levels of physical and mental 
health were comparable to US general population mean. 
Psychological distress closely resembled that of a 
normative geriatric sample, and was significantly lower 
than distress in active or bereaved caregivers. Level of 
spirituality was higher in FCRs than other caregivers, but 
lower than levels in survivor.  
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Better mental functioning was associated with female 
gender, higher levels of caregiving esteem, and less severe 
cancer. Better physical functioning was associated with 
younger age, being employed, and lower levels of earlier 
caregiving stress. Greater psychological distress was 
associated with younger age, and higher levels of early 
caregiving stress. Greater spirituality was associated with 
female gender, being employed, lower levels of 
caregiving stress, and higher levels of caregiving esteem. 

Kim et al. 
(2013) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 774 cancer 
caregivers 
examining self-
reported medical 
morbidity 

Age: m = 54.2 years (SD = 
12.5 years) 
Gender: 63.3% female, 
36.7% male 
Relationship: 65.1% spouses 
Education: 75.6% 
>secondary 
Employment: 74.8% 
employed 
Income: 65.5% >$40,000 
Religion: Not reported 

Site(s): 28.3% breast 
cancer, 13.7% colorectal 
cancer, 18% prostate 
cancer 
Time since Diagnosis: m = 
2.1 years (SD = 0.6 years) 
Time since treatment: Not 
reported 

Caregivers reported an average of 4.5 morbid conditions 
(SD = 6.3). Approximately 17% did not have any medical 
condition requiring physician care, 30% had 1-2 
conditions, 30% 3-5 conditions, and 8% had more than 11 
conditions. The five most commonly reported morbidities 
were hypertension (33.1%), high cholesterol (31.4%), 
chronic back pain (30.5%), heart disease (40%), and 
arthritis (32.3%). Depression, and mental health problems 
were prevalent in 27.7% and 18.8% of caregivers, 
respectively.  
 
Higher number of morbidities was predicted by poorer 
physical and mental health scores, but not by demographic 
or medical characteristics. Age was a marginally 
significant predictor of increased morbidities. 

Kim et al. 
(2015) 

USA Quantitative, 
Descriptive 

Longitudinal survey 
of 1,517 caregivers 
at diagnosis, 5 years, 
and 8 years post-
diagnosis, 
investigating 
associations 
between earlier 
caregiving 
experience, and 
development of 
physical 

Age: m = 55.02 years (SD = 
12.9 years) 
Gender: 64.9% female, 
35.1% male 
Relationship: 66.5% 
spouses, 17.9% offspring, 
6.8% siblings, 3.7% parents, 
3.2% friends, 1.9% other 
Education: 71.5% 
>secondary 
Employment: Not reported 
Income: 63.8% >$40,000 

Site(s): 27% breast cancer, 
14% colorectal cancer, 
17.9% prostate 
Time since Diagnosis: 
Assessed at 5, and 8 years 
post-diagnosis 
Time since treatment: Not 
reported 

Compared to 50% at 2 years post-diagnosis, only 8.2% 
and 7.1% were actively providing care at 5 and 8 years, 
respectively.  
 
Arthritis (21.2% at 5 years, 28.3% at 8 years), back pain 
(17.2% at 5 years, 31.5% at 8 years), and heart disease 
(14.2% at 5 years, 14.9% at 8 years) were the most 
reported physical impairments. Actively providing care 
was associated with receiving treatment for heart disease, 
and arthritis. Female caregivers were more likely to 
develop heart disease. Spousal caregivers were more 
likely to develop arthritis, and chronic back pain, with an 
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impairments over 
time. 

Religion: Not reported annual increased risk of 7.4%. Caregivers who reported 
greater levels of caregiving stress at 2 years were more 
likely to develop heart disease as time went on, with an 
increased risk of 3.8% annually.  

Manne et al. 
(2015) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 143 
currently employed 
male spouses of 
women with breast 
cancer, examining 
the role of 
psychological 
distress as a 
mediator between 
disease severity and 
occupational 
functioning 

Age:  m = 56.2 years (SD = 
8.9 years) 
Gender: All male 
Relationship: All 
partners/spouses 
Education: 82.6% 
>secondary 
Employment: All working 
Income: median = $100,00 
Religion: Not reported 

Site(s): All breast cancer 
Time since Diagnosis: Not 
reported  
Time since treatment: Not 
reported, but all post-breast 
surgery 

Spouses rated their health as ‘very good’, with an average 
of 3.3 physician visits in past year. Mean number of health 
conditions was 1.6. Marital satisfaction was rated as 
higher than average, DAS score was 115. 
 
Approximately half missed less than 3 workdays in past 
month. On average, work productivity and levels of work 
performance were relatively high. Higher absenteeism 
was significantly correlated with higher levels of cancer-
specific stress, and higher levels of survivor functional 
impairment. Lower work productivity, and poorer work 
performance were both associated with greater cancer-
specific distress, lower spousal relationship satisfaction, 
and poorer spousal self-rated health. 

Marshall et al. 
(2011) 

USA Qualitative Cross-sectional, 
semi-structured 
family-based 
interviews (focus 
groups) to explore 
the psychosocial 
intervention needs 
of predominantly 
Hispanic, low-
income female 
caregivers 

Age: m = 44 years 
Gender: All female 
Relationship: 35% 
daughters/-in law, 42% 
sisters/-in law, 14% mothers, 
14% close friends, 7% 
granddaughters 
Education: Not reported 
Employment: Not reported 
Income: All low-income 
Religion: Not reported 

Site(s): 70% breast cancer, 
20% ovarian cancer, 10% 
colon cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 

Five themes: (1) Lack of skills, (2) Need for financial 
help, (3) Family stress, (4) Advice for others, and (5) 
Reliance on God or faith. 
 
Caregivers did not have skills to deal with depression that 
they and/or the survivor was experiencing. A lack of 
communication and, problem-solving skills was 
compounded by a lack of cancer-specific knowledge. All 
participants were self-reported low income, and there was 
an emerging need for financial help, particularly as 
survivor couldn’t work through diagnosis and treatment. 
Caregivers voiced fears of their own cancer based on 
cancer of survivor. Family stress at diagnosis was also 
reported.  Some caregivers either explicitly or implicitly 
offered advice for families that would come after them on 
coping with the process. Faith emerged as a theme 
reflecting caregiver’s impotence, as well as belief in 
power of God to impact the outcome of cancer diagnosis. 
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Caregivers stressed that interventions should be tailored 
to family needs, and delivered in a way that was accessible 
to them.  

McCorry et al. 
(2009) 

UK Qualitative Cross-sectional 
focus groups with 
10 caregivers to 
explore the 
experience of 
adjusting to life 
post-
oesophagectomy 

Age: Not reported 
Gender: 80% female, 20% 
male 
Relationship: 90% 
partners/spouses, 10% 
offspring 
Education: Not reported 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All oesophageal 
cancer 
Time since Diagnosis: 14 
months - 17 years 
Time since treatment: 7 
months - 17 years 

Three themes: (1) Carer as a buffer, (2) Representations 
of recovery and recurrence, and (3) Normalising 
experiences through peer support. 
 
Caregivers described responsibility for protecting patient 
and their family from distress. This appeared to contribute 
to feelings of social isolation, whilst also suffering from 
elevated distress, altered sleeping and eating patterns, and 
reduced self-care of own health problems. They felt 
burden of responsibility for survivor’s recovery, and were 
a conduit for providing explanations to family/friends, 
and in social situations. Caregivers anxiously engaged in 
tracking recovery and health in terms of ability to eat, 
meal sizes, and weight gain. They were vigilant in 
observation of survivor’s “progress”, often interpreting 
the slightest symptom as recurrence. This was a 
significant source of distress, particularly during follow-
up appointments. Caregivers had varied experiences of 
support from health professionals, but recognised value of 
peer support, especially for normalisation of experiences, 
reducing feelings of isolation, and as a source of hope. 

McMullen et 
al. (2014) 

USA Qualitative Cross-sectional 
interviews with 31 
caregiver-survivor 
dyads assessing 
healthcare 
management 
activities, needs, and 
caregiving 
relationships 

Age: 51.6% aged 45 - 70 
years, 32.3% aged 71 - 84 
years, 6.5% aged 85+ years 
Gender: 70.9% female, 
29.1% male 
Relationship: 67.7% 
spouse/partner, 6.5% adult 
child, 19.5% other relative, 
6.5% not related 
Education: Not reported 
Income: 41.9% affluent 

Sites: All colorectal cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: >5 
years post-surgery 

Dyads were classified into a matrix of healthcare 
management resources (high vs low), and survivors’ 
healthcare needs (high vs. low). 
 
High healthcare needs/high healthcare managements (n = 
16). Healthcare management activities were ongoing and 
consistent since diagnosis, with 68.7% involved in ostomy 
care (all spouses). General agreement on the need and 
desire for caregiver involvement. Spouses viewed 
caregiving as mutually-rewarding and non-invasive, 
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Employment: Not reported 
Religion: Not reported 

whereas non-spouses felt resentful or guilty about 
caregiving.  
 
Low healthcare needs/high healthcare management (n = 
4). Appraisal of caregiving varied; spouses considered 
caregiving an extension of their relationship. Desire to 
collaborate, facilitated by mutual acceptance of care 
needs. Caregivers felt survivors did not always understand 
healthcare issues at appointments, or would not accurately 
relay information. 
 
High healthcare needs/low healthcare functioning. 
Caregivers were involved in recovery, but roles were now 
limited and episodic, and had declined as survivors 
adjusted long-term. 50% appraised this balance as 
positively in their relationships, and reported an open, 
honest, and communicative relationship characterised by 
shared decision-making and information. management (n 
= 5). Caregivers’ role was limited. Barriers to performing 
healthcare management included independence, 
autonomy, privacy, the delineation of boundaries in 
caregiving relationship, and limitations on caregiver’s 
ability to be involved due to own health. Particularly 
challenges for adult children; expressed tension regarding 
dual roles of being a child and caretaker, and hesitancy in 
negotiating privacy issues. 
 
Low healthcare needs/low healthcare management (n = 
6). Survivors were high  

Mellon & 
Northouse 
(2001) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 123 
survivor-caregiver 
dyads, examining 
QOL during long-
term survivorship 

Age: m = 55 years (SD = 14.5 
years) 
Gender: 65% female, 35% 
male 
Relationship: 62.6% 
spouses/partner, 29.3% 
offspring, 8.1% sibling 

Site(s): 25.2% breast 
cancer, 24.4% prostate 
cancer, 25.2% colorectal 
cancer, 25.2% uterine 
cancer. 
Time since Diagnosis: m = 
3.39 years (SD = 1.0 years) 

Higher QOL was associated with being married, higher 
income, being older, being retired. Employed caregivers 
showed lowest levels of QOL. No differences in QOL 
were found between cancer site, type of treatment, time 
since diagnosis, or time since treatment. 
 
Fewer stressors experienced by family unit was related to 
lower levels of FOR, the survivor reporting fewer physical 
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Education: m = 13.2 years 
(SD = 3.2 years) 
Employment: 47.2% 
employed, 38.2% retired, 
14.6% homemaker 
Income: 40.6% >$30,000 
Religion: Not reported 

Time since treatment: m = 
3.01 years (SD = 1.07 
years) 

concerns, and increased/more positive meaning of illness. 
Greater family hardiness, greater family QOL, and greater 
social support were related to more positive meaning of 
illness.  
Unique contributions to family QOL were made by patient 
employment status, concurrent family stressors, caregiver 
FOR, social support, and family meaning. Patient’s FOR 
and family hardiness uniquely contributed to family 
meaning of illness. 

Mellon (2002) USA Qualitative Cross-sectional 
survey of 123 
survivor-caregiver 
dyads. Paper reports 
findings on two 
open-ended 
questions on survey, 
using content 
analysis. 

Age: m = 55 years (SD = 14.5 
years) 
Gender: 65% female, 35% 
male 
Relationship: 62.6% 
spouses/partner, 29.3% 
offspring, 8.1% sibling 
Education: m = 13.2 years 
(SD = 3.2 years) 
Employment: 47.2% 
employed, 38.2% retired, 
14.6% homemaker 
Income: 40.6% >$30,000 
Religion: Not reported 

Site(s): 25.2% breast 
cancer, 24.4% prostate 
cancer, 25.2% colorectal 
cancer, 25.2% uterine 
cancer. 
Time since Diagnosis: m = 
3.39 years (SD = 1.0 years) 
Time since treatment: m = 
3.01 years (SD = 1.07 
years) 

Range of themes identified within four categories. 
 
Caregivers expressed shock and fear of cancer when 
diagnosed, including thoughts about mortality and 
potential loss of loved one. There was a relief that cancer 
was treatable and caught early. Survivors and family 
members often discussed type of treatments, and 
confidence in doctors. They made evident efforts to 
minimise cancer, not dwell on it, or not let it take control 
over lives. Spirituality and faith in God were important 
elements of the meaning of cancer for many.  
 
Individuals reported both positive and negative effects of 
cancer on family QOL. Surviving cancer helped 
caregivers reflect and appreciate value of life. Many 
expressed that cancer had no lasting or long-term negative 
effects on family QOL, extended time since 
diagnosis/treatment contributed to this. Several reported 
other stressors affecting family QOL, including illness of 
other family member, other family problems, and limited 
family resources. 
 
Meaning of illness was embedded in caregivers’ views of 
family QOL. This included concerns and worries about 
cancer and the future, getting life back to normal, 
worrying about recurrence, ongoing difficulties living 
through cancer, and taking care of family health. 
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Mellon et al. 
(2006) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 123 
survivor-caregiver 
dyads, examining 
QOL during long-
term survivorship. 

Age: m = 55 years (SD = 14.5 
years) 
Gender: 65% female, 35% 
male 
Relationship: 62.6% 
spouses/partner, 29.3% 
offspring, 8.1% sibling 
Education: m = 13.2 years 
(SD = 3.2 years) 
Employment: 47.2% 
employed, 38.2% retired, 
14.6% homemaker 
Income: 40.6% >$30,000 
Religion: Not reported 

Site(s): 25.2% breast 
cancer, 24.4% prostate 
cancer, 25.2% colorectal 
cancer, 25.2% uterine 
cancer. 
Time since Diagnosis: m = 
3.39 years (SD = 1.0 years) 
Time since treatment: m = 
3.01 years (SD = 1.07 
years) 

Health problems, such as heart disease, arthritis, or 
diabetes, were reported by 50% of caregivers. 
 
Caregivers reported lower levels of family hardiness, and 
lower levels of social support than survivors. No 
differences were found in number of family stressors, or 
meaning of illness. 
 
Higher QOL was related to being older, higher income, 
being retired, being married, being a spousal caregiver, 
male gender, having fewer family stressors, lower levels 
of FOR, higher levels of family hardiness, more social 
support, and more positive meaning of illness. No 
significant relationships were found between caregivers 
who had other health problems and QOL, or by ethnicity. 
Caregiver age and survivor QOL made unique 
contribution to overall variance in caregiver QOL. 

Mellon et al. 
(2007) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 123 
survivor-caregiver 
dyads, examining 
predictors of FOR 

Age: m = 55 years (SD = 14.5 
years) 
Gender: 65% female, 35% 
male 
Relationship: 62.6% 
spouses/partner, 29.3% 
offspring, 8.1% sibling 
Education: m = 13.2 years 
(SD = 3.2 years) 
Employment: 47.2% 
employed, 38.2% retired, 
14.6% homemaker 
Income: 40.6% >$30,000 
Religion: Not reported 

Site(s): 25.2% breast 
cancer, 24.4% prostate 
cancer, 25.2% colorectal 
cancer, 25.2% uterine 
cancer. 
Time since Diagnosis: m = 
3.39 years (SD = 1.0 years) 
Time since treatment: m = 
3.01 years (SD = 1.07 
years) 

Individuals who reported more family stressors and less 
positive meaning associated with illness had higher FOR. 
FOR increased with younger age of survivor, younger age 
of caregiver. Survivors and caregivers mutually influence 
each other’s FOR. Caregivers had significantly more FOR 
than survivors. Type of cancer, stage of cancer, type of 
treatment, family hardiness, and social support were not 
related to FOR. 
 
The more family hardiness and social support caregivers 
perceived, the more positive the meaning associated with 
illness.  

Meyerowitz et 
al. (2012) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 164 male 
partners, assessing 
adjustment post-

Age: m = 58.9 years (SD = 
11.5 years) 
Gender: All male 
Relationship: All partners 
Education: Not reported 

Site(s): All breast cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: All 
assessed post-treatment 

Most men felt at least moderately well-prepared for 
survivors’ post-treatment recovery. No significant change 
in perceived preparedness over time.  
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treatment for breast 
cancer 

Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Months post-treatment were a time of active adjustment 
for men who did not feel fully prepared. Men who 
reported lowest levels of initial preparation experienced 
significant improvements in negative mood, cancer-
related stress, and psychological QOL over 4-month 
period. Men who felt extremely well-prepared showed no 
change over time.  

Nund et al. 
(2014) 

Australia Qualitative Cross-sectional, 
semi-structured 
interviews with 12 
caregivers, 
exploring 
experience of 
dysphagia following 
HNCa treatment 

Age: m = 53.9 years (SD = 
6.2 years) 
Gender: 83.3% female, 
16.7% male 
Relationship: All 
partners/spouses 
Education: Not reported 
Employment: 75% 
employed, 25% not working 
Income: Not reported 
Religion: Not reported 

Site(s): All HNCa 
Time since Diagnosis: Not 
reported 
Time since treatment: 92% 
>3 months post-treatment 

Four themes: (1) dysphagia disrupts daily life, (2) carers 
make adjustments to adapt to partner’s dysphagia, (3) 
disconnect between carer’s expectations and reality of 
dysphagia, and (4) experience of dysphagia-related 
services and supports. 
 
Caregivers experienced a broad range of consequences as 
a result of caring for a HNCa survivor with dysphagia. 
This included changes to meal preparation, to the family, 
on social life and eating out, and the ongoing emotional 
response to dysphagia. 
Adjustments were made to adapt to dysphagia, including 
“accepting a new normal”, adopting a positive attitude, 
change in roles, and adopting practical strategies to deal 
with adversity. Caregivers were often unprepared for 
these adjustments, and often learnt by trial and error. 
There was disconnect between expectations and reality of 
dysphagia. Majority of caregivers had not anticipated the 
severity and duration of side effects of treatment, and 
thought they would quickly resolve and return to normal. 
Some felt the weeks following treatment were more 
difficult than treatment itself. 
Survivors were frequently monitored and supported 
during treatment, but this stopped once treatment was 
complete. Many felt there was a lack of formal support, 
and wanted information that was practical, personalised, 
and delivered in lay terms. There was a value of support 
from other caregivers, and the opportunity to talk to 
someone in similar circumstances.  
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Ohlsson-Nevo 
et al. (2011) 

Sweden Qualitative Cross-sectional, 
semi-structured 
interviews with 13 
caregivers exploring 
experiences of life 
the first year 
following CRCa 
surgery  

Age: median = 64 years 
(range = 40 - 87 years) 
Gender: 46.2% female, 
53.8% male 
Relationship: All 
partners/spouses 
Education: Not reported 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All colorectal, 
61.5% colon cancer, 38.5% 
rectal cancer. 
Time since Diagnosis: Not 
reported 
Time since treatment: 
Undergone CRCa surgery 
at least 1 year previously 

One main theme: ‘Life is back to normal, and yet not’. 
Three subthemes: (1), Life has a shadow of death, (2) The 
treated body sets the rules, and (3) To share or not share 
the illness. 
 
Partners were shocked and described life as being turned 
upside down when diagnosis received. Cancer had 
brought about existential, fatalistic thoughts, some even 
began preparing for eventual death. Positive attitudes, and 
reminder of threat to life helped partners realise 
importance of being kind and thankful for having survivor 
alive. They shared survivor’s worries before return visits, 
and felt isolated by worries.  
Partners were directly affected by bodily problems of 
survivor, and had to adjust to life where survivor’s illness 
and recovery needed much attention. Some felt 
unprepared, and took on unwanted, additional 
responsibilities. Additionally, there were changes in 
intimacy and sexuality post-treatment that affected the 
couple.  
Partners’ information needs could be more extensive than 
survivors’, but were dependent on survivor’s willingness 
to share information about illness and treatment, which 
could negatively affect couple’s communication and 
relationship. Perceived social support and helpfulness of 
support varied.  

Pauwels et al. 
(2012) 

Belgium Quantitative, 
Descriptive 

Cross-sectional 
survey with 84 
partners assessing 
needs for 
information and 
support 

Age: m = 55.3 years (SD = 
3.53 years) 
Gender: All male 
Relationship: All partners 
Education: 52.4% 
college/university 
Income: Not reported 
Employment: 63.1% 
employed 
Religion: No reported 

Sites: All breast cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: m = 
23 weeks (SD = 9 weeks) 

Partners reported a mean total of 12.5 care needs (SD = 
3.5). The top 3 information and support needs were: (1) 
physical functioning of survivor (53.5%), (2) 
psychological functioning of survivor (52.4%), and (3) 
supporting the survivor (52.4%).  
 
Partners in need of more information and support viewed 
the survivor’s condition as chronic, carrying more severe 
consequences, and where they had an increased emotional 
response to the survivor’s condition.  
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Partners reported normal psychological wellbeing. HADS 
scores for anxiety (m = 5.92, SD = 3.80) and depression 
(m = 4.68, SD = 3.72) were both within the normal range. 

Rivers et al. 
(2011) 

USA Qualitative Cross-sectional, 
semi-structured 
interviews with 12 
African American 
couples, exploring 
psychosocial issues 
relating to sexual 
functioning in PCa 

Age: Not reported 
Gender: All female 
Relationship: All 
spouses/partners 
Education: Not reported 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: m = 
4.91 years 
Time since treatment: 
Diagnosed and treated 
within last 1-5 years 

Sexual functioning was concern for female spouses; 
however, patient’s survival was considered most 
important. The majority of women recognised decreased 
sexual desire in partners following treatment. 
Approximately half reported this was not problematic, 
and most were concerned with husband’s distress over 
loss of sexual functioning. Some couples had limited 
discussions about sexual functioning, and few reported 
conflict and difficulty expressing feelings over loss of 
sexual activity in relationship. 
 
Partners reported distress and frustration at limited PCa 
knowledge, minimal communication about treatment, and 
lack of support and services for partners of cancer 
patients.  

Rivers et al. 
(2012) 

USA Qualitative Cross-sectional, 
semi-structured 
interviews with 12 
African American 
couples, exploring 
perceptions of PCa 
survivors and 
spouses of 
psychosocial issues 
relating to QOL 

Age: Not reported 
Gender: All female 
Relationship: All 
spouses/partners 
Education: Not reported 
Employment: Not reported 
Income: Not reported 
Religion: Not reported 

Site(s): All prostate cancer 
Time since Diagnosis: m = 
4.91 years 
Time since treatment: 
Diagnosed and treated 
within last 5 years 

Responses were reported in context of four domains of 
QOL: psychological, social, physical, and spiritual 
wellbeing.  
 
Most dominant theme in psychological functioning was 
fears or concerns about cancer recurrence or metastasis. 
Individuals who reported experiencing FOR also 
expressed increased anxiety and stress in the context of 
everyday functioning and their marriage. Communication 
barriers were a recurrent psychosocial theme. Spouses 
reported a desire to communicate with their husbands 
about their experiences, but two thirds felt husbands were 
reluctant. Conversations about sexual functioning were 
almost non-existent. Spouses noted the importance of 
social support, particularly from family members. Not all 
individuals welcomed social support; some reported being 
treated differently, and this often resulted in social 
isolation. Majority of spouses reported impaired sexual 
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functioning, but main concern was husband’s survival. 
Spouses felt they lacked information about treatment 
impact on sexual function, and wanted more information, 
and guidance into managing this. Emotional effects of 
diagnosis and treatment were commonly voiced by 
spouses. Most couples identified spirituality or some form 
of faith as an important coping mechanism. Many 
reported faith became stronger as result of cancer.  

Ross et al. 
(2010) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey with 89 
caregivers assessing 
psychosocial 
adjustment 

Age: m = 54.8 years (SD = 
11.6 years) 
Gender: 73% female, 27% 
male 
Relationship: 80.9% 
spouse/partner, 12.4% adult 
children, 6.7% sibling 
Education: 23.6% secondary, 
74.2% college/university 
Income: 73% affluent 
Employment: 55.1% 
employed, 16.9% 
homemaker, 23.6% retired 
Religion: Not reported 

Sites: All head and neck 
cancer 
Time since Diagnosis: m = 
19 months (SD = 6.39 
months) 
Time since treatment: 6 - 
24 months. 

QOL scores were higher than caregivers of patients in 
treatment. Psychological distress scores were higher, and 
psychological wellbeing scores were lower than general 
population. 18.2% reported low distress, 21.6% reported 
moderate distress, and 15.9% reported high distress. 
Gender, time since diagnosis, and percentage of needs met 
were not significantly correlated with QOL or mental 
health. Hours spent caregiving was negatively correlated 
with overall mental wellbeing, and positive psychological 
wellbeing. 
 
Better perceptions of financial wellbeing were related to 
greater income, and having a college/university degree. 
Spouses/partners reported the worst financial wellbeing.  
 
Only 39% reported all their practical and information 
needs were being met. The majority (67% to 88%) 
classified each need as being met. The top 3 reported 
unmet needs were: (1) Know when to expect symptoms to 
occur (13.5%), (2) Know the probable outcome of my 
family member’s illness (12.4%), and (3) Be told about 
people who could help with problems (12.4%).  

Sanders et al. 
(2006) 

USA Qualitative Cross-sectional, 
focus groups with 
10 couples, 
exploring the long-
term intimacy needs 
and concerns 

Age: m = 62 years (range = 
38 - 75 years) 
Gender: All female 
Relationship: All 
spouse/partners 
Education: 70% >secondary 

Site(s): All prostate cancer.  
Time since Diagnosis: Not 
reported 
Time since treatment: Not 
reported 
 

Women reported their roles changes from being protected 
and cared for, to a more active role of emotional 
caretaking. They believed they had to be active, learn 
what they could about the diagnosis, and how best to 
proceed. Also discussed trying not to worry about the 
experience.  
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following PCa 
treatment 

Employment: Not reported 
Income: Not reported 
Religion: Not reported 

All had received treatment Women were overwhelmingly positive that the survivor 
was still alive. There was concern that men didn’t 
communicate, take care of themselves, or pay attention to 
physical changes in their body. 
Partners reported sex was different post-treatment, 
leaving them feeling unattractive and unwanted. Some 
found means to express warmth and affection in other 
ways. There was a lack of romance, spontaneity, and 
intimacy, and women were frustrated at the lack of 
information available about sexuality. 
Hearing from other couples with similar experiences 
would be helpful at time of diagnosis and treatment, and 
would be beneficial in understanding long-term effects of 
PCa and treatment. Women valued peer support. All 
couples agreed individualised information and personal 
coaching would be more useful than list of resources to 
contact. 
 

Santin et al. 
(2014) 

UK Mixed 
Methods 

Cross-sectional 
semi-structured 
interviews with 24 
cancer 
professionals, and 
surveys with 98 
caregivers assessing 
health status and 
health service needs 

Age: m = 58 years 
Gender: 65% female, 35% 
male 
Relationship: 80% 
spouses/partners 
Education: Not reported 
Income: Not reported 
Employment: Not reported 
Religion: Not reported 

Sites: 32% breast cancer, 
24% prostate cancer 
Time since Diagnosis: 36% 
1-3 years, 24% 4-6 years, 
and 40% 7-20 years post-
diagnosis.  
Time since treatment: Not 
reported 

4 themes identified from cancer professional interviews: 
(1) Statutory healthcare provision for carers, (2) 
Information, (3) Psychological Need, and (4) Lack of 
involvement in decision-making. Caregivers are 
negatively affected by cancer experience, even when 
survivor is deemed cured. No formal or statutory 
provision specifically for cancer caregivers. Caregivers 
described as ill-informed regarding recurrence, and often 
experience anxiety/fear of recurrence, which may develop 
into more serious psychological difficulties. However, 
caregivers infrequently asked how they are coping, or 
raise concerns. Specific information needs where changes 
to survivor’s body-image, or sexuality. Financial 
implications if caregivers have to stop work, or income is 
reduced. Little involvement of caregivers in health & 
social care decision-making; tendency to feel excluded 
and lack information.  
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Caregivers reported significantly better scores for 
physical function, physical role limitations, and overall 
physical health than survivors. No relationship between 
caregiver characteristics and physical health, but 
significant relationship between number of illnesses 
caregivers reported and physical health.. No significant 
differences between caregivers and survivors in mental 
health, number of reported illnesses, or use of healthcare 
professionals. Caregivers who reported poorer mental 
health used health services more frequently. 88% were 
(very) satisfied with services. 

Schmid-Buchi 
et al. (2011) 

Switzerla
nd 

Quantitative, 
Descriptive 

Cross-sectional 
survey with 72 
caregivers assessing 
psychosocial 
problems and needs 

Age: m = 57.6 years (SD = 
12.3 years) 
Gender: 87.5% males, 12.5% 
females 
Relationship: 84.7% 
spouses/partners, 4.2% adult 
children, 4.2% siblings, 6.9% 
parents/friends/other 
Education: 87.7% 
college/university 
Income: Not reported 
Employment: Not reported 
Religion: Not reported 

Sites: All breast cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: m = 
10.8 months (SD = 5.0 
months) 

Caregivers most significant unmet needs were primarily 
related to access to information and healthcare 
professionals. The top 3 unmet needs were: (1) Need for 
doctors who have time for discussion (39.7%), (2) Help to 
develop hope for the future (39.1%), and (3) Information 
regarding the patient’s medication and side effects 
(35.3%). Greater needs were predicted by higher need for 
information, higher need for effective access to care, 
higher levels of depression, experiencing their own health 
problems, and younger age. 
 
12.5% met probable caseness, and 12.5% met definite 
caseness for anxiety. 4.2% met probable caseness, and 
8.3% met definite caseness for depression. 34.3% were 
distressed, scoring >5 cut-off on the Distress 
Thermometer. Higher levels of depression were 
associated with a higher need for spiritual support.  

Stafford & 
Judd (2010) 

Australia Quantitative, 
Descriptive 

Cross-sectional 
survey with 68 
caregivers assessing 
psychiatric 
morbidity, 
psychosexual 
outcomes, and 

Age: m = 60.2 years (SD = 
13.8 years) 
Gender: All male 
Relationship: All partners 
Education: Not reported 
Income: Not reported 

Sites: All gynaecological 
cancers; 50% ovarian 
cancer, 23.5% endometrial 
cancer, 16.2% cervical 
Time since Diagnosis: m = 
4.96 years (SD = 3.09 
years) 

13.2% reported history of anxiety, depression, or other 
psychological illness. 7.4% were currently receiving 
treatment for above. 4.4% met probable caseness, and 
5.9% met definite caseness for anxiety. 5.9% met 
probable caseness, and 2.9% met definite caseness for 
depression. Higher anxiety was significantly associated 
with shorter length of time since diagnosis. Anxiety and 
depression were not associated with survivor anxiety or 
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supportive care 
needs. 

Employment: 51.5% 
employed, 42.6% retired, 
1.5% homemaker 
Religion: Not reported 

Time since treatment: Not 
reported 

depression, demographic variables, or survivors’ clinical 
characteristics. 
 
66.2% endorsed at least one positive change as a result of 
cancer. The top 3 positive endorsements were: (1) I have 
grown as a person (50%), (2) I appreciate my relationships 
with others more (42.6%), and (3) I have made lots of 
positive changes in my life (38.2%). 
 
Higher relationship satisfaction was associated with lower 
anxiety, lower depression, and greater satisfaction with 
sex life. There was no change in physical contact interest 
(76.5%) and sexual relations (70.6%). 50% were ‘not at 
all’ concerned about sex life or lack thereof. Age 
negatively associated with sexual interest and functioning. 
Intimacy was negatively associated with length of 
relationship.  
 
Partners reported a mean of 3.25 unmet needs (SD = 5.96). 
48.5% reported at least one unmet need. The top 3 unmet 
needs were: (1) To know my partner’s doctors talk to each 
other to co-ordinate care (19.1%), (2) More accessible 
hospital parking (19.1%), and (3) Help to reduce stress in 
partner’s life (19.1%). Greater unmet needs were 
significantly associated with higher depression, and 
anxiety. Demographic variables, survivors’ clinical 
characteristics, or cancer site were not associated with 
unmet needs.  

Syse et al. 
(2009) 

Norway Quantitative, 
Descriptive 

Population-based 
study from 4 
national registries 
were used to assess 
the impact of cancer 
on spousal labour 
earnings at 2, and 5 
years post-
diagnosis. 

Age: Not reported 
Gender: Both males and 
females 
Relationship: All spouses 
Education: Not reported 
Income: Not reported 
Religion: Not reported 
 

Site(s): All cancers 
Time since Diagnosis: Data 
reported at 2, 5, and 8 years 
post-diagnosis 
Time since treatment: Not 
reported 

Both having cancer, and being a spouse of a person with 
cancer leaves imprint on earnings, i.e. less positive 
development in earnings over time.  
 
Women with cancer husbands have significantly less 
positive development in subsequent earnings over 2, 5, 
and 8 years compared to other women. Cancer in married 
men also affected wives’ earnings, reducing overall 
household earnings substantially. 
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Data taken from large 
population-based data sets 

 
At 2 years, loss of $6,911 in household earnings for cancer 
in men, and $5,007 for cancer in women. Effects at 
household level are greatest at 5 years. Statistically 
significant loss of $8,276 if husband affected by cancer, 
and loss of $3,966 if wives affected. At 8 years, losses are 
greater for cancer in women ($2,973), than in men 
($1,836).  
 
Declines were particularly pronounced for prostate 
cancer, and colorectal cancer in men. Cancer in women 
did not appear to impact husband’s overall earnings. 
Husbands’ earnings remain unaffected regardless of 
cancer stage, and time since diagnosis. Wives’ earnings 
are strongly influenced by husband’s cancer stage, with a 
more adverse effect for metastatic cancer.  

Turner et al. 
(2013) 

UK Quantitative, 
Descriptive 

Cross-sectional 
survey with 257 
caregivers, 
assessing health 
status, psychosocial 
wellbeing, and 
unmet supportive 
care needs. 

Age: m = 65.5 years (SD = 
12.1 years) 
Gender: 54.1% female, 
45.9% male 
Relationship: 82.5% 
partner/Spouse, 10.9% adult 
children, 1.5% siblings, 2.7% 
other 
Education: Not reported 
Income: Not reported 
Employment: 29.6% 
employed, 51.4% retired 
Religion: Not reported 

Sites: 41.2% breast cancer, 
31.5% colorectal cancer, 
27.2% prostate cancer 
Time since Diagnosis: 
60.3% 5-7 years, 22.6% 9-
11 years, 17.1% 14-16 
years post-diagnosis 
Time since treatment: Not 
reported 

Anxiety and depression were consistent with UK 
population norms. 14.4% met probable caseness, and 
9.3% met definite caseness for anxiety. 3.9% met 
probable caseness, and 3.1% met definite caseness for 
depression. No significant differences in anxiety by 
cancer site, or time since diagnosis. 
 
49.4% reported at least one unmet need (m = 2.7, SD = 
5.2). The top 3 unmet needs were: (1) More accessible 
hospital parking (21.8%), (2) Information about familial 
risk of cancer (17.5%), and (3) Help managing concerns 
about cancer coming back (15.6%). No significant 
relationship between unmet needs and cancer site, and 
time since diagnosis. Number of unmet needs was 
associated with anxiety, but not health status.  
 
The top 3 most positive outcomes reported because of 
cancer were: (1) Greater appreciation of life (66.6%), (2) 
Feel you are a stronger person (43%), and (3) 
Improvements relationships with others (25.9%). 
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Wittmann et 
al. (2014) 

USA Qualitative Cross-sectional 
semi-structured 
interviews with 9 
caregivers exploring 
the role of the 
partner in couple’s 
sexual recovery 

Age: m = 62.2 years (SD = 
4.4 years) 
Gender: 88.9% female, 
11.1% male 
Relationship: All partners 
Education: 88.9% 
college/university 
Income: Mode couple 
income exceeded $90,000 
Employment: Not reported 
Religion: Not reported 

Sites: All prostate cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: m = 
13.6 months (SD = not 
reported) 

Three themes emerged: (1) couples’ overall sexual 
recovery at time of study, (2) Patients’ perception of 
importance of partners’ emotional and logistical support, 
as well as interest in sex, and (3) Partners’ desire to be 
fully supportive of men, but still finding their role 
complicated and sometimes difficult to fulfil. 
 
At 6-24 months post-surgery, couples still struggled to 
reconnect sexually, and did not always reach consensus 
on how partners should/could participate in recovery of 
sexual intimacy. Partners adopted a caregiving role; this 
sometimes conflicted with their own needs. Some couples 
felt more intimate for overcoming recovery challenges, 
but some struggled to be sexually comfortable and 
connected. Factors that appeared to facilitate sexual 
recovery included the ability to communicate about sexual 
losses, and acceptance of suboptimal erectile function and 
use of erectile aids. Acceptance of erectile dysfunction 
was easier for partners than survivors.  

Yabroff & 
Kim (2009) 

USA Quantitative, 
Descriptive 

Cross-sectional 
survey of 2,650 
caregivers to 
estimate associated 
time costs of 
informal caregiving 
at 2 years post-
diagnosis 

Age: 77.6% >45 years 
Gender: 65.4% female, 
34.6% male 
Relationship: 65.6% 
spouse/partner, 16.1% 
offspring, 4.2% parent, 8.3% 
sibling, 3.8% friend, 2% 
other 
Education: 21.2% secondary, 
74.2% college/university 
Income: 65.6% >$40,000 
Employment: 74.3% 
employed, 24.9% not 
working 
Religion: Not reported 

Site(s):  29.1% breast 
cancer, 18.9% prostate 
cancer, 13.8% colorectal 
cancer 
Time since Diagnosis: m = 
25.1 months (SD = 5.5 
months) 
Time since treatment: Not 
reported 

On average, caregivers spent 13.7 months providing care. 
Number of months caregiving varied by patient’s medical 
characteristics. Caregivers spent 8.3 hours a day providing 
care; approximately half reported <8 hours. More hours 
caregiving was related to lower level of education, lower 
family income, being employed, being a spousal or 
parental caregiver. Number of hours spent providing care 
also varied by patient’s medical characteristics; stage of 
disease was positively associated with average number of 
hours caregiving. The average total number of hours spent 
caregiving at 2 years post-diagnosis was 2,932. This 
increased with cancer severity. 
 
Caregivers provided emotional support (51.7%), 
instrumental support (44.3%), tangible support (46.2%), 
and medical support (46.2%). Emotional support was 
provided daily by 53.8% of caregivers. Instrumental 
support was most often provided on a weekly basis 
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(45.4%). Tangible and medical support was provided 2-3 
days a week (40.7%, and 34.4%, respectively). 
 
The average value of informal caregiver time over 2 years 
post-diagnosis was $47,710. This varied by cancer site 
and stage, with lowest values for breast cancer ($38,334) 
and localised disease ($40,973). 

Zwahlen et al. 
(2008) 

Switzerla
nd 

Quantitative, 
Descriptive 

Cross-sectional 
survey of 31 female 
spouses assessing 
QOL and 
psychiatric 
morbidity following 
successful treatment 
of oral cavity 
squamous cell 
cancer. 

Age: m = 55.4 years (SD = 
10.8 years) 
Gender: All female 
Relationship: All 
spouse/partner 
Education: 51.6% 
apprenticeship, 29.1% 
secondary/university 
Income: 51.6% 36,000-
72,000 CHF, 9.7% 72,000-
120,000 CHF 
Employment: 45.2% 
employed, 19.4% household, 
32.3% retired 
Religion: Not reported 

Site(s): All oral cancer 
Time since Diagnosis: Not 
reported 
Time since treatment: m = 
3.7 years (range = 0.5-7 
years) 

Levels of QOL were considerably high in both survivors 
and wives. Compared to age-matched, cancer-free 
population, global QOL was significantly higher in wives. 
Higher levels of global QOL were associated with being 
younger.  
 
No significant differences between survivors and wives 
could be detected in anxiety and depression. 16.1% of 
spouses presented levels above cut-off for anxiety 
(possible anxiety disorder). 9.7% indicated depressive 
disorder. High correlation between global QOL, and 
anxiety and depression. 38.7% of spouses were diagnosed 
with a psychiatric disorder (according to DSM-IV). Most 
frequent disorder was agoraphobia (22.6%). Individuals 
diagnosed with psychiatric disorder reported significantly 
lower levels of global QOL. 
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APPENDIX 4 
TABLE 3.3. SUMMARY OF MMAT QUALITY APPRAISAL 

(ORIGINAL REVIEW, OCTOBER 2015) 
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Table 3.3. Summary of MMAT Quality Appraisal (Original Review, October 2015) 
Authors MMAT Score 

(Quality â) 
Criteria Assessed Criteria Not Met & Justification 

Wittmann et al. (2014) **** Qualitative N/A 

Balfe et al. (2015) *** Quantitative, Descriptive 4.2: No – Majority female, and older age 

Girgis et al. (2013) *** Quantitative, Descriptive 4.2: No – Sample predominantly female, partners, and middle- to older-aged 

Harden et al. (2013b) *** Quantitative, Descriptive 4.2: No – All prostate cancer, all spouses, all female. Majority were older, well educated, employed, affluent, and 
Caucasian 

Hodgkinson et al. 

(2007a) 

*** Quantitative, Descriptive 4.2: No – Majority male, middle- to older-aged, affluent, and well-educated. All partners 

Kim et al. (2006a) *** Quantitative, Descriptive 4.2: No – All spouses. Majority Caucasian, well educated, affluent, and middle aged. 

Kim et al. (2007a) *** Quantitative, Descriptive 4.2: No – Sample was predominantly middle aged, female, spouses/partners, educated, affluent, and Caucasian. 

Kim et al. (2007b) *** Quantitative, Descriptive 4.2: No – Spouses & adult offspring only. Sample was predominantly middle aged, female, spouses, educated, 
affluent, and Caucasian. 

Kim et al. (2008a) *** Quantitative, Descriptive 4.2: No – All female, adult daughters. Primarily Caucasian, middle aged, educated, and affluent. 

Kim et al. (2008b) *** Quantitative, Descriptive 4.2: No – All spouses in breast and prostate cancer. Majority were middle- or older-aged, educated, affluent, and 
Caucasian. 

Kim et al. (2010) *** Quantitative, Descriptive 4.2: No – Predominantly middle- to older-aged, female, spouses/partners, well-educated, and affluent. 

Kim et al. (2011) *** Quantitative, Descriptive 4.2: No – All spouses. Majority were middle aged, educated, affluent, and Caucasian. 

Manne et al. (2015) *** Quantitative, Descriptive 4.2: No – Sample was all male spouses in breast cancer. Majority were middle aged, educated, and affluent. 

Mellon & Northouse 
(2001) 

*** Quantitative, Descriptive 4.2: No – Sample was stratified by race and diagnosis. However, majority were middle aged, educated, affluent, and 
spouse 

Mellon et al. (2006) *** Quantitative, Descriptive 4.2: No – Sample was stratified by race and diagnosis. However, majority were middle aged, educated, affluent, and 
spouses 

Mellon et al. (2007) *** Quantitative, Descriptive 4.2: No – Sample was stratified by race and diagnosis. However, majority were middle aged, educated, affluent, and 
spouses 
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Ross et al. (2010) *** Quantitative, Descriptive 4.2: No – Majority female, spouses, middle/older in age, well-educated, affluent, and employed. 

Stafford & Judd (2010) *** Quantitative, Descriptive 4.2: No – All male partners, and all female (gynaecologic) cancers. Majority older in age, and employed. 

Syse et al. (2009) *** Quantitative, Descriptive 4.4: Can’t tell – Response rate not known as secondary analysis of national registry data sets. 

Turner et al. (2013) *** Quantitative, Descriptive 4.2: No – Majority older age, spouses/partners, and retired.  

Yabroff & Kim (2009) *** Quantitative, Descriptive 4.2: No – Sample was primarily female, older, Caucasian, educated, affluent, and spouses 

Harrow et al. (2008) *** Qualitative 1.3: Can’t tell – No mention of how context relates to findings.  

McCorry et al. (2009) *** Qualitative 1.4: Can’t tell – No explicit consideration given to researcher’s influence on findings. 

McMullen et al. (2014) *** Qualitative 1.4: Can’t tell – No mention of the researcher’s position when collecting or analysing the data.  

Rivers et al. (2012) *** Qualitative 1.3: Can’t tell – No mention given to how setting may influence findings 

Sanders et al. (2006) *** Qualitative 1.2: Can’t tell – Analysis process not outlined 

Baider et al. (2004) ** Quantitative, Descriptive 4.2: No – All male, all breast cancer, predominantly middle-aged. 
4.4: Can’t tell – Response rate is not explicitly reported 

Bobridge et al. (2015) ** Quantitative, Descriptive 4.2: No – All prostate cancer, all female partners, predominantly older and well-educated. 
4.3: Can’t tell – Questionnaire developed by researchers, not standard instruments, validity unknown. 

Bowman et al. (2006) ** Quantitative, Descriptive 4.2: No – Predominantly older aged, Caucasian, female, and well-educated 
4.3: Can’t tell – Some instruments were non-standardised, and developed by authors. Validity of all measures used 

unclear. 

Bowman et al. (2006) ** Quantitative, Descriptive 4.2: No – Predominantly older aged, Caucasian, and female. 
4.3: Can’t tell – Some instruments were non-standardised, and developed by authors. Validity of all measures used 
unclear. 

Campbell et al. (2004) ** Quantitative, Descriptive 4.2: No – All partners, prostate cancer, African American. Predominantly middle aged, well educated, and affluent. 
4.4: Can’t tell – Response rate unclear. Only refusal rate explicitly reported (71.3%) 

Cotrim & Pereira 
(2008) 

** Quantitative, Descriptive 4.2: No – Sample largely male, older age, and poorly educated. All colorectal cancer 
4.4: Can’t tell – No response rate recorded 

Dempster et al. (2011) ** Quantitative, Descriptive 4.2: No – Majority of caregivers were female, older, and spouses/partners. All oesophageal cancer. 

4.4: Can’t tell – No response rate recorded 

Glasser et al. (2013) ** Quantitative, Descriptive 4.2: No – Very little demographic data reported, findings are specific to rural communities 
4.4: Can’t tell – Response rate not reported 
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Goldzweig et al. (2010) ** Quantitative, Descriptive 4.2: No – Sample was all male, all spouses, and all colorectal cancer. Majority were older in age, and well educated. 

4.4: Can’t tell – Response rate was not clearly reported 

Hanly et al. (2013a) ** Quantitative, Descriptive 4.2: No – Majority female, older, and spouses/partners. Ethnicity not reported 
4.3: Can’t tell – Non-standardised questionnaire. Some description on development, but validity unknown. 

Hanly et al. (2013b) ** Quantitative, Descriptive 4.2: No – All colorectal cancer. Majority female, middle- to older-aged, spouses/partners, well educated, and 
employed. 
4.3: Can’t tell – Non-standardised questionnaire, validity unknown 

Harden et al. (2013a) ** Quantitative, Descriptive 4.2: No – All spouses/partners, all prostate cancer. Majority female, and older aged. 
4.4: Can’t tell – Response rate not clearly reported. 

Janda et al. (2008) ** Quantitative, Descriptive 4.2: No – Majority middle- to older-aged, and female. All brain tumour caregivers. 
4.4: No – Response rate was <60% (29.8%) 

Kim et al. (2006b) ** Quantitative, Descriptive 4.2: No – Sample primarily middle aged, Caucasian, female, educated, and affluent. 
4.4: Can’t tell – Response rate not reported 

Kim et al. (2012a) ** Quantitative, Descriptive 4.2: No – Majority were female, spouses, well educated, affluent, and Caucasian. 
4.4: Can’t tell – Response rate not reported  

Kim et al. (2012b) ** Quantitative, Descriptive 4.2: No – Sample was predominantly middle aged, female, educated, affluent, Caucasian, and spouses 
4.4: No – Response rate was <60% (50.6%). 

Kim et al. (2013) ** Quantitative, Descriptive 4.2: No – Majority were middle aged, female, well educated, affluent, and spouses 
4.4: Can’t tell – Response rate not reported  

Kim et al. (2015) ** Quantitative, Descriptive 4.2: No – Sample was primarily middle aged, relatively educated and affluent, Caucasian, and spouses 
4.4: Can’t tell – Response rate not reported 

Meyerowitz et al. 
(2012) 

** Quantitative, Descriptive 4.2: No – All male partners of breast cancer survivors. Majority were middle aged, Caucasian, and employed. 
4.4: Can’t tell – Response rate not reported 

Schmid-Buchi et al. 
(2011) 

** Quantitative, Descriptive 4.2: No – All breast cancer. Majority male, spouses/partners, middle aged, and well-educated. 
4.4: No – Response rate below 60% (56.3%  

Zwahlen et al. (2008) ** Quantitative, Descriptive 4.2: No – All female spouses of male oral cancer survivors. Majority middle aged, educated, affluent, employed, and 
had children. 
4.4: No – Response rate was lower than 60% (52%).  

Bishop et al. (2011) ** Qualitative 1.3: Can’t tell – No mention of the context in which the interviews were conducted 
1.4: Can’t tell – No mention of how researcher’s influence relates to findings 

Hodgkinson et al. 
(2007b) 

** Qualitative 1.3: Can’t tell – No mention of context, i.e. interviews were conducted via telephone. 
1.4: Can’t tell – No mention of researcher’s own position when conducting interviews or analysing data. 

Ka’Opua et al. (2005) ** Qualitative 1.3: Can’t tell – No mention of how context relates to findings. 
1.4: Can’t tell – No mention of how researcher’s influence relates to findings. 
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Ka’Opua et al. (2007) ** Qualitative 1.3: Can’t tell – No mention of how context relates to findings. 

1.4: Can’t tell - No mention of how researcher’s influence relates to findings. 

Marshall et al. (2011) ** Qualitative 1.3: Can’t tell – No clear mention of how context relates to findings. 
1.4: Can’t tell – No discussion of how researcher’s influence impacts on findings. 

Mellon (2002) ** Qualitative 1.3: Can’t tell – No mention of how context relates to findings. 
1.4: Can’t tell – No mention of how researcher influences findings. 

Nund et al. (2014) ** Qualitative 1.3: Can’t tell – Authors described using phenomenological stance to understand ‘lived experience’, but no mention 

of how context/setting relates to findings. 
1.4: Can’t tell – No mention of consideration of how researcher’s influence affects findings. 

Ohlsson-Nevo et al. 
(2011) 

** Qualitative 1.3: Can’t tell – No mention of how context relates to findings. 
1.4: Can’t tell – No mention of how researcher’s influence relates to findings. 

Rivers et al. (2011) ** Qualitative 1.3: Can’t tell – Partner influence reduced by conducting interviews concurrently, but no mention was given to how 
setting influences findings 
1.4: Can’t tell – No mention given to how researcher may influence findings. 

Santin et al. (2014) ** Mixed methods 
Qualitative Quantitative 
(Descriptive) 

1.3: Can’t tell – No mention of how findings related to context in which interviews were conducted 
1.4: Can’t tell – No mention given to how findings relate to researcher’s influence. 
4.2: No – Majority of sample were middle- to older- aged, female, and spouses/partners.  
4.4: Can’t tell – Authors could not calculate accurate response rate due to recruitment strategy. 
5.3: Can’t tell – No mention given to how quantitative + qualitative data were integrated. 

Cakmak et al. (2010) * Quantitative, Descriptive 4.2: No – All colorectal cancer, resulting in stoma. Predominantly older, poorly educated, and retired. 
4.3: Can’t tell – Non-standardised questionnaire, validity is unknown. 
4.4: Can’t tell – Response rate is not reported 

Hollenbeak et al. (2011) * Quantitative, Descriptive 4.2: No – All spouses. Majority middle- to older-aged, Caucasian, and well-educated. 
4.3: Can’t tell – Employment outcomes used were non-standardised. 
4.4: Can’t tell – Response rate not reported 

Pauwels et al. (2012) * Quantitative, Descriptive 4.2: No – All male, breast cancer, predominantly middle- to older- aged, educated, and employed. 

4.3: Can’t tell – Care needs measure was self-developed by authors, validity unknown. 
4.4: No – Response rate was <60% (43.4%) 
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APPENDIX 5 
TABLE 3.4. SUMMARY OF CAREGIVERS’ TOP 10 UNMET 
SUPPORT NEEDS (ORIGINAL REVIEW, OCTOBER 2015) 
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Table 3.4. Summary of Caregivers’ Top Unmet Support Needs (Original Review, October 2015) 

Authors Measure Used Top 10 unmet needs (moderate/high) 

Balfe et al. (2015) SCNS-P+C 1. Managing concerns about cancer coming back (21%) 

2. Reducing stress in life of person with cancer (18%) 

3. Looking after own health (18%) 

4. Addressing fears about the person’s physical/mental deterioration (17%) 

5. Finding financial support/government benefits (16%) 

6. Obtaining the best medical care for person with cancer (15%) 

7. Accessing information about benefits and side effects of treatments (14%) 

8. Impact cancer has on relationship with person (14%) 

9. Understanding experience of person with cancer (14%) 

10. Getting emotional support (14%) 

Girgis et al. (2013) SCNS-P+C 1. More accessible hospital parking (10%) 

2. Managing concerns about cancer coming back (10%) 

3. Reducing stress in person with cancer’s life (9.4%) 

4. Impact that cancer has had on your relationship with the person with cancer (8.4%) 

5. Looking after your own health (7.8%) 

6. Understanding the experience of the person with cancer (7.7%) 

7. Balancing the needs of the person with cancer and yours (7.6%) 

8. Addressing problems with sex life (7.2%) 

9. Working through feelings about death and dying (6.8%) 

10. Getting emotional support for self (6.7%) 
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Hodgkinson et al. 

(2007a) 

CaSPUN 1. Manage concerns about cancer coming back (15.5%) 

2. More accessible hospital parking (14.9%) 

3. Reduce stress in survivor’s life (14.2%) 

4. Ongoing case manage to whom I can go (12.8%) 

5. Up-to-date information (12.2%) 

6. Local healthcare services available when required (12.2%) 

7. Doctors talk to each other to communicate care (11.5%) 

8. Address problems with sex life (11.5%) 

9. Understandable information (9.5%) 

10. Financial support and/or government benefits (8.8%) 

Janda et al. (2008) SCNS-P+C 1. Addressing fears about the patient’s physical/mental functioning (40%) 

2. The impact that caring for the person with cancer has had on your working life, or usual activities (39.1%) 

3. Reducing stress in the life of the person with cancer (38.6%) 

4. Making decisions about your life in the context of uncertainty (36.2%) 

5. Balancing the needs of the patient and your own needs (34.8%) 

6. Understanding the experience of the person with cancer (34.3%) 

7. Accessing information about the benefits and side effects of treatment (33.8%) 

8. Obtaining the best medical care for the person with cancer (31.9%) 

9. Looking after your own health (31.4%) 

10. Being involved in the person with cancer’s care, together with the medical team (30.4%) 

Kim et al., (2010) 

2 years cohort 

NAFC-C 1. Helping the person with cancer’s emotional distress (38.4%) 

2. Dealing with your own emotional distress (30.8%) 

3. Dealing with lifestyle changes (26.5%) 

4. Getting information about the cancer he/she was diagnosed with (26.5%) 
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5. Talking to the person with cancer about their concerns (25.6%) 

6. Getting involved in medical decisions affecting the person with cancer (25.5%) 

7. Understanding/navigating medical and/or insurance coverage (25.2%) 

8. Being satisfied with your relationship with other family members and friends (25.2%) 

9. Meeting your personal needs (24.7%) 

10. Finding out the meaning of your experience with his/her cancer (24.3%) 

Kim et al., (2010) 

5 years cohort 

NAFC-C 1. Helping the person with cancer’s emotional distress (21.4%) 

2. Being satisfied with your relationship with the person with cancer (12.3%) 

3. Understanding/navigating medical and/or insurance coverage (12.3%) 

4. Having enough insurance coverage for the person with cancer (12.0%) 

5. Dealing with your own emotional distress (11.8%) 

6. Getting involved in medical decisions affecting the person with cancer (11.0%) 

7. Taking care of bills (11.0%) 

8. Dealing with lifestyle changes (10.7%) 

9. Getting information about the cancer he/she was diagnosed with (10.0%) 

10. Being satisfied with your relationship with other family members and friends (9.9%) 

Pauwels et al. (2012) Self-developed scale 

for information and 

support needs 

1. Physical functioning of survivor (53.5%) 

2. Psychological functioning of survivor (52.4%) 

3. Supporting the survivor (48.8%) 

4. Sexuality (33.3%) 

5. Relationship with survivor (26.2%) 

6. Relationship with companions (21.4%) 

7. Own psychological functioning (20.3%) 

8. Own physical functioning (16.7%) 
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9. Relationship with others (11.9%) 

10. N/A 

Ross et al. (2010) FIN 1. Know when to expect symptoms to occur (13.5%) 

2. Know the probable outcome of my family member’s illness (12.4%) 

3. Be told about people who could help with problems (12.4%) 

4. Know what symptoms the treatment or disease can cause (10.1%) 

5. Feel there is hope (6.7%) 

6. Know specific facts concerning my family member’s prognosis (6.7% 

7. Have information about what to do for my family member at home (6.7%) 

8. Feel that the professionals care about the patients (4.5%) 

9. Know the names of the health professionals involved in my family member’s care (4.5%) 

10. Have someone be concerned with my family member’s health (4.5%) 

11. Feel accepted by health professionals (4.5%) 

Schmid-Buchi et al. 

(2011) 

 1. Need for doctors who have time for discussion (39.7%) 

2. Help to develop hope for the future (39.1%) 

3. Information regarding the patient’s medication and side effects (35.3%) 

4. Information about what to expect (33.3%) 

5. Need to develop confidence in healthcare professionals (32.4%) 

6. Advice about the availability of services and help (32.3%) 

7. Need for honest information (31.3%) 

8. Need for nurses who have time for discussion (30.9%) 

9. Easy and quick access to doctors (29.9%) 

10. Help finding a sense of purpose and meaning (29.9%) 
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Turner et al. (2011) CaSPUN 1. More accessible hospital parking (21.8%) 

2. Information about the chance of one of my family members developing cancer (17.5%) 

3. Help managing concerns about the cancer coming back (15.6%) 

4. Know that the person with cancer’s doctors all talk to each other to co-ordinate care (14.4%) 

5. Help getting life and/or travel insurance for person with cancer (12.8%) 

6. Feel like I am involved in person with cancer’s health together with medical team (11.7%) 

7. Finding financial supports and/or government benefits (11.3%) 

8. Have a case manager (single contact) to whom I can contact about services when needed (10.5%) 

9. Local healthcare services that are available when person with cancer requires them (9.3%) 

10. Complaints about person with cancer’s care to be properly addressed (8.9%) 
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APPENDIX 6 
TABLE 3.4. SUMMARY OF STUDY CHARACTERISTICS & 

KEY FINDINGS (UPDATE, FEBRUARY 2019) 
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Table 3.3. Summary of Study Characteristics and Key Findings (Update, February 2019) 

Study, 
Design/Methods 

Country Cancer 
Site 

Participants (N; age in 
years; gender; relationship 
to patient; TSD/TST) 

Main Findings Implications for practice/intervention 
development 

MMAT 

Altschuler et al. (2018) 
 
Qualitative (Cross-
sectional); Semi-

structured interviews 

USA CRC (w/ 
ostomies) 

N = 31; 52% 45 – 70 years; 
71% female; 68% spouse. 
 
TSD/TST not reported. 

Eligibility: Long-term CRC 
survivors, 5+ years post-
diagnosis. 

Mutuality (i.e. positive quality of dyad’s 
relationship) impacts quality of caregiving. 
Emotional feedback & amplification 
proposed mechanism by which mutuality 

may shift over time.  

Survivorship care should include assessment 
& support of mutuality to enhance health 
outcomes & QOL of long-term caregivers.  

*** 

Balfe et al. (2016a) 
 
Quantitative (Cross-
sectional); Survey 

Ireland HNC N = 197; 57 years; 76% 
female; 88% spouse/partner. 
 
TSD/TST not reported. 
Eligibility: Extended & 
permanent survival, 2+ years 
post-diagnosis. 
 

Most HNC caregivers have low levels of 
unmet need in extended survivorship. Needs 
diminish over time. 
 
Greatest level of unmet need occurred in 
relation to emotional & health service 
domains. Managing FOR was most 
commonly reported unmet need. 

Minority continue to experience strong FOR. 
 
Seek to reduce feelings of loneliness & assist 
to reduce financial burden of long-term 
caregiving. 

**** 

Balfe et al. (2016b) 
 

Qualitative (Cross-
sectional); Semi-
structured interviews 

Ireland HNC N = 31; 60.1 years; 77.4% 
female; relationship not 

reported. 
 
Mean TSD = 5.7 years (SD = 
2.9 years) 

HNC caregivers strongly value social 
support, but can be difficult to obtain due to: 

(1) difficulty accessing, (2) support is 
provided in non-helpful way/socially 
negative response; (3) caregivers deny that 
they need it. 
 
Caregivers attempt to answer/supplement 
support deficiencies with non-human coping 
support, e.g. pets, spirituality or medication. 

Efforts should be made to link caregivers in 
with psychosocial support services and/or 

with unofficial support services, e.g. buddy 
systems. 

** 

Balfe et al. (2016c) 
 
Qualitative (Cross-

sectional); Semi-
structured interviews 

Ireland HNC N = 31; 60.1 years; 77% 
female; 90% spouse/partner. 
 

Mean TSD = 5.7 years (SD = 
2.9) 

HNC & long-term impact can cause 
caregivers substantial financial and 
psychological distress. 

 
Vulnerability to HNC-related financial stress 
appeared to be related to long-term pre-
existing financial commitments (e.g. 

Distress may be mitigated by providing 
access/connecting with social welfare 
systems. 

*** 
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children, mortgage etc.), characteristics of 

survivors’ HNC, or sudden/unexpected costs 
in caregivers’ lives. 

Boehmer et al. (2016) 
 
Quantitative (Cross-

sectional); Survey 

USA BRCa N = 167; 59.1 years; 73.7% 
female; relationship not 
reported. 

 
Mean TSD = Heterosexual 
patients, 5.8 years (SD = 
3.9); Sexual Minority 
patients, 7.3 years (SD = 
3.6). 

Caregivers’ FOR predicted survivors’ FOR. 
 
Caregiver FOR was related to their social 

support and survivors’ medical 
characteristics.  

Highlight importance of caregiver 
interventions to reduce caregiver & survivor 
FOR, and enhance wellbeing. 

*** 

Cohee et al. (2015) 
 
Quantitative (Cross-
sectional); Survey 

USA BRCa N = 222; 47.98 years; gender 
not reported; all 
spouses/partners. 
 
Mean TSD = 5.83 years (SD 

= 1.51). 

53.6% partners reported moderate-high 
levels of FOR. 
 
Cognitive processing mediated the 
relationship between social constraints and 

FOR, i.e. partners felt constrained in talking 
about BRCa → unable to process trauma → 
increased FOR. 
 
Demographic variables & TSD were not 
significant predictors of FOR. 

Caregivers/partners need to be offered 
supportive care services and included in 
interventions to reduce FOR. 
 
Interventions that reduce social constraints 

& promote open communication about 
cancer may enhance cognitive processing & 
decrease FOR. 

** 

Cohee et al. (2016) 
 
Quantitative (Cross-
sectional); Survey 

USA BRCa N = 507; younger – 48 years, 
older – 67.8 years; gender 
not reported; all 
spouses/partners. 

 
TSD/TST not reported. 
Eligibility: 3 – 8 years post-
initial treatment without 
recurrence. 

Clinically significant depressive symptoms 
in 7.6% younger, and 6.5% older partners.  
 
Cognitive processing mediated relationship 

between social constraints and depressive 
symptoms. 
 
Younger partners reported significantly 
worse outcomes on all measures (social 
constraints, intrusive thoughts, depressive 
symptoms) than older partners. 

Assessment of depressive symptoms & 
communication skills in patients & partners 
across survivorship. 
 

Interventions that promote open 
communication between and educate 
patients & partner on harmful effects of 
social constraints may decrease negative 
outcomes. 
 
Use of social cognitive processing theory in 
intervention design to decrease depressive 

symptoms in partners of BRCa survivors. 

** 
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Cohee et al. (2018) 

 
Quantitative (Cross-
sectional); Survey 

USA BRCa N = 508; younger – 48.04 

years, older – 67.8 years; 
gender not reported; all 
spouses/partners. 
 
Mean TSD = 5.8 years (SD = 
1.5) 

Clinically significant depressive symptoms 

in 7.6% younger, and 6.5% older partners.  
 
Younger partners reported greater physical 
function, lower marital satisfaction & lower 
overall QOL than older partners. 
 
Common factors contributing to QOL in 
younger & older partners were fewer 

depressive symptoms & higher parenting 
satisfaction. 
 
TSD not significantly related to any partner 
variable. 

Partners may need support coping with 

spouse/partner’s cancer. Younger partners 
may require more support than older partners 
to deal with many stressors associated with 
life stage. 
 
Importance of including partners & their 
needs in survivorship care plans.  

** 

Graham et al. (2016) 
 
Quantitative 
(Longitudinal); Survey 

Northern 
Ireland, UK 

OesoCa N = 171; 62.56 years; 57.3 
years; 72.5% female; 
96.49% spouse/partner. 
 
TSD = 4 years. 

Deterioration from normal to probable 
anxiety (35.7%) and depression (28.7%) 
over 12 months. No improvement from 
probable to normal levels of psychological 
morbidity reported.  
 
FOR remained stable over time. Strongest 

predictor of FOR was interpersonal coping. 
 
Changes in control, consequence & cause 
beliefs key determinants of change in 
psychological morbidity. Increasing positive 
focus reduced anxiety & depression. 
Avoidance coping styles increased anxiety. 
No demographic or medical variables 

significantly predicted changes in FOR, 
depression or anxiety. 

Caregivers need to find alternative sources 
of social support as coping mechanism as do 
not derive benefit from patient.  
 
Interventions targeting illness beliefs may 
improve wellbeing in caregivers of people 
with oesophageal cancer. 

*** 
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Keesing et al. (2016) 

 
Qualitative (Cross-
sectional); Semi-
structured interviews 

Australia BRCa N = 8; 48 years; all male; all 

spouses. 
 
TST = 6 months – 5 years. 
Not receiving active 
treatment or palliative care.  

Partners reported many unmet needs and 

being unaware of where they could access 
support to help them manage challenges of 
survivorship. Reported lack of recognition 
for important role caregiver played in 
supporting patient in survivorship. 
 
Common issues included: difficulty 
understanding & accommodating patient’s 

needs in survivorship; communication 
issues; problems with sexual intimacy; 
feeling isolated & detached from spouse.  

Breast cancer experience must be considered 

as “shared.” 
 
Early survivorship period is a critical time 
for patients & their partners. 
 
Suitable model of care underpinned by 
biopsychosocial framework, access to 
comprehensive assessment, timely support 

and provision of targeted resources needed. 
 
Increased awareness and support for 
important role of partners during treatment 
and survivorship. 

*** 

Maguire et al. (2017) 
 
Quantitative (Cross-
sectional); Survey 

Ireland HNC N = 197; 57.3 years; 76% 
female; 73.4% 
spouses/partners. 
 
Mean TSD = 4.9 years (SD = 
3.79). 

FOR was experienced differently among 
caregivers with some reporting extremely 
high levels of worry.  
 
Combination of factors increase risk of 
higher FOR: greater caregiver loneliness, 
female gender; increased time spent 
caregiving; greater financial stress from 

caregiving; younger survivor; and survivors 
undergoing less extensive surgery. 

More targeted interventions aimed at 
reducing FOR in HNC caregivers. 
 
Modifying aspects of caregiving, e.g. 
minimising time burden of care & reducing 
feelings of loneliness may be effective ways 
of reducing FOR/cancer-related worry. 

*** 

Nund et al. (2015) 
 
Qualitative (Cross-
sectional); Semi-
structured interviews 

Australia HNC 
(w/ 
dysphagia) 

N = 12; 53.5 years; 83.3% 
female; all spouses/partners. 
 
Mean TST = 22.83 months 
(SD = 17.98) 

Four themes identified: (1) dysphagia 
disrupts daily life; (2) caregivers make 
adjustments to adapt to their partner’s 
dysphagia; (3) disconnect between carers’ 
expectations & reality of dysphagia; and (4) 

experiences of dysphagia-related services. 

More holistic & family-centred approach in 
dysphagia management following HNC 
might help caregiver & result in more 
positive long-term outcomes for patient. 
 

Interventions designed to decrease 
pessimism and stimulate hope in caregivers 
of long-term HNC survivors is an area for 
future work. 
 
Using a framework, such as the International 
Classification of Functioning, Disability & 
Health (ICF) in clinical practice can assist 
clinicians to highlight areas of greatest need 

** 
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and deliver more targeted support & 

management to caregivers. 

Shaffer et al. (2017) 
 
Quantitative 

(Longitudinal); 
Surveys. 

USA Mixed – 
not 
reported. 

N = 664; 53.2 years; 63% 
female; 77% spouse. 
 

TSD = 8 years. 

8 years post-diagnosis, caregivers’ average 
reported depressive symptoms fell below 
clinical cut-off. 

 
At 2 years post-diagnosis, caregivers 
reported slightly better physical health than 
US population, but experienced small yet 
reliable decline over subsequent 6 years.  
 
Only depressive symptoms prospectively 
predicted physical health decline from 2 to 8 

years post-diagnosis. Caregivers reporting 
higher depressive symptoms experienced 
faster physical health decline.  

Effective, targeted and timely psychosocial 
care around time of diagnosis and treatment 
may help to prevent premature health decline 

among caregivers. 
 
Emphasise strategies shown to improve both 
mental & physical health, e.g. relaxation, 
meditation, exercise. 

** 

Soriano et al. (2018a) 
 

Quantitative (Study 1 - 
Cross-sectional, Study 
2 – 
Longitudinal/Repeated 
Measures); Surveys 

USA BRCa Study 1: N = 46; 54.7 years; 
gender not reported; all 

spouses/partners. 
 
Study 2: N = 72; 59.49 years; 
97.2% male; all 
spouses/partners. 
 
TSD/TST not reported. 
Eligibility: Early stage 

BRCa, had undergone recent 
surgery. None experienced 
recurrence or new diagnosis 
during study duration.  

Global social constraints predicted greater 
global FOR in spouses at cross-sectional 

level, controlling for anxiety symptoms, 
relationship quality, patient age, patient 
physical impairment & BRCa stage. 
 
On days where social constraints were 
reported, caregivers were more likely to 
report greater FOR, controlling for 
momentary negative affect and relationship 

quality. 

Interventions should focus on encouraging 
open communication of cancer-related 

concerns to facilitate long-term adjustments 
to cancer diagnoses.   

*** 
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Soriano et al. (2018b) 

 
Quantitative 
(Longitudinal/Repeated 
Measures); Surveys 

USA BRCa N = 757; 60 years; 96% 

male; all spouses/partners. 
 
TSD/TST not reported. 
Mean First post-diagnosis 
mammogram (MMG) = 12.2 
months (SD = 1.9). None 
experienced recurrence or 
new diagnosis during study 

duration. 

Spouse average daily FOR across the first 

post-diagnosis mammogram (MMG) period 
and peak FOR on the MMG day was lower 
than that as patients. Spouses also reported 
lesser threat sensitivity & global anxiety. 
 
Spouse FOR increased by 2.4% per day 
leading up to MMG. Threat sensitivity did 
not predict greater FOR reactivity before the 

MMG. Threat sensitivity predicted greater 
FOR on MMG day.  
 
FOR decreased after MMG & receipt of 
negative MMG results; spouse threat 
sensitivity predicted slower recovery for 
both spouse & patient. 
 

Threat sensitivity is significant risk factor 
above & beyond general tendency to 
experience anxiety. 

MMGs can be experienced as 

stressful/triggering events causing increased 
FOR at least during 2 weeks before 
appointment.  
 
Interventions aimed at increasing tolerance 
to cancer-related threats & uncertainty, as 
well as fostering acceptance-based coping 
styles may benefit spouses who report high 

threat sensitivity. 
 
 

** 

van der Wal et al. 

(2017) 
 
Quantitative (Cross-
sectional); Survey 

Netherlands PCa N = 168; 64.7 years; gender 

not collected; all 
partners/spouses. 
 
TSD = 7.5 years (range = 0.9 
– 20). 
 

Mean levels of FOR were comparable 

between partners and survivors. 
 
35% partners scored above non-validated 
cut-off score for high FOR. 
 
Higher partner FOR was significantly 
associated with higher survivor FOR and 
younger partner age. Partners with high FOR 

scored significantly worse on social 
functioning, emotional role functioning, 
mental health, vitality and general health 
than partners with low FOR. No differences 
in physical functioning or pain between 
partners with low or high FOR. 

Tailored generic interventions with multiple 

targets (e.g. sexual intimacy, FOR) might be 
more suitable than symptom-specific 
interventions. 
 
More exclusive focus on FOR in partners, as 
opposed to emotional distress and sexual 
intimacy. 
 

Development & validation of strategies to 
identify caregivers with high FOR who 
could potentially benefit from additional 
supportive care and/or intervention. 

*** 
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APPENDIX 7 
SUMMARY OF MMAT QUALITY APPRAISAL (UPDATE 

FEBRUARY 2019) 
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Table 3.4. Summary of MMAT Quality Appraisal (Update, February 2019) 
Qualitative Studies 

 Screening questions  Qualitative Methodological Quality Criteria MMAT 
Score 

Are there clear 
qualitative and 
quantitative research 
questions (or 
objectives), or a 
clear mixed methods 
question (or 
objective)? 

Do the collected data 
allow address the 
research question 
(objective)? E.g. 
consider whether the 
follow-up period is 
long enough for the 
outcome to occur 
(for longitudinal 
studies or study 
components) 

1.Are the sources of 
qualitative data 
(archives, documents, 
informants, 
observations) relevant 
to address the 
research question 
(objective)? 

2. Is the process for 
analysing qualitative 
data relevant to 
address the research 
question (objective)? 

3. Is appropriate 
consideration given 
to how findings 
relate to the context, 
e.g., the setting, in 
which the data were 
collected? 

4. Is appropriate 
consideration given 
to how findings 
relate to the 
researchers’ 
influence, e.g., 
through their 
interactions with the 
participants? 

 

Altschuler et al. 
(2018) 

Yes Yes Yes Yes Cannot tell 
Not discussed. 

Yes  75% 

Balfe et al. 
(2016b) 

Yes Yes Yes Yes Cannot tell 
Not discussed. 

Cannot tell 
Not discussed. 

50% 

Balfe et al. 
(2016c) 

Yes Yes Yes Yes Yes Cannot tell 
Not discussed. 

75% 

Keesing et al. 
(2016) 

Yes Yes Yes Yes Yes Cannot tell 
Not discussed. 

75% 

Nund et al. 
(2015) 

Yes Yes Yes Yes Cannot tell 
Not discussed. 

Cannot tell 
Not discussed. 

50% 

Quantitative (Descriptive) Studies 

 Screening questions  Quantitative (Descriptive) Methodological Quality Criteria MMAT 
Score 

 Are there clear 
qualitative and 
quantitative research 
questions (or 

Are there clear 
qualitative and 
quantitative research 
questions (or 

1. Is the sampling 
strategy relevant to 
address the 
quantitative research 

2. Is the sample 
representative of the 
population 
understudy? 

3. Are the 
measurements 
appropriate (clear 
origin, or validity 

4. Is there an 
acceptable response 
rate (60% or above)? 
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objectives), or a 
clear mixed methods 
question (or 
objective)? 

objectives), or a 
clear mixed methods 
question (or 
objective)? 

question (quantitative 
aspect of the mixed 
methods question)? 

known, or standard 
instrument)? 

Balfe et al. 
(2016a) 

Yes Yes Yes Yes  Yes Yes 
69% response rate. 

100% 

Boehmer et al. 
(2016) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 

Yes Yes 
82.3% response rate. 

75% 

Cohee et al. 
(2015) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 

Yes No 
54.77% response 
rate for partners. 

50% 

Cohee et al. 
(2015) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 

Yes No 
68% for older 
partners; but only 
55% response rate 
for younger partners. 

50% 

Cohee et al. 
(2015) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 

Yes Cannot tell 
Response rate not 
reported. 

50% 

Graham et al. 

(2016) 

Yes Yes Yes Yes Yes Cannot tell 
Response rate not 
reported. 

75% 
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Maguire et al. 
(2017) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 

Yes Yes 
69% response rate. 

75%  

Shaffer et al. 
(2017) 

Yes Yes Yes No 
Non-responders 
were older, had 
lower educational 
attainment and in 
poorer physical 
health at 2- and 5-
years post-diagnosis. 

Yes Cannot tell. 
Response rate not 
reported. 

50% 

Soriano et al. 
(2018a) 

Yes Yes Yes Yes 
 
 

Yes Cannot tell. 
Response rate not 
reported. 

75% 

Soriano et al. 
(2018b) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 
 

Yes Cannot tell. 
Response rate not 
reported. 

50% 

van der Wal et 
al. (2017) 

Yes Yes Yes Cannot tell 
Did not report on 
differences in 
demographic 
breakdown of 
responders and non-
responders. 
 

Yes Yes 
70.4% response rate. 

75% 
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APPENDIX 8 
HEALTHCARE PROFESSIONALS: LETTER OF INVITE 
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APPENDIX 9 
HEALTHCARE PROFESSIONALS: CONSENT TO CONTACT 

FORM 
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APPENDIX 10 
HEALTHCARE PROFESSIONALS: PARTICIPANT 

INFORMATION SHEET 
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APPENDIX 11 
HEALTHCARE PROFESSIONALS: CONSENT FORM 
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APPENDIX 12 
HEALTHCARE PROFESSIONALS: DEMOGRAPHIC & 

EXPERIENCE BACKGROUND QUESTIONNAIRE 
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APPENDIX 13 
HEALTHCARE PROFESSIONALS: INTERVIEW TOPIC GUIDE 
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APPENDIX 14 
REFLEXIVE REPORT 
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Over the past five years, it has been important to be aware of my own limitations and biases, 

which have changed over time as I have progressed through my PhD. I have found structured 

reflection and feedback central, in this respect.   

 

During the first year of my PhD, my mother was diagnosed with breast cancer. This very 

quickly and unexpectedly put me in a position akin to that of the caregiver participants I was 

interviewing. At the time, I noticed that I was feeling more anxious, struggling to maintain 

focus, and how this brought up thoughts and emotions about my father (who had passed away 

with cancer a couple of years prior). I was concerned about how this might impact my work 

and whether I would be able to conduct interviews to the best of my ability without letting my 

own personal experiences get in the way.  

 

I was particularly mindful of this when interviewing one participant who was similar in age 

and who had also experienced both parents being diagnosed with cancer. At times during this 

interview, I found myself conflicted between wanting to empathise with the caregiver, my own 

thoughts about how cancer was affecting me, and also wanting to maintain focus on the 

research agenda. Having the interview topic guide was helpful in this instance as it allowed 

me to re-focus my attention back to the interview more easily. This strategy was also something 

that I drew upon during the latter stages of my PhD. For example, the structure and guidance 

provided by the BCW ensured I minimised bias when making decisions about the evidence and 

intervention content, particularly during emotionally difficult times. 

 

I have found supervision to be of upmost importance when I faced these challenges during my 

PhD. In taking my concerns to supervisors, I was able to discuss ways in which I could 

mindfully manage my emotions that showed up during interviews, and in identifying time 

management and prioritisation strategies to support this. This has required me to be open and 

honest with the supervision team about how I was feeling and my ability to cope with the 

workload. This has been something that I have found really difficult to do; but it is something 

that I made continual efforts to get better at and now, as a result, feel much more confident in 

speaking up and having these discussions with supervisors. 

 

In addition to workplace support, I made an effort to maintain a work-life balance as much as 

possible, making sure to continue engaging in my passions out with my PhD studies. By 

continuing to exercise regularly, spend time with friends and family, and make space for self-

care, I was able to manage these challenges more effectively. 
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Through supervision, peer support and keeping a reflective diary, I have been able to identify 

coping strategies so as to continue my PhD work optimally. However, reflecting back on this 

time, I also believe that I was able to use this ~shared~ personal experience in a way that 

enabled me to show genuine empathy and understanding towards caregivers’ difficulties 

rather than allow myself to be biased by my own emotions. 
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APPENDIX 15 
HEALTHCARE PROFESSIONALS: REC FAVOURABLE 

OPINION LETTER 
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APPENDIX 16 
HEALTHCARE PROFESSIONALS: NHSCT R&D FINAL 

PERMISSION LETTER 
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APPENDIX 17 
HEALTHCARE PROFESSIONALS: BHSCT R&D FINAL 

PERMISSION LETTER 
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APPENDIX 18 
CANCER CAREGIVERS: RECRUITMENT POSTER 
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APPENDIX 19 
CANCER CAREGIVERS: RECRUITMENT FLYER 
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APPENDIX 20 
CANCER CAREGIVERS: DEMOGRAPHIC & CANCER 

EXPERIENCE QUESTIONNAIRE 
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APPENDIX 21 
CANCER CAREGIVERS: INTERVIEW TOPIC GUIDE 
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APPENDIX 22 
CANCER CAREGIVERS: PARTICIPANT INFORMATION 

SHEET 
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APPENDIX 23 
CANCER CAREGIVERS: CONSENT FORM 
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APPENDIX 24 
CANCER CAREGIVERS: REC FAVOURABLE OPINION 

LETTER 
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APPENDIX 25 
CANCER CAREGIVERS: BHSCT R&D FINAL 

PERMISSIONS LETTER 
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APPENDIX 26 
EVIDENCE TABLE & STATEMENTS FROM PHASE 1 

FINDINGS 
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Evidence Table & Statements from Phase 1 Main Findings 

Phase 1a: Systematic Review1 Phase 1b: Healthcare Professionals2 Phase 1c: Caregivers3 

- 

HCPs described survivorship as key time for CGs’ to 

reflect on cancer experience & personal impact.  

 

HCPs described PTS as ‘new normal’ where CGs, 

patient & family coming to terms with/adapting to 

change following cancer. 

PTS described as psychologically vulnerable time 

where CGs begin to process their experience. 

 

CGs adapting to changes caused by cancer and 

establishing a ‘new normal’. CGs often rely on 

healthcare team for support in negotiating & adapting to 

changes caused by cancer.  

CGs in PTS struggle in knowing how & when to 

relinquish the caregiving role (Harrow et al., 2008; Kim 

et al., 2006b; Bowman et al., 2009; Yabroff & Kim, 

2009).  

- 

CGs described their role in PTS as continuing to protect 

the patient’s post-treatment physical health & emotional 

wellbeing, despite patient regaining strength and 

becoming more independent in survivorship. Challenge 

for CGs in engaging in discussions with patient about 

level of care/support the patient still requires moving 

forward & level of care/support CG is willing/wanting 

to continue providing in survivorship. 

Evidence Statement 1 – Survivorship as Key Time in Cancer Caregiving Trajectory 
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There was moderately-consistent evidence to support that post-treatment survivorship was, psychologically, a key time for caregivers in the cancer trajectory. During this 

time, both the study with healthcare professionals2 and caregivers3 reported that caregivers were beginning to reflect on and process their experience of the patient’s cancer 

and their caregiving role, and begin to build a ‘new normal’ as a family following the completion of the patient’s treatment. However, this finding was not reported as a 

key theme, nor explicitly explored in the systematic review1. Part of this ‘new normal’ involved redefining their role as caregivers in survivorship; in particular, negotiating 

how much support to continue providing to the patient alongside the level of care/support that the caregiver was willing and/or able to provide long-term in survivorship1, 3. 

This finding was moderately-consistent across the three studies, i.e. it was reported in both the systematic review1 and study with caregivers3, but was not reported in the 

study with healthcare professionals2. 

 

There is therefore moderately-strong and consistent evidence to support that post-treatment survivorship is a critical time, psychologically, for caregivers, in which 

caregivers may require additional support, specifically in adjusting to daily life and change to their caregiving role after cancer.  

PTS caregivers reported long-term negative 

consequences on physical health and psychosocial 

wellbeing.  

 

CGs managing patient’s health, in addition to own 

health concerns, significant psychological distress and 

social stressors (Kim et al., 2015; Hodgkinson et al., 

2007; McCorry et al., 2009).  

HCPs acknowledged vital role CGs continue to play in 

patient’s ongoing care, but also the impact that the 

patient’s diagnosis & caregiving role on CGs’ physical, 

psychological and social wellbeing in PTS. 

 

CGs identified needs for support in relation to physical 

health, and psychosocial wellbeing, managing the PTS 

caregiving role, ability to self-care, managing fear of 

recurrence (FOR), and opportunities to discuss cancer 

experience. 

Evidence Statement 2 – Continued Impact of Caregiving in Post-Treatment Survivorship 
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There was a strong consistency in findings across all three studies that caregiving in post-treatment cancer survivorship continued to negatively impact on caregivers’ 

physical health and psychosocial wellbeing1, 2, 3. More specifically, caregivers were often managing their own health concerns/conditions, psychological distress as a result 

of the patient’s cancer diagnosis and social stressors as a result of their caregiving role1. Post-treatment caregivers identified a number of needs for support across these 

areas: (1) managing the caregiving role in post-treatment survivorship alongside other roles, responsibilities and the need for to engage in self-care/health protective 

behaviours; (2) managing cancer-related anxiety/fear of recurrence (FOR), and (3) having appropriate and meaningful opportunities to discuss their cancer experience with 

others3. 

 

This is explored in greater detail across Subsidiary Evidence Statements 2.1, 2.2, and 2.3. 

No reported increase in caregivers’ number of visits to 

physicians (Manne et al., 2015). 

 

CGs’ tendency to put the caregiving role & patient’s 

needs first (Harrow et al., 2008; Kim et al., 2007a; 

Rivers et al., 2012) and high prevalence of fatigue and 

lifestyle diseases (Campbell et al., 2004; Kim et al., 

2015) strongly suggest that CGs struggle to prioritise & 

naturally engage in self-care/health-promoting 

activities. 

HCPs discussed impact of caregiving & patient’s post-

treatment recovery on CGs’ ability to participate in 

social activities & take time for selves/self-care.  

 

HCPs identified patient’s cancer diagnosis as a potential 

barrier to self-care, i.e. CGs struggled to place 

importance on own health & wellbeing given patient’s 

cancer. 

CGs struggled to make time for themselves within the 

caregiving role. CGs sought to protect the patient, 

physically & emotionally, and regularly prioritised the 

patient’s needs above their own.  

 

CGs acknowledged impact on their physical & 

psychological wellbeing, particularly health behaviours 

(e.g. eating unhealthily or using alcohol and smoking to 

cope). 

 

Self-care and health-promoting behaviours (e.g. sleep, 

diet, exercise etc.) increase CG ability to cope more 

effectively with psychological and/or emotional 

challenges (Dempster et al., 2011). 

Evidence Statement 2, Subsidiary Statement 1 – Impact on Self-Care and Engagement in Health-Promoting Behaviour 
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All three studies identified the importance of, as well as the challenge for caregivers in engage in self-care activities/health-promoting behaviours in post-treatment cancer 

survivorship1, 2, 3. More specifically, the studies reported caregivers’ tendency to prioritise the patient’s post-treatment health and support needs above their own1, 2, 3, with 

healthcare professionals2 and caregivers3 identifying caregivers’ multiple roles/responsibilities as a caregiver and comparisons of their own health to that of the patient’s 

cancer diagnosis as potential barriers to engaging in self-care activities.  

 

Given that health behaviours (e.g. healthy eating, physical activity, smoking, alcohol consumption etc.) can play a protective role on both caregivers’ physical and 

psychological wellbeing1, 3, there is strong evidence to suggest that caregivers require additional support to regularly engage in health-promoting/self-care activities across 

post-treatment survivorship. 

Anxiety reported as most prevalent psychological 

concern for caregivers in post-treatment survivorship. 

Up to 30% of post-treatment caregivers reporting 

clinically significant levels of anxiety (Hogkinson et al., 

2007; Zwahlen et al., 2008). 

HCPs identified ongoing uncertainty and fear of 

recurrence (FOR) was significant concern in PTS. 

 

HCPs believed FOR decreased over time; however, 

identified some caregivers continued to struggle 

significantly with FOR across PTS or were triggered at 

certain points (e.g. review appointments, follow-up 

scans/tests). 

 

CGs described FOR as a persistent worry in 

survivorship, and could find these heightened cancer-

related anxieties difficult to manage, particularly 

immediately post-treatment (transition to survivorship) 

or trigger points across survivorship (e.g. review 

appointments). 

 

CGs managed increased FOR by focusing on being 

aware of any changes in patient’s post-treatment health 

that might suggest that patient is not recovering as they 

should be or that their cancer may have returned.  

Fear of recurrence (FOR) reported as highly significant, 

persistent concern and unmet need, regardless of cancer 

type, severity and treatment (Balfe et al., 2016a; Cohee 

et al., 2015; Graham et al., 2016; Mellon et al., 2007).  

 

54% experiencing high levels of FOR (Cohee et al., 

2015; van de Wal et al., 2017). 
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Accepting and adapting to change was associated 

greater positive coping in PTS, compared to control-

focused coping, e.g. reprioritising their life values 

(Ka’Opua et al., 2005; Ka’Opua et al., 2007; Kim et al., 

2007a). 

 

Use of poor/unhelpful coping strategies associated with 

higher caregiving psychological distress (Dempster et 

al., 2011) 

- 

CGs identified need for psycho-educational 

components on coping with change and cancer-related 

anxiety, specifically in identifying and building 

strategies that will help them to better manage their fear 

of recurrence across survivorship, 

Evidence Statement 2, Subsidiary Statement 2 – Coping with Cancer-Related Anxiety 

All three studies reported that cancer-related anxiety, specifically fear of recurrence (FOR) as caregivers’ primary and most significant psychological concern in post-

treatment survivorship1, 2, 3. Whilst healthcare professionals believed that FOR decreased over time for the majority of caregivers2, both the literature and caregivers 

reported that FOR remained a persistent concern across post-treatment survivorship1, 3, with caregivers and healthcare professionals identifying key points in the post-

treatment trajectory in which caregivers were more likely to experience heightened levels of cancer-related anxiety (e.g. acute post-treatment recovery, review 

appointments etc.).2, 3 Two of the studies reported on the relationship between coping strategies and psychological wellbeing in post-treatment survivorship1, 3. The 

literature identified that choice of coping strategy was associated with greater/poorer psychological wellbeing in caregivers1, with caregivers identifying a specific need for 

support in coping with change and cancer-related anxiety across survivorship3. Coping strategies and/or their association with caregiver psychological wellbeing was not 

reported, nor explicitly explored in the study with healthcare professionals2. 

 

Therefore, these findings present therefore strong evidence to suggest that caregivers require additional support to manage FOR across post-treatment survivorship, 

specifically in developing positive coping strategies that can be more readily implemented during times of need (e.g. ‘trigger points’ such as review appointments etc.).  
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Caregiving was significant and time-consuming burden 

(McCorry et al., 2009; Hanly et al., 2013a; Kim et al., 

2006b; Kim et al., 2007b), impacting on CGs’ social 

lives. 75% reported impact on social life & participation 

in PTS (Cakmak et al., 2010), resulting in social 

isolation, and loss/strain on social relationships 

(Ohlsson-Nevo et al., 2011; Nund et al., 2014). 

HCPs believed CGs struggled to participate in social 

activities in PTS, and find appropriate & meaningful 

sources of social support from friend/family who lacked 

understanding of ongoing impact. 

CGs discussed protecting patient & others from 

emotional upset, with little perceived opportunity to 

share own concerns with family & friends. 

 

Identified need for support to share concerns and 

address their psychological & social needs, and added 

value of connecting with someone who understands the 

experience. 

Social support normalised cancer experience & 

buffered impact of cancer on psychological wellbeing 

(Rivers et al., 2012; Kim et al., 2007a; McCorry et al., 

2009; Goldzweig et al., 2010; Baider et al., 2004; Kim 

et al., 2007a).  

Peer support interventions suggested by HCPs as 

opportunity for meaningful social support.   

 

HCPs discussed added value of peer support for 

caregivers to reduce social isolation & provide 

appropriately targeted, empathic support. 

CGs discussed the importance of being able to connect 

with or who could personally relate to what they were 

going through. 

 

CGs identified a gap for peer-delivered support, and 

expressed willingness to engage in & offer peer support.  

Evidence Statement 2, Subsidiary Statement 3 – Importance of Social Support in Normalising the Cancer Caregiving Experience 
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All three studies reported on how the ongoing psychological impact of cancer and caregiving role in post-treatment survivorship impacted on caregivers’ ability and 

willingness to participate in social activities, often resulting in feelings of social isolation and/or changes to social relationships1, 2, 3. More specifically, the studies with 

healthcare professionals and caregivers identified that caregivers wanted more appropriate and meaningful opportunities for social support, in which they could share their 

psychological/emotional concerns with others who could personally relate to the caregiving experience2, 3.  

 

Given that social support can help to normalise the cancer experience and positively impact psychological wellbeing1, there is strong evidence to suggest that 

caregivers require additional social support in survivorship to reduce social isolation and strain on existing relationships, specifically opportunities to connect with 

other caregivers and share experiences. Peer support was identified as a gap in services by both healthcare professionals and caregivers2, 3, and should be explored 

as a potential mode of delivery for future interventions. 

Number of factors associated with greater/poorer 

coping/wellbeing in PTS caregivers, including but not 

limited to: greater patient emotional distress/poorer 

physical health (Kim et al., 2008a; Kim et al., 2008b; 

Manne et al., 2015; Cotrim & Pereira, 2004); higher 

caregiving stress (Kim et al., 2011; 2012b; 2015; 

Bowman et al., 2006); higher need for support 

HCPs identified no “one size fits all” nor clear pattern 

of which CGs would most require support in post-

treatment survivorship. HCPs stated CGs’ support 

needs changed over time & dependent on a range of 

factors (caregivers’ thoughts & feelings; patient factors, 

social support). 

No clear pattern emerged in quantitative nor qualitative 

data as to which caregivers might benefit most from 

additional support in post-treatment survivorship.  
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(Goldzweig et al., 2010; Rivers et al., 2012; Hodgkinson 

et al., 2007).  

- 

Given small sample size, no evidence for use of 

Emotion Thermometers (ET) tool as screening measure 

to identify caregivers who are most at need of support. 

 

Given overlap with qualitative data & potential to 

highlight key issues affecting CGs at point of 

completion, there is potential for ET tool to be used in 

clinical practice to increase opportunities for HCPs to 

improve the health and wellbeing of caregivers, quickly 

highlight and take action (e.g. give information, 

signpost or refer to support) for current areas of needs. 

- - 

Majority of caregivers indicated on questionnaire that 

they considered themselves a ‘caregiver’ / ‘carer’. 

 

However, CGs often verbalise their caregiving role in 

terms of their relationship to the patient, i.e. 

spouse/partner, relative, friend etc. Caution is therefore 

required around use of term caregiver/carer in practice 

to avoid excluding individuals who do not strongly 

identify with the label and consequently do not feel 

entitled to access supports. 
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- 

HCPs identified key time points in PTS where CGs 

coped less effectively or triggered negative emotions 

(e.g. anxiety, FOR) i.e. transition from treatment to 

survivorship, during/around follow-up appointments, 

or with significant post-treatment symptoms & side 

effects (e.g. stomas, dysphagia, sexual function). 

CGs identified key time points within survivorship 

during which they would benefit from additional 

support, particularly for FOR, e.g. transition to 

survivorship, where CG was managing multiple 

changes/roles due to patient’s post-treatment 

health/recovery, and around follow-up 

test/scans/appointments. 

Evidence Statement 3 – No ‘One Size Fits All’ 

Across all three studies, no clear pattern emerged as to which caregivers would most require support in post-treatment survivorship1, 2, 3. Given that a range of demographic 

and psychosocial factors were found to be associated with coping and/or wellbeing in post-treatment survivorship1 and the small sample size in the caregivers’ study3, 

there was limited evidence to suggest the use of screening measures1, 3. Using screening measures in practice was not reported as a key theme in the study with healthcare 

professionals2. Evidence was also limited and inconsistent on how caregivers identified with their role, i.e. using the term ‘carer’ or ‘caregiver’, and whether this could be 

used as a marker within practice to identify those potentially more at need of support3. Identifying as a carer/caregiver was not reported nor emerged as a key theme within 

the systematic review1 or healthcare professionals’ study2. However, in two of the studies, both healthcare professionals and caregivers did highlight points within the 

survivorship trajectory where caregivers may be coping less effectively or require additional support, e.g. acute transition from treatment to survivorship and post-

treatment appointments2, 3. Given limitations of included samples (e.g. immediately post-treatment) and study designs (e.g. cross-sectional), it was not possible to report on 

changes in caregiver psychological wellbeing over time, e.g. greater anxiety, and therefore little support is provided by systematic review findings1 regarding ‘key time 

points’ to target caregivers in post-treatment trajectory. 

 

Overall, there is limited and inconsistent evidence to suggest appropriate means, e.g. by sets of specific characteristics or screening tools, by which caregivers who are 

most at need of additional support can be identified and targeted within practice. Further research is required to determine the effectiveness of screening measures for 

caregivers. However, there is moderately-consistent evidence to support targeting caregivers at key stages across the cancer trajectory where they may be experiencing 

additional physical, psychological and/or social challenges, and should be explored in future interventions. 
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- 

Clinical HCPs were unclear on availability & remit of 

psychosocial supports targeting CGs and/or issues 

specific to PTS. 

 

HCPs identified need for clearer links & referral 

pathways for caregivers between clinical services and 

psychosocial supports. 

- 

- 

Clinical HCPs described challenged of providing 

psychosocial support to CG within busy clinical 

environment, and time-restricted appointments with 

patient (in which focus on medical needs was 

paramount).  

 

Clinical HCPs therefore relied heavily on signposting 

CGs to other psychosocial supports, as opposed to 

providing direct psychosocial support/care to CG. 

CGs observed busyness of clinical & psychosocial 

cancer services, and limited capacity of clinical HCPs 

to deliver psychosocial support within busy clinical 

environment/appointment settings.  

 

CGs relied on clinical HCPs for support in relation to 

patient’s follow-up care & recovery, but did not wish to 

overburden with over psychosocial concerns given 

perceived demand on HCPs’ time & resources. 

Evidence Statement 4 – Challenges for Healthcare Professionals 
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 Two major challenges for healthcare professionals, specifically those based in clinical services, in providing psychosocial support to caregivers were reported within the 

in two of the studies2, 3. Firstly, clinical HCPs reported that they were often unclear on the availability and remit of psychosocial supports, and highlighted a need for 

clearer referral/service pathways for caregivers between the healthcare and third sector environments2. This was not reported nor explicitly explored within the systematic 

review1 or caregiver study3. Secondly, the need/demand for support, particularly within clinical oncology settings, was widely recognised by healthcare professionals and 

caregivers. Clinical HCPs were often unable to dedicate time within their schedule to directly addressing caregivers’ psychosocial needs, and caregivers were reluctant to 

overburden healthcare professionals with their concerns2, 3. The challenges for healthcare professionals in psychosocial support provision was not within the scope of, and 

therefore not reported in the systematic review1. 

 

This presents moderately-consistent evidence that, within the context of Northern Ireland, the delivery and implementation of additional psychosocial supports should 

place no further burden on healthcare professionals working with clinical oncology settings. However, the evidence suggests that there should be clearly mapped 

pathways/links between the intervention and healthcare/third sector services, and opportunities for further healthcare professionals should be explored to ensure that 

healthcare professionals, particularly those working within clinical services, are familiar with current supports available to caregivers in post-treatment survivorship and 

how these can be accessed. 

Abbreviations: CGs = Caregivers; FOR = Fear of Recurrence; HCPs = Healthcare Professionals; PTS = Post-treatment Survivorship;  
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APPENDIX 27 
DESCRIPTION OF THE INTERVENTION 

(OPERATIONALISATION MATRIX) 
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Table 7.1. Description of the Intervention (Operationalisation Matrix) 

BCTs 

(BCTTv1 code) 

Intervention 

Function Intervention Strategy to deliver BCTs 

COM-B Components 

Capability Opportunity Motivation 

Ps
yc

h.
 

Ph
ys

. 

Ph
ys

. 

So
c.

 

A
ut

o.
 

R
ef

l. 

Goal setting 

(behaviour) 

(1.1) 

Enablement 

Peer Supporter to set goal(s) with caregiver. Goal(s) are 

defined in relation to protective health behaviours to be 

achieved by the caregiver in order to improve physical health 

and/or psychosocial wellbeing. 

 

For example, caregiver looking to improve their physical 

activity might set a daily walking goal of 10,000, or a 

caregiver experiencing high caregiver burden and/or anxiety 

might set a goal of spending 10 minutes per day to 

relax/meditate etc. 

P  P P P  

Problem solving 

(1.2) 
Enablement 

Peer Supporter to assist caregiver in identifying their 

individual/specific triggers for cancer-related anxiety/FOR 

(e.g. patient’s symptoms of ill health, review appointments). 

 

P  P P P  
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Peer Supporter to assist caregiver in identifying and/or 

developing strategies for managing these triggers and 

negative emotions that increase the caregiver’s cancer-

related anxiety and FOR. 

 

Peer Supporter to assist caregiver in identifying barriers that 

prevent them from performing health-protective & coping 

behaviours (e.g. lack of motivation, lack of time or energy), 

and develop/discuss ways in which the caregiver can 

overcome these (e.g. preparing meals in advance, going to 

the gym with a friend/buddy). 

Goal setting 

(outcome) 

(1.3) 

Enablement 

Peer Supporter to encourage/support caregiver to set goal(s) 

for intervention, defined in terms of a desired positive 

outcome(s) from the intervention that is personal and 

meaningful to individual caregiver.  

 

For example, outcome(s) might include increased 

performance of self-care behaviour(s) (e.g. getting more 

exercise, eating more healthily, cutting down on 

alcohol/smoking, spending more time on social activities), 

greater social support (e.g. talking to patient/family about 

P  P P P  
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cancer-related concerns), greater ability to cope with cancer-

related anxiety/FOR etc. 

Action Planning 

(1.4) 
Enablement 

Peer Supporter to encourage/support caregiver to make a 

detailed plan of performance of the chosen behaviour goal(s) 

(taking into consideration context, frequency, duration, and 

intensity). SMART goals can be used to aid in action 

planning activities. 

 

For example, the caregiver will plan to have one glass of 

wine in the evening with their meal, or the caregiver will use 

breathing exercise to manage their cancer-related anxiety 

while sitting in the clinic waiting room before the patient’s 

review appointment etc. 

P  P P P  
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Review 

behaviour goal(s) 

(1.5) 

Enablement 

Peer Supporter to discuss with caregiver how well 

caregiver’s performance corresponds with agreed goal(s) for 

performing self-care and/or coping behaviour(s), e.g. 

whether they achieved, partially achieved, or did not achieve 

their previously set goal. For example, pair examine whether 

and to what extent the caregiver managed to spend 10 

minutes of mindfulness practice per day. 

 

Peer Supporter to discuss with and encourage/support 

caregiver to consider adjusting behaviour goal(s) 

accordingly, e.g. resetting the same goal, making a small 

change in that goal, setting a new goal instead of (or in 

addition to) the first goal, or no change. For example, 

caregiver might decrease target of 10 minutes mindfulness 

practice to 3 days per week, or change the goal to 10 minutes 

reading/walking per day instead. 

P  P P P  
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Review outcome 

goal(s) 

(1.7) 

Enablement 

Peer Supporter to discuss and examine the current outcome 

goal(s), considering the caregiver’s progress in working 

towards the outcome goal(s) and/or whether the outcome 

goal(s) are still relevant, i.e. focus on individual’s most 

pressing support need(s) at the time of support.  

 

Peer Supporter to discuss with caregiver and 

encourage/support them to consider modifying future 

outcome goal(s), if required, e.g. continuing with the same 

goal, making a small change to the original goal, or setting a 

different goal. For example, continuing focusing on 

improving self-care behaviours, or changing focus to solely 

focus on developing strategies to cope/manage cancer-

related anxiety. 

P  P P P  

Feedback on 

behaviour 

(2.2) 

Education 

Training 

Peer Supporter to provide informative feedback and 

affirmation on the caregivers’ achievement/performance of 

the behavioural goal. 

 

For example, Peer Supporter will review self-monitoring 

diary with caregiver, and provide feedback/affirmation on 

how many days during week caregiver engaged in self-care 

P  P  P P 
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behaviour, and/or in using coping strategy to manage 

heightened cancer-related anxiety or FOR. 

Self-monitoring 

of behaviour 

(2.3) 

Education 

Training 

Enablement 

Caregiver will be asked to record daily, in a diary, whether 

they have performed self-care behaviour, including use of 

coping strategies to managed cancer-related anxiety/FOR.  

P  P P P P 

Monitoring of 

emotional 

consequences 

(5.4) 

Enablement 

As part of self-monitoring of behaviour (see above), 

caregiver will be asked to record how they feel after 

performing or not performing planned self-care behaviour 

and/or using or not using coping strategy to manage cancer-

related anxiety/FOR.  

 

An ABC (Antecedents-Behaviour-Consequences) 

chart/diary will be used to help caregiver identify and better 

understand patterns in individual behaviour (e.g. positive 

P  P P P  
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impact vs. negative impact on physical health & 

psychosocial wellbeing). 

Prompts/cues 

(7.1) 

Education 

Environmental 

Restructuring 

As part of action planning (see above), Peer Supporter will 

encourage the caregiver to identify and/or introduce an 

environmental/social stimulus with the purpose of prompting 

either self-care behaviour (e.g. setting an alarm/reminder on 

phone to go for walk, read a book etc.) and/or implement 

appropriate coping strategy to manage cancer-related 

anxiety/FOR (e.g. on receipt of patient’s appointment letter, 

while sitting in clinic waiting room etc.). 

   P  P 
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Pros & cons 

(9.2) 
Enablement 

In establishing the personal relevance/focus of the 

intervention for the caregiver (i.e. setting the outcome, 

weekly behaviour goals), Peer Supporter will 

encourage/support the caregiver to identify and compare 

reasons for wanting (pros) and not wanting (cons) to change 

either self-care or coping behaviour. 

 

A Decision Balance worksheet will be used to guide the Peer 

Supporter and caregiver in completing this activity. 

P  P P P  

Reduce negative 

emotions 

(11.2) 

Enablement 

Peer Supporter will advise on ways of reducing negative 

emotions about cancer and/or caregiving to facilitate the 

performance of self-care and/or coping behaviours.  

 

For example, Peer Supporter might advise on use of coping 

strategies, such as mindfulness/breathing exercises, that they 

have used in the past to reduce anxiety/FOR. 

P  P P P  

Policy Category by which to deliver 

BCTs: 
Service Provision 

Mode of delivery: 
Individual, face-to-face and/or by telephone. 

Peer Support, e.g. delivered to caregivers by other caregivers in post-treatment survivorship. 



 

 

 
 


