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Abstract

Background/aim: Palliative care is recommended for people with advanced non- 

malignant lung disease. Yet there is limited evidence regarding the integration of 

palliative care for people with interstitial lung disease, bronchiectasis and COPD. This 

study aimed to explore the experience of palliative care provision for people with non- 

malignant respiratory disease and their bereaved carers.

Methods: Qualitative study involving a convenience sample of 17 bereaved carers and 

18 healthcare professionals recruited from 2 rural and 2 urban sites in the North and 

Republic of Ireland. Data collection consisted of 17 semi-structured interviews with 

carers of patients with COPD, interstitial lung disease or bronchiectasis who had died 3- 

18 months previously; and 4 focus groups with healthcare professionals. Data were 

analysed using thematic analysis.

Findings: Key findings included: 1) The adverse impact of geographical location on 

local palliative service provision, not only due to rurality but also health jurisdiction; 2) 

Lack of consensus amongst healthcare professionals regarding when specialist and 

generalist palliative care is appropriate for patients with non-malignant respiratory 

disease; 3) The unpredictable nature non-malignant respiratory disease caused 

uncertainty about illness progression amongst all participants, especially carers who 

experienced a lack of awareness of the life limiting nature of the disease.

Conclusions: The management of patients with non-malignant respiratory disease is 

complex and challenging with a clear need for a more integrative model of practice, 

incorporating palliative care in a responsive and dynamic way. This research informed a 

potential model of care which may help healthcare professionals introduce palliative 

care, and specialist respiratory care, early in the disease trajectory. This model also 

encourages the involvement of specialist palliative care for complex symptom 

management.
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1.0 Thesis outline

The overall aim of this study was to explore the experience of palliative care health 

service provision for people with non- malignant respiratory disease and their 

bereaved carers.

Specific research objectives were to:

1. Explore bereaved carers perceptions of the palliative health service provision 

experienced by people with non-malignant respiratory disease and their 

carers in the North and Republic of Ireland.

2. Explore bereaved carers perceptions of the impact of geographical location 

on the palliative health service provision experienced by people with non- 

malignant respiratory disease and their carers in the North and Republic of 

Ireland.

3. Explore HCP’s experiences of the palliative health service provision 

available to people with non- malignant respiratory disease and their families 

and make recommendations for future practice.

Chapter 1 provides an introduction to: palliative care; palliative care in Northern 

Ireland (NI); and palliative care in the Republic of Ireland (ROI). It then presents an 

introduction to non-malignant respiratory disease (NMRD) and what is currently 

known about the palliative care needs of this client group, and their carers. The 

chapter then concludes with the rationale for undertaking this study.
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Chapter 2 is a critical review of the literature in relation to the palliative care 

provision for patients with NMRD and their carers. The review commences with an 

overview of the search strategy developed to carry out a search of the literature and 

then goes on to critically discuss the major findings.

Chapter 3 opens with a rationale for the theoretical approach that informed the 

methodological design of the study and then goes on to discuss the research methods 

used within the study, the research setting, research access and data collection and 

analysis. The concluding section of the chapter goes on to explore the rigour and 

ethical issues related to the study.

Chapter 4 provides an in-depth account of the findings derived from the analysis of 

the semi-structured interviews and the focus groups. The data were analysed using 

thematic analysis (King and Horrocks 2010) and the three overarching themes 

yielded from the interviews, and the two overarching themes derived from the focus 

group data, are presented.

Chapter 5 is the final chapter of the thesis which includes the final discussions and 

conclusions from the research, inclusive of the limitations of the study and the 

impact of the results on policy, practice and future avenues for research. The 

implications for theory and education are also presented within this chapter.
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1.1 Palliative Care

In the 1950s, the focus of care for patients with cancer was mainly curative with a 

lack of awareness of the needs of patients who were dying (Clark 2007). However, in 

the late twentieth century palliative and hospice care began to develop in the United 

Kingdom (UK) (Clark et al. 2005) and internationally (Clark 2007). Clark (1999) 

suggested that during the late twentieth century, innovations in healthcare research 

contributed to a greater acknowledgement of palliative care. Research published in 

the UK (Paterson and Aitken-Swan 1954; Aitken-Swan and Paterson 1955; Bailey 

1959; Parkes 1964) and the USA (Abrams et al. 1945; Abrams 1951; Bard 1960; 

Brauer 1960, Kubler-Ross 1969) provided a novel insight into palliative care by 

highlighting the physiological and psychosocial needs of patients dying from cancer 

(Clark 2007), whilst also creating further public awareness of death and dying 

(Milicevic 2002). Clark also highlighted that in the 1960s Dame Cicely Saunders 

began to focus on the terminal stage of illness, which was defined as when all 

curative measures had been exhausted for patients with a cancer diagnosis. In 1964, 

Dame Cicely Saunders then developed the concept of total pain which highlighted 

the physical, psychological, emotional, social and spiritual elements of pain. In 1967, 

using her experiences as a nurse, social worker, researcher and medical practitioner 

(Milicevic 2002), Dame Cicely Saunders founded St. Christopher’s Hospice in 

London. This development by Dame Cicely Saunders was known as the ‘hospice 

movement,’ often called the modem hospice movement (Muscat 1997). Although 

there is evidence of some hospice provision before 1967, the modem hospice 

movement dates from when St Christopher’s Hospice was opened (Clarke 2013). It 

was defined the modem hospice movement as, unlike other previous homes for the 

dying, it combined clinical excellence with education and research (Clark et al.
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2005). The early stages of hospice care and the modem hospice movement focused 

on end of life care (Clark 2007), which encompasses the holistic care provided to a 

patient in the last few hours or days of life (Radbruch and Payne 2009). This 

eventually evolved into an acknowledgment of the need for holistic care to be 

provided to patients earlier in their disease trajectory and in different settings, such 

as hospitals and the community (Clark and Graham 2011).

As early as the 1960’s however, confusion relating to the terms associated with 

hospice and palliative care emerged, and difficulties in developing common terms 

continues (Radbruch and Payne 2009). Payne et al. (2008) highlighted that within 

the UK in the 1960’s and 1970’s, the terminology used to define holistic care 

underwent a number of transitions from hospice and terminal care, to palliative care 

from 1980 to 2000. In 1975, A Canadian doctor named Dr Balfour Mount was the 

first to use the term ‘Palliative Care’ in relation to his integration of hospice care 

with hospital care in Montreal (Muscat 1997). Muscat highlighted that Dr Balfour 

Mount deemed the term ‘hospice’ inappropriate as in Canada the word hospice 

meant custodial care. Therefore, the definition of hospice care began to be debated 

(Clark et al. 2005). Presently there are various terminologies used in reference to 

palliative care, such as: hospice care; terminal care; supportive care; end of life care; 

care of the dying; and continuing care (Payne et al.)', however there is often a lack of 

consensus regarding the use of these terms. Within this thesis, the World Health 

Organization’s (WHO’s) (2002) definition of palliative care will be employed;

“An approach that improves the quality of life ofpatients and their families facing 

the problems associated with life-threatening illness, through the prevention and
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relief of suffering by means of early identification and impeccable assessment and 

treatment of pain and other problems, physical, psychosocial and spiritual. ”

The aim of palliative care is to relieve suffering and to aid patients and their family 

carers to have the best quality of life possible (Kelley and Meier 2010). Healthcare 

professionals (HCPs) provide palliative care in order to help improve the physical, 

psychosocial and spiritual well-being of their patients and their families. The 

integration of palliative care early within the disease trajectory (WHO 2002) is 

believed to improve the management of a patient’s symptoms (Bruera and 

Yennurajalingam 2011), and even has the potential to increase a patient’s survival 

rate (Temel et al. 2010; Higginson and Evans 2010; Irwin et al. 2013). Temel et al. 

recruited newly diagnosed patients with lung cancer in America who were receiving 

either standard oncology care, or standard oncology and early palliative care. Within 

Temel et aids study, early palliative care was defined as a consultation with the 

specialist palliative care team within 12 weeks of commencing the study for the 

newly diagnosed participants. Patients that received early palliative care (alongside 

standard oncology care) reported a higher quality of life (98 vs. 91.5 P= 0.03) and 

less incidence of depression (16% vs. 38% P=0.01), compared with patients who 

received only standard oncology care.

The palliative care provided by HCPs that specialise in this area is known as 

specialist palliative care, and these professionals provide palliative expertise, 

services and resources (Faull and Blankley 2015). It is argued that specialist 

palliative care should be easily accessed by patients who have complex palliative
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care needs in relation to their physical, social, spiritual and psychological symptoms 

(Reddall 2009). Specialist palliative care providers are responsible for not only 

providing care to patients with complex palliative needs, but also for providing 

support and education to non-specialist palliative care HCPs (Higginson 2015). 

Palliative care delivered by HCPs who are not classified as specialist palliative care 

providers is known as generalist palliative care (Coyle and Paice 2015). Generalist 

palliative care providers are HCPs who provide patients with palliative care however 

are not defined as specialists due to not having received accredited palliative care 

training (Gott et al. 2012). There is an increasing demand for generalist palliative 

care (Frey et al. 2011) as the majority of palliative care is delivered to patients by 

generalist practitioners (Gardiner et al. 2012). Evidence suggests however, that 

optimal palliative care involves collaborative working between both generalists and 

specialists in palliative care (Schneider et al. 2010).

Originally, the only patients who had access to palliative care services were those 

with a diagnosis of cancer and nearing the end of their life. More recently however, 

it has been recognised that palliative care is also applicable to patients with a non- 

malignant disease, not just malignant disease (Mitchell et al. 2012), and is an 

integral part of a patient’s disease management (O’Neill and Fallon 1997) from 

diagnosis. However, despite this awareness access to specialist palliative care is still 

low for non-malignant patients (Mitchell et al. 2010; Ostgathe et al. 2011). It has 

been suggested that the uncertain disease trajectory associated with most non- 

malignant conditions is one of the main reasons that these patients are not 

appropriately referred to specialist palliative care teams (O’Connor et al. 2011). Due 

to the difficulty in judging disease progression in the majority of patients with a
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diagnosis of non-malignant disease, the timing of referral to specialist palliative care 

services can be affected if the referral is based on prognosis (Payne et al. 2008). 

Research carried out in the ROI to assess the amount of patients with a non- 

malignant disease being referred for specialist palliative care in one hospital based 

service, concluded that the majority of patients were only referred when they were 

actively or imminently dying (Wallace and Tieman 2013). As previously discussed, 

early integration of palliative care can be beneficial to patients and their carers 

(Bruera and Yennurajalingam 2011; Irwin et al. 2013), and this may also be an 

important factor in the provision of optimal palliative care to patients with a non- 

malignant disease.

In 2014, the WHO and the Worldwide Palliative Care Alliance (WPCA) published 

an atlas highlighting the global need for palliative care. This atlas highlighted that 

although palliative care programs have mainly focused on the needs of people with a 

malignant disease in the past, the majority of those worldwide needing palliative care 

have a non-malignant diagnosis. A key recommendation from the WHO and WPCA 

was that palliative care should be integrated into relevant national health and disease- 

specific policies, a concept mirrored in the Palliative Care 2020 (2014) European 

Declaration on Palliative Care. This declaration highlighted the need for policy and 

decision makers at regional, national and international level, to develop or redraft 

existing policies as they currently focus extensively on healthy aging and the 

prevention of diseases, therefore lacking guidance on palliative care. Palliative Care 

2020 additionally declared that new policies specific to palliative care must include 

referral criteria to facilitate timely access to palliative care based on the persons 

holistic needs, regardless of diagnosis or prognosis.
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Palliative care also includes the carer. The carer of a patient can be defined as the 

informal caregiver who provides a patient with unpaid support for their physical, 

financial and psychological needs (Miles and Asbridge 2014). The physical, 

psychological and social needs associated with a life- limiting disease are not only 

experienced by the patient, but also by the family carer (Matzo and Witt Sherman 

2010). Healthcare professionals have the potential to increase or decrease the burden 

felt by the carer by acknowledging that the illness is experienced by both the patient 

and the carer (Hynes et al. 2012). Carers can feel a great sense of vulnerability due 

to the difficulties in balancing between burdens and coping capacity (Simpson et al. 

2010). However carers often have a range of unmet needs and can often receive 

inadequate support from the health care profession (Spence et al. 2008, Hasson et al. 

2008). Spence et al. carried out interviews with seven carers actively caring for 

someone with severe COPD to explore the needs of these informal carers. Some of 

the participants in this study expressed that they had not received enough 

information about the patient’s condition or prognosis. The carers involved in the 

study felt they did not have appropriate knowledge of all the services and resources 

that were available to them and therefore only contacted healthcare professionals 

when an acute exacerbation occurred. Caring for someone with NMRD creates 

psychological and physical burdens for carers and therefore has an impact on their 

daily lives (Hasson et al. 2009), alongside increasing their feelings of responsibility 

(Belkin et al. 2014). As the patient’s illness advances they need the carer more, and 

the carer is then unable to take part in their routine day to day activities and can 

become increasingly socially isolated (Seamark et al. 2004). The needs of the carer 

also do not stop once the patient has died, and appropriate bereavement support is 

essential in addressing the needs of the bereaved carer (Me Veigh 2016). Healthcare
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professionals have a responsibility to recognise the needs of the carer alongside the 

patient, in order to provide holistic palliative care (Me Veigh 2015).

1.2 Palliative Care in Northern Ireland

There are 5 health and social care Trusts that provide health and social care services 

across Northern Ireland, and the levels of specialist palliative services available in 

each area vary. Throughout the 5 Trusts palliative care is provided by all members of 

the multi-disciplinary team (MDT) within the hospital setting. Hospitals also have 

their own specialist palliative care teams consisting of MDTs of staff which include 

doctors, nurses and other professionals. Referrals are made to the hospital specialist 

palliative care team if a patient requires complex bio-psychosocial or spiritual 

symptom management, has complex discharge needs or requires end of life care 

(NHSCT 2015). Within the community, generalist palliative care is provided by the 

general practitioner (GP) and the district nurse. The Northern Health and Social Care 

Trust (NHSCT) also deliver generalist palliative care in the community through the 

hospital diversion nursing team (HDNT). The HDNT aims to prevent patients being 

unnecessarily admitted to hospital by helping with discharge planning and reducing 

patients attending accident and emergency departments (NHSCT 2015). A 

Macmillan care unit was opened in 2011 in the NHSCT and has 12 palliative care 

beds. The unit was a joint project involving the NHSCT, the Department of Health, 

Social Services and Public Safety in Northern Ireland (DHSSPSNI) and Macmillan 

Cancer Support. The unit has specialist palliative care staff that provide 

comprehensive palliative care, to patients diagnosed with malignant or non- 

malignant diseases.
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The NHSCT and Western Health and Social Care Trust (WHSCT) do not have their 

own specialist palliative care teams based within the community setting. However, 

the Belfast Health and Social Care Trust (BHSCT) have a community 

multidisciplinary specialist oncology and palliative care team consisting of nursing 

and medical staff, social workers and allied healthcare professionals (AHPs). This 

MDT provides specialist palliative care advice to support the management of 

patients who have advanced long term conditions, including non-malignant diseases, 

and require complex symptom management (BHSCT 2015). The South Eastern 

Health and Social Care Trust (SEHSCT) and Southern Health and Social Care Trust 

(SHSCT) also have community multidisciplinary specialist palliative care teams, 

similar to the BHSCT.

Community specialist palliative care is also delivered throughout Northern Ireland, 

within the 5 trust areas, by four hospice organisations. Marie Curie Hospice (18 

inpatient beds) and the Northern Ireland Hospice (18 inpatient beds) are based in the 

Belfast, South Eastern and Northern trust areas, the Southern Area Hospice (12 

inpatient beds) is based in the SHSCT, and Foyle Hospice (10 inpatient beds) is 

based in the WHSCT. All four hospices have inpatient and day hospice services that 

provide specialist palliative care to patients with malignant and non-malignant life 

limiting illnesses, and their families. Marie Curie and the Southern Area Hospice 

also have several outpatient clinics that provide specialist palliative care. Within the 

community, registered and unregistered nurses from Marie Curie and the Northern 

Ireland Hospice provide one-to-one nursing care and support overnight and during 

the day in patients’ homes, for the patient and their families (Marie Curie 2015; 

Northern Ireland Hospice 2015). Northern Ireland Hospice and Foyle Hospice
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however, also have hospice nurse specialists and hospice community nurses who 

work throughout the BHSCT, NHSCT, SEHSCT and WHSCT. These hospice nurses 

who work within the community are responsible for providing specialist palliative 

care to patients with life limiting illnesses and provide support to generalist palliative 

care providers in the community. Northern Ireland Hospice and Foyle Hospice also 

have a 24/7 advice line for patients, families and HCPs who require specialist 

palliative care advice.

In summary, throughout NI there are a total of 70 inpatient specialist palliative care 

beds with 69% (n=48) available in the Northern, South Eastern and Belfast Health 

and Social Care Trusts, 17% (n=12) in the SHSCT and 14% (n=10) in the WHSCT. 

Commissioning guidelines for specialist palliative care in the UK and Ireland 

(Association for Palliative Medicine of Great Britain and Ireland et al. 2012), 

recommended that per 250,000 of the population there should be a minimum of 20 

specialist palliative care inpatient beds available. As per table 1 below, NI has less 

than 50% (n=70) of the recommended beds (Association for Palliative Medicine of 

Great Britain and Ireland et al.), based on the population of each Trust (NISRA 

2015). The level of community specialist palliative care services varies throughout, 

with 40% (n=2) of the Trusts (BHSCT and SEHSCT) having their own specialist 

palliative care services in the primary care setting alongside hospice community 

nurse specialist teams (Northern Ireland Hospice). Across the remaining 60% (n=3), 

specialist palliative care is provided by the Northern Ireland and Foyle Hospice 

community nurse specialist teams.
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Table 1. Percentage of recommended number of specialist palliative care beds 

(Association for Palliative Medicine of Great Britain and Ireland et al. 2012) in 

Northern Ireland.

Trust Population Recommended 
number of specialist 
palliative care 
inpatients beds

Actual number 
of specialist 
palliative care 
inpatient beds

% of
recommended 
number of 
specialist 
palliative care 
beds

NHSCT,
BHSCT
and
SEHSCT

1,172,906 94 48 51%

WHSCT 298,201 24 10 42%

SHSCT 369,391 30 12 40%

All 5 
Trusts

1,840,498 147 70 48%

In 2010 the DHSSPSNI published Living Matters: Dying Matters, a 5 year palliative 

and end of life care strategy for NI. Living Matters: Dying Matters (DHSSPSNI 

2010) highlighted key recommendations for palliative and end of life care in NI. This 

strategic document advocated that palliative care should be available to all patients 

with a life limiting illness, regardless of diagnosis, and should evolve as a patient’s 

illness progressed. The strategy also recognised that respiratory disease is one of the 

largest causes of disability and death in NI (DHSSPSNI 2010). It suggested that 

alongside COPD, patients with a diagnosis of Interstitial Lung disease (ILD) or 

Bronchiectasis and their carers should have access to specialist palliative care.
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Prior to the Palliative and End of Life Care Strategy (DHSSPSNI 2010), the 

DHSSSPSNI (2006) published a strategic framework aimed at respiratory 

conditions. The Strategic Framework for Respiratory Conditions (DHSSPSNI) 

recognised that traditionally palliative care services had been targeted towards 

patients with malignant disease, but for certain respiratory diseases that are non- 

malignant, such as COPD or pulmonary fibrosis (a form of ILD), defined palliative 

care needs were not being met. This strategic framework set out recommendations 

that aimed to improve the health care provision provided to patients with respiratory 

disease and their carer. However the DHSSPSNI highlighted that throughout the 

United Kingdom there was a significant lack of research into respiratory disorders. 

They also emphasised the need for research that is focused on chronic respiratory 

conditions in NI.

In NI, the NHSCT developed a Vision for Palliative Care Corporate Policy (Craig 

and Duff 2009) setting out guidelines on the future direction of adult palliative care 

services in the NHSCT. This policy outlined recommendations for the improvement 

of palliative care service provision based on existing services, and identified gaps in 

local palliative service provision. Its aim was to improve the quality of palliative care 

across all disease trajectories. A needs analysis for the NHSCT collated both 

quantitative and qualitative data from regional census figures, a local audit and 

research. Findings indicated that compared with the rest of the region, the NHSCT 

had the poorest specialist palliative care resources and palliative care bed provision 

(Craig and Duff), prior to the development of the 12 bedded Macmillan unit. It was 

envisaged that the development of a Regional Model of Care would provide a 

framework to improve palliative care provision, regardless of diagnosis or place of
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death. The regional model proposed by Craig and Duff outlined that the provision of 

generalist palliative care, to patients with both malignant and non-malignant life 

limiting conditions, should be patient and family centred with enhanced community 

services that are supported by specialist palliative care and secondary care services.

In 2011 a review of health and social care in NI was published titled ‘Transforming 

Your Care (TYC)’ (DHSSPSN1 2011). This review set out a five year strategic plan 

of changes that needed to be made to health and social care in NI. Transforming 

Your Care identified palliative and end of life care as one of the major areas of care 

that needed to be addressed. The DHSSPSNI review highlighted inequities in the 

provision of palliative care to people with a non-malignant disease, compared to 

those with cancer. Key proposals from TYC for the future of palliative and end of 

life care in NI entailed the development of a palliative and end of life care register, 

and the development of services to avoid inappropriate hospital admissions. The 

DHSSPNI health and social care review also identified a need for services to be 

delivered in the community rather than the secondary care setting. It was recognised 

however that one of the key challenges these changes would encounter, was the 

rurality of areas in NI (DHSSPSNI 2011).

To facilitate the development of primary care services for patients with palliative 

care needs, as outlined in TYC, the Transforming Your Palliative and End of Life 

Care programme was developed (O’Hara et al. 2015). This was a 2 year programme 

designed by Marie Curie and the Health and Social Care Board (HSCB) (2013). 

Transforming Your Palliative and End of Life Care aimed to work with key
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stakeholders to design and support the delivery of effective palliative and end of life 

care that facilitated peoples preferred place of care. This initiative was based on the 

Delivering Choice Programme (Marie Curie 2009) that used a whole systems 

approach to focus on localised and sustainable solutions, which addressed barriers 

across the entire system of palliative and end of life care service delivery. 

Transforming your palliative and end of life care entailed a needs assessment of 

regional generalist and specialist palliative care provision, with the involvement of 

providers and commissioners from the public, independent and voluntary sectors. It 

aimed to reconfigure and design all palliative care provision to create sustainable 

services. Transfonuing your Palliative and End of Life Care is due to be completed 

in December 2015 and will not only support the implementation of the 

recommendations from TYC, but also Living Matters dying Matters (HSCB 2015).

In summary, there are several key policy documents (DHSSPSNI 2006; DHSSPSN1 

2010; DHSSPSNI 2011; Craig and Duff 2009) that act as strategic drivers for the 

provision of generalist and specialist palliative care services throughout NI. These 

policy documents highlighted the need for specialist palliative care provision for 

patients with NMRD (DHHSPSNI 2006; DHSSPSNI 2010), and also indicated a 

lack of empirical research exploring the palliative care provision for this client group 

(DHSSPSNI 2006). Challenges remain however in key areas, such as variations in 

the availability of local palliative service provision dependent on geographical 

location (Craig and Duff 2009) and also the rurality of areas within NI (DHSSPSNI 

2011).
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1.3 Palliative Care in the Republic of Ireland

A report of the National Advisory Committee on Palliative Care (NACPC) 

(Department of Health and children (DOHC) 2001) stated that there were three 

levels of palliative care in the Republic of Ireland (ROI);

Level one was a palliative care approach. This entailed all healthcare 

professionals in the primary and secondary care setting promoting the bio

psychosocial well-being of patients with a progressive or advanced disease. 

Level two referred to general palliative care. This envisaged that some 

patients and their families required palliative care delivered by HCPs who 

were additionally trained in palliative care and had some experience working 

in palliative care.

Level three was specialist palliative care. This was identified as palliative 

care services that were involved in the care of patients with complex 

symptom needs and delivered by HCPs who specialised in palliative care.

Throughout the ROI there are 155 specialist palliative care inpatient beds which 

represent 10 beds per 292,224 of the population (Health Service Executive (HSE)

2011). This equates to only 43% of the recommended number of specialist palliative 

care inpatient beds for the ROI population (Association for Palliative Medicine of 

Great Britain and Ireland et al. 2012). Within the ROI there are also palliative care 

support beds, non-specialist palliative care beds, located in small inpatients settings 

such as community hospitals or nursing homes (Murray et al. 2013). Murray et al. 

highlighted that these support beds provided an alternative to acute hospital 

admissions for patients with a life limiting illness, although the medical management 

of care is not always clear in terms of lines of consultation and leadership. In 2011
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the HSE highlighted that there are 4.6 palliative care support beds per 100,000 of the 

population in the ROI, with the majority available in county Donegal (14.3 per 

100,000). In 2013 a report published by the IHF (Murray et al. 2013) outlined the 

availability of specialist palliative care services in the ROI. Murray et al. reported 

that the North Eastern, Midlands and South Eastern Health Boards had no inpatient 

specialist palliative care beds, whereas the North Western Health Board had 18 and 

30 in the Mid-Western Health Board. Within the ROI health boards are now referred 

to as the HSE.

Murray et al. (2013) also highlighted the specialist palliative care services available 

in the primary care setting in the ROI. Their report stated that within the Mid- 

Western Health Board there was a consultant led specialist palliative care service 

that involved palliative care clinical nurse specialists, registered general nurses, 

healthcare support workers, social workers, chaplaincy and AHPs. Within the North 

Western Health Board the specialist palliative care home team consisted of 12.5 

specialist palliative care nurses (Murray et al.). Murray et al. highlighted that the 

North Eastern, South Eastern and Midland Health Board also had specialist palliative 

care home teams, however an overview of these services was not provided. Of the 

patients who accessed specialist palliative care community services in the ROI, only 

20.8% had a non-malignant diagnosis (HSE 2011).

The NACPC report (DOHC 2001) contained key recommendations for the direction 

of palliative care in the ROI. One of the key recommendations of this report was that 

all health boards (now the Health Services Executive) within the ROI should
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consider the needs of patients with non- malignant disease alongside those with 

malignant disease, when assessing the need for specialist palliative care services 

(DOHC 2001). It was recognised by the Irish Hospice Foundation (IHF) and Health 

Service Executive (HSE) (2008) that from the publication of the NACPC report, 

there had been significant progress made in the development and funding of 

palliative care. However they also highlighted that people with a non- malignant 

disease in the ROI received inconsistent specialist palliative care services (IHF and 

HSE 2008).

In 2007 the Hospice Friendly Hospitals Programme was developed in the ROI (IHF 

2007). The IHF stated that the aim of the programme was to develop quality 

standards for end of life care in hospitals, and to improve end of life and 

bereavement care in hospital and residential settings. A review of the programme in 

2014 highlighted that within the ROI adequate access to specialist palliative care 

services is required (IHF 2014). The IHF review also highlighted that end of life care 

coordinators are needed to help facilitate the effective discharge of patients at the 

end of life to allow them to die at home. In 2008 the HSE and IHF recognised that 

further examination was required regarding the palliative and end of life care needs 

of people with NMRD. The IHF and HSE (2008) highlighted the need for research to 

be conducted in the ROI to discover more about the experiences of bereaved families 

of people who died from chronic respiratory disease, to discover more about the 

palliative care services provided. The DOHC (2001) also recognised patients and 

carers as the main stakeholders in palliative care policy documents, therefore 

emphasising the importance of gaining their opinions and preferences to include in 

policy documents.
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In 2008, the IHF and HSE published a report based on the idea of palliative care for 

all. One of the key messages this report delivered, was that palliative care should be 

part of all care frameworks, regardless of setting, that are related to chronic disease 

management. The IHF and HSE also stated that all specialist palliative care services 

should review referrals on a basis of the patient’s holistic symptom needs, rather than 

their diagnosis. However it also suggested that some service providers in the ROI did 

not provide appropriate specialist palliative care services to those with a non- 

malignant diagnosis (IHF and HSE 2008), the reasons for which are not always 

clear. The Department of Health and Children (DOHC) (2008) stated that the care 

provided to people in the ROI diagnosed with a chronic disease is largely fragmented 

and does not foster optimal palliative care. The IHF and HSE (2008) carried out an 

extending access study that examined the needs of adults diagnosed with a non- 

malignant disease such as COPD. It was identified that there was a need for COPD 

services to be developed that would integrate palliative care in primary, secondary 

and tertiary healthcare settings (IHF and HSE 2008). Other chronic respiratory 

diseases, such as pulmonary fibrosis, have palliative care needs that would appear to 

be unrecognised or neglected (IHF and HSE 2008). There is also little evidence of 

the needs of people with chronic respiratory illness from a palliative care 

perspective.

In 2010, the HSE developed the National Clinical Care Programme for Palliative 

Care in the ROI (HSE 2013). The aim of this HSE programme was to ensure that all 

patients with a life limiting condition received appropriate palliative care services
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that were based on their level of need, and not diagnosis. The HSE (2014) stated that 

the palliative care needs of a patient with a life limiting condition should be 

addressed from diagnosis and continued throughout the disease trajectory. The 

programme also illuminated that referral to specialist palliative care services should 

occur if the patient has a life limiting condition and also if they have, or are expected 

to develop, complex holistic symptom need (HSE 2014).

The economic climate within the ROI has impacted on the availability of palliative 

service provision. In 2010, Carney indicated that the fiscal climate within the ROI 

was likely to have a negative impact on patient care, including palliative care, and 

result in greater pressure on healthcare professionals due to; budgetary cuts, non

replacement of staff and reductions in temporary staff and overtime. Me Daid et al. 

(2009) highlighted that from 1998 to 2006, within the ROI, there were significant 

budgetary cutbacks in relation to secondary care services. Me Daid et al. also 

indicated a need for the further development of primary care services, due to a focus 

within the ROI on the restructuring of the secondary care sector. A report published 

by Me Carron et al. (2010) indicated that the sudden deterioration of the Irish 

economy in 2007 also led to budgetary cuts that impacted on investment in palliative 

care services, subsequently leading to reductions in these services in the hospital and 

community setting.

In summary, palliative care service provision within the ROI is often fragmented and 

can vary dependent upon service locality (Murray et al. 2013). Key strategic 

documents have advocated the provision of palliative care based on the patient’s
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level of symptom needs, and not diagnosis (NACPC 2001; IHF and HSE 2008; HSE 

2014). Evidence suggested however that there are still a limited amount of patients 

with a non-malignant diagnoses receiving specialist palliative services in the ROI 

(IHF and HSE 2008; HSE 2011).

1.4 Non-Malignant Respiratory Disease

Non- Malignant Respiratory Disease is an umbrella term that includes Interstitial 

Lung Disease (ILD), bronchiectasis and Chronic Obstructive Pulmonary Disease 

(COPD) (National End of Life Care Intelligence Network 2011). Two hundred and 

ten million people worldwide have a diagnosis of COPD and, although the exact 

amount is not known, it is estimated that millions of others have other chronic 

respiratory diseases (World Health Organisation WHO) (2008). The WHO has also 

stated that three million people died from COPD in 2005 and it is predicted that by 

2030, COPD will become the third leading cause of death in the world (WHO 2008). 

The European Respiratory Association (ERS) (2015) highlighted that the prevalence 

of COPD, throughout Europe, is approximately 20% in men and 15 % in Women. 

The DHSSPSNI (2009) also stated that within the UK, the prevalence of COPD is 

11% amongst adults over 45 years of age. The precise incidence of COPD 

throughout Europe is unknown, however the ERS highlighted that in some areas 

such as Norway it is estimated that over a nine year period the incidence in adults 

from 18-74 years was 9.8%, and 24% in those aged between 60-74 years (ERS 

2015).
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In relation to bronchiectasis, research in the UK highlighted that across all age 

groups the incidence in women has increased from 21.2 per 100, 000 person-years in 

2004, to 35.2 per 100, 000 person-years in 2013 (Quint et al. 2015). Quint et al. also 

illuminated that the incidence in men has risen from 18.2 per 100,000 person-years 

in 2004, to 26.9 per 100,000 person-years in 2013. The prevalence of bronchiectasis 

in women has also increased from 350.5 per 100,000 in 2004 to 566.1 per 100,000 in 

2013, and men from 301.2 per 100,000 in 2004 to 485.5 per 100,000 in 2013 for 

men (Quint et al.). The ERS stated that in 2005 the prevalence of bronchiectasis was 

estimated to be 4 per 100, 000 people aged 18-34 years, rising to 272 per 100, 000 in 

those over 75 years of age in the USA. Within NI and the ROI, the exact prevalence 

and incidence of bronchiectasis is unclear, however it is thought that there are 

approximately 5000 people with a diagnosis of bronchiectasis in NI (DHSSPSNI 

2009).

There is a lack of data in relation to the incidence and prevalence of ILD (ERS 

2015). However, a study by Hansell et al. (1999) estimated that the prevalence of 

idiopathic pulmonary fibrosis (IPF), a form of ILD, in the UK was 15-18 cases per 

100,000 people. The ERS also highlighted that the estimated incidence of IPF in the 

UK is approximately 5 cases per 100,000 people per year. Within NI it is also 

estimated that the crude incidence rate of IPF is 3.26 per 100,000 of the population, 

with more cases in women than in men (Gribben et al. 2006).

The crude death rate for NI in 2011 was 7.9 per 1000 population (NI Statistics and 

Research Agency (NISRA) 2012). The NISRA (2012) highlighted that deaths from
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NMRD totalled 1923 in 2011 accounting for 14% of all deaths in NI. Given 

population demographics in NI, if death rates remain unchanged, it is predicted that 

there will be a 77% increase in the number of deaths from respiratory disease by 

2025 (DHSSPSNI 2006). The ROI has an annual death rate of 6.5 per 1000 

population (Central Statistics Office (CSO) 2010) and NMRD is responsible for 13% 

of these deaths (CSO 2010).

Chronic obstructive pulmonary disease is a progressive disease that results in lung 

parenchyma being damaged and the airflow in the lungs being obstructed (Currie 

2011). The most common cause of COPD is smoking, and the symptoms associated 

with advanced COPD are; breathlessness, fatigue, pain, insomnia, cough (with or 

without sputum production), anxiety and depression, fear and panic and weight loss/ 

cachexia (Scullion and Holmes 2011). Chronic obstructive pulmonary disease is a 

life limiting illness and patients are normally diagnosed as nearing the end of life 

when acute or chronic respiratory failure is present (Carlucci et al. 2012). The term 

life-limiting illness refers to an illness in which a direct consequence of the disease is 

expected to be death (Palliative Care Curriculum for Undergraduates 2014). The 

Global Initiative for Chronic Obstructive Lung Diseases (GOLD) (2013) guidelines 

recommended that COPD is classified into four stages based on a spirometry reading 

of the patient’s airflow. These stages are; GOLD 1 (Mild COPD), GOLD 2 

(Moderate COPD), GOLD 3 (Severe COPD) and GOLD 4 (Very Severe COPD). 

Severe and very severe COPD can also be referred to as advanced COPD (George 

2005). The GOLD guidelines also suggested that palliative care is an important 

component in caring for patients with advanced COPD (GOLD 2013).
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Interstitial lung diseases are a diverse group of life limiting pulmonary disorders that 

are grouped together as they have similar radiographic, clinical, physiologic or 

pathologic manifestations and are classified as restrictive lung disorders (Schwarz 

and King 2009). The management of ILD varies from COPD in that the patient 

requires high flow oxygen and treatment with anti-inflammatory drugs. The cause of 

ILD is typically not known. Schwarz and King (2009) suggested that an 

inflammatory response and fibrosis of the lung occurs as a result of the pathogenic 

process being initiated by an injury to the alveolar epithelial cells. The two most 

common types of ILD are sarcoidosis and idiopathic pulmonary fibrosis (IPF). If 

ILD is not treated it can cause scarring of the lung or lung fibrosis and even death 

(Duck 2008). Interstitial lung disease is less common in primary and secondary care 

than COPD, and there is no defined clinical criterion to aid staging of the disease 

(Raghu et al. 2011). However Raghu et al. recognised the need for palliative care to 

be considered for this disease group to provide holistic symptom management.

Bronchiectasis is the name given to a dilation of the bronchial tree that cannot be 

reversed (Lange and Walsh 2007). Bronchiectasis can be caused by an infection, 

mucociliary clearance defects, immune defects, allergic bronchopulmonary 

aspergillosis, localised bronchial obstruction or gastric aspiration (Pryor and Prasad 

2008). The main presenting complaints associated with Bronchiectasis are a chronic 

cough with sputum production, however other symptoms can be bronchial infection, 

recurrent dry cough, pleuritic chest pain, haemoptysis, wheezing and dyspnoea 

(Bordow et al. 2005). Although Bronchiectasis is classified as an obstructive lung 

disorder, and may at first appear to be COPD, the evaluation and management of the 

disease differs to the way COPD is assessed and treated (American Thoracic Society
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2012). Patients with bronchiectasis present with higher levels of airway 

inflammation in comparison to those with COPD, which may result in the need for 

long term antibiotic therapy (Rabe et al. 2013). Recently a staging tool for patients 

with bronchiectasis has been developed and this classified bronchiectasis as having 

three stages of severity; low, intermediate and high (Chalmers et al. 2014).

Non-malignant respiratory disease is a chronic, non-curable, progressive illness that 

requires appropriate treatment and symptom management. There is clear symptom 

burden experienced by the patient, therefore palliative care expertise may mitigate 

against increased burden by the judicious use of analgesics, antibiotics, 02 therapy 

and comfort care measures as appropriate, relative to the disease process. There is 

also the potential for a struggle at the end of life for patients with NMRD because of 

symptoms such as dyspnoea, hypercapnia and anxiety. The integration of palliative 

care should happen early in NMRD and the management of the illness should 

involve collaboration between the patient’s primary physician and a palliative care 

physician, to allow the patient to have a smooth transition from active treatment to 

palliative care (Choudhuri 2012). Patients with NMRD should receive a palliative 

approach to their care, even if they are still actively receiving treatment to slow or 

stabilise their illness (Duck 2008). Although NMRD is on the increase 

internationally and nationally, evidence suggested that patients with NMRD and 

their carers do not receive the same standards of palliative care as patients with 

malignant respiratory disease (Goodridge et al. 2008; Partridge et al. 2009). 

However this research (Goodridge et al.; Partridge et al.) focused on patients with a 

diagnosis of COPD and their carers, and not those with ILD or Bronchiectasis. 

Although ILD is less common in primary and secondary care than COPD it is just as
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debilitating, and with rapid progression of the illness it is important that HCPs are 

aware of ILD as early referral to specialist care is vital (Wiggans and Annetts 2009). 

Bronchiectasis is classified as an obstructive lung disorder that may at first appear to 

be COPD, however the evaluation and management of the disease differs to the way 

COPD is assessed and treated (American Thoracic Society (ATS) 2012). The 

palliative care provision available to these client groups is under researched. A 

deeper insight is required into the palliative care provision experienced by those 

diagnosed with ILD or bronchiectasis, alongside COPD, to provide a greater picture 

of the palliative care provided to patients with NMRD and their carers.

In the secondary care setting in NI, specialist respiratory services for patients with a 

malignant or non-malignant respiratory condition consist of MDTs that include 

respiratory nurse specialists, respiratory consultants and AHPs. Within the primary 

care setting specialist respiratory services are delivered by respiratory nurse 

specialists and AHPs who work alongside HCPs not specialised in respiratory 

conditions such as district nurses, GPs and specialist palliative care providers. An 

audit of respiratory services conducted by the DHSSPSNI (2006) highlighted that 

15% of hospitals in NI have a specialist respiratory ward, and there are also 26 whole 

time equivalent (WTE)1 respiratory consultants in NI. The DHSSPSNI report also 

stated that there are 10.7 WTE specialist respiratory physiotherapists working in the 

acute sector and 4.1 WTE in the community setting in NI. Marie Curie also has a 

Breathing Space Lung Clinic for patients with malignant and non-malignant

1 Whole time equivalent is a 37.5 hour full working week in the UK and 39 hours in 
the ROI.

39



respiratory conditions, this is facilitated by a palliative care nurse consultant who

specialises in respiratory conditions (Marie Curie 2015).

In the ROI, the availability of respiratory services can vary across settings for 

patients with NMRD (Irish Thoracic Society (ITS) et al. 2008). The ITS et al. 

published a strategic framework for COPD services in the ROI. This strategic 

document highlighted that throughout the ROI there are 35 WTE Respiratory 

Consultants (1 per 120,000 of the population), and almost 50% of these consultants 

are in the Dublin area. The report also highlighted that throughout the secondary care 

setting in the ROI; 73% of locations have respiratory nurse specialists, 54% have 

respiratory physiotherapists, 15.4% have respiratory team social workers, 19% have 

respiratory occupational therapists (OT) and 15.4% have dieticians working within 

their respiratory teams (ITS et al. 2008). There are 12 COPD MDT outreach clinics 

throughout the ROI, and these provide discharge planning and support at home for 

patients with advanced COPD (Carroll 2014). However compared with the North of 

Ireland, the majority of specialist respiratory services in the ROI are based in the 

secondary care setting. Patients with NMRD in the ROI mainly receive respiratory 

care in the community by their GP and a public health nurse. Public health nurses in 

the ROI are based at health centres and provide services in the community such as 

post hospital care, nursing care and assessment for services and equipment (HSE 

2013).

Key national and international respiratory guidelines have highlighted the role of 

palliative care for patients with NMRD. In 2008, the American Thoracic Society
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(ATS) published an official clinical policy statement regarding palliative care for 

patients with respiratory conditions (Lanken et al. 2008). The ATS emphasised the 

importance of palliative care being made available to patients with a respiratory 

illness from diagnosis, and also recommended that specialist palliative care should 

be involved when the patient’s needs go beyond the HCP’s level of competency. 

International ILD guidelines have additionally highlighted that early recognition of 

end of life is important in the care of these patients, and through liaising with 

specialist palliative care providers respiratory physicians can provide optimal 

palliative symptom management (Bradley et al. 2008; Raghu et al. 2011). European 

guidelines advise clinicians that patients with COPD (National Institute for Health 

and Care Excellence (NICE) 2010) and ILD (NICE 2013), and their families, should 

have full access to specialist palliative care services. However, these international 

strategic respiratory documents do not offer specific guidance on palliative care for 

patients with bronchiectasis. Palliative care for this client group is also not discussed 

in the British Thoracic Society (BTS) guidelines on non-cystic fibrosis 

bronchiectasis (Pasteur et al. 2010).

In 2006, the DHSSPSNI published a national strategic framework for respiratory 

conditions that provided key recommendations relating to the care of patients with 

NMRD in NI. Within this framework it was highlighted that specialist palliative care 

services should be available to specialist respiratory teams, and other HCPs, to 

provide advice and training related to delivering palliative care to patients with 

NMRD (DHSSPSNI 2006). The ITS et al. (2008) strategic respiratory document 

emphasised that the palliative care needs of patients with COPD must be considered 

throughout all stages of the illness. In 2009, the DHSSPSNI further published a
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service framework for respiratory conditions that stated that patients with COPD and 

ILD should have access to specialist respiratory teams, who are also responsible for 

assessing and managing their palliative care needs. The framework also 

recommended that patients with respiratory disease who have complex physical, 

emotional or spiritual needs should be referred to specialist palliative care teams 

(DHSSPSNI 2009). However, similarly to international guidelines (Bradley et al. 

2008; Lanken et al. 2008; NICE 2010; NICE 2013; Raghu et al. 2011; Pasteur et al. 

2010), these national strategic documents are void of guidance on palliative care for 

patients with bronchiectasis.

Overall, the provision of specialist respiratory services varies throughout the North 

and Republic of Ireland, with these services being more readily available in the 

primary setting in NI (DHSSPSNI 2006) in comparison to the ROI (ITS et al. 2008). 

These key policy documents from the North (DHSSPSNI) and Republic of Ireland 

(ITS et al.) however, have illuminated that alongside palliative service provision 

(Craig and Duff 2009; DHSSPSNI 2011; Murray et al. 2013), respiratory services 

can also vary dependent upon geographical location. Specialist respiratory HCPs 

have a key role in the provision of generalist palliative care to patients with NMRD 

(DHSSPSNI 2009) however current key respiratory guidelines (Pasteur et al. 2010) 

are void of guidance regarding the provision of palliative care for patients with 

bronchiectasis.
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1.5 Rationale for the Study

In conclusion, there are key policy, practice and research related reasons as to why 

patients with NMRD and their carers may not receive optimal palliative care. 

Previous evidence has suggested that there is a need for the further development of 

the palliative care service provision that is available to patients with NMRD and 

their carers (Goodridge et al. 2008; Partridge et al. 2009). The coordination and 

availability of specialist respiratory, specialist palliative care and generalist palliative 

care services differ across the North and Republic of Ireland, especially within the 

primary care setting. There is a lack of consensus amongst national and international 

guidelines regarding palliative care for patients with NMRD and their carers, and 

these strategic documents are also void of guidance regarding palliative care for 

patients with bronchiectasis. Future research must also take into account the impact 

of geographical location on the palliative care experienced by these cohorts. If 

people diagnosed with NMRD and their carers in NI and the ROI are to receive 

optimal palliative service provision, a deeper insight is required into the generalist 

and specialist palliative care provision available to those diagnosed with NMRD. 

Research involving non-malignant disease trajectories in different healthcare settings 

and geographical areas are also needed to identify how palliative care can be 

effectively provided in diverse populations and settings (Kelley and Meier 2010).
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CHAPTER 2 
LITERATURE 

REVIEW
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2.0 Introduction

This chapter provides a critical review of the literature in relation to the palliative 

care provision for people with NMRD and their carers, and identifies gaps and 

priorities for future research. Firstly, this chapter outlines the search strategy 

employed to select the relevant papers. Following a description of the search 

strategy, the relevant literature is critically discussed under three themes; patient and 

carer’s bio-psychosocial symptom needs and management; palliative care service 

provision for patients with NMRD and their carers; and communication and 

information.

The overall aim of this literature review was to critically discuss the current evidence 

base in relation to the palliative service provision for people with NMRD and their 

carers.

Specific objectives were to:

1. Strategically search the literature in order to identify papers relevant to 

palliative care for patients with NMRD and their carers.

2. Review the literature and critically discuss the key themes that emerge

3. Identify gaps in the current knowledge base available on this topic.
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2.1 Search Strategy

A review of the literature was conducted in May 2011 and updated, as new research 

was published, until completion of this thesis in June 2015. Citation alerts were 

generated from the original database search to ensure that searches remained up to 

date and that all relevant literature was included in the review.

The search strategy within this literature review encompassed three stages (figure 1):

1. Stage 1 incorporated searching relevant databases using identified key terms. 

Key terms were identified that encapsulated the aims and objectives of the 

research, and literature review, and also those suggested by the database 

thesaurus (Aveyard 2014). The acronym PEO, which stands for population, 

exposure and outcome (Bettany-Saltikov 2012), was also used to guide the 

development of key terms. The PEO framework is an effective way to identify 

the key parts of qualitative research questions (Khan et al. 2003). The key 

terms that were then chosen (figure 1) were ‘care*, family, patient, healthcare 

professional, client, people, COPD, chronic obstructive pulmonary disease, 

respiratory, lung, bronchiectasis, interstitial lung disease, pulmonary fibrosis, 

sarcoidosis, palliative, hospice, terminal, end of life, end stage, advanced and 

severe.’ To ensure that all possible endings of relevant key terms were 

reviewed, and that all relevant papers were included, the truncation (*) facility 

was also used within the database searches (Aveyard). The truncation facility 

was used with the term ‘care’ to ensure the identification and inclusion of 

papers with the terms carers, caregiver, carer, bereaved carers etc. The 

Boolean phrase ‘OR’ was used initially to expand the number of papers, then
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the Boolean phrase ‘AND’ was used to reduce the papers down to a 

manageable number (Aveyard). The key terms were searched using the 

following databases: C1NAHL Plus; Medline; Web of Science; Cochrane 

Database of Systematic Reviews; PsychINFO and PsychMed. These 

electronic databases were chosen as they covered a wide range of 

international psychology, medical, nursing and social care literature 

(Aveyard). As highlighted in figure 1, stage one of the search strategy yielded 

221 papers.

47



Figure 1: Flow diagram demonstrating the search strategy involving 3 stages

STAGE ONE

KEY TERMS

• Care* OR Family OR Patient OR Healthcare Professional OR Client OR People 

AND

• COPD OR Chronic Obstructive Pulmonary Disease OR Respiratory OR Lung OR 
Bronchiectasis OR Pulmonary Fibrosis OR Interstitial Lung Disease OR Sarcoidosis

AND

Palliative OR Terminal OR End of Life OR Hospice OR Advanced OR End Stage OR 
Severe

1
DATABASES SEARCHED TOGETHER 

(221 papers)

CINAHL Plus, MEDLINE, Web of Science, Cochrane Database of 
Systematic Reviews, PsychINFO and PsychMed.

Databases searched individually
(0 new papers)

STAGE TWO

Inclusion and exclusion criteria applied resulting in 69 papers being included
in review

STAGE THREE

Reference lists of relevant studies searched (10 new papers)

v
33 Quantitative

Papers

Reviewed

Y

33 Qualitative 

Papers 

Reviewed

Y

13 Commentary 

Papers 

Reviewed
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2. Stage 2 of the literature search involved the application of the inclusion and 

exclusion criteria (Table 2) to ensure that the most relevant and up to date 

papers were included in the critical review of the literature. The inclusion and 

exclusion criteria was developed to ensure that only papers specifically 

related to the topic area being explored were included in the review of the 

literature. Stage 2 resulted in the inclusion of 69 papers, and the exclusion of 

152 papers. An example of the application of the inclusion and exclusion 

criteria can be seen in the inclusion of two papers (section 2.3.2) that related 

specifically to the impact of geographical location on local palliative service 

provision for patients with NMRD, and their carers (Goodridge et al. 2010; 

Lopez-Campos et al. 2014). However, a paper that investigated the impact of 

geographical location on the provision of palliative care (Goodridge et al.

2011) was excluded, as it did not specifically refer to severe, very severe, 

advanced or end- stage non-malignant respiratory disease. Others that were 

excluded discussed topics such as the withdrawal from life sustaining 

treatment in the intensive care unit (Reinke et al. 2011), non-invasive 

ventilation (Elliott et al. 2011; Schettino et al. 2005) and lung cancer (Wilock 

et al. 2008; Zaric et al. 2010).

3. In the third stage of the literature search strategy the reference lists of the 

selected papers were searched for any additional studies that had not been 

uncovered. This stage resulted in 10 new papers being included in the review.
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Tabic 2: Table outlining the inclusion criteria and exclusion

INCLUSION CRITERIA

• Papers that were written in English

• Papers that specifically referred to severe, very severe, advanced or end- 

stage non-malignant respiratory disease

• Papers published no more than ten years previous to date of initial database 

search

• Papers that specifically referred to palliative, hospice, terminal or end of life 

care

EXCLUSION CRITERIA

• Papers that were not written in English

• Papers that did not specifically refer to severe, very severe, advanced or end- 

stage non-malignant respiratory disease

• Papers published more than ten years previous to date of initial database 

search

• Papers that did not specifically refer to palliative, hospice, terminal or end of 

life care

2.1.1 Overall Search Results

In total 79 papers informed the literature review: 33 quantitative, 33 qualitative and 

13 commentary papers (figure 1). Commentary papers were included in the review 

as they aided in broadening the understanding of the research topic being explored 

(Polit and Beck 2008), by providing expert perspectives and key insights (Me 

Kendry 2015) into palliative care for people with NMRD and their carers. A 

hierarchy of evidence was also employed to determine the level of evidence to be 

included in the review (LoBiondo-Wood and Haber 2006), and how strongly this 

evidence would address the research question (Aveyard and Sharp 2013). The 

hierarchy of evidence chosen to guide this literature review (figure 2) was adapted
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from a hierarchy of evidence suggested by Aveyard (2014) for reviews addressing an 

exploratory research question. Each empirical paper was explored and the 

population, methods, key findings and limitations were included in a table of the 

empirical research (Appendix II). Empirical research papers were critically evaluated 

with guidance from the Critical Appraisal Skills Programme (CASP) critical 

appraisal tools (CASP UK 2012), to ensure a systematic and rigorous approach 

(Aveyard 2014). The CASP critical appraisal tools provided an evidence-based 

approach to assess the quality, quantity and consistency of the specific research 

designs employed by the empirical research included in the review (CASP UK). The 

literature was also additionally appraised by discussions with supervisors and an oral 

presentation at an academic conference (Me Veigh et al. 2012).

Figure 2: Hierarchy of evidence (Aveyard 2014)

Systematic 
Reviews of 

Qualitative and 
Quantitative Studies

Qualitative and Quantitative Studies

Commentary Papers
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2.2 Themes

The 79 papers generated from the literature search were critically reviewed and 

grouped into the main themes that emerged following this review. The use of themes 

was chosen by the researcher to appropriately identify the most commonly occurring 

issues in the literature (Aveyard 2010). Using themes allowed the researcher to show 

the relationships between the studies included in the review and facilitated the 

ongoing critical analysis of the papers until a comprehensive understanding of the 

relevant phenomena was reached (Paterson et al. 2001).

The three themes that emerged from the literature were as follows;

1. Patient and carer’s bio-psychosocial symptom needs and management 

Symptom management is a prominent element of palliative care that helps 

address patients’ physical, spiritual and psychosocial symptoms in order to 

better equip them to address other components of their illness (Vadivelu et al. 

2012). However, the holistic symptom needs associated with a life- limiting 

disease are not only experienced by the patient but also by the carer (Matzo 

and Witt Sherman 2010). This theme was selected as the majority of papers 

included in this literature review referred to and critically discussed the 

physiological and psychosocial symptoms experienced by patients with 

NMRD and their carers, and how these impacted on them. They also 

explored how these symptoms were managed by patients, carers and the 

HCPs involved in their care.
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2. Palliative care service provision for patients with NMRD and their carers 

This theme featured frequently among the literature. Papers included in the 

review critically discussed and investigated the generalist and specialist 

palliative care services experienced by patients with NMRD and their carers. 

Some also explored the views of HCPs involved in the care of this client 

group in relation to the palliative health service provision available. The 

potential barriers and facilitators to the provision of palliative care were also 

critically discussed.

3. Communication and Information

Effective communication and information giving is needed between HCPs 

and patients, and their family, in order to achieve effective palliation in 

chronic non-malignant diseases (Fallon and Hanks 2006). The authors 

referenced in this literature review often critically appraised the importance 

patients, carers and HCPs placed on effective communication and 

information in the delivery of optimal palliative care to patients with NMRD. 

The barriers and facilitators to effective communication were also critically 

discussed.

2.2.1 Patient and carer’s bio-psychosocial symptom needs and management

There are a number of complex symptoms associated with NMRD which can lead to 

reduced quality of life for these patients and their carers. Breathlessness is the 

symptom most commonly experienced by patients with a diagnosis of NMRD and is 

often the symptom found to be most distressing and severe (Elkington et al. 2005; 

Ek and Temestedt 2008; Gysels and Higginson 2008; Habraken et al. 2008;
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Blinderman et al. 2009; Bausewein et al. 2010; White et al. 2011; Janssen et al. 

2011; Bajwah et al. 2013). For patients with advanced COPD, breathlessness can 

cause increased disability and impact on their quality of life (Blinderman et al. 2009; 

Scullion 2011). Elkington et al. (2005) highlighted that 98% of patients with 

advanced COPD were breathless all, or some of the time, in their last year of life. 

Elkington et al. investigated the symptoms experienced by patients with advanced 

COPD through the retrospective validated questionnaire ‘Views of Informal Carers- 

Evaluation of Services (VOICES)’ (Addington-Hall et al. 1998). A total of 209 

carers and next of kin in the UK of someone who died from COPD between five to 

ten months previously completed the study. Participants were identified and 

administered the questionnaire by the Office of National Statistics. Elkington et al. 

adapted the VOICES questionnaire to be COPD specific for the purposes of this 

study. The adapted questionnaire included questions that emerged from the findings 

of a qualitative study previously conducted by the authors (Elkington et al. 2004). 

The new adapted VOICES questionnaire was piloted with 60 bereaved carers, or 

next of kin, of patients who had died from COPD to increase validity of the research. 

However, Elkington et al. (2005) negated to explore the bio-psychosocial impact of 

advanced COPD on the participants themselves within the VOICES questionnaire. 

Exploring the experiences of the carers would have provided a more holistic view of 

the bio-psychosocial impact of advanced COPD on the patient and their carer.

Gysels and Higginson (2008) argued that breathlessness can also prevent patients 

with COPD from accessing services. Their research involved semi-structured 

interviews conducted with 18 patients diagnosed with moderate or severe COPD, 

who were experiencing problems regarding their breathlessness. Gysels and
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Higginson conveyed that there were three main reasons related to why patients 

involved in their study did not access services to help with their breathlessness. 

Firstly, they discovered that patients had come to just adapt to their breathlessness 

and its restrictions as it had gradually worsened from the start of their illness. They 

also concluded that patients tried to hide how bad their breathlessness was as they 

associated it with smoking and feared that the public, and HCPs, would judge the 

cause of breathlessness as self-inflicted. Patients found it difficult to access help 

from the medical profession due to fear of being stigmatised as a result of the link 

between smoking and their condition. Participants also expressed that they were 

given little advice on how to manage their symptoms and were also offered limited 

treatment options. Gysel and Higginson argued that a palliative care approach is 

needed in order for this client group to have their symptom needs properly assessed 

and managed, findings echoed by Hasson et al. (2008). Hasson et al. carried out a 

qualitative study in NI involving semi-structured interviews with 13 people living 

with advanced COPD. Findings highlighted that participants required appropriate 

palliative care in order to optimally manage symptoms, such as high levels of 

morbidity and restricted activities, which led them to become emotionally distressed 

and socially isolated. These findings were echoed in phenomenological research in 

Sweden by Ek and Temestedt (2008) involving interviews with 8 patients with 

COPD, aimed at exploring the lived experiences of patients with advanced COPD. 

Results highlighted that participants felt the physical limitations caused by their 

illness, such as having a lack of energy and breathlessness, restricted them from 

carrying out their daily activities and left them feeling socially isolated and 

emotionally distressed. Previous findings (Gysels and Higginson 2008; Hasson et al. 

2008; Ek and Temestedt 2008) emphasised the importance of a palliative care
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approach for patients with advanced COPD, however they negate to include the 

experiences of patients with other forms of NMRD, such as ILD and bronchiectasis.

Patients with COPD can also be reluctant to ask HCPs for help with their symptoms 

(Habraken et al. 2008; Pinnock et al. 2011). Habraken et al. (2008) carried out semi- 

structured interviews with 11 patients with end-stage COPD to explore the reasons 

why they did not actively express they needed help. Findings demonstrated that 

patients were reluctant to ask HCPs for help with their symptoms as they perceived 

the limitations they had due to their illness as being normal, and therefore they did 

not realise that there were ways to improve their symptoms. These findings were 

reflected in Pinnock et a/.’s (2011) qualitative study in the UK, involving in-depth 

interviews with 21 patients with severe COPD, 13 infonnal carers and 18 

professional carers. This study found that patients with severe COPD viewed their 

illness as a way of life and felt that they just had to accept the debilitating symptoms 

caused by their diagnosis, as this was the way their life was going to be and they 

could do nothing about it. This study had its limitations however as patients and 

carers were interviewed together, therefore the opinions expressed by participants 

may have been modified or they may have withheld certain information as a result of 

being interviewed together. This limitation may have influenced Pinnock et a/.’s 

findings, and therefore future research involving this client group should explore the 

carers and patients opinions separately.

Breathlessness is a symptom not isolated to patients with COPD as it can also be 

experienced by patients with other forms of NMRD. Bajwah et al. (2013)
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highlighted that patients with Idiopathic Pulmonary Fibrosis (IPF), a form of ILD, 

also experienced severe breathlessness due to their condition. Bajwah et al. (2013) 

conducted 18 qualitative interviews with patients with advanced IPF, their carers and 

HCPs involved in their care from two specialist ILD clinics in the UK. However, 

previous evidence highlighted that patients with ILD experienced multiple 

symptoms, alongside breathlessness, that were related to their illness (Bajwah et al. 

2012). Bajwah et al. previously completed a retrospective analysis of the case notes 

of 45 patients with IPF who had died up to 17 months previously in the UK. This 

study aimed to assess the palliative care symptom needs of patients with IPF, and 

demonstrated that 93% of participants experienced breathlessness in their last year of 

life, 60% experienced a cough, 29% experienced chest pain, 29% experienced 

fatigue and 22% experienced depression or anxiety. However, due to the data 

collection methods employed by the authors caution must be taken in interpreting 

these results as some of the symptoms experienced by patients with IPF may not 

have been fully documented.

Although breathlessness is typically the main symptom associated with NMRD, 

patients also experience psychosocial symptoms (Philip et al. 2012). Bajwah et al. 

(2013) and Elkington et al. (2005) highlighted that patients with IPF and COPD 

often had unmet psychosocial needs. Ignoring the impact of COPD on psychosocial 

well-being leads to increased levels of distress and isolation amongst both patients 

and carers (Booth et al. 2011). White et al. (2011) carried out a cross- sectional study 

in the UK involving 163 patients with severe COPD that included the validated 

Hospital Anxiety and Depression Scale (HADS) (Bjelland et al. 2002). The results 

highlighted that 35% (95% Cl) of the participants were at a high risk of anxiety, and
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43% (95% Cl) were at a high risk of depression. The researchers argued that based 

on GOLD guidelines 30% of participants were receiving suboptimal treatment and 

half had never been referred for pulmonary rehabilitation. Similarly, Janssen et al. 

(2011) highlighted that 28% of participants experienced depression, alongside other 

as symptoms such as breathlessness (57.1%), fatigue (89%), muscle weakness (75%) 

and insomnia (51%). Janssen et al. carried out an observational study in Holland 

involving 105 outpatients with severe COPD, using visual analogue scales to assess 

the severity of their symptoms and current symptom related interventions. Results 

demonstrated that the majority of participants were unaware of the interventions that 

were available to them to aid symptom management, including medication and 

treatment provided by HCPs. Furthermore, Janssen et al. ascertained that participants 

who received these interventions for symptoms such as pain, low mood and 

breathlessness, stated they were only moderately satisfied with the treatment they 

had received.

There have been several studies that have explored the needs and experiences of 

carers of patients with a NMRD diagnosis (Spence et al. 2008; Hasson et al. 2009; 

Gysels and Higginson 2009; Hynes et al. 2012; Simpson et al. 2010; Philip et al. 

2014). Caring for a patient with advanced COPD can have a physical and 

psychological impact on the carer (Simpson and Rocker 2008; Philip et al. 2014) and 

they therefore require support from HCPs (Kanervisto et al. 2007). Philip et al. 

(2014) conducted semi-structured interviews in Australia with active (n=9) and 

bereaved (n=10) carers of patients with severe COPD. Findings demonstrated that 

many participants expressed that they had not chosen to be a carer. This related to 

the perception from participants that the support they provided the patient initially,
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had gradually developed into them having a significant caring role however there 

was no alternative to this role as they were the patient’s sole carer. Results also 

indicated that the carer burden participants experienced increased as the patients 

illness progressed and their needs became more complex. Philip et al. also 

highlighted that many carers felt their caring role had a psychosocial impact on their 

health as they felt isolated and unprepared within their role, and experienced anxiety. 

Qualitative interviews with carers of patients with advanced COPD (n=14) in 

Canada also highlighted how carers felt a great sense of vulnerability due to the 

difficulties in balancing between carer burden and their capacity to cope with their 

role as a carer (Simpson et al. 2010). HCPs need to recognise the bio-psychosocial 

needs of carers of patients with severe COPD and be able to manage them 

appropriately (Philip et al. 2014; Simpson et al. 2010) to provide carers with optimal 

palliative care.

Previous research has also highlighted the bio-psychosocial symptoms experienced 

by patients with COPD, compared to those with a diagnosis of lung cancer 

(Habraken et al. 2009; Bausewein et al. 2010; Weingaertner et al. 2014). The 

palliative care needs and symptom burden of patients diagnosed with severe COPD 

may be as high as those with severe lung cancer (Bausewein et al. 2010). Bausewein 

et al. conducted a cross sectional study in Germany involving 49 patients with cancer 

and 60 with COPD. Participants in the study completed questionnaires to measure 

their physical and psychological symptoms, as well as their palliative care needs.

The validated Memorial Symptom Assessment Scale short form (Chang et al. 2000) 

was used to measure the frequency and distress of 32 highly experienced symptoms, 

whilst the validated Palliative Care Outcome Scale (POS) (Hearn and Higginson
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1999) was used to assess participants’ palliative care needs. The HADS, also a 

previously validated tool (Zigmond and Snaith 1983), was used to assess their 

psychological status. Bausewein et al. highlighted that both groups had similarly 

high symptom burden and ascertained that the most prevalent symptoms in both 

groups were: breathlessness (42% cancer, 58% COPD); fatigue (41% cancer, 43% 

COPD); and cough (38% cancer, 37% COPD). Although this study aimed to recruit 

patients from hospitals, homes and respiratory clinics, the majority of participants 

were from an in-patient setting. This may have affected the generalisability of the 

study as the perspectives of patients within the primary care setting were lacking. 

However, Bausewein et al. demonstrated that patients with COPD had considerable 

symptom burden comparable to patients with advanced cancer, and similar results 

have been highlighted by Weingaertner et al. (2014). Weingaertner et al. conducted 

a prospective longitudinal cohort study involving patients with lung cancer (n=32) 

and advanced COPD (n=50) to explore their palliative care needs. This study 

additionally demonstrated that patients with advanced COPD experienced higher 

severity of distress than patients with lung cancer, and their symptoms also lasted 

longer.

The bio-psychosocial symptoms associated with COPD can have an overall impact 

on the quality of life experienced by the patient, and this often may be worse than for 

patients with a lung cancer diagnosis (Habraken et al. 2009). Habraken et al. 

investigated the health related quality of life (HRQOL) of patients with advanced 

COPD (n=82) compared to patients with advanced lung cancer (n= 19), through 

validated self-reporting questionnaires (Zigmond and Snaith 1983; Ware and 

Sherboume 1992; Jones et al. 1992). Findings demonstrated that patients with
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advanced COPD reported a median score of 10% for physical functioning compared 

with 50% amongst patients with lung cancer, and scored lower overall HRQOL. The 

authors recommended a palliative care approach for patients with advanced COPD 

however the validity of the results may have been affected as only 18% of 

participants had a diagnosis of lung cancer.

In summary, the evidence presented suggested that there are many debilitating 

physiological and psychosocial symptoms associated with NMRD, the main one 

being breathlessness. This complex symptom burden is also experienced by the carer 

and can have an impact on their holistic well-being. The symptom burden 

experienced by these patients is comparable, and can often be more severe, than with 

patients with lung cancer. However, there is a lack of research that includes all forms 

of NMRD, such as ILD and Bronchiectasis. All three types of NMRD have different 

pathological manifestations and therefore their symptoms may be managed in 

different ways. These findings support the argument that further research is needed 

that explores the palliative symptom management provided to patients diagnosed 

with ILD or Bronchiectasis and their carers, alongside COPD.

2.2.2 Palliative care service provision for patients with NMRD and their carers

Optimal and effective health service provision plays a key role in the delivery of 

effective palliative care to patients with NMRD and their carers. However research 

has shown that patients with NMRD, and their carers, do not always receive the 

palliative service provision they require (Roberts et al. 2008; Buxton et al. 2010; 

Pinnock et al. 2011; Hasson et al. 2008; Fitzsimons et al. 2007; Goodridge et al.
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2008; Partridge et al. 2009; Goodridge et a/. 2010; Habraken et al. 2008; Janssen et 

al. 2011; Elkington et al. 2005; Gysels and Higginson 2008). Readmissions to 

hospital for patients with COPD can be caused by a lack of follow up care in the 

community post discharge (Jeffs et al. 2014), and patients with a malignant or a non- 

malignant diagnosis, such as ILD, can often have problems accessing out of hours 

services within the community (Me Ilfatrick 2007). Research in NI by Hasson et al. 

(2008), previously discussed in section 2.3.1, highlighted that the majority of 

patients with COPD only had contact with a HCP when they suffered an acute 

exacerbation of their condition. Participants also perceived that there was less 

attention given to their holistic management as HCPs focused on their physiological 

symptoms when they experienced an acute episode. Findings indicated that patients 

had poor knowledge of specialist palliative care services that they could avail of, and 

had difficulty accessing equipment from statutory services to help assist their 

physical needs. The results of this study correlated with the findings of Roberts et al. 

(2008). Roberts et al. conducted a survey involving 100 acute NHS hospitals across 

the UK investigating the existing care, and quality of this care, available to patients 

with COPD. This survey highlighted that less than 50% of the hospitals involved had 

palliative care services available in their area that included patients with COPD, 

leading to poor access to local palliative care provision for this client group. This 

study’s main limitation however, was that it sought the opinions of lead respiratory 

physicians who may have only provided what they perceived to be best practice. 

Therefore findings may not have been a true reflection of the service provision. 

Roberts et al. also did not specify the nature of the palliative care services discussed 

and therefore did not identify if these were specialist or generalist palliative care 

services. Future research would benefit from exploring the views of a more diverse
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group of HCPs involved with this client group in order to provide a broader 

perspective on the palliative care services available to patients with NMRD, and 

their carers.

Research in the ROI highlighted that nurses may have the potential to lessen the 

burden felt by the lay carers of patients with advanced COPD by acknowledging that 

the illness is experienced by both the patient and the caregiver (Hynes et al. 2012). 

This study involved interviews with 11 family carers of patients diagnosed with 

advanced COPD and aimed to explore their experiences of being a carer. Results 

ascertained that carers often felt helpless with regards alleviating symptoms such as 

breathlessness, and this was often a source of increased anxiety for the carer. Hynes 

et al. also illuminated that the role of being a carer of a patient with COPD also 

impacted on the carers social needs due to the financial strain of being the sole carer. 

Evidence has suggested that informal carers have a range of unmet needs and can 

receive inadequate support from the health care profession (Spence et al. 2008). 

Spence et al. carried out qualitative interviews with 7 carers actively caring for 

someone with severe COPD in NI to explore the needs of these informal carers.

Some of the participants in this study expressed that they had not received enough 

information about their loved ones condition or prognosis. The carers involved in the 

study felt they did not have appropriate knowledge of all the services and resources 

that were available to them and therefore only contacted HCPs when an acute 

exacerbation occurred. A further study in NI showed that caring for someone with 

severe COPD created psychological and physical burdens for carers and therefore 

had an impact on their daily lives and other relationships (Hasson et al. 2009). This 

research involved semi-structured interviews with 9 bereaved family carers of a
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patient with severe COPD, who had died 6 to 24 months previously. This study 

indicated that bereaved carers of patients with severe COPD have a range of unmet 

support needs; lack of information on the services available to help support them in 

their caring role and a lack of formal bereavement support post the death of the 

patient and information regarding such services (Hasson et al. 2009). Healthcare 

professionals should not let the carer take sole responsibility for caring for the 

patient with COPD (Gysels and Higginson 2009). However previous research 

(Spence et al. 2008; Hasson et al. 2009; Gysels and Higginson 2009; Simpson et al. 

2010; Philip et al. 2014) is limited as they only took into consideration the views of 

carers of patients with COPD, and not ILD or Bronchiectasis and they also negated 

to expand on the bereavement specific palliative care needs of the carer (Hasson et 

al. 2009). Therefore their views need to be explored further to give a wider picture of 

the palliative health service provision experienced by carers of all forms of NMRD.

Further research that was carried out in the UK using hospital surveys provided 

evidence that palliative care service provision for patients with COPD remains poor, 

and that developments of these services are affected by the lack of a strategic 

framework (Buxton et al. 2010). Buxton et al. conducted a national audit of 239 

acute hospital units admitting patients with COPD to ascertain the availability of 

palliative care for these patients. An element of this study investigated the specialist 

and generalist palliative care service provision available to patients with COPD in 

the hospitals involved in the survey. Only 49% of these units had a formal referral 

pathway in place to refer patients with COPD for specialist palliative care input. 

Findings ascertained that 66% of the units had plans to develop more palliative care 

services for this client group, such as education from specialist palliative care
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services for specialist respiratory teams. However full details of the survey tool 

employed by the researchers were not discussed, and only three questions included 

in the survey were directly related to palliative care services. Therefore, there was a 

risk that respondents did not provide information on all available services. It is 

important that the palliative care provision available to this client group is further 

investigated to critically assess if further palliative care services have been 

developed for patients with COPD, alongside other forms of NMRD. This future 

research should also take into account the palliative care provision available in the 

primary setting, as Buxton et al. only explored the services available in the 

secondary care setting.

The geographical area a patient diagnosed with NMRD lives in can also influence 

the level of palliative care service provision they receive (Goodridge et al. 2010). A 

European COPD audit conducted by Lopez-Campos et al. (2014) highlighted that 

there is a wide variation in the size, resources and organisation of COPD care in 

hospitals across Europe. Goodridge et al. (2010) undertook a cohort study 

retrospectively investigating the healthcare data of 1098 patients who died of a 

respiratory illness in Canada. This was a novel study as it aimed to examine the 

rural-urban differences in healthcare utilisation, or location of death for patients who 

died of COPD or lung cancer. Results conveyed that patients in their last year of life 

living in rural areas were less likely to receive physician visits and home care 

services than those in urban areas. However, this study did not investigate the 

reasons for the differences in the palliative care provided in rural and urban areas. 

Palliative care provision for NMRD in rural and urban areas needs to be further 

explored, and future research should not only take into account the patients and
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carers perspective but also the views of HCPs regarding the delivery of generalist 

and specialist palliative care to these patients. This will help to provide an insight 

into what are the barriers and facilitators associated with providing care to patients 

with NMRD in rural and urban areas.

Research has sought to provide evidence of the reasoning as to why patients with 

NMRD often do not receive adequate palliative health service provision (Pinnock et 

al. 2011; Spence et al. 2009). The research discussed in section 2.3.1 by Pinnock et 

al. (2011) suggested that HCPs needed to recognise that there was a risk that patients 

and carers would just accept the debilitating elements of their illness, and therefore 

not seek advice or avail of palliative care services. Further research exploring the 

difficulties in providing palliative care to patients with COPD has also been carried 

out in NI (Spence et al. 2009). Spence et a/.’s study used 2 focus groups involving 

17 HCPs and semi-structured interviews with 6 GPs to explore their experiences in 

providing palliative care to patients with COPD, and gain a greater insight into the 

barriers they faced. Their study highlighted that HCPs acknowledged the need to 

take a holistic approach to the care of patients with severe COPD. However HCPs 

suggested that due to prognostication difficulties specialist and generalist palliative 

care teams found it difficult to provide optimal palliative care. Spence et al. also 

demonstrated that due to a lack of contact with patients and their families, HCPs 

perceived that they were not fully aware of the patient’s knowledge of their illness or 

indeed their palliative symptom needs. Although this study provided a very 

important insight into some of the barriers associated with providing palliative care 

to patients with COPD, it only included HCPs from one healthcare trust. This 

research may have been further enhanced by involving various sites across a greater
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geographical area in order to form a more in-depth picture of the barriers faced by 

HCPs providing palliative care to patients with NMRD across different health 

jurisdictions. Spence at al. (2009) also only explored the palliative care issues related 

to COPD and not ILD or Bronchiectasis. It is important to investigate these client 

groups as well as although they are all classified as NMRD, the assessment and 

management of all three diseases differ. Therefore there may be different barriers 

related to delivering palliative care to these patients and their carers.

Patients with lung cancer often receive highly responsive palliative care provision, 

however patients with COPD can experience a lack of continuity of care, advance 

care planning (ACP) and fewer generalist and specialist palliative care services 

(Epiphaniou et al. 2014). Advance care planning should be viewed as a continuing 

process and the opportunity for HCPs to discuss prognosis, concerns and choices for 

future care with patients with COPD (Mac Pherson et al. 2013). Epiphaniou et al. 

conducted a longitudinal qualitative study, involving in-depth interviews, in the UK 

exploring the coordination of palliative care for patients with lung cancer (n=l 1) and 

COPD (n=7). This study additionally highlighted that patients with COPD perceived 

they had received excellent care in hospital, however upon discharge there was a 

lack of support in the primary care setting compared with patients with lung cancer. 

Findings agreed with quantitative research conducted in America (Au et al 2006) and 

Taiwan (Chou et al. 2013). Au et al. (2006) analysed retrospective inpatient and 

outpatient hospital records of patients with lung cancer (n=349), lung cancer and 

COPD (n=l 10) and COPD (n=1490) over a 6 month period. Findings suggested that 

more frequent hospital and intensive care unit (ICU) admissions for patients with 

COPD indicated a greater focus from HCPs on the prolongation of life rather than
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palliative care for patients with COPD, compared to lung cancer. Au et al. also 

highlighted that some pharmacological palliative care treatments such as opiates and 

benzodiazepines, were less likely to be prescribed for patients with COPD compared 

with lung cancer. However, there may have been a valid reason for this result as the 

patients with lung cancer may have experienced more symptoms than those with 

COPD that warranted greater involvement of such pharmacological treatment. These 

results correlated with the findings of Chou et al. (2013) who also investigated 

retrospective hospital data of patients with COPD (n=103) and lung cancer (n=43), 

to explore the use of opiates and sedatives for these client groups in ICU. Similarly 

to Au et al. (2006), Chou et al. also highlighted an emphasis on prolongation of life 

compared with palliation for patients with COPD. However these results (Au et al. 

2006; Chou et al. 2013) should be viewed tentatively due to the large number of 

COPD data included in these studies compared with lung cancer, therefore not 

allowing for sufficient numbers to facilitate a reliable comparison. Additionally 

neither study explored the specialist palliative care referrals or patients preferred 

place of care and this may have provided further strength to the argument presented 

by the authors. This would also have allowed for further comparative exploration of 

the palliative service provision received by patients with COPD and lung cancer.

A Canadian study conducted by Goodridge et a/. (2008) compared the healthcare 

utilisation in the last year of life for patients with COPD and lung cancer using 

health administrative databases. It involved a retrospective cohort study of 433 

patients who had died with a diagnosis of lung cancer and 602 patients who had died 

with a diagnosis of COPD. This research demonstrated that people with COPD were 

less likely to receive specialist palliative care services than those diagnosed with
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lung cancer in hospital (47.6% vs. 5.1%) or at home (37.4% vs. 2.8%). This study 

called for further research that looked into the gaps and improvement of services 

available to those dying with COPD. As previously mentioned in this chapter in 

relation to Spence et al.'s (2009) research, this study only included one geographical 

area and future research would benefit from including a wider variety of healthcare 

sites to increase generalisability of the findings.

It has also been evidenced within the UK that patients with NMRD have less access 

to specialist palliative care than those with a malignant lung disease (Partridge et al. 

2009). Partridge et al. carried out a study across England, Wales and NI in which 

107 respiratory physicians completed a questionnaire. Findings highlighted that 

patients with severe NMRD had less overall access to specialist palliative care 

services (21.5%) than those with lung cancer. The study reported that although two- 

thirds of hospital inpatients, inclusive of NMRD, could easily access specialist 

palliative care advice, there was less accessibility related to palliative medicine out

patient services. Also, only a small number of physicians involved in the study 

reported easy access to hospice day or inpatient care for patients with NMRD. The 

study’s reliability may be questioned as the validity of the questionnaire is not 

discussed. Also, as previously mentioned in relation to other studies, its results were 

based on the views of respiratory physicians alone and the study may have gained a 

greater insight into this phenomenon by involving other members of the MDT. 

Although it does have its limitations, this research still highlighted that there needs 

to be an improvement in the accessibility of specialist palliative care services for 

patients with NMRD.
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Qualitative research conducted by Fitzsimons et al. (2007) demonstrated inequities 

in the provision of specialist palliative care for patients with COPD in NI. This study 

used a mixed methods approach to explore the palliative care needs of patients with 

end-stage heart failure, renal failure or respiratory disease by exploring the patient, 

family and HCPs perspective. This study involved semi-structured interviews with 6 

COPD patients, a separate interview with their partner and a focus group with the 

MDT involved in their care. Fitzsimons et al. highlighted that none of the patients 

with COPD had been referred to the specialist palliative care team. Beemaert et al. 

(2013) concurred with these findings by demonstrating that patients with COPD in 

Belgium were less likely to get referred for specialist palliative care than other life 

limiting illnesses. Fitzsimons et al. (2007) also argued that patients with COPD had a 

range of perceived unmet bio-psychosocial needs, that specialist palliative care could 

have improved (Hayle et al. 2013). Hayle et al. conducted a phenomenological study 

involving eight patients with COPD who were receiving specialist palliative care in a 

city in the UK. This study highlighted that access to specialist palliative care services 

reduced symptoms such as social isolation, insomnia, breathlessness and pain, and 

participants also perceived such services as reducing their need for hospital 

admissions. Hayle et al. highlighted that patients with COPD had preconceptions of 

palliative care prior to accessing specialist palliative care services, in that they 

perceived them as only being for patients who were dying or had cancer. This study 

demonstrated how specialist palliative care input changed the participant’s 

perspective of palliative care and aided them to accept their prognosis. However 

these findings provide a singular perspective of the role of specialist palliative care 

for patients with NMRD, as the authors did not explore other forms such as ILD or 

bronchiectasis. Findings also negated to provide the perspective of patients with
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NMRD who had not received specialist palliative care, thus not allowing the 

researchers to provide a comparative insight into the varied experiences of palliative 

service provision.

The involvement of specialist palliative care early in the disease trajectory of patients 

with ILD is recommended (Spruit et al. 2009) and can help manage their 

physiological and psychosocial symptoms (Higginson et al. 2014; Thicket et al. 

2014). Higginson et a/.(2014) conducted a randomised controlled trial (RCT) in the 

UK assessing the effectiveness of integrating specialist palliative care early for 

patients with advanced respiratory disease, 54 % of participants had COPD (n = 57) 

and 18 % had ILD (n = 19). This RCT demonstrated that patients with ILD and 

COPD who received early specialist palliative care involvement experienced 

alleviated breathlessness and increased short term survival; 100% (n=29) vs 79% 

(n=22) for COPD, and 100% (n=7) vs 67% (n = 8) for ILD at 180 days post 

commencement of the study. Further investigation with this population is required 

however to illuminate the effects of early specialist palliative care on long term 

survival, findings that have previously been identified in patients with lung cancer 

(Temel et al. 2010). Although previous research has recommended the involvement 

of specialist palliative care for patients with ILD (Bajwah et al. 2012; Bajwah et al. 

2013; Higginson et al. 2014), referrals to specialist care are often low for this patient 

cohort (Bajwah et al. 2013; Lindell et al. 2014). Bajwah et al. (2012) highlighted 

that 62% of the patients included in their study (section 2.3.1) did not have any 

specialist palliative care involvement. For the 38% that received specialist palliative 

care services the level of input or interaction this client group had with these services 

was not noted. An American study involving retrospective data of patients with ILD
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(n=277), indicated that referrals to specialist palliative care were low (13.7%) and 

often occurred late in the illness; 71 % within 1 month prior to death, 18% within 6 

months prior to death and 11% within 12 months prior to death (Lindell et al. 2014). 

The authors also highlighted that 57% of patients died in hospital however the 

patients preferred place of death was not explored. The reliability of the findings of 

Bajwah et al. (2012) and Lindell et al.'s (2014) research however may be brought 

into question due to the method of data collection, as some referrals to specialist 

palliative care may not have been accurately documented in the patient’s notes. 

Therefore the involvement of specialist palliative care services in the care of patients 

with ILD warrants further exploration.

Previous research has provided varying perspectives on when it is appropriate to 

introduce specialist palliative care services for patients with NMRD. Some have 

advocated the introduction of specialist palliative care from diagnosis of COPD and 

ILD (Higginson et al. 2014), and have aligned its involvement with a decrease in 

unplanned admissions for exacerbations of COPD (Chandra and Chandran 2014). 

However, a commentary paper from Thickett et al. (2014) stated that patients with 

ILD should access specialist palliative care services when their bio-psychosocial 

symptoms become complex. Previous research by Reticker et al. (2012) used a case 

study based approach to demonstrate opportunities to introduce specialist palliative 

care for patients with COPD. The authors advocated its efficacy in being introduced 

when the patient developed complex symptoms such as severe breathlessness, which 

resulted in decreased mobility and increased social isolation. These findings were 

mirrored in the results of a web based survey examining the medical and 

organisational aspects of palliative care for patients with COPD (Strang et al. 2013).
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Strang et al. conducted an online questionnaire involving 93 respiratory physicians 

in Sweden to investigate their views of palliative care for patients with COPD. 

Findings demonstrated that for patients with COPD it was reasonable for generalist 

palliative care providers to manage a patient’s symptoms, however specialist 

palliative care was seen to be of benefit when symptoms became complex. Caution 

should be taken however as the questionnaire was not tested for validity and 

contained only five questions. Crawford et al. (2013a) and Crawford et al. (2013b) 

highlighted however that healthcare professionals may be reluctant to refer patients 

for specialist palliative care input if they are unsure how their disease will progress. 

Crawford et al. (2013a) conducted 15 interviews with patients with advanced COPD 

and their carers and focus group with respiratory HCPs in Australia. These findings 

suggested that HCPs often made decisions regarding the appropriateness of referring 

to specialist palliative care based on the patient’s prognosis, and not their symptom 

management needs. The evidence presented (Spruit et al. 2009; Crawford et al. 

2013a; Strang et al. 2013; Higginson et al. 2014; Thickett et al. 2014) illuminated a 

lack of consensus within the literature regarding when specialist palliative care 

should be introduced into the care of a patient with ILD or COPD. However previous 

literature has also negated to explore the role of specialist palliative care for patients 

with bronchiectasis, highlighting the need for further investigation of the palliative 

care needs of this patient cohort, not just COPD and ILD. Regardless however of 

when specialist palliative care is involved, a palliative care approach is required to 

effectively manage the symptoms of patients with advanced COPD (Rocker et al. 

2007; Crawford et al. 2013a) alongside ILD (Bajwah et al. 2012; Bajwah et al.

2013) and bronchiectasis.
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Some research has provided evidence of ways in which palliative care service 

provision can be provided to patients with NMRD to improve the services they 

receive (Janssen et al. 2010). Janssen et al. provided details of three case studies of 

patients diagnosed with COPD or ILD who were part of a patient centred 

interdisciplinary palliative care program specifically for patients with end-stage 

NMRD in the Netherlands. The programme involved the daily management of 

patients’ symptoms by a team consisting of both specialist and generalist palliative 

care providers. Janssen et al. argued that results demonstrated how a palliative care 

program may have helped to improve the patient’s quality of life, reduced their need 

for hospital admissions and supported patients with NMRD in achieving a better 

quality of death through the appropriate management of symptoms such as 

breathlessness. However, Janssen et al. highlighted the need for further scientific 

studies that aim to evaluate the effectiveness and sustainability of an intensive 

patient-centred interdisciplinary palliative care programs. Also in order to develop 

further palliative care programmes and initiatives that aim to improve the holistic 

care of patients with NMRD, the current service provision available in different 

healthcare jurisdictions needs to be explored.

Boland et al. (2013) implemented a service improvement initiative for patients with 

severe COPD to increase the provision of services within a rural area in the UK. This 

service aimed to improve symptom management, advance care planning, and the 

facilitation of choice of care and support for carers. Boland et al. firstly assessed the 

needs of patients with very severe COPD using a patient satisfaction questionnaire 

(n=16), after death analysis (ADA) (The National Gold Standards Framework Centre 

2012) of patient documentation and consultation with a working group. The ADA
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tool collates data regarding the end of life services provided to a patient. The 

working group consisted of specialist respiratory, specialist palliative care and 

generalist HCPs. Findings highlighted key issues such as a need for a coordinated 

and holistic approach to care, increased specialist palliative care, education and 

support for generalist HCPs and decrease in hospital admissions for patients with 

very severe COPD. On the basis of their findings, Boland et al. developed a MDT of 

specialist respiratory, specialist palliative care and generalist HCPs to review 

patients with very severe COPD (n=21) on a fortnightly basis over a 6 month period. 

Five case studies were reviewed and ADA post intervention was conducted (n=8). 

Findings demonstrated greater facilitation of preferred place of care, better 

recognition of end of life needs, easier and more coordinated access to specialist 

respiratory and palliative care services. Although these results may be viewed 

tentatively as the authors did not use a validated tool and only recruited a small 

sample size, therefore impacting on the statistical significance and generalisability of 

the study. However Boland et al. highlighted how small service improvement 

initiatives could facilitate the provision of optimal palliative care to patients with 

NMRD in rural or resource limited areas.

Previous research has also discussed the role of ACP for patients with advanced 

COPD (Gott et al. 2009; Reinke et al. 2011; Nguyen et al 2013; Smith et al. 2014; 

Mac Pherson et al. 2013). Gott et al. (2009) highlighted that ACP was rarely 

initiated for patients with COPD. Gott et al. conducted 5 focus groups with a total of 

39 HCPs involved in the care of patients with COPD in the UK to explore the 

barriers of initiating ACP. The authors highlighted that HCPs perceived patients not 

being fully aware of their prognosis as creating a barrier when initiating ACP. Gott
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et al. demonstrated that HCPs perceived patients as being unaware that COPD was a 

life limiting illness as the public associated dying with cancer, and not non- 

malignant chronic diseases. Barriers to initiating discussions regarding ACP also 

related to HCPs perceptions that the patient may not want to discuss issues regarding 

end of life care (Smith et al. 2014). Smith et al. piloted a new instrument to assess 

respiratory physicians’ practices, attitudes and educational needs regarding ACP in 

Australia. The tool was developed from the results of a review of the literature and 

elements from previously validated tools (Davidson et al. 1989; Cartwright et al. 

2007; Zhou et al. 2010). Smith et al. (2014) demonstrated that HCPs are more likely 

to discuss ACP when the patient’s condition has deteriorated and they are willing to 

discuss end of life care. However the generalisability and reliability of Smith et al. ’s 

findings are questionable as this was a pilot study with a small sample size due to a 

response rate of only 41% (n=17). It should also be noted that the evidence discussed 

(Gott et al. 2009; Smith et al. 2014) did not include the perceptions of the patients 

themselves or their carers, which may have allowed for further exploration of the 

barriers to initiating ACP with this patient cohort.

Mac Pherson et al. conducted qualitative interviews with 10 patients diagnosed with 

severe COPD in the UK to explore their views of advance care planning. This study 

highlighted that patients perceived they had not received enough information about 

their diagnosis or how their illness would progress. Mac Pherson et al. (2013) 

demonstrated that participants did not want to be tied to advance directives as they 

were legal documents deciphering how future care would be delivered, however they 

did want be more informed about their diagnosis and included in decisions regarding 

future care. Interventions to aid the facilitation of ACP for patients with COPD have
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been explored in previous research in Canada (Nguyen et al. 2013) and America 

(Reinke et al. 2011). Nguyen et al. conducted a study that involved semi-structured 

qualitative interviews and participants watched a digital video disc (DVD) within the 

interview that covered end of life care topics. Results indicated that once patients had 

accepted they had a life limiting condition and were aware of their prognosis this 

was often a good time to introduce ACP, and an information DVD was perceived to 

be effective in providing information regarding end of life care. Similarly to Nguyen 

et al. (2013), previous research has explored alternative methods of providing 

patients with COPD information regarding ACP (Reinke et al. 2011). Reinke et al. 

explored the use of online conferencing (webinar) to help provide 7 patients with 

advanced COPD with the knowledge to engage in end of life discussions with their 

families and HCPs. The webinar session was 60 minutes long and provided the 

participants with infonnation regarding the importance of end of life conversations, 

ACP and how to initiate end of life discussions. Reinke et al. followed up 

participants 3 months post participating in the webinar session and highlighted that 

all participants had started communicating with their family or clinician about end of 

life wishes. However the perceived quality of end of life discussions was not 

explored within this research and therefore the impact of the intervention on the 

content and effectiveness of end of life discussions was not identified.

Recognising potential prognostic indicators could aid HCPs in identifying when a 

patient’s condition is deteriorating (Benzo et al. 2013; Batzlaff et al. 2014; Cawley 

et al. 2014). Cawley et al. (2014) highlighted that recognising possible triggers such 

as increasing carer burden, patients becoming house bound, requirement for home 

adaption or increasing burden of disease, facilitated HCPs in identifying when a
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patient’s symptom burden was increasing. Cawley et al. conducted qualitative 

interviews in the UK with patients with severe COPD (n=21), their carers (n=13) and 

HCPs (n=18) from the primary and secondary care setting. This study aimed to 

explore possible triggers in the patient’s illness that would identify when HCPs 

needed to consider a palliative care approach. However Cawley et al.'s study lacked 

the presentation of clinically measurable changes in the patient’s condition that could 

guide HCPs in making decisions regarding prognosis.

For patients with severe COPD the identification of specific clinical changes in the 

patient’s condition can guide HCPs in predicting prognosis (Benzo et al. 2013; 

Batzlaff et al. 2014). Benzo et al. analysed clinical data collected from patients with 

severe emphysema (n=1218) in America at baseline, 6 months, 12 months and yearly 

thereafter over a 10 year period. This study aimed to assess how the trajectory of 

clinical variables could predict the 12 month mortality of a patient with severe 

COPD. Benzo et al. highlighted that there were 2 indicators of 12 month mortality in 

this patient cohort. The first indicator of 1 year mortality (OR 4.40) presented as a 

decline in gait speed (>0.14 m/sec) or 6 minute walk (> 50m), 6 months after 

baseline assessment. The second indicator (OR 2.29) was a decline in maximal 

respiratory pressure by 14 mmHg at all time points. The authors argued that these 

clinical prognostic indicators may facilitate HCPs to initiate end of life discussions 

and palliative care for patients with severe COPD. However the generalisability of 

Benzo et al.'s (2013) study to all patients with severe COPD is questionable as only 

patients with severe emphysema were included in their research. Batzlaff et al.

(2014) conducted a retrospective cohort study that reviewed patient data (n= 591) 

over a 14 year period from an ICU in America, and this study was inclusive of all
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forms of COPD. Batzlaff et al. aimed to develop a model that assisted clinicians in 

identifying 1 year mortality in patients with COPD to help initiate palliative and end 

of life care discussions. This study highlighted that 50% of patients with COPD died 

within one year of admission to ICU. However this study only included patients 

admitted to one ICU and therefore the transferability of the findings may have been 

affected.

Evidence also suggested that it is not only HCPs that face uncertainty resulting from 

a lack of prognostic certainty, but also the patient and their carers (Gott et al. 2009; 

Pinnock et al. 2011; Eket a/. 2014). Pinnock et al. (2011) explored the perceptions 

of healthcare professionals, patients and informal caregivers regarding advanced 

COPD. Pinnock et al. (2011 p.5) highlighted that patients with COPD conveyed a 

‘chaos narrative’ of their disease. This resulted from an inability to distinguish when 

their disease had started and how it would end, due to the unpredictable nature of the 

illness. The patient’s condition fluctuated from illness to wellness leaving them 

unsure of how their illness would progress. This particular finding conflicts with 

previous qualitative research by Bajwah et al. (2012) that investigated patients with 

IPF and their carers understanding of the palliative nature of their condition. The 

disease trajectory of ILD can be unpredictable due to the rapid progression of the 

patients decline after a diagnosis of mild to moderate ILD (Lewis and Scullion 

2012). Bajwah et al. suggested that the rapid deterioration in the patient’s condition 

actually helped patients and their caregivers to understand that the condition was 

palliative. However often patients with advanced COPD get to the stage in their 

illness were they require regular oxygen therapy and are still unaware they have a
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palliative illness (Gott et al. 2009), and can often have an extremely limited 

awareness of what palliative care is (Fahim and Kastelik 2014).

In summary, the research discussed in this section would suggest that there is a lack 

of palliative service provision available to patients with NMRD and their carers, 

especially in the primary care setting. The evidence has highlighted inequities in the 

provision of generalist and specialist palliative care services to patients with NMRD 

compared with those diagnosed with lung cancer. The literature has also 

demonstrated a lack of consensus regarding the introduction of specialist palliative 

care services within the trajectory of NMRD. However, there is a lack of in-depth 

qualitative research into the palliative service provision experienced by patients with 

ILD and their carers, and no empirical studies regarding bronchiectasis. There are 

significant barriers that have been highlighted regarding ACP, although there is a 

lack of evidence regarding its role in ILD and bronchiectasis. The evidence 

discussed has also highlighted the uncertainty that the unpredictable nature of 

NMRD can cause, not only for patients and carers, but also HCPs. This collection of 

studies have also highlighted the need for research that takes into account more 

geographical locations to provide a greater picture of the palliative health service 

provision available across differing healthcare jurisdictions.

2.2.3 Information and communication

Sensitive communication is needed when caring for patients with COPD and their 

families, in order to discuss with the patient the stage of their illness and their 

treatment needs (Gadoud and Johnson 2011). Previous research has aimed at
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exploring the communication and information provided to patients with advanced 

NMRD (Gardiner et al. 2009; Mulcahy et al. 2005; Reinke et al. 2008; Crawford 

2010; Janssen et al. 2011; Reinke et al. 2011; Leung et al. 2012; Philip et al. 2012; 

Fahim and Kastelik et al. 2014; Schroedl et al. 2014; Bajwah et al. 2012). Both 

patients and HCPs believe that end-of-life care information should be routinely 

offered to patients with COPD, and delivered in a manner that maintains the patient’s 

hope that their symptom burden will be decreased (Philip et al. 2011). However, 

discussions between HCPs and patients with COPD regarding end of life and 

palliative care are often poor (Tsim and Davidson 2014). Philip et al. conducted 

research in Australia that involved 10 semi-structured interviews with patients with 

COPD after an admission to hospital with respiratory failure, and 5 focus groups 

with 31 HCPs involved in the care of this patient cohort. Philip et al. highlighted that 

the patients and HCPs involved in the study perceived that information around 

illness course, goals of care and treatment were important to their care. The results of 

this research are important in helping understand the wishes of patients with COPD. 

However Philip et al. would have provided a more diverse view of the opinions of 

patients with NMRD by including patients with ILD and Bronchiectasis in their 

research. Due to the different nature of all three forms of NMRD it is vital to explore 

if patients diagnoses with these illnesses have different perceptions on what is 

important to their care.

Bajwah et al. (2012) conducted 12 in-depth interviews with patients with IPF and 

their carers and 6 in-depth interviews with HCPs involved in the care of this patient 

group in the UK. This study aimed to explore the end of life care planning for 

patients with IPF and the communication regarding end of life that they experienced.
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Bajwah et al. (2012) highlighted that although patients and carers were aware they 

had a life limiting illness, they were uncertain of their prognosis and the clinical 

manifestations of the disease as it progressed. This study also demonstrated that 

although patients and carers were aware of the life-limiting nature of the disease this 

was due to their own realisation that their health was deteriorating, and not as a result 

of information from the HCPs involved in their care. Bajwah et al. (2012) 

demonstrated how a lack of information from HCPs regarding the clinical 

manifestations of ILD and how the disease would progress, led to uncertainty 

regarding prognosis amongst patients with this form of NMRD. Findings also 

revealed that HCPs were reluctant to engage in end of life discussions with patients 

with ILD due to concerns over maintaining the patients hope that their condition will 

be well managed (Bajwah et al. 2012). Similar results have been highlighted 

amongst patients with COPD and advanced cancer (Curtis et al. 2008). Curtis et al. 

aimed to explore patients with COPD (n=24), cancer (n=30), COPD and cancer 

(n=l), their family (n=36) and HCPs (n=56) views on the need for supporting hope 

whilst discussing prognosis, and highlighted the need for an individualised approach 

to ascertain the patient’s own goals of care.

Previous research has demonstrated that patients diagnosed with advanced COPD 

often felt that physicians either did not address discussions regarding their prognosis, 

dying and spiritual issues or approached these poorly (Janssen et al. 2011; Reinke et 

al. 2011). Janssen et al. conducted surveys amongst 122 Dutch and 391 American 

outpatients with advanced COPD, using validated questionnaires (Curtis et al. 2004; 

Knauft et al. 2005; Stapelton et al. 2005; Engelberg et al. 2006), to compare the 

quality of communication between patients and clinicians about end of life care in
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the Netherlands and America. Reinke et a/.(2011) also investigated the quality of 

end of life discussions in America, using the quality of communication questionnaire 

(Curtis et al. 2004), between respiratory HCPs and patients with advanced COPD. 

Reinke et al. and Janssen et al. highlighted how patients with COPD in both the 

Netherlands and America rated the quality of end of life communication as low 

between them and their respiratory clinician. Additionally, research has shown that 

in many cases, those living with severe COPD have significant fears about their 

future due to a lack of information received about their condition and prognosis 

(Gardiner et al. 2009). Gardiner et al. ’s research involved semi-structured interviews 

with 21 patients diagnosed with severe COPD and aimed to explore their experiences 

regarding death and dying. Results highlighted that patients had a poor 

understanding of their illness and its implications, and they also reported a lack of 

knowledge regarding their condition being life limiting due to not having discussed 

this with a HCP. Although this research shows that patients have unmet information 

needs in relation to their condition it does not provide evidence as to why the HCPs 

have not met these needs. This would have provided a greater understanding of the 

reasoning behind this client group’s lack of information on their illness.

It has also been argued that for patients with COPD the communication between 

them and their clinician can play an important role in improving their symptom 

management (Slatore et al. 2010). Slatore et al. conducted a randomised controlled 

trial (RCT) of 342 veterans with COPD in the US. This involved evaluating the 

association of communication with patient reported quality of care and confidence in 

dealing with their breathlessness and other areas of their general health. This study 

highlighted that good patient-clinician communication improved patients’
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confidence in dealing with breathing problems and also in dealing with their general 

health. However, conversations between HCPs and patients with COPD regarding 

prognostication and the severity of their illness are still often sub-optimal (Schroedl 

et al. 2014). Schroedl et al. conducted 20 semi structured interviews with patients 

admitted to hospital in America with an acute exacerbation of COPD. Evidence 

highlighted that only 50% of participants understood their disease prognosis and the 

severity of their condition. The authors proposed that the integration of specialist 

palliative care would help to alleviate these issues by providing more effective 

holistic symptom management.

Discussions with patients with COPD regarding palliative care can often be hindered 

as they are sometimes unaware of the meaning of palliative care (Fahim and Kastelik 

2014) and therefore do not understand the term and what it means. Fahim and 

Kastelik conducted a quantitative study in the UK with patients diagnosed with 

advanced COPD (n=30) that aimed to evaluate patients’ understanding of palliative 

care, their illness and their symptom needs. This study employed the use of validated 

questionnaires to collate data on the bio-psychosocial symptoms patients 

experienced (Fletcher et al. 1959; Kendrick et al. 2000; Birring et al. 2003).

However they developed their own questionnaire tool to gather information 

regarding the patients understanding of disease prognosis and palliative care. Fahim 

and Kastelik highlighted that patients who experienced increased symptoms, such as 

breathlessness, were more aware of palliative care compared to those who had less 

severe symptoms (4.5 ± 0.7 vs 3.4 ± 0.8; /5 = 0.01), and had engaged in end of life 

discussions with their physician. Researchers acknowledged that this correlation 

could have been a result of worsening symptoms prompting discussions regarding
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palliative and end of life care. However, this requires further exploration with HCPs 

involved in the care of this client group to ascertain the possible reasoning behind 

this statistically significant trend. Although results (Fahim and Kastelik) may be 

viewed with caution due to the limited sample size (n=30) and lack of indication of 

participant response rate. The palliative care questionnaire was also not validated or 

tested prior to the study commencement.

Leung et al. (2012) conducted a cross-sectional study in America using validated 

self-reporting questionnaires ( Jones et al. 1991; Curtis et al. 2004; Knauft et al. 

2005; Engelberg et al. 2006) to investigate end of life discussions, quality of care 

and perceived health status amongst patients with moderate to severe COPD (n= 

376). This study demonstrated that only 14.6% (n= 55) of participants had engaged 

in discussions related to the end of life with their physician, however 67.7% (n= 220) 

would have liked to have had these conversations. Leung et al. also highlighted that 

those patients who had participated in end of life discussions with their physician 

were twice as likely to report having received high quality care than those who 

hadn’t. However this study did not provide an insight into the details of the end of 

life discussions that took place, or the reasons behind physicians not having these 

discussions with patients with COPD. Uncertainty amongst respiratory HCPs 

regarding the unpredictable nature of COPD can often create barriers with regards 

partaking in end of life discussions (Crawford 2010). Crawford’s study involved 

interviews with seven respiratory HCPs in the UK and aimed to investigate the 

respiratory HCPs experiences of communicating with patients with advanced COPD. 

This study highlighted that compared with end of life discussions for patients with 

lung cancer, HCPs caring for patients with COPD focused on the day-to-day
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symptom management of COPD, and did not engage in end of life discussions. This 

was mainly due to the unpredictable nature of the disease creating a lack of certainty 

amongst HCPs regarding how a patient’s condition was progressing. The 

conclusions allow for further insight into the barriers HCPs face when engaging in 

end of life discussions with patients with COPD.

Caspar et al. (2014) conducted an online questionnaire based on themes identified 

from a review of the literature to evaluate the end of life communication practices of 

pulmonologists (n=T36) in Portugal for patients with advanced COPD. Findings 

highlighted that participants rarely introduced end of life discussions (48.5%) and 

most of these discussions occurred after an acute exacerbation or critical point 

(53.7%) in the patient’s condition. These results concur with findings previously 

discussed (Fahim and Kastelik 2013) illuminating that end of life discussions may 

often only be initiated when the patient becomes acutely unwell. Caspar et al. 

reported that the reasons pulmonologists offered for not engaging in these 

discussions were: feeling the patient was not prepared (70%), fear of taking away 

hope (58%) and a lack of training (51%). Although the fear of taking away hope has 

been evidenced in previous research (Bajwah et al. 2012; Fahim and Kastelik 2014), 

the findings of Caspar et al. ’s research lacks generalisability due to a response rate 

of only 29.3%.

In relation to CPs it has been suggested that further support is needed to help these 

HCPs discuss prognosis with patients diagnosed with severe COPD (Mulcahy et al. 

2005). Mulcahy et al. carried out a study involving a questionnaire that was
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distributed to GPs in New Zealand and the UK to compare their views on discussing 

prognosis in severe COPD. Mulcahy et al. highlighted that GPs in New Zealand 

were more likely to discuss prognosis with patients who had severe COPD than GPs 

in the UK. A discussion paper written by Fallon and Foley (2012) highlighted a 

need for effective communication between specialties about palliative care issues. 

This may help improve the confidence HCPs have about communicating with 

patients diagnosed with advanced NMRD, and their families.

Reinke et al. (2008) conducted in-depth interviews with physicians (n= 31), and 

nurses (n= 25) involved in the care of patients with non-malignant and malignant 

respiratory disease. This study also involved interviews with patients with advanced 

COPD (n= 24), advanced lung cancer (n= 30), COPD and cancer (n= 1) and their 

family members (n= 36). This study aimed to provide a comparative exploration of 

the transitions these client groups had throughout their illness trajectories, compared 

with the perceptions of healthcare professionals. Reinke et al. demonstrated that 

whilst physicians viewed transitions in the patients illness, such as the 

commencement of oxygen therapy, as a poor prognostic indicator this was often not 

conveyed to the patient with advanced COPD and their carer. Patients often do not 

consider their disease as palliative due to not being informed of their prognosis by 

their physician (Lowey et al. 2013). Research by Lowey et al. (2013) involving 

semi-structured interviews with patients with advanced COPD (n= 10) highlighted 

that this client group wanted to be well informed about their prognosis, and expected 

that their doctors would inform them they were dying. However the findings of this 

study also demonstrated that patients with advanced COPD were often unaware that 

they were dying, due to not being informed by the healthcare professionals involved
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in their care. Previous research exploring the provision of information related to 

prognosis is limited amongst patients with COPD (Reinke et al. 2008; Lowey et al. 

2013), and ILD (Bajwah et al. 2012). There is also a lack of insight into the 

information needs and experiences of patients with bronchiectasis regarding their 

prognosis, therefore further exploration is needed that includes not only patients with 

COPD but also ILD and bronchiectasis.

Au et al. (2012) conducted a RCT in America to assess the impact of a patient 

specific feedback form designed to facilitate communication about end of life care 

for patients with COPD and the clinicians caring for them in an outpatient setting. 

The patients who participated in Au et al.'s research (n=306) completed baseline 

questionnaires (Jones et al. 1992; Engelberg et al. 2005; Knauft et al. 2005;

Stapelton et al. 2005; Engelberg et al. 2006; Downey et al. 2009) to ascertain their 

preferences for end of life communication and end of life care. Participants within 

the intervention group (n=151) were provided a patient specific feedback form based 

on the information they had previously provided in the questionnaires. Au et al. 

(2012) highlighted that this intervention increased the occurrence of end of life 

discussions in the outpatient setting between patients with COPD and HCPs by 

18.6%. However the authors also reported that the quality of end of life discussions 

was only moderately improved by the intervention. The generalisability of this study 

may have been affected as data collection took place in an outpatient setting and was 

not conducted in other sites across the primary and secondary care setting.

88



The evidence presented suggested that most patients with NMRD felt they were not 

given enough infonnation on the prognosis of their illness, and this led to a lack of 

understanding and uncertainty about their disease. However, there is a lack of 

research that takes into account the information and communication needs and 

experiences of patients with ILD and Bronchiectasis, alongside COPD. The research 

is also limited in relation to exploring the information needs of the carer who is, in 

most cases, the patient’s main provider of care. Further research is needed that takes 

into account all forms of NMRD as due to the differences in the three disease 

trajectories patients and their carers may have different information needs.

2.3 Conclusion

Palliative care is not only required by those who are actively dying, it is also needed 

by those who are suffering from complex and persistent symptoms resulting from a 

non- curative illness. HCPs sometimes appear to be unable or reluctant, to confirm 

when a patient with COPD has entered the advanced stages of their illness, which 

can prevent them from receiving the palliative care they require. This review of the 

literature has highlighted that there are several gaps in the current research involving 

the palliative care provided to patients with NMRD. A deeper insight is required 

into the palliative care provision experienced by those diagnosed with ILD and 

Bronchiectasis alongside COPD as the majority of research investigates COPD 

alone. Due to limited robust data there is a need for in-depth qualitative studies that 

will provide rich, in-depth data and cover more geographical sites in the North and 

Republic of Ireland. This will lead to a greater understanding of the palliative service 

provision available to patients with NMRD across the whole of Ireland and across 

two health jurisdictions. Furthermore, there is a lack of research that looks at the

89



palliative care provided to patients with NMRD and their families from the 

perspective of the bereaved carer. Bereaved carers can provide valuable information 

on the palliative and end of life care provided to them and the person they cared for. 

This is important to capture if the palliative care services available to patients with 

NMRD and their carers is to be improved.
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CHAPTER 3 
METHODOLOGY
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3.0 Introduction

This chapter outlines the aims and objectives of this research study and then provides 

details of the qualitative research approach used, and rationale for the use of this 

methodology. It then goes on to provide an overview of the two methods of data 

collection used in the study, and provides rationale for the selection of these 

methods. A detailed description of the choice of sampling used and how research 

participants were recruited into the study is also detailed in this chapter. The 

framework chosen to analyse the data generated from the study is then outlined. The 

chapter concludes by providing a critical account of how the ethical implications of 

the research were upheld and how rigour was ensured throughout the study.

3.1 Research Aim and Objectives 

Research Aim

The aim of this study was to explore the experience of palliative care health service 

provision for people with non- malignant respiratory disease and their bereaved 

carers.

Research Objectives

1. Explore bereaved carers perceptions of the palliative health service provision 

experienced by people with non-malignant respiratory disease and their 

carers in the North and Republic of Ireland.

2. Explore bereaved carers perceptions of the impact of geographical location 

on the palliative health service provision experienced by people with non-
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malignant respiratory disease and their carers in the North and Republic of 

Ireland.

3. Explore HCP’s experiences of the palliative health service provision

available to people with non- malignant respiratory disease and their families 

and make recommendations for future practice.

3.2 Research Paradigm

There are various sets of values and beliefs that qualitative researchers hold (Offfedy 

and Vickers 2013) that provide a framework known as the research paradigm, within 

which research takes place. All research has philosophical underpinnings and it is 

important that the paradigm of the study is clearly outlined in order to fully 

comprehend and use the research findings (LoBiondo-Wood and Haber 2006). The 

researcher can often explain their chosen research paradigms in terms of how it fits 

into the following basic philosophical positions; ontological, epistemological, and 

methodological (Polit and Beck 2004).

3.2.1 Ontological Position

Ontology is concerned with concentrating on the nature of reality (Morgan 2007) and 

there are many differing ontological stances. Within the naturalist ontological stance 

reality can be viewed as being subjective and existing of multiple views due to the 

different experiences of individual informants (Offfedy and Vickers 2013).

However, a conflicting ontological stance is that of the positivist paradigm as it 

views reality as objective (Kalof et al. 2008). The ontological position that the
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researcher adopted was one that believes there are multiple realities that can be 

investigated by gaining individual participant’s interpretations of a phenomena. This 

ontological view allowed the researcher to be open to new ideas that were developed 

by the help of the informants involved in the study.

3.2.2 Epistemological Position

Epistemology concerns the nature of knowledge and how we gain our knowledge 

about reality (Leavy 2014). In the healthcare setting it is crucial for HCPs to 

continually gain new knowledge because the results of this can form the substance of 

their clinical practice (Taylor et al. 2006), and promote evidence informed practice.

In relation to gaining knowledge, the epistemological position that was taken in this 

research was based on broad interpretivism. Interpretivism aims to understand the 

ways that individuals interpret the world around them and rejects the epistemological 

foundations of positivism. Interpretivists believe that the social world and the natural 

world are entirely different (Hyde et al. 2004), as people directly influence society 

and have their own interpretations of the social world. The semi-structured 

interviews and focus groups used as the methods of data collection in this research 

allowed participants to express their individual perspectives and interpretations of 

the phenomena being studied.

Polit and Beck (2004) argued that when considering the epistemological position of 

the researcher it should be asked what the relationship is between the inquirer and 

those participating in the research. Carter and Little (2007) believed that the 

epistemological position of the researcher can influence their interpretation of the
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findings during both data collection and analysis. However, the researcher believed 

that due to the interpretivist nature of this research absolute objectivity is neither 

appropriate nor achievable within this qualitative study. Subjectivity was necessary 

to enable the researcher to move beyond mere description of the data and be able to 

provide in-depth interpretations of the findings (Hatch 2010).

3.2.3 Reflexivity

Something that must be considered in qualitative research when discussing the 

research process is reflexivity. King and Horrocks (2010) defined reflexivity as the 

researcher acknowledging that the methods they employed within their study were 

intertwined in the practices and policies related to the phenomenon being explored.

In order to demonstrate reflexivity the researcher must be aware of their involvement 

in the interpretation of study findings, and also accept that it is not possible to remain 

completely objective whilst conducting qualitative research (Willig 2001). 

Reflexivity is achieved by the researcher acknowledging that they are part of 

producing and interpreting the data and by providing a detailed reflection on this 

process (Green and Thorogood 2004). This allows the researcher to be transparent in 

relation to how the data was interpreted and how their past experiences may have 

influenced this interpretation of the findings. In contrast to the positivist paradigm, 

qualitative researchers are unable to obtain complete objectivity as they are viewed 

as the data collection instrument due to their involvement in the qualitative 

methodology.
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The broad interpretivist approach underpinning this research required that the 

researcher was aware of the influence they had on the research process, as the 

researcher’s background and preconceptions can influence their interpretation of the 

data generated throughout the study (Green and Thorogood 2004). This was 

particularly pertinent in relation to; the researcher’s role as the data collection 

instrument, the process of data analysis and the interpretation of findings. The 

researcher’s influence within a study can be reflected in their thesis being written in 

the first person, thus allowing the reader to locate the researcher throughout the 

entire research process (Terre Blanche et al. 2006; Bohman 2003). However, some 

have argued that writing in the first person may result in too much reference to the 

researcher and therefore lead the reader to be detracted from focusing on the 

phenomenon being explored (Dahlberg and Me Caig (2010), and the voices of the 

participants (Scott-Jones and Watt 2010). Therefore, for the purposes of this study 

the stance taken was a middle ground achieved through generally writing in the third 

person, but also including some personal reflective diary note excerpts where 

pertinent so that the reader could evaluate my impact on the study. This middle 

ground was chosen to ensure that the reflective excerpts emphasised the researcher’s 

personal engagement with the research process (Trainor and Graue 2013), whilst 

writing in the third person ensured the reader was not detracted from the focus on the 

phenomenon of interest (Dahlberg and Me Caig 2010).

Personal reflexivity can be achieved by giving consideration to the ways in which 

researchers’ beliefs, experiences and interests may have affected their study (King 

and Horrocks 2010). It involves clearly outlining their own values, experiences and 

beliefs in order to give a true picture of their position about the topic area when they
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entered, and throughout, the research process. To strengthen the robustness of the 

study the qualitative researcher must recognise that they have a social background 

and an identity that may have an impact on the research process (Gerrish and Lacey 

2010). The researcher approached this study with assumptions in relation to the 

palliative care received by patients with NMRD due to conducting a critical review 

of the literature in relation to the palliative care provided to patients with NMRD and 

their carers prior to commencing the study. The researcher’s assumptions were that 

the palliative care services provided to patients with malignant respiratory disease 

and their families is not always available to those with NMRD. The literature 

suggests that patients with NMRD and their families do not receive the same 

standard of palliative care that is received by patients with malignant respiratory 

disease (Goodridge et al. 2008; Mahtani- Chugani et al. 2010). There is an inequity 

in service and delivery for this group of patients and more research needed into this 

area as the majority of research is aimed at COPD and does not take into account 

other forms of NMRD.

The researcher’s assumptions were also linked to previous clinical and personal 

experiences prior to this study. The clinical experience involved four years as a 

registered nurse working in a setting that involved caring for oncology, haematology 

and palliative care patients. The researcher also had personal experience of being the 

main caregiver of a relative diagnosed with cancer and caring for them in their last 

year of life. From the experience of being a bereaved family caregiver and working 

in a palliative care setting, the researcher believed that exploring the palliative care 

health service provision experienced by patients with NMRD and their families, 

from the perspective of bereaved carers, would help to achieve the aims of the study.
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It was also the researcher’s view that from their experiences it is important for the 

views and interpretations of the HCPs involved in the care of this client group to be 

explored in order to understand how the palliative care provided to patients with 

NMRD, and their families, can be improved. Providing all patients with a life 

limiting illness, regardless of diagnosis, with the palliative health service provision 

they need is an important part of the HCPs role. In order to aid the achievement of 

this goal, the researcher identified a need for research that explored the palliative 

care experiences of patient’s with NMRD and their families.

3.2.4 Methodological Position

Chapter two critically discussed the current literature that is available on the 

palliative service provision experienced by patients with NMRD and their carers. 

There is limited empirical research in this field, which substantiates the use of a 

qualitative methodological approach to explore and gain deeper insight into 

palliative service provision for people with NMRD and their carers. This research 

aimed to explore the perspective of bereaved carers and healthcare professionals by 

investigating their understandings and interpretations of palliative care service 

provision for people with NMRD. Due to the exploratory nature of this research it 

was important that the methodological approach taken aimed to explore the 

individual interpretations the participants associated with the phenomenon being 

investigated. Therefore the researcher felt that a broad interpretivist approach would 

be the most suitable to answer the research question.
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Interpretivism was developed originally as a countermovement to the positivist 

research paradigm (Polit et al. 2001). The positivist paradigm holds the belief that 

the researcher should remain completely objective throughout their investigation and 

should remain independent from participants whilst carrying out their research. 

Within healthcare positivist approaches dominated the research setting for the 

majority of the twentieth century however, in the 1960’s and 1970’s the interpretivist 

approach emerged strongly in the social sciences (Saks 2007).

Interpretivism does not hold the same views as positivism and assumes that ‘reality’ 

is subjective and individual to each human being. Hyde et al. (2004) stated that the 

positivist theory is rejected by interpretivists as they feel the social world can only be 

understood by understanding peoples interpretations of the social world. The 

interpretivist researcher looks to explore the subjective views and meanings 

individuals apply to a phenomenon. Interpretivist researchers believe that by 

interacting with the world around them people attach their own meanings to a certain 

phenomenon, therefore interpretivist researchers attempt to access the meanings and 

values study participants apply to a phenomenon, in order to understand it (Lapan et 

al. 2011).

3.2.5 Theoretical Framework

The theoretical framework adopted to guide this research was based on a bio

psychosocial model developed by George Engel (1977) (figure 3). This model was 

an extension of the biomedical model (Janowski 2009) that focused on the 

physiological manifestations of a patient’s disease. Engel developed a model that 

encompassed the holistic impact of the patient’s illness by considering not only the
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physiological, but also the psychosocial symptoms of the disease. Engel claimed that 

Janowski’s biomedical model was a reductionist framework as it solely focused on 

the physical impact of the patient’s illness and did not allow for the social, 

psychological and behavioural dimensions of an illness to be explored. The 

boundaries between illness and wellness are affected by cultural, social and 

psychological influences (Engel 1977), and the bio-psychosocial model influences 

healthcare professionals to use a more holistic approach to addressing the needs of 

each patient (Borrell-Carrio et al. 2004).
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A theoretical framework is integrated within research to provide a lens with which to 

make sense of a complex phenomenon (Connelly 2014). Within this research, the 

theoretical framework was used to draw together the key concepts and theories 

derived from the literature base and the disciplinary orientation of the study 

(Merriam 2014). These key concepts and theories were then applied to; the research 

aim and objectives, the collection and analysis of data, and the interpretation of 

findings (Merriam). Therefore, Engel’s bio-psychosocial framework was applied 

within this study in the following ways:

• Literature Review

The literature review was inclusive of literature that focused on the holistic care 
experienced by people with NMRD and their carers. In addition, the literature 
search also aimed to explore the multi-faceted impact of the physiological 
NMRD process on patients and their carers.

• Research Aim and Objectives

The aim and objectives of the research reflected the holistic enquiry into the 
palliative service provision experienced by people with NMRD and their carers. 
The objectives also strived to illuminate the specific perceptions of healthcare 
professionals regarding the provision of holistic care to this client group.

• Data Collection

The data collection methods employed within this research were focused on 
meeting the aim and objectives of the study, and allowed for the gathering of in- 
depth data that delivered a detailed portrayal of the participants’ interpretations 
and experiences. Data collection was also influenced by the theoretical 
framework (Engel 1977) through the incorporation of the exploration of the bio
psychosocial symptoms of NMRD, and the perceived provision of holistic care 
to both the patient and the carer.



• Data Analysis and Interpretation of Findings

The data was analysed using thematic analysis as this was viewed as a holistic 
approach that incorporated the use of themes to create a rich picture of the 
phenomena being investigated (Lieblich et al. 1998). The theoretical framework 
additionally highlighted the interrelationships between the findings and the 
research question, by further explaining and developing the themes generated 
from the data.

A bio-psychosocial approach to patient care is considered essential for patients with 

a chronic disease (Van Dijk-de Vries et al. 2012). Chronic illness not only impacts 

on the physiological, but also the psychological and social well-being of the patient 

(Habraken et al. 2009). For non-malignant respiratory conditions such as COPD, the 

disease has an impact on the quality of life and health status of the patient (Von 

Leupoldt et al. 2012). Evidence has suggested that alongside the physiological 

symptoms experienced by patients with NMRD (Elkington et al. 2005; Gysels and 

Higginson et al. 2008; Bajwah et al. 2013), these patients can also experience 

psychosocial symptoms (Hasson et al. 2008; Philip et al. 2012; Bajwah et a/. 2012). 

However it has also been recognised that the psychosocial symptoms experienced by 

patients with NMRD are often not assessed and managed appropriately (Elkington et 

al. 2005; Philip et al. 2012; Bajwah et al. 2013). To promote optimal holistic 

assessment and management of patients with NMRD symptoms, HCPs must adopt a 

bio-psychosocial approach to their care. The holistic focus of Engel’s theoretical 

framework is advantageous within qualitative inquiry, as it allows the researcher to 

explore the bio-psychosocial factors of a disease trajectory (Olsen et al. 2015). Olsen 

et al. also argued that Engel’s framework produces holistic healthcare evidence that 

is of increased benefit to clinical practice due to its focus on the contextual factors 

that provide a substantial contribution to the knowledge base.
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Engel’s framework however, has also been viewed as having several limitations, 

mainly linked to its ambiguous status as a scientific model (Me Laren 2009; Stam 

2004). This ambiguity stems from the lack of dichotomy, within Engel’s framework, 

between the physiological, psychological and social factors of a disease process 

(Tavakoli 2009). Labate (2011) argued that there was a lack of specificity in 

identifying the different elements of the bio-psychosocial model, and their inter

relation. Ghaemi (2009) conversely debated that linking the three aspects of the bio

psychosocial model was difficult due to Engel’s lack of clarity in defining the 

framework. However, although not without its limitations (Stam; Ghaemi; Labate; 

Me Laren; Tavakoli), Engel’s model has previously proven beneficial in contributing 

to the examination of the provision of holistic care to patients with chronic illness 

(van Dijk-de Vries et al. 2012). Van Dijk - de Vries et al. explored the views of 

healthcare professionals and patients with a chronic illness, whilst utilising Engel’s 

model to provide a framework with which to guide the research process. Engel’s 

model illuminated the existing provision of holistic care to patients with a chronic 

illness and aided the researchers in identifying the facilitators and barriers of 

implementing this model in clinical practice (Van Dijk - de Vries et al.). Therefore, 

this holistic model has had both theoretical and clinical significance in the 

interpretation of the complexities of chronic diseases (Hatala 2012).

In summary, Engel’s (1977) theoretical framework was chosen to ensure the present 

study was guided by a holistic approach that would enable the multi-faceted 

exploration of NMRD. The bio-psychosocial theoretical framework enhanced the
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understanding and explanation of palliative care provision for patients with NMRD 

by illuminating the multifaceted impact that NMRD had on the patient and their 

carer and highlighting the interrelationships between the research findings (section 

5.5.1). The broad interpretivist approach adopted within this research allowed the 

researcher to explore the experiences and perceptions of participants. However, the 

bio-psychosocial model (Engel) provided a frame with which to further guide the 

methodological underpinnings, providing a more in-depth exploration of the 

intricacies of palliative care for patients with NMRD.

3.3 Research Design

The design of this study involved two methods of data collection consisting of semi- 

structured interviews with bereaved carers of patients with NMRD, and focus groups 

with HCPs involved in the care of this client group.

3.3.1 Research Setting

This qualitative study took place across the North (NI) and Republic of Ireland 

(ROI). In NI it involved bereaved carers and HCPs in the Northern Health and Social 

Care Trust (NHSCT) and the Belfast Health and Social Care Trust (BHSCT). In the 

ROI it involved bereaved carers and HCPs in Letterkenny, Co. Donegal and Dublin. 

Belfast is acknowledged as an urban area in NI (NISRA 2005) and Dublin is 

recognised as an urban location in the ROI (CSO 2012). The NHSCT covers a large 

rural area in NI (NHSCT 2012) and Letterkenny is part of a rural county in the ROI 

(Murray et al. 2013).
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3.3.2 Sampling

Convenience sampling is frequently used within qualitative research, and this refers 

to selecting a sample of people that are readily accessible to the researcher (Adler 

and Clark 2014). Convenience sampling is often viewed as advantageous in research 

where recruitment may be difficult (Newell and Bumard 2010), as it aids in ensuring 

an adequate sample size is obtained (Barbour 2001). Therefore, due to the 

anticipated issues regarding recruitment discussed in section 3.4, convenience 

sampling was initially employed within this research. Convenience sampling 

allowed the researcher to select any potential participants who met the inclusion 

criteria of the study and agreed to take part (Roberts and Priest 2010). Convenience 

sampling also enabled the researcher to choose any individual whose experiences 

helped to achieve the aims of the study (Holloway and Wheeler 2013), and who 

could provide information rich cases (Patton 2002). However, the researcher 

acknowledged the biases associated with convenience sampling due to a sample 

being selected that the researcher conveniently accessed (Bums and Grove 2005). 

This can potentially lead to an over or under representation of different types of 

participants.

Although convenience sampling was initially employed, it was recognised that there 

was an under representation of bereaved carers of patients with ILD and 

Bronchiectasis, within the study. Therefore purposive sampling was then employed 

to try and correct this as the aim of the research was to understand the phenomenon 

in its totality, and this included these underrepresented populations. Purposive
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sampling is a recruitment strategy in which the researcher’s knowledge of the 

population being investigated, and its elements, is used to hand pick cases to be 

included in the sample to represent specific cohorts (Hewlett et al. 2013). Due to the 

small representation of bereaved carers of patients with ILD and bronchiectasis 

recruited to the study initially (n=2), purposive sampling was then employed to 

ensure the perspectives of these specific groups of NMRD, were represented within 

the research. Unlike COPD, these particular forms of NMRD are rare and therefore a 

need for purposive sampling was indicated (Hewlett et al). This resulted in a further 

3 participants being recruited with these specific forms of NMRD.

Potential participants were identified by the ‘gatekeepers’ in this study until the 

target sample number was reached. Gatekeepers are responsible for ensuring that 

ethical standards are adhered to and selecting potential participants that can be 

approached by the researcher (Walker and Read 2011). Green and Thorogood (2004) 

argued that one of the risks of using a gatekeeper to access participants is that they 

may restrict who takes part in the research. Although gatekeepers can help to 

encourage participants to partake in the study, they may also impact on their decision 

to join the study or prevent the researcher from having access to the potential 

participant (Me Areavey and Das 2013). However for this study it was necessary to 

use gatekeepers to ensure the suitability of carers to participate due to the sensitive 

nature of the research. This was also an ethical requirement passed down by 

ORECNI and the individual hospital sites. For the semi-structured interviews three 

to five participants were recruited from each site giving an overall sample size of 17. 

For the focus groups three to six participants were recruited and partook in a focus 

group at each site, giving an overall sample size of 18. Data collection was
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completed when it was noted by the researcher that no new themes or information 

were emerging from the data, this is known as data saturation (Mason 2002; Gerrish 

and Lacey 2010).

3.4 Recruitment; Semi-structured Interviews

After full ethics was obtained contact was made with the relevant gatekeepers. 

Respiratory Nurse Specialists (RNS) in the areas involved in the study acted as the 

research gatekeepers. The RNS were able to use their own clinical judgement to 

assess how appropriate it was to approach each individual carer about the study 

(Baldwin and Woodhouse 2010). This entailed ensuring that the carer met the 

inclusion criteria and would not be at risk of finding the research process distressing. 

A copy of the research protocol (Me Veigh et al. 2014) which outlined the inclusion 

and exclusion criteria for participants in the study was provided to the gatekeepers. 

The gatekeepers identified potential participants who met the inclusion criteria of the 

study. When they had identified potential participants they contacted them via letter 

(appendix III) and the recruitment process began.

In palliative care studies recruitment can be a challenge (Stevens 2009). This may be 

due to several barriers such as; staff being protective of the patient (Kendall et al. 

2007), difficulties in determining the patient’s prognosis (Weigand et al. 2008) and 

the patient’s deteriorating condition (Addington-Hall 2002). Therefore, to help 

improve recruitment for the semi-structured interviews the researcher spent time 

orientating the RNS to the study by holding meetings (n=6) with all team members 

so that they had a full understanding of the research. This enabled them to approach
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the appropriate potential participants and ensured they were able to answer any 

questions the potential participants had for them relative to the study proposal.

In order to achieve the convenience sample required the researcher applied the 

following inclusion and exclusion criteria to potential participants of the semi- 

structured interviews;

Inclusion Criteria Exclusion Criteria
Bereaved carers, identified by the RNS as 
the main carer, of people with non- 
malignant respiratory disease who have 
died three to eighteen months previously.

Bereaved carers of patients who have not 
died from a non- malignant respiratory 
disease.
Carers of people with non- malignant 
respiratory disease who are still alive.
Participants who are under 18 years old.

Participants who do not speak English.

Carers who were too distressed to take 
part in a research study.

Bereaved carers were selected as the chosen sample for the semi-structured 

interviews. There are conflicting arguments as to whether patients should be 

involved in palliative care research. Patients that have been diagnosed with a 

terminal illness may be vulnerable due to their condition (Walker and Read 2011) 

and taking part in research may be difficult due to their increased symptom burden. 

Walker and Read recognised however that it is important that these patients are 

involved in health research so that their needs and experiences can be explored. It is 

also noted however that research recruiting patients as participants has the potential 

to be biased, as the patient may only be able to take part in the research as they are
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relatively well (Me Pherson and Addington-Hall 2003). Therefore the challenges 

faced by patients who are increasingly debilitated due to the holistic impact of their 

disease may not be fully captured within the data. Additionally, it has also been 

recognised that within palliative care research it is important to explore the active 

carers experience alongside the person they care for (Steinhauser et al. 2006). The 

researcher however decided to interview bereaved carers. This group of participants 

were chosen as the researcher felt they would not only give an insight into the 

patient’s end-of-life care, but also their own experiences as a carer. Choosing a 

bereaved carer as oppose to an active carer also provided an insight into the support 

the carer received after the patient’s death. The bereaved carers were therefore used 

as proxies for the patient as they were able to provide a post-death account that also 

took into consideration the patients end of life care (Walker and Read 2011). Some 

have suggested that the use of bereaved carers as proxies for patients can increase the 

risk of recall bias as participants are contacted after the patient has died (Rhodes et 

al. 2008). However evidence has shown that proxies can reliably provide 

information on the quality of palliative care services (Me Pherson and Addington- 

Hall 2003) and on patient’s symptoms at the end of their life (Me Pherson and 

Addington-Hall 2004). This period of time was chosen as although it is not straight 

after the death of the participant’s relative, it was within a time frame that allowed 

them to remember their experience, and also reduced trauma to the participant.

The number of potential participants who met the inclusion criteria was requested 

from the RNS who identified participants from databases they had set up of patients 

who were deceased. These gatekeepers were then supplied with envelopes to 

distribute to potential participants that each included the following;
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• A letter inviting them to take part (Appendix III);

• An information sheet on the study (Appendix IV);

• A participant reply form, indicating whether or not they consent to being 

contacted by the researcher (Appendix V);

• A stamped address envelope to be returned to the researcher.

After the gatekeeper had posted out the envelopes to the potential participants they 

had no further involvement in the recruitment or selection process. All participant 

reply forms were returned directly to the researcher to ensure the participants 

confidentiality. After receiving confirmation from the participants that they 

consented to being contacted by the researcher, the researcher telephoned them to 

discuss potential participation in the research and clarify any queries they had. 

Figure 4 outlines the recruitment process and participant retention of the study.
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Figure 4: Flowchart of Recruitment and Retention for Semi-Structured Interviews

Total potential participants identified by gatekeepers (n=30)

▼

Envelopes containing documents outlined in section 3.5 distributed by gatekeepers 
to potential participants (n=30)

▼

Declined to be 
contacted by the 
researcher (n=5)

▼

Consented to being 
contacted by the 
researcher (n=17)

t

No Reply (n=8)

t

No further 
Involvement

Telephone contact No Further
made by the Involvement
researcher

Agreed to participate 
in face-to-face 
interview (n=10)

Interviews
Cancelled (n=0) •+

Agreed to participate 
in telephone 
interview (n=7)

>

Interview arranged, 
informed consent 
obtained -

-

Not required as 
data saturation 
(n=0)

►

Face-to-face 
interviews conducted 
(n=10)
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3.5 Recruitment; Focus Groups

As stated in section 3.5, after the appropriate ethical approval and governance 

permission was received from all four area Trusts and health services involved in the 

research, contact was made with the relevant gatekeepers. The relevant heads of each 

department in the areas involved in the study were contacted to seek permission to 

access staff and they also acted as the gatekeepers for this part of the study. A copy 

of the research protocol which outlined the inclusion and exclusion criteria for 

participants in the study was provided to the gatekeepers. The gatekeepers were then 

able to identify potential participants who met the inclusion criteria of the study. 

When they had identified potential participants they contacted them by email and the 

recruitment process began.

In order to maximise the potential of the study to recruit an adequate sample for the 

focus groups, the researcher spent time informing staff within the relevant areas 

about the study after approval had been granted by the relevant heads of department 

to access their staff. The researcher used this time to introduce themselves to the 

potential participants and provide them with details of the focus groups and the 

study. The focus groups involved three to eight participants as these numbers were 

considered to be sufficient to provide a variety of perspectives on the topic but small 

enough to ensure they did not become too disorganised and fragmented (Holloway 

and Wheeler 2013). The focus groups involved respiratory medical staff, palliative 

care medical staff, respiratory nursing staff, palliative care nursing staff, 

physiotherapists and occupational therapists in order to involve all members of the 

multidisciplinary team. Different members of the multidisciplinary team were 

recruited into the focus groups in order to provide a range of different perspectives
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from specialist and generalist palliative care team members involved in the care of

patients with NMRD.

In order to achieve the convenience sample required the following inclusion and 

exclusion criteria were applied to potential participants of the focus groups;

Inclusion Criteria Exclusion Criteria
Members of the multi-disciplinary team 
that are involved in the palliative care of 
patients with non- malignant respiratory 
disease from the trusts involved in the 
study.

Are not employed by the trust.

Members of the multi-disciplinary team 
with at least five years experience 
working with this client group.

Are employed by a recruitment agency.

Have an appropriate professional 
qualification in their field of work.

Are not a healthcare professional 
involved in the care delivery to this client 
group.

The number of potential participants who met the inclusion criteria was requested 

from the gatekeepers who were then supplied with envelopes to distribute to 

potential participants. Each envelope included the following;

• A letter inviting them to take part (Appendix VII);

• An information sheet on the study (Appendix VIII);

• A participant reply form, indicating whether or not they consent to 

being contacted by the researcher (Appendix IX);

• A stamped address envelope to be returned to the researcher.
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After the gatekeeper had posted out the envelopes to the potential participants they 

had no further involvement in the recruitment or selection process. All participant 

reply forms were returned directly to the researcher to ensure that the gatekeepers 

were not aware of who agreed to take part in the research. After receiving 

confirmation from the participants that they consented to being contacted by the 

researcher, the researcher telephoned them to discuss potential participation. If 

participants then wished to take part a convenient date and time for the focus group 

was arranged. Informed consent was received by the participants before the 

commencement of each focus group. Figure 5 outlines the recruitment process and 

participant retention of the focus groups.
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Figure 5: Flowchart of Recruitment and Retention for Focus Groups

Total potential participants identified by gatekeepers (n=25)

Envelopes containing documents outlined in section 3.6 distributed by gatekeepers 
to potential participants (n=25)
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4 focus groups 
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n=5; n=3; n=4)
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3.6 Data collection; Semi-structured Interviews

The semi- structured interviews provided rich data about the topic area from the 

perspective of the interviewee (Radnor 2002). As interpretivism allows for the 

participants own interpretation of the phenomenon being investigated, the use of 

semi-structured interviews allowed the researcher to seek more in-depth data that a 

structured interview may not have facilitated. The researcher also did not incorporate 

the use of unstructured interviews as although these allow themes to emerge from the 

interview the researcher had specific topic areas to explore in relation to the overall 

research question (Polit and Beck 2004; Gerrish and Lacey 2010). Although 

unstructured interviews are popular within interpretivist research as they facilitate 

the participant describing their interpretation of the experiences they have had, they 

can lead to the participant going off point and not covering the areas the researcher 

wished to explore (Knox and Burkard 2009). There has been some criticism 

associated with the use of semi-structured interviews. Walsh and Wigens (2003) 

argued that a disadvantage of semi-structured interviews is that they can yield too 

much information that is too in-depth and hard to analyse due to the quantity of data. 

Ultimately the aim of this interpretivist research was to gather ‘rich’ data that 

delivered a detailed portrayal of the participants’ interpretations and experiences.

The use of semi-structured interviews facilitated this aim.

Participants were asked if they would prefer to have a face-to-face interview or an 

interview conducted over the telephone. The choice of telephone or face-to-face was 

offered to participants to allow them to choose an interview method that was most 

convenient for them. Also, most of the advantages that are seen to be attached to the 

use of face-to-face interviews can be seen in telephone interviews and they have the
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added advantage of combining relatively low costs with high response rates (Polit et 

al. 2001). However, it has been argued that telephone interviews can have their 

disadvantages as the quality of the interview may be affected if the participant 

misunderstands the nature of the interaction (King and Horrocks 2010) due to the 

lack of physical cues; and they may also be limited in their ability to record detailed 

information over the telephone (Gerrish and Lacey 2010) if the appropriate recording 

equipment is not used.

The researcher ensured that the risks associated with telephone interviews were 

reduced in the study by clarifying the nature and purpose of the telephone interview 

with participants and by using a specific digital recording device designed for 

conducting telephone interview to ensure all details of the interview were recorded. 

The researcher was aware that the topics being discussed during the telephone 

interview would be of a sensitive nature however, research has shown that telephone 

interviews can set the participant at ease by offering a less threatening approach 

(Gerrish and Lacey 2010) as the researcher is over the telephone and not face-to-face 

with the participant. There is also evidence in the literature of studies being carried 

out using telephone interviews to collect data on a sensitive topic or with a 

‘vulnerable’ group. Gelfman et al. (2008) and Hudson et al. (2014) highlighted that 

bereaved family members interviewed over the telephone did not report any 

concerns or limitations associated with this data collection method. The researcher 

was aware that there are advantages and disadvantages associated with telephone 

interviews but they wanted to allow participants to choose the one they felt more 

comfortable with.
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If participants wished to have a face-to-face interview then a convenient date and 

time for the interview was arranged at the participant’s home. If the participant 

wished to take part in a telephone interview then they were posted out a consent 

form, a stamped addressed envelope to be returned to the researcher, the post 

interview bereavement information pack and another copy of the study information 

pack. The researcher then waited until they had received back the participants 

consent form (Appendix VI) before they contacted them to arrange a suitable time 

for the telephone interview to be conducted. Informed consent was received by the 

participant before the commencement of the face-to-face or telephone semi- 

structured interviews. In total there were 17 semi-structured interviews conducted 

with bereaved carers. Interviews ranged from 22 - 80 minutes in length, with an 

average of 50 minutes.

An interview guide (Appendix XI) was developed with topics that were directly 

related to the aim and objectives of the study and areas that were highlighted from 

the review of the literature. It was important that the interview guide was piloted 

prior to use in the main study as this ensured that all topics were understood clearly 

and were relevant to the participants (Tappen 2010). The interview guide allowed the 

researcher to ask open ended questions relating to the topic being researched and 

participants were able to provide detailed information on their experiences. Open 

ended questions are used frequently in interpretivist research in order to explore 

study participants experiences of the world and allow other questions to emerge as 

the interview develops (Lapan et al. 2011).
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3.6.1 Pilot Interviews

The researcher undertook two pilot semi-structured interviews before 

commencement of the main study with two participants, one in the ROI and one in 

Northern Ireland. The pilot interviews also allowed the researcher to ensure that the 

digital recording devices were working satisfactorily and to assess the length of time 

it would take to conduct the interviews (Gerrish and Lacey 2010). It was important 

for the researcher to assess the length of the interviews in order to ensure they were 

not too long, as this may have been an inconvenience to the participants. One of the 

pilot interviews was conducted face-to-face and the other was conducted over the 

telephone to ensure both types of recording equipment were suitable. No changes 

were made to the interviews after the pilot interviews and the data that emerged was 

also included in the main study.

3.7 Data collection; Focus Groups

A focus group is an interview that involves a group of people at the same time. The 

aim of the focus group environment is to generate opportunities for participants to 

engage in discussion, and this discursive element differentiates this method of data 

collection from standard one-to-one interviews (Fahy and Rau 2013). The use of 

focus groups has been criticised as some feel that they can be very demanding due to 

challenges related to organising and conducting the group, moderating the group and 

analysing them successfully (Litosseliti 2003). However the researcher felt that the 

discussion generated by the focus groups may help not to just highlight how 

participants felt, but the reasoning behind their feelings and aiding the researcher in 

exploring the sources and meanings of the different experiences and opinions they 

shared within the group (Morgan 1997).
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The aims of the focus groups involved in this study were to explore the HCPs views 

on the palliative service provision available to patients with NMRD and their carers. 

A focus group topic guide (Appendix XII) was developed based on the research aim 

and objectives and a critical review of the literature. Four focus groups were 

conducted; one within the Belfast Trust, one within the Northern Trust, one within 

the Letterkenny area and one in the Dublin North East area. This allowed the 

researcher to explore the views and interpretations HCPs had of the palliative health 

service provision available in their areas to patient’s with NMRD. The researcher 

also carried out four focus groups for practical reasons as there were four sites 

included in the study and it was therefore more convenient for participants to attend 

a focus group in their area. The focus groups ranged from 68-81 minutes in length, 

with an average of 74 minutes.

3.7.1 Role of the Moderator

In each of the four focus groups, the researcher fulfilled the role of moderator to 

ensure they were conducted effectively. The amount of interaction that occurs 

throughout a focus group can depend on the researcher and their effectiveness as 

moderator of the group (Taylor and Francis 2013). Krueger and Casey (2014) 

highlighted that the moderator has a vital role in ensuring that participants feel at 

ease within the focus group, that participants are encouraged to engage in 

discussions and to also recognise the need for participants to elaborate on key points. 

The moderator can therefore have an impact on the standard of the data collected, 

which can in turn affect the trustworthiness of the results generated from the focus 

group (Gronkjaer et al. 2011). Within the present study, it was important for the 

researcher to use prompts and open questions when moderating the focus groups in
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order to generate rich data and allow participants to talk freely about their views and 

experiences. However, the moderator also ensured that discussions remained focused 

around the research question to ensure the aims of the research were addressed 

(Hennik 2007). In order to aid the accurate recording of the focus groups a member 

of the researcher’s supervisory team fulfilled the role of note taker. The role of note 

taker involved taking note of participants’ initials and the first few words each 

person said every time they spoke, and they also summarised the format and flow of 

the focus group. This aided accurate transcription by ensuring the thoughts and 

opinions of the participants were accurately documented (Krueger and Casey).

3.8 Recording and Transcription

Written Informed consent was received by each participant prior to the 

commencement of the semi-structured interviews or focus groups. Consent was also 

given by the participants for the researcher to audio record each interview or focus 

group and participants were aware that their interviews or focus group involvement 

would be transcribed verbatim. Participants were also made aware that direct quotes 

may be used when the data was transcribed, however their anonymity would be up 

held at all stages of the research process. Any paper work that was produced 

throughout the interview process was held in a locked filing cabinet in a locked 

room. If information was to be stored on a computer it was stored in a way that was 

password protected. Each participant was allocated a Personal Identification Number 

(PIN) in order for documentation related to that participant to be numbered instead 

of their details being used; only the researcher had access to the participant’s 

identification number details. The access to original data was restricted to the 

researcher and the supervision team involved in the research. Pseudonyms were also
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used to protect the identity of participants when verbatim quotations were used. All 

interviews and focus groups were transcribed by the researcher and advice was 

sought from the researcher’s supervisory team when needed in relation to 

transcribing the interviews and focus groups. A completed interview (appendix XIII) 

and focus group (appendix XIV) transcript have been included.

3.9 Data Analysis

The data analysis approach adopted by this study was thematic analysis (King and 

Horrocks 2010), which involved the labelling and grouping of the data collected into 

themes. Thematic analysis is an approach designed to identify, analyse and discover 

patterns within the data in order to organise and describe the data set in an in-depth 

way (Braun and Clarke 2006). These patterns can provide the researcher with a 

greater insight into the interpretations and experiences put forward by the 

participants involved in the study. This approach allowed the researcher to uncover 

commonalities and differences in the experiences and understandings of the 

participants involved in the study. It also aided the researcher in accurately 

portraying and interpreting the views of the bereaved carers and HCPs on the 

palliative health service provision for patients with NMRD.

The data from both the interviews and focus groups was analysed by adopting a 

thematic analysis framework described by King and Horrocks (2010). There are a 

number of thematic analysis frameworks that may be used, however this approach 

was chosen as it aligned with the interpretivist approach of the study (King and 

Horrocks). King and Horrocks thematic analysis approach allowed the researcher to
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be flexible in their interpretation and development of the themes, and not to be 

confined by a rigid analytical framework. By using this form of data analysis the 

researcher was able to recognise and group a list of themes that emerged from the 

data that gave an insight into the views and experiences of the participants. This 

helped to achieve the most complete understanding of the complex experiences of all 

the bereaved carers and the HCPs. Additionally, this framework of analysis allowed 

the researcher to focus on their interpretation of the data and therefore move beyond 

mere descriptions of the participants’ accounts (King and Horrocks) which also 

aligned with the ontological underpinnings of the study (section 3.2.1). King and 

Horrocks developed a three stage approach to thematic analysis that incorporated 

several steps that were adopted by the researcher. This was a recursive approach as 

opposed to a linear process (Braun and Clarke 2013).

3.9.1 Stage One - Descriptive themes

Stage one of analysis firstly involved the initial coding of the data. The first step was 

reading, and rereading, the transcripts from each of the interviews and focus groups 

to make sure the transcript was known thoroughly (Watson et al. 2008) and to 

become immersed in the data (Groves et al. 2012). The second step was then to 

highlight areas in the transcripts that helped make sense of the participants’ 

interpretations, views and experiences of the topic being investigated, and comment 

on these areas. Codes were developed through assigning a phrase or concept to some 

portion of the data to define its meaning in relation to the data generated, and the 

research question (Roller and Lavrakas 2015). This initial coding assigned to the 

data was then reviewed and relevant codes were combined to produce descriptive
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themes (King and Horrocks 2010). Descriptive themes generate a list of emerging 

categories, or topics, from the data but do not offer an interpretation of their 

meanings (Salanda 2012). An example of the descriptive themes that were generated 

from the data can be seen in the node coding report for ‘we were never told’ and 

‘near the edge so many times’ (appendix XV). After the descriptive themes had 

been developed the transcripts were read again to ascertain if there were any 

descriptive themes that were overlapping or could be merged together.

To assist with managing the data the qualitative research software package NVivo 

was used to provide the tools to support the management and categorisation of the 

qualitative data (Jupp 2006). The use of NVivo allowed for the management of the 

large data sets, whilst also facilitating an increased focus on effectively analysing the 

data (Bazeley and Jackson 2013). The interview and focus group data sets were 

grouped separately within Nvivo to effectively organise the data. This software 

package then allowed for the efficient identification and categorisation of relevant 

data by facilitating the grouping of appropriate text from each transcript, with the 

appropriate themes (Bazeley and Jackson 2013).

3.9.2 Stage Two - Interpretative themes

Stage two encompassed the progression from describing relevant features of the data 

collected through descriptive themes, to focusing on the interpretation of the 

meaning of the data (King and Horrocks 2010). In order to achieve this level of 

interpretation, the previously developed descriptive themes that shared some

125



common meanings were grouped together to highlight emerging themes amongst the 

data. This analytical process allowed for the generation of interpretative themes that 

encapsulated the overarching meaning of the initial descriptive themes. This stage of 

analysis allowed for a more in-depth insight into the patterns and meanings within 

the data. An example of the fonuation of interpretative themes, through the merging 

and interpretation of descriptive themes, can be seen in the node coding report for 

‘uncertainty related to unpredictability of disease’ (appendix XVI). The use of 

NVivo software was also beneficial at this stage of analysis as it aided the 

construction of the emerging themes in a systematic and organised fonnat.

3.9.3 Stage Three - Overarching Themes

The third stage of the framework required the identification of a number of 

overarching themes. Overarching themes were developed by pulling together and 

linking all the interpretative themes that had been established. As with the previous 

stages of thematic analysis, the overarching themes were correlated with the research 

question to support the analytical process. The overarching themes generated a 

picture of the phenomenon being investigated. However, as previously discussed 

(section 3.9), the analysis was a non-linear process and there was a need to go back 

through the stages and the transcripts in order to clarify that all interpretations of the 

data were accurate. Advice was also sought from the supervisory team after the data 

was analysed in order to verify the interpretations generated from the data collected. 

Analytical triangulation (Patton 2002) was therefore conducted as multiple members 

of the supervisory team reviewed the findings to ensure the robustness of the 

interpretation of the data.
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The data collected from the interviews with bereaved carers was analysed 

independently from the focus groups with healthcare professionals. Therefore, the 

findings from the interviews were presented separately from the focus groups in 

chapter 4. The decision to analyse the two data sets separately was made to ensure 

that the findings from the interviews with bereaved carers did not influence the 

interpretation of the experiences portrayed by the healthcare professionals. The 

healthcare professionals’ data set also warranted separate analysis as it addressed an 

additional research question (section 3.1) relating to the exploration of healthcare 

professionals' experiences of palliative care service provision for people with NMRD 

(Flick 2014). However, although the analytical process for each data set was separate 

the interview and focus group findings are discussed concurrently within chapter 5. 

Through synthesising the interview and focus group findings together within the 

discussion, a more complete picture of the evidence produced throughout the 

research was achieved (Gribich 2012). This amalgamation of the findings also 

facilitated a greater insight into the relationships between the experiences provided 

by the bereaved carers and healthcare professionals (Gribich).

3.10 Rigour

To enhance the credibility of this research it was essential that rigour was ensured 

throughout the study. Rigour can be defined in terms of how sure the researcher can 

be that all conclusions that have been made in the research are dependable (Gerrish 

and Lacey 2010). Due to the nature of qualitative research the measures used to 

assess validity and reliability in quantitative research are viewed as not being 

compatible with qualitative studies (Moule and Goodman 2009). However within
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qualitative research it is necessary for the researcher to ensure their research is 

rigorous to show that the study provides scientific evidence that is deemed worthy to 

be integrated into the current knowledge base (Rolfe 2006). Some argue that in order 

to ensure rigorous qualitative research the researcher must employ a number of 

verification strategies (Morse et al. 2008). Others reject this view and argue that the 

use of one set criteria to judge qualitative research is not possible and that only the 

reader of the research can judge its merit through the use of aesthetic criteria (Rolfe 

2006; Sandelowski and Barroso 2008). However it is argued that the use of aesthetic 

criteria does not provide an appropriate alternative to validity (Porter 2007). 

Therefore in order to scrutinise the quality of the qualitative data produced in this 

study the researcher adopted the criteria proposed by Lincoln and Cuba (1985) for 

evaluating rigour in qualitative research. The four essential criteria highlighted by 

Lincoln and Guba were: credibility, transferability, dependability and confirmability.

3.10.1 Credibility

Credibility refers to how confident the researcher can be in the truthfulness of their 

data, and the interpretations they have drawn (Loiselle et al. 2010). To ensure 

credibility in the study the researcher used reflective questioning. The researcher, as 

the data collection instrument, reflected on their interpretation of the participants’ 

answers throughout the interview in an attempt to capture the meaning the 

participant was hoping to convey. Credibility and dependability was also 

strengthened in this study as it involved the use of space triangulation. Space 

triangulation, the collection of data at multiple sites, took place as data were 

collected on the same phenomenon across four different areas in the North and 

Republic of Ireland (Denzin 1989). Triangulation can help to facilitate the researcher
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in providing more comprehensive, insightful data (Halcomb and Andrews 2005) and 

it can also help the researcher to produce richer and more authentic data (Foss and 

Ellefsen 2002). Data triangulation also occurred as the study used multiple key 

informants who provided a range of data sources (Gerrish and Lacey 2010) that in 

turn provided the most in-depth understanding of participants’ experiences.

3.10.2 Transferability

Transferability can be referred to as the ability a study has to be beneficial across a 

variety of contexts or situations (Tracey 2010). Although the criteria of 

generalisability that is present in quantitative research cannot be applied to 

qualitative studies, the findings of qualitative research can be theoretically and 

practically applied beyond the site being researched (Charmaz 2005). This was 

achieved in this study through thick description (Lincoln and Cuba 1985). This 

involved the researcher providing explicit details of the experiences of the 

participants and moving beyond mere description of their accounts (Holloway and 

Wheeler 2013). Holloway and Wheeler highlighted that this uncovers the meaning 

behind participants’ feelings and actions, and also allows for any reader of the study 

to decide if the research results can be applied across other settings.

3.10.3 Dependability and Confirmability

In order to achieve dependability the researcher needed to ensure that all steps in the 

research process were clear and relevant to the study. Confirmability is associated 

with the ability of the research to have the accuracy and relevance of the data it has 

produced agreed upon by two or more independent people (Polit and Beck 2013).
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Auditing was used to establish dependability and confirmability in this study 

(Lincoln and Cuba 1985) through the clear documentation of the research process as 

detailed within this chapter. An audit trail was maintained throughout the study by 

means of a research diary in which decisions regarding the research process, and the 

reasons for these decisions, were accurately recorded (Roberts and Priest 2010). 

Within qualitative research an audit trail allows the researcher to clearly detail each 

part of the research process, and a diary can facilitate a log of this information 

(Richards 2015). The use of a diary was employed as a pragmatic approach to aid in 

detailing and reflecting on any problems encountered and how these were dealt with 

(Merrian 2014). An example of this would be documentation in the research diary 

regarding the changes required to the study’s lone worker protocol by an ethical 

committee in the ROI (Appendix XVII).

3.11 Ethical Considerations

This research was conducted in accordance with Good Clinical Practice Guidelines 

and the Research Governance Framework for Health and Social Care (Department of 

Health 2005). The governance department of each Trust involved with the study was 

contacted and governance approval was sought. Ethical approval was also obtained 

from the Office for Research Ethics Committee in Northern Ireland. Ethical approval 

was received from the Office of Research and Ethics Committee (ORECNI, 

Reference: ll/NI/0166) and governance permission from the Northern Health and 

Social Care Trust (Reference: NRP11-0264/09), Belfast Health and Social Care 

Trust (Reference:! 1080JR-AS), Letterkenny and Dublin. PDF copies of ethical 

approval letters for each site are included in appendix XVIII. The ethical framework 

chosen within this study was that developed by Beauchamp and Childress (2001).
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Beauchamp and Childress highlighted four main ethical principles: autonomy, 

beneficence, non-maleficence and justice. This framework is used within the 

healthcare setting to determine the ethical implications of decision making within 

clinical practice (Haughey and Watson 2015). These four principles were adhered to 

throughout the course of the study, providing the moral guidelines by which the 

researcher designed and conducted the research.

3.11.1 Autonomy

Autonomy relates to participants’ rights to make informed decisions that are free 

from external influences, and are wholly accepted by the researcher (Butts and Rich 

2015). To ensure this the researcher provided all participants with information sheets 

on the study, to ensure they fully understood the research and to enable them to give 

infonned consent. Prior to the commencement of the study all participants were 

made aware of the fact that if they wished to withdraw from the study at any point 

they may do so without any negative effect. Their permission was also sought to use 

material gained from them up until the point of withdrawal, if they did become 

distressed, and if permission was not given then this information was confidentially 

disposed of.

3.11.2 Beneficence and Non- maleficence

The principles of beneficence and non-maleficence are concerned with doing good 

and doing no harm to the participant (Lubkin and Larsen 2006). In stage one of the 

data collection participants were interviewed between three to eighteen months post 

the death of their relative. This period of time was chosen as although it is not
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straight after the death of the participant’s relative it was within a time frame that 

allowed them to remember their experience, and also reduced trauma to the 

participant. The shorter the time period is from the death of the relative participants 

cared for, the easier it may be for them to retrospectively recall important 

information (Addington- Hall and Me Pherson 2001). However, Addington- Hall 

and Pherson recognised that the time period needs to be carefully thought out. There 

can be ethical concerns with approaching bereaved participants too soon after their 

relative’s death as they may find participating in research distressing (Gysels et al. 

2012). Research carried out by Koffman et al. (2012) involved interviewing 

bereaved relatives three to eight months post bereavement. Koffman et al. stated that 

their study provided important new evidence that although this research can be 

emotional, many bereaved relatives find taking part in bereavement research a 

positive and useful experience. However, it was accepted that the interview process 

had the potential to be distressing for participants due to the sensitive nature of the 

topic being discussed. Therefore, if participants did show signs of distress the 

interview would be put on hold and before recommencement of the interview the 

researcher regained verbal consent from the participant to go ahead with the rest of 

the interview. Ongoing informed consent was an important process throughout the 

study as unexpected consequences or events may have occurred that the participant 

found distressing (Munhall 2010). If the researcher felt any participant was 

becoming too distressed then they discontinued the interview. On completion of the 

interviews each participant was provided with information packs on bereavement 

support services they could access and leaflets on bereavement that they may have 

found helpful. With the participant’s consent their general practitioner was also sent 

a letter informing them of the study the bereaved relative had taken part in. This was
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to ensure that if the participant needed further support from their general practitioner 

post interview, then they were fully aware of the study and their patient’s 

participation.

It was accepted that the focus group topics may have been of a sensitive nature to 

some participants. Therefore, if participants did show signs of distress the interview 

was put on hold and before recommencement of the interview the researcher 

regained verbal consent from the participant. As with stage one of the data collection 

informed consent was an ongoing process throughout the focus groups. If the 

researcher felt any participant was becoming too distressed then they discontinued 

the interview. Participants were also advised to contact their occupational health 

department if they felt any distress from the focus groups.

3.11.3 Justice

Justice relates to the fair treatment of participants without excess burden (Masters 

2014). Participants were made aware prior to data collection that every endeavour 

would be taken to ensure their privacy and identity was fully protected throughout 

the duration and after the study was complete (section 3.9). It was declared by the 

researcher at the beginning of the research process that if any unforeseen ethical 

issues arouse at any stage of the research, the Research Governance Framework and 

Research Ethics Committee would be employed to assist in this situation if required.

3.11.4 Reflection on Ethical Issues

As previously discussed in section 3.11, there were various ethical considerations 

pertaining to this research. One of the key ethical implications, as previously alluded
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to (section 3.11), was in relation to seeking ethical approval across four sites and two 

jurisdictions. Due to the involvement of participants from differing healthcare 

jurisdictions, it was important to ascertain the ethical procedures that needed to be 

adhered to in each area to gain complete ethical approval for this research. This 

proved challenging at times due to the different ethical applications and 

documentation that needed to be completed prior to consideration for ethical 

approval. This was addressed by contacting the governance office of each individual 

site and assuring that comprehensive guidance of the required information was 

obtained and adhered to. A local collaborator was also involved at each site to ensure 

that all ethical applications were completed accurately and to ensure that ethical 

considerations (as discussed in section 3.11) were adhered to throughout the study. 

The local collaborator at each site was a clinician who had background knowledge in 

relation to the ethical processes within that area, and who also had knowledge of the 

topic area being explored.

Ensuring the principles of beneficence and non-maleficence (Beauchamp and 

Childress 2001) were maintained throughout the data collection process was also a 

key ethical consideration for this research. As discussed in section 3.11.2, it was 

recognised that the nature of the topic being investigated had the potential to be 

distressing for participants. During data collection it was ensured that all participants 

were fully aware of the research process to enable them to give informed consent. 

Before the commencement of each interview or focus group the sensitive nature of 

the topic being discussed was recapped, and reassurance was given regarding being 

able to stop (or withdraw from) the interview, or focus group, at any stage.
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When participating in the semi-structured interviews, carers sometimes became 

upset at different stages of the interview (n = 4). Appendix XIX provides an excerpt 

of the diary notes from an interview in which the bereaved carer became upset. 

Within this interview the nature of the questions had made the participant become 

upset as she remembered and discussed the last year of her husband’s life. The 

reflective notes highlighted how this emotive response from the participant caused 

me discomfort as I had viewed my role in the singular capacity of a researcher, and 

was unsure how to respond. As highlighted in appendix XIX the interview was 

paused and this was a welcome break to me and the participant. Reflection on this 

encounter allowed me to ensure that in future interviews I adapted the therapeutic 

communication skills I possessed as a registered nurse working in palliative care. 

This aided in facilitating me to deal with participants who became upset by offering 

reassurance and feeling comfortable in taking a break from the interview. The diary 

notes excerpt (appendix XIX) highlighted how reflection on completed interviews, 

particularly where the participant became upset, aided in offering clarity on how this 

could be appropriately addressed in future interviews.

3.12 Summary

This chapter highlighted the aims and objectives of the study whilst also discussing 

the methodological approach adopted by the researcher, and providing an in-depth 

account of the research process. The rigour of the study was explored whilst also 

addressing the ethical framework used to guide the study. The next chapter presents 

the findings of the interviews and focus groups
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CHAPTER 4

FINDINGS
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4.0 Introduction

This chapter presents the findings from the semi-structured interviews conducted 

with bereaved carers and the focus groups undertaken with HCPs. There were 17 

semi-structured interviews conducted in the North and ROI with carers who had 

cared for someone with a diagnosis ofNMRD who had died between 3-18 months 

previously. Four multiprofessional focus groups were also conducted, 2 in the North 

and 2 in the ROI involving 3 to 6 HCPs involved in the care of patients with NMRD. 

The results of the interviews and the focus groups are presented in two separate 

sections.

4.0.1 Reflexive Account

Within interpretivist research personal reflexivity is required by the researcher to 

strengthen the robustness of the study and help provide an insight into the position of 

the researcher throughout the research process (Gerrish and Lacey 2010). As 

discussed in section 3.2.3, the values, beliefs and previous experiences of the 

researcher have been outlined to ensure any assumptions held were clearly 

articulated. Throughout the data collection process, diary notes were generated to 

help develop diary logs of reflective accounts that highlighted key learning from the 

interview process, and the impact of the interviews on the researcher (section 

3.11.4). Appendix XX provides an excerpt of the diary notes illuminating an 

additional reflective account of one of the interviews with a bereaved carer. This 

reflection was centred on the interview I conducted with the youngest participant (46 

years old) who had been bereaved. The age of the participant, and their emotive 

account, contributed to me feeling quite upset after the interview. However my diary 

notes highlighted how my clinical background and interview training helped me to
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maintain my composure throughout the interview. Through the reflective notes I also 

illuminated how 1 benefited from a debriefing of the interview with my supervisory 

team and this ensured I could talk things through and helped me not to dwell on 

tough interviews. Key learning from this excerpt was to ensure that this process of 

communication with my supervisory team, post data collection, was maintained 

throughout.

4.1 Analysis

As outlined in section 3.10.1 the researcher analysed the data by a adopting a 

thematic analysis framework as described by King and Horrocks (2010). Analysis of 

the interview data (appendix XXI) uncovered three overarching themes, each with 

their own descriptive and interpretative themes that are outlined in appendix XXII. 

Overarching theme 1 ‘we weren 7 expecting them to die' explored the reasons why 

participants felt uncertain about the palliative nature of NMRD. Interpretative 

themes 1A uncertainty related to unpredictability of disease and 1B we were never 

told they were nearing the end of their life highlighted the reasons for this 

uncertainty. Overarching theme 2 lack of consistency in palliative care conveyed the 

various experiences provided by participants that highlighted inconsistencies in the 

delivery of palliative care to this client group. This was explored through 

interpretative themes 2A variations in physical care, 2B variations in delivery of 

psychosocial care and 2C / would have liked them to have been more involved that 

highlighted the contributing factors behind inconsistencies in the delivery of 

palliative care. Overarching theme 3 role ambiguity demonstrated how participants 

felt confused about the role they had as the patients’ caregiver through interpretative
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themes 3 A carer felt excluded from elements of the patient’s care and 38 HCPs 

depend on the carer.

Analysis of the focus group data (appendix XXIII) uncovered two overarching 

themes that also had their own descriptive and interpretative themes (appendix 

XXIV). Overarching theme 1 barriers to providing appropriate palliative care 

highlighted the barriers that participants felt hindered the provision of palliative care 

to patients with NMRD. This was explored through interpretative themes 1A lack of 

prognostic certainty, 1B lack of understanding of the role ofpalliative care in 

relation to patients with NMRD, 1C lack of interdisciplinary communication and 1D 

lack of services. Overarching theme 2 the future direction ofpalliative care for 

NMRD patients, discussed how the future palliative needs of this client group should 

be met, under interpretative themes 1A who will provide palliative care, 1B 

palliative care should be more proactive and less reactive and \Cyou have to take 

the carers on board as well.

4.2 Results of the Semi-structured Interviews

Profile of Participants

Table two outlines the profiles of the carers involved in the semi-structured 

interviews. All participants involved in the interviews met the specified inclusion 

criteria (section 3.5) and were bereaved carers who had been the main caregiver for a 

patient with NMRD. Participants had been bereaved between 4-17 months and the 

average bereavement period was 7 months. Participants’ ages ranged from 41-81 (the
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average being 58 years) and 14 were female, 3 were male. Three participants had 

been the main caregiver of a patient with ILD, one participant had been the main 

caregiver of a patient with bronchiectasis and thirteen had been the main caregiver of 

a patient with COPD. Within NI five participants were recruited from an urban area 

and five from a rural area and within the ROI four participants were recruited from 

an urban area and three from a rural area. Out of the seventeen participants ten chose 

to take part in a face-to-face interview and seven chose to take part in a telephone 

interview. Further details about the participants are presented in table 3.
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4.3 Overarching Theme 1: We weren’t expecting them to die

This theme encompassed the issues expressed by participants in relation to 

uncertainty regarding the palliative nature of NMRD. The two interpretative themes 

offered further discussion of the intricacies of this uncertainty. Interpretative theme 

1A uncertainty related to unpredictability of disease, depicted how the uncertainty 

experienced by the majority of participants was a result of the unpredictable 

physiological presentation of the disease. Many participants also discussed 

uncertainty regarding NMRD being a life-limiting condition. A perceived lack of 

information about the palliative nature of the patient’s illness, from the HCPs 

involved in their care, led to this lack of awareness. The uncertainty experienced that 

was linked to a lack of information was encapsulated within the interpretative theme 

IB we were never told they were nearing the end of their life.

4.3.1 Theme 1A: Uncertainty related to unpredictability of disease

All participants described feelings of ambiguity regarding the life limiting nature of 

the patient’s illness due to the unpredictable NMRD trajectory. This resulted in 

participants expressing that they were unprepared when the patient’s condition 

deteriorated. As an example, the unpredictable nature of ILD was displayed by the 

experiences provided by the participants who cared for a patient with idiopathic 

pulmonary fibrosis (IPF). These participants spoke of how quickly the patient’s 

condition progressed and recalled their shock at this rapid decline:

“She deteriorated very quickly when she went into the hospice I have to say. From 

going in and being able to walk and look after herself very quickly it got to the stage



where she couldn't walk and didn't get dressed or anything. She had gone downhill 

very rapidly when she went home and then went back into the hospice. ” (BC4, p5).

The uncertainty demonstrated by participants who cared for a patient with a 

diagnosis of either COPD or Bronchiectasis was due to the fluctuation between 

illness and wellness in the patient’s condition. The patient’s condition appeared to 

deteriorate and then improve, a normal pattern associated with these forms of 

NMRD. This therefore led these participants to express that they always thought the 

patient would get better again after they became unwell:

"You know a few Christmases ago he was rushed into hospital on Christmas Eve 

and was really unwell and I saw the wires and everything and thought this is serious. 

But he pulled through. So it was a case of every time he went into hospital the whole 

village just thought, ‘aw there he goes back into hospital again he will be out by the 

weekend. ’ So we never expected him to die, to not come home. Nobody expected it at 

all, my friends, nobody. ” (BC9, p4).

"You know a couple of times we did think he was going to go [die] and he got 

another two years! ” (BC6, p5).
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This feeling of uncertainty related to the unpredictability of COPD, bronchiectasis 

and ILD was also exemplified by carers’ perceptions that the HCPs involved were 

uncertain the patient was going to die:

“You know we weren 't, well I certainly wasn’t expecting him to die. I did speak to 

the nurses too and they didn't expect it you know that bit of it was hard to 

understand. ” (BC5, p2).

Overall these findings suggested that, due to difficulties in gauging how the patient’s 

condition was going to progress, participants were left feeling uncertain about the 

staging of the patient’s illness. This led to feelings of unpreparedness amongst 

participants when the patient’s condition deteriorated. Results highlighted however 

that although ILD, COPD and bronchiectasis caused participants to experience 

similar feelings of uncertainty, they presented with differing clinical manifestations. 

For carers of patients with COPD and bronchiectasis, the resulting ambiguity 

stemmed from the fluctuation of the patient’s condition from illness to wellness. 

Within the ILD trajectory however this uncertainty was related to the rapid, and 

unexpected, progression of the disease and subsequent rapid decline in the patient’s 

condition.

4.3.2 Theme IB: We were never told they were nearing the end of their life

Many participants associated their feelings of uncertainty about the patient’s 

condition with a lack of information from HCPs about the palliative nature of the
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patient’s disease. The majority of participants who cared for a patient with COPD 

were not informed of what the disease would entail and were therefore unaware of 

what to expect when the patient’s condition deteriorated:

“You know nobody ever told me how long he had left or how long this was going to 

go on for and I feel now I could have done with more information. Nobody ever tells 

you, you are just left to your own imagination and they just expect you to know but 

people don’t know. Now I know a doctor can’t just turn around and tell you the exact 

date he is going to last too but they could have given me an indication that he wasn ’t 

going to get better and that it would only go on so long. They are bound to know by 

the symptoms how long it is likely to go on for. ” (BC14, p7).

It was also conveyed by some participants who cared for a patient with COPD that 

they were not informed by the HCPs involved in the patient’s care that the patient’s 

condition was palliative. Therefore they were not aware of this until after the patient 

had died:

“I would like to say that 1 never knew my mother was palliative until after she died. I 

was never told that she was nearing the end of her life or she was receiving 

palliative care. I only realised after her death that she was known to be in the 

palliative part of her illness. ” (BC1, pi)
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All of the participants who cared for a patient with a diagnosis of ILD stated that 

they were not informed by HCPs that the patient had a palliative condition. Due to 

not being informed about ILD being a life limiting condition these participants felt 

they were not aware that the patient was going to die:

“I would have liked to have been informed that my husband was going to die as I 

never got talking to him about dying and what he would have liked. ” (BC17, p7).

Findings highlighted how the majority of participants were not informed of the 

clinical manifestations of the disease, or its life-limiting nature. Participants’ 

accounts demonstrated how their perceptions of being ill-informed about the 

palliative nature of NMRD added to their feelings of uncertainty, relating to both the 

progression and consequences of the illness.

4.4 Overarching Theme 2: Lack of consistency in palliative care delivery

Overarching theme 2 lack of consistency in palliative care delivery captured the 

various experiences provided by participants that demonstrated a lack of consistency 

in the palliative care delivered to this client group. Interpretative themes 2A 

variations in delivery of physical care and 2B variations in delivery of psychosocial 

care discussed how the experiences presented by participants depicted an 

inconsistency in addressing the palliative bio-psychosocial needs of this client group. 

When illustrating the palliative care provided to patients with NMRD, participants 

often discussed the amount of involvement the healthcare professional had with the
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patient. Interpretative theme 2C I would have liked them to have been more involved 

conveys how participant’s accounts indicated that the inconsistency in the palliative 

care delivered to this client group was also associated with variations in what 

services were made available to patients and their caregivers.

4.4.1 Theme 2A: Variations in delivery of physical care

Variations in the delivery of physical care were depicted in participants varied 

experiences of the physical palliative care provided to patients with NMRD. Physical 

care that addressed the patient’s personal care needs was viewed as important by 

participants, as they felt it directly impacted on the physiological symptom burden 

experienced by the patient. Many participants discussed the palliative care delivered 

by healthcare assistants in the community to the patient. Healthcare assistants are 

trained health and social care professionals who work under the guidance of 

professionally qualified HCPs. Participants placed great emphasis on the role of the 

healthcare assistant in meeting the personal care needs of the patient:

“She had a very good care package in place at home, it was a fabulous care package 

and they [Healthcare Assistants] came several times throughout the day and night 

and they were brilliant. ” (BC4, p5).

“It was nice her [healthcare assistant] coming in the morning and washing him and 

making him a cup of tea and giving him a fresh face. ” (BC5, p3).
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Some participants also felt that whilst tending to the patient’s personal care needs the 

healthcare assistant was also able to consider, and alleviate, their physiological and 

psychological symptoms:

INTERVIEWER: There are some things you have mentioned that I would like to 

find out more about. You mentioned you had a home help when your partner was at 

home and I was just wondering if you could tell me more about the role of the home 

help and how they helped you and your partner?

BC16: “During the week the home help [Healthcare Assistant] that came had a 

great rapport with my partner, they had a great relationship and they got on very 

well and she had a way about her that she was able to just de-stress him. He got very 

stressed and breathless and the more breathless he got the more stressed he became 

which then made him more breathless so you had to kind of, it didn 't matter how you 

were feeling (laughs), you had to be very calm around him. And she was very good, 

she was brilliant. ” (BC16, p4).

However some of the accounts in relation to the physical care delivered by the 

healthcare assistant demonstrated some concern over the care they provided. It was 

indicated that if the healthcare assistant did not take into consideration the patient’s 

holistic care needs then they would cause the patient distress and exacerbate their 

physiological symptoms:
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“On Saturday and Sunday the home help [Healthcare Assistant] would have just

came in the morning and got my partner up out of bed and she always seemed to be 

very pressurised for time and with my partner you couldn’t rush him because if you 

rushed him then he panicked and he couldn 't breathe. So you had to take it slowly 

and therefore the weekends were a little bit stressful and it was just me then for the 

rest of the day which made it more stressful. ” (BC16, p4).

Another carer depicted how the physical care provided by the healthcare assistants in 

the last year of his father’s illness led him to believe that they were not appropriately 

trained:

“You need carers who are properly trained. They say the carers are trained but they 

aren’t it just goes in one ear and out the other and they really don't care. God help 

anyone who lives on their own and has carers as there were times when they would 

take my fathers ’ oxygen off to wash him and forget to put it back on or turn off his 

oxygen and forget to turn it back on again. ” (BC2, p9).

An emphasis was also placed on the important role that equipment had in managing 

the patient’s physiological palliative care needs. The experiences discussed by some 

participants indicated that the absence of equipment needed to meet the patients 

physical needs led to increased physiological symptom burden:
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“I even rang the council once to get a new toilet for her and I was told there was a 

three year waiting list. And she really needed one badly as her walking and all was 

getting worse, like she walked with a rotator and found it hard to get about. She 

would walk a few yards and get so out of breath she had to stop. I asked for an 

invalid [disabled] toilet and all I got was a frame for the toilet for her that was it. It 

was disgraceful. ” (BC11, p2).

Participants indicated that, when the patient’s condition deteriorated, the need for 

equipment to manage their physiological symptoms became more urgent. However it 

often took a prolonged length of time for this equipment to become available to the 

patient with NMRD:

“fVe were waiting on one of those cushions [pressure relieving] and it didn't come 

until the day of her funeral. You know what I mean and those sores were there 3 

weeks. I had to use one that someone had given me and she sat on that but it was 

absolutely no use for her. ” (BC1, pl4).

Therefore equipment often arrived too late in the patient’s illness for them to fully 

benefit from it:
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“It (stair lift) was a really excellent item and he really did use it and need it, as a 

matter of fact it was only three weeks from it was put in until his death, but it was 

used well within the three weeks. ” (BC13, p3).

Due to concerns regarding the patient not receiving the equipment they needed to 

manage their physical symptoms, some participants chose to purchase equipment 

themselves rather than wait on statutory services to provide them:

“Like anything he needed, like I bought him a nebuliser because he needed it. If you 

had have depended on them (HCPs) to get him things he may not have got them. ” 

(BC6, p2).

Accounts demonstrated that although the healthcare assistant was responsible for 

providing personal care, the delivery of this care had a positive impact on palliative 

symptoms, such as breathlessness and anxiety, experienced by the patient. If the 

need for a holistic approach to patient care was not recognised by the healthcare 

assistant however, this led to a perceived increase in the patient’s symptom burden 

and concerns over the healthcare assistant’s skills. Variations in the experiences 

depicted by participants highlighted inconsistencies in how physical care was 

delivered. Participants also identified how the absence, or late arrival, of equipment 

essential to manage the patient’s physiological symptoms led to a perceived increase 

in symptom burden. Results highlighted the importance carers placed on the
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provision of physical care, and the timely provision of equipment, that would 

promote the wellness of the patient.

4.4.2 Theme 2B: Variations in delivery of psychosocial care

Some participants discussed their experience of psychosocial palliative care that was 

provided and the importance of meeting the psychosocial needs of the patient with 

NMRD and their carer. One participant discussed in depth the psychosocial impact 

COPD had on the patient’s health in the last year of their life due to disease 

prognosis. This caused the patient’s psychological well-being to deteriorate and the 

participant felt that there were no services available to provide the patient with 

psychosocial support:

BC16: “His whole life was turned upside down and he had various diagnoses and 

prognoses and the medics would walk away, and I am not saying there is anything 

wrong with them doing that as that's their job, but there was nobody there to catch 

him. So psychologically he was going downhill and there was no counselling, there 

was no nothing. ” (BC16, p8).

INTERVIEWER: Thank you very much for sharing all that with me I know it must 

be hard to talk about and discuss.

Within this account the participant also discussed the difficulties they experienced 

when attempting to access services that would help alleviate the patient’s
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psychological symptoms. As a result of the patient having a non-cancer diagnosis, 

the patient was unable to avail of some services available to with cancer:

“When we asked could we have her back for more massages the answer was, “That 

is a resource for oncology and because your partner isn’t suffering from terminal 

cancer they can ’t spread that resource out of oncology, they have enough to do. ” 

Now that was all said very nicely but no was the answer. ” (BC16, p9).

However, when the patient was in receipt of services to help address their palliative 

care needs the participant indicated that their psychological needs were not taken 

into account:

“I said to [specialist] palliative care, “That isn’t really what I want you to do with 

my partner it is to do with counselling and psychological support. ” The palliative 

care team then said, “That isn’t our role here in the hospital, our role is in relation 

to pain management and towards care at the immediate end of life. ” (BC16, p9).

Some participants however did discuss experiences that portrayed patients with 

NMRD receiving positive psychosocial support. Some participants indicated that 

positive psychosocial support helped to alleviate the physiological symptoms 

experienced by the patient:
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“They were very good to him in the hospital, helping him and talking to him and 

calming him down as it is very scary when you can’t breathe. ” (BC17, p3).

Providing the patient with psychosocial support was also welcomed by participants 

who had experienced this element of palliative care, as it prepared the patient for the 

services they would require as their disease progressed:

“So the social worker was great she knew exactly where we were coming from and 

the aim was that mum was going to have nurses call in with her. The social worker 

was able to win around mum by saying they were calling in for mums ' safety as she 

had been in hospital so many times. ” (BC12, p2).

Some participants discussed psychosocial palliative care in relation to the 

psychosocial needs of the carer and how these needs were addressed. Participants 

identified that carers have psychological needs due to the impact of their caregiving 

role, but these needs are not always addressed:

“I think maybe people need to be approached more who are carers, you know 

someone coming up to them and asking them how they are and how they are getting 

on. ” (BC7, p5).

155



The experiences of psychosocial care discussed by participants also indicated that 

there is a lack of consistency in the bereavement support that is available to carers of 

patients with NMRD. Participants had various perceptions of what bereavement 

support entails and this influenced their feelings on how effective the psychosocial 

care they received was after the patient died. Some of those who cared for a patient 

with COPD viewed communicating with family and friends, or the HCPs who cared 

for the patient, as being sufficient bereavement support:

“Aw well the respiratory nurse called in after and I have information on 

bereavement services. And I have very good support from my friends and family 

which helps me through. ” (BC5, p6).

INTERVIEWER: Would you have liked more support?

BB3: “The respiratory nurses rang me after he died and I must say when he passed 

away the sister of the ward and one of the nursing auxiliary’s went to his funeral. 

One of the doctors from the ward rang me and that was about it and oh yes the lady 

from the hospice rang me as well. And I knew if I was stuck all I had to do was pick 

up the phone and ring one of the respiratory nurses and our own GP was brilliant as 

well. And one of the GPs came and sat for an hour, an hour and a half one day and 

said if I needed anything all I had to do was ask. ” (BC3, p8)

Although these accounts demonstrated how some participants viewed informal 

bereavement support with positive connotations, it is important to note that the

156



majority of participants did not receive formal professional bereavement support. 

Participants who cared for a patient with bronchiectasis or ILD indicated that they 

did not receive any bereavement support:

“We didn’t receive any support at all when she died and Ifelt that even her 

grandchildren could have done with some information or someone to talk to. But 

they didn't receive anything. ” (BC10, p3).

“No I didn’t receive any bereavement support, just the respiratory nurse called 

once. ” (BC6, p5).

Findings conveyed a range of both positive and negative experiences in relation to 

psychosocial support. Although some participants offered the perception that optimal 

psychosocial support was provided, leading to alleviation of the patient’s physical 

symptoms, this was not experienced by all. Results highlighted that some participants 

experienced a lack of palliative service provision to manage the patient’s psychosocial 

symptoms, and a lack of recognition of the holistic impact of the disease on the patient. 

Carers also provided variations in the level of bereavement support they required however 

the majority did not receive formal bereavement support, especially those with ILD or 

bronchiectasis. Overall, results illuminated a lack of attention to this important aspect of 

palliative care.
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4.4.3 Theme 2C: I would have liked them to have been more involved

Carers often discussed how they viewed the amount of involvement they and the 

patient with NMRD had from the healthcare profession in the last year of life. 

Participants’ experiences highlighted that there were variations in the HCPs who 

were involved in delivering palliative care to this client group, and also when this 

care was initiated. The various accounts indicated whether or not specialist palliative 

care providers had been involved in the patients care. Specialist palliative care was 

viewed by participants as care being delivered by HCPs who identified themselves as 

being specifically trained in delivering palliative care. Amongst the 17 participants 

that were interviewed, 35% (n=6) stated that the patient they cared for had received 

specialist palliative care input. The remaining 65% (n=l 1) stated that, to the best of 

their knowledge, the patient had not received input from a specialist palliative care 

provider in the last year of life. Out of the 6 who perceived that the patient had 

received specialist palliative care, only two had a diagnosis of ILD and none had a 

diagnosis of bronchiectasis.

Amongst the participants who reported the patient as having received specialist 

palliative care, the majority stated that specialist palliative care was introduced only 

in the late stages of the illness when the patient was nearing the end of their life. This 

was apparent in the patients with a diagnosis of ILD, and the majority with COPD, 

who received specialist palliative care:

“[Specialist] Palliative care was only introduced the week he died so that didn’t 

even really get off the ground. ” (BC17, p4).
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Where patients only received specialist palliative when their death was imminent, 

participants expressed the view that the patient could have benefited from specialist 

palliative care being introduced earlier in the disease trajectory:

“We would have liked to have had more of the [specialist] palliative care side of 

things earlier on rather than just before he died. ” (BC15, p3).

Some participants held the view that specialist palliative care was only introduced 

when the patient’s condition deteriorated and they had to be admitted to an inpatient 

setting such as the hospice:

“The only talk about [specialist] palliative care was when she was in the hospice 

and they talked about her coming out to try and live at home. At that stage palliative 

care was involved in terms of bringing carers in and that but there was nothing up to 

that. ” (BC4, p2).

The absence of specialist palliative care providers was also recognised and discussed 

by some participants who stated that they would have preferred these services to be 

involved in patient’s care:

INTERVIEWER: Thinking about your experience caring for your mother, do you 
think there was any service or support that could have been provided that would have 
been beneficial for you or your mum?
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BC1: “We would have liked palliative care were you would have a qualified nurse 

coming in who knew exactly what was happening here. I feel we would have 

benefited greatly from that. But we didn ’t have that. ” (BC1, pi 3).

However, the provision of generalist palliative care services to patients with NMRD 

was also discussed by some participants. Accounts regarding the delivery of 

palliative care in the primary care setting indicated that participants living in rural 

and urban areas in the ROI viewed the services available in the community as 

limited:

“I think maybe if he had someone coming to him once a month or every three weeks 

like a respiratory nurse, I would have liked them to be more involved but they don't 

have sen’ices like that here. ” (BC3, p2).

The majority of participants within the ROI highlighted that patients with NMRD 

received adequate support for their palliative needs in hospital, but this care was not 

continued when the patient was discharged back into the community:

“Well she didn’t really have any care at home apart from when she took sick and 

went into hospital. Then she was seen by doctors and nurses but nothing at home. 

She would have seen the respiratory nurse but that was only up at the hospital. ” 

(BC10, pi).
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“Well we felt that he could have definitely done with more support at home to help 

him. But now when he went into hospital the support he got there was brilliant, the 

respiratory nurses and all were just brilliant. But when he was discharged home the 

care just stopped, it tapered off when he was discharged home from hospital. ” 

(BC15, p2).

In contrast to the views expressed by participants in the ROI it was portrayed in NI 

that patients with NMRD have sufficient input from generalist palliative care 

providers to deal with their palliative needs in the primary care setting:

“Like if it was anytime during the day I would have just rang up the respiratory 

nurse and there was always someone there to help me. ” (BC14, p4).

BC4: “As her illness progressed they were there for her. You know and obviously 

somebody was assessing to make sure that was happening. And then they brought in 

the machine for during the night and it was a very noisy machine, so they put that in 

that it was upstairs in the bedroom and also downstairs in the living room and so 

you could tell as the illness progressed all the services were being put in that she 

needed. ” (BC4, p4).

INTERVIEWER: So you felt as her illness got worse the services she received got 

better?

BC4:1 could see that, that there was a provision of stuff.
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Within Northern Ireland 40% (n=4) of the patients died at home and only 14% (n=l) 

died at home in the ROI. Of the 5 patients in the North and Republic of Ireland that 

died at home, 20% (n=l) lived in a rural area and 80% (n=4) lived in an urban area. 

The majority of participants perceived that the palliative care service provision 

experienced by the patient at home still did not facilitate the patients preferred place 

of death:

“He passed away in hospital and he always said he would like to go at home but I 

was always afraid that if he went at home that it would have been an absolute 

nightmare. He was just so unwell that he couldn't have had the support he needed to 

die at home. He didn't like going into hospital and we knew that but it was the only 

way to get on top of things. ” (BC2, p8)

“She did die in hospital, she did indeed and that’s part of my hurt, calling the 

ambulance and letting her die in there. She would have loved to have died at home.

I think that if we had have had more support at home she could have died at home. ” 

(BC1, plO)

Variations also presented from the experiences described by participants regarding 

the provision of care in the hospital setting. Some participants appeared content with 

the care that the patient received:
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“But everything was done for my husbands' best care, he really got excellent care in 

the hospital and he would have told people there was nothing to beat it. Every 

department that he was involved in were very good and very supportive to him. ’’ 

(BC13, p 2).

This view was also expressed by some participants when discussing the patient’s 

death and the care they experienced at this time. It was portrayed by some that 

receiving appropriate end of life care in the hospital setting resulted in the patient 

having a good death:

“Mummy had a very dignified death in hospital, very dignified and it was exactly the 

way she would have wanted it. And you know she was in no pain and that’s what we 

wanted, enough was enough for her, her body was tired and she had just given up 

the fight really. ” (BC12, p7).

However it was also indicated by some that the end of life care provided to the 

patient in the hospital setting was not always viewed as being conducive to the 

patient receiving adequate palliative care provision:

“When she was in hospital the night before she took unwell (died) I wasn ’t very 

impressed. She rang me from the hospital and told me she wasn ’t well and it took me
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thirty minutes to get to her. When I arrived she was hanging out of the bed and there

wasn’t a doctor or a nurse around her. ” (BC11, pi).

Some participants also expressed feelings of concern related to being unsure of how 

well HCPs were trained in looking after a patient with NMRD. The lack of clarity 

amongst HCPs regarding how to manage the physiological symptoms that the patient 

experienced indicated to participants that the patient may not have been receiving 

appropriate palliative care:

“I was very worried about him in the local rural hospital. He was in A and E but he 

was actually in the resuscitation part of A and E which is where you should get 

really good care but I wasn 7 happy with the care he was getting. He was on a Bipap 

ventilator which was a mask connected to the ventilator but there were times when it 

wasn 7properly switched on as the machine was humming but it wasn 7 doing 

anything and I would have to call the nurses to switch it on and they had to get 

someone from ICU to come and set it up because they didn 7 know how to use it. ” 

(BC16, p3).

The variety of views expressed by participants demonstrated a lack of consistency in 

the palliative care services available to this client group. Results indicated that carers 

perceived there was a lack of involvement of specialist palliative care services in the 

care of the patient with NMRD, and when involved this was often perceived as only 

being introduced for end of life care. Carers’ perceptions highlighted that referrals to

164



specialist palliative care occurred when there was an acute deterioration in the 

patient’s condition, however the majority felt the patient would have benefited from 

receiving these services at an earlier stage of their illness. Findings additionally 

highlighted differences in the provision of generalist palliative care services between 

the primary care setting in the North and Republic of Ireland. Carers in the ROI 

reported a decreased level of services within the primary care setting compared with 

accounts provided by participants in NI. However the level of service provision 

available to this client group did not appear to increase the number of patients who 

died in their preferred place of death.

4.5 Overarching Theme 3: Role ambiguity

Overarching theme 3 Role ambiguity displayed how participants’ experiences 

indicated that carers sometimes felt confused about the role they played in caring for 

a patient with NMRD. Interpretative theme 3A Carer felt excluded from elements of 

the patient’s care conveyed how some participant’s feelings of ambiguity stemmed 

from being excluded from some elements of care that the patient received. However, 

in contrast the ambiguity demonstrated by other participants was related to the level 

of responsibility that was placed upon them to deliver elements of the patients care. 

Interpretative theme 3B HCPs depend on the carer captured the experiences of 

participants that displayed the ambiguity they felt as a result of being depended upon 

by the HCPs to deliver care to the patient with NMRD.

165



4.5.1 Theme 3A: Carer felt excluded from elements of the patient’s care

Some participants expressed feelings of ambiguity related to their role as a caregiver 

that resulted from being excluded from certain elements of care that the patient was 

receiving. This was exemplified by some participants feeling confused as to why 

they were not allowed to be involved in some conversations that took place between 

the patient and the HCP:

“Any of the other doctors didn't mind when I stayed with my husband to explain to 

him what they were saying but she [the doctor] wouldn't let me stay. And it was 

always, 'you wait out in the corridor and I will speak to you in a few minutes. ” (BC3, 

p4).

Some participants were also confused as to why they were not contacted to discuss 

the patient’s care:

“I suppose I wondered why nobody ever contacted me to tell me more about what 

was going on with my mother and her care. ” (BC4, p7).

When some participants were caring for the patient at home in the last year of life 

they had full responsibility for delivering the patient’s care and therefore learnt how 

to manage their condition. However some participants felt that the knowledge they
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had acquired whilst caring for the patient at home was undermined when they 

received care in an inpatients setting:

“When I went to refill the machine [non-invasive ventilation machine] with water 

there was a nurse practitioner there and she went through me for touching the 

machine and I was very angry as I knew just as much about operating the bloody 

machine as she did. ’’ (BC2, p8)

Overall these findings suggested that due to not being included in all aspects of the 

patients care some participants often felt undervalued as a caregiver and confused 

about what their role as a caregiver involved. This role was particularly challenged 

when the patient’s provision of care was changed from the primary to the secondary 

care setting.

4.5.2 Theme 3B: Healthcare professionals depend on the carer

In contrast to what was presented in theme 3A some participants highlighted feeling 

that HCPs depended on them to provide certain elements of palliative care. For some 

participants their role in the patient’s life became solely about being a carer and they 

felt this was due to HCPs expecting them to carry out these duties of care:

“In the local rural hospital every time I went in I had that job to do and my partner 

used to ask me could we not just sit and chat. But he had to be shaved, he had to be
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washed, he had to be changed and it was something that had to be done. There were 

times when Ifelt that if I didn ’t go in and wash my partner no one would wash him 

and if I didn’t help him change his clothes no one would change his clothes, and 

that's being honest. So this started to cause problems between me and my partner 

because my visits were no longer a pleasure, my visits started to become functional. ” 

(BC16, p5).

This was also exemplified by some participants’ conclusions that they had no 

support from the healthcare profession and therefore had no choice but to take up the 

role of carer:

“You know it ended up being me and my sister that would have went up a lot to see 

him and help him out because we didn’t have any other support. A lot of the pressure 

was put on ourselves to look after him. ” (BC15, p3).

One participant also discussed how the dependency the GP had on them was 

exemplified in the GPs concern over the participant looking after their own health to 

enable them to fulfil their caregiving role:

“The doctor said to me, “ Well you make sure that if you have an ache or a pain you 

come and see me as we have to keep you well because your husband is a very sick 

man. ” (BC13, p7).
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It was also highlighted by some participants that certain HCPs depended on them to 

provide information on how to provide certain elements of care to the patient:

“I went to for a holiday on the Wednesday and I had no sooner arrived than I got a 

phone call saying 'this is the nursing home here something is wrong with the nippy 

machine can you come and fix it?' I then had to spend the next couple of hours 

sending texts to the nippy rep and she actually went to the nursing home to sort it 

out. ” (BC2, p3).

Results highlighted that often HCPs lacked intimate knowledge of the care needed 

by the patient with NMRD, and these accounts also suggested that sometimes the 

carer felt depended upon by HCPs to provide care to the patient. This resulted in 

participants feeling uncertain about the role they had in the patient’s life as they also 

could not separate the carer role from their personal relationship to the patient, as 

support was limited and allowed this to happen.

4.6 Conclusion of Interview Results

Overall the findings have demonstrated a range of experiences that patients with 

NMRD and their carers had in the last year of life. The data presented demonstrated 

how patients with NMRD and their carers were quite often unaware that the patient 

had a palliative condition and that they were going to die. At times this uncertainty 

stemmed from the unpredictable nature of NMRD which is demonstrated by the
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rapid deterioration of patients with ILD, and the fluctuation between illness and 

wellness of a patient with a diagnosis of COPD or bronchiectasis. For some however 

this uncertainty regarding the palliative nature of NMRD resulted from a lack of 

information provided by HCPs regarding the disease. The findings particularly 

indicated that a lack of information regarding the palliative nature of ILD was 

evident amongst all participants who cared for a patient diagnosed with this 

particular form of NMRD.

These findings also suggested that there is a lack of consistency in the bio

psychosocial palliative care that is delivered to patients with NMRD. This lack of 

consistency resulted from variations in the services that are made available to this 

client group. The data presented indicated a lack of bereavement support for carers, 

particularly for those who cared for a patient with ILD or bronchiectasis. It also 

indicated a lack of access to specialist palliative care services for this client group, 

with patients with ILD and bronchiectasis even less likely to receive these services. 

Findings also highlighted differences in the provision of primary care services 

between the North and ROI for patients with NMRD.

The experiences depicted by participants also captured the ambiguity they felt in 

relation to their role as the carer of a patient with NMRD. Being excluded from 

certain elements of the patients care led to participants feeling confused about their 

role and undervalued by the HCPs involved in the patients care. However some 

participants portrayed that often the carer can be depended upon by HCPs to partake
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in caring for the patient, and therefore they are viewed solely as the carer and lose

their personal relationship with the patient.

4.7 Results of the Focus Groups

Profile of Participants

Tables four to seven below provide details of the participants of the four focus 

groups. Focus group one was conducted in an urban setting in NI and involved four 

specialist palliative care providers and two generalist palliative care providers. This 

focus group comprised of two medical physicians, three registered nurses and one 

allied healthcare professional (AHP). Focus group two was conducted in a rural 

setting in NI and involved one specialist palliative care provider and four generalist 

palliative care providers, four of which were registered nurses and one medical 

physician. Focus group three took place in a rural setting in the ROl and involved 

one specialist and two generalist palliative care providers. This included two 

registered nurses and one AHP. Focus group four was conducted in an urban setting 

in the ROI and was made up of one specialist and three generalist palliative care 

providers. All four of the participants who took part in focus group four were 

registered nurses.
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Table 4: Composition of focus group 1

Participant
Number

Pseudonym Area Job Title

1 OT1 Urban, NI Specialist palliative 
care Occupational 

Therapist
2 RN1 Urban, NI Respiratory Nurse 

Specialist
3 PCN1 Urban, NI Palliative Care 

Nurse Specialist
4 PCC1 Urban, NI Specialist palliative 

care Consultant
5 PCN2 Urban, NI Specialist palliative 

care Nurse 
Consultant

6 RC1 Urban, NI Respiratory
Consultant

Table 5: Composition of focus group 2

Participant
Number

Pseudonym Area Job Title

7 RN2 Rural, NI Respiratory Nurse 
Specialist

8 RN3 Rural, NI Respiratory Ward 
Manager

9 RC2 Rural, NI Respiratory
Consultant

10 RN4 Rural, NI Respiratory Nurse 
Specialist

11 PCN3 Rural, NI Palliative Care 
Inpatient unit 
Deputy Ward 

Manager

Table 6: Composition of focus group 3

Participant
Number

Pseudonym Area Job Title

12 RN5 Rural, ROI Respiratory Clinical 
Nurse Specialist

13 PCN4 Rural, ROI Palliative Care 
Clinical Nurse 

Specialist
14 PH Rural, ROI Physiotherapist
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Table 7: Composition of focus group 4

Participant
Number

Pseudonym Area Job Title

15 RN6 Urban, ROI Respiratory 
Clinical Nurse 

Specialist
16 RN7 Urban, ROI Respiratory 

Clinical Nurse 
Specialist

17 RN8 Urban, ROI Respiratory Deputy 
Ward Manager

18 PCN5 Urban, ROI Palliative Care 
Clinical Nurse 

Specialist

4.8 Overarching theme 1: Barriers to providing appropriate palliative care

This theme highlighted participants’ perceptions of the barriers that HCPs faced 

when providing palliative care to patients with NMRD and their carers. Interpretative 

theme 1A Lack of prognostic certainty discussed how participants viewed the 

unpredictable nature of NMRD as creating barriers to providing appropriate 

palliative care to this client group. Participants felt that misconceptions about the 

role palliative care has in providing care to this client group also caused barriers.

This was conveyed in interpretative theme 1B Lack of understanding of the role of 

palliative care in relation to patients with NRMD. Captured within interpretative 

theme 1C Lack of interdisciplinary communication was participants’ views that 

ineffective communication between all the HCPs involved with this client group can 

hinder the effective delivery of palliative care to patients with NMRD. The final 

interpretative theme 1D Lack of services demonstrated the issues related to the 

availability of services that impinged on the effective delivery of palliative care to 

patients with NMRD.
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4.8.1 Interpretative theme 1A: Lack of prognostic certainty

Across NI and the ROI participants linked an inability to provide appropriate 

palliative care to patients with NMRD with difficulties in identifying the patient’s 

prognosis. This was particularly difficult for patients with COPD and bronchiectasis 

as participants expressed that this uncertainty was related to the patient having 

multiple episodes of becoming very unwell and then their condition improved:

“With lung cancer patients you can give a rough prognosis and know when to 

introduce palliative care. With patients with COPD there is no definitive timeline 

and they can be up and down so there is no obvious point where you know to 

definitely involve palliative care so that is the big issue really. ” (RN8, Respiratory 

Deputy Ward Manager, p8).

“Our COPD patients fluctuate so much as well you know at one time they are really 

bad and you don 7 think that they are going to get through that episode and then all 

of a sudden they rally. ” (RN3, Respiratory Nurse Specialist, pi 9).

Therefore some participants felt that the introduction of palliative care may have 

been too late for some patients and could have been introduced at an earlier point in 

the disease:

174



“/ think that the disease [NMRDJ can be palliative from a much earlier stage and I 

am not sure how good we are at that, I think someone could be palliative from their 

first referral to the clinic and they might take five years to die. Prediction is often 

difficult; it is a little bit easier with pulmonary fibrosis as the line of trajectory tends 

to be more acute. And very difficult in Bronchiectasis, it's only after several runs of 

treatment that you realise that this isn 7 working. I think we often kind of look back 

and think could I have spotted something six months ago? I always ask myself are we 

late into the game of palliation? ” (RC1, Respiratory Consultant, p4).

It was acknowledged by some participants in NI and the ROI that with a diagnosis of 

IPF, a form of ILD, it was easier to identify when the patient’s condition was 

deteriorating. However the majority of participants also recognised that there were 

still improvements to be made in relation to providing palliative care to these 

patients:

“Certainly in pulmonary fibrosis it is fairly clear as there is a clearly defined decline 

and there is a life expectancy attached to the diagnosis. So I think we are better at 

recognising they are palliative than we were certainly but there are some 

improvements still to be made. ” (RC2, Respiratory Consultant, pi4)

“We specialist palliative care get the pulmonary fibrosis patients very late and you 

know we wouldn 7 get them for long periods of time and they could do with palliative 

care input a lot sooner. ” (PCN4, Palliative Care Nurse Specialist, p8)
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Findings indicated that due to the uncertain disease trajectory of COPD and 

bronchiectasis, punctuated by episodes of illness and wellness, participants found it 

difficult to define the staging of the patient’s illness. Conversely, HCPs perceived 

the prognosis of patients with ILD as being easier to determine due to the acute 

decline in their condition. Overall however, participants reported that for all patients 

with NMRD, regardless of type, palliative care is often introduced too late in the 

disease trajectory to optimise the holistic care provided to the patient.

4.8.2 Interpretative theme IB: Lack of understanding of the role of palliative 

care in relation to patients with NMRD

HCPs understanding of palliative care and how it can contribute to the care delivered 

to patients with NMRD can influence the services this client group receive. 

Participants throughout NI and the ROI reported that an inadequate understanding 

amongst HCPs of the role of palliative care in NMRD created barriers to providing 

this client group with appropriate palliative care:

“Well there are people who won ’t refer to palliative care and you will find it has a 

lot to do with their own hang ups about what palliative care really is and their own 

lack of understanding. ” (PCN5, Palliative Care Nurse Specialist, p7).

The associations that HCPs align with palliative care can shape their perceptions of 

its purpose and role in the care of specific groups of patients with a life limiting
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illness. It was highlighted by some participants that HCPs sometimes only associated 

palliative care with malignant disease and did not recognise the important role it has 

to play in the care of patients with NMRD:

“You know awareness is improving but there still are professionals who are 

surprised and will say, “That patient is respiratory they haven 7 got cancer so why 

are you seeing them? ” So there is still a gap in the awareness even among 

professionals. ” (PCN4, Palliative Care Nurse Specialist, p5).

“Amongst the medical profession people still don 7 refer non-malignant patients to 

palliative care as they view it only for people with a cancer diagnosis, so I think that 

mind set needs to be changed as it hasn 7 completely happened yet. ” (RN5, 

Respiratory Nurse Specialist, p6).

The receipt of specialist palliative care services can also be dependent upon how 

HCPs perceive the patients need to have specialist palliative care involvement. Some 

participants in both NI and the ROI suggested that specialist palliative care providers 

viewed patients with a malignant diagnosis as having priority over those with 

NMRD when accessing specialist palliative care services:

“You know I have had fights and struggles with the specialist palliative care team 

because they see cancer as a priority and not respiratory and they don 7 understand
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that these people have palliative needs too and therefore they w'n’t prioritise 

them as much for the Marie Curie sit in serxhce. ” (RN2, Respin7 Nurse 

Specialist, p4).

Participants in NI held the view that specialist palliative care wrailable equally 

to patients with COPD, bronchiectasis and ILD. However the vi expressed by 

some participants in the ROI indicated an inequality of service fsion for patients 

with ILD or bronchiectasis:

“1 suppose from what I have seen it is mostly COPD patients thd seen by 

specialist palliative care and I haven 't had any bronchiectasis pits that have 

been seen or referred to specialist palliative care that I am awai ” (PH, 

Physiotherapist, p8)

“Bronchiectasis patients are left to self -manage at home and I id say that the 

COPD patients are getting a better palliative care service than ither cohorts 

[ILD and bronchiectasis]. ” (RN7, Respiratory Nurse Specialist.

The general publics’ lack of understanding and misconceptions it the role of 

palliative care also caused barriers for HCPs delivering palliativ e to patients 

with NMRD. It was recognised by the majority of participants wlelivered
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specialist palliative care throughout NI and the ROI that patients ofteassociated 

palliative care with cancer:

“ Well in regard to non-malignant respiratory patients there would si be that lack 

of awareness of what we do as the specialist palliative care team. Anthere would 

sometimes be a lot of anxiety especially when we say we are from paative care or 

introduce ourselves as Macmillan nurses because there would still bihat 

relationship with cancer. So the public at large would not have a lot insight into 

what we do. ” (PCN1, Palliative Care Nurse Specialist, p9).

It was also conveyed by participants that the delivery of palliative caito patients 

with NMRD could be difficult as patients associated palliative care wh the end of 

life, and were also unclear about the palliative nature of their illness, lerefore 

patients with NMRD can be reluctant to consider palliative care:

“A lot of people don’t know what palliative care is primarily or they st assume and 

associate it with the old idea that you are end of life care and you arenly involved 

in the last 2 to 3 days of life. So people are quite frightened when theiear about 

palliative care. ” (PCN5, Palliative Care Nurse Specialist, p5).

“I think from a couple ofpatients too there is a fear factor there and me of them 

will decline palliative care. 1 know we had a couple of patients decliri referral onto

179



palliative care because they see it as end of life and they felt they weren ’t at that 

stage. ” (PH, Physiotherapist, p2).

Results illuminated how a lack of understanding amongst patients, carers and HCPs 

in relation to the role of palliative care for patients with NMRD, created a barrier to 

optimal service provision. Participants reported that often HCPs still associated 

palliative care solely with malignant disease, and therefore prioritised patients with a 

cancer diagnosis over those with NMRD for the receipt of services such as specialist 

palliative care. However amongst the three forms of NMRD experiences also 

depicted inequities in service provision, as HCPs suggested that patients with COPD 

received better service provision than those with a diagnosis of ILD or 

bronchiectasis. The perceptions of the patients themselves, and their carers, also 

impinged on their willingness to receive palliative care and this was often impacted 

by their lack of awareness of the palliative nature of NMRD.

4.8.3 Interpretative theme 1C: Lack of interdisciplinary communication

Inconsistencies in the delivery of palliative care to patients with NMRD often 

resulted from a lack of communication amongst HCPs. It was reported by some 

participants within the ROI that a lack of awareness surrounding the information a 

patient had received regarding their illness, led to them being unable to provide the 

palliative care and support the patient required:
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“If you are at a busy outpatients and you have a few more patients sitting outside 

waiting to come then it kind of pressurises you to speed things up a bit. So you have 

a dedicated time and you may not be aware that you will need more time as you 

didn’t know someone was going to get a bad diagnosis. ” (RN5, Respiratory Nurse 

Specialist, plO).

This participant from the ROI also reported that they felt that when a patient was to 

be told that they had a malignant diagnosis then the need for an interdisciplinary 

approach was identified and communicated to other relevant HCPs, however this 

was not the case for patients with NMRD:

“You know I would do the respiratory outpatient clinic with the registrar and when a 

patient is going to be given a cancer diagnosis an oncology nurse specialist is 

always called to be there when the patient comes in to deal with the patient and their 

family and give them information and discuss the diagnosis. But yet there are quite a 

lot ofpatients who would have or are getting a diagnosis ofpulmonary fibrosis or 

severe COPD, which is devastating for them, and the respiratory nurses wouldn ’t 

necessarily be asked to see these patients unless we are doing something physical 

such as teaching them a technique to use inhaler etc. We are not asked to counsel 

them or give them the opportunity to discuss their illness so therefore we may not 

necessarily see that patient and they have gone in and gotten this diagnosis and have 

left the clinic that day with a diagnosis. Whereas people with a malignant diagnosis 

will be seen and given the opportunity to discuss their diagnosis. So there is an 

inequality there. ” (RN5, Respiratory Nurse Specialist, p6-7).
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A lack of timely interdisciplinary communication also created a barrier as some 

participants in NI and the ROI stated that at times HCPs did not refer patients for 

services they required until the late stages of NMRD:

“I often get requests for, a stair lift and I start thinking, “why didn’t I get this 

request months ago? ” Because there are various red tape measures that I have to go 

through that I cannot avoid and I cannot ask for things to be fast tracked from the 

delivery service and I can ’t put everything that people need in the back of my car 

that would enable them to maintain a good level of independent functioning. Even 

things that aid the management of their breathlessness and compliment what the 

respiratory nurse is doing, all that needs to be done well before they are on a syringe 

driver. ” (OT1, Specialist Palliative Care Occupational Therapist, p6).

A lack of interdisciplinary communication regarding the services that patients with 

NMRD and their carers could avail of also hindered the palliative care this client 

group received. Participants acknowledged they were unaware of all the services 

available to this client group:

“I suppose there are so many services out there that we don’t all know about like we 

went to carers training last week and there are all these services that are free and 

we didn’t know about them. ” (RN2, Respiratory Nurse Specialist, plO).
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Findings highlighted a lack of interdisciplinary communication amongst the HCPs 

involved in the care of patients with NMRD. Participants reported that this was 

evidenced through their own lack of awareness of the information that a patient had 

previously received regarding their prognosis. Results also indicated that HCPs 

perceived the interdisciplinary communication amongst clinicians caring for patients 

with a malignant diagnosis to be more effective. Insufficient communication 

amongst HCPs was also aligned to a lack of timely referrals of patients with NMRD 

for palliative service provision, and insufficient awareness of all services that may be 

availed of. To enable patients with NMRD and their carers to receive optimal 

palliative care, an interdisciplinary approach to care that involves a high level of 

communication is essential.

4.8,4 Interpretative theme ID: Lack of services

A lack of services can have a direct impact on the palliative care experienced by 

patients with NMRD and their carers. It was acknowledged by participants 

throughout NI and the ROI that if the level of available services did not match the 

level of need then the wishes of patients with NMRD could not be met:

“Resources can cause a barrier as they may want to facilitate the patients wish but 

the service doesn’t allow it and it could be something as simple as they couldn’t get 

transport home. ” (PCN4, Palliative Care Nurse Specialist, pi2).
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One participant reported how a limited access to interpreters impinged on the care 

delivered to the increasing number of patients with NMRD from multiple ethnic 

backgrounds:

“Languages, which recently has become a very big issue. The need to have 

interpreters and not having them then and there whenever you really need to have 

the conversation. You know having to book and you ’re waiting at least 24 hours to 

get an interpreter but if somebody wants to discuss their diagnosis of NMRD or their 

end of life care you have to wait because there is nobody there to explain it to them. 

Not that long ago we had a Lithuanian whose wife didn ’t understand one word of 

English so you continually had to wait for an interpreter, who was very good and 

they are very good but they have other people to see. And they need to have a 

rapport as well and that can be quite troublesome and I think we are getting more 

multinationals in. ” (PCN3, Palliative Care Inpatient Unit Deputy Ward Manager, 

P20).

Geographical location also had an impact on the level of services that were available 

to this client group. Some participants identified that the services available to 

patients with NMRD and their carers within the primary care setting in the ROI were 

limited compared to those available in NI:

“I think for me personally there is a gap between primary and secondary care, 

between the acute and the primary care and unlike NI we don't have rapid response
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teams in the community and we [specialist palliative care nurses] can ’t get to 

everyone in the community and 1 think that primary care is under developed in 

Southern Ireland. ” (PCN4, Palliative Care Clinical Nurse Specialist, p3).

“There aren 't enough resources in the community and certainly I think for the likes 

of outreach teams, palliative is actually one of their exclusion criteria’s. So they 

don’t take on NMRD patients who are palliative. The current community care staff 

like the public health nurses and community physiotherapists find that it's out of 

their experience so they need more support to provide for the needs of NMRD 

patients in the community. ” (RN7, Respiratory Nurse Specialist, p3).

One participant also highlighted that there were variations in the availability of 

specialist palliative care services throughout the ROI:

“Also the input from specialist palliative care varies across the South of Ireland 

even though the hospitals are around the same size and therefore there are lots of 

gaps in the sennce. ” (PCN4, Palliative Care Clinical Nurse Specialist, p7).

Within NI there were teams of respiratory nurses in the community who provided 

services to patients with NMRD. However within the primary care setting in the ROI 

participants identified the presence of a respiratory nurse as being limited to patients 

who were receiving services from a COPD outreach clinic:
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“There is no respiratory nurse in the community but we do have a respiratory nurse 

that is attached to the COPD outreach service in the community and they work 

alongside a physiotherapist. ” (RN5, Respiratory Nurse Specialist, p4).

It was also highlighted by participants in the ROI that the lack of services in the 

primary care setting for this client group prevented them from dying at home:

“The main barriers [to providing palliative care to NMRD patients] are resources in 

the community really and the fact that patients have to stay in a hospital 

environment when they could be in a much more appropriate and comfortable 

environment for the end of their days. ” (RN8, Respiratory Deputy Ward Manager, 

p7).

A component of service provision in the community that participants in both NI and 

the ROI identified as causing a barrier to the appropriate provision of palliative care 

was the lack of availability of out of hours services, for patients with NMRD. 

Participants reported that this lack of service provision resulted in an insufficient 

level of out of hours support in the community for these patients and this caused 

increased hospital readmissions:

“ With the push to keep patients in the community rather than being admitted, and 

you know patients have problems 24 hours a day and we provide a [palliative care]
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service that is usually Monday to Friday 9 to 5. But there is quite ilot of time that is 

uncovered and I think it is a challenge for specialists and generalits as to how we 

think about the patient in the middle of the night that runs into prolems as they 

normally just lift the phone and it’s either 999 or they go to the ouof hours GP. So I 

think it is a challenge in terms of staffing and logistics, but I think omething will 

have to be thought about around staffing. ” (PCC1, Specialist palliave care 

Consultant, pi5).

“We don 't have a 24 hour palliative care service in the communitymd I think the 

absence of a 24 hour, 7 day service ofpalliative care adds to readiissions. ’’ (PCN4, 

Palliative Care Nurse Specialist, p3).

“I think night time cover is limited and sometimes relatives can fei that they are on 

their own as soon as it turns dark. ” (RC2, Respiratory Consultant,>3).

Some participants throughout NI and the ROI also acknowledged tat there was a 

lack of services available in the community for carers of patients wh NMRD:

“Something that was highlighted when we were talking about the dvance care 

planning was about carer’s not having enough support. So when thy were at home 

and starting to panic people were ending up back in hospital whiclis not where they

187



wanted to be and it was because the carer’s felt that they didn't have enough support

and were just panicking. ” (RN4, Respiratory Nurse Specialist, p3).

Throughout NI and the ROI the availability of services in rural areas to patients with 

NMRD was highlighted as significantly differing from the services experienced by 

this client group in an urban setting. The majority of participants acknowledged that 

patients with NMRD were less likely to receive the appropriate level of generalist 

palliative care services that they required:

“In particular in the really rural areas they are particularly bad spots and we have 

major issues getting packages of care for anywhere around really rural areas. You 

just cringe when you hear someone's address is there and you just hope that they 

don 7 need a package because it is very, very difficult to get one. Even if they are end 

of life care it’s still extremely difficult because the services are just not available. ” 

(PCN3, Palliative Care Inpatient Unit Deputy Ward Manager, pi3).

“I suppose it stands to reason that in urban areas you are going to have access to 

more independently set up support groups. With regards pulmonary rehab, most of 

the pulmonary rehab is set up in the major centres and it’s not set up in rural areas 

to the same degree so there is a discriminatory factor there depending on where they 

live definitely. ” (RN7, Respiratory Nurse Specialist, plO).
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With regards specialist palliative care services some participants in NI and the ROI 

also reported that there were barriers to patients with NMRD receiving these services 

due to their lack of availability in rural locations:

“1 think as well with the specialist palliative care services there maybe aren ’t as 

many available to NMRD patients in the more rural areas as there are in urban 

areas. ” (PCN5, Palliative Care Nurse Specialist, plO).

“And as well if you have someone who is in one of the really rural hospitals who are 

palliative there would be a delay and certainly the [specialist] palliative input would 

happen but there would be a lot more of a delay than if someone was in one of the 

larger less rural hospitals. ” (RN3, Respiratory Ward Manager, pi3).

Participants recognised that in order to sufficiently meet the palliative care needs of 

patients with NMRD, and their carers, the level of services available to this client 

group must be sufficient. Findings however, demonstrated that the level of generalist 

and specialist palliative care services available to patients with NMRD, and their 

carers, was dictated by geographical location. Healthcare professionals held the 

perception that primary care services within the ROI were underdeveloped in 

comparison with NI, and that these lack of services prevented patients dying at 

home. Results also illuminated HCPs perceptions that the support of the RNS within 

the primary care setting in the ROI was limited to patients with COPD, and did not 

extend to patients with ILD or bronchiectasis. Lack of consistency in the provision of
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specialist palliative care in the ROI was also alluded to through participants’ 

depictions of variations in the availability of these services throughout the ROI. 

Throughout the North and Republic of Ireland however participants reported 

inequities in service provision in rural areas, inclusive of both specialist and 

generalist palliative care services. Findings also highlighted a lack of out of hours 

services throughout the island of Ireland that was perceived to have resulted in 

increased hospital admissions for this client group. The provision of services for the 

carer was also highlighted within the focus group data, as participants perceived that 

the provision of primary care services for the carer in NI and the ROI is not 

sufficient.

4.9 Overarching theme 2: The future direction of palliative care for patients 

with NMRD

This overarching theme highlighted participants’ views in relation to how the future 

palliative care needs of patients with NMRD should be met. These results are 

captured within three interpretative themes. Interpretative theme 2A who will 

provide palliative care conveyed the varied views participants held in relation to the 

future involvement of specialist and generalist palliative care providers in the care of 

patients with NMRD. Discussed within interpretative theme 2B Palliative care 

should be more proactive and less reactive was participants’ perceptions of how the 

palliative care provided in NMRD should be planned. Finally, interpretative theme 

2C you have to take the carers on board as well provided the views of participants in 

relation to the involvement of carers in the palliative care provided to this client 

group.
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4.9.1 Interpretative theme 2A: Who will provide palliative care?

Palliative care for patients with NMRD can be delivered by generalist palliative care 

providers who do not specialise in palliative care, alongside specialist palliative care 

providers who are specifically trained in the delivery of palliative care. Within the 

findings it was conveyed by the majority of participants throughout NI and the ROI 

that the presence of specialist palliative care providers in the care of patients with 

NMRD was increasing:

“The balance has changed because with our post [specialist palliative care OTJ 

about 7 years ago there would have been the expectation that it would 90:10 

malignant versus non-malignant disease but it has changed and I would say we are 

fast approaching a 75% case load for malignant and the rest are non-malignant just 

made up of neurology or respiratory. ” (OT1, Specialist Palliative Care Occupational 

Therapist, p3).

Some participants reported that the increased referrals were a result of specialist 

palliative care providers being more accepting of patients who have a non-malignant 

diagnosis:

“Now all hospices are open to take non-malignant referrals which are great and 

they are much more eager to fill that role than they were previously. ” (PCN5, 

Palliative Care Nurse Specialist, p4).
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“Well within the hospital setting there is no discrimination against non-malignant 

patients as oppose to those with a malignant disease. If someone has a diagnosis of a 

terminal illness then they are entitled to be involved with [specialist] palliative 

care. ” (PCN5, Palliative Care Nurse Specialist, pi).

Although it was recognised by participants that referrals to specialist palliative care 

were increasing, the participants presented varied views on who should be involved 

in the delivery of palliative care to this client group. Some participants perceived that 

the involvement of specialist palliative care providers was a necessity for patients 

with NMRD:

“I would rather if I had a condition like NMRD I would probably prefer to have a 

specialist palliative care consultant than a generalist respiratory physician that has 

had some experience in palliative care. ” (RC2, Respiratory Consultant, pi2).

It was reported by some participants that the increased involvement of specialist 

palliative care services had a direct impact on reducing the number of emergency 

admissions experienced by a patient with NMRD:

“And I know it is far and few between but the [NMRD] patients who have seen 

specialist palliative care maybe not coming in as much to accident and emergency as
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they are not panicking and so therefore specialist palliative care can make a big 

difference. ” (PH, Physiotherapist, p6).

“I think nursing homes sometimes send (NMRD) patients in (to hospital) without 

really getting someone to see why they need to be sent into hospital because they do 

tend to sit in accident and emergency for hours unnecessarily. You know I think if 

the hospice nurse did go in to have a look then a lot of the admissions could be 

avoided. ” (PCN3, Palliative Care Inpatient Unit Deputy Ward Manager, plO).

The introduction of specialist palliative care services was seen as beneficial in 

providing optimal support to patients with NMRD who were experiencing increased 

symptom burden. The majority of participants conveyed that specialist palliative care 

involvement was necessary when a patient with NMRD developed complex 

symptom needs:

"I know my limitations in terms of symptomatically what can the girls (specialist 

palliative care nurses) bring in that we perhaps wouldn’t even consider and 

therefore I think that specialist palliative care is required on that account. ” (RN7, 

Respiratory Nurse Specialist, p8).

“I would worry that if you left it to the generalists (generalist palliative care 

providers) something would be overlooked and that something a (NMRD) patient
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could be helped with would be allowed to be distressing for longer than it had to be 

because you were struggling with a strategy on how to deal with it. ” (RN7, 

Respiratory Nurse Specialist, p8).

“From a specialist point of view then those folks (patients with NMRD) who are 

more complex and running into problems, both the community and specialists 

(specialist palliative care providers) would provide input for that group ofpatients. ” 

(PCC1, Specialist palliative care Consultant, p2).

However specialist palliative care providers were still often viewed as being experts 

in caring for patients with cancer rather than those with a diagnosis of NMRD. Some 

participants felt that specialist palliative care services were still focused on cancer 

and therefore did not have the adequate training to provide palliative care to this 

specific client group:

“We [respiratory nurse specialist] find that it is only more recently that the hospice 

nurses have become more comfortable with our patients. We found at the start they 

were very much, “We don ’t know anything about respiratory. ” And they don ’t really 

have a lot of training from our point of view in our illnesses because they are so 

focused on cancer. ” (RN2, Respiratory Nurse Specialist, pi 1).
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The delivery of palliative care to patients with NMRD can be seen as the 

responsibility of all HCPs involved in the patients care. It was reported by the 

majority of participants that although generalist palliative care providers were not 

specifically trained in palliative care, it was part of their role in the care of this client 

group to actively provide palliative care:

“7 think that in some of these NMRD patients the fact that they have a chronic 

disease may not mean that they need specialist palliative care but certainly a 

palliative approach is needed and is all our responsibilities regardless of our 

qualifications. ” (PCN4, Palliative Care Nurse Specialist, p5).

“Although we [respiratory nurse specialist] would be seeing NMRD patients on an 

inpatient basis and are trying to provide therapies that will help with their 

physiological symptoms, we would also engage with them and give them a lot of 

emotional support and psychological support and that would be to the whole family 

unit and not just the patient. So I think we are responsible for contributing to the 

palliative end of things. ” (RN7, Respiratory Nurse Specialist, p2).

Within the community setting the healthcare support worker can sometimes be 

involved in attending to the palliative care needs of patients with NMRD. Some 

participants in NI and the ROI acknowledged the important role the healthcare 

support worker in the community had in providing palliative care to patients with 

NMRD:

195



“Well I feel healthcare support workers in the community play a very important role 

and not just for getting people up and washed and things like that but they are 

company as well for maybe people who are alone and don 7 have anyone. They are 

also a port of call as they are the first people in their in the mornings so they can 

recognise and tell me if something has went terribly wrong or if somebody has 

deteriorated. So I think they play quite an important role [in palliative care] because 

they are in there every day and they are probably going to be the first person to 

realise if somebody is needing help, they are going to see where the problems are. ” 

(RN4, Respiratory Nurse Specialist, pi5).

Participants conveyed that the provision of specialist palliative care had increased for 

patients with NMRD. Results indicated that this was perceived to be a result of 

specialist palliative care providers developing a greater recognition of the relevance 

of palliative care to this client group. However findings suggested that participants 

had mixed perspectives on the specific role of specialist palliative care services, and 

when they should be introduced for patients with NMRD. Results also demonstrated 

that the role of generalist palliative care providers was seen as crucial if patients with 

NMRD were to receive optimal palliative care. The healthcare assistant was also 

viewed as having a key role in the provision of palliative care in the primary care 

setting.
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4.9.3 Interpretative theme 2B: Palliative care should be more proactive and less 

reactive

Palliative care should be introduced at an early stage in NMRD and take into account 

the wishes of the patient and their family. Some participants expressed that end of 

life discussions should have been happening sooner with patients diagnosed with 

NMRD:

“There does seem to be a need to place a greater emphasis on being more proactive 

about talking about end of life at an earlier stage. ” (RC2, Respiratory Consultant, 

P20).

“I think a lot of the time as well with NMRD patients you know it is maybe not 

discussed early on with regards the acute management if they become really unwell 

and it is left to the last moment. I have had a couple of patients were it has been left 

and they are maybe at the stage of needing to be ventilated and it is very hard for 

patients to make those decisions at this time. Now okay decisions can change 

particularly in that situation but it maybe hasn’t been addressed previously to that 

by the consultant. ” (PH, Physiotherapist, pi 1).

The implementation of advance care planning can aid HCPs in taking into 

consideration the wishes of patients with NMRD and planning their care. 

Participants in NI expressed that advance care planning was being introduced and 

they felt it would benefit this client group:
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“1 suppose what we are trying to introduce in all the trusts is the use of advance care 

planning and looking ahead and thinking what somebody’s wishes would be and 

having that discussion at an earlier stage so that it is less threatening. ” (PCN2, 

Specialist palliative care Nurse Consultant, p21).

“A lot of us [respiratory nurse specialist] now have started training in advance care 

planning and I think that good advance care planning can help to avoid admission 

[for patients with NMRD] to accident and emergency. ” (RN2, Respiratory Nurse 

Specialist, p9).

However within the ROI, advance care planning is not yet part of government 

policy. Participants from the ROI identified the absence of advance care planning 

and associated this with not being able to meet the goals of care of patients with 

NMRD:

“We do try to support the patient and families wishes but that is not always possible 

and we don’t have any specific advance care planning documentation that we use. ” 

(PCN5, Palliative Care Nurse Specialist, pl2).

“There is no advance care planning and that would be more appropriate as at 

present the care delivered is more reactive and not planned. ” (PCN4, Palliative Care 

nurse Specialist, pi 1).
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The presence of a model to guide palliative care for patients with NMRD can help to 

ensure they receive appropriate palliative care when it is needed. It was 

acknowledged by participants in NI that the presence of a regional model for 

palliative care was used by HCPs caring for patients with NMRD to ensure they 

received optimal palliative care:

“Well there is the ELCOS (End of Life Care Operational System) Model for 

palliative care used for respiratory palliative care and that is regional and it moves 

from early to late phase and tells you what the patient should be getting at each 

stage. And I suppose with the model everything is there and you know what’s 

available and what you should be doing and us a team can look and see what we 

need to be doing. ” (RN2, Respiratory Nurse Specialist, pi4)

Within the ROI however participants highlighted that there was not a regional model 

for palliative care that could help to guide the delivery of palliative care to patients 

with NMRD:

“We don't have a model for either delivering palliative care or respiratory care and 

I suppose we should. ” (RN5, Respiratory Nurse Specialist, p8).

The formation of a palliative care register can also help to ensure that HCPs are 

aware of patients who are in the last year of life and what services they are receiving.
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Participants in NI acknowledged the advantages they had encountered as the result of 

having a palliative care register:

“I suppose we have the Palliative Register as well which is good because once you 

realise someone is palliative you put them on the register and it will also prompt you 

and ask you have you got Macmillan involved and it will sort of go down a list so it 

is almost like a tick list that keeps reminding you of things you need to be doing. ” 

(RN4, Respiratory Nurse Specialist, pi4).

As there is not a palliative care register available in the ROI, the presence of a 

palliative care register was not discussed by participants in the ROI. However in the 

ROI participants highlighted that they were often unaware of the services a patient 

with NMRD was receiving, which may indicate that they would have benefited from 

a register that identified the services the patient was receiving:

“/ think an improvement in the whole communication system within the hospital 

where there is maybe more integration between the acute and the community setting 

so that we would all have more access to information. Then we would know all about 

the patient and who the patient is under and who they are seeing. It would be good 

to see all the professional involvement and care that these patients have had. ” (PH, 

Physiotherapist, pi 1).
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Within the context of the palliative care that is delivered to patients with NMRD 

there was an emphasis on the need for this care to be planned and pre-empted, often 

with the involvement of advance care planning. This would make the delivery of 

palliative care to this client group more proactive and help to prevent it only being 

commenced as a result of an acute deterioration in the patient’s condition.

4.9.4 Interpretative theme 2C: You have to take the carers on board as well

When providing palliative care to patients with NMRD the needs of their carer 

should also be taken into consideration and addressed appropriately. The role of the 

carer was acknowledged by the majority of participants and some placed great 

emphasis on the importance of meeting the carer’s infonwation needs regarding the 

patient’s condition:

“Carers are slightly different, carers are different from patients. I think that quite 

often the carer has to have a clear picture of what is going on and that’s a different 

conversation. I think that if someone is suffering you don't want to crush their spirit 

but at the same token if you have a carer you would often say, you know, ‘It is very, 

very severe lung disease and they may not survive this illness. ’ And that is a 

conversation that I often have very frequently with people. The carers are very keen 

to know how severe their relative is and the relative will be told that they have severe 

lung disease and let them ask what they want to know after that. I very clearly say to 

them, ‘Is there anything else you would like to ask me or have you any further 

questions? ’ And there can be people who are devastated and don’t want to know and
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yet the relatives have to know a little bit more of the gritty reality of, ‘This is really 

tough stuff here and they are really unwell. ” (RC1, Respiratory Consultant, p21).

Participants believed that the wellbeing of the carer, when caring for a patient with 

NMRD at home, had an impact on the patient’s experience. Some participants in NI 

and the ROI acknowledged that in order for these patients to be successfully cared 

for at home the carer needed to be more adequately supported:

“I think you have to have the carers on board as well because a lot of home 

management systems fail not because of the patient but because of the carer. You 

know trying to get someone home because ‘Transforming Your Care ’ says that more 

people should have the chance to die at home but often it is the carer that you see 

totally wide eyed with fear when their loved one says that they want to go home and 

they sort of think ‘how do I manage this? ’ So I think the support to the carer is 

hugely important, although you focus on the patient you have to give just as much 

support to the carer. ” (RC2, Respiratory Consultant, p22).

‘Tf they [NMRD patient] have a carer they should be involved to empower them and 

give them something to help with when the patient goes home. And also maybe if we 

think of an ideal world there should be some form of respite for carers at home and 

we alluded earlier to the Marie Curie service or hospice at home or whoever. That 

should be more readily available to carers of NMRD patients to help with the impact 

that this has on carers as well and how they can become so restricted and maybe not
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wanting to leave the patient or afraid of whatever so everything becomes so insular. 

So they need support as well and I think we could do better in that area. ” (PCN2, 

Palliative Care Nurse Consultant, pi4).

When caring for a patient with NMRD the carer has to be aware of the palliative care 

requirements the patient has as a result of their condition, and how to deal with their 

specific needs. Some participants acknowledged that there needed to be 

improvements made in relation to addressing the education needs of the carer to help 

them in their caregiving role:

“I think there is something as well that we keep talking about the NMRD patients 

and you [The moderator] mentioned the carers in this as well and I think maybe that 

is something we don 't do so well from a hospital perspective. We should be involving 

carers in the planning and in education you know with whatever interventions we 

will be like teaching the patients about their breathlessness. ” (PCN2, Palliative Care 

Nurse Consultant, pi 5).

Some participants in the ROI reported that these education needs were addressed by 

the HCPs involved in the patients care:

“We run education sessions through the pulmonary rehab clinic that are open to 

family and carers as well as the patients so that not only is the patient getting
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information about their disease but also their carers. And the carers play a huge role 

in supporting that patient at home. ” (RN5, Respiratory Clinical Nurse Specialist, 

p9).

The provision of palliative care should not cease when the patient dies as it should 

take into consideration the bereavement needs of the carer after the patient’s death, 

as would be the philosophical basis of the discipline. The majority of participants did 

not discuss the bereavement needs of the carer however the need for bereavement 

support to be provided to carers was acknowledged by one participant from the ROI:

“I think though as well that there is a lack of after care for the families after the 

patient with NMRD dies and this should be considered. ” (PCN5, Specialist palliative 

care Nurse, pi 1).

In order to provide optimal and effective palliative care to patients with NMRD the 

needs of the carer needed to be taken into consideration and addressed appropriately. 

Healthcare professionals acknowledged the carer as having a pivotal role in the 

provision of palliative care to the patient with NMRD, especially within the primary 

care setting. However, results illuminated the importance of addressing the 

information needs of the carer in relation to their caring role, and also the need for 

optimal bereavement support.
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4.10 Conclusion of Focus Group Results

Overall these findings indicated how HCPs perceived the palliative care experienced 

by patients with NMRD and their carers. The data presented several barriers that 

hindered the effective delivery of generalist and specialist palliative care services to 

patients with NMRD. Some of these barriers related to the nature of the illness itself 

and the difficulties this entailed when trying to determine a definitive prognosis. 

Some participants likened the disease trajectory associated with ILD to that of lung 

cancer and felt that it was easier to give a definitive prognosis to these patients than a 

patient with COPD or bronchiectasis. However findings also indicated that there was 

still progress to be made when providing palliative care to all patients with NMRD.

The effective delivery of palliative care to patients with NMRD in the North and 

ROl was also influenced by perceptions of the meaning of palliative care and a lack 

of understanding of the role it has to play in NMRD. Findings also indicated that 

although participants in NI expressed that specialist palliative care was provided 

equally to all patients with NMRD regardless of diagnosis, participants in the ROI 

indicated that the role of specialist palliative care was not always recognised in 

relation to patients who have a diagnosis of ILD or bronchiectasis.

The various HCPs involved in the delivery of palliative care to patients with NMRD 

also faced problems due to inadequate communication between members of the 

interdisciplinary team involved in the patients care, an issue particularly apparent in 

the ROI. The final barriers presented within the findings related to issues that 

affected the availability of palliative care services. Participants identified that a lack
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of services in the primary care setting in the ROI and rural areas in the North and 

Republic of Ireland, had a negative impact on palliative service delivery to patients 

with NMRD.

The data also indicated how HCPs viewed the future direction of palliative care for 

patients with NMRD. Participants presented varied views on the specific roles that 

specialist and generalist palliative care providers should have in providing palliative 

care to this client group. It was identified throughout NI and the ROI that referrals of 

patients with NMRD to specialist palliative care services was increasing and 

although palliative care is the responsibility of all HCPs the majority of participants 

identified that specialist palliative care input was required when patients have 

complex needs.

The findings also conveyed the view that palliative care in NMRD should be better 

planned and offered thoughts on how this could be achieved. The findings 

particularly highlighted how a model for palliative care and advance care planning 

for this client group would be welcomed in the ROI, as it has been in the North of 

Ireland. The data presented also indicated that the implementation of a palliative care 

register in the ROI may help to improve interdisciplinary communication and the 

planning of palliative care for this client group. The findings also demonstrated that 

the importance of the role of the carer was considered by HCPs and steps were being 

taken to better identify and meet their needs. Especially within the ROI were 

education for carers of patients with NMRD has been initiated. Overall, results
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illuminated that amongst HCPs there appears to be a perception of disparity in 

palliative service delivery in the North and Republic of Ireland.
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CHAPTER 5 
DISCUSSION
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5.0 Introduction

2The aim of this research was to explore what the palliative care service provision for 

people with non- malignant respiratory disease and their bereaved carers is in the 

North and Republic of Ireland. The specific research objectives were to:

1. Explore bereaved carers perceptions of the palliative health service provision 

experienced by people with non-malignant respiratory disease and their 

carers in the North and Republic of Ireland.

2. Explore bereaved carers perceptions of the impact of geographical location 

on the palliative health service provision experienced by people with non- 

malignant respiratory disease and their carers in the North and Republic of 

Ireland.

3. Explore HCP’s experiences of the palliative health service provision 

available to people with non- malignant respiratory disease and their families 

and make recommendations for future practice.

In this chapter the research findings related to these objectives will be discussed in 

relation to the existing body of literature, to highlight what new knowledge has 

emerged from this research and where there is a need for further research. The 

limitations of the study will also be discussed before outlining the implications of

2As discussed in Section 1.1, the palliative care provided by healthcare professionals that specialise in 
this area is referred to as specialist palliative care. Palliative care delivered by healthcare professionals 
who are not classified as specialist palliative care providers will be referred to as generalist palliative 
care.
3 The informal carers who participated in the semi-structured interviews are referred to as carers.
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this research for; education, theory, policy and practice and conclusions that have

been drawn.

5.1 The palliative care service provision for people with non-malignant 

respiratory disease and their carers

Carers’ experiences of palliative care4 were influenced by feelings of uncertainty 

towards the NMRD trajectory caused by the unpredictability of the disease5. In 

relation to COPD and bronchiectasis, the patient’s condition fluctuated from illness 

to wellness resulting in patients and carers feeling confused about how the disease 

was progressing. Findings concurred with those of Pinnock et al. (p5. 2011), who 

indicated that patients with COPD conveyed a ‘chaos narrative’ of their disease due 

to an inability to distinguish when their COPD had started and how it would end, as 

a result of the uncertain nature of the illness. Hynes et al. (2012) reported how the 

uncertain disease trajectory associated with COPD was also a cause of concern 

amongst carers. The present study however highlighted a lack of death preparedness 

(Pincombe et al. 2000) amongst not only patients with COPD and their carers, but 

also those with bronchiectasis and their carers. Death preparedness can be defined as 

the readiness for death (Hebert et al. 2006) experienced by the patient and their 

carer. This lack of preparedness for dying was a result of carer and patient 

expectations that the patient's condition would always improve after an acute 

exacerbation, creating a lack of awareness amongst patients and carers that the

4 As stated in section 1.1, the WHO (2002) defined Palliative Care as;
“An approach that improves the quality of life ofpatients and their families facing the problem 
associated with life-threatening illness, through the prevention and relief of suffering by means of 
early identification and impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. ”

5 Phrases in italics make reference to the themes discussed in chapter 4.
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patient would eventually die from their disease. A contributing factor to being 

prepared for death is also an awareness of dying (Me Leod-Sordjan 2014), however 

the present study highlighted how, alongside COPD, patients with bronchiectasis and 

their carers were unaware of the life limiting nature of the disease and that the 

patient would die from the disease.

The present study provided a novel perspective of the prognostication difficulties 

linked to NMRD, as alongside COPD and bronchiectasis it also explored ILD. The 

accounts provided by carers highlighted how the unpredictable nature of ILD caused 

feelings of confusion regarding disease prognostication. Unlike COPD and 

bronchiectasis however, which were punctuated by periods of illness and wellness, 

ILD displayed a trajectory where carers perceived the patient’s condition as being 

stable and then rapidly deteriorating after experiencing no exacerbations of their 

condition. This particular finding conflicts with previous research by Bajwah et al. 

(2012) which suggested that the deterioration in patients with ILD condition helped 

patients and carers to understand that the condition was palliative. Conversely, 

within the present study, carers reported that they and the patient with ILD were 

unprepared for this rapid deterioration and it did not provide any further clarity into 

the palliative nature of the disease. Similarly to COPD and bronchiectasis, accounts 

related to ILD highlighted the lack of death awareness (Me Leod-Sordjan 2014) and 

preparedness for dying (Pincombe et al. 2000) amongst this cohort of patients.

Findings highlighted that many carers felt they were never told their relative was 

nearing the end of life. The accounts of carers demonstrated how a lack of awareness
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regarding the patient’s prognosis was also caused by a lack of information from 

HCPs regarding the palliative nature of the disease. Throughout the North and 

Republic of Ireland, national guidelines for palliative care (DOHC 2001; DHSSPSNI 

2010) and NMRD (Irish Thoracic Society e? a/. 2008; NICE 2010; NICE 2012) 

stated that patients must receive timely information about their prognosis. Patients 

with COPD however, often get to the stage in their illness where they require regular 

oxygen therapy and are still unaware they have a palliative illness due to a lack of 

information about the life limiting nature of their disease (Gott et al. 2009; Lowey et 

al. 2013). Findings from the present study however highlighted that patients with 

ILD and bronchiectasis, and their carers, also experienced an unawareness of the 

palliative nature of the disease due to a lack of information regarding the nature of 

their illness.

The various experiences depicted by participants also indicated that there was a lack 

of consistency in the provision of palliative care to patients with NMRD and their 

carers. The experiences voiced by carers indicated variations in the delivery of 

physical care6 when providing palliative care to these patients. An element of 

physical care that was highlighted by some carers was the role of the healthcare 

assistant7 in providing physical palliative care. Healthcare reports regarding primary 

care published in NI (DHSSPSNI 2011) and the ROI (IHF et al. 2011), recognised 

that the healthcare assistant was a generalist palliative care provider in the 

community setting. Within the present study healthcare assistants providing what

6 As discussed in section 4.3.1 physical care was viewed by carers as the physical palliative care 
provided to patients with NMRD.
7 Carers viewed the healthcare assistant as an unregistered nursing assistant within the community 
who managed the patients’ personal care needs.
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carers perceived as good personal care, was associated with alleviating a patient’s 

bio-psychosocial symptoms, such as breathlessness and anxiety. Qualitative research 

involving bereaved carers and other stakeholders such as nursing staff, explored the 

role of trained health care assistants providing palliative care in the primary care 

setting (Ingleton et al. 2011). This study highlighted that health care assistants had 

an important role in the provision of palliative care in the community, as they 

improved the quality of life and comfort experienced by patients. Ingleton et al.'s 

research however does not specifically refer to patients with NMRD. The present 

study highlighted the positive impact healthcare assistants in the community had on 

the comfort and symptoms experienced by some patients with NMRD.

Although the majority of carers viewed the healthcare assistant as having a positive 

impact on the patient’s palliative care, some carers provided a conflicting view. 

Findings highlighted that some carers had been concerned about the palliative care 

provided by healthcare assistants to patients due to their lack of awareness of the 

holistic needs of the patient. Personal care can have an impact on a patient’s bio

psychosocial symptoms (Jensen et al. 2013), such as breathlessness and anxiety, due 

to the physical nature of the care being delivered. One of the key recommendations 

of the Mid Staffordshire NHS Foundation Trust Public Inquiry (Francis 2013) in the 

United Kingdom was a standardised approach to the education and training of 

healthcare assistants. Ingleton et al.'s (2011) research also highlighted that 

appropriate training was essential for healthcare assistants providing care to patients 

with palliative care needs. The present study highlighted that healthcare assistants 

who delivered palliative care to patients with ILD, COPD and bronchiectasis needed 

to be appropriately trained. However the conflicting accounts provided by carers in
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the present study indicated that there may not be a standardised approach (Francis 

2013), or effective implementation, to the training of healthcare assistants providing 

palliative care to this patient cohort.

A further element of physical care depicted within the findings was related to the 

provision of appropriate equipment to manage patients’ physical symptoms. 

Findings highlighted that patients often had difficulty accessing equipment and had 

to purchase equipment themselves due to having to wait too long for statutory 

services to provide the appliance. This has been previously highlighted in research 

involving patients with COPD (Hasson et al. 2008), however the present study 

additionally reported that patients with ILD and bronchiectasis also experienced 

difficulties accessing equipment. Findings further identified that patients with 

NMRD often received the equipment they required late within their illness due to 

delayed referrals, which hindered their palliative care needs being fully addressed. 

This highlighted the need for early and continued assessment of the physical 

palliative care needs of patients with NMRD, to ensure timely referral for necessary 

equipment.

Inconsistency in palliative care delivery was also demonstrated through variations in 

the delivery of psychosocial care to patients with NMRD and their carers, both 

within and beyond jurisdictions. Findings highlighted that some patients and carers 

psychosocial symptoms, such as depression, were not considered. This concurs with 

previous research which reported that psychosocial symptoms such as anxiety, 

depression and insomnia were often not appropriately recognised or managed by
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HCPs caring for patients with NMRD (Hasson et al. 2008; Bajwah et al. 2012; 

Bajwah et al. 2013; Strang et al. 2013). Psychosocial symptoms can often be more 

challenging than physical symptoms for HCPs to manage in palliative care (Lloyd- 

Williams 2008), and this may have contributed to patients and carers experiencing a 

lack of psychosocial support. However carers also highlighted the emphasis that 

some HCPs placed on a biomedical model of care (Janowski 2009), as they focused 

on the physical manifestations of NMRD and did not consider the psychosocial 

impact of the disease on the patient.

Conversely findings also highlighted that some patients with NMRD and their carers 

received psychosocial support. Where psychosocial support was received this was 

exemplified through HCPs taking the time to talk to patients and offer them 

reassurance. Palliative care interventions involving home visits by respiratory nurses 

to discuss the holistic needs of patients with COPD have allowed patients to openly 

discuss their concerns and discuss coping strategies (Kendall et al. 2014). Carers 

within the present study additionally highlighted that psychosocial interventions, 

such as that described by Kendall et al, would have helped to address the 

psychosocial symptoms experienced by patients with ILD and bronchiectasis. The 

present study demonstrated that a psychosocial intervention, such as visits and 

discussions with a respiratory nurse (Kendall et al. 2014), should be available for all 

patients with NMRD and their carers.

Variances in psychosocial palliative care were also highlighted through carers’ 

experiences of bereavement care. Whilst some carers felt supported after the
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patient’s death, others indicated receiving no bereavement support. Hasson et al. 

(2009) stated that bereaved carers of people with COPD in Northern Ireland 

indicated that their access to services post bereavement was limited. This concurred 

with the present study. However findings further indicated that as well as COPD, 

carers of patients with ILD and bronchiectasis also experienced a lack of formal 

bereavement support. Hasson et al. (2009) highlighted that some bereaved carers of 

patients with COPD did not wish to seek formal bereavement support. This was also 

indicated by some carers within the present study who had cared for a patient with 

ILD or bronchiectasis, alongside COPD. Findings further highlighted that some 

carers often appreciated a phone call after the patient’s death from a HCP that had 

been involved in their care. Results confirmed that carers of patients with NMRD 

should be offered follow up bereavement telephone calls with the provision of 

infonnation regarding formal bereavement services that they can chose to avail of. 

This would help address their post death palliative care needs, and afford them with 

the choice of whether or not to take up bereavement services.

The palliative care experienced by patients with NMRD and their carers was also 

evidenced as being inconsistent in relation to the involvement of specialist palliative 

care services. Findings highlighted that the majority of patients and their carers did 

not have specialist palliative care services involved in their care, even though they 

would have liked them to have been involved. Research has highlighted this 

previously amongst patients with ILD (Bajwah et al. 2012; Bajwah et al. 2013; 

Lindell et al. 2014) and COPD (Beemaert et al. 2013). The present study however 

additionally discovered that patients with bronchiectasis also experienced a lack of 

involvement from specialist palliative care providers. The integration of early

216



specialist palliative care can help alleviate the symptoms experienced by patients 

with COPD and ILD (Higginson et al. 2014). The present study highlighted how 

patients with NMRD and their carers wanted access to these services however 

service availability was often uncoordinated and varied.

Within the present study carers of patients with COPD, ILD and bronchiectasis 

referred to feelings of role ambiguity caused when the carer felt excluded from 

elements of the patients care, but then at times healthcare professionals depended on 

the carer. Previous research in the UK highlighted that carers of patients with 

COPD felt unprepared for their role and often felt isolated, due to a lack of bio

psychosocial support from HCPs (Hasson et al. 2008; Gysels and Higginson 2009). 

The present study however additionally ascertained that carers of patients with ILD 

and bronchiectasis, alongside COPD, also felt isolated when not included in the 

delivery of some elements of the patients care, especially in the secondary care 

setting. More effective carer assessments are required that would enable HCPs to 

identify the needs and concerns of informal carers of patients with NMRD (Vincent 

and Scullion 2014).

A lack of one coherent view amongst participants regarding the provision of 

palliative care for patients with NMRD, and their carers, may indicate the challenge 

of interpreting the needs of patients with NMRD. The unpredictable nature of 

NMRD caused uncertainty amongst patients and carers alike. However the clinical 

manifestations of COPD and bronchiectasis differed to that of ILD. Participants 

experienced a lack of awareness of the life limiting nature of NMRD and
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subsequently were unprepared for the patient’s death. Various perceptions regarding 

the provision of bio-psychosocial care were provided and findings also indicated 

participants’ wishes regarding the involvement of HCPs in the patients care. Carers 

also identified their own needs and portrayed contrasting views that indicated 

ambiguity in relation to their role as a carer.

5.2 The impact of geographical location on the palliative care service provision 

for people with non-malignant respiratory disease and their carers

The provision of palliative care to patients with NMRD and their carers was affected 

by a Lack of sennces. Inequalities in the provision of palliative care can be 

influenced by a patient’s geographic location (DHSSPSNI 2011; Joint Oireachtas 

Committee on Health and Children 2014) and this was evidenced in the present 

study. Research has identified that palliative care services were limited for patients 

with a life limiting disease living in rural areas (Robinson et al. 2009; Craig and 

Duff 2009; Goodridge et al. 2010). Regional reviews in the North and Republic of 

Ireland have also identified inequalities in healthcare services available to people in 

rural areas (DHSSPSNI 2011), and less access for patients with non-malignant 

disease to specialist palliative home care in rural areas (IHF 2013). Present findings 

inferred that patients with NMRD experienced a lack of specialist and generalist 

palliative care services due to a limited availability of these services in rural areas. 

Regional reviews have also highlighted that patients living in rural areas in NI and 

the ROI, were more likely to die in hospital (Craig and duff 2009; IHF 2013). The 

present study concurred with these reviews (Craig and Duff 2009; IHF 2013) as it 

was evidenced that the majority of patients with NMRD in rural areas (n=9) died in 

hospital (n=8), despite their preferred place of death being at home.
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Within rural areas the population may be thinly distributed over large areas with few 

specialist services available locally within each area (Deaville 2001). For patients 

with NMRD and their carers in rural areas, this indicates a need for improved access 

to generalist and specialist palliative care, and specialist respiratory care, to facilitate 

their preferred place of care and ensure optimal palliative care provision. The 

configuration of these services needs to optimise local accessibility within areas of 

increased rurality, however this may not be easily surmountable in resource limited 

areas. The education needs of non-specialist providers must also be identified and 

addressed, to ensure that HCPs in resource limited areas have the knowledge and 

skills to deliver holistic care to patients with COPD, bronchiectasis and ILD.

The influence of geographical location on patients with NMRD and their carers was 

not just isolated however to whether or not they lived in a rural or urban area. 

Findings highlighted disparities between the availability of generalist and specialist 

palliative care services in the primary care setting across Europe. Lopez-Campos et 

al. (2014) highlighted that there is a wide variation in the size, resources and 

organisation of COPD care in the secondary care setting across Europe. The present 

study however found that patients with NMRD in the ROI had limited access to 

palliative care services in the primary care setting, compared to those in Northern 

Ireland. Findings additionally illuminated that patients with ILD and bronchiectasis 

experienced the same inequalities in health service provision as those with COPD. 

An explanation for these inequalities may be differences in the availability of 

resources in the primary care setting between the two health jurisdictions. One of 

the most salient structural differences between services in the North and Republic of

219



Ireland, which may be leading to current outcomes, is the limited availability of 

specialist respiratory care services in the primary care setting in the Republic of 

Ireland.

A report published by Me Carron et al. (2010) indicated that the sudden deterioration 

of the Irish economy in 2007 led to budgetary cuts that impacted on investment in 

palliative care services and also led to reductions in these services. Within the ROI 

patients experienced a reduction in the services they received in hospital when they 

were discharged back into the primary care setting. Patients with COPD can have 

several readmissions to hospital caused by a lack of follow up care in the community 

post discharge (Jeffs et al. 2014). The present study further highlighted that the lack 

of sen'ices in the primary care setting in the ROI for patients with ILD, 

bronchiectasis and COPD, influenced their place of death. Carers reported that the 

majority of patients with NMRD in the ROI (n=7) died in hospital (n=6), rather than 

their preferred place of death. This demonstrated how patients’ geographical location 

and the palliative care services available within this location, directly impacted on 

whether or not they died in their preferred place of care.

The views of participants highlighted the influence a patient’s address had on the 

palliative service provision they received. Geographical location impacted on the 

availability and coordination of services experienced by patients with NMRD and 

their carers. The rurality of a patient’s location impinged on their receipt of services 

compared with those in an urban area. However the availability of services were also 

influenced by the patient’s health jurisdiction, especially services in the primary care
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setting. Therefore due to inequities in service provision, geographical location can 

also dictate if a patient dies in their preferred place of care.

5.3 Healthcare professionals’ experiences of the palliative care service provision 

available to people with non- malignant respiratory disease and their carers and 

the future direction of palliative care.

Focus group findings indicated that, alongside the carers (section 5.1), HCPs found a 

lack of prognostic certainty in relation to NMRD that resulted in difficulties 

detennining disease progression. Prognostic uncertainty impacted on HCPs’ abilities 

to provide patients with infonnation regarding their disease, and this was also 

evident in the experiences of carers (section 5.1). This aligned with research that 

reported how uncertainty related to prognosis caused HCPs to experience difficulties 

in effectively managing patients with advanced COPD (Pinnock et al. 2011), and 

recognising when their condition was declining (Spence et al. 2009). The present 

study however further highlighted that this is not isolated to COPD as HCPs also 

associated prognostication difficulties with bronchiectasis. HCPs should provide the 

patient and carer with a range of possible outcomes or determine a reasonable 

prognosis (Mack and Smith 2012) regardless of the difficulties related to the 

uncertain disease trajectory.

Prognostication issues experienced by HCPs also impacted on the referral of patients 

with COPD and bronchiectasis to specialist palliative care services. Crawford et al. 

(2013a) discovered that often referrals to specialist palliative care services are linked 

to how long a patient with COPD has left to live, rather than their holistic symptom
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needs. This implies that HCPs may be reluctant to refer patients for specialist 

palliative care input if they are unsure how their disease is progressing. Healthcare 

professionals must make referrals to specialist palliative care based on a needs 

assessment of the patient’s bio-psychosocial symptoms. This should not just be 

based on when the patient will die, to ensure optimal management of their holistic 

needs. By predicting needs instead of prognosis, patients with NMRD could be 

delivered more proactive palliative care (Gold Standards Framework 2011; HSE and 

IHF 2008).

Conversely findings highlighted that, unlike carers (section 5.1), HCPs found it 

easier to identify the prognosis of a patient with ILD. Healthcare professionals 

likened the disease trajectory associated with ILD to that of lung cancer and stated 

that the disease had clear prognostic indicators. However within the present study, 

and previous research in the UK (Bajwah et al. 2012), it was evidenced that HCPs 

did not provide patients with ILD and their carers with appropriate prognostic 

information. This would appear to demonstrate the concept of closed awareness 

(Glaser and Strauss 1965), wherein the HCPs were aware of the prognosis of patients 

with ILD; however the patients and their carers were not informed. Mack and Smith 

(2012) stated that there are many factors which prevent HCPs engaging in prognostic 

discussions, such as not wanting to reduce the patient’s hope, and the HCPs 

themselves finding these discussions too upsetting. Within the present study 

however, HCPs did not indicate the specific barriers to prognostication discussions 

with patients with ILD and their carers. These discussions are needed in order to help 

prepare patients and their carers, physically and emotionally for the patient’s death 

(Yoshida et al. 2012) and to facilitate the receipt of optimal palliative care.
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Focus group findings also highlighted a lack of understanding of the role of 

palliative care in relation to patients with NMRD amongst HCPs. Findings 

highlighted that some HCPs held the misconception that palliative was only 

applicable to patients with a malignant disease. Regardless of diagnosis, patients 

who have a life-limiting condition should have access to palliative care with 

appropriate management of their bio-psychosocial and spiritual symptoms (HSE and 

IHF 2008), as palliative care is an integral part of their disease management (O’Neill 

and Fallon 1997). Research comparing access to specialist palliative care services 

between patients with NMRD and lung cancer, internationally and within the UK, 

indicated that patients with COPD and 1LD have less access to specialist palliative 

care services than patients with lung cancer (Goodridge et al. 2008; Partridge et al. 

2009; Epiphaniou et al. 2014). Goodridge et al. and Partridge et al. indicated that 

this may be a result of HCPs associating palliative care with malignant disease. 

Present findings added a novel perspective by further highlighting that this is also a 

misconception associated with bronchiectasis, not just COPD and ILD. If FICPs are 

unaware of the role palliative care has in the care of patients with NMRD then this 

will impact on the services this client group receives.

Alongside the perceived misconception that palliative care is only applicable to 

patients with a malignant disease, some HCPs indicated that palliative care may also 

be viewed as only relevant to patients with COPD and not ILD or bronchiectasis. 

Previous literature acknowledged the importance of palliative care for patients with 

bronchiectasis (King and Daviskas 2010; Maguire 2012) and ILD (Bajwah et al. 

2012; Bajwah et al. 2013). Bajwah et al. (2012) also highlighted that the important
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role of palliative care in ILD was not always recognised in the UK as it was not a 

malignant disease. Within the present study however, it was additionally evidenced 

that inequalities related to the recognition of the role of palliative care can also be 

seen amongst different types of non-malignant disease, and not just between cancer 

and non-cancer diagnoses. Patients with COPD are less likely to get referred for 

specialist palliative care than patients with other non-malignant disease such as heart 

failure and severe dementia (Beemaert et al. 2013). It is important that HCPs 

recognise that the provision of palliative care to patients with NMRD must be based 

on need (IHF 2008), to ensure the effective provision of palliative care that is 

responsive to the patient’s symptom complexities.

Findings further highlighted that HCPs should ensure palliative care is more 

proactive and less reactive. HCPs reported that generalist and specialist palliative 

care is often not introduced until a patient with NMRD becomes acutely unwell. This 

has been previously discussed in research regarding patients with COPD (Crawford 

et al. 2013) however present findings suggested that this can also be experienced by 

patients with other forms of NMRD, such as ILD and bronchiectasis. Cawley et al. 

(2014) stated that recognising potential triggers such as increasing carer burden, 

patients becoming house bound, patients requiring home adaptations or increasing 

symptom burden of disease, could indicate a patient’s increasing palliative care 

needs. HCPs must ensure early recognition of the bio-psychosocial symptom needs 

of patients with NMRD. This will ensure palliative care is delivered increasingly 

along the disease trajectory when needed, and not only when a patient’s condition 

acutely deteriorates.

224



In order to facilitate a more proactive and responsive approach to palliative care for 

patients with NMRD, HCPs also emphasised the need to implement Advance Care 

Planning (ACP). Findings highlighted that ACP may help HCPs to instigate 

discussions regarding prognosis earlier, and also to aid in identifying the goals of 

care of both patients and carers. The National Institute for Health and Care 

Excellence (NICE) (2011) guidelines also suggested that ACP would help patients 

receive appropriate palliative care by recognising and facilitating their preferred 

place of care. Gott et al. (2009) highlighted that ACP was rarely initiated for patients 

with COPD and identified that patients not being fully being aware of their diagnosis 

created barriers when initiating ACP. Conversely, evidence from the present study 

suggested that ACP could facilitate patients with not only COPD but also 

bronchiectasis and ILD in being better informed about disease prognostication. 

Advance care planning has the potential to increase discussions regarding prognosis 

between HCPs, patients and carers. However currently ACP is more advanced in NI 

and has not currently been established in the ROI.

Focus group findings presented various views on how future palliative care should 

be delivered to patients with NMRD and their carers. An element of this future care 

that was explored within the findings related to who will provide palliative care to 

these patients and their carers. Some HCPs highlighted that specialist palliative care 

should be provided to all patients with NMRD. International guidance has 

recognised that palliative care should be delivered by generalist HCPs, and specialist 

palliative care providers should be involved in a patients care when their symptoms 

become increasingly complex (Quill and Abernathy 2013). However research 

conducted in the UK by Higginson et al. (2014) advocated the integration of early
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specialist palliative care for patients with ILD and COPD, and provided evidence 

that it helped alleviate the physiological symptoms experienced by these patients. 

Guidelines within the UK have also recommended the introduction of specialist 

palliative care services for patients with ILD from the point of diagnosis (NICE 

2013). Policies specific to bronchiectasis however do not provide guidance on the 

introduction of these services (British Thoracic Society Bronchiectasis Guideline 

Group 2010). Present findings additionally provided a novel perspective by 

identifying HCPs’ perspectives on the role of specialist palliative care for patients 

with bronchiectasis, alongside COPD and ILD.

Conversely however, in line with international views (Quill and Abernathy 2013), 

some HCPs expressed that specialist palliative care should only be introduced when 

generalists find it difficult to manage the bio-psychosocial symptoms of patients with 

NMRD (Strang et al. 2013). Policy (NICE 2010), research (Reticker et al. 2012) and 

international guidelines (Raghu et al. 2011; GOLD 2015) have advocated the 

efficacy of specialist palliative care services being introduced when patients with 

advanced COPD and ILD develop complex symptoms. However as previously 

highlighted there is a lack of regional, national and international guidance relating to 

the introduction of specialist palliative care for the management of the complex 

symptoms of bronchiectasis. There is therefore a lack of consistent guidance for 

HCPs involved in the care of patients with NMRD, regarding the palliative service 

provision required by this client group.
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For some HCPs the reasoning behind championing the role of specialist palliative 

care for patients with NMRD was due to its perceived impact on reducing unplanned 

hospital admissions. Chandra and Chandran (2014) highlighted that significant 

decline in admissions for COPD exacerbations may have been aligned with specialist 

palliative care services providing palliative care to this client group. The present 

study concurs with these findings as some HCPs felt that patients with NMRD who 

received specialist palliative care were less likely to attend accident and emergency 

departments, or have unplanned admissions to hospital. This may be due to 

perceptions that patients with NMRD who have specialist palliative care teams 

involved in their care will have more effective symptom management (Higginson et 

al. 2014), and can therefore be effectively managed within their preferred place of 

care.

Findings also highlighted that out of hours generalist and specialist palliative care 

services needed to be developed further in the primary care setting for patients with 

NMRD. Healthcare professionals identified that a lack of out of hours services in the 

community led to unplanned emergency admissions. Emergency admissions resulted 

from patients with NMRD, and their carers, not having access to generalist and 

specialist palliative care support when their symptoms became too challenging to 

manage outside normal working hours. Previous research recognised that patients 

often had problems accessing out of hours specialist and generalist palliative care 

services within the community (Me Ilfatrick 2007). However, regional guidelines 

recommended that patients with COPD must have access to 24 hour generalist and 

specialist palliative care services within the primary care setting (NICE 2010). 

Evidence from the present study demonstrated that patients with ILD and

227



bronchiectasis, and their carers, must also have access to out of hours palliative care 

services and not just those with COPD.

The accounts of HCPs provided a detailed insight into the barriers to providing 

palliative care to patients with NMRD, and also how the future direction of palliative 

care should be guided for these patients. Healthcare professionals identified with the 

interview participants in highlighting their lack of prognostic certainty in relation to 

COPD and bronchiectasis, and its influence on referrals to specialist palliative care. 

Conversely however they did not share the carers experiences of uncertainty related 

to the ILD trajectory. Participants highlighted a lack of understanding amongst HCPs 

regarding the role of palliative care for patients with NMRD. However participants 

advocated the early integration of palliative care for these patients. The presentation 

of conflicting accounts amongst participants regarding the introduction of specialist 

palliative care indicated a lack of consensus amongst HCPs regarding when 

specialist palliative care is appropriate for patients with NMRD. Participants were 

united however in advocating increased levels of out of hours services within the 

primary care setting, for this client group.

5.4 Limitations

There are several limitations inherent to this study:

1. Eighteen HCPs were recruited into the study however the majority who 

participated in the focus groups were nursing staff (n=T3). It was anticipated 

that 6 medical physicians and 6 allied HCPs would participate in the focus
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groups however only 3 medical physicians and 2 allied HCPs participated in 

the research. The researcher acknowledged that more involvement from these 

HCPs may have provided further valuable information and more diverse 

perspectives.

2. The majority of bereaved carers who participated in the study (n=17) had 

cared for someone with COPD (n=12) and only a small number of 

participants had cared for someone with a diagnosis of ILD (n=4) or 

bronchiectasis (n=l). This was due to difficulties in recruiting a wider sample 

of bereaved carers who had cared for someone with bronchiectasis or ILD 

who were willing to participate in the research. It is recognised that recruiting 

greater numbers from the other two disease groups may have provided 

further perspectives on the phenomenon being explored.

3. The findings represent only the carer and HCP’s perspective of the patient’s 

experience, and not the patient’s o wn perspective. The use of bereaved carers 

as proxies was discussed in section 3.4.5 and the researcher recognised the 

strengths and weaknesses associated with not collecting data from the patient 

previously in this thesis. The researcher also recognised that the recall of 

bereaved carers could have potentially been affected due to interviews being 

conducted between 3-18 months, average of 7 months, post death.

4. Respiratory nurse specialists were used as gatekeepers within the research to 

help identify and contact potential participants as they were considered to 

have the most access to this client group, due to the nature of their role
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(Given 2008). However, on reflection it is recognised that additionally 

involving other professionals, such as allied healthcare professionals, as 

gatekeepers may have increased recruitment as they also had access to this 

client group. Inclusion of these professionals as gatekeepers may have also 

provided further perspectives and insights into the phenomenon being 

explored.

5. It is recognised that personal public involvement (PPI) was not fully 

integrated into the research process. Personal public involvement refers to 

involving the public and service users in all stages of the research process, to 

ensure topics being explored are relevant to service users, and outcomes are 

not solely led by the researcher (Public Health Agency 2010). As the present 

study explored the perceptions of bereaved carers, and used reflective 

questioning to ensure their accounts were accurately interpreted, PPI was not 

considered. However, upon reflection it is recognised that service user 

involvement from the outset of the study would have been beneficial (Public 

Health Agency). This is therefore noted as a limitation of the research as it 

did not employ a specific PPI steering group.

5.5 Study Implications 

5.5.1 Implications for Theory

As discussed in section 3.2.5, a bio-psychosocial theoretical framework (Engel 1977) 

was used to guide this study. Application of the bio-psychosocial framework to the 

findings emphasised how the unpredictable physiological presentation of the disease
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impacted on the psychosocial wellbeing of the patients and carers, through the 

manifestation of uncertainty towards the disease trajectory (overarching theme 1- 

kwe weren’t expecting them to die’). The theoretical guidance of Engel’s holistic 

framework also elucidated, amongst the findings, a Tack of consistency in palliative 

care’ (overarching theme 2), which was displayed through the variations in 

‘physical’ (interpretative theme 2A) and ‘psychosocial care’ (interpretative theme 

2B). However, this theoretical framework further provided a more in-depth 

exploration of the intricacies of palliative care for patients with NMRD through 

emphasising the impact of physiological care provision on the patient’s psychosocial 

symptoms. This was exemplified through some participants’ perceptions that when 

the patient received what they perceived as good physical palliative care, it alleviated 

psychological symptoms, such as anxiety. Engel’s bio-psychosocial theoretical 

framework additionally highlighted how NMRD not only impacted on the patient’s 

holistic well-being, but also the carers, as carers highlighted their need for bio

psychosocial support from the HCPs involved in the patient’s care. Carers accounts 

conveyed the presence of ‘role ambiguity’ (oveiarching theme 3), linked io HCPs 

expectance regarding their involvement in the patient’s holistic care. Conversely 

however, the bio-psychosocial framework demonstrated how some HCPs were still 

focused on a biomedical model of care and needed to further consider the holistic 

needs of patients with NMRD and their carers. This was demonstrated as the 

majority of participants acknowledged the unmet psychosocial needs of the patient. 

Figure 6 displays how Engel’s framework aided in highlighting the interrelationships 

between the research findings, by illuminating the multifaceted impact that NMRD 

had on the patient and their carer.
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The study additionally identified however, two key findings regarding the uncertain 

disease trajectory of NMRD that pertained to theories specific to death and dying 

(Glaser and Strauss 1965; 1968). Glaser and Strauss’ theoretical models of death and 

dying were not considered as frameworks to guide the present study as they related 

specifically to the end of life. Due to the holistic nature of the enquiry (Engel 1977), 

and as the present research focused on palliative care (WHO 2002) and not solely 

end of life care, Glaser and Strauss’ models may not have frilly depicted the 

interrelationships between the research question and the findings. The first finding 

that specifically related to a theoretical model of death and dying (Glaser and Strauss 

1968) was the impact of the uncertain NMRD trajectory on participants. Evidence 

from the present study highlighted that HCPs, patients and carers held feelings of 

uncertainty towards disease prognostication and dying, due to the unpredictable 

nature of COED and bronchiectasis. This resonates with Glaser and Strauss’s time 

for dying theory that theorised the relationship between the stages of dying and 

several disease trajectories. Glaser and Strauss identified three dying trajectories; 

sudden death, steady decline and chronic illness. Time for dying theory suggested 

that a chronic illness such as COPD and bronchiectasis, with an unpredictable 

disease trajectory, can cause uncertainty about dying amongst patients, carers and 

HCPs. This theoretical framework particularly highlighted how the pattern of the 

disease process can impact on the experience of the patient and their carer. Glaser 

and Strauss described the chronic illness trajectory as one that fluctuated from illness 

to wellness, a pattern confirmed within the present study regarding COPD and 

bronchiectasis, which created ambiguity around the patients’ prognosis. This 

framework confirmed how the unpredictable nature of COPD and bronchiectasis



enhanced the uncertainty experienced by patients and carers in relation to dying and 

the progression of the patient’s illness.

The second finding that specifically pertained to a theoretical model of death and 

dying (Glaser and Strauss 1965) was the conflicting views of carers and HCPs 

regarding the prognostication of ILD. It was evidenced within the data that although 

patients and carers experienced a lack of prognostic awareness regarding ILD due to 

its uncertain trajectory, HCPs perceived that they experienced greater prognostic 

certainty when assessing the staging of this form of NMRD. This particular finding 

relates to the theoretical framework of dying awareness developed by Glaser and 

Strauss (1965). Glaser and Strauss’s theoretical framework included four stages of 

dying awareness amongst patients, carers and HCPs; closed awareness, suspected 

awareness, mutual pretence and open awareness. Closed awareness referred to the 

patient, and potentially the carer, being unaware of the patient’s poor prognosis 

however the HCPs and/or the carer involved in their care are aware and have not 

shared this information. Suspected awareness pertains to the patient suspecting their 

prognosis and that it is not being shared. Mutual pretence refers to the patient, carer 

and HCPs being aware the patient will die however choosing not to discuss this 

prognosis. Open awareness occurs when all involved are aware of the patients 

prognosis. Within the present study the theory of closed awareness demonstrated the 

contradictory views of carers and HCPs in relation to unpredictable nature of ILD. 

This resulted from HCPs not providing effective information regarding prognosis to 

patients with ILD and their carers. The theoretical model of dying awareness (Glaser 

and Strauss 1965) demonstrated amongst the findings of the present study the 

importance of effective information sharing between HCPs and patients and carers,
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to facilitate an awareness of how the disease will progress, and also the life limiting 

nature of NMRD.

In summary the holistic bio-psychosocial theoretical framework (Engel 1977) 

highlighted the multifaceted impact of NMRD on the patient and their carer. It also 

demonstrated within the present study the importance of emphasising a holistic 

approach to care for patients with NMRD in clinical practice that is not solely 

focused on physiological symptom management. The present study highlighted the 

impact of the chronic illness trajectory on patients with NMRD, their carers and 

HCPs, as theorised by Glaser and Strauss (1968). The theoretical model of dying 

awareness (1965) however illuminated the conflicting views of patients, carers and 

HCPs regarding prognostic uncertainty related to a diagnosis of ILD. This 

demonstrated closed awareness and a need for greater facilitation of information 

regarding disease progression for patients with NMRD in future practice.

5.5.2 Implications for Education

Data confirmed that HCPs, patients and carers are challenged by the uncertain 

disease trajectory aligned with a diagnosis of NMRD. HCPs must be able to 

facilitate information regarding prognostication to patients and their carers and have 

the ability to effectively assess their bio-psychosocial needs. As more emphasis is 

placed on providing palliative care in the primary care setting (DHSSPSNI 2011; 

IHF 2013), healthcare assistants need to also be aware of the palliative care needs of 

this client group. Various implications for future education can be derived from this 

thesis.
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Healthcare professionals should partake in education concerned with the holistic 

assessment and management of the needs of patients ILD, COPD and bronchiectasis 

and also the prognostic uncertainty associated with these conditions. This education 

needs to ensure that HCPs understand how to accurately identify the holistic needs of 

these patients, and the key challenges they face due to an uncertain disease 

trajectory. Education regarding potential triggers (Cawley et al. 2014) that could 

identify when a patient with NMRD condition is deteriorating, may help to dispel the 

ambiguity HCPs have in relation to the disease trajectory. This education also needs 

to develop their communication skills with regards discussing the prognostic 

uncertainty associated with NMRD with patients and carers. How information 

regarding the disease trajectory is delivered to these patients and their carers shapes 

their awareness of the palliative nature of the disease, and also their expectations 

regarding dying.

Education programmes for HCPs also need to emphasise the importance of a holistic 

approach to the palliative care of patients with NMRD. It is hoped this training 

would prevent HCPs from focusing solely on the patients physiological symptoms 

and encourage the assessment and management of psychosocial symptoms, such as 

anxiety and depression.

The education needs of healthcare assistants in the community must also be 

identified (Ingleton et al. 2011) and appropriate training must be provided using a

236



systematic approach (Francis 2013). This training should provide healthcare 

assistants with knowledge about how to provide bio-psychosocial care to patients 

with NMRD and what symptoms these patients can experience. This will empower 

healthcare assistants with the knowledge to be able to deliver optimal palliative care 

to this client group.

5.5.3 Implications for Policy and Practice

In relation to policy and practice a number of implications are put forward. These 

particularly relate to information giving to patients with NMRD and their carers 

regarding prognosis, and recognition of the holistic needs of patients with NMRD.

1. A key recommendation from regional palliative care guidelines published in 

NI (DHSSPSNI 2010) and the ROI (DOHC 2001) was the timely provision 

of information to patients with a life- limiting illness and their carers 

regarding their illness. However findings demonstrated that the 

recommendations of these palliative and end of life care strategies are often 

not implemented by HCPs caring for patients with COPD, bronchiectasis or 

ILD. Future respiratory and palliative care policies need to reinforce amongst 

HCPs the importance of providing information regarding prognosis and 

prognostic difficulties, to patients with NMRD in clinical practice.

2. To reduce inequalities in the provision of palliative care provided to patients 

with NMRD related to geographical location, service development measures 

must be put in place (Boland et al. 2013), such as those identified within The
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National Respiratory (COPD) Framework (ITS et al. 2008). This framework 

recognised the need for patients in the ROI with COPD to have access to 

multidisciplinary teams that included specialist palliative care input, and this 

is available in the North and Republic of Ireland (NHSCT 2015; BHSCT 

2015; Murray et al. 2013). However the present study, and previous evidence 

(Craig and Duff 2009; Murray et al. 2013), has highlighted that the 

availability and coordination of these services are fragmented, and can be 

varied dependant on geographical location. The further development of these 

services would afford generalist palliative care providers in areas with fewer 

services to have rapid access to specialist support and advice. While previous 

evidence referred only to patients with COPD and ILD (ITS et al. 2008; 

Boland et al. 2013), the present study identified the need for these services to 

also filter down to patients with bronchiectasis.

3. Previous research identified two potential models of palliative care for 

patients with ILD and COPD,

I. Introduction of specialist palliative care early within a patient’s 

disease trajectory (Higginson et al. 2014; NICE 2013).

II. Palliative care can be delivered by generalist palliative care

providers and specialist palliative care input is required when a 

patients symptom management became too complex for 

generalists to manage (NICE 2010; Strang et al. 2013).

However, previous policy documents and research have been void of 

guidance regarding a model of palliative care for patients with
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bronchiectasis. The present study has advocated the role of palliative care 

for patients with bronchiectasis and additionally highlighted that a model 

of palliative care is not only appropriate for patients with COPD and ILD, 

but also for bronchiectasis. Findings from the present study highlighted 

that HCPs would have benefited from a model of care to guide the 

provision for palliative care for patients with NMRD that emphasised the 

importance of introducing palliative care early in the disease trajectory, 

and ensuring it is needs based. Figure 7 demonstrates a model of 

palliative care for patients with NMRD, and their carers, derived from the 

findings of the present study. This model advocates the continued holistic 

assessment of the patient and the carer’s needs. It proposes three levels of 

palliative care for patients with ILD, COPD and bronchiectasis:

^ Level l

A holistic approach to care should be introduced from diagnosis, 

and delivered by both generalist palliative care and specialist 

respiratory care providers.

> Level 2

As symptom complexities increase, generalist palliative care and 

specialist respiratory care providers must continue to provide 

holistic care. However, they must also assess the need for referral 

to specialist palliative care providers if they feel they need support 

or guidance in managing the patient’s symptoms.
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^ Level 3

If the patient develops complex symptoms that generalist 

palliative care and specialist respiratory care providers perceive 

they are no longer able to effectively manage, then timely referral 

to specialist palliative care services is required.

Throughout the trajectory of NMRD, the identification of growing complexities must 

be facilitated by the early and continued assessment of the patient’s holistic care 

needs. The patient may move between levels at different points within their 

trajectory and this will be based on the assessment of their needs and symptom 

complexities.
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Figure 7. Model of Palliative Care for Non-Malignant Respiratory Disease

MOVEMENT
BETWEEN
LEVELS

LEVEL 3
Generalist Palliative Care

Specialist Respiratory Care

Specialist Palliative Care

LEVEL 2
Generalist Palliative Care

Specialist Respiratory Care

Specialist Palliative Care

LEVEL 1
Generalist Palliative 

Care

Specialist
Respiratory

Care

241



4. Living Matters, Dying Matters (DHSSPSNI 2010) and the Palliative Care for 

All report (HSE and IHF 2008) stated that in order to provide proactive 

palliative care to patients with a life limiting illness, advance care planning 

needs incorporated into their care. Regional and national respiratory 

guidelines (Irish Thoracic Society 2008; British Thoracic Society 2010;

NICE 2010; NICE 2013) however are void of guidance regarding the role of 

advance care planning in the care of patients with NMRD. The present study 

highlighted that ACP has proven to be a useful tool in communication and 

should be considered an important landmark in future development.

5.5.4 Implications for Further Research

The results of this study indicated several implications for further research into the 

palliative health service provision experienced by patients with NMRD:

1. Pertaining to the recognised limitations of the study, more research is needed 

to gain the insight of AHPs, medical staff and carers of ILD and 

bronchiectasis patients regarding palliative care for patients with NMRD and 

their carers. Further qualitative research would provide more in-depth views 

of the experiences of patients with ILD and bronchiectasis and their informal 

and formal carers. This would further contribute towards greater quality data 

in relation to the palliative care needs of these patient cohorts.
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2. An interesting extension of this study would be adopting the Medical 

Research Council (MRC) framework for complex interventions (Craig et al. 

2008) in order to investigate the use of the model of palliative care derived 

from the findings of this study (section 5.5.3). This would initially involve 

conducting a feasibility study with respiratory teams to explore the 

practicalities of implementing the proposed model of palliative care for 

patients with ILD, COPD and bronchiectasis. This study could entail a mixed 

methods design involving; focus groups to explore the perceptions of 

respiratory clinicians regarding the proposed model and its implementation, 

and a survey to quantify if respiratory teams would be willing to implement 

the model of care in clinical practice. This study would lend itself to further 

interventional research and provide in depth information regarding the 

implications of introducing a model of care into the palliative care of patients 

with NMRD. The next stage would focus on testing the intervention based on 

the data gained from the feasibility study This intervention study could be 

modelled on previous research that has explored the implementation of 

models of palliative care for patients with ILD and COPD (Higginson et al. 

2014) and lung cancer (Temel et al. 2010).

3. The present study highlighted that patients with NMRD and their carers 

experienced a lack of awareness of the life limiting nature of the disease. To 

provide further evidence regarding the reasons for this lack of awareness 

future research could explore the quality of palliative and end of life 

discussions with patients with NMRD and their carers. Previous research has 

explored these discussions with patients with COPD (Leung et al. 2012),
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however further investigation amongst patients with ILD and bronchiectasis, 

alongside COPD, that also includes the carer is warranted. A quantitative 

study that aims to investigate the quality of palliative and end of life care 

discussions between HCPs and patients with NMRD, and their carers, 

through the previously validated Quality of Communication Tool (Curtis et 

al. 2004), could be conducted.

5.6 Conclusion

The management of patients with NMRD is complex and challenging with a clear 

need for a stronger and more integrative model of practice, which incorporates 

palliative care in a responsive and dynamic way. This thesis has presented a study 

exploring the experiences in NI and the ROI of palliative care health service 

provision, for patients with NMRD and their carers. It has illuminated the challenges 

patients, carers and HCPs encounter due to uncertain disease trajectory, and how this 

impacts on the awareness and receipt of palliative care. This study has also 

highlighted the multi-faceted impact a diagnosis of NMRD has on the patient and 

carer, and why this reinforces the importance of a holistic approach to their care. 

Carers’ accounts also emphasised the role healthcare assistants in the community 

have in palliative care and how their training needs should be identified and met. 

Findings have highlighted the challenges this cohort of patients and carers can 

experience due to inequalities in palliative service provision caused by geographical 

location. This study has also reinforced the importance of proactive palliative care 

that identifies the needs of the individual patient and is not influenced by their 

prognosis. The findings demonstrate the need for education amongst HCPs about 

NMRD to enhance their knowledge of the disease trajectory and the challenges that
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go with it. Future care to patients with NMRD must also acknowledge the important 

role of palliative care and generalist palliative care providers must have access to 

specialist input and advice. This study also adds a novel perspective in identifying 

the importance of recognising the palliative care needs of patients with 1LD and 

bronchiectasis, alongside COPD in future policy, practice and research.
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Background It is recognised that those suffering from a 
malignant disease have access to excellent palliative care (PC) 
provision. It is less clear if the same standards of PC services 
are available to those with non-malignant respiratory disease 
(NMRD). There is therefore a need to explore the needs of 
people suffering from NMRD and their carers.
Objectives The purpose of this review was to determine 
the experience that those with NMRD have of current PC 
provision, and identify gaps and needs that require to be 
addressed.
Design A comprehensive search of the literature was under
taken, using key terms, of the following databases; CINAHL 
Plus, MEDLINE and the Cochrane Database of Systematic 
Reviews. 622 articles were sourced and inclusion and exclusion 
criteria were applied to highlight the most relevant literature. 
Results 22 studies were reviewed using a systematic approach. 
Five themes emerged from the literature. (1) symptom man
agement - greater PC support is needed. (2) palliative care pro
vision - patients with NMRD have the same palliative care 
needs as those with MRD, however they do not receive the 
same standard of PC service provision. (3) health service provi
sion- there is inadequate PC health service provision for those 
with NMRD. (4) family care givers - family care givers of 
NMRD sufferers have a range of unmet needs. (5) communica
tion and information - lack of information can lead to anxiety 
and fear for their future.
Conclusion Palliative care is required by all those suffering 
from complex and persistent symptoms resulting from a non
curative illness. Those suffering from a non-malignant disease 
are not having their needs recognised effectively and therefore 
not receiving the appropriate palliative health service provi
sion. Further research is required into the palliative healthcare 
provision available to those with NMRD. This research is cur
rently being carried out by the author.
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Abstract
Aim. To explore the perception of palliative care provision for people with 
non-malignant respiratory disease from the perspective of bereaved caregivers. 
Background. It is recognized that the majority of patients diagnosed with a 
malignant disease will have access to palliative care provision. However, it is less 
dear if the same standards of palliative care are available to those with 
non-malignant respiratory disease in Northern Ireland and the Republic of 
Ireland.
Design. A qualitative study based on broad interpretivism.
Methods. This research is a PhD study funded by the Department of Education 
and Learning in Northern Ireland (awarded February 2011). Data collection will 
consist of two stages; interviews with 20 bereaved caregivers of people who have 
died 3-18 months previously with a diagnosis of non-malignant respiratory 
disease and four focus groups with healthcare professionals involved in the care 
of this client group. This study will be carried out at four healthcare sites across 
the Island of Ireland. The data will be analysed using thematic content analysis. 
Research Ethics committee approval was obtained (March 2012).
Discussion. This research will explore the experiences of patients with Chronic 
Obstructive Pulmonary Disease, Interstitial Lung Disease and Bronchiectasis and 
their caregivers from the perspective of the bereaved caregiver. The outcomes of 
this study will provide a critical first step in the development of more responsive 
palliative care for this client group and have important implications for future 
practice and policy in the palliative care provided to this client group.

Keywords: all-Ireland study, bereaved caregivers, focus groups, healthcare 
professionals including nurses, non-malignant respiratory disease, palliative care, 
semi-structured interviews
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Why is this research or review needed?

• Palliative care is not only applicable to patients with a 
malignant disease and their family but also to patients with 
a non-malignant disease and their family.

• Evidence suggests that patients with non-malignant respira
tory disease and their families do not receive the same stan
dard of palliative care as patients with malignant 
respiratory disease.

• Non-malignant respiratory disease is an umbrella term for 
not only COPD but also Interstitial Lung Disease and 
Bronchiectasis; therefore, all three disease types need to be 
explored.

Introduction

Two hundred and ten million people worldwide have a 
diagnosis of Chronic Obstructive Pulmonary Disease 
(COPD) and although the exact amount is not known, it is 
estimated that more than millions have other forms of 
chronic respiratory disease (World Health Organisation 
(WHO) (2008). The WHO has stated that three billion peo
ple died from COPD in 2005 and it is predicted that by 
2030, COPD will become the third leading cause of death 
in the world (WHO 2008). Buxton et al. (2010), Northern 
Ireland Statistics & Research Agency (N1SRA) (2010) high
lighted that 2017 deaths from respiratory disease were 
recorded in 2009 accounting for 14% of all deaths in 
Northern Ireland. Given population demographics in 
Northern Ireland, if death rates remain unchanged, it is pre
dicted that there will be a 77% increase in the number of 
deaths from respiratory disease by 2025 (Department of 
Health, Social Services & Public Safety(DHSSPSNI) (2006). 
The latest statistics in the Republic of Ireland show that it 
has an annual death rate of 6-5 per 1000 population and 
respiratory disease is responsible for 13% of these deaths 
(Central Statistics Office 2010).

Non-Malignant Respiratory Disease is an umbrella term 
that includes Interstitial Lung Disease, Bronchiectasis and 
COPD (National End of Life Care Intelligence Network 
2011). Although non-malignant respiratory disease is on 
the increase internationally and nationally, evidence sug
gests that patients with non-malignant respiratory disease 
£nd their caregivers do not receive the same standards of 
palliative care as patients with malignant respiratory disease 
(Davidson et al. 2003, Goodridge et al. 2008, Partridge 
et al. 2009). However, this research focuses on patients 
with a diagnosis of COPD and their caregivers and not 
those with interstitial lung disease or Bronchiectasis. 
Although interstitial lung disease is less common in primary

and secondary care than COPD, it is just as debilitating 
and with rapid progression of the illness, it is important 
that healthcare professionals are aware of interstitial lung 
disease as early referral to specialist care is vital (Wiggins 
& Annetts 2009). Bronchiectasis is classified as an obstruc
tive lung disorder and may at first appear to be COPD; 
however, the evaluation and management of the disease dif
fers from the way COPD is assessed and treated (American 
Thoracic Society 2012). The palliative care provision avail
able to these client groups is under researched. Therefore, a 
deeper insight is required into the palliative care provision 
experienced by those diagnosed with interstitial lung disease 
and Bronchiectasis alongside COPD to provide a greater 
picture of the palliative care provided to all patients with 
non-malignant respiratory disease and their caregivers.

Background

Originally, the only patients who had access to palliative 
care services were those with a diagnosis of cancer nearing 
the end of their life; however, more recently palliative care 
has become available to patients with non-malignant dis
eases and is an integral part of patients’ disease manage
ment (O’ Neill & Fallon 1997). Access to quality palliative 
care can help to lessen the physical, psychological and 
social burdens faced by patients nearing the end of life and 
their families (Ouimet Perrin et al. 2011).

It is recognized in Northern Ireland (DHSSPS 2006) and 
the Republic of Ireland (Irish Hospice Foundation (IHF) &c 
Health Service Executive (HSE) 2008) that the palliative 
care needs of certain respiratory diseases that are non- 
malignant, such as COPD or pulmonary fibrosis, are not 
being met. The Palliative and End of Life Care Strategy 
(DHSSPSNI 2009) recognizes that people with Bronchiecta
sis, a form of non-malignant respiratory disease, should 
have access to specialist respiratory teams as these profes
sionals can improve the outcomes of these patients. The 
DHSSPSNI (2009) also highlights that patients suffering 
from Interstitial Lung Disease and their carers should have 
access to specialist palliative care teams to meet their pallia
tive needs. It has also been recognized internationally that 
the palliative care needs of COPD patients are not being 
met (Crawford et al. 2013). In Northern Ireland, the Living 
Matters Dying Matters Strategy (DHSSPSNI 2010) was cre
ated with the intention that any person with a non-curative 
illness, regardless of their condition or care setting, would 
receive holistic palliative and end of life care. At present, 
there is action research being carried out in the Republic of 
Ireland that aims to devise, implement and evaluate pallia
tive care responses in the care delivered to people with
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COPD in primary, acute and specialist palliative care set
tings (Irish Hospice Foundation 2012).

Research has shown that patients with non-malignant 
respiratory disease do not always receive the palliative 
health service provision they require (Roberts et al. 2008, 
Buxton et al. 2010, Pinnock et al. 2011) and often patients 
with severe non-malignant respiratory disease have less 
overall access to specialist palliative care services than those 
with malignant respiratory disease have (Partridge et al. 
2009). An Australian study involving focus groups with 
healthcare professionals showed that the healthcare profes
sionals involved in the care of this client group said that 
there is a lack of planning in relation to the palliative care 
delivery to patients with non-malignant respiratory disease 
compared with those with malignant respiratory disease 
(Davidson et al. 2003). Roberts et al. (2008) conducted 
quantitative research involving 100 acute NHS hospitals 
across the UK being surveyed about the existing care and 
quality of this care, available to patients with COPD. This 
survey showed that less than 50% of the hospitals involved 
had palliative care services available in their area that 
included COPD patients. Research in the UK has also 
shown that there is a need for the services available for 
those with MRD to be developed for patients with intersti
tial lung disease to enable easy access to early palliative 
care involvement (Bajwah et al. 2013). In Northern Ireland 
patients with COPD and their partners have expressed 
concerns about a variety of unmet physical and psychoso
cial needs (Fitzsimons et al. 2007). Hasson et al. (2008) 
found that COPD patients in Northern Ireland have contact 
mostly only with a healthcare professional when they suffer 
an acute exacerbation of their COPD. Also, the patients in 
this study reported that they had concerns about the 
uncertainty trajectory of their disease and said that they 
had unmet palliative care needs and poor access to 
palliative care services. Further evidence has found 
that informal carers of patients with COPD in Northern 
Ireland have a range of unmet needs and can receive inade
quate support from the healthcare profession (Spence et al. 
2008).

The literature highlights that there is a need for the 
further development of the palliative care health provision 
that is available to non-malignant respiratory disease suffer
ers and their caregivers. This need has also been identified 
across the Island of Ireland. The DHSSPS (2006) and the 
IHF & HSE (2008) highlight the need for further research 
that is focused on chronic respiratory conditions and takes 
into account the experiences of bereaved caregivers of those 
diagnosed with non-malignant respiratory disease. It is also 
important that the palliative care services available to

people with non-malignant respiratory disease and their 
caregivers are the same in all geographical areas. In 
Canada, it has been argued that patients with COPD living 
in rural areas are less likely to receive physician visits and 
professional home care services than those in urban areas 
(Goodridge et al. 2010). The palliative care needs of people 
with non-malignant respiratory disease and their caregivers 
in rural and urban parts of Northern Ireland and the 
Republic of Ireland need to be taken into consideration. If 
people diagnosed with non-malignant respiratory disease 
and their caregivers in Northern Ireland and the Republic 
of Ireland are to get the same palliative health service 
provision that is provided and offered to those with 
malignant respiratory disease, a deeper insight is required 
into the generalist and specialist palliative care provision 
available to those diagnosed with non-malignant respiratory 
disease. To date, research in Northern Ireland and the 
Republic of Ireland has concentrated on those suffering 
from COPD.

The study

Aims

• To provide an in-depth qualitative understanding of the 
palliative health service provision experienced by patients 
with non-malignant respiratory disease and their caregiv
ers across two healthcare systems.

• To present the experience of palliative care service deliv
ery by patients with non-malignant respiratory disease 
and their caregivers in rural and urban areas.

• To gain insight from healthcare professionals about how 
palliative health service provision can recognize and 
respond to the needs of patients with non- malignant 
respiratory disease and their families.

Design/methodology

Setting
This research project is a PhD study funded by the Depart
ment of Education and Learning in Northern Ireland. This 
will be a qualitative study based on broad interpretivism. 
The philosophy of interpretivist research is that the 
researcher will interpret the world they investigate (Walker 
& Dewar 2000). The aim of an interpretivist approach is 
to understand the world from the point of view of the par
ticipants in it - rather than the world’s explanation - it is, 
therefore, consistent with the aims of the study. The study 
will consist of two stages, stage one will include interviews 
with 20 bereaved caregivers of people who have died
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3- 18 months previously with a diagnosis of non-malignant 
respiratory disease. Stage two will involve four focus groups 
with healthcare professionals involved in the care of this cli
ent group. Stage one and stage two of the study will be 
undertaken in two large Health and Social Care Trusts in 
Northern Ireland and two health districts under the gover
nance of the national Health Services Executive in the 
Republic of Ireland. From each jurisdiction, one site will be 
rural and one site will be urban.

Sample/participants
Convenience sampling will be used to recruit participants 
into the study. Participants for stage one will be selected 
because they have been a caregiver of someone who has 
died from non-malignant respiratory disease. It is antici
pated that 10 bereaved carers will be recruited from two 
trusts in Northern Ireland and 10 from two health districts 
under the governance of the national Health Services Exec
utive (HSE) in the Republic of Ireland. This is an approxi
mate sample size and termination of data collection will 
occur when no new themes emerge and data saturation 
occurs. Data saturation occurs when there is no new infor
mation or themes being revealed by additional data collec
tion (Gerrish &L Lacey 2010). The eligibility criteria for 
stage one is outlined in Table 1. Participants of stage two 
will be selected as they are healthcare professionals 
involved in the care of patients with non-malignant respira
tory disease in the chosen sites. It is proposed that 6-8 
participants will be recruited to take part in each focus 
group and there will be one focus group at each site 
involved in the study. These participants will be selected 
and invited to take part as they are deemed experts in their 
area. The eligibility criteria for stage two are outlined in 
Table 2. Clinical gatekeepers who are the respiratory nurse 
specialists in stage one and the relevant heads of depart
ment in stage two will be used to identify and make initial

Table 1 Eligibility criteria for stage one.

Inclusion Criteria Exclusion Criteria

Over 18 years old Bereaved caregivers of patients 
who have not died from a 
non- malignant respiratory 
disease.

Bereaved caregivers, identified Caregivers of people with
by the Respiratory Nurse non- malignant respiratory
Specialist as the main carer, disease who are still alive.
of people with non- malignant Participants who do not
respiratory disease who have 
died 3 to 18 months previously.

speak English.

Table 2 Eligibility criteria for stage two.

Inclusion Criteria Exclusion Criteria

Healthcare professionals Are not employed by
involved in the care of 
patients with non- malignant 
respiratory disease from the trusts 
involved in the study.

the trust.

Healthcare professionals with at Are employed by a
least 5 years experience working 
with this client group.

recruitment agency.

Have an appropriate professional Are not a healthcare
qualification in their field of work. professional involved in the 

care delivery to this 
client group.

contact with potential participants. The recruitment process 
for stage one is outlined in Figure 1 and the recruitment 
process for stage two is outlined in Figure 2.

Data collection
Data will be collected from bereaved caregivers in stage one 
of the study by the use of semi-structured interviews. Semi- 
structured interviews involve the researcher preparing a 
topic guide for the interview that has a list of topics they 
wish to be covered by each participant (Polit & Beck 
2004). The topic guide for the semi-structured interviews is 
outlined in Table 3.

The caregivers will be given the choice to have a face-to- 
face interview with the researcher or to have their interview 
conducted over the telephone, if this is more convenient. 
Gelfman et al. (2008) and P. Hudson (personal communica
tion, 2011) carried out research involving telephone inter
views with bereaved family members; they did not report 
any concerns or limitations associated with this data collec
tion method. Before the interviews are commenced, written 
informed consent will be obtained from each participant. If 
a telephone interview is chosen by the participant, then a 
consent form will be sent in the post with a stamped 
addressed envelope to the researcher. Only when written 
consent has been obtained, will the telephone interview be 
arranged. Informed consent will also be completed over the 
telephone before commencement of the interview. All inter
views will be digitally recorded.

Data will be collected from healthcare professionals in 
stage two of the study using four focus groups involving 
6-8 healthcare professionals in each focus group. The opti
mum number to take part in a focus group is preferably six 
to eight as it is a sufficient enough number to provide a 
variety of perspectives on a topic and small enough not to 
become too disorganized and fragmented (Holloway &C
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Envelopes containing documents information sheet, invitation letter, 
reply form and stamped addressed envelope distributed by 

gatekeepers to potential participants

1 1 1
Declined to be 
contacted by the 
researcher

Consented to being
contacted by the No Reply
researcher

No furiher 
Involvement

Telephone contact 
made by the 
researcher

No Further 
Involvement

Agreed to 
participate in face- 
to-face interview

Interviews
Cancelled

Agreed to
----------- ► participate

in telephone 
interview

Interview arranged, -------------- 1
informed consent
obtained •«............... ........... .......-

Not required as 
data saturation

Figure 1 Flowchart of recruitment and 
retention for stage one.

Face-to-face
interviews
conducted

Telephone
interviews
conducted

Wheeler 2009). Recruitment for the focus groups will com
mence when the semi-structured interviews have been car
ried out and the data analysis of these interviews has been 
completed. The researcher will contact healthcare profes
sionals who have consented to take pair in the focus groups 
to arrange a suitable date and time for the focus groups to 
take place. Before the focus groups are commenced, written 
informed consent will be obtained from each participant. 
All focus groups will be digitally recorded.

Data analysis
The data from the recorded interviews and focus groups 
will be transcribed verbatim by the researcher and the tran
scriptions studied to identify common themes in the data. 
The qualitative data will be analysed using a thematic con
tent analysis approach as described by King and Horrocks 
(2010). This approach has been chosen as it aligns with the 
interpretivist approach of the study. The aim of the inter- 
pretivist researcher is to interpret the world they investigate 
and King and Horrocks (2010) three stages of data analysis 
aid the researcher in doing this. Using this form of data 
analysis, the researcher is able to recognize and group a list 
of themes that have emerged from the data that will give

an insight into the views and experiences of the partici
pants. This will help to achieve the most complete under
standing of the complex experiences of all the bereaved 
caregivers and the healthcare professionals. In addition, 
analysis allows the researcher to focus on their interpreta
tion of the meanings of the data and therefore move beyond 
mere descriptions of the participant’s accounts (King & 
Horrocks 2010). To assist the management of the data, the 
computer software package Nvivo for qualitative research
ers will be used as it provides a range of tools for handling 
data (Jupp 2006).

Ethical considerations

The study has been reviewed and approved by the Office of 
Research Ethics Committee, Northern Ireland (ORECNI, 
Reference: 11/N1/0166) and by the Research Governance 
offices of the relevant Health and Social Care Trusts in 
Northern Ireland (Reference numbers: NRP11-0264/09 and 
11080JR-AS). It has also received full ethic approval from 
the Ethics and Medical Research Committees for both sites 
involved in the study in the Republic of Ireland. Full 
Research Ethics Committee approval was gained in March
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Total potential participants identified by gatekeepers

1
Envelopes containing documents information sheet, invitation letter, 
reply form and stamped addressed envelope distributed by 
gatekeepers to potential participants

Declined to be 
contacted by the 
researcher

Consented to being 
contacted by the 
researcher

No further 
Involvement

Telephone contact 
made by the 
researcher!

Agreed to 
participate 
in focus group

1

No Reply

I
No Further 
Involvement

Focus group 
scheduled, informed 
consent obtained

I
4 focus groups
conducted Figure 2 Recruitment and retention for

stage two.

Tabic 3 Semi-structured interviews topic guide.

Topic areas to be covered (prompts in brackets)

1. One area I would like to talk about is what services and support did the person you cared for experience from the healthcare profession 
in their last year of life? (What, who, efficiency, sufficiency, any further needed, palliative care, specialist palliative care)

2. Another area I wish to discuss is what services and support did you experience from the healthcare profession while caring for the person 
you cared for in their last year of life? (What, who, efficiency, sufficiency, any further needed, palliative care, specialist palliative care)

3. I would like to discuss the symptoms the person you cared for experienced in their last year of life and how these symptoms were 
managed. (Sufficiency of information, staff knowledge and expertise, quality of symptom management, emergency contacts for symptom 
management)

4. Can you tell me about when and where the person you cared for died and if you felt this was their preferred place to die? (Why did they 
die here, anything further could have been done to facilitate preferred place to die, was there death unexpected)

5. Can you tell me about the support you received after the person you cared for died, if any and how you felt about this support?
6. Thinking about caring for the person you cared for, do you think there was any service or support that could have been provided that 
would have been beneficial to you both?

2012. This study has ethical implications for autonomy, 
beneficence and non-maleficence, and justice of the partici
pants.

Autonomy
Participants will be provided with information sheets to 
ensure that they fully understand the research and to enable

them to give informed consent. Prior to the commencement 
of the study, all participants will be made aware that if they 
wish to withdraw from the study at any point, they may do 
so without any negative effect. Their permission will also 
be sought to use material gained from the participant up 
until the point of withdrawal and if permission is not given, 
then this information will be confidentially disposed of.
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Beneficence and Non-maleficence
In stage one of data collection, participants will be 
interviewed and questioned between 3-18 months post the 
death of the person they cared for. This period of time has 
been chosen as although it is not directly following the 
death of the person the participant cared for, it is within a 
time frame that may allow the participant to remember 
their experience. The shorter the time period is from the 
death of the person the participant cared for, the easier it 
may be for them to retrospectively recall important 
information (Addington-Hall & Me Pherson 2001). 
However, Addington-Hall and Me Pherson (2001) recog
nized that the time period needs to be carefully thought out 
as there can be ethical concerns with approaching bereaved 
participants too soon after the death of the person they 
cared for. Research carried out by Koffman et al. (2012) 
involved interviewing bereaved relatives 3-8 months post 
bereavement. Koffman et al. (2012) stated that their study 
provided important new evidence that although this 
research can be emotional, many bereaved relatives find 
taking part in bereavement research a positive and useful 
experience. Interviewing participants allows considerable 
opportunities for individuals to tell their own stories (Price 
2002). Previous research has shown that many people feel 
that they benefit from participating in research even if it is 
in relation to a challenging event in their life, such as sup
porting a dying relative (Hudson 2003). However, it is 
accepted that the interview process has the potential to be 
distressing for participants (Reid 2009). Therefore, if partic
ipants do show signs of distress, the interview will be put 
on hold and before recommencement of the interview, the 
researcher will regain verbal consent from the participant 
to go ahead with the rest of the interview. Informed con
sent will be an ongoing process throughout the study as 
unexpected consequences or events may occur throughout 
the research (Munhall 2010). If the researcher feels that 
any participant is becoming too distressed, then they will 
discontinue the interview. On completion of the interviews, 
each participant will be provided with information packs 
on bereavement support services they can access and leaflets 
on bereavement that they may find helpful. With the con
sent of participants. General Practitioners will also be sent 
a letter informing them of the study the bereaved carer is 
taking part in.

In stage two of the study, healthcare professionals who 
are involved in the care of patients with non-malignant 
respiratory disease will be participating in focus groups. It 
is accepted that the focus group topic may be of a sensitive 
nature to some participants. Therefore, if participants do 
show signs of distress, the focus group will be put on hold

and before recommencement of the focus group, the 
researcher will regain verbal consent from the participant. 
As with stage one of the data collection, informed consent 
will be an ongoing process throughout the focus groups. If 
the researcher feels that any participant is becoming too 
distressed, then they will discontinue the focus group. Par
ticipants will be advised to contact their occupational 
health department if they feel any distress from the focus 
groups.

Justice
Participants will be made aware prior to data collection 
that every endeavour will be taken to ensure their privacy 
and identity is fully protected throughout the duration of 
the study and after the study is complete. Any paper work 
that has been produced throughout the interview and focus 
group process will be held in a locked filing cabinet in a 
locked room. If information is to be stored on a computer, 
it will be password protected. Each participant will be 
allocated a Personal Identification Number (PIN) for docu
mentation related to that participant to be numbered 
instead of their details being used; only the researcher will 
have access to the participant’s identification number 
details. The access to original data will be restricted to the 
researcher and the supervision team involved in the 
research. Pseudonyms will also be used to protect the iden
tity of participants when verbatim quotations are used.

Validity and reliability/rigour

To enhance credibility, it is essential that rigour is ensured 
throughout the study. The criteria proposed by Lincoln and 
Cuba (1985) for evaluating qualitative research will be 
adopted in the study to scrutinize the qualitative data. The 
four essential criteria highlighted by Lincoln and Cuba 
(1985) are as follows: credibility, transferability, depend
ability and confirmability. To ensure credibility in the 
study, reflective questioning will be used. The researcher 
will reflect on their interpretation of the participants’ 
answers, throughout the interview, in an attempt to capture 
the meaning the participants were hoping to convey. Credi
bility will also be strengthened in this study by ensuring 
that all interview transcripts are accurate and peer reviewed 
by members of the research team. Space triangulation will 
also take place as data will be collected on the same 
phenomenon across four different sites in the North and 
South of Ireland (Denzin 1989) and this again will 
strengthen credibility. Data triangulation will also occur as 
the study will be using multiple key informants, which will 
provide a range of data sources (Gerrish & Lacey 2010).
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Transferability of the results generated in the study will 
be achieved through ‘thick description’, (Lincoln & Cuba 
1985). This will entail the researcher providing explicit 
accounts of the experiences of the participants’ and not just 
detailing the surface phenomena to their interpretations, 
but uncovering the meaning behind their feelings and 
actions as well (Holloway &C Wheeler 2009). Auditing will 
be used to establish dependability and confirmability of the 
study (Lincoln & Cuba 1985). An audit trail will be main
tained throughout the study by the means of a research 
diary where decisions and reasons for these will be accu
rately recorded (Roberts & Priest 2010).

Discussion

There are some practical issues that have been recognized 
by the authors in relation to conducting this research. 
Firstly, in the study, the researcher will give the participants 
a choice of taking part in a face-to-face interview or an 
interview conducted over the telephone. It was decided by 
the researcher to include telephone interviews as it would 
increase the uptake of participants into the study and 
would be more convenient for the participants. Also, most 
of the advantages that are seen to be attached to the use of 
face-to-face interviews can be seen in telephone interviews 
and they have the added advantage of combining relatively 
low costs with high response rates (Polit et cil. 2001). It has 
been argued that telephone interviews can have their disad
vantages as the quality of the interview may be affected if 
the participant misunderstands the nature of the interaction 
(King & Horrocks 2010); and they may also be limited in 
their ability to record detailed information over the tele
phone (Gerrish & Lacey 2010). The researcher will ensure 
that the risks associated with telephone interviews are 
reduced in the study by clarifying the nature and purpose 
of the telephone interview with participants and using a 
specific digital recording device designed for conducting 
telephone interviews to ensure that all details of the inter
view are recorded. A problem the researcher has also taken 
into consideration is that the sensitive nature of the topics 
being discussed in the interviews may affect the suitability 
of using telephone interviews. However, literature has 
shown that telephone interviews can set the participant at 
ease by offering a less threatening and more sensitive 
approach (Gerrish 8c Lacey 2010). There is also evidence in 
the literature of studies being carried out using telephone 
interviews to collect data on a sensitive topic or with a ‘vul
nerable’ group. These studies found that bereaved family 
members interviewed over the telephone did not report any 
concerns or limitations associated with this data collection

method (Gelfman et al. 2008, P. Hudson (personal commu
nication) 2011). In addition, a study comparing telephone 
and face-to-face interviews found no difference in the 
number of responses and quality of data collected from the 
telephone interviews compared with the face-to-face inter
views (Midanik Sc Greenfield 2003).

There is some debate in the literature over the ‘best 
time’ to approach bereaved caregivers post death to be 
involved in research. However, there is no evidence that 
involving bereaved caregivers in research can have a neg
ative impact on the carer. Also, the most suitable time to 
approach bereaved caregivers after death is debatable, but 
from a review of the current evidence available on this 
issue (Addington- Hall Sc Me Pherson 2001, Price 2002, 
Koffman et al. 2012) and detailed discussions with the 
gatekeepers for the study, it was decided to approach 
caregivers between 3-18 months post bereavement. The 
use of the clinical gatekeepers will help to ensure that 
potential participants are approached at an appropriate 
time and will also ensure that bereaved caregivers do 
not feel pressured by the researcher to take part in the 
study.

This is a novel study as it will be the first time that the 
palliative care provision available to patients with COPD, 
interstitial lung disease and Bronchiectasis and their care
givers, will be explored altogether from the perspective of 
bereaved caregivers and healthcare professionals. It is also 
unique as this phenomenon will be explored across two 
jurisdictions while looking at both urban and rural areas. 
To date, the majority of research has been focused on the 
palliative care needs of COPD patients and caregivers and 
the provision available to this client group. It is important 
that the palliative care provision available to those affected 
by other forms of non-malignant respiratory disease is 
investigated too to improve the care available to this client 
group.

Limitations

It is acknowledged that there are some limitations to the 
study. It is recognized by the researcher that there can be 
biases created using convenience sampling, as a sample is 
selected that is most conveniently accessed by the 
researcher (Burns &c Grove 2005). However, the 
researcher aims to reduce the risk of bias in the study by 
being completely transparent in how the sample is selected 
and how the data are collected. Using convenience sam
pling, the researcher will be able to choose individuals 
whose experiences will help to achieve the aims of the 
study (Holloway & Wheeler 2009). This method of
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sampling is in keeping with the interpretivist approach to 
the study as it will provide information-rich cases for the 
researcher to explore and understand the views of the 
participants and it also helps to ensure that an adequate 
sample size will be obtained. It is also recognized that 
only participants who speak English will be included in 
the study due to resource and time constraints and this 
may limit the input available from bereaved carers with 
different ethnic backgrounds.

Conclusion

This novel research will provide a comparative insight 
into the palliative health service provision experienced by 
people with a diagnosis of non-malignant respiratory dis
ease and their caregivers in the North and South of Ire
land. It will also explore the affect that geographical 
location has on the palliative care provided to this client 
group by also including rural and urban areas' perspec
tives. This study is new as it will go beyond COPD and 
look at the palliative health service provision experienced 
by people with COPD and other forms of non-malignant 
respiratory disease and their caregivers. The findings of 
this research will help to further practice and the current 
literature base involving palliative health service provision 
available to patients with non-malignant respiratory dis
ease and their caregivers. It will help practitioners to 
become more sensitive to the differences in the palliative 
care required by these patients and therefore enable them 
to tailor their responses better to the particular needs of 
their clients.
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central factor in the experiences of patients, family and 
professional carers. Uncertainty makes planning important 
but difficult to start. The more it is needed, the less it is 
done: an inverse planning law. Given its critical impact, 
uncertainty must be addressed if people with advanced 
liver disease are to benefit from the same levels of sup
portive and palliative care as those with cancer. Study 
funded by the ESRC.

Abstract number: P96 
Abstract type: Poster

The Experiences of Palliative Care Health Service 
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Background: The majority of patients diagnosed with a 
malignant life threatening and incurable disease will have 
access to palliative care provision. However, it is less clear 
if the same standards of palliative care are available to 
those with non-malignant respiratory disease.
Aims: To explore the perception of palliative care health 
service provision for people with non-malignant respira
tory disease and their caregivers living in rural and urban 
parts of the North and South of Ireland.
Methods: A qualitative study based on broad interpreti- 
vism that consisted of two stages of data collection con
ducted in two rural and two urban areas across the Island 
of Ireland. Stage one involved semi-structured interviews 
with 17 bereaved family caregivers of patients that had 
died (between three to eighteen months previously) from 
interstitial lung disease, chronic obstructive pulmonary 
disease or bronchiectasis. Stage two was comprised of four 
focus groups with 18 multidisciplinary healthcare profes
sionals involved in the care of these patients and their care
givers across the four sites. The data was analysed using 
thematic analysis.
Results: This study yielded three overarching themes:

1) Dealing with uncertainty
2) Lack of consistency in care delivery
3) Role ambiguity

Conclusion: The findings of this study suggest that care
givers of patients with non-malignant respiratory disease 
are often unaware of the role that they take in the care of

their loved one. For some patients and caregivers a lack 
of information leads to uncertainty about the nature and 
trajectory of the illness and the support they receive varies 
according to their geographical location as a result of 
inconsistency in the provision of palliative care services. 
The outcomes of this study provide a critical first step in 
the development of more responsive palliative care for this 
client group and their family caregivers.
Funding: Department of Employment and Learning 
Northern Ireland.
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Context: Delirium generates patient and family distress 
in addition to management challenges for clinical practi
tioners in palliative care (PC). It presents major research 
challenges and thus it is under-researched.
Aims: To engage a broad multidisciplinary cadre of deli
rium researchers, knowledge users and opinion leaders in 
knowledge gap identification, research priority setting and 
exploratory collaboration towards future research studies 
on delirium in PC.
Methods: We combined input from delirium researchers 
and knowledge users (n=31) at a 2-day international deli
rium study planning meeting with relevant pre- and post-
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Aims and intended learning outcomes
This article focuses on the holistic palliative care 
needs of patients with non-malignant respiratory 
disease, and of their carers. Readers will gain 
an understanding of the physical, psychosocial 
and spiritual aspects of palliative care that

they should consider when caring for patients 
with non-malignant respiratory disease. After 
reading this article and completing the time out 
activities, you should be able to:

► Discuss the holistic palliative care needs of 
patients with non-malignant respiratory 
disease.

► Explain the importance of caring for the 
family and other carers.

► Define the role of specialist palliative care 
providers in delivering care to this patient 
cohort.

► Describe the information needs of patients 
with non-malignant respiratory disease.

► Summarise the benefits of advance care 
planning for patients with non-malignant 
respiratory disease.

► Outline the potential barriers to 
providing palliative care to patients with 
non-malignant respiratory disease.

Introduction________________________
The aim of palliative care is to relieve suffering 
through symptom management, and to 
assist patients with a life-limiting illness and 
family carers to have the best quality of life 
possible (Kelley and Meier 2010). Healthcare 
professionals provide palliative care to improve 
the physical, psychosocial and spiritual wellbeing 
of patients and their families. Access to palliative 
care services was restricted, initially, to patients 
with a diagnosis of cancer and nearing the end of 
life. However, palliative care is now more readily 
available to patients with non-malignant disease 
and is considered an integral part of patient 
disease management (O’Neill and Fallon 1997).

Non-malignant respiratory disease is an 
umbrella term that includes interstitial lung 
disease, bronchiectasis and chronic obstructive 
pulmonary disease (COPD) (National End 
of Life Care Intelligence Network 2011). 
Approximately 210 million people have a
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diagnosis of COPD worldwide, and it is 
estimated that millions more have other forms 
of chronic respiratory disease (World Health 
Organization (WHO) 2008a).

Interstitial lung disease is a diverse group 
of pulmonary disorders that have similar 
radiographical, clinical, physiological or 
pathological manifestations and are classified 
as restrictive lung disorders (Schwarz and King 
2011). The cause of interstitial lung disease is 
not known. The two most common forms are 
sarcoidosis and idiopathic pulmonary fibrosis. 
Management of interstitial lung disease 
involves the patient receiving high-flow oxygen 
and treatment with anti-inflammatory drugs. 
This is in contrast to the management of COPD 
in which patients require bronchodilators to 
open narrowed airways.

Bronchiectasis is classified as an obstructive 
lung disorder, alongside COPD. The term 
bronchiectasis refers to irreversible dilation 
of the bronchial tree (Lange and Walsh 2007).
It may be caused by an infection, mucociliary 
clearance defects, immune defects, allergic 
bronchopulmonary aspergillosis, localised 
bronchial obstruction or gastric aspiration 
(Pryor and Prasad 2008). Bronchiectasis may 
resemble COPD initially, but its evaluation and 
management differs from that of COPD in that 
it may be caused by an infection and the patient 
could have a productive cough and haemoptysis 
(American Thoracic Society 2015).

COPD is a progressive disease that results 
in damage to the lung parenchyma (functional 
tissue) and obstructed airflow in the lungs 
(Currie 2011). Smoking is the most common 
cause, and COPD is a chronic, life-limiting 
condition. Patients are usually considered to be 
in the terminal phase of their illness when acute 
or chronic respiratory failure is present (Carlucci 
etal 2012). The WHO (2008a) has stated that 
three million people died as a result of COPD in 
2005, and it is predicted that it will become the 
third leading cause of death in the world by 2030 
(WHO 2008b).

Non-malignant respiratory disease is a 
chronic, non-curable progressive condition 
that requires appropriate treatment and 
symptom management. Patients with 
non-malignant respiratory disease should 
be identified as early as possible and are 
candidates for palliative care, which should 
be integrated early in the disease trajectory. 
Management of non-malignant respiratory 
disease should involve collaboration between 
the patient’s primary physician and a palliative 
ctre physician to give a smooth transition from

active treatment to palliative care (Choudhuri 
2012). Patients with non-malignant 
respiratory disease should receive palliative 
care even if they are still receiving treatment 
to slow or stabilise their illness (Duck 2008). 
Non-malignant respiratory disease is on the 
increase nationally and internationally, yet 
evidence suggests that patients may not receive 
the same standards of palliative care as those 
with malignant respiratory disease (Davidson 
etal 2003, Goodridge etal 2008, Partridge 
etal 2009). It is important that practitioners 
are aware of the palliative care required by 
these patients, their families and their informal 
caregivers to enable them to tailor their 
responses to the particular needs of this patient 
group (McVeigh etal2014).
Complete time out activity Q

Symptoms__________________________
Symptom management is an important aspect 
of palliative care that helps to address patients’ 
physical, psychosocial and spiritual symptoms, 
thereby equipping them to address other 
components of their illness (Vadivelu etal 2012). 
Palliative care should also include the patient’s 
family, carers and those important to them. 
Symptom management in non-malignant 
respiratory disease may be complex. It is 
important that healthcare professionals are 
able to identify the biopsychosocial-spiritual 
needs of individual patients and the symptoms 
they may experience to provide optimal 
palliative care using a multidisciplinary team 
approach (Sulmasy 2002).

Physical symptoms
The quality of life experienced by patients with 
severe non-malignant respiratory disease may 
be impaired as a result of complex physical 
symptoms. Typically, breathlessness is the 
main symptom experienced by patients with a 
diagnosis of non-malignant respiratory disease 
and is often the symptom that patients find most 
distressing and severe (Gysels and Higginson 
2008, Bausewein et al2010, White etal 2011, 
Janssen et u/ 2011, Baj wah et al 2012).

In a cross-sectional study in the UK, involving 
patients with severe COPD taking part in a 
questionnaire conducted at their home, 92% 
(134/145) of participants meeting the inclusion 
criteria reported breathlessness as the symptom 
that caused them the most difficulties (White 
etal 2011). Other physical symptoms that are 
often associated with advanced COPD are 
fatigue, pain and cough (with or without sputum

£ List the possible 
symptoms that patients 
with non-malignant 
respiratory disease 
would have in the last 
year of life. Ensure 
you consider a holistic 
assessment of their 
palliative care needs, 
including physical, 
psychosocial and 
spiritual needs.
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1 palliative care

O Think about a 
patient with advanced 
CORD, bronchiectasis 
or interstitial lung 
disease you have cared 
for. Did you make an 
assessment of their 
spiritual needs while 
involved in their 
palliative care? Explain 
how you approached, 
or would approach, 
this aspect of symptom 
management. Reflect 
on what challenged 
you and what you 
would do differently 
in a similar situation.
You may wish to 
consider communication, 
existential needs, 
patient experience and 
holistic care.

production) and weight loss and cachexia 
(weakness and wasting as a result of chronic 
illness) (Scullion and Holmes 2011). Elkington 
et al (2005) undertook a study involving family 
carers of 209 deceased patients with CORD; 98% 
of the patients were breathless all or some of the 
time in the last year of life. Other symptoms that 
occurred all the time or most of the time were 
fatigue (96%), low mood (77%) and pain (70%).

The main presenting symptom associated 
with bronchiectasis is a chronic cough with 
sputum production. Other symptoms may 
be bronchial infection, recurrent dry cough, 
pleuritic chest pain, haemoptysis, wheezing or 
dyspnoea (Morris etal2014).

Patients with interstitial lung disease may also 
experience multiple symptoms related to their 
illness (Bajwah etal 2012). Bajwah etal (2012) 
carried out a study in the UK that focused on 
exploring the palliative care needs of 45 patients 
with progressive idiopathic fibrotic interstitial 
lung disease. In this study, in the last year of 
life 93% (42/45) of participants experienced 
breathlessness, 60% (27/45) a cough, 29% 
(13/45) chest pain and 29% (13/45) fatigue.

The palliative care needs of patients with 
advanced non-malignant respiratory disease 
and the burden of symptoms they experience 
are comparable to those with severe lung cancer 
(Bausewein etal 2010, Bajwah etal 2012).

Psychosocial symptoms
It is important that healthcare professionals 
acknowledge the effect that non-malignant 
respiratory disease may have on patients’ 
psychosocial wellbeing and are alert to palliative 
care requirements that may result. Patients with 
non-malignant respiratory disease are often 
at high risk of developing symptoms such as 
anxiety and depression (Lavery et al 2007, White 
etal2011, Bajwah etal2012). Psychological 
symptoms may result from patients’ fear, which 
may be triggered by increasing breathlessness 
(Elkington et al 2005), anxiety over risk of acute 
exacerbations (Seamark etal 2004) or concerns 
over lack of prognostic certainty (Egan 2011, 
Pinnock etal 20\l). The debilitating physical 
symptoms that are experienced by patients with 
non-malignant respiratory disease can also 
affect their quality of life, leading to increased 
psychological burden. Often, the psychological 
symptoms experienced by patients with 
non-malignant respiratory disease are treated 
less effectively than the physiological symptoms 
they experience (Elkington et al 2005).

Decreased physical and psychological 
wellbeing may affect the social functioning

of patients with non-malignant respiratory 
disease. Social isolation and poor quality 
of life are common (Swigris et al 2008,
Gardiner etal 2010) as a result of factors such 
as loss of social interaction with family and 
friends (Wong et al 2014). Wong et al (2014) 
also conclude that patients with advanced 
COPD lose their independence as a result of 
the physiological effects of their condition. 
Patients with non-malignant respiratory 
disease may often express concerns regarding 
housing and social benefits (Gruffydd-Jones 
et al 2007), alongside the financial burden of 
having a life-limiting illness. Therefore, it is 
important that emotional support is provided. 
Recognition of psychosocial symptoms is 
essential in providing holistic palliative care. 
Complete time out activity Q

Spiritual symptoms
Addressing the spiritual needs of the patient 
is an important element of palliative care, 
and it is important to acknowledge that 
these encompass more than religion.
Puchalski et al (2009) defined spirituality 
as ‘the aspect of humanity that refers to the 
way individuals seek and express meaning 
and purpose and the way they experience 
their connectedness to the moment, to self, 
to others, to nature, and to the significant 
or sacred’. Careful assessment of spiritual 
needs is an essential element of palliative care 
for patients with non-malignant respiratory 
disease (Egan 2011), yet their spiritual or 
religious needs are often poorly addressed 
(Curtis et al 2004, Bajwah etal 2012).

Healthcare professionals should give patients 
with non-malignant respiratory disease the 
opportunity to discuss any spiritual and/or 
existential needs or concerns they may have 
(Yohannes 2007). Healthcare professionals 
should involve the multidisciplinary team 
when addressing a patient’s spiritual needs to 
ensure these are addressed fully (Scullion and 
Holmes 2011).

Specialist palliative care____________
Specialist palliative care is provided by 
healthcare professionals who are experts in this 
specialty (having undertaken additional training 
and education) and work specifically in this 
area. It should be accessed easily by patients who 
have complex palliative care needs in relation 
to their physical and psychosocial symptoms 
(Reddall 2009). Specialist palliative care can 
improve a patient’s symptom management
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significantly and reduce hospital admissions 
(Higginsonand Evans 2010). However, access 
to specialist palliative care is srill low among 
patients with non-malignant disease (Mitchell 
et al 2010, Ostgathe et al 2011), and this 
inequality is currently unexplained. Early 
referral to specialist palliative care services 
may be beneficial to patients and their carers 
(Bruera and Yennurajalingam 2011, Irwin 
et a/2013). It is also an important factor in 
providing optimal palliative care to patients 
with non-malignant respiratory disease 
(Higginson etal 2014). Specialist palliative care 
should always be considered for patients with 
non-malignant respiratory disease, especially 
when healthcare professionals are unsure of 
the correct medications for palliation or lack 
the necessary clinical or community support 
(Sandeep etal 2014). Healthcare professionals 
should use specialist palliative care services 
more effectively because they can improve 
significantly the palliative and end of life 
care provided to patients with non-malignant 
respiratory disease (Curtis 2008).

Information needs_________________
Healthcare professionals should provide 
information to patients and their families in 
an effective way to enhance palliative care for 
those with chronic non-malignant diseases 
(Fallon and Hanks 2006). Palliative care 
information should be routinely offered and 
delivered in a manner that maintains the 
patient’s hope (Philip etal2012). Information 
about the illness trajectory, goals of care and 
treatment are important in the care of patients 
with COPD (Philip etal 2012). In one study of 
115 patients diagnosed with severe COPD, 86 
patients (74.8%) stated that physicians did not 
address their prognosis or approached it poorly, 
and 100 (87%) said physicians did not address 
what dying might be like or approached this 
poorly (Curtis etal 2004).

Patients with non-malignant respiratory 
disease may have fears about their future because 
of the lack of information they have received 
about their condition and prognosis (Gardiner 
etal2009, Bajwah etal2013). They often have 
a poor understanding of their illness and its 
implications, and may also lack knowledge about 
dying, especially if they have not previously 
discussed this with a healthcare professional 
(Gardiner et al 2009). It is important that 
healthcare professionals provide the information 
these patients require about their prognosis and 
the symptoms they may experience.

Advance care planning______________
Advance care planning involves patients 
planning for their future care, when they may 
become unable to make clinical treatment 
decisions because of a lack of capacity (Houben 
etal 2014). It also offers the patient an 
opportunity to document their end of life care 
preferences (Barnes etal2011).

Advance care planning is, however, rarely 
initiated in the context of non-malignant 
respiratory disease (Gott et al 2009). Gott 
etal (2009) conducted focus groups with 
healthcare professionals and identified 
several barriers to implementing advance 
care planning for patients with COPD. These 
included patients not being fully aware of 
the likely course of their COPD at diagnosis, 
ambiguity about who should initiate advance 
care planning, an association of advanced 
planning with malignant disease, and lack of 
understanding about the end of life and COPD. 
It is important that healthcare professionals are 
aware of their role in initiating advance care 
planning because it is an essential part of the 
palliative care for patients with non-malignant 
respiratory disease (Janssen etal 2011, Lewis 
and Scullion 2012, Wuyrs etal2014).
Complete time out activity Q

Caring for carers
The physical, emotional, social and spiritual 
needs associated with a life-limiting disease 
are not only experienced by patients, but also 
by their family and other caregivers (Matzo 
and Witt Sherman 2010). Nurses may decrease 
the burden felt by lay caregivers of patients 
with non-malignant respiratory disease by 
acknowledging that the illness is experienced 
by both the patient and the caregiver (Hynes 
et al 2012). Nurses should also acknowledge 
that carers of patients with non-malignant 
respiratory disease may have an additional carer 
burden related to feelings of anxiety caused by 
the lack of prognostic certainty associated with 
the disease. Caregivers may feel vulnerable as 
a result of an imbalance between burden and 
coping capacity (Simpson etal 2010).

Informal carers can have a range of unmet 
needs and may receive inadequate support from 
healthcare professionals (Hasson et al 2008, 
Spence etal 2008). Spence et al (2008) conducted 
interviews with seven carers who were caring for 
someone with severe COPD to explore the needs 
of informal carers. Some participants stated that 
they had not received enough information about 
the patient’s condition or prognosis. The carers

^ : Think of a 
carer of a patient 
with non-malignant 
respiratory disease you 
have encountered whom 
you feel did not receive 
optimal palliative care. 
Make a list of the 
possible unmet needs 
of this carer. Reflect 
on what you could 
have done to improve 
the palliative care 
provided. You may wish 
to consider any fears 
and concerns, carer 
assessment, respite 
services and support.
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CPI) palliative care

(> There are 
misconceptions 
surrounding the term 
'palliative care'. Consider 
what it means to you, 
and discuss this with 
a colleague. You may 
like to consider chronic 
illness, the provision of 
more than end of life 
care, specialist palliative 
care and what palliative 
care means to patients 
and their families.

also felt they did not have appropriate knowledge 
of the services and resources available to them, 
therefore they contacted healthcare professionals 
only when an acute exacerbation occurred 
(Spence etui 2008).

Caring for someone with non-malignant 
respiratory disease creates psychosocial and 
physical challenges for carers that have an effect 
on their daily lives (Hasson et al 2009) and 
increase their feelings of responsibility (Belkin 
etal 2014). As the disease advances, the patient 
relies more on their carer, who is then unable 
to take part in routine activities and might 
become increasingly socially isolated (Seamark 
etal 2004). The needs of the carer do not end 
when the patient has died, and appropriate 
bereavement support is essential. Healthcare 
professionals have a responsibility to recognise 
the biopsychosocial-spiritual needs of the carer 
alongside those of the patient with non-malignant 
respiratory disease. Aspects of palliative care 
that healthcare professionals should consider 
providing to the carers of these patients are 
listed in Box 1 (Vincent and Scullion 2014). 
Complete time out activity 0

Barriers to providing palliative care to 
patients with non-malignant respiratory 
disease__________________________
There are challenges to delivering palliative 
care to patients with non-malignant 
respiratory disease and their carers. Healthcare 
professionals might find it difficult to recognise

• •

Guidance on providing palliative care to carers of patients with
non-malignant respiratory disease

► Encourage the carer to have a healthy lifestyle.
► Ensure the carer understands non-malignant respiratory disease and 

associated symptoms.
► Discuss tlie unpredictable nature of the illness with the carer.
► Assess the carer for signs of depression and carer burden, and report to the 

GP, with consent from the carer, if necessary.
► Ensure the carer is aware of and understands any medications the patient is 

prescribed.
► Avoid medical jargon.
* Encourage the carer to take time out for themselves.
► Reassure the carer that experiencing a range of emotions is natural and not 

something to be ashamed of.
► Direct the carer to relevant patient and carer organisations.
► Refer the carer to respite services when appropriate.
► Ensure the carer is aware of palliative care and any palliative services 

available to them.
► Remember that palliative care should continue when the carer makes the 

transition from an active carer to a bereaved carer.
! (Adapted from Vincent and Scullion 2014)

when palliative care should be introduced 
because of the difficulties in judging disease 
progression in patients with a diagnosis of 
non-malignant respiratory disease. This may 
also be a barrier for healthcare professionals 
in decisions about specialist palliative care 
input for these patients. The uncertain 
disease trajectory associated with most 
non-malignant conditions is one of the main 
reasons these patients are not appropriately 
referred to specialist palliative care teams 
(O’Connor et al 2011). Research carried out 
in Ireland concluded that most patients with 
non-malignant disease were only referred 
to specialist palliative care when they were 
actively dying or when death was imminent 
(Wallace and Tiernan 2013).

There is evidence in the UK to suggest 
that patients with advanced non-malignant 
respiratory disease have less access to 
specialist palliative care services than those 
with a malignant lung disease (Partridge 
efu/2009). Partridge etu/ (2009) conducted 
a survey of 107 respiratory physicians from 
three major hospitals-in England, Wales 
and Northern Ireland - to look at access to 
specialist palliative care services for patients 
with non-malignant respiratory disease.
Only a minority of physicians reported easy 
access to hospice day care or inpatient care for 
these patients (Partridge etal 2009). Patients 
with non-malignant respiratory disease, and 
healthcare professionals, may both believe 
erroneously that palliative care is only for 
patients with cancer (Hayle et al 2013).
This highlights that there is still an exclusive 
association between palliative care and cancer, 
and that the appropriateness of palliative care 
for patients with non-malignant respiratory 
disease is still not adequately recognised.

When caring for patients with 
non-malignant respiratory disease, healthcare 
professionals should provide holistic palliative 
care that involves the early identification 
of the patient’s palliative care needs. The 
importance of providing information 
regarding prognosis and palliative care should 
be acknowledged and advance care planning 
should be considered. A multidisciplinary 
team approach is important and specialist 
palliative care should be considered for these 
patients. Family members and carers should 
be involved in the care process and given 
adequate support.

Box 2 illustrates how palliative care may 
be delivered to a patient with non-malignant 
respiratory disease.
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Conclusion_______________________
Palliative care for patients with non-malignant 
respiratory disease and their caregivers 
should incorporate a multidisciplinary team 
approach that acknowledges the importance 
of holistic care. The palliative care delivered 
to this patient group should be planned and

associated with an ongoing assessment 
of an individual patient’s palliative care 
needs. The needs of carers should be assessed 
and managed appropriately, before and 
after a patient’s death, to deliver effective 
palliative care NS
Complete time out activities 0 and Q

_______________________________________________________
Case study: palliative care in a patient with idiopathic pulmonary fibrosis

Joy is a 60-year-old primary school teacher with idiopathic pulmonary fibrosis. She is experiencing 
increasing shortness of breath and is on high-flow oxygen. Joy is the youngest of three children and has a 
son and daughter. She lives in a bungalow with her husband Paul and their dog Rover. As their two children 
live abroad, Paul has taken early retirement to care for Joy full-time at home.
Joy is visited twice per week at home by a respiratory nurse specialist and once weekly by a district nurse. 
Recently, Paul has noticed that, even with the high-flow oxygen, Joy is struggling to do daily activities as a 
result of shortness of breath and low mood. The respiratory nurse specialist is also aware of this and sits 
down with Paul and Joy to talk over their concerns and symptoms. After this discussion, the nurse realises 
that the symptoms experienced by Joy are becoming more complex. Her shortness of breath is increasing 
and not well managed, and Joy is starting to feel depressed and increasingly isolated from her friends and 
family. Joy tells the nurse that she has fears about how her disease is progressing and what meaning her 
life holds now that her physical function is declining. The nurse also notes that Paul’s burden of care has 
increased. He has concerns about their financial situation and how he will cope if anything happens to Joy. 
After discussions with Joy and Paul, and a holistic assessment of their palliative care needs, the 
respiratory nurse specialist considers that greater involvement of the multidisciplinary team is required, 
given the complex biopsychosocial-spiritual symptoms experienced. The nurse provides Joy and Paul with 
information about how Joy's disease is progressing, the symptoms she may start to experience and the 
meaning of palliative care and who will be involved, and asks who else they would like to be involved.
The nurse involves the specialist palliative care team to help manage the complex biopsychosocial symptoms, 
such as shortness of breath and low mood, and decides it may be helpful to involve a physiotherapist to give 
advice on breathing exercises, and an occupational therapist to provide any equipment Joy may need. The nurse 
also contacts Joy and Paul's minister, at their request, to ask him to come to their home and provide spiritual 
comfort. A social worker is contacted to advise Paul about his financial situation and to see if the couple would 
benefit froin a domiciliary care package at home. The GP is contacted by the nurse to keep him informed of how 
Joy's condition is progressing and who is involved in her care. The GP and the respiratory nurse specialist make 
a joint decision that the district nurse should be contacted to stop checking Joy’s bloods since she is entering 
the end stages of illness. Joy and Paul are asked by members of the team where Joy's preferred place of care is 
and services are put in place to help them achieve this goal.
Joy died six weeks later in her own bed, the place she had always wanted to spend her final days, with 
Paul, her children and Rover by her side. Paul does not wish to receive formal bereavement services 
since he has good support from his friends and family. The respiratory nurse specialist visited him to see 
how he was coping.

£ Reflecting on 
the article and the 
case study in Box 2, 
write a short portfolio 
designed to reflect on 
the care of a patient 
with non-malignant 
respiratory disease.

© Now you have 
completed the article, 
you might like to write 
a reflective account. 
Guidelines to help you 
are on page 55.
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Definitions and descriptors
Chronic obstructive pulmonary disease (COPD) is a chronic, 
non-curahle, progressive illness that results in the obstruction of 
airflow in the lungs due to damaged lung parenchyma. COPD is 
an umbrella term that refers to lung diseases such as emphysema 
and chronic bronchitis. Emphysema causes the alveoli in the 
lungs to progressively become destroyed and lose their elasticity, 
therefore resulting in shortness of breath. Chronic bronchitis 
causes inflammation and irritation of the bronchi in the lungs, 
leading to the increased production of mucus. The most common 
cause of COPD is smoking, and it most commonly affects people 
who are heavy smokers and in their late 30s or older. Worldwide, 
210 million have been diagnosis with COPD; in 2005, 3 billion 
people died from the disease, and it is predicted that by 2030, 
COPD will become the third leading cause of death in the world 
(WHO, 2008).

Clinical presentation
There are a number of symptoms associated with patients 
diagnosed with COPD such as breathlessness, anxiety, pain, 
insomnia, fatigue, reduced appetite, weight loss and reduced 
physical activity. One of the most significant symptoms associated 
with this condition is breathlessness. These symptoms can take 
a long time to progress, and therefore, patients may not seek 
medical attention until the later stages of the disease. Patients 
may initially present with a productive cough, a persistent chest 
infection, some breathlessness or even wheezing. Patients can 
also suffer from exacerbations of their COPD. Exacerbations 
may be caused by an infection and can result in the worsening of 
COPD symptoms such as breathlessness and mucus production. 
Ihe Global Initiative for chronic Obstructive Lung diseases 
(GOLD) (2013) guidelines recommend that COPD is classified 
into four stages based on a spirometry reading of the patients’ 
airflow:

Mild: FEVj > 80% predicted value 
Moderate: 50% < FEV^ < 80% predicted 
Severe: 30% < FEVj < 505 predicted 
Very severe: FEV! < 30% predicted

Palliative approaches to symptom 
management
Patients with COPD require adequate symptom control in order 
to improve their quality of life and help them have some relief 
when they reach the palliative phase of their illness.

• The patient’s comfort needs should be assessed, and indi
vidualized care plans should be used to ensure measures 
are put in place to address these needs and evaluate their 
effectiveness.
• The bereavement support needs of the patient’s family and 
informal caregivers must also be taken into consideration 
(Chapter 59).
• Patients with a diagnosis of COPD should be identified as early 
as possible and are candidates to receive palliative care as this will 
ensure that they, alongside their families and informal caregiv
ers, receive the holistic care they require to manage the physical,

psychological, spiritual and social symptoms experienced as a 
result of their life-limiting diagnosis.
• A multi-disciplinary team approach to palliative care is also 
essential in order to help maximise the care delivered to these 
patients, their family and their informal caregivers.
• The specialist palliative care team should be made aware of the 
patient.
• It is important that practitioners are aware of the palliative care 
required by these patients, their families and their informal car
egivers in order to enable them to tailor their responses to the 
particular needs of their clients (McVeigh et ai, 2013).

Pharmacological interventions
• Medications such as inhalers and nebulisers must be reviewed 
as the patients disease progresses.
• Pharmacological interventions such as opioid therapy must be 
considered to aid symptoms such as severe breathlessness.
• Long-term oxygen therapy should also be considered to aid 
breathlessness whilst keeping in mind the risks of CO, retention 
in COPD patients.

Psychological interventions
• Good and effective communication with patients, their fami
lies and their informal caregivers is essential when providing pal
liative care (Chapter 3).
• The information needs of COPD patients, their families and 
their informal caregivers must be assessed, discussed and met to 
the best of the healthcare professionals abilities.
• Advanced care planning should be encouraged (Chapter 4).
• Emotional and spiritual support should also be provided when 
delivering palliative care to patients, families and informal car
egivers.

End-of-life care
COPD can have an unpredictable disease trajectory that can 
make it difficult for clinicians to diagnose a patient as being in 
the terminal phase of their illness. Advance care planning can 
help to ensure the wishes of the patient, their family and their 
informal caregivers are met in their last days of life. The specialist 
palliative care team should be involved.
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Appendix III
Participant Invitation Letter - Interview

School of Nursing and Midwifery 
Queen's University Belfast 

Medical Biology Centre 
97 Lisburn Road 
Belfast BT9 7BL 

Phone: + 44 (0) 28 90975766

Dear Sir/ Madam,

My name is Nurse Y and I am one of the Respiratory Nurse Specialists in the Belfast 
Health and Social Care Trust/Northem Health and Social Care Trust/Letterkenny 
area/Dublin North East. I am aware that you were the main family caregiver of Mr. 
X who sadly died on the 00/00/000.

Researchers from the Nursing and Midwifery Research Unit in the School of 
Nursing and Midwifery at Queen’s University, Belfast, and University College 
Dublin, are carrying out research exploring the experiences of palliative health 
service provision for people with lung disease from the perspective of bereaved 
family carers. I am contacting you to see if you would consider taking part in the 
research that is being carried out. I have enclosed an information sheet setting out 
what you would be asked to do if you decided to take part.

I would be grateful if you would return the enclosed reply form in the stamped 
addressed envelope provided, to the research team indicating whether or not you 
would be willing to take part in the study. If you indicate that you are willing to take 
part in the research then the research team will call you within a few days to discuss 
the project further and arrange for you to take part in the study.

If you do not wish to be contacted I would ask that you return the reply form to the 
research team so they know that you do not wish to be approached again for this 
purpose.

If you have any questions please do not hesitate to get in touch with myself or a 
member of the research team. Their contact details are provided on the information 
sheet.

Yours faithfully.

Respiratory Specialist Nurse



Appendix IV

Participant Information Sheet - Interview
TITLE:

“The experiences of palliative health service provision for people with non- 
malignant respiratory disease from the perspective of bereaved family carers.”

Dear Sir/ Madam,

We would like to invite you to take part in a research study about the experiences of 
palliative health service provision for people with lung disease from the perspective 
of bereaved family carers. Before you decide you should understand why the 
research is being done and what it would involve for you. Please take time to read 
the following information carefully. Talk to others about the study if you wish. 
Please ask us if there is anything that is not clear or if you would like more 
information. Take time to decide whether or not you wish to take part.

Below you will find a list of questions with answers in order to help you understand 
what the study is about and why you are being invited to take part.

Possible questions:

Who is doing the study?

The researchers are Clare Me Veigh (PhD student), Dr Joanne Reid and Professor 
Peter Hudson of the School of Nursing and Midwifery, Queen’s University Belfast 
and Professor Philip Larkin of University College, Dublin.

What is the study about?

The study is aimed at exploring the palliative health service provision experienced 
by people with lung disease and their bereaved family carers. It is hoped to gain 
information on patients’ experiences from the perspective of their bereaved relatives 
and explore these experiences. It is hoped to gain information from the point of view 
of bereaved relatives, and explore these experiences. It is hoped that this research 
will allow for improvements in the palliative health service provided to people with 
lung disease.

Why have I been invited?

You have been invited to take part in this study as you have cared for a relative 
diagnosed with lung disease, who has died in the past three to nine months.

What will I be asked to do?
One of the researchers will arrange to meet with you to ask you some questions 
about the experiences you and your relative had in their last year of life. For 
example, we are interested to know if the physical and emotional needs of your 
relative were met. To make sure we have an accurate record, we will record the 
interview. However, you can ask us to stop recording at any time. The interview

312



should take no more than 60 minutes. We will carry out the interview in your home 
or a place of your choice.

What are the possible benefits of taking part?
We cannot promise that the study will help you directly. However, we will present 
the results of the study to relevant managers and staff so that the team can reflect on 
how the service might be made more effective.

What should I do next?
A self-addressed envelope is provided for you to return the enclosed reply form 
indicating whether or not you are willing for us to contact you to discuss 
participation in the research.

If you are willing to be contacted to discuss participation in the research, please 
indicate this on the form. We will telephone you on the number you provide to 
discuss the research and answer any questions you may have. You can then decide 
whether or not you wish to take part in the research.

If you do not wish to be contacted, simply indicate this on the form and we will not 
approach you again in relation to interviewing you.

What happens if I decide to take part?

If you decide to go ahead we will arrange to meet for the interview at your home or a 
place you choose, or you can participate in the interview over the telephone. Before 
the interview goes ahead we will ask you to sign a form to say that you consent to 
taking part in the study.

What if I do not wish to take part?

You do not have to take part in the study if you do not want to. You do not have to 
give a reason for your decision. However, please return the reply letter to us so we 
know not to contact you again in relation to interviewing.

What if I decide to withdraw from the study?
You are free to withdraw at any time, without giving a reason. If you do withdraw 
we will not use the data we have collected from you. You might also decide not to 
take part after speaking to us on the phone. You do not have to give a reason for your 
decision.

What if there is a problem?

If you are unhappy with anything that happens during the study you can talk to the 
researchers and we will deal with the issue immediately. Of course you can withdraw 
from the study at any time, without giving a reason.

What happens if I become distressed during the interview?

It is accepted that the interview process has the potential to be distressing for you. 
Therefore, if you do show signs of distress the interview will be put on hold and 
before recommencement of the interview the researcher will regain verbal consent

313



from you to go ahead with the rest of the interview. If the researcher feels at any 
point you are becoming too distressed then they will discontinue the interview. On 
completion of the interview you will be provided with an information pack on 
bereavement support services you can access and leaflets on bereavement that you 
may find helpful. With your consent the researcher will send your General 
Practitioner (GP) a letter informing them of the study you are taking part in.

Will my taking part in the study be kept confidential?

We will follow ethical and legal guidelines and keep all information private and 
secure. We plan to publish the results of the study in scientific journals, but 
individuals will not be identified.

Only the researchers (Clare Me Veigh, Professor Sam Porter, Dr Joanne Reid and 
Professor Peter Hudson) will have access to the recordings of interviews. We will 
not write down names or anything else that would identify any individual.

How will the information be stored?

All data will be securely stored by the researchers in Queen’s University Belfast in a 
locked office and filing cabinet. Any information written on paper will be destroyed 
securely five years after the study has finished. Any information that is to be stored 
on a computer will be stored in a password protected computer in a locked office.

Who has reviewed the study?

All research is looked at by an independent Research Ethics Committee, to protect 
your safety, rights, wellbeing and dignity. This study has been reviewed and given a 
favourable opinion by the Office of Research Ethics Committees for NI and the 
Research Ethics Committee dealing with the Republic of Ireland.

Thank you for taking time to read this infonnation leaflet.

Yours faithfully,

Clare Me Veigh 

Dr Joanne Reid 

Professor Peter Hudson 

Professor Philip Larkin

If you have any questions please do not hesitate to contact us:
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Clare Me Veigh 

Telephone: 028 90975766 

Email: cmcveighl5@qub.ac.uk

School of Nursing and Midwifery 
Queen's University Belfast 
Medical Biology Centre 
97 Lisburn Road 
Belfast BT9 7BL

Dr Joanne Reid 

Telephone: 028 90972459 

Email: j.reid@qub.ac.uk

Professor Peter Hudson 

Telephone: 028 90976598 

Email: peter.hudson@qub.ac.uk

Professor Philip Larkin School of Nursing and Midwifery

Telephone:+353 1 716 6438 Health Sciences Centre

Email: Philip.larkin@ucd.ie Belfield, Dublin 4
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Appendix V

Participant Reply Form - Interview

Please return this form in the reply-paid envelope provided or to the address 
below.

Note: this is not consent to take part in the research. It is asking you to indicate your 
willingness to be contacted to discuss participation.

I am willing / not willing (delete as necessary) to be contacted by Clare

Me Veigh to discuss my participation in an interview in the research into the 
experiences in the last year of life of the relative I cared for.

Name: ________________________________________

(Block capitals please)

Address:

Contact Tel. no. ___________________________
(If you are willing to be contacted):

Signature: ___________________________

Return address: Clare Me Veigh

School of Nursing and Midwifery

Queen’s University Belfast

Medical Biology Centre

97 Lisburn Road

Belfast BT9 7BL
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Appendix VI

PARTCIPANT CONSENT FORM (FOR INTERVIEW)

Title of Project: The experiences of palliative health service provision for people 
with non- malignant respiratory disease from the perspective of bereaved family 
carers.

Name of Researchers: Clare Me Veigh, Professor Philip Larkin, Dr Joanne Reid 
and Dr Peter Hudson.

Please initial box

1. I confirm that I have read and understand the information sheet dated
____________ (Version........) for the above study. I have had the
opportunity to consider the information and to ask questions. Any 
questions I have asked have been answered satisfactorily.

2. I understand that my participation is voluntary and that 1 am free to 
withdraw at any time, without giving any reason.

3. I agree to the anonymised audio and written data provided by me in the 
interview being stored by the researcher in a locked filing cabinet.

4. I agree to take part in the study.

5. I agree to my GP being informed of my participation in this study

6. Please tick the interview type you would prefer:

Face-to-face in my own home

Telephone interview
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GP NAME:

GP ADDRESS:

GP TELEPHONE:

Name of Participant Date Signature

Researcher taking consent Date Signature

Centre Number:

Study Number:

Anonymous ID 
code:
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Appendix VII
Participant Invite Letter - Focus Group

School of Nursing and Midwifery 
Queen's University Belfast 

Medical Biology Centre 
97 Lisburn Road 
Belfast BT9 7BL 

Phone: + 44 (0) 28 90975766

Dear Sir/ Madam,

My name is_ and I am the Head of Department in the Belfast Health

and Social Care Trust. Researchers from the Nursing and Midwifery Research Unit 

in the School of Nursing and Midwifery at Queen’s University, Belfast, and 

University College Dublin, are carrying out research exploring the experiences of 

palliative health service provision for people with non- malignant respiratory disease 

from the perspective of bereaved family carers. I am contacting you to see if you 

would consider taking part in the research that is being carried out. I have enclosed 

an information sheet setting out what you would be asked to do if you decided to 

take part.

I would be grateful if you would return the enclosed reply form in the stamped 

addressed envelope provided, to the research team indicating whether or not you 

would be willing to take part in the study. If you indicate that you are willing to take 

part in the research then the research team will call you within a few days to discuss 

the project further and arrange for you to take part in the study.

If you do not wish to be contacted I would ask that you return the reply form to the 

research team so they know that you do not wish to be approached again for this 

purpose.

If you have any questions please do not hesitate to get in touch with myself or a 

member of the research team. Their contact details are provided on the information 

sheet.

Yours faithfully, 

Head of Department
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Appendix VIII

Participant Information Sheet - Focus Group

TITLE:

“The experiences of palliative health service provision for people with non- 
malignant respiratory disease from the perspective of bereaved family carers.”

Dear Sir/ Madam,

We would like to invite you to take part in a research study about the experiences of 
palliative health service provision for people with non- malignant respiratory disease 
from the perspective of bereaved family carers. Before you decide you should 
understand why the research is being done and what it would involve for you. Please 
take time to read the following information carefully. Talk to others about the study 
if you wish. Please ask us if there is anything that is not clear or if you would like 
more information. Take time to decide whether or not you wish to take part.

Below you will find a list of questions with answers in order to help you understand 
what the study is about and why you are being invited to take part.

Possible questions:

Who is doing the study?

The researchers are Clare Me Veigh (PhD student). Dr. Joanne Reid and Professor 
Peter Hudson of the School of Nursing and Midwifery, Queen’s University Belfast, 
and Professor Philip Larkin of University College Dublin.

What is the study about?

The study is aimed at exploring the palliative health service provision experienced 
by people with non- malignant respiratory disease from the perspective of their 
bereaved family carers. It is hoped to gain information on patients’ experiences from 
the perspective of their bereaved relatives and explore these experiences. It is 
important for us to understand the experiences of people with this illness so that we 
can inform the care of these people and their carers. It is hoped that this research will 
allow for improvements in the palliative health service provided to people with non- 
malignant respiratory disease.

Why have I been invited?

320



You have been selected to take part in this study as you are a HCP who works with 
people diagnosed with non- malignant respiratory disease.

What will I be asked to do?
If you decide to take part in this research you will participate in a focus group. This 
is a form of group interview in which the discussion is centred on a specific topic 
and is conducted by the researcher. It will consist of four people who have been 
selected as they are involved in the care of people diagnosed with non- malignant 
respiratory disease. The researcher will have carried out interviews with bereaved 
carers prior to the focus groups and will have analysed the data provided by these 
interviews. The themes from these interviews will be the areas covered at the focus 
group. No questions will be directed to you individually, but instead will be posed to 
the group. You may choose to respond or not respond at any point during the 
discussion. The focus group will be held at a time that is convenient to all 
participants and it will be digitally voiced recorded. Written accounts will be made 
of the focus group and may be used in the final study.

What are the possible benefits of taking part?
We cannot promise that the study will help you directly. However, we will present 
the results of the study to relevant managers and staff so that the team can reflect on 
how the service might be made more effective.

What should I do next?
A self-addressed envelope is provided for you to return the enclosed reply fonn 
indicating whether or not you are willing for us to contact you to discuss 
participation in the research.

If you are willing to be contacted to discuss participation in the research, please 
indicate this on the form. We will telephone you on the number you provide to 
discuss the research and answer any questions you may have. You can then decide 
whether or not you wish to take part in the research.

If you do not wish to be contacted, simply indicate this on the form and we will not 
approach you again in relation to interviewing you.

What happens if I decide to take part?

If you decide to go ahead we will arrange to meet for the focus group at a place 
convenient to all participants. Before the focus group goes ahead we will ask you to 
sign a form to say that you consent to taking part in the study.

What if I do not wish to take part?

You do not have to take part in the study if you do not want to. You do not have to 
give a reason for your decision. However, please return the reply letter to us so we 
know not to contact you again in relation to interviewing.
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What if I decide to withdraw from the study?
You are free to withdraw at any time, without giving a reason. If you do withdraw 
we will not use the data we have collected from you. You might also decide not to 
take part after speaking to us on the phone. You do not have to give a reason for your 
decision.

What if there is a problem?

If you are unhappy with anything that happens during the study you can talk to the 
researchers and we will deal with the issue immediately. Of course you can withdraw 
from the study at any time, without giving a reason.

Will my taking part in the study be kept confidential?

We will follow ethical and legal guidelines and keep all infonnation private and 
secure. We plan to publish the results of the study in scientific journals, but 
individuals will not be identified. Only the researchers (Clare Me Veigh, Professor 
Sam Porter, Dr Joanne Reid and Professor Peter Hudson) will have access to the 
recordings of interviews. We will not write down names or anything else that would 
identify any individual. You should be aware that if there are any concerns raised 
during the focus group about issues surrounding malpractice, the researcher will be 
obliged to contact the line manager of the HCP involved.

How will the information be stored?

All data will be securely stored by the researchers in Queen’s University Belfast in a 
locked office and filing cabinet. Any information written on paper will be destroyed 
securely five years after the study has finished. Any information that is to be stored 
on a computer will be stored in a password protected computer in a locked office.

Who has reviewed the study?

All research is looked at by an independent Research Ethics Committee, to protect 
your safety, rights, wellbeing and dignity. This study has been reviewed and given a 
favorable opinion by the Office of Research Ethics Committees for Northern Ireland 
and the Research Ethics Committee dealing with the Republic of Ireland.

Thank you for taking time to read this information leaflet.

Yours faithfully,
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Clare Me Veigh 

Dr Joanne Reid

Professor Peter Hudson 

Professor Philip Larkin

If you have any questions please do not hesitate to contact us:

Clare Me Veigh 

Telephone: 028 90975766 

Email: cmcveighl5@qub.ac.uk

Dr Joanne Reid 

Telephone: 028 90972459 

Email: j.reid@qub.ac.uk

Professor Peter Hudson 

Telephone:028 90976598 

Email: peter.hudson@qub.ac.uk

Professor Philip Larkin 

Telephoned 53 1 716 6438 

Email: Philip.larkin@ucd.ie

School of Nursing and 
Midwifery
Queen's University Belfast 
Medical Biology Centre 
97 Lisburn Road 
Belfast BT9 7BL

School of Nursing and 
Midwifery

Health Sciences Centre

Belfield

Dublin 4
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Appendix IX

Participant Reply Form - Focus Group

Please return this form in the reply-paid envelope provided or to the address 
below.

Note: this is not consent to take part in the research. It is asking you to indicate your 
willingness to be contacted to discuss participation.

I am willing / not willing (delete as necessary) to be contacted by Clare Me Veigh to 
discuss my participation in a focus group in the research into the experiences in the 
last year of life of patients with non-malignant respiratory disease and their carers.

Name:

(Block capitals please)

Address:

Contact Tel. no. ___________________________
(If you are willing to be contacted):

Signature: ___________________________

Return address: Clare Me Veigh

School of Nursing and Midwifery

Queen’s University Belfast

Medical Biology Centre

97 Lisburn Road

Belfast BT9 7BL
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Appendix X
PARTCIPANT CONSENT FORM (FOCUS GROUP)

Title of Project: The experiences of palliative health service provision for people 
with non- malignant respiratory disease from the perspective of bereaved family 
caregivers.

Name of Researchers: Clare Me Veigh, Joanne Reid, Professor Peter Hudson and 
Professor Philip Larkin.

Please initial box

1. I confirm that I have read and understand the infonnation sheet dated
_____________(Version........) for the above study. I have had the
opportunity to consider the information and to ask questions. Any 
questions I have asked have been answered satisfactorily.

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason.

3. I agree to the anonymised audio and written data provided by me in the 
focus group being stored by the researcher in a locked filing cabinet.

4. I agree to take part in the study.

Name of Participant Date Signature

Researcher taking consent Date Signature
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Interview Guide
Appendix XI

The purpose of this interview is to gain a greater understanding of the health and 
social care services you and the relative you cared for experienced in their last year 
of life. Your responses will help us make recommendations for possible 
improvements. There are some specific areas I would like to focus on and discuss 
about this experience. If you wish to stop the interview at any time just let me know 
and the interview will be stopped and continued when you are ready.

Opening Statement

Can you tell me about the care your relative received towards their end of life?

Topic Areas to Be Covered (Prompts in brackets)

1. One area I would like to talk about is what services and support did your 
relative experience from the health care profession in their last year of life? 
(What, who, efficiency, sufficiency, any further needed)

2. Another area I wish to discuss is what services and support did you 
experience from the healthcare profession while caring for your relative in 
their last year of life? (What, who, efficiency, sufficiency, any further 
needed)

3. I would like to discuss the symptoms your relative experienced in their last 
year of life and how these symptoms were managed. (Sufficiency of 
information, staff knowledge and expertise, quality of symptom management, 
emergency contacts for symptom management)

4. Can you tell me about when and where your relative died and if you felt this 
was their preferred place to die. (why they died here, anything further could 
have been done to facilitate preferred place to die)

5. Can you tell me about what support you received after the death of your 
relative, if any, and how did you feel about this support?

6. Thinking about your experience caring for your relative, do you think there 
was any service or support that could have been provided that would have 
been beneficial for you or your relative?

Thank you, your interview has been very helpful and we would be very interested in 
any other thoughts or feelings you would like to share with us to help us understand 
the experience you and your relative had. Is there anything I have not covered that is 
important to you and you would like to discuss?
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DEMOGRAPHIC INFORMATION

AGE:

SEX:

RELATION TO PATIENT:

PATIENT DIAGNOSIS:

OCCUPATION (IF RETIRED PREVIOUS OCCUPATION):

WHERE THEY WERE LIVING WHILST CARING FOR RELATIVE:

HOW MANY PEOPLE IN THE HOUSE:

DATE PATIENT PASSED AWAY:
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Appendix XII

Focus Group Question Guide

Introduction

• Welcome everyone
• Introduce myself
• House Keeping
• Reminder about the study: what it is about; why I am doing it
• Talk through key points

voluntary
confidentiality and digital recording device
length of focus group
group discussion-everyone join in
no right or wrong answers, ok to disagree with others, want to 
hear everyone’s opinion
respect others views, no interrupting and no ‘side’ conversations 
explain role of note taker in the background 
any questions?

• Definition of palliative care= The WHO (2002) definition is,
“An approach that improves the quality of life of patients and their families 
facing the problems associated with life-threatening illness, through the 
prevention and relief of suffering by means of early identification and 
impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual.”

• Definition of specialist palliative care (specialist palliative care) = The
palliative care provided by HCPs (HCP) that specialize in the area of 
palliative care.

• Definition of generalist palliative care (generalist palliative care) =
Palliative care delivered by HCPs who are not classified as specialist 
palliative care providers.

Warm Up

• Tell me a bit about yourself
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• Name, professional role, area they work in, how long they have worked 
there.......

Topic Guide

1. Aim: To explore what palliative health service provision is currently 
available for patients with non-malignant respiratory disease (NMRD) 
and their carers.

To start, could anyone tell me about the palliative health care provision that is 
currently available for people with non- malignant respiratory disease and 
their carers, both specialist and generalist?

What do you feel would make for a high standard of pall care post 
discharge for these patients and carers?
Can you tell me how well generalist palliative care and specialist 
palliative care services are organized and resourced both in the 
hospital and community setting?
Can you tell me how effective are the lines of communication 
between the HCPs involved? (Especially between generalist 
palliative care and specialist palliative care )
Can you tell me how well generalist palliative care and specialist 
palliative care services are accessed by this client group both in 
the hospital and community setting? (How aware are they of all 
available services?)
Would anyone agree/ disagree with this?
Would anyone have any other perspective?
How do you perceive patients and their carers understand of the 
meaning of palliative care?
Would anyone agree/ disagree with this?
Would anyone have any other perspective?
What do you perceive as good palliative care?
What are the barriers and facilitators of good palliative care?
Any suggestions for improvement?
How do you feel good generalist palliative care compares with 
specialist palliative care?

How do you perceive the generalist palliative care and specialist 
palliative care services available to patients with a diagnosis of 
either bronchiectasis or interstitial lung disease (ILD) and their 
carers, compares to the services available to those with a diagnosis 
ofCOPD?
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How do you perceive the generalist palliative care and specialist 
palliative care services available to NMRD patients and their 
carers in rural areas compares to the services available to those in 
urban areas?
Can you tell me about any Models of Palliative Care that are used 
at present to guide the provision of palliative care?
How do you perceive the role of the Healthcare Support Worker 
in delivering palliative care to patients at home? (Importance, 
what they do, standard, do they need training??)

2. Aim: to find out if the HCP’s feel they communicate well enough with 
patients and carers and if they meet the information needs of patients 
and carers.
Can you tell me how you perceive how generalist palliative care and 
specialist palliative care providers communicate with NMRD patients and 
their carers?

Can you tell me your perceptions about how the information 
needs of carers and patients are met?
Would anyone agree/ disagree with this?
Would anyone have any other perspective?
Can you tell me about the barriers and facilitators in relation to 
communicating with patients and carers?
Any suggestions for improvement?
Can you tell me how you feel about how effective discussions 
around end-of-life and prognosis with patients and carers are? 
What are the barriers involved in having these conversations? 
Any suggestions for improvement?
How effective do you feel HCPs are at taking into consideration 
the wishes of the patient and their family?
Would anyone agree/ disagree with this?
Would anyone have any other perspective?

Anything else you would like to add to the discussion which we have not 
covered?

Thank you.
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Appendix XIII

Title: BC2 Interview

Record date: 02/07/2012 15:10:59

Record time: 0:55:54

Recording file name: BC2 Interview

FACE TO FACE INTERVIEW 

AGE: 54 

SEX: Male

RELATION TO RELATIVE WHO DIED: Son 

RELATIVES DIAGNOSIS: COPD

OCCUPATION OF CARER (IF RETIRED PREVIOUS OCCUPATION):
Unemployed- Had own business in London and left to look after his dad.

WHERE THEY WERE LIVING WHILST CARING FOR RELATIVE: Lived 
with his dad

HOW MANY PEOPLE IN THE HOUSE: Just the carer and their dad 

DATE RELATIVE PASSED AWAY: 03/03/2012

Interviewer: The purpose of this interview is to gain a greater understanding of 
the health and social care services you and the relative you cared for 
experienced in their last year of life. Your responses will help us make 
recommendations for possible improvements. There are some specific areas I 
would like to focus on and discuss about this experience. If you wish to stop the 
interview at any time just let me know and the interview will be stopped and 
continued when you are ready.

Can you tell me about the care your relative received towards their end of life?

Interviewee: I lived with dad alone to look after him I came to look after him and I 
did it all until the last 3 years myself. My sister came on a Tuesday from about 10am 
to 3pm to give me a break once a week and that was it. It was 24hr care and as time 
went on... the past 3 years was extremely intensive care. I couldn’t work, there was 
no way I could work and do this. I had left my job to come over when he originally 
had spinal problems and I thought 6 months will get him back on his feet it will get



the ball rolling but that was not to be it just went from bad to worse. He went into 
hospital the week before he died because he had a UTI again and I said to our GP 
there is a chest infection brewing and he came up and said "I don’t think so" and I 
said 'there is.' Then on the Thursday morning I ahh telephoned the doctor and said he 
is becoming very unwell as every time you laid him down flat on the bed he couldn’t 
breathe properly and I had to keep him propped up. This was how it was at the end 
as such ah so you had to keep him propped up as he just couldn’t breathe properly as 
only 25% of his lungs were actually working. I saw the X-rays and things and there 
was an awful lot of the lungs that were just not functioning at all. But I said to the 
doctor there is definitely another chest infection brewing and he is not well. Our 
respiratory nurse just happened to be in the house that morning she was doing an 
assessment with the woman who was over the carers who is an absolute bitch. 
Basically she is not helpful at all. Ahh she was doing an assessment of the care needs 
and when we went through the program I actually felt like throwing her out that 
morning. But a respiratory nurse came up with me that morning and she did my 
father’s blood gases and so forth and she found they were quite low and bouncing all 
over the place so she telephoned the GP and there was an ambulance at the door in 
about ten minutes flat. So we went up to the hospital at 1 o clock and finally at 5 o 
clock, that was actually quite good, we managed to get him a bed in the admissions 
ward and then a couple of days later they moved him to the respiratory ward. He 
seemed to have the nippy mask on virtually the whole time he was there in the last 
week which concerns me a little bit because I wonder how he managed to get fed. 
Whenever he went into hospital I actually came down with a really nasty flu the next 
day and I wasn’t in any fit state to go and see him so my sister went to see him a 
couple of times every day to keep an eye on things. I went up on the Tuesday 
evening and there seemed to be signs of improvement. He had the mask on and it is 
difficult to talk to someone when they have the mask on as you can't really hear what 
they are saying. But he seemed to be improving and getting on well that day but on 
Wednesday my sister said he wasn’t in such good form. Then she sent me a message 
on Thursday saying we had finally turned a comer he was in great form that day and 
he was improving. He still had the mask on but he was talking more and feeling 
hungry. And then on Friday I got a message from the hospital saying can you come 
up we want to see you. So my sister and I went up at 4 o clock and the doctors took 
us aside and said 'we don't think he is going to make it he has been asleep all day.' 
And to be honest we have been there so many times before because we are told that 
and we manage to get him pulled round and we thought this time was no different so 
we stayed with him until half 7 and he seemed to stabilize his blood gases were 
improving. Okay he was still asleep and he seemed to be dreaming and his hands 
were moving and what have you and we thought do we sit here all night again as we 
have done so many times before or will we go home and check later? So we thought 
we would go home for a little while. So we phoned at ten o clock and they said he 
was stable he seemed to be turning a comer. At 12 o clock the phone rang asking us 
to come up to the hospital immediately so I got up and rushed to the hospital for 
about half 12 and they said 'Sorry.'
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PAUSE

All the curtains were round his bed and we thought this was nothing unusual as they 
were working with him so I thought that instead of going through the curtain I would 
ask one of the nurses and there were no nurses to be found. Finally we found a nurse 
and told her we had been called up what was happening and she told us to hold on 
she needed to find his nurse. Then another nurse came along and she said, 'I'm sorry 
it is too late.' So it was a huge shock.

Interviewer: I’m sure it was...

Interviewee: So they came behind the curtain and cleared everything away including 
the nippy machine but what concerned me was that normally when you take the 
nippy mask off your face the tracks of the mask are left on your face for half an hour 
or an hour and there were no marks on his face. So I just wonder did they take the 
nippy mask off him at the end and let him just fade away or what happened? But I 
think whatever happened, happened very quickly and I'll never know the answers. 
We don't know exactly what did happen when he died.

Interviewer: There is a topic I would like to cover during the interview. I would 
like to discuss what services and support your dad experienced from the 
healthcare profession in his last year of life? Really what sort of services, who 
provided these and how they felt about these services.

Interviewee: We had a respiratory nurse who was absolutely excellent she popped up 
once a week to check on his blood gases and so forth. I asked for one of the things 
you attach to your finger to keep an eye on his oxygen levels but I was told 'No you 
can't have one as if it went wrong you would be phoning ambulances left right and 
centre!' So I said okay but if anything looked like it was going wrong the respiratory 
nurse called up and she was really excellent I mean she put the whole care package 
into place and things to try and help. Our GP’s as well if there was anything really, 
really wrong we would call them and they would drop everything and come. Other 
times they did take a couple of hours but they always did come and check things out 
and there were several time the GP sent him to hospital and he want even sure if he 
was going to make it in the ambulance on the way there. One time in the ambulance I 
went with him and I had to put on the nippy mask in the ambulance as they did not 
know how to use it in the ambulance. When we arrived at A and E the GP rang the 
doctor at the hospital to ask how my dad was and he said 'oh he's fine he is sitting up 
talking to us.' And the GP couldn’t believe it he thought that he might not even have
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made it to the hospital. That's the sort of scenarios we were dealing with and as far as 
the GPs and even the District nurses with regards pressure sores etc. all of those 
people were very, very good. We couldn’t have really asked for better and we were 
very lucky in that respect to have our own good nursing team at home and our own 
good GPs. Now there was never really any involvement from specific palliative care 
teams. There was a Marie Curie nurse who came to give me a break the week before 
he went into hospital like a sit in service but that was all. Last Christmas he was in 
hospital with another chest infection and I was absolutely exhausted as it had been 
15 months from I last had a break. We did arrange for him to have respite care in a 
nursing home as I was getting to the stage where I was just dropping and he went in 
on the Monday and it all began to unravel very quickly. My sister said to me that she 
thought he was becoming very unwell. He was meant to be in for two weeks so I 
went to Kildare for a holiday on the Wednesday and I had no sooner arrived than I 
got a phone call saying 'this is the nursing home here something is wrong with the 
nippy machine can you come and fix it?' I then had to spend the next couple of hours 
sending texts to the nippy rep and she actually went to the nursing home to sort it 
out. And what they had actually done was trip over the machine and poured water 
from the condenser into the filters and that had closed the whole machine down 
because they had just been careless. She got the machine up and running again but it 
wasn’t a break for me because I was on egg shells the whole time. Then my sister 
said 'I think he has got another chest infection brewing.' Suddenly on the Friday, I 
had come back on the Thursday night, I got a call from the GP on call asking was he 
speaking to the nursing home and I infonned him that he was speaking to a private 
house. He said he was ringing about my father as he had got a call from the nursing 
home and he was sending an ambulance immediately. He was put in the ambulance 
without the nippy machine as no one knew how to work it and I dashed up the road 
to the hospital to set up the machine. He was in hospital for a while and then he came 
home and at this stage my sister was sick so I had no break for a few months.
During this the respiratory nurse arranged for a Marie Curie nurse to come in and sit 
with my father to give me a break for a few hours one day but by this stage I was 
ready to drop.

Interviewer: That kind of leads on to another topic I wish to cover. I would like 
to discuss what services and support you experienced from the healthcare 
profession in last year of your fathers’ life? Really what sort of services, who 
provided these and how you felt about these services.

Interviewee: No, no services nobody you just got on with it. The Marie Curie sit in 
was only once in ten years. I didn't even know what was available to me. If you 
could have had people into help who knew what they were doing and who you could 
actually trust to look after my father. Even in the hospital they didn't seem to know 
how to look after him and they certainly didn't in the nursing home. You began to 
fear letting him out into someone else’s care in case they would muck something up.
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You would send him into hospital with a chest infection and he would come out with 
another problem i.e. a pressure sore. You began to think the only way this man is 
going to get good care is if he is managed at home. It was draining and exhausting as 
I was up at 7 every morning trying to give one medication after another, trying to fit 
things in, trying to do the housework, cooking for him and in the last few years I 
literally had to feed him as well. I really could have done with more support but it is 
difficult to find that support. The last month was really very draining altogether. The 
carers made things very difficult as well as they would chop and change times and 
you never knew when they were coming and they were just always in a mad rush all 
the time.

Interviewer: I was hoping you could tell me about what sort of symptoms your 
father experienced in his last year of life and how these symptoms were 
managed by the healthcare professionals involved in your fathers care?

Interviewee: His lung problems started about 4 years ago. He first had the problem 
of sleep apnoea and he fell asleep and you couldn’t get him awake. The carbon 
dioxide started to build up in his blood and obviously his body wasn’t getting rid of 
it and he started getting these frightful headaches. When he fell asleep you couldn’t 
get him wakened full stop and he eventually started going into hospital with all these 
chest infections then they discovered they couldn’t get him awake either. Then they 
diagnosed he had sleep apnoea and we ended up having a nippy machine at home. So 
he had to wear the nippy machine every night say from 11pm until 7am.

PAUSE

He had a big face mask as opposed to the little one as the little one they were putting 
it on so tight it was actually digging into his nose and cutting it.

Interviewer: Oh Dear

Interviewee: So we had to have the big full face one which they have stopped 
making now.

PAUSE

Interviewer: Oh Right
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Interviewee: I was one of the few people who actually knew how to operate the thing 
and ahh whenever he went in to A and E Ahh, which was unfortunately a couple of 
times a year because he kept getting more and more chest infections. Ahh....

PAUSE

I was the only one who sort of knew how to set the thing up and get it up and 
actually operating and in the admissions ward they didn’t know a lot about it either 
and even in the respiratory wards there were only one or two people who knew how 
to operate it. But at least we got the thing up and running and it did him the world of 
good and it kept him alive many times as such. But then after the sleep apnoea and 
the nippy machine then we discovered he ahh. He went in with a dreadful chest 
infection about three years ago to hospital, I was about to go on holiday, he went into 
hospital about two days before suddenly it happened. I went on holiday Ahh Umm I 
only got two weeks break a year if I was lucky. Ahh then whenever I came back 
within 24 hours he was home again and we discovered he had the most dreadful 
pressure sores.

PAUSE

Interviewer: Oh Dear

Interviewee: This was a problem we had every time he went into the hospital. At 
home there was no problem with pressure sores or anything we kept him in really 
good condition. He went there and Ahh he ended up having acute pressure sores on 
his anal area as such, one of them so deep it went straight through to the bowel. So 
we had to bring a surgeon in to sort of think about operating and he said to leave it a 
few weeks and see what would happen. But we managed to get it heal but it was 
always very fragile and delicate and you had to make sure there was no break down 
as far as that was concerned. So we then discovered he had developed type two 
diabetes on top of that and then as I said every 6 months at least he would end up 
getting dreadful chest infections and he had urinary infections pretty frequently like 
once a month. It got the stage that there was hardly anything antibiotic wise that 
would actually work for the UTIs as such we were running a bit low on options. Ah 
in....

PAUSE

Let’s see....

PAUSE

....as I say every time he went into hospital he came out with a pressure sore 
somewhere. One time there was a dreadful pressure sore on his heel, so deep, that
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they had to end up using maggots therapy to actually clear that out and he ended up 
actually getting MRSA in it as well but we managed to get all that cleared up. 
Ummm and so when he got back home this was sorted but you could still see the 
indentation where the sore had been but he had very little feeling from the waist 
down as he had paraplegia after spinal surgery. So in November, December 2010 he 
was in hospital again acutely unwell with a chest infection, UTI. Every time he got a 
UTI it seemed to trigger off a chest infection, one was almost linked to the other it 
worked out that way sometimes. He was so ill they wanted to turn off the machines, 
turn off the nippy machine, turn off everything and I refused to let them full stop and 
they said well we have tried so many antibiotics and we can’t get anything to work 
and I suggested to them that they try gentamicin....and they did. And within an hour 
he started coming round. We had been called to the hospital so many times on so 
many occasions. We would be sitting there from 4 o clock maybe 5 o clock in the 
morning to try and get things pulled back together again, he was so near the edge so 
many times. They used the gentamicin and he got pulled round but it took many 
weeks after that for him to be well enough for them to even begin to start the 
discharge process. And then you had the Xmas period too that they were so short 
staffed they didn’t bother to feed him; they didn’t bother to wash or feed him or 
anything we had to go up and do it ourselves.

PAUSE

Interviewer: That must have been difficult for you....

Interviewee: It wasn’t a very satisfactory way to do things as such, and then you
had..... Actually we complained and our doctor was horrified when he saw the
pressure sores whenever he came home as such. And our district nurses were 
horrified too. And so I made a complaint to the hospital and they did their 
investigation but of course it’s bound to come out in their favour and they said he 
was so ill they couldn’t move him. Ahh "they couldn’t sort of put pillows under him 
and move him from side to side to relieve the pressure they were more interested in 
keeping him alive and well and they couldn’t do anything else," Which was 
complete and utter rubbish. They said they would try to improve their pressure 
management system from there on in. They always made sure he had a profiling bed 
as such and a pressure relieving mattress and what have you but that wasn’t really 
enough because he had to be propped from side to side. I think really he needed 
turned, like when he came home, and this was three years ago, we turned him every 
2 hours and then we ended up having to get carers in to try to help a little bit with 
that but the carer scenario was a total disaster.

PAUSE
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It Ahh was nothing but pressure that wasn’t really required. I needed help yes but 
they kept changing things, they kept changing the people, they kept changing the 
times. I mean one morning they were here at 7 o clock and a week later they were 
here at ten o clock, they could be here at 11 o clock for the breakfast call. They then 
could have maybe been back at a quarter past 12 for the lunch call and they just
Ahh... The people were Ahh....There were some good ones but the majority of them
were just in it until something better came along and it was a total nightmare, it 
wasn’t satisfactory. The people were just basically dragged in off the streets and they 
didn’t give a toss one way or another. And they would only keep that job until 
something better came along and they were always in a mad rush in and out in and 
out. They were given half an hour for morning call; they were given half an hour at 
lunch time they were given half an hour for the other calls. Ummm....

PAUSE

I think it was about a year ago they were trying to do the breakfast call in 10 minutes 
flat, washing someone head to toe, shaving them in 10 minutes, and you can’t do 
that. We complained and we actually ended up having to get rid of a few of them as 
well because one of them was actually hurting him. And I mean there was a shouting 
match going on upstairs and I went upstairs and put an end to the shouting match and 
told them they wouldn’t be back through the door again. It got to the stage quite 
frankly that my dad didn’t even like them coming in. I mean there was some of them 
quite fun and amusing and he found them good fun and he would have had a joke
with them as such. But some of them..... like there was one that was out the door
before she was even in it like they came in twos and there was one of them she sort 
of was out in the car before she was in the door and I got rid of her. And others you 
had to double check on what they were all the time to make sure it had been done 
properly because some of the times you had to do it all yourself. And they became 
so unreliable. I got up at ten to 7 every morning and there was an hour and a half s 
work to do with my father before we even got them through the door. And if they 
came at 7 o clock I just had to do it all after they left because of his nebuliser regime 
and they took an hour four times a day. He was on oxygen 2hours a day and he was 
sensitive to oxygen. We started off first of all with a tank of oxygen and he could 
take it as he needed it but then he needed it all the time and he was on 1.5 litres 
because he was oxygen sensitive and then eventually it got cut down to half a litre. 
And I mean he was on 36 tablets a day when things were going well.

Interviewer: How did you feel about the information given to you and your 
father about his symptoms?

Interviewee: The doctor warned me that over the years he could get a chest infection 
at any moment and that was how it was going to be. There was times over the years 
were you thought each breath he took was going to be his last breath. You just didn’t
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know what to do sometimes for the best, you were running out of options and the 
medical profession were running out of options as well. I was busy finding as much 
knowledge as I could just to keep him ticking over. We weren’t really provided with 
a lot of information about his symptoms you just really had to do your own research. 
Sometimes you ended up knowing more about his condition than the ones treating 
him. From time to time breathlessness would be an issue as there was only a small 
percent of his lungs working and sometimes you felt that he wasn’t getting enough 
oxygen but I couldn’t turn the oxygen up as his body would retain the carbon. So 
there were times he was definitely very breathless. Now our GPs managed the 
situation as best they could and they did say after he was gone that if he hadn’t have 
had the level of care he had at home he would have been gone years ago. Now in the 
hospital the symptom management wasn’t great and he went in with one problem 
and came home with another. Also what I annoyed me one time when I went up to 
the hospital he was on the nippy machine but they had let it run out of water so he 
was getting hot dry air. When I went to refill the machine with water there was a 
nurse practitioner there and she went through me for touching the machine and I was 
very angry as I knew just as much about operating the bloody machine as she did. 1 
also noticed that sometimes they didn’t have the mask on him properly and the seal 
was over his lips and you can’t breathe if the seal is over your lips so I had to keep 
adjusting it and I was really annoyed sometimes as a lot of them just didn’t seem to 
know what they were doing. Sometimes it was the case that the staff didn't have the 
experience to look after my father properly. You needed someone high up like the 
consultant to know what they were doing and sometimes I felt that they were too 
willing to give up easily on my father as if when you get to a certain age they just 
give up on you.

Interviewer: I know that your father died in hospital and I would just like to 
discuss this to find out if this was where he wanted to die and if not was there 
anything further you felt could have been done by the healthcare professionals 
to facilitate him dying where he would have preferred?

Interviewee: He passed away in hospital and he always said he would like to go at 
home but I was always afraid that if he went at home that it would have been an 
absolute nightmare. He was just so unwell that he couldn't have had the support he 
needed to die at home. He didn't like going into hospital and we knew that but it was 
the only way to get on top of things.
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Interviewer: When your father passed away can you tell about the support you 
received, if any, and how you felt about this support?

Interviewee: No basically I had to just get on with it. It is suddenly like having the 
carpet pulled from beneath your feet because you have been doing this for 24hours a 
day for ten years and then suddenly one day it is all taken away. Everything just 
seizes and usually you are so frantic trying to the next part of the schedule and all of 
that is suddenly taken away. You have to start getting on with your own life but that 
is easier said than done. There is a huge void left and I thought I would be able to 
make the transition but at the minute I don't know whether I am coming or going. 
You just end up totally wiped out and you wonder what the devil you are going to 
have to cope with next.

Interviewer: Thinking about the experience you had caring for your father, do 
you think there was any services or support that could have been provided that 
would have been helpful to you and your father?

Interviewee: I felt if I had have had a little bit more of a break that would have 
helped a lot as I was exhausted but you have to be careful who you are going to let 
in. At times I had to hoist him on my own and I tore muscles in my arm, in my back 
and in my stomach. And I never got time to recover I had to just keep on going 
regardless I was never allowed to be unwell myself. You lose yourself somewhere in 
the process and I haven't found myself yet. Your whole world becomes keeping that 
person alive and well and you lose yourself.

Interviewer: Thank you very much your interview has been very helpful and I 
would be very interested in any other thoughts or feelings you have that would 
help me to understand the experience you and your father had. Is there 
anything I haven’t covered that you feel is important and would like to talk 
about?

Interviewee: I think if you knew what you were letting yourself in for before you 
take on the job of carer you would never do it. You start off with the best of 
intentions but you never realise how consuming it will be. You need more support
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and you need carers who are properly trained. They say the carers are trained but 
they aren't it just goes in one ear and out the other and they really don't care. God 
help anyone who lives on their own and has carers as there were times when they 
would take my fathers’ oxygen off to wash him and forget to put it back on or turn 
off his oxygen and forget to turn it back on again. The nurses in the hospital are so 
short staffed that they can't provide the care that is needed. I am grateful to our GP, 
our own team of nurses and our respiratory nurse they did a good job I couldn't fault 
them. Also I would like to mention that when my father was here we had a good 
enough income from the both of us and now he is gone all that has been pulled from 
under me and that does not make the transition any easier.

Interviewer: Thank you very much for taking part in this interview you have 
been very helpful and given me a great deal of information to help with my 
study.
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Appendix XIV

Title: Focus Group One 

Record date: 15/05/2013 16:12:35 

Record time: 01:20:50 

Recording file name: FG1

DETAILS OF PARTICIPANTS

OT1 (OCCUPATIONAL THERAPIST)

• Specialist palliative care OT based in the community
• Worked within palliative care for approximately 20 years

RN1 (RESPIRATORY NURSE SPECIALIST)

• Community respiratory nurse specialist
• Been in the community for 4 years and previous to that worked as a 

respiratory nurse in a large urban hospital

PCN1 (PALLIATIVE CARE NURSE SPECIALIST)

• Specialist palliative care nurse based in a large urban hospital for 7 years
• Prior to that worked in respiratory for ten years

PCC1 (PALLIATIVE CARE CONSULTANT)

• Consultant in palliative care for 13 years
• Had an interest in respiratory conditions from before became a palliative care 

consultant
• Treats patients with malignant and non-malignant lung disease

PCN2 (PALLIATIVE CARE NURSE CONSULTANT)

• Joint appointment with hospital, hospice and university.
• Background in lung cancer and has an interest in respiratory conditions.
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Worked in the field of palliative care for 23 years

RC1 (RESPIRATORY CONSULTANT)

• Respiratory Physician.
• Manages patients with chronic lung disease based at an urban hospital in 

Northern Ireland.
• Been in this role for 15 years
• Have a specialised interest in the research and care of patients with COPD.

Moderator: To start, could anyone tell me about the palliative health care 
provision that is currently available for people with non-malignant respiratory 
disease and their carers, both specialist and generalist?

Long Pause

PCC1: Well I suppose I would see it as being that palliative care is available to 
patients with non-malignant chest disease the same as it is available to any other 
individual. Maybe I am looking at it with rose tinted spectacles but that is the way I 
would view things. And the generalist palliative care would be given through 
respiratory nurse specialists who have obviously developed through the last number 
of years and others in primary health care. From a specialist point of view then those 
folks who are more complex and running into problems, both the community and 
specialists would provide input for that groups of patients but maybe I am a bit rose 
tinted.

PCN2: I agree with you, I mean respiratory and specialist palliative care provide 
palliative care to those patients. But I think if you look at the literature it would 
suggest in the past that access to specialist palliative care services perhaps was more 
of an equity in relation to malignant diseases and patients with COPD maybe didn’t 
get the same access to the likes of the hospice as those with lung cancer and yet they 
are equally symptomatic if not more so in some areas. And hopefully that is 
changing as the research did show that hospices and specialist hospital based 
palliative care services are trying to extend their services to actually allow greater 
access. From our perspective, the likes of the breathing space clinic there was a time 
that the balance was lung cancer and then a small proportion of non-malignant and 
then for a while there the balance had maybe turned the other way were there were a 
lot more patients with non-malignant chronic respiratory conditions. So...
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Short Pause

I think it has changed and general palliative care is provided very well by the 
services that exist.

PCC1: I suppose it depends on what you think, there has always been a willingness 
to see patients with other respiratory conditions but I suppose for patients there is 
that step up in accepting that there are limited treatment options for them has maybe 
been difficult for them to accept. They associate this with specialist palliative care 
and the word hospice and I suppose for them it’s a big step up really and getting 
them through the doorway has been difficult.

RN1: I think our role in community has changed I mean obviously with experience 
and you know from I have been with the team you are now a key worker for your 
patient and you follow that patient through until end of life care. And the service of 
the breathing space clinic has been fantastic for us, like initially we only had one or 
two patients that we would refer to the breathing space clinic and now we bombard 
the clinic with people, you know. And also with the specialist palliative care team it 
is great now that we are in the same office and we can chat about patients with them. 
And we now have access to their multidisciplinary team meetings if we want to chat 
about patients, which I think was happening before but maybe we weren’t attending 
as frequently as we should have. And referring out now to the palliative care nursing 
team for advice on medication and treating symptoms we did that probably more 
initially but as we become more expert in that we can liaise with the GP ourselves.

PCN1: And your patients are mostly those with COPD or?

RN1: We have quite a large number of patients with fibrosis as well and I would say 
in the last year that has increased quite a lot. Now not too many Bronchiectasis 
patients you know as they would still tend to be cared for at a hospital clinic. 
Certainly if we are needed it is not that we don’t see them but if we are needed then 
they are referred, we just don’t have very many.

PCC1: And the respiratory nurse specialists throughout Northern Ireland, obviously 
we have our experience with our locality, but there is a very good service 
throughout.
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Moderator: Well I suppose this next questions touches upon some of the issues 
already discussed hut I was wondering if you could tell me about how well 
generalist palliative care and specialist palliative care services are organised 
and resourced?

OT1: The specialist palliative care teams within this urban area of Northern Ireland 
have a community specialist oncology and palliative care team which is a bit of a 
mouth full. And we are based at two parts of the city and we work on the premise 
that most of the patients would be managed by the core community teams and that 
any one requiring specialist assessment would be referred up either from our own 
core services or that they would be referred in through the likes of the hospice nurse 
or the respiratory nurses. So there is a lot of cross working and at the hospice we 
would refer patients to the breathing space clinic and into the wellbeing clinic and 
into day therapy as well. What happens with, in particular the community OT and 
physio, is that if we have a patient that is referred specifically to our specialist 
palliative care team we will case hold because it is a limited time that we expect to 
have the person. The balance has changed because with our post about 7 years ago 
there would have been the expectation that it would 90:10 malignant versus non- 
malignant disease but it has changed and I would say we are fast approaching a 75% 
case load for malignant and the rest are non-malignant just made up of neurology or 
respiratory.

Moderator: Could you also tell me how effective are the lines of communication 
between all healthcare professionals involved? For example Generalist and 
specialist palliative care providers.

RC1: Maybe if I can have a word. So if I can echo what people were saying I think if 
you compare where we are now to where we were five years ago it has utterly 
changed.

Pause

I think that probably is a trajectory rather than a finished thing, I think we are still, 
there is more happening. So the groups of patients that we have, often it becomes 
apparent that there is palliative needs for the patient on the ward and they have had a 
major episode and it may be the chronic disease model there is a tip and will they 
come back from it, so the downward slide followed by a precipice. In terms of the 
non-specialist palliative care which I would take as people who are not trained in 
palliative care giving palliative care, well that means we have our own approach.
And that means continually reflecting on, I mean on a daily basis we go through 
every patient on the ward and we do that with our nurse specialists, OTs,
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physiotherapists and the nurses on the ward and quite often the issue comes up, “Is 
this a palliative patient? Should we be adopting a palliative approach?” And 
someone says, “Well we are not going to do the following..” And you have sealing’s 
of care and you can have minor interventions, major interventions or no 
interventions in someone with palliative care.

Pause

But I think that the disease can be palliative from a much earlier stage and I am not 
sure how good we are at that but at the end stage palliative, and I don’t know if I am 
speaking out of turn, but I think someone could be palliative from their first referral 
to the clinic and they might take five years to die.

Pause

So I think that’s the important thing and that prediction is often difficult. It is a little 
bit easier with pulmonary fibrosis as it tends to, the line of trajectory tends to be 
more acute. And very difficult in Bronchiectasis, it’s only after several runs of 
treatment that you realise that this isn’t working. We are not succeeding medically 
and you look at a patient that has been through the mill and you go, “this person is 
really very unwell.”

Pause

So what do we have? We have nurses, respiratory specialist nurses and respiratory 
consultants who do raise the issue of palliation on a frequent basis, on a daily basis. 
Now not about every patient but about the patients who may be more at the...

Pause

How do I define it...

Short Pause

At the palliative stage were interventions will be more limited.

Pause

Most patients, a lot of patients, 85% of our patients going on non-invasive 
ventilation (NIV), within 12 hours we have declared a sealing of care which is not 
for intensive care unit (ICU). Is that a palliation? Well to some degree it is because 
they say up to a third of people will fail NIV, not in my experience, but if someone 
fails NIV and we see how we go from there, but we are not going to escalate up to 
ICU. The next group of people that we have access to, to help us are the specialist 
palliative care team and they do come around regularly and I think it is important, 
particularly when you are at the stage of a syringe driver for somebody with a 
respiratory illness to try and control their breathlessness. We would often use 
Oramorph, we use Oramorph quite a lot but some of them forget to take it and then
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they become breathless so we try and be cute and put them on morphine sulphate 
(MST) but then they can forget to take it. But when we are more at the stage of the 
syringe driver we tend to at that stage involve the input of the specialist palliative 
care people.

Pause

And there is a ward round of the specialist palliative care nurse maybe twice a week 
and the specialist consultant in palliative care. I think the access to them is very 
systematic, I mean it is good and it’s systematic, it’s not patchy and it is not half 
hearted, if you ask they will help. So I think services are available and it’s very 
different from five years ago. I think we have changed our minds a little bit about 
palliative care in terms of you know...

Pause

Excepting that many of these patients are going to die and that this may be their 
ultimate or penultimate admission. Is there more to go? Probably there is, I think we 
often kind of look back and think, could I have spotted something six months ago 
but I think that is the nature of reflective practice. I think if we are not doing that 
then we are not human and we are not being professional.

Pause

I always ask myself are we late into the game of palliation?

Moderator: Just picking up on your point about the difficulties in judging when 
to introduce palliative care with non-malignant respiratory disease patients, 
would anyone have any other perspectives on this?

PCN2: I think that certainly, the respiratory nurse specialists in the community and 
link with the palliative care nurse specialists and this is back to communication as 
hopefully we communicate very effectively. But I think that the respiratory nurses 
our referring at a much earlier stage and it is far better in lots of ways for the patient 
and from our perspective. And it is actually reducing that whole stigma around 
palliative care in hospices and whatever and it allows us to do a lot more anticipatory 
planning and we are having those discussions alongside the girls in the community. 
And it is even the sharing of experiences with other people when they meet other 
people at an earlier stage and it allows us to think about preferences for avoiding 
those acute admissions. You know, “what do they want? Where do they want to be? 
Is hospice an option? Can we facilitate that?” And inevitably it seems to lead to a 
better end of life, sort of terminal phase.
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OT1: Can I just say there is a lot of preparation in between that stage and the 
respiratory consultant mentioned about specialist palliative care when a syringe 
driver goes up. Well we would be thinking, they are living in a hospital environment 
and people who are in hospital have to go home and when they are living at home if 
they are not adequately provided for in terms of physiotherapy or what I often get 
requests for, a stair lift. I start thinking, “why didn’t I get this request months ago?” 
Because there are various red tape measures that I have to go through that I cannot 
avoid and I cannot ask for things to be fast tracked from the delivery service and I 
can’t put everything that people need in the back of my car that would enable them 
to maintain a good level of independent functioning. Even things that aid the 
management of their breathlessness and compliment what the respiratory nurse is 
doing, all that needs to be done well before they are on a syringe driver.

RC1: Well, yeah, and the syringe drivers probably may not get out at all, usually 
they will not get out of hospital.

Pause

So with pulmonary fibrosis you talk about a trajectory and everyone talks about three 
and a half years here and five years in the States it’s just timing your visit, six 
months for a scan and three months for the result that kind of nine months and then 
do you get a run of treatment from their GP? So it is probably the same disease, just 
diagnosed a bit earlier.

Pause

And when you are in that sort of disease, in a sense you can model the decline of that 
disease. What helps us with that is talking with a patient about how far they can walk 
is one thing. Looking at them getting oxygen desaturation when they walk and the 
transfer factor is usually very helpful. Because if a patients transfer factor is twenty 
five in pulmonary fibrosis you know what is going on there. If this patients’ transfer 
factor is 78% and they have pulmonary fibrosis then, well, you know what? “Come 
back to see me next Christmas.”

So I suppose to some degree we can follow that downward decline in pulmonary 
fibrosis very easily and I think that’s probably why the specialist palliative care team 
probably may be getting more pulmonary fibrosis, because we can pick it up.

Short Pause

But what is difficult to some degree is..

Short Pause
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And I think we have lost what I call “the absent years” in COPD. The absent years is 
when they couldn’t come to clinic.

Pause

The absent years as you know, as you would be going along getting sick and sicker 
and miss the clinic. And you would say I’ll make a later appointment and then I’ll 
make another one and another one, and then you realise there is something up that 
she can’t leave her home. There is a home view that the community team get that the 
inpatient team will not get I guess as we see the world through our own eyes. We are 
very good at seeing the people who are repeat admissions into hospital and that can 
be a kind of a Bronchiectasis or COPD type, lots and lots of them. Or it can be the 
COPD patient who may not be coping, some people just cannot cope at home and it 
may be a nursing home or respite that is needed or a stair lift. Now if you have to 
deal with the rural areas (pfiff) you should try getting a stair lift there.

Pause

But for some people it is only who comes in and that is because were we see them 
we recognise, “you know she really is dying.” You know this is the fourth admission 
in five months and longer and longer admissions, you realise...

Short Pause

Well the penny’s dropped. And that’s what I said earlier, we look back and think, 
“Could I have picked that up last September?”

OT1: In the community we are in the position where we need to be able to look 
forward because we can’t get access to everything and we can’t manage everybody’s 
expectations. And we need to put the patient and their relatives and carers in a place 
where things are managed realistically. I mean it is a huge disappointment; it is one 
of the worst things that I have to go and do. I mean I had an experience today where 
the stair lift is not going to go in and this will make decisions in another direction for 
a client. But had it been, I mean it is a physical thing the stair lift, other 
circumstances where it couldn’t have been done because of timing issues. And that is 
something where if we have had in the community a referral at an appropriate time 
and have had time to work with a patient on a psychological level and gently 
negotiate with them what is best for them and let them come to their own decisions. I 
can’t walk into somebody and say, “In six months time you are not going to be able 
to do this and because of red tape I am going to be have to start a stair lift.” Now 
someone may say they don’t want a stair lift and that is fine that is their decision, but 
it is about empowering them and giving them the time to make their own decisions.
If they are going to accept the stair lift or if they are going to have other decisions to 
make and how to support the family to care and cope with that.
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Pause

And it’s also about bringing in other mechanisms, gentle mechanisms, like referrals 
to the district nurse. “Why does a district nurse need to come and see you?” Well 
you are palliative but the district nurse still needs to have that contact just to keep 
things ticking over.

RN1: And the other side of that coin is that the district nurse is going to go in and see 
the patient and say “I don’t need to do anything for them, ring me when they get 
worse.”

OT1: Well as long as the contact is made that is all we want so that people are not 
coming up absolutely blind into a situation where a patient doesn’t know them and 
they don’t know the patient that is the worst case scenario.

RN1: On the other side of it, what the respiratory consultant was saying about 
patients not being able to attend clinic then from my point of view that’s where we 
are sort of getting referrals earlier you know. And most of our patients will have 
been referred when they have only had one admission to hospital for pulmonary 
fibrosis or COPD. And I think now things have improved as one of our team is based 
at the hospital site all the time. That has certainly improved the way we work and we 
have been able to liaise very well with the consultants here about patients there are 
concerns about who can no longer come to clinic. But as regards to looking after 
them at home then it’s really between GP and the patient. Obviously some GP’s are 
very supportive of what we are doing and work very well along with us and I would 
say that has definitely improved.

Moderator: I know we have discussed the generalist and specialist palliative care 
services available. Can you tell me how well these services are accessed by this 
client group?

PCC1: I suppose we only deal with our small area. I see the respiratory physicians 
and the respiratory nurse specialists as almost the gatekeepers, so when a respiratory 
consultant feels that the patient is at that phase then they will trigger a referral to us. 
So in a sense that is where we are and I think most of them know what services are 
available and from my point of view I see them as the gatekeepers. I would see 
patients in the hospital and I would be asking, “Where are we with this patient?” But 
usually there is a lot of dialogue, but that doesn’t answer your question really.
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RN1: Well with our support people would have access to the services but I don’t 
think they would know what all is involved.

PCN1: Most people would not know how to access the services, they would have to 
be signposted

Moderator: And how well do you think people are, as you say, ‘signposted’ to 
these services?

PCC1: Well in terms of what palliative care services are available throughout the 
trust for patients, as a specialist palliative care consultant I find this very confusing 
and 1 fell that GP’s would find this very confusing with the hospital and community 
teams and the voluntary sector. I feel that maybe that could be clearer for the non
specialists. Because if you look at any directory there are two teams and you think, 
“Well what one do I go for, I have no idea!” So I think that it has improved but it 
could be better. But 1 think it is the professionals that signpost the patients rather 
than the patients.

Moderator: And how aware do you perceive patients and carers are about all 
the palliative care services they can access?

RC1: Well if I can rephrase that, how often does a patient say, “Doctor I need 
palliative care.” And the answer is never. But sometimes we do hear people talking 
about not wanting to suffer, you do hear that. We then do raise issues about how 
relatives say, “He is just not himself, you know he hasn’t been the same from he was 
last in.” But that is not a question like could I have a palliative care consultant? That 
is a very different thing and that opens the door you know to what other avenues we 
can explore.

PCN1: Well in regard to non-malignant patients there would still be that lack of 
awareness of what we do as the specialist palliative care team. And there would 
sometimes be a lot of anxiety especially when we say we are from palliative care or 
introduce ourselves as Macmillan nurses because there would still be that
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relationship with cancer. So the public at large would not have a lot of insight into 
what we do.

RNJ: Some of our patients would be quite taken back if we even mention a referral 
to the breathing space clinic at Marie Curie. They would ask why you are sending 
them there and you know they want you to say that it is because they have cancer, 
which is what they immediately think of.

PCN2: There was research launched this morning about the general public’s 
awareness of palliative care in Northern Ireland and that showed that they are aware 
of the term but they don’t actually know what it means. The people interviewed were 
saying that there needs to be more raising awareness campaigns with basically an 
explanation of what palliative care is and what the services are and how to access 
them. So they might have heard the term but have little understanding and those that 
have any kind of understanding was usually when somebody close to them had 
experienced it or perhaps themselves but there is still a huge lack of knowledge.

Moderator: And leading on from that how do you perceive patients and carers 
understanding of the meaning of palliative care?

RNl: I don’t know if we or if I have ever even used that term, you know that word. I 
have maybe discussed...

Pause

Well I don’t think I have even brought up about end of life care, I don’t think you 
would be that clinical about it you know. You are kind of being more in general in 
asking them...

Pause

“What would you like to happen?” As they become unwell and I suppose more plans 
and certainly people understand that more.

OT1: I have had people whenever I have explained to a relative at the front door who 
I am you know, “Don’t use Macmillan, don’t use specialist and don’t use palliative.” 
And I go in as an OT and that’s the ‘woo’ factor, it is not happening.
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RC1: I use the term Macmillan nurse much more than I use anything else. I will tell 
patients that I will get the Macmillan nurse to see them as their breathlessness is 
getting worse and to see if they can help take the edge off it and help make it not so 
severe.

OT1: Using the term Macmillan in somebody’s home can induce breathlessness in a 
relative {Laughs) and anxiety and panic {Laughs).

RC1: I think that I want to let them know that by using the term Macmillan. I am 
introducing a palliative approach and if I have a direct conversation I will sit down 
and say, “Look you know, we know we can’t replace your lungs or we can’t treat 
this condition and it is likely to cause more breathlessness as time progresses.” I 
don’t give time, sometimes with some of the pulmonary fibrosis people I will say to 
them that this often goes on for three and a half to five years and I will introduce that 
in the exact same way as if I have told somebody with a small cell carcinoma, “You 
probably have you weeks to months, with treatment we could give you a year or 
maybe more.” And I suppose they are the pre-set phrases that I have. On the one 
hand 1 want to let them know the time span if they ask. So 1 do use those terms and 1 
suppose part of it is....

Pause

A desire, not to give them a crushing reality, but a desire that they are not surprised, 
and that they have an idea of where we are going.

Pause

But maybe I am a bit ruthless {Laughs).

PCN2:1 think this morning that was what was coming out as well as the public were 
saying that perhaps as healthcare professionals we should be using the terms more 
often, you know using palliative care when we mean palliative care and introducing 
it.

OT1: I think there is sort of a cage around, “What I was told in the hospital and what 
I transfer over into my own home is not, you know is not..”

Pause

And it’s the transfer of information and being sort of a mediator between what I 
know from the information I have been given from the hospital and how as a 
therapist I can transfer that into the patients home and into their level of functioning

353



and their psyche as well. There are people that would come round and say, “I know 
that you work in a different field.” Besides the fact that in a professional basis I am 
known as the grim reaper which doesn’t help, but it sort of is the cushioning of 
what’s told in hospital and how much they are able to absorb and what’s transferred 
over to home makes the difference in what we are able to do.

RC1: Well I guess to even reinforce that I will say that there is a clinic in the hospice 
to help you with your breathing and to control your breathing and I will use the 
terms hospice and breathing again to try and break that. I suppose I did something 
like this maybe eight years ago when a colleague was doing her masters research and 
there was a lot of issues about, “Are you saying anything at all?” And I found a 
direct quote in her thesis from me but it was to say that we do kind of have a chat 
about how this is very advanced and there is a lot of suffering and I am kind of 
minded by that. So maybe this focus group has helped to change my behaviour to 
some degree.

PCC1: And I suppose for us on the other side of the fence we establish the issue with 
the patient in reverse you know, “What have you been told? What are your 
expectations?” Our role in palliative care is to try and work with you knowing that 
we cannot reverse the inevitable. We can help improve your symptoms and help you 
cope better, so we try and emphasis from the other direction so they know and they 
are clear that there isn’t a magic cure but it is helping them live as best as they can 
for whatever time they have.

RNl: I suppose the difficulty with non-malignant patients is they can be unwell for 
so long, they could go on for years.

PCC1:1 remember one gentleman who had the unfortunate situation of having both 
COPD and lung cancer and he said, “This lung cancer is nothing, the COPD is 
miserable.” And it was the COPD that he found so, so difficult and the cancer was 
small buns in comparison.

Moderator: Sorry to interrupt now but I think due to time just we should move 
on to the next question. Now this may sound slightly like the first question that I 
asked but I was wondering could you tell me now about how you perceive the 
present palliative care services, which you have discussed, for people with non- 
malignant respiratory disease and their caregivers at home and in hospital? 
Talking around how you feel about these services currently available.
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PCN2: I think we have nearly answered that in the first question, personally I think 
we have covered it but maybe I am wrong.

RN1: Well I think certainly our patients, the services they have now are better you 
know we even have better access to Marie Curie at home which a couple of years 
ago there wasn’t funding. And just even with advances in what we are doing patients 
are able to stay at home and we are able to have more input.

RC1: And maybe to reflect our two conversations there is an element in terms of 
initiating access you know the children on holidays thing, “Are we there yet? Are we 
there yet?” Should we be going earlier and I mean it is the unpredictability of 
chronic disease that is the ‘bug bear’. You have someone with COPD and they are 
fine and they go out and they watch the football with the oxygen cylinder beside 
them and they go on home and there is nothing wrong and the next thing you kind of 
look back and think, “Do you know they weren’t right ago and they are not right.” 
And you kind of look back and wonder “Why wasn’t the stair lift in there? Why 
didn’t I think of that earlier?” And part of that is that the stair lift takes time and 
needs to be rubber stamped and everything else.

OT1: And it is also the quality of information that the community services would get 
on referral. You know we are sort of dependant on what we are told by the referrer 
and if it is down as COPD and not categorised the core services in the community 
will go out and do a one off intervention and discharge because again it is by virtue 
the pressure of case load. So therefore it may take one or two more referrals with an 
increasing sense of urgency saying please look at X, X, X or identifying a functional 
difficulty like getting in and out of the bath or your personal care these are a big 
indicator that someone is breathless and there are very simple measures that can be 
done to help along the way.

Moderator: What do you feel would make for a high standard of palliative care 
provision post discharge for patients with non-malignant respiratory disease 
and their carers?

PCN1: Collaboration and communication is really needed.
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RN1:1 had a patient that was discharged recently from hospital and he had 
pulmonary fibrosis for probably about a year and a half but it hadn’t caused him any 
problems and he went into hospital with acute infection and pneumonia. Discharged 
then we just got a normal referral as we would through the electronic system and a 
quick email saying that the man was going home could we see him tomorrow. And 
the man was just in devastation, he was on twelve litres of oxygen and he had never 
been on oxygen, he had been working before his admission. You know he was so 
anxious just sitting in a hospital bed terrified with white knuckles just sitting waiting 
for you to come, it was horrendous! And I thought at least if you had had a phone 
call discussion you could have gone in to see him in hospital and said “Look this is 
what we do, we are going to come out and see you at home.” Tell him what we are 
going to do for him and at least he would have had that you know he didn’t even 
know we were going to come out. He was just sitting in this bed thinking he was 
unable to move and I would say it took maybe three or four visits in about three or 
four days before he actually started to thin, “Well this might actually be okay, I 
might be able to cope with this.” You know he came home on a Thursday so we 
were in Thursday and a couple of times on Friday and then nobody sees him until 
Monday.

PCC1: And were you able to feed that back to somebody appropriately, because I 
suppose that is the issue of how will it change then for the next patient?

RN1: Yes, well I mean that wouldn’t happen very often and that is maybe an extreme 
case to sort of highlight the importance of a quick phone call to somebody to say you 
know, this is what this man is dealing with so you know what you are going out to.

OT1: And the respiratory nurse referred him on to the community specialist OT 
palliative care team and I went out to see him within two days of the referral being 
made, but if that referral had have been put through to the community OT the referral 
would have been put down to disease management and if it is not flagged up as 
urgent on hospital discharge there is a thirteen week waiting list. So you could be 
seen within three days or you could end up on a thirteen week waiting list and the 
same would be for physiotherapy if the referral went out into the community, so it 
really needs to be identified as urgent and it really needs to be attended to.

PCN1: Well really from the point of admission what we should really be doing is 
planning for discharge and preparing the patient and relatives or next of kin and 
meeting with the likes of the respiratory clinical nurse specialist and the district 
nurse as well. And that is what we try to do and with complex discharges we would
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invite the district nurses and the specialists nurse to meet to try and identify pitfalls 
that may arise and try and prepare and plan for that. And communicating as well 
with the GP is very, very important not just on the day of discharge. Before 
discharge, especially if it is a really complex case we would try to highlight to the 
GP as early as we can that this patient is potentially for discharge and what their 
needs are.

PCN2:1 think there is something as well that we keep talking about the patients and 
you (The moderator) mentioned the carers in this as well and I think maybe that is 
something we don’t do so well from a hospital perspective. You know a lot of the 
time we are not even thinking about carer’s assessments and we should be offering 
all carers a carer’s assessment, particularly in this situation. And along with that 
involving them in the planning and whatever and in education you know with 
whatever interventions we will be teaching the patients about their breathlessness. If 
they have a carer they should be involved to empower them and give them 
something to help with when the patient goes home. And also maybe if we think of 
an ideal world there should be some form of respite for carers at home and we 
alluded earlier to the Marie Curie service or hospice at home or whoever. That 
should be more readily available to help with the impact that this has on carers as 
well and how they can become so restricted and maybe not wanting to leave the 
patient or afraid of whatever so everything becomes so insular. So they need support 
as well and I think we could do better in that area.

PCN1: Perhaps maybe not only from professionals but volunteer services as well 
maybe there would be something available.

Moderator: Now I know we have touched upon this in the last question but 
would anyone else have any perceptions about how we need to add to the 
current palliative acre provision available to these patients and their carers to 
provide this high standard of palliative care post discharge?

OT1: One of the things for core staff that would be managing the majority of the 
palliative care caseload would be a greater depth of understanding about non- 
malignant palliative care. Because everybody has this, well not everybody..

Pause
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Things are still very much cancer focused and until I had started to receive the 
referrals from the respiratory team and knowing the length of time, I know you the 
respiratory consultant was saying about the trajectory..

Pause

We have worked with a gentleman and it sort of was a poor period of about 18 
months which in my caseload is a substantial amount of time but the community 
OTs had worked with him beforehand and didn’t have the insight or the knowledge 
or the education to realise that this was a palliative case. It then became specialist 
palliative care and that’s when it came up to me but it is by virtue of numbers and 
also by the fact that there is very few staff on the ground and there are even less 
physio staff on the ground. You know so education is definitely a big thing.

PCC1: A thing that comes to mind is with the push to keep patients in the 
community rather than being admitted, and you know patients have problems 24 
hours a day and we provide a service that is usually Monday to Friday 9 to 5. But 
there is quite a lot of time that is uncovered and I think it is a challenge for 
specialists and generalists as to how we think about the patient in the middle of the 
night that runs into problems as they normally just lift the phone and it’s either 999 
or they go to the out of hours GP. So I think it is a challenge in terms of staffing and 
logistics, but I think something will have to be thought about around staffing. When 
I worked in London our specialist nurses actually went out at night and you would 
get a call in the middle of the night from them and that’s how they worked but here 
is different.

PCN1: Would that have been like a helpline for them?

PCC1: Well no it wouldn’t have been.

RC1: Well this will be an entirely historic comment should you choose to use it but 
there is a political logo called ‘Transforming your Care’ and that is sort of the logo 
of the month at the moment. And I think that there are opportunities here for the care 
of these patients to recognise, instead of them calling 999, there should be 
alternatives there for them and I suppose also that the system could provide an 
alternative. There are 40% of people coming into hospital with respiratory conditions 
so it is a really important area that could actually end up, instead of being people 
pioneering, what I would call the last number of years, have been pioneering and
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forging a new way forward, could actually be providing a very significant, major 
part of an acute service that without it means 12 hours in A and E.

RN1: We try and put in place all the things that you kind of envisage are going to be 
problems. You talk to the GP and ask for the patient to be put on the palliative care 
register and discuss it with out of hours. But as the palliative care consultant was 
saying it is when there is no body there, even from a family point of view or whoever 
is caring for the patient, you know it is at midnight on a Saturday when they just 
don’t know what else to do that you can understand why they ring an ambulance.

PCN1: So it is really about systems and resources.

RN1: Yes, you know you can’t expect district nursing to respond like that when they 
are not involved with the patient. You know we can be there but if they do not have 
an input then they are not going to know what to do.

RC1: I think it is a difficult issue but it is a thorny issue that needs to be opened, 1 
think we need to, I think that’s the next step. We have got to chat about, how do we 
provide onward care and particularly palliation for their symptoms as they advance 
at home, which is what most people want.

RN1: Well, maybe I shouldn’t say this on record, but I can see our service going 
seven days a week but you know at the minute there are only three nurses in our 
team so there is no way we can provide that service.

PCC1: And I think it is political and it is money and all of these things are coming in 
with no extra money and yet that is very unrealistic in some ways.

RN1: There was a girl from another Trust talking at a course yesterday and they got 
money to fund 7 day working in the respiratory team over the winter period last year 
or the year before and there was a huge reduction in hospital admissions. They were 
able to get people out quicker as they were able to go in and see them on a Friday 
and Saturday so it does have its benefits.
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Moderator: Sorry to have to move on now it is just I am conscious of the time 
and don’t want to keep you. I would just like to discuss how you feel good 
generalist palliative care compares with specialist palliative care?

RC1: Well I would say as a non-specialist that I don’t find myself going at logger 
heads with people. There is very little that we end up disagreeing about.

Pause

I mean I think that in general there is little that we disagree about. I would have 
thought that if you are asking for somebody’s assistance, if you have got to a stage 
and you have engaged that person well then you recognise that that is their area. 
Sometimes you know, how much medication is given is a subject for discussion 
because somebody can go away on Monday and say they will be back Friday and the 
medication which might have had them a little bit woozy can be taken completely 
down and put them exactly where they were for the next four days. Or sometimes it 
goes up and you are left with someone who is toxic but that is the nature of titration 
to a large degree.

PCC1: I think the only other thing that comes to mind is that I think you have to be 
careful of what your expectations are as the generalist that is on the other side of the 
phone has to be comfortable and for some people they have their own comfort zone. 
They will refer to you and you would think, T am sure they could have dealt with 
this.’ But for them that was where they were at and maybe the next time they will 
whereas for other folk it may be a much more complex thing and they will ask you to 
manage them right up until the end because they are not comfortable doing that and 
that’s fine. So I think we have some flexibility together.

RC1: And would you say that’s within respiratory specialist care? Now I can 
understand a gastroenterologist with a very sick pulmonary fibrosis patient coming 
to you and saying, T’m not too sure how to go can you help me here?’

PCC1: But I think even within the respiratory group there are people with levels at 
which they feel comfortable managing things and that’s not right, it’s not wrong, it’s 
just the reality of it.

RN1: It depends on how much experience you have because I think initially we 
would have probably referred our patients immediately to one of the palliative care
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nurses in the community and after maybe a few months of dealing with a few 
different patients you sort of thought, ‘Well this is where I know what to start.’ And 
of course you are working with their GP. And as regards end of life when you know 
they are going towards increasing medication and introducing syringe drivers most 
of the GPs we work with our very good.

Moderator: How do you perceive the generalist and specialist palliative care 
services available to patients with a diagnosis of either Bronchiectasis or 
interstitial lung disease and their carer’s compares to the services available to 
those with a diagnosis of COPD and their carers?

PCC1:1 think we would say we are a needs based service, so regardless of diagnosis 
it is the need of the patient that is the issue so 1 have to say that the bottom line is the 
service a patient gets depends on their level of need.

RC1: And also when they are called in, which brings us back to at what stage, there 
is not a limitation from palliative care as in we are not told, ‘I’m sorry I have 16 
people to see.’ Occasionally someone will say, ‘Do you mind if I see them 
tomorrow?’

PCC1: Well you would be very lucky (Laughs).

RC1: But it is based on need and I suppose the next question is, ‘When is there a 
need for that?’ I think it is much easier with pulmonary fibrosis and in fact I would 
say pulmonary fibrosis going home on oxygen is dying disease and that is the dying 
stage. We audited a number of years ago, a casual audit, but we looked at 12 people 
over a 3 month period that went home on oxygen with pulmonary fibrosis and their 
next visit was their last. So I think once you leave hospital on oxygen for pulmonary 
fibrosis it is a very clear sign post. But it is so much more difficult for the patient 
with COPD, they can really, really reach deaths door and then walk out the door. 
And you know that person you can look back on and say, you know, should we 
have? And you meet them at the clinic and they are fine and you would not think of 
it at all or else you could meet them and they have been struggling and you kind of 
look back and say, ‘Why didn’t I?’ I think the dry COPD patient, the Emphysema is 
very symptomatic in a way, they have got oxygen, and we tend to respond to their 
anxiety as that is the nature of it. It is based on your carbon dioxide basically, the 
pink puffer will not let their carbon dioxide subside and they will pant and pant and 
there will be a lot of, ‘You are doing nothing for me, you are not taking care of me 
and I am utterly breathless.’ And that person can tell us that they need help. The
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more C02 retainer, blue bloater, kind of dopey in hospital and on and off non- 
invasive ventilation, that’s the way life is. And that is the nature of their disease so 
trying to palliate that person, I would say that that particular group of people, heavy 
sputum producers and probably recurrent infections. That is the hallmark for the pre 
terminal decline, and that’s a thought.

RN1:1 think with fibrosis it is very hard to treat and they are very hard to nurse at 
home, what do you do? You just treat the anxiety, you treat the breathlessness and 
you give them more oxygen until you can’t do anymore.

RC1: I know. It often goes to the sort of end stage chaos.

RN1: Yeah and the pulmonary fibrosis are probably more difficult to look after at 
home than the COPD patient.

Moderator: How do you perceive the GPC and SPC services available to NMRD 
patients and their carers in rural areas compares to the services available to 
those in urban areas?

RC1: It does differ when you get to the city limits {laughs) and that’s not quite the 
countryside. Those people who say they are from the city but for political reasons the 
Trust is cut at that point.

OT1: Well essentially we only really have two specialist palliative care teams within 
Northern Ireland that work as sort of a legacy trust that have the allied healthcare 
professionals (AHPs), a full complement of AHPs, nursing staff and now we have 
social workers. In the more urban trusts you are at the mercy of the availability of 
core services, but like everybody the services are stretched to the limit.

PCC1: I know the specialist palliative care team provide a very good service and 
have good linkage with their AHPs.

Moderator: Can you tell me your perceptions about how the information needs 
of patients with NMRD and their carers are met?
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RN1:1 suppose when we get referrals we provide information on their condition, 
written and verbal infonuation and any information on services that we are referring 
them to would just be by talking to them.

RC1: Information about their condition is always a concern and I have a slightly 
different perspective when 1 say, ‘The Macmillan nurse will see you,’ or ‘The 
breathing clinic at the hospice.’ I use those terms..

Pause

I am conscious of it being a need and therefore personally I try. I do know that 10 
years ago a lot of people thought that they had asthma and they just needed an 
inhaler and we have worked very hard to tell them that this is COPD and they now 
know that they have COPD. Often we use the terms, ‘You know you have a lot of 
trouble with your breathing, you are very limited by your breathing.’

Pause

And we will talk about what we are and what we are not able to do.

Pause

I would see an extreme of it being us giving them a letter saying that they have 
terminal COPD and this is what we do now, but we don’t do that.

PCC1: You know every patient is different and you have patients who want to know, 
‘What is this disease and what does it mean for my future?’ They want to know is it 
5 years, 10 years, 15 years. And you have others who don’t want to know that. So I 
think that is the challenge for folk, there is no blanket that ‘one suits all.’ So you try 
to be honest and sometimes drip feed some folk as you day, ‘You know your disease 
is getting worse,’ or ‘ You have been in hospital quite a lot you know 6 admissions 
in the last 6 months, that’s not terribly good.’ So I think it is a very difficult thing 
and I don’t think there is a right or wrong. I remember being at one of these 
conferences and patients were at it and one the patients got up and said, “Nobody 
told me, I would have liked to have known exactly how this would be the way things 
would be for me.” But she understood that it is very difficult sometimes and other 
folk just want to wait until it happens. I think it is difficult gauging, you have to be 
careful with patients pace and understanding that things are irreversible is an 
important thing. But I think that there is a danger in saying that this will suit 
everybody.
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OT1: That is the challenge when you go out into somebody’s home and they ask 
what is going to happen and I have to ask, ‘Well what do you know? What have you 
been told and how much have you retained?’ What has been said in the hospital?

RC1: Or what has not been said is the question.

PCN1: You know retained is a very important word as well because you could re 
visit it many times in many different ways. One recent experience that I had with a 
lady who died was that she opted to die in hospital. She was very clear and she spoke 
at length on many occasions with the consultant and she was very clear of diagnosis 
and prognosis but she wanted to know and she felt fully informed.

Moderator: You have touched upon the barriers of having these conversations. 
Could you tell me about the facilitators in relation to communicating with 
patients and carers?

RC1: Carers are slightly different, carers are different from patients. I think that quite 
often the carer has to have a clear picture of what is going on and that’s a different 
conversation. I think that if someone is suffering you don’t want to crush their spirit 
but at the same token if you have a carer you would often say, you know, ‘It is very, 
very severe lung disease and they may not survive this illness.’ And that is a 
conversation that I often have very frequently with people. I thought you said about 
patients other than carers so that’s why I said to you about the checklist and here’s 
how we tick the boxes as your last visit counselling here. The carers are very keen to 
know how severe their relative is and the relative will be told that they have severe 
lung disease and let them ask what they want to know after that. I very clearly say to 
them, ‘Is there anything else you would like to ask me or have you any further 
questions?’ And there can be people who are devastated and don’t want to know and 
yet the relatives have to know a little bit more of the gritty reality of, ‘This is really 
tough stuff here and they are really unwell. This has been there third admission from 
Christmas and they haven’t been out of bed.’ And to help people I tell them that your 
lungs are meant to allow you to go on a fast walk or a slow job up cavehill. When 
you are in trouble you can only walk it and when you are in more trouble you will 
only get to the car park and when you are in more trouble you will not make it to the 
car park.’ And the patients are looking at me and I say, ‘And then you can’t leave 
your own house and then you need oxygen.’ It is sort of a 10 step cartoon version of 
how bad things are and the relatives are kind of like, ‘Wow is that how much lung
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loss there has been?’ Too often I have heard, ‘They were talking to the grandchildren 
yesterday, they had a cup of tea with our aunt.’

Moderator: Sorry to interrupt you I am just wary of the time. I just wanted to 
know if anyone else can tell me how they feel about how effective discussions 
around end-of-life and prognosis with patients and carers are.

RN1: 1 think at home it’s obviously very important if we are involved with the 
patient and probably there is that sort of, in the back of your head, the whole 
prognostic indicators, ‘Do you think this patient will still be here in 6 months time?’ 
And just with continued infections, all those signs you know the patient is 
deteriorating. And that little window of opportunity where you have the chance to 
actually bring that discussion up with them and their family and I would say 99% of 
the time they know themselves anyway. But looking at more specific things about 
end of life care like if they are going to stay at home, those discussions have to be 
very open with all the family involved and the patients’ wishes too.

PCN2: I suppose what we are trying to introduce in all the trusts is the use of 
advance care planning and looking ahead and thinking what somebody’s wishes 
would be and having that discussion at an earlier stage so that it is less threatening. 
This is so we will know what their preferences will be for place of care, place of 
death, what’s important to them and what matters to them and certainly from what I 
have been reading recently about COPD patients they feel it would be appropriate 
but the most important thing to them was to remember that it wasn’t a one off, set in 
stone discussion. This conversation should be revisited due to most of the things that 
the respiratory consultant has highlighted, so they would value it but they want it to 
be a process that is revisited.

Moderator: I am afraid that is all we have time for but thank you all very much 
for your contribution.
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Appendix XV

Theme: I was never told

Nvivo Coding 

Descriptive themes

<Documents\BC 1 > - § 8 references coded [7.52% Coverage]

Reference 1 - 0.77% Coverage

I would like to say that I never knew my mother was palliative until after she died. I 

was never told that she was nearing the end of her life or she was receiving palliative 

care. I only realised after her death that she was known to be in the palliative part of 

her illness.

Reference 2 - 1.42% Coverage

I would have went home to my mother if I had have known my mother was in the 

palliative stage and nearly dying. Because nobody was picking up her drop in 

oxygen levels and they were coming up at times, I took the nurses word for it. I 

didn’t realise that...

LONG PAUSE

...or maybe I did and just blanked it out I don’t know. But...

PAUSE
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...I would have maybe spent more quality time with my mother in her dying stage if I 

had known that’s what that was. You know what I mean? 1 wouldn’t have left her 

side.

Reference 3 - 1.11% Coverage

Yes, it wasn’t the nurses’ fault she was gobsmacked. She wasn’t our usual nurse it 

was another nurse. But on the Monday I had to ring our usual district nurse to tell her 

that mummy had died and I apologised that I hadn’t rang her before but she had 

passed away on the Friday. She could not believe it, she said “I can’t believe it was 

that quick.” But she knew mum was dying why did she not tell me!

Reference 4 - 1.39% Coverage

So at that stage mum felt 'I can’t breathe, and they are keeping it at that, why?' She 

nearly felt it was cruel. It was like withholding something from someone who really 

needed it that’s what it felt like. And then it got to the stage were I thought would 

putting it up a bit really make a big difference? At that stage if I had maybe known I 

could have said to the respiratory nurse ‘does it matter now? Could she just not be 

comfortable?’ I mean there wasn’t even her comfort considered in all of this.

Reference 5 - 0.70% Coverage
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Never, to tell me that she had severe or stage four COPD, I had to look it all up on 

the internet. And if they had we could have put in place how she wanted to die but 

we never got that chance. If we were told we could have talked about it and made 

plans.

Reference 6 - 0.57% Coverage

if I had have known that that condition was not just another bout of pneumonia that 

mum was going to recover from and that it was actually her final stages of life, then 

we could have discussed end stage.

Reference 7 - 1.28% Coverage

Because she didn’t die suddenly it was gradual so we had time but not information. 

And I honestly think that if families and patients had more information the you 

wouldn’t be left feeling...

LONG PAUSE

...that you did wrong calling and ambulance or you didn’t do wrong calling. The 

people that are left wouldn’t be feeling that. Plus she wouldn’t have had to fight so 

hard to hold on, maybe she would have decided ‘just leave me alone and let me go 

peacefully.’

Reference 8 - 0.28% Coverage
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who tells who what? You can’t know what to ask for if you don’t know about it, if 

you aren’t informed.

<Documents\BCl 1> - § 1 reference coded [0.72% Coverage]

Reference 1 - 0.72% Coverage

And no one ever actually said to me that she was going to be gone soon.

<Documents\BC4> - § 1 reference coded [0.83% Coverage]

Reference 1 - 0.83% Coverage

No I would have to say we didn't really know until the end that she was as bad as she 

was to be honest with you.

<Documents\BC9> - § 2 references coded [3.06% Coverage]

Reference 1 - 1.36% Coverage

You know we maybe would have liked more information on his emphysema because 

he had it for 13 years. Nobody ever told me anything.
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Reference 2 - 1.69% Coverage

You know for example if we were in with the consultant he would just speak directly 

to my husband, and I suppose that was fair enough because he was the patient.

Theme: Near the edge so many times

<Documents\BC 1 > - § 2 references coded [1.87% Coverage]

Reference 1 - 0.72% Coverage

first visit to hospital 5 years ago, there was a doctor and he was wonderful and he 

didn’t think mum would pull through. She had type 2 respiratory failure, and organs 

were beginning to fail, but she made a miraculous recovery after nearly 3 weeks in 

hospital.

Reference 2-1.16% Coverage

Thursday night they told me to go home and get some rest she was quite stable and I 

came home but got a phone call an hour later to say she had took a massive turn for 

the worse and to come up, and she had went down to 50% in her oxygen, and had 

stressed, and wanted the mask off and said she didn’t want it back on again. But she 

rallied, oh my goodness her oxygen was sitting at 82% by herself, that was good for 

mum!
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<Documents\BC 12> - § 1 reference coded [0.71% Coverage]

Reference 1 - 0.71% Coverage

she would have her good days! No two days were the same, her illness was so up 

and down. The GP did tell us once that our mum could be fine and then her COPD 

could just kick off within 24 hours.

<Documents\BC 16> - § 1 reference coded [0.37% Coverage]

Reference 1 - 0.37% Coverage

at one point he was doing very well but then he did deteriorate and he was getting 

very breathless even getting about the house and he used to get panic attacks when 

he got very breathless.

<Documents\BC2> - § 3 references coded [3.46% Coverage]

Reference 1 - 2.23% Coverage

Then she sent me a message on Thursday saying we had finally turned a comer he 

was in great form that day and he was improving. He still had the mask on but he 

was talking more and feeling hungry. And then on Friday I got a message from the 

hospital saying can you come up we want to see you. So my sister and I went up at 4
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o clock and the doctors took us aside and said 'we don't think he is going to make it 

he has been asleep all day.' And to be honest we have been there so many times 

before because we are told that and we manage to get him pulled round and we 

thought this time was no different

Reference 2 - 0.86% Coverage

We had been called to the hospital so many times on so many occasions. We would 

be sitting there from 4 o clock maybe 5 o clock in the morning to try and get things 

pulled back together again, he was so near the edge so many times.

Reference 3 - 0.37% Coverage

There was times over the years were you thought each breath he took was going to 

be his last breath.

<Docurnents\BC3> - § 2 references coded [2.51% Coverage]

Reference 1 - 1.67% Coverage

My husband kept saying to me from we went in, 'it's different this time, it's 

different, I have an awful feeling something terrible is going to happen.' I kept 

telling him not to be silly he was going to be alright, he had been worse than that
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before he had nearly died 8 years ago they had sent him home with 24 hours to live 

but we got him sorted and got him back.

Reference 2 - 0.84% Coverage

But I never thought he was going to die,

PAUSE

But I never thought my husband was going to die I thought we would bring him 

home and he would come round the way he had before.

<Documents\BC6> - § 1 reference coded [1.46% Coverage]

Reference 1 - 1.46% Coverage

You know a couple of times the consultant thought he was going to go and he got 

another two years and they couldn't believe how he was doing it!

<Doeuments\BC9> - § 1 reference coded [4.92% Coverage]

Reference 1 - 4.92% Coverage
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We never thought of death. You know a few Christmases ago he was rushed into 

hospital on Christmas Eve and was really unwell and I saw the wires and everything 

and though this is serious. But he pulled through. So it was a case of every time he 

went into hospital the whole village just thought, ‘aw there he goes back into 

hospital again he will be out by the weekend.’ So we never expected him to die, to 

not come home. Nobody expected it at all, my friends, nobody.
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Appendix XVI

Nvivo Coding 

Interpretative themes

Interpretative Theme: Uncertainty related to unpredictability of disease

Descriptive Theme: Downhill Very Rapidly

<Documents\BC 10> - § 1 reference coded [1.54% Coverage]

Reference 1 - 1.54% Coverage

Now we didn’t expect her to go as quick as she did go but we knew it wasn’t going 
to be a long time.

<Documents\BC 12> - § 1 reference coded [1.68% Coverage]

Reference 1 - 1.68% Coverage

I went up in the morning and mummy was fine I left her to go and get a few things 
and then I got a phone call from my sister to say I better get up to the house quick as 
there was something wrong with mummy. She was drooping to the side and slurring 
her words. So we phoned an ambulance and rapid response and they both came out 
and her oxygen levels were really low. So they took her back into hospital and put 
her straight back into the respiratory ward.

<Documents\BC 13> - § 1 reference coded [2.39% Coverage]

Reference 1 - 2.39% Coverage

my husband was lying the full length of the floor so we got down and tried to work 
with him as I just thought he was having a turn as he had done before. On three 
occasions before he had had a turn where he had collapsed and I was always able to 
revive him. But we did everything we could possible to revive him with no success 
so my friend called an ambulance. The ambulance chaps arrived and worked on him 
for half an hour and then just said there was no life there and the ambulance man 
came and spoke to me after and told me that my husband was dead

<Documents\BC 16> - § 2 references coded [1.61% Coverage]
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Reference 1 - 0.77% Coverage

he went downhill again and to be honest with you we had an awful battle because the 
consultant then decided that that was it and my partners lungs were failing and they 
weren’t going to intervene. I kept saying no as I felt he had an infection and he knew 
himself and he kept saying that he had an infection but there were no markers so they 
wouldn’t intervene and then he went badly downhill.

Reference 2 - 0.84% Coverage

on Saturday and Sunday the home help would have just came in the morning and 
got my partner up out of bed and she always seemed to be very pressurised for time 
and with my partner you couldn’t rush him because if you rushed him then he 
panicked and he couldn’t breathe. So you had to take it slowly and therefore the 
weekends were a little bit stressful and it was just me then for the rest of the day 
which made it more stressful.

<Documents\BC4> - § 3 references coded [2.76% Coverage] 

Reference 1 - 0.37% Coverage 

1 have to say... she went downhill very rapidly.

Reference 2-1.68% Coverage

she deteriorated very quickly when she went into the hospice I have to say. From 
going in and being able to walk and look after herself very quickly it got to the stage 
were she couldn’t walk and didn't get dressed or anything

Reference 3 - 0.71% Coverage

She had went downhill very rapidly when she went home and then went back into 
the hospice.

<Documents\BC6> - § 1 reference coded [1.18% Coverage]

Reference 1 - 1.18% Coverage

Well they were actually on their way to take him to hospital and he died in the hall. 
He went downhill very quickly.
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Descriptive Theme: Near the Edge so Manx Times

<Documents\BC 1 > - § 2 references coded [1.87% Coverage]

Reference 1 - 0.72% Coverage

first visit to hospital 5 years ago, there was a doctor and he was wonderful and he 
didn’t think mum would pull through. She had type 2 respiratory failure, and organs 
were beginning to fail, but she made a miraculous recovery after nearly 3 weeks in 
hospital.

Reference 2-1.16% Coverage

Thursday night they told me to go home and get some rest she was quite stable and I 
came home but got a phone call an hour later to say she had took a massive turn for 
the worse and to come up, and she had went down to 50% in her oxygen, and had 
stressed, and wanted the mask off and said she didn’t want it back on again. But she 
rallied, oh my goodness her oxygen was sitting at 82% by herself, that was good for 
mum!

<Documents\BC 12> - § 1 reference coded [0.71% Coverage]

Reference 1 - 0.71% Coverage

she would have her good days! No two days were the same, her illness was so up 
and down. The GP did tell us once that our mum could be fine and then her COPD 
could just kick off within 24 hours.

<Documents\BC 16> - § 1 reference coded [0.37% Coverage]

Reference 1 - 0.37% Coverage

at one point he was doing very well but then he did deteriorate and he was getting 
very breathless even getting about the house and he used to get panic attacks when 
he got very breathless.

<Documents\BC2> - § 3 references coded [3.46% Coverage]

Reference 1 - 2.23% Coverage

Then she sent me a message on Thursday saying we had finally turned a comer he 
was in great form that day and he was improving. He still had the mask on but he 
was talking more and feeling hungry. And then on Friday 1 got a message from the
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hospital saying can you come up we want to see you. So my sister and 1 went up at 4 
o clock and the doctors took us aside and said 'we don't think he is going to make it 
he has been asleep all day.' And to be honest we have been there so many times 
before because we are told that and we manage to get him pulled round and we 
thought this time was no different

Reference 2 - 0.86% Coverage

We had been called to the hospital so many times on so many occasions. We would 
be sitting there from 4 o clock maybe 5 o clock in the morning to try and get things 
pulled back together again, he was so near the edge so many times.

Reference 3 - 0.37% Coverage

There was times over the years were you thought each breath he took was going to 
be his last breath.

<Documents\BC3> - § 2 references coded [2.51% Coverage]

Reference 1 - 1.67% Coverage

My husband kept saying to me from we went in, 'it's different this time, it's 
different, I have an awful feeling something terrible is going to happen.' 1 kept 
telling him not to be silly he was going to be alright, he had been worse than that 
before he had nearly died 8 years ago they had sent him home with 24 hours to live 
but we got him sorted and got him back.

Reference 2 - 0.84% Coverage

But I never thought he was going to die,

PAUSE

But I never thought my husband was going to die I thought we would bring him 
home and he would come round the way he had before.

<Documents\BC6> - § 1 reference coded [1.46% Coverage] 

Reference 1 - 1.46% Coverage
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You know a couple of times the consultant thought he was going to go and he got 
another two years and they couldn't believe how he was doing it!

<Documents\BC9> - § 1 reference coded [4.92% Coverage]

Reference 1 - 4.92% Coverage

We never thought of death. You know a few Christmases ago he was rushed into 
hospital on Christmas Eve and was really unwell and I saw the wires and everything 
and though this is serious. But he pulled through. So it was a case of every time he 
went into hospital the whole village just thought, ‘aw there he goes back into 
hospital again he will be out by the weekend.’ So we never expected him to die, to 
not come home. Nobody expected it at all, my friends, nobody.
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Appendix XVII

Diary Notes Excerpt 

Lone Worker Protocol Changes

Date: 08/02/2012

Topic: Ethical Review at St Vincent’s Hospital, Dublin

I attended a meeting with the ethical committee at St. Vincent’s Hospital today in 

Dublin to help me gain ethical approval for the Republic of Ireland. At the review it 

became apparent quite quickly that my safety as a lone worker was an issue as I 

would be conducting my interviews in people’s homes. I had devised a detailed lone 

worker approval for my study that had been reviewed by previous ethical and 

governance committees and raised no issues. However, St. Vincent’s appeared to 

feel this was insufficient and suggested using an alternative lone worker protocol 

from Trinity University whilst conducting my interviews in Dublin. I will obtain this 

protocol and ensure I adhere to it as I am sure this will be a requirement for my 

ethical approval.

16/02/2012

I received my provisional ethical approval letter from St Vincent’s and as I had 

assumed I have to adhere to the Trinity Lone Worker protocol whilst data collecting 

in Dublin. From the ethical committee I have obtained a copy of this and it is very 

useful and comprehensive. The advice in it has increased my awareness of the safety 

measures I should have in place when out data collecting and made me reflect on 

keeping safe whilst being a lone worker.
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Ethical Approval 

Letters
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Appendix XIX

Diary Notes Excerpt

Interview with BC3

On BC3 becoming upset and crying I felt quite unsure how exactly to comfort her 

and felt slightly annoyed at myself that I had caused her to be upset due to the nature 

of the questions in my interviews. I was aware before commencing my data 

collection that the nature of the interviews may be distressing for participants, but I 

did not realise the effect this would have on me as a researcher. As a registered nurse 

working in a palliative care environment I have a lot of experience in helping 

patients and relatives through difficult times. However this situation was very 

different as 1 was there in my capacity as a researcher, and not a nurse.

I put the interview on hold for a while and we had another cup of tea and chatted in 

general about other things. This was a welcome break by both me and the 

participant. When I recommenced the interview I found that for both me and the 

participant, the break had done us good and we continued on without any concerns. 

Although this was an emotional experience I came away feeling that it was cathartic 

for the participant, and for me also. On reflection in future interviews I will try not to 

feel so guilty about moments of emotion in the interviews as often this is not 

distressing for the carer, it’s good to cry sometimes. I hope as well that I will 

maintain the emotion that I feel to help with my interpretations of their stories.
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Appendix XX

Diary Notes Excerpt

Interview with BC16

That interview was tough. For me that is the best way I could describe it whist 

reflecting back on it. I found it very emotive that the bereaved carer allowed me into 

her home as she was the youngest participant who had lost their partner. This is my 

16th interview and I really felt that I had got the hang of things and had learnt to 

handle my own emotions quite well. However hearing this particularly difficult story 

did leave me feeling quite upset when the interview had finished. Of course I didn’t 

get upset in the interview as I tried to remain professional, yet empathetic, at all 

times. I did wonder to myself if I didn’t have a background in palliative care how 

would I have coped with such an interview? I am thankful for my clinical 

background and also the interview training I have taken part in so far. I had a 

discussion with my supervisory team about the interview and this really helped me to 

talk through what had happened. For future interviews I think it will be important for 

me to debrief with my supervisory team after to ensure I can talk things through and 

not dwell on tough interviews. I also find keeping a log of my reflective diary notes 

is very cathartic for me and I am glad I have stuck to this throughout.
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Appendix XXI

Interview data analysis

Descriptive Themes Interpretative Themes Overarching Themes

1A (i) Downhill very 
rapidly 1A) Uncertainty 

related to
unpredictability of 

disease

IB) "We were never 
told they were t 

nearing the end of 
their life."

1A (ii) Near the edge 
so many times

\ )"We weren 't 
expecting them to 

die."1B (i) Patients and 
carer uncertain about 

how the disease 
would present

1B (ii) Carer and 
patient were 

unaware that the 
patient was in the 
end stages of their 

illness
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Descriptive Themes Interpretative Themes Overarching Themes

2A (i) Good care provided by 
the healthcare support worker

2A (ii) Poor care provided by 
the healthcare support worker

2A (iii) Equipment takes time

2B (i) Lack of recognition of need for 
psychological support for patient 

with NMRD

2B (ii) Good psychosocial 
support

2B (iii) Poor recognition of 
psychosocial needs of the 

carer

2B (iv) Good bereavment 
support

2B (v) Lack of bereavement 
support

2A) Variations in 
physical care

2B) Variations in 
delivery of 

psychosocial care

2) Lack of 
consistency in 
palliative care

2C (i) Specialist palliative 
care only introduced at end- 

of-life

2C (ii) Lack of specialist 
palliative care involvement

2C (iii) Lack of palliative 
care provision in the primary 

care setting in ROI

2C) "I would
have liked them

to have been

/ more involved."

l J

2C (iv) Varied expereinces in 
relation to care delivered in 

inpatient setting
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Descriptive Themes Interpretative Themes Overarching Themes

3A (i) Carer not 
involved in 

communication with 
patient v

3 A (ii) Carer felt 
excluded from some 

aspects of care

s

3 A) Carer felt 
excluded from 
elements of the 
patient's care

3B (i) HCPs depend 
on carer to provide 

physical care to 
patient

3B (ii) HCPs rely on 
carer to provide 
information on 
patient's care

3B) HCPs depend on 
the carer

3) Role ambiguity

V. J
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Appendix XXII

Interview Themes

Descriptive Themes Interpretative Themes Overarching Themes

1A (i) Downhill very 
rapidly

1A (ii) Near the edge so 
many times

1 A) Uncertainty related to 
unpredictability of disease

1) “We weren’t 
expecting them to 
die. ”

1B (i) Patient and 
caregiver uncertain about 
how the disease would 
present

1B (ii) Carer and patient 
were unaware that the 
patient was in the end 
stages of their illness

1B) “ We were never told 
they were nearing the end 
of their life. ”

2A (i) Good care provided 
by the healthcare support 
worker

2A (ii) Poor care provided 
by the healthcare support 
worker

2A (iii) Equipment takes 
time

2A) Variations in physical 
care

2) Lack of
consistency in 
palliative care

2B (i) Lack of recognition 
of need for psychological 
support for patient with 
NMRD

2B (ii) Good psychosocial 
support

2B (iii) Poor recognition 
of psychosocial needs of 
the carer

2B (iv) Good bereavement 
support

2B (v) Lack of 
bereavement support

2B) Variations in delivery 
of psychosocial care



2C (i) Specialist palliative 
care only introduced at 
end-of-life

2C (ii) Lack of specialist 
palliative care 
involvement

2C (iii) Lack of palliative 
care provision in the 
primary care setting in the 
Republic of Ireland

2C (iv) Varied 
experiences in relation to 
care delivered in the 
inpatient setting

2C) “I would have liked 
them to have been more 
involved. ”

3A (i) Carer not involved 
in communication with 
patient

3A (ii) Carer felt excluded 
from some aspects of care

3A) Carer felt excluded 
from elements of the 
patients care

3) Role Ambiguity

3B (i) HCPs depend on 
caregiver to provide 
physical care to patient

3B (ii) HCPs rely on carer 
to provide information on 
patients care___________

3B) HCPs depend on the 
carer
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Appendix XXIII

Focus group data analysis

Descriptive Themes Interpretative Themes Overarching Themes

1A (i) Uncertain disease 
trajectory

1A (ii) "Prediction is often 
difficult"

1B (i) "They haven't got cancer 
so why are you seeing them?"

1B (ii) Inequlaities amongst 
patients with COPD, ILD and 

bronchiectasis

IB (iii) "They see it as end of life"

1C (i) " You didn 't know someone 
was going to get a bad diagnosis "

1C (ii) Late requests for 
specialist palliative care 

involvement

1C (iii) "There are so many 
sendees out there taht we don't 

all know about."

1D (i) Low availability of services 
can impact on the palliative care 
provided to patients with NMRD

1D (ii) "Primary care is under 
developed in Southern Ireland"

ID (iii) "We don't have a 24 hour 
palliative care service"

> 1A) Lack of 
prognostic 
certainty \

IB) Lack of 
understanding 
of the role of 
palliative care 
in relation to 
patients with 

NMRD

1C) Lack of 
interdisciplinary 
communication

1D) Lack of 
services

1) Barriers to 
providing 

appropriate 
palliative care



Descriptive Themes Interpretative Themes Overarching Themes

2A (i) Specialist palliative care 
involvement with patients with 

NMRD is increasing

2A (ii) Specialist palliative care 
should be involved with all 

patients with NMRD

2A (iii) Specialist palliative care 
providers should be involved when 

patients with NMRD develop 
complex symptoms

f S

2A (iv) Generalist palliative acre 
providers can provide palliatiev 

care to patients with NMRD

2A (v) "Healthcare support 
workers in the community play a 

very important role"

2B (i) Palliative care discussions 
should happen early in NMRD

v .......... - . .. | | , , J

r N

2B (ii) Advance care planning 
should be implemented

2B (iii) There is a need for a 
model of palliative care for 

patients with NMRD
r \

2B (iv) Advantageous to have a 
palliative care register

^ ^

2C (i) "The carer has to have a 
clear picture of what is going \ 

on"

2C (ii) Carers need to be fully 
supported in their role in the 

primary care setting
.............................................

2C (iii) The education needs of 
carers needs to be identified 

and addressed
r n

2C (iv) Bereavement needs of 
carers should be addressed

v J

2A) Who will 
provide

palliative care t

"A

2B) Palliative 
care should be 
proactive and 
less reactive

2) The future 
direction of 

palliative care 
for patients with 

NMRD

2C) "You have 
to take the 

carers on board 
as well"
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Appendix XXIV

Focus Group Themes

Descriptive Themes Interpretative Themes Overarching Themes

1A (i) Uncertain disease 1 A) Lack of prognostic 1) Barriers to
trajectory certainty providing

appropriate
1A (ii) Prediction is often 
difficult

palliative care

1B (i) They haven ’t got 1B) Lack of understanding
cancer so why are you of the role of palliative
seeing them?

IB (ii) Inequalities 
amongst patients with 
COPD, ILD and 
bronchiectasis

1B (iii) They see it as end 
o f li fe

care in relation to patients 
with NMRD

1C (i) You didn ’t know 1C) Lack of
someone was going to get interdisciplinary
a bad diagnosis

1C (ii) Late requests for 
specialist palliative care 
involvement

1C (iii) There are so 
many services out there 
that we don't all know 
about

communication

1D (i) Low availability of 
services can impact on the 
palliative care provided to 
patients with NMRD

1D (ii) Primary care is 
under developed in 
Southern Ireland

1D (iii) We don ’t have a
24 hour palliative care 
service

ID) Lack of services
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1D (iv) Lack of services 
in rural areas

2A (i) Specialist palliative 
care involvement with 
patients with NMRD is 
increasing

2A (ii) Specialist 
palliative care should be 
involved with all patients 
with NMRD

2A (iii) Specialist 
palliative care providers 
should be involved when 
patients with NMRD 
develop complex 
symptoms

2A (iii) Generalist 
palliative care providers 
can provide palliative care 
to patients with NMRD

2A (iv) Healthcare 
support workers in the 
community play a very 
important role

2A) Who will provide 
palliative care

2) The future direction 
of palliative care 
for patients with 
NMRD

2B (i) Palliative care 
discussions should 
happen early in NMRD

2B (ii) Advance care 
planning should be 
implemented

2B (iii) There is a need 
for a model of palliative 
care for patients with 
NMRD

2B (iv) Advantageous to 
have a palliative care 
register

2B) Palliative care should 
be proactive and less 
reactive
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2C (i) The carer has to 
have a clear picture of 
what is going on

2C) You have to take the 
carers on board as well

2C (ii) Carers need to be 
fully supported in their 
role in the primary care 
setting

2C (iii) The education 
needs of carers needs to 
be identified and 
addressed

2C (iv) Bereavement 
needs of carers should be 
addressed.
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