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Abstract 

Background: Caring for someone with a long-term medical condition or a terminal diagnosis 

can take a physical, mental, and emotional toll on the family and caregivers. Palliative care 

support services can help to ease the burden and ensure the wellbeing of these caregivers is 

looked after. 

 

Aim: To explore family member experiences of the services offered by Dove Hospice and 

Wellness; a community-based service in Auckland, New Zealand offering palliative care 

services to patients and their families. 

 

Design: Utilising a qualitative interpretative description methodology, data were collected 

from nine family members of Dove House service users via semi-structured interviews. 

Interview transcripts were analysed thematically. 

 

Findings: The interviews revealed what family and caregivers valued about their experiences 

at Dove House. Three themes were identified from the data analysis: ‘being connected’, 

‘meeting expectations’, and ‘accessing services’. Being connected with Dove House was of 

importance to family members; especially having someone to listen who was not family or 

friends and having a chance to give back to others. Family and caregiver’s expectations were 

influenced by their preconceptions of hospice care, the lack of awareness of the services 

available at Dove House, and their individual communication needs. The accessibility of these 

support services was influenced by the scheduled times of support groups, the location of Dove 

House and the limited availability of in-patient beds for end-of-life care.  

 

Conclusions: The data revealed that support services provided by Dove House were of value 

to family and caregivers of patients with long-term conditions or a terminal diagnosis. Findings 

highlight the aspects of care that are appreciated by family and caregivers, and indicate the 

areas of potential improvement within these services.  

 

Keywords: Palliative/hospice care; family/caregivers experiences; interpretive description; 

family/caregiver support services. 
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Preface 
This research study explored the experiences of family members and caregivers with the 

support services provided at Dove House. Participants of the study were interviewed by the 

researcher and these interviews were analysed to find the common themes in the family and 

caregiver experiences.  

 

This thesis is presented in three parts: section one contains two chapters, the first is an 

introduction and literature review to provide background and context for the reader regarding 

palliative and hospice care and family and caregiver experiences. Chapter two reviews the 

research methods and methodology of this study. Section two of this thesis is the manuscript 

which contains the findings and discussion and is written to the guidelines prescribed by the 

Australian Journal of Cancer Nursing (Appendix A). Section three provides the appendices 

which include the journal publication guidelines, project information sheets, ethics approval 

and consent forms. Further, there is documentation of the processes used to develop the themes.  
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Section One: Introducing the Research 
 
This section of the thesis comprises two chapters, the first being an introduction and a literature 

review to inform the reader about the topic. The second is the methodology and methods 

chapter, to describe the processes and steps taken to carry out this research. 
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Chapter One: Introduction and Literature Review 
The research reported in this thesis aimed to explore family members’ experiences of the 

palliative care services offered by Dove Hospice and Wellness in New Zealand. This research 

is a part of a larger, mixed methods parent project: ‘Value-addedness of the therapeutic services 

for patients and their families in a hospice setting: An exploratory mixed-methods study of 

service users’ perspectives.’ An interpretive description approach was taken to understand the 

experiences of nine family members and caregivers who have used Dove Hospice and Wellness 

services. This literature review discusses the definitions and history of palliative care and 

introduces Dove Hospice and Wellness with an examination of their services. It explores the 

potential stigma surrounding these services, family and caregiver perspectives within palliative 

and hospice care, caregiver burden and the importance of caring for the carer.  

 

Introduction 

Palliative Care 

Within this study, the definition of palliative care used is, “specialist care provided for all 

people living with and dying from a long-term condition, including cancer, with the primary 

focus being the quality of life” (Council and Executive of Palliative Care Australia, 2008, p. 

5). Confusion within the literature regarding the definitions and terminology of palliative care 

is evident and has been articulated in the systematic review by Hui et al. (2013) who developed 

a preliminary conceptual framework to help define the different levels of care and build a 

consensus regarding the terminology. This review by Hui et al. (2013) also addresses the lack 

of consensus within the literature regarding the terminology used, as palliative care has evolved 

and become more accessible to people beyond those receiving end of life care in the terminal 

stages of cancer. 

 

Palliative care is patient and family-centred care provided by an interdisciplinary team of health 

professionals, to people of any age experiencing long-term conditions or illnesses (Ministry of 

Health, 2017; World Health Organization, 2020). The interdisciplinary team aims to address 

the needs of the patient and family rather than to focus on the prognosis (Nadin et al., 2017; 

Sawatzky et al., 2016). This usually consists of medical, emotional, and spiritual care as well 

as pain management services (National Hospice and Palliative Care Organisation, 2016), 

provided by various health professionals, including nurses, manual therapists, hospice workers 

and social workers to ensure integrated and facilitated health care (Buss et al., 2017). 
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Palliative care has evolved over the past 20 years (Zimmermann et al., 2006). As noted above, 

palliative care has historically focused primarily on the terminal stages of a patient’s journey, 

and now includes care and support for those living with a range of long-term conditions (Meier 

et al., 2017; Nadin et al., 2017; Rocker et al., 2016; Sawatzky et al., 2016). Palliative care was 

established in the mid-20th century by Dr Cicely Saunders, a registered nurse and physician. 

When working closely with dying patients she observed the importance of using an 

interdisciplinary team to bring comfort and care (Loscalzo, 2008). Then, in the 1970s, with the 

aim of avoiding the perceived stigma around the term ‘hospice’, Dr Balfour Mount emphasised 

the term ‘palliative care’ when teaching a holistic perspective of long-term conditions. 

According to the Ministry of Health, long-term conditions can be defined as “any ongoing, 

long-term or recurring conditions that can have a significant impact on people’s lives” 

(Ministry of Health, 2020, para. 1).  

 

The palliative model of care views death as a natural part of life (Byock et al., 2001). A person’s 

experience with palliative care has a focus on learning to live with a long-term condition or 

illness, and should be filled with goals, hopes, and dreams for both the patients and their 

families (Matthews & Daigle, 2020). Although there is grief that comes with long-term and 

terminal conditions, appropriate support and care for the physical, mental and emotional factors 

can alleviate some of the burden (Byock et al., 2001). Palliative care supports those manageable 

factors, such as pain management and psychosocial factors, to ensure that the patient is 

satisfied, and their expectations are met through all stages of the illness (Matthews & Daigle, 

2020). 

  

Dove Hospice and Wellness 

Dove Hospice and Wellness is a charitable organisation that provides support for patients and 

their family members in New Zealand. They provide palliative care to people with terminal 

prognoses and those who expect recovery. This is provided through day programmes at Dove 

House and the end-of-life and respite care at Dove Wing. Originally known as Dove Hospice, 

Dove Hospice and Wellness changed their name in 2021 to provide a better understanding of 

the services they provide and manage the expectations and potential stigma regarding hospice 

care (Dove Hospice and Wellness, 2022). Dove House support patients and family members 
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in their treatment choice by working alongside their healthcare team and promoting self-care 

through the process of learning to live with a long-term condition.  

 

Dove House follows the Dove model of care. This model, developed by the Dove team 20-

years ago, puts patients and their families at the centre of care and aims to “support and 

empower people in the community to navigate holistically through the process of living with, 

and dying from a life-threatening illness and its consequences” (Dove Hospice, 2017, para. 2). 

Health professionals provide an initial comprehensive assessment, focusing on assessing all 

wellbeing domains: emotional, mental, spiritual, and physical. Regardless of prognosis, a care 

plan is then created based on what the patient has identified as most important in their current 

stage of illness. Various health services are recruited into the care team, including counsellors, 

palliative nurses, doctors, complementary therapists, and support groups for both the patient 

and family members. Regular revision of care ensures that the needs of the patient and family 

continue to be met along their ‘shifting journey’ and readjustment to life with a long-term 

condition (Dove Hospice, 2017). Further, three beds are provided by another organisation in 

partnership with Dove House and are available within the Dove Wing, to accommodate patients 

during the end-of-life stage of their illness.  

 

Living alongside someone with a long-term condition can take a toll both physically and 

emotionally. This is known as caregiver burden and has been a point of interest within palliative 

care research as it often goes unrecognised (Kajiwara et al., 2021; Wittenberg-Lyles et al., 

2011). Family members often feel unsupported, ill-equipped, and overwhelmed. Dove House 

provides support services for families to help alleviate the burden through their carer 

programme, bereavement groups and one-on-one counselling services. Families can share both 

the highs and lows of their journey, discover self-care tools and learn about their loved one’s 

condition and care needs (Dove Hospice, 2017). Dove Hospice and Wellness provide both 

family members and patients with body therapies such as acupuncture, massage, aromatherapy 

and reiki. The aim with such therapies is to provide a holistic approach in supporting the body 

and mind during a prolonged time of trauma. 

 

Dove House is based in Glendowie, Auckland, New Zealand. Most Dove House service users 

are self-referred or have the services recommended by a friend. Patient and caregiver referrals 

to Dove House are also made by various health professionals (Dove Hospice and Wellness, 

2022). The support services provided at Dove House are fully funded by Dove Hospice and 
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Wellness charity, removing any financial barrier to palliative or supportive care including body 

therapies, individual counselling, support groups and nursing support (Dove Hospice and 

Wellness, 2022). 

 

Literature Review 

Search Strategy 

The literature search for this study was carried out through database searches. The databases 

used were EBSCO, ScienceDirect, ResearchGate, PubMed and DynaMed. Keywords used to 

search these databases were: palliative care; definitions; origins; family/caregiver 

experiences/perspectives; bereavement support; impact of support services; caregiver burden, 

effectiveness of bereavement support. Further resources were identified by hand-searching the 

reference lists in the journal articles from these sources. Based on the palliative care definition 

above and the terminology explored in Hui et al. (2013), articles were included if they used the 

terms “hospice care” or “supportive care.” Where possible, searches were refined by date, 

searching for resources from the year 2000 or later, to ensure literature was current and 

relevant.  

 

Misconception and Stigma 

There is a misconception and stigma that can surround palliative and hospice care which may 

prove to be a barrier to the use of services (Zimmermann, 2019). Patients and caregivers 

associate palliative care with feelings of lost hope and imminent death (Alcalde & Zimmerman, 

2022). The stigma regarding hospice care leaves many reluctant to engage in these services. 

Often, this reluctance is because of their assumptions that it is end-of-life care only. A 

qualitative study conducted by Zimmerman et al. (2016) that explored patient and caregiver 

perceptions of palliative care through semi-structured interviews, found that the initial 

perceptions of palliative care were of “death, hopelessness, dependency and end-of-life 

comfort care for inpatients” (p. 217). Consequently, this misconception can contribute to an 

underuse of services and patients with life-changing conditions and their caregivers missing 

out on the benefits of an interdisciplinary team to support them (Byock et al., 2001).  

 

Interestingly, the misconception that palliative care is end-of-life care is not only made by 

patients and families but also health professionals. This misconception may reinforce the 

stigma and limit early intervention referrals to palliative care services. A survey carried out by 
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the Centre to Advance Palliative Care in America found a common misconception amongst 

health professionals that palliative care and terminal stage care as the same (McInturff & 

Harrington, 2011). It is believed that educating the public, patients and health professionals 

about the definitions and purposes of each stage of care would be likely to promote uptake of 

these services in the early stages of illness or disease, reduce the delay in referrals and improve 

the number of patients and family benefitting from these services (Zimmermann et al., 2016). 

 

As documented by Hui et al. (2013) and explained in the palliative care paragraph above, there 

is a broad misunderstanding regarding the terminology used and the variety of services 

provided by hospice and palliative care organisations. Many hospice and palliative care 

organisations have hospice in their name, regardless of the extent of the services they provide. 

Some hospice organisations provide basic end-of-life care such as pain management and respite 

care for their patients, others provide comprehensive palliative care with the inclusion of family 

and caregiver support. The variation of the range of services provided by different 

organisations may add to the confusion around what patients and caregivers can expect of 

palliative and hospice care. 

 

Family and Caregivers in Palliative Care 

The percentage of the New Zealand population aged over 65 is increasing (Stats NZ., 2022). 

As this demographic increases, so does the prevalence and complexity of chronic, long-term 

and life changing conditions, and the number of family and caregivers needing support is 

growing with it (Hughes et al., 2019). A family member can include blood relatives, 

emotionally committed relationships, or a person/group that the person living with a long-term 

condition feels most connected (Steele & Davies, 2016). Living with a loved one with a long-

term condition can be a burden both physically and mentally for family and caregivers, which 

is why it is essential to consider services for these family members, within the palliative care 

model (Wittenberg-Lyles et al., 2011; Luckett et al., 2014).  

 

Family and Caregiver Satisfaction 

Pidgeon et al. (2018) carried out a multiple methods study of 1,592 caregivers undertaking a 

survey followed by an optional questionnaire, about their perspectives of palliative care in 

Australia. The results showed satisfaction throughout the domains of palliative care. However, 

the study also highlighted how the delivery and experience of care could be improved in areas 
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such as family support. The study’s authors recommended that palliative care providers 

routinely survey the caregiver perspectives to uncover areas of improvement for service 

development (Pidgeon et al., 2018).  

 

A literature review by Nadin et al. (2017) identified common themes of family satisfaction 

with the end-of-life care for patients with long-term conditions. Communication and interaction 

with staff, pain and symptom management, health care practitioners’ presence, psychosocial, 

spiritual, and bereavement support, and advance care planning, were all key to family 

satisfaction. These factors ensured that families felt supported and cared for in their experience 

with palliative care (Nadin et al., 2017). Furthermore, Frey et al. (2020) surveyed 827 bereaved 

caregivers to understand the satisfaction of hospice services. This survey identified that the 

satisfaction of service was relative to the preservation of the dignity of their loved ones, 

sufficient pain relief, feeling respected, and listening and acting on the patient’s wishes. The 

focus was on the care that their loved ones received. This has become the focal point for the 

improvement of palliative and hospice care, while the needs and satisfaction of family and 

caregivers is largely overlooked.  

 

Caring for the Carers  

Despite research surrounding family satisfaction with palliative care services for their loved 

ones, there is very little research and focus on care for carers. At a time where the focus is 

understandably directed toward the patient, the wellbeing of family members may be ignored. 

Within palliative and hospice care, it is known that there is reciprocity between the suffering 

of the patients and their caregivers (Wittenberg-Lyles et al., 2011). Family members who are 

caring for someone with a terminal or long-term condition are exposed to an intense and 

vulnerable time of caring, where often, they themselves experience their own suffering 

regarding their emotional, physical and social wellbeing (Matthews & Daigle, 2020). This is 

known as the caregiver burden, and highlights the importance of available and effective care 

for these family members as sickness does not only affect the one with the diagnosis but those 

around them. 

 

Caregiver burden has been shown to have an impact on carer health. Reports of physical 

conditions such as back pain, sleeping issues, and exhaustion have been documented by 

Lütscher et al. (2022). A study by Dionne-Odom et al. (2017) surveyed 294 caregivers 
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regarding their self-care practices. The findings showed that caregivers were not engaging in 

self-care practices and that there was a strong association between the low level of engagement 

and low physical, mental and emotional wellbeing. Additional therapies can be included in a 

palliative care plan to bring relief to caregivers. Physical therapies such as massage can 

positively impact both physically and emotionally to reduce the caregiver burden, though it is 

not often provided within palliative carer support (Williams et al., 2019). Overall, there appears 

to be a lack of priority placed on caring for the carer. Caregivers are infrequently encouraged 

to take time to manage their own stress, be that physical or emotional. 

 

Where services do exist in palliative and hospice care, support is often provided through 

support groups, counselling, the provision of respite care, and education. Bereavement support 

is care for those whose loved ones have died and has shown to be effective in reducing the 

feelings of grief and anxiety (Kustanti et al., 2021; MidCentral District Health Board Palliative 

Care District Group, 2015). Carer and bereavement groups provide a space to share experiences 

and find comfort together, facilitated by a health professional, often a counsellor. Studies show 

that professionally mediated peer support groups within palliative and bereavement care, can 

reduce the pressure, helplessness and depression felt by caregivers (Chou et al., 2011; Han et 

al., 2022; Kustanti et al., 2021). Furthermore, a mixed-methods study by Wu et al. (2022), 

surveying 212 caregivers, highlights that introducing caregiver support prior to bereavement 

increases the receptivity towards supports within a caregiver’s grief process. 

 

An analysis of the dementia policies of 15 European countries by Tokovska et al. (2022) states 

that providing psychosocial support to caregivers allowed them to better cope with the 

emotional, cognitive, and behavioural burden of caring for relatives with dementia. Although 

this analysis is focused on caregivers of people with dementia, dementia is a life-changing 

illness that is often supported by palliative care teams. Therefore, this may offer some insight 

into the benefits of providing emotional support to reduce the burden on caregivers of those 

with long-term conditions. An example of this type of support was reported in a randomised 

control trial by Leow et al. (2015) who concluded that psychoeducational interventions for 

family caregivers of advanced cancer patients was effective in helping them cope with the 

demands of caring for their loved ones. The interventions focused on encouraging self-care 

techniques, education around coping strategies and provision of social support (Leow et al., 

2015). These examples from the literature demonstrate the psychological impact of the 

caregiver burden, and the benefits of providing support to caregivers.  
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A retrospective study by Lütscher et al. (2022) highlighted the emotional burden and the need 

for support for informal caregivers of cancer patients. The outcome of this study showed that 

caregivers felt their emotional and psychosocial support needs were not met when caring for 

their loved ones. Despite the evident importance of carer and bereavement support for family 

members and caregivers, not all hospice and palliative care services provide this. A systematic 

review by Hughes et al. (2019), exploring what service users value in hospice care, showed 

that hospices rarely provide support for bereaved spouses, despite the high value placed on it. 

In a different systematic review by Wang et al. (2021), the findings from Hughes et al.’s work 

were validated. The lack of psychological support meant that the psychological needs of 

caregivers remained unmet throughout their care journey (Wang et al., 2021). Furthermore, an 

Australian survey carried out by Aoun et al. (2017) found that the care provided for family 

members pre and post death was considered suboptimal with only half of the survey 

participants feeling as though they had adequate support during their palliative care journey. 

The unmet needs of family and caregivers is an area of palliative and hospice care that could 

be further investigated and improved.  

 

Highlighted in the family satisfaction with services literature was that clear and effective 

communication is vital in palliative and hospice care. A literature review by Nadin et al. (2017) 

identified that communication and interaction with staff were key to ensuring that family felt 

supported and cared for in their experience with end-of-life care for long-term conditions. 

Although there is literature highlighting the types and levels of care that family members value, 

there is a lack of research to demonstrate whether they are satisfied with the communication 

they have received as part of this care. The extent of communication required should be a factor 

considered when forming a comprehensive care plan for each caregiver and patient in palliative 

care.  

 

A systematic review of literature regarding the value of hospice care by Hughes et al. (2019) 

highlights the disparities between hospice and palliative care providers and the services 

available in the United Kingdom, suggesting the need for revised guidelines and standards of 

care. To bring this into context within New Zealand, the Ministry of Health reviewed the 

palliative care guidelines in 2017, though improvements are still needed as the population of 

older adults grows. According to the Ministry of Health review regarding adult palliative care 

services (2017), New Zealand has an ageing population with a projected increase of hospice 



 10 

care needs by 51% over the period of 16 years between 2016 and 2038 (Ministry of Health, 

2017). It is stated in this review that support for family and caregivers is a core aspect of 

palliative care. Despite this, there was no review regarding the services and support provided 

for the family members and caregivers themselves, outside of their desire for their loved ones 

needs to be met (Ministry of Health, 2017).  

 

One of the priority action points of the review was the need to respond to the voices of people 

with palliative care needs and their families. As identified in the foregoing literature, the voices 

of family members are not always considered within palliative care plans. There is an ongoing 

need to consider both patient and caregiver separately when creating a care plan, and not all 

palliative care providers are doing so. Another factor highlighted in the recommendations of 

the 2017 review, is to grow the capability of informal caregivers in communities (Ministry of 

Health, 2017). Again, this highlights the need for affordable resources to be made available to 

each individual caregiver, to ascertain the areas of care which need education and upskilling 

and the allied care services they can best connect with.  

 

Impact of COVID-19 

This study of family and caregiver experiences at Dove House was carried out during the 

COVID-19 pandemic. In the months leading up to the study, New Zealand had various 

lockdowns and restrictions impacting palliative and hospice care service provision. To reduce 

the spread of disease, many health providers including Dove House implemented telehealth 

and online services. Telehealth became a popular form of connection in healthcare and allowed 

for the continuation of services. An American multiple methods study of patient and provider 

experiences with both telehealth and in-person palliative care services found an increased 

efficiency and involvement of family members through surveys and semi-structured interviews 

(Bandini et al., 2022). Further, a systematic review of interventions to improve the wellbeing 

of cancer patient caregivers showed that many interventions were effective regardless of 

whether they were delivered in-person or online which supports the efficacy of using of 

telehealth for caregiver support (Sak-Dankosky et al., 2022).  

 

Conversely, a qualitative study exploring the strengths and struggles for families involved in 

hospice care during the COVID-19 pandemic through surveys, demonstrated that although 

there are strengths to telehealth services, there are barriers to communication and connection 
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(Gergerich et al., 2021). One practitioner involved in the study mentioned that because there 

were no hands-on or in-person visits, the care approach is very impersonal (Gergerich et al., 

2021). These studies demonstrate the value of in-person care and connection when it is 

provided but also supports that this provision can be continued through online and telehealth 

support services.  

 

Summary 

There is a great deal of research regarding palliative care services provided to loved ones with 

long-term conditions and family satisfaction of these services. However, as this review has 

demonstrated there is a gap in understanding user perspectives of the services provided for 

family members directly, such as support groups and bereavement support. Furthermore, there 

is an evident need for ongoing assessment and service development within hospice care. As 

such, this study aimed to address that gap and to explore family perspectives on their 

experience of services offered by Dove House to ensure satisfaction and quality of care.  
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Chapter Two: Methodology and Methods 
 

This chapter will discuss the framework and research design of this study, presenting the 

research questions, aim and objectives, and methodology. This chapter will also explore 

Thorne’s (2016) interpretive description approach, and its relevance to the qualitative research 

design. Further, this section will explore the methods used to conduct the research; methods of 

data collection, management and analysis. Ethical considerations and rigour will be included 

also.   

 

Methodology 
This research study is part of a larger parent project: ‘Value-addedness of the therapeutic 

services for patients and their families in a hospice setting: An exploratory mixed methods 

study of service users’ perspectives.’  

 

The parent project is a mixed-method study looking into the perceived benefits of therapeutic 

and support services offered by Dove Hospice and Wellness to patients and their families. The 

overall design was exploratory sequential mixed-methods. Interviews with three discrete 

groups of service users were undertaken to inform the development of a survey that could be 

used with the wider Dove House user community. Initially, participants were recruited from 

three groups; users with a terminal illness, users with a life-changing illness, and family 

members and caregivers of service users for each group. The findings were intended to be used 

to develop and improve Dove Hospice and Wellness services and to provide an opportunity for 

improved communication within the community regarding service provision. Furthermore, this 

project was part of a Unitec-industry collaboration and was funded through the Institutes of 

Technology and Polytechnics research voucher scheme.  

 

The title of this study is “A haven of love and peace”: Family Experiences of Dove Hospice 

and Wellness Services: An Interpretive Description.’ It represents the findings from the data 

collected from the family member and caregiver group of respondents. 

 

Research Questions  

• What are the perceptions of family members using services provided by Dove Hospice 

and Wellness? 
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• What recommendations can be made from these perceptions to help improve services? 

 

Aim and Objectives 

Aim 

To explore family member experiences of the services offered by Dove Hospice and 

Wellness. 

Objectives  

1. To explore the perspectives of family members/caregivers of Dove Hospice and 

Wellness service users. 

2. To identify the perceived importance of various services offered by Dove Hospice and 

Wellness from the family/caregiver perspective. 

3. To discover what additional services may be beneficial of family/caregivers using the 

Dove Hospice and Wellness services.  

 

Qualitative Research 

Qualitative research relies on participant perspectives and experiences to form conclusions 

(Flick, 2007). Qualitative research provides insight into areas that cannot be measured through 

quantitative methods. Denzin and Lincoln (2018) speak of qualitative research as analysing the 

‘world’ through field notes, interviews, photographs, and conversations and requires a 

researcher’s interpretation of the natural environment studied. It requires the researcher to be 

present in the environment being studied and conversations being had, in order to be able to 

interpret and make sense of a phenomenon from the perspective of the participants. 

 

Within qualitative research there are a number of methodologies that can be used, and the 

consideration of these approaches is important to determine the most appropriate methodology 

for a study. Grounded theory, ethnography, phenomenology, and interpretive description are 

all qualitative method approaches (Denzin & Lincoln, 2018). Grounded theory focuses on the 

development of a theory by describing a specific phenomenon. This was not appropriate for 

this study as an exploratory, interpretive method was required to analyse subjective 

experiences. Ethnography finds patterns and changes within a certain phenomenon with a 

particular focus on cultures and does not translate to a study of a small sample size such as this 

(Atkinson et al., 2010; Thorne, 2016). Phenomenology allows for the interpretation of the 
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subjective experiences within a phenomenon though it often requires prior expert knowledge 

and personal experience with a phenomenon (Beck, 2021). When these methodologies were 

considered alongside the interpretive description (ID) approach, it was decided that ID was the 

most appropriate methodology to explore and interpret the subjective participant experiences 

of family members using Dove House support services.  

 

Interpretive Description 

Developed by Sally Thorne, interpretive description (ID) methodology was conceived in the 

1980s when nurses identified the need for a qualitative research approach, separate from the 

classical methods, such as grounded theory, phenomenology, and ethnography (Thorne et al., 

1997). Although these methodological approaches were sound and effective, nurses and other 

health researchers recognised the need for more flexibility and the ability to answer questions 

arising from complex experiential phenomena within health practice. Thorne began drawing 

on aspects of various qualitative methodologies and named the new approach interpretive 

description (Thorne et al., 2004). Thorne and her students continued to develop and formalise 

the approach to allow for flexibility of method while still being methodologically rigorous.  

 

Interpretive description is an adaptable qualitative methodology, based on the subjective 

experiences of a population with the aim to inform practice (Thompson Burdine et al., 2021). 

Interpretive Description allows for the researcher to draw on previous knowledge and 

experience in order to address complex experiential questions that are not answered through 

traditional methodologies (Hunt, 2009). Both the researcher and the participant influence the 

research outcomes based on their own interpretations and experiences, creating dynamism 

within the research. Therefore, Thorne (2016) encourages researchers within qualitative 

research, not to hold a view of methodology as a fixed and rigid structure, as the real world is 

always changing. 

 

Methods of data collection and analysis may differ between ID studies based on each context. 

Despite these differences, ID studies all follow the ‘foundational underpinnings’ outlined by 

Thorne (2016, p. 82). These foundational underpinnings provide consistency between studies 

and a framework to inform the design of ID studies. The foundational underpinnings ensure 

that ID studies: 
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• are carried out in a naturalistic environment keeping with the ethical rights and comfort 

of participants, 

• acknowledge the value of subjective and experiential knowledge to gain insight into 

applied practice, 

• prioritise the human commonalities and variances within a specific context, and the 

experiential knowledge of participants, to draw insights, 

• consider the time and context in which the experiences occur, 

• both the researcher and the participants bring their own interpretations to a situation, 

• and consider that the human experience of ‘reality’ is complex and sometimes 

contradictory, varying between each person.  

 

Interpretive description was an appropriate methodology for this study to explore the lived 

experiences of family members within hospice and palliative care. This study was carried out 

in a naturalistic environment, ensuring the rights and comfort of participants, whilst also 

acknowledging the differences in the human experience and knowledge. These foundational 

underpinnings were in keeping with those of the ID methodology and therefore justified its use 

within this study.  

 

Thorne’s principles of rigour are epistemological integrity, representative credibility, analytical 

logic and interpretive authority and are discussed in further detail in the methods section of this 

chapter. They have been utilised in this study to maintain rigour and validity of research. Rigour 

ensures that the outcomes are not based exclusively on claims made by the researcher, which 

is important for reliable and trustworthy research (Thorne, 2016). 

 

‘Theoretical Baggage’: Locating myself within the study 

When planning and structuring research, it is important to consider what the researcher is 

bringing into the study, which Thorne names ‘theoretical baggage’ (Thorne, 2016). The 

impetus for conducting this study came from an opportunity to be a part of a bigger research 

project; the parent project. I initially wanted to focus my research on Parkinson’s because my 

dad was diagnosed with Parkinson’s disease and dementia a few years prior. As I was deciding 

on a topic for my research, I came to realise that this topic was a bit too close to home and I 

began to question whether it was a wise decision to open myself up to this emotionally.  During 

the same week as I was starting to reroute and investigate something slightly less personal, the 



 16 

opportunity arose to be a part of this bigger project. This meant that I could still focus my 

research on long-term conditions and palliative care, without it being too sensitive a topic for 

me. While I did not have such a personal affiliation with this topic, I had great interest in it. I 

previously had no idea that organisations such as Dove House existed to support patients and 

families and was filled with a sense of hope that this kind of support and help is available.  

 

Further, as a soon-to-be osteopath and health professional, I came to this research with a deep 

desire to help people as well knowing that the New Zealand health care system has both 

strengths and limitations with many potential areas for improvement. This study provided an 

opportunity to explore both of these topics with the outcome being recommendations for Dove 

Hospice and Wellness to further develop their services.  

 

In the early stages of planning and designing this study, I had conversations with my family, 

friends, and supervisors regarding the impact that my personal experience and grief with long-

term conditions may have on the study. A negative aspect of having a relative currently 

managing a long-term condition meant I may be impacted by the interviews, and hearing other 

experiences had the potential to trigger my own grief. However, having an awareness of this 

meant that I was seeking counsel at the time and ensuring I was not overwhelmed by my own 

processing. On the positive side, my own experience allowed a deeper sense of empathy with 

the family members I was interviewing, and I believe allowed for an openness in sharing with 

the participants. Reflecting on this prior to the data collection phase, meant that I was 

acknowledging this bias and was aware of the impact it might have had on the interviews and 

analysis.  

 

Being immersed in the data for prolonged periods of time and consulting with my supervisors 

regularly, allowed the biases I held to be challenged and reduced the likelihood of their impact 

on the interpretation of findings. My supervision team provided support to face the challenges 

of the study.  

 

The fundamentals of the interpretive description methodology informed the following study 

design. 
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Methods 
The following section outlines the processes involved in the research methods including 

recruitment of participants, data collection, data analysis, and ethical considerations. It will 

also explain and unpack the steps taken to ensure rigour and credibility within this research.  

 

Recruitment and Participants 

Purposive sampling was used for the recruitment of participants in this project, meaning that 

the participants recruited were not randomly selected but intentionally recruited, as they have 

experience with the specific phenomenon (Johnson et al., 2020; Thorne, 2016). Purposive 

sampling provides ‘information-rich’ samples and was relevant for this study to discover 

participants experiences in a specific context (Vasileiou et al., 2018). 

 

The initial contact with potential participants was via direct email. A member from the Dove 

Hospice and Wellness executive team assisted in the recruitment of participants by emailing 

family members using Dove’s services, providing a copy of an introduction to the study. 

Potential participants were asked for their permission for the research team to make initial 

contact to further discuss the project. Once potential participants registered their interest, they 

were sent an email with the participant information sheet (Appendix B). 

 

Nine participants were recruited into the study, six women and three men. Their ages were not 

known. They were all primary family members using the services provided by Dove Hospice 

and Wellness. Eight participants were bereaved. Seven of the participants were spouses, one 

was a daughter, and one was a mother of Dove Hospice and Wellness patients.  

 

Inclusion Criteria  

The participants were invited to participate if they had used the services provided by Dove 

House and Wellness within the previous 18 months, regardless of their bereavement status, 

age, or relationship to the loved one.  

 

Contact details of interested participants were passed onto the researcher by a Dove Hospice 

and Wellness staff member. Participants were then contacted directly via phone or email by 

the researcher, to organise a time and place for an interview and to complete consent forms for 

participation. 
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Ethical Considerations 

Ethical approval for this research study was gained from the Unitec Research Ethics 

Committee, through the parent project in September 2021 (Appendix C). The approval number 

is 2021-1031. The start date was 23/09/2021 and the finish date 23/09/2022.  

 

Conducting the Interviews. All participants were informed of the study and the processes with 

the Participant Information Sheet (Appendix B) and participation was voluntary. Consent was 

gained from each participant prior to the commencement of the interviews. In-person 

interviewees signed the consent form (Appendix D), and online interviewees gave verbal 

consent which was recorded on the transcript with the researcher writing that verbal consent 

was gained on the consent form. Further, all participants had the right to stop the interview at 

any time. The options to withdraw from the study were initially outlined in the Participant 

Information Sheet along with the participant rights. Participants were reminded that they had 

up to a week to withdraw from the study once transcripts were received for review. In addition, 

participants were reminded of the option to withdraw at the beginning of each interview. No 

participant withdrew from the study. 

 

Participants were given the choice of time and location for the interviews. They had the option 

of in-person or online interviews as the data collection was carried out during the Covid-19 

pandemic and people were cautious about face-to-face interactions. One interview was in one 

of the counselling rooms at Dove House, one interview was at the participant’s house and the 

other seven were via Zoom or Microsoft Teams.   

 

Privacy and Confidentiality. All files including consent, transcripts, and recordings have been 

saved to password protected folders on the researcher’s computer. On completion of the 

examination process, all files will be returned to the principal investigator of the parent project, 

Associate Professor Samantha Heath, who will be responsible for its safe storage and then 

destruction after ten years in keeping with the Unitec Institute of Technology regulations.  

 

Consistent with ethical requirements, participants were assigned a pseudonym to ensure 

anonymity. All identifying details of the participants were removed. Prior to the 
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commencement of the data collection, a researcher confidentiality agreement was signed by 

the researcher (Appendix E). 

 

Data Collection 

Semi-structured interviews were conducted with a sample of Dove Hospice and Wellness 

service users, consistent with Thorne’s (2016) ID data sources guidelines. Interviews were 

chosen as the data collection method due to their ability to inform, understand, and draw 

insights based on the subjective experiences of participants. A semi-structured interview 

provides a schedule of questions but allows the researcher to ask probing questions and diverge 

from the set questions, follow the flow of conversation and avoid a rigid structure (Tracy, 

2013). The interview process allowed the personal experiences of the participants to be told 

and recorded.  

 

It must be noted, that regardless of the sample size chosen, no sample is intended to be an exact 

representation of the population, and therefore is not entirely reliable. However, this being 

acknowledged as a limitation, a limited sample can still be used to draw conclusions and inform 

practice (Bryman, 2006; Thorne, 2016). Consistent with qualitative methods, ID aims for depth 

of data rather than breadth. Therefore a smaller sample size is appropriate which cannot be said 

for quantitative studies. Hennink et al. (2017), writing on saturation within sample sizing, 

concluded that code saturation, “the point at which no additional issues are identified” (p. 594), 

is often achieved at nine interviews, which is sufficient for that of a 90-credit thesis. Therefore, 

nine interviews were carried out for this study. 

 

Seven interviews were conducted online via Zoom or Microsoft Teams, one at Dove House, 

and one at the participant’s home in line with the participants’ preference. When completing 

the ethics application, online interviews were made an option because of the possibility of 

lockdowns due to the pandemic circumstances of the time. Further, the inclusion of online 

interviews as an option was particularly important considering the health vulnerabilities of the 

service users of Dove House. Furthermore, the lockdown circumstances for vulnerable 

populations were even more strict to reduce the risk of transmission of the disease. At the time 

the interviews were completed, New Zealand was in between lockdowns, however, many 

people were making the most of the accessibility of online meetings and some were still 

cautious of who they were in physical contact with. I found that the online interviews were 
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more difficult than the face-to-face interviews as participants were less willing to share and be 

vulnerable online than they were in person. 

 

An interview schedule was developed to guide the researcher through the interviews. The 

questions were designed to elicit the participant experiences of Dove House. The schedule was 

developed within the parent project and was used for each group of interviews (Appendix F). 

No questions required amendments to better suit the family member group. However, to ensure 

that the participants had the opportunity to share everything they hoped to, probing questions 

were used to encourage participants to expand. Further, a question was added to the end of 

each interview. This question was: “is there anything else about your experience with Dove 

Hospice and Wellness services that you would like to share?” As the interviews progressed, 

this question created a moment for participants to reflect and share their thoughts, outside of 

the interview’s structured questions.  

 

Interview Questions:  

1. When did you start using Dove Hospice and Wellness services? 

2. How did you find out about them and what they offered? 

3. Tell me about your first visit to Dove. Probe: How did you feel before you went/after 

you had finished? 

4. Tell me about the types of services you used. Probe: value/assistance/help 

5. Tell be about your experience overall. Probe: what made it that way? 

6. Tell me how being connected with Dove has impacted your situation? 

 

The two interviews that were conducted in-person were transcribed verbatim by the researcher. 

The remaining interviews that were carried out via Microsoft Teams or Zoom, were transcribed 

with the built-in transcription services on these applications, with review by the researcher. 

The review process required the researcher to check for accuracy against the recording and 

ensure anonymity of the data. Once anonymised to protect the identity of the participants, 

transcripts were emailed to participants for review. Participants had the option to make changes 

to the transcripts or withdraw from the study from when the transcript was sent to them. No 

changes or withdrawals were requested.  
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Data Analysis  

The aim of data analysis within this qualitative study was to uncover insights and themes 

regarding family members experiences. The analytic process was in keeping with Thorne’s 

(2016) ID approach.  

 

Data analysis, in keeping with ID framework, involves deep engagement with and immersion 

in the data, which begins at the start of data collection and continues throughout the steps of 

analysis (Thorne, 2016). The data analysis began as the researcher started to think about what 

the participant shared about their experience at Dove Hospice and Wellness. Thorne (2016) 

states that data analysis within the ID framework requires more than taking apart the data and 

putting it back together. It requires the ability to rigorously deconstruct what we naturally see 

and test our preconceptions to uncover new ways of thinking. Capturing thematic insights was 

achieved by sorting and organising data, making sense of patterns, transforming the findings 

by working and reworking the ideas, and drawing conclusions (Thorne, 2016).  

 

Within the ID framework, there are varying ways of capturing thematic insights in which 

Thorne (2016) puts forward the importance of finding a personal rhythm when it comes to 

immersing oneself in the data. The nature of human differences means that there is no one-

size-fits-all approach to the analytic process. Regardless of the process chosen, what is 

important is to keep consistent with the ID framework; the immersion and the repetitive 

engagement with the data by the researcher.  

 

Once the transcripts were received, I began the initial sorting and organising of the data. The 

nine transcripts were printed, the parts that stood out were highlighted and margin notes were 

made on the data set. As encouraged by Thorne (2016), asterisks were used to identify 

“quotable quotes” without going into deep interpretation during this early stage. Thorne et al. 

write, “coding too meticulously, too early, or in too much minute detail can derail even the 

most enthusiastic analyst in exhaustion” (Thorne et al., 2004, p. 5), highlighting the importance 

of staying broad within the early stages of data analysis. 

 

The following stage of analysis is initial broad-based coding where I focused these highlighted 

passages into coloured groups of potentially emerging patterns. This initial coding brought 

together groups of data that may or may not be thematically related. Specific coding software 

was avoided in this study to avoid going too narrow too soon. 
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Continued immersion with the data allowed me time to “develop a sense of the whole beyond 

the immediate impression” (Thorne, 2016, p. 158). The next stage of analysis was making sense 

of patterns. Each of the highlighted passages were grouped and re-grouped as possible themes 

were recorded. The patterns, now becoming themes and subthemes, were changing and 

evolving every time they were analysed. Supervisor meetings were held throughout the data 

collection and analysis to activate what Thorne (2016) describes as engaging the critic. Gaining 

insight from experienced researchers and someone more distanced from the data set meant that 

ideas and ways of thinking were challenged, which avoided overlooking potential emergent 

themes and reinforced or challenged the themes found. After each supervisor meeting, mind-

maps were drawn up to document the discussions (see, for example, Appendices G and H). 

 

After the initial supervisor meeting, four major themes were labelled: environment, 

communication, connection and accessibility. Although they had labels, they were held with a 

‘loose grip’, knowing that they would continue to evolve and take shape. Supervisors then 

encouraged the expansion of these initial themes with a process called speed writing (Thorne, 

2016, p. 176). Having been immersed in the data for a significant amount of time, the researcher 

set a 10-minute timer and wrote whatever came to mind with the title forming each individual 

theme, drawing on different participant experiences, positive and negative. This process began 

to assist with the categorisation of the themes and subthemes.  

 

Once the speed writing for the four current themes was complete, the researcher then re-

engaged and became immersed in the data to once again to rework the data. This was done by 

reading transcripts and identifying the relevant passages that were associated with the ideas 

that surfaced throughout the speed writing process. The pages of speed writing ideas were 

written on, noting the source of supporting data by participant pseudonym and transcript page 

numbers (for example, Appendix I). This process allowed for a testing of relationships, 

between interviews and solidifying or in some cases making redundant themes and subthemes 

across the data set (Thorne, 2016). For example, in a supervision meeting in September 2022, 

the theme of communication was discussed. Then, in a subsequent meeting in October, 

communication became a subtheme under a bigger umbrella theme of expectations. Further, 

the mind map from the first meeting was a skeleton of what it became in the second meeting 

because of deep immersion in the data (Appendix G and H).  
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Preliminary findings were shared at a conference (Stott et al., 2022) which added an element 

of “engaging the critic” (Thorne, 2016, p. 180), and an opportunity to gain feedback and reflect 

on the findings. The audience who was not familiar with the research provided some good 

feedback regarding missing information that was needed to inform and provide background for 

the naive reader. Thorne states that it is the researcher’s obligation to steer the data to its logical 

conclusion as data “does not speak for themselves” and ensure the claims are grounded in the 

data (Thorne, 2016, p. 203). These themes were further refined and began to take shape as the 

findings were drafted. 

 

Rigour and Credibility 

Thorne (2016) identifies four principles to guide researchers in ensuring rigour and credibility, 

accepted across the qualitative research field. These principles are epistemological integrity, 

representative credibility, analytical logic and interpretive authority. Credibility principles will 

also be explored; moral defensibility, disciplinary relevance, pragmatic obligation, contextual 

awareness and probable truth (Thorne, 2016).  

 

Epistemological integrity refers to the link between the initial research question, processes, 

data sources, data collection, data analysis, findings, and outcomes of the study (Thorne, 2016). 

The link must be clear and justified for the findings to be credible (Thorne, 2016). Upon initial 

review of the literature, a gap was found regarding the experiences of family members using 

hospice support services. The research question was created based on that gap and through 

thoughtful process and consideration it was determined that ID would be the best suited 

methodology. Family members who had experience with hospice services are the experts in 

the topic, therefore these people were the ones who needed to be invited to participate and 

interviewed to understand their experiences, which lead to the planning and completion of the 

research processes. 

 

Representative credibility is ensuring that the sample chosen aligns with the phenomenon of 

the study (Thorne, 2016). Representative credibility was achieved in this study through a 

relatively small sample size and purposive sampling to allow for in-depth and information-rich 

interviews. As family members using Dove’s support services, all participants have personal 

experience with the phenomenon of interest and are representative of the population studied. 
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Further, the findings are not claimed to apply to varying contexts or populations. Despite this, 

researchers may find similarities between this study and others.  

 

Triangulation is an approach used in qualitative research to ensure credibility within a study 

(Thorne, 2016). The theory behind this practice is that it uses multiple approaches to explore 

the same constructs to validate the findings. There are various ways that triangulation can 

occur; methodological triangulation, data triangulation, theoretical triangulation and 

investigator triangulation. While triangulation was not used within this study, the study does 

contribute to the triangulation of data sources for the parent project. Further, each qualitative 

arm of the project had different respondent groups interviewed; family, patients with long term 

conditions, and patients with terminal diagnoses. Different researchers were involved in each 

study of the parent project resulting in investigator triangulation. Adopting triangulation within 

research validates the outcomes and reduces research bias (Farmer et al., 2006). 

 

Analytical logic refers to the expectation that the researcher will provide thorough reasoning 

for the structure and research processes through to the interpretive findings. Sufficient evidence 

of the processes used is required, often provided by audit trail (Thorne, 2016). This allows 

readers to make their own decisions on the adequacy of the research. Within this study, 

verbatim transcripts were used to ensure accuracy of data. Further, the audit trail documented 

by the researcher is in the form of diary entries, written notes, and audio recordings of 

supervisor meetings. Personal reflections and thought processes tracked the researcher 

analysis. An example of the audit trails used within this study is provided in the appendices 

along with the development of themes and subthemes. These were informed by notes taken in 

a supervisor meeting during data analysis (Appendices G and H). 

 

Interpretive authority requires sufficient examples of the data and allows the readers an 

opportunity to read and interpret the data themselves. As a result, readers gain a level of trust 

in the researcher’s interpretation (Thorne, 2016). Within this study, I consistently returned to 

the data to ensure that I was not making assumptions and that the interpretations were founded 

on the family members’ experiences. Data analysis as an iterative process meant that I was not 

simply taking the data apart and putting it back together, I was repetitively engaging with the 

data and ensuring that my interpretations were in depth. Further, regular meetings with my 

supervisors who are both experienced researchers, ensured the avoidance of ‘premature 

closure’ on findings, as they challenged me to dig deeper within the interpretations (Thorne et 
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al., 2004, p. 8). This feedback from supervisors meant that I was satisfied with the final 

interpretation.  

 

Moral defensibility brings about the objective that qualitative health research will ultimately 

have influence on an applied field and that the knowledge obtained from people within a study 

is necessary in practice (Thorne, 2016). It was important to have clear rationale as to why the 

study was being carried out. The objective of this research was to contribute to the 

improvement of the services provided by Dove House, and although the sample was specific 

to Dove, there is disciplinary relevance. The literature provides clear rationale that the field of 

palliative and hospice care has areas for improvement and therefore the findings and 

recommendations are relevant within the applied practice in improving the care provided 

(Thorne, 2016).   

 

Pragmatic obligation refers to the knowledge that truth and opinion often merge and that 

readers may take this study and remove the theoretical intentions behind it (Thorne, 2016). The 

researcher is well immersed in this study from the background literature through to the findings 

and has a comprehensive understanding of the theoretical background, which the uninformed 

reader may not have. Therefore, when drawing conclusions, the recognition of the potential 

harm that may occur if applied by other researchers within the field is important. I do not think 

that there is any potential harm in the application of these findings to either a group or 

individual within the field.  

 

Contextual awareness is an element to consider when ensuring credibility of research 

(Thorne, 2016). Every researcher approaches their study with their own contextual ‘baggage’. 

Their own perspectives and experience influence their interpretations regardless of their 

awareness of the matter. Contextual awareness reduces the impact of the researcher’s biases 

and experiences on the outcomes. See the section above named ‘theoretical baggage’ in 

which I place myself within the context of the study and unpack my perspectives and 

experiences and locate myself within the study. 

 

The final element that Thorne (2016) states to be impacting on the credibility of a study is the 

researcher’s acknowledgement of the power of probable truth. This concept of probable truth 

is important because no claims in qualitative research can be complete truths (Thorne, 2016). 

As mentioned above, there are ways to ensure validity and credibility of research. However, 
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due to the vast number of variables within research and the unpredictability of human nature, 

no conclusion can be stated as truth. Future research may disprove the claims, therefore the 

conclusions drawn within this study stand as probable truths until further knowledge challenges 

them. 

 

Summary 

This chapter covers the interpretive description methodology used within this qualitative study 

and the rationale behind that decision. The methods of recruitment of participants, inclusion 

criteria, ethical considerations, data collection and data analysis are explained. Further, the 

elements that ensure rigour and credibility are discussed. 

 

Part one of this thesis orientates the reader by providing background and context of this 

research study. The following section (part two) will deliver the manuscript which has been 

prepared for submission with the Australian Journal of Cancer Nursing, including the findings 

and discussion of this study.  
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 Abstract 
Background: Caring for someone with a long-term condition or terminal diagnosis can take a 

physical and mental/emotional toll on the family/caregivers. Palliative care support services 

can help to ease the burden and ensure the wellbeing of these caregivers is looked after. 

 

Aim: To explore family member experiences of the services offered by Dove Hospice and 

Wellness; a community-based service in Auckland, New Zealand offering palliative care 

services to patients and their families. 

 

Design: Utilising a qualitative interpretative description methodology, data were collected 

from nine family members of Dove House service users via semi-structured interviews. 

Interview transcripts were analysed thematically. 

 

Findings: The data revealed what family and caregivers valued about their experiences at Dove 

House. Three themes were identified from the data analysis: ‘being connected’, ‘expectations’ 

and ‘accessing services’. Being connected with Dove House was of importance to family 

members; especially having someone to listen who was not family or friends and having a 

chance to give back to others. Family and caregiver’s expectations were influenced by their 

preconceptions of hospice care, the lack of awareness of the services available at Dove House, 

and their individual communication needs. The accessibility of these support services was 

influenced by the scheduled times of support groups and the location of Dove House and the 

limited availability of in-patient beds for end-of-life care.  

 

Conclusions: The data revealed that support services provided by Dove House were of value 

to family and caregivers of patients with long-term or terminal diagnoses. Findings highlight 

the aspects of care that are appreciated by family and caregivers and indicate the areas of 

potential improvement within these services.  

 

Keywords: Palliative/hospice care; family/caregivers experiences; interpretive description; 

family/caregiver support services. 
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Background 
Palliative care has evolved in the past 20-years (Zimmermann et al., 2006). Historically, 

palliative care focused primarily on the terminal stages of a cancer patient’s journey, but now 

includes care and support for those living with a range of long-term conditions (Meier et al., 

2017; Nadin et al., 2017; Rocker et al., 2016; Sawatzky et al., 2016).  

 

The modern hospice movement originated in the mid-20th century in England through the work 

of Dr. Cicely Saunders, a registered nurse and physician. She developed a philosophy of care 

when working closely with dying patients. This philosophy of care emphasised the importance 

of an interdisciplinary team to bring comfort and care to dying patients, and she saw the dying 

person and their family as the care unit (Loscalzo, 2008). The modern hospice movement has 

since developed into a professional discipline focusing on pain and symptom management, 

communication, emotional and spiritual support, caregiver support, and bereavement services 

(Hui et al., 2013).  

 

There is a broad misunderstanding regarding the terminology used and the different services 

provided by hospice and palliative care organisations. The terms “palliative care” and “hospice 

care” are often used interchangeably within the community and literature. Many hospice and 

palliative care organisations have hospice in their name, regardless of the extent of the services 

they provide. Some organisations offer basic care for terminal patients, while others provide 

comprehensive palliative and hospice care with family member support. The lack of definition 

and the interchangeability of terms influence the misconceptions and stigma surrounding 

palliative and hospice care services.  

 

Often patients and caregivers view palliative care as the end of the line and associate it with 

feelings of lost hope and imminent death (Alcalde & Zimmerman, 2022). The stigma regarding 

palliative and end-of-life or terminal care, leaves many reluctant to access these services 

(Zimmermann, 2019). This reluctance is often due to fear-avoidance behaviours and the 

assumption that palliative care is only end-of-life care. A qualitative study by Zimmerman et 

al. (2016) explored the perceptions of palliative care among 71 patients with advanced cancer 

and their caregivers. Their findings showed many believed that palliative care was equal to 

end-of-life/terminal care and death. Participants reported feelings of fear and avoidance when 

considering palliative care options. This preconceived idea of palliative and hospice care can 
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hinder the uptake of these services. Consequently, patients with long-term conditions and their 

family members are likely to miss out on the benefits of an interdisciplinary team to support 

them (Byock et al., 2001).  

 

Living alongside someone with a terminal or long-term condition can take a physical and 

emotional toll. This is known as caregiver burden and has been a point of interest within 

palliative care research as it often goes unnoticed (Kajiwara et al., 2021; Wittenberg-Lyles et 

al., 2011a). There is a lack of priority placed on caring for the carer, and caregivers infrequently 

take time to manage their own stress and engage in self-care despite feeling unsupported, ill-

equipped, and overwhelmed (Dionne-Odom et al., 2017; Furlong et al., 2008; Lütscher et al., 

2022). 

 

The services available for carers within palliative and hospice care include support groups, 

counselling, respite care, and education. Carer and bereavement support groups bring together 

family members who share the experience of having a loved one with a long-term condition or 

terminal illness. These groups provide a space to share experiences and find comfort together, 

facilitated by a health professional, often a counsellor. An intervention study by Han et al. 

(2022) investigating the effects of support groups on depression among caregivers of people 

with dementia found a significant decrease in depression after 12-weeks of participating in a 

support group. Further, their findings showed that professionally mediated peer support groups 

within palliative and bereavement care can reduce the pressure, helplessness, and depression 

caregivers often feel (Han et al., 2022). 

 

Despite the literature suggesting its need and efficacy (Kustanti et al., 2021; Leow et al., 2015; 

Tokovska et al., 2022), there is a lack of psychological and emotional support offered to family 

members and caregivers. Research shows that family and caregivers often feel as though their 

emotional and psychosocial needs are not met (Aoun et al., 2020; Lütscher et al., 2022). The 

needs of family and caregivers are individual and complex and require an individual needs 

assessment and care plan with regular revision, to ensure that their needs are met (Hughes et 

al., 2019). 

 

Dove Hospice and Wellness is a charitable organisation in East Auckland, New Zealand that 

supports patients and their family members. Dove Hospice and Wellness is a “present-day 

hospice” that provides palliative care to people with terminal prognoses and to those who 
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expect recovery (Dove Hospice and Wellness, 2017). Support is provided through day 

programmes at Dove House and respite for end-of-life care at the Dove Wing, the adjacent 24-

hour care unit containing three beds. A Dove House interdisciplinary team supports patients 

and family members and promotes self-care through learning to live with long-term conditions 

and those in the advanced stages of illness (Dove Hospice and Wellness, 2017). This study 

aimed to explore family members’ experiences of the palliative care services offered by Dove 

Hospice and Wellness. 

 

Methods 

Study Design 

An interpretative description methodology was used for this qualitative study. Interpretive 

description does not follow a rigid structure, but represents a framework to guide a study, 

allowing the researcher to draw on previous knowledge and experience in order to address 

complex experiential questions, that are not easily answered with other traditional methodology 

(Hunt, 2009; Thompson Burdine et al., 2021; Thorne, 2016; Thorne et al., 1997; Thorne et al., 

2004).  

 

Participant Recruitment 

Following ethical approval, nine participants were recruited through purposive sampling, 

providing an information rich sample (Johnson et al., 2020; Thorne, 2016; Vasileiou et al., 

2018). Dove Hospice and Wellness staff made initial contact with potential participants, who 

were primary family members and had used Dove’s support services in the previous 18 months.  

 

Data Collection  

Nine semi-structured interviews were conducted, two in-person, and seven online. The 

interviews took place at either the participants’ homes, Dove House, or online via Microsoft 

Teams or Zoom. Participants were given the choice of time and location for the interviews. 

They had the option of in-person or online interviews as the data collection was carried out 

during the Covid-19 pandemic and people were cautious about face-to-face interactions. 

Interviews as the data source allowed participants to share their experiences. Each interview 

began with checking consent either verbally or in writing (Appendix D) followed by informing 

participants of the transcription and withdrawal process. Interviews followed a question 



 39 

schedule aimed to elicit the participant experiences with Dove. Both positive and negative 

responses were welcomed.  

 

Data Analysis 

Data analysis, in keeping with interpretive description, involved deep engagement with and 

immersion in the data which began from the start of data collection and continued throughout 

the steps of analysis (Thorne, 2016). The data analysis began as the researcher started to think 

about what the participant shared about their experience at Dove Hospice and Wellness. Thorne 

(2016) states that data analysis within interpretive description requires more than taking apart 

the data and putting it back together. It requires the ability to rigorously deconstruct what we 

naturally see and test our preconceptions to uncover new ways of thinking. This was achieved 

by sorting and organising data, making sense of patterns, capturing analytic insights, 

transforming the findings by working and reworking the ideas, and drawing conclusions 

(Thompson Burdine et al., 2021; Thorne, 2016).  

 

Ethical Considerations 

Ethical approval was gained from the Unitec Research Ethics Committee. Informed consent 

was gained prior to the start of each interview. Interviews were recorded, transcribed and 

anonymised. All data and consents have been securely stored as per institutional requirements.   

 

Findings 
The nine participants were family members and caregivers using the Dove House support 

services. Six participants were bereaved spouses, one was a non-bereaved spouse, one was a 

bereaved daughter, and one was a bereaved mother. All the data presented below are referenced 

with participant number followed by the transcript page numbers.  

 

Three themes were identified from the data analysis: ‘being connected’, ‘meeting 

expectations’, and ‘accessing services’ (Table One). ‘Being connected’ was a theme that 

highlighted that family and caregivers valued having a connection in a time of grief and 

caregiving. This was provided through conversations and having someone to listen to them, 

care and support services for the supporters and finding a sense of giving back through the 

group support. ‘Meeting expectations’ focused on the expectations of family and caregivers, 

the underlying factors that influenced these expectations, and whether or not their expectations 
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were met. The final theme was focused on ‘accessing services’ of Dove House. This was 

influenced by factors such as the times and availability of support services, and the location of 

Dove House. 

 

Table 1 

Themes and Subthemes 

Theme 1: Being Connected  

Someone to listen 

Care for supporters 

Giving back 

Theme 2: Meeting Expectations 

Preconceived idea of ‘hospice’ 

Coming to know the services at Dove House 

Communication 

Theme 3: Accessing Services 

Working 9.00am-5.00pm 

Location 

Number of beds 

Impact of Covid-19 

 

Theme 1: Being Connected 

Dove House provided support and connection to family members using Dove House services. 

All participants mentioned that they valued being connected at Dove House through 

counsellors and friends they had made in support groups. These connections provided someone 

to listen to them on their journey. Further, participants felt connected in the support groups 

through their ability to ‘give back’ and encourage others on the same journey. 

Someone to Listen. 

Participants appeared to value being able to talk to someone who was not a friend or family 

member. Whether a counsellor or another group member, they appreciated sharing with 

someone who understood their situation and context. Family members felt like they had to be 

strong for others, but at Dove House, they could be their authentic selves and acknowledge 

their personal experiences. Participants 4 and 9 shared, 
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Having an outsider who’s not involved with your life to just listen to you… knowing 

that the counsellors are specifically qualified and experienced with the specific thing 

that you’re having issues with. (P4P4) 

 

When you’re with your family and friends, you have to try and be strong, and nobody 

understands. … You’re going to a place [Dove House] where ... they totally 

understand what’s going on, whereas anywhere else unless you’ve been through grief 

... nobody knows what it’s like. (P9P6) 

Reflecting upon their experience at Dove House, Participant 1 explained that they did not need 

to receive answers or have their problems solved by their counsellor or bereavement group 

members. They were pleased to have someone listen to them, and they shared,  

The counsellor, I mean you spill your whole life out to them… it’s just great to have 

someone to listen to you and not to try and problem solve, that you just offload on. 

(P1P6) 

Conversely, Participant 3 was not satisfied with being listened to by their counsellor as this 

role was being filled by friends and family. They wanted practical advice and steps on what to 

do next, which they may have thought was the role of a counsellor. 

 

She was really good at listening but it wasn’t really enough for me, the one-on-one 

counselling… it’s not like you want them to tell you what to do but they could say these 

are some options for you or these are some pathways. (P3P8) 

Care for Supporters.   

A consistent experience for the participants was feeling cared for and valued by Dove House 

staff. As carers, they expressed that it was remarkable to feel understood on their grief journey 

separate from their loved ones. Participants 8 and 6 explained, 

I really appreciated that they keep the supporters in mind and the strength of the 

supporters, ... sometimes the supporters can easily be forgotten. ... They’re not doing 

the same work as the person that’s ill, but they’re walking alongside. ... I cannot 

express enough how much I appreciated that they took my health and my wellness 

into account. (P8P11)  
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Oh, it was just like somebody wanted to take care of me, I’ve been taking care of him, 

you know. (P6P3)  

Participants said that the care at Dove House was exceptional, from the small detail of a cup of 

tea when they arrive to the intentionality of ensuring their involvement in the support services 

available. When comparing this with their experiences at other hospices, they spoke of a deeper 

level of care at Dove House. Participants 8, 9, and 5 shared, 

[Compared to another hospice] Dove House staff were very good, very onto it… I 

think the caring essence of Dove House was outstanding. (P8P8) 

 

It was just like walking into a safe haven, really. I’m just sort of going back to that 

time, so it’s a bit emotional… Yeah, they were just lovely. (P9P4) 

 

[Speaking of another hospice], which was lovely, but I think this [Dove House] has 

got another dimension. (P5P7) 

Giving Back. 

When participating in the bereavement and carer groups, family members appeared to feel a 

sense of giving back when sharing their experiences with others. Dove House was not just a 

place to receive but also a place to give back by listening and encouraging others, as Participant 

3 explained, 

I like to be with the group, not just because of what I’ve been through, but I like to 

give back as well. ... you sort of become a grief counsellor yourself when you’re in 

[the group]. ... you’ve been through it, so you know. (P3P16) 

The participants seemed to value this sense of responsibility and giving back to the others in 

the group. It gave them a sense of purpose and belonging while on their bereavement journey. 

It gave them a reason to show up and participate in the group support.  

Theme 2: Meeting Expectations  

Family members utilising the services at Dove House had expectations of their experience with 

Dove House. These expectations were influenced by several factors including their 
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preconceived idea of hospices, the lack of awareness of the services provided by Dove House, 

and their individual communication needs. 

Preconceived Idea of ‘Hospice’. 

Most family members appeared to have a preconceived idea that hospice was a service for end-

of-life care. This preconception was held when they first heard about Dove House and may 

have impacted any open mindedness they initially had about their services and support. 

Participant 5 reflected on her initial thoughts, 

The [hospital] nurse mentioned Dove Hospice but I don’t think we realised. She said 

there’s hospice and of course my mind went to ... well that’s where you go when 

you’re dying and at that stage we were. ... Living. (P5P9)  

But we associated hospice with dying and didn’t realise what services were available. 

(P5P5)  

Coming to Know the Services at Dove House. 

There appeared to be a lack of awareness of the range of available support services available 

at Dove House. Often, they were told about Dove House from the cancer society or nurse but 

it was not until later that the full suite of services was understood. Participant 3 shared, 

 

I didn’t realise the vast range of services that [Dove] hospice offered, and I think it’s 

through the aftermath that I’ve realised wow, what services that they offer. (P3P12) 

 

One participant suggested that Dove House could proactively advertise their support services. 

How could they make some of those other smaller services more noticeable? (P8P11)  

Reflecting on their use of services, Participants 3 and 5 realised it would have been beneficial 

to access them earlier. Not only did participants want to know about the services available at 

their first point of contact, they also they wished they had known about Dove House earlier in 

their journeys, both for themselves and their loved ones. 

 

When he was sick I would have liked to have known, when we were advised that he 

should go to hospice or even when he was diagnosed, I would have liked to have felt 
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that Dove was a partner or a friend from the time that he got diagnosed, rather than 

just having them as an end-of-life thing. (P3P13) 

 

The cancer nurse just mentioning it wasn’t enough for us to really truly appreciate 

the nature of it… if we had known the nature of it we probably would have used some 

of the services earlier. (P5P24) 

 

The preconceptions of hospice and the lack of awareness of the services available often went 

together, limiting the engagement and early utilisation of the support services available for 

family and caregivers at Dove House. 

Communication. 

There were occasions when the transition through services at Dove House was not smooth, or 

the availability of Dove Wing beds was unclear, leading to unmet expectations. 

Communication was sometimes problematic with slow responses from Dove House staff. 

Participant 3 explained,  

It took a while for [Dove] hospice to come back to us and then I don’t know why we 

never got in for the hand therapy, it seemed like there was a delay always. (P3P3)  

In another instance, when Participant 5’s wife was transferring from the hospital to hospice 

care, the ambulance went to Dove House as he had been assured that they would have a bed 

available for his wife when the time came. He explained, 

Dove House [said] that when she got into trouble, there was a bed for her at the Dove 

Wing. So, what happened was the ambulance driver picked her up from Auckland 

Hospital because they couldn’t keep her there any longer, with the intention of 

bringing her to the Dove Wing. When we get over there they said, “oh no there’s no 

beds here”. So, there’s a huge mix-up. (P7P10)  

 

Further, each participant came to Dove House with their own individual communication needs, 

which were influenced by several factors within their own lives. Whether it was an expectation 

on what counsellors were there to provide or the use of language within conversations in 

support groups that they believed to be inappropriate, their communication expectations were 

not always met. Participant 4 mentioned that their counsellor said something “that was not the 
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direction [they] were wanting the conversation to go” (P4P8). Furthermore, Participant 3 was 

dissatisfied with the use of language used in the support groups regarding “moving on” (P3P7) 

from their loved one. These examples highlight the complexity of the communication needs 

within caregiver and bereavement support.  

 

Participant 5 reflected on her need to be able to speak to the health professionals independently 

of her husband. For her to feel supported and comforted, she required a greater depth of detail 

regarding the specifics of diagnosis and care. She acknowledged that her needs differed from 

those of other caregivers. She said, 

 

Partners can think different, so if they [health professionals] are aware that there’s a 

difference they might say “oh well we will just have a few minutes with you afterward.” 

(P5P15) 

 

Theme 3: Accessing Services 

The support services available for family and caregivers are provided during daytime hours at 

Dove House in East Auckland. The accessibility of these support services was influenced by 

the scheduled times of support groups and the location of Dove House. Furthermore, the Dove 

Wing is adjacent to Dove House with only three beds available for end-of-life care. Accessing 

this service was an issue for some families who wanted their loved ones to spend their final 

days in the Dove Wing. 

Working 9.00am-5.00pm. 

Two family members who worked felt limited in their ability to access the Dove House support 

services due to the timing of meetings. Family and caregivers who worked a 9.00am-5.00pm 

job could not attend without sacrificing work time, which had the potential to create financial 

strain during an already stressful time. Participant 2 said, 

There is also a men’s group, but I haven't yet participated in that. It's too much for me 

to have off work because the meeting times coincide with work meetings, so I've just 

had to cut them on those ones. (P2P5) 

 Participants suggested that Dove House provide some weekend or evening meetings, 
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The only criticism, the timeframes cater predominantly for people that aren’t 

working, meaning retired people. And for me to go at 10 o’clock on a Tuesday to 

support group, I can’t do that. ... Maybe they need to factor in either weekends, ... 

also some evenings ... at what I call a reasonable time 6:30pm to 7:45pm. So maybe 

cater more for people that are actually full-time employed. (P1P9)  

Location. 

When accessing Dove House services, the location was an essential factor. For those living in 

East Auckland, Dove House was accessible but for those living in other areas of Auckland, it 

was more inconvenient, Participants 8 and 3 shared, 

Can’t fault them. They were amazing. It was just a bit far away. (P8P11)  

No one else offered any of those services. ... anyone accessing those services is very 

limited by location. (P3P14)  

Potentially linked to the broad misunderstanding and wide use of the term ‘hospice’, some 

confusion arose regarding location and the availability of services around Auckland. It would 

seem that there was a belief that all hospice organisations were linked. This potentially led 

participants to the assumption that if they lived in other areas of Auckland, they could still 

access this range of services through another hospice organisation. After visiting various 

hospices in Auckland, Participant 3 reported that they “were advised that only those two 

branches offered all of those support services”, referring to two separate hospice providers and 

suggesting that they were the same organisations just different branches. However, the wide 

range of support services available to patients and their family members at Dove House is 

unique. Once participants became aware of this, the distance was a hurdle they were more 

willing to overcome, as Participant 6 said, 

I wasn’t sure that I wanted to go because it was such a long way… but the first day I 

was sold. (P6P4) 

She had previously been under the care of another hospice and said that before she came to 

Dove House, she had not experienced anything like the quality and breadth of services they 

provided. 



 47 

Number of Beds. 

The limited number of in-patient beds was problematic for participants and impacted their 

perception of the quality and continuity of care through the different stages of disease. 

Participant 5 commented, 

 

I would have loved him to come to this Hospice for his last, but they only have a 

couple of beds. (P5P7)  

So, more beds would be great. (P5P15)  

Where family members chose not to use Dove Wing for end-of-life care, it was clear that 

information from other service users had been key to decision making. Participant 8 explained 

that her family member did not use Dove Wing because she had heard from other's experiences 

that it was “very hard to get in” (P8P11), so she went straight to another hospice. 

Impact of COVID-19. 

During the Covid-19 lockdowns face-to-face meetings could not be held. Instead, support 

services were moved online, and participants had been invited to join. Once lockdown 

restrictions had lifted, Dove House continued to offer online support services. Participant 2 

appreciated the consistency of services throughout the lockdown periods.  

 

And even then, when we got locked down our meetings like this [over Zoom] have 

been predominant. ... A good chance to meet with the group. (P2P5) 

 

So successful was the online format that some participants chose to continue engaging in the 

online services once restrictions were lifted. However, some obstacles were unavoidable as 

masks were still mandatory for facilitators and those in-person attendees. Participant 6 shared, 

At times I can’t hear very well, ... it’s a bit hard particularly when they were wearing 

masks. (P6P5)  

However, online services did not always meet everybody’s needs as they lacked some elements 

of connection that in-person services provided. Not only was the much valued in-person 

connection missed, but online services also lacked the ability for caregivers to be present in the 

warm and welcoming environment at Dove House.  
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The sense of connection that participants missed from the in-person support groups speaks to 

the caring and welcoming nature of the Dove house staff. Dove House was considered by 

participants to have high quality staff, both in their caring nature and standard of care they 

provided. All participants highly valued the positive impact of the welcoming environment 

provided by the staff at Dove House. Participant 9 shared, 

 

It is such a healing place and everybody there is just so kind. I felt that’s what you 

need, you just need a safe place to go once a fortnight. (P9P5) 

 

Dove House is a haven of love and peace. (P9P31) 

 

Discussion 
Our findings show that prior to using Dove House services, family and caregivers had a 

preconceived idea of ‘hospice’ and a limited awareness of the services that Dove House 

provided. The preconceived idea may have been a barrier to the engagement with support 

services provided by Dove House for some participants. This extends the findings of 

Zimmermann (2019) who states that the stigma and misconception that hospice care is an end-

of-life service only, proves to be a barrier to the use of these services. Furthermore, Alcalde 

and Zimmerman (2022) found that patients and caregivers initially viewed palliative and 

hospice care as the end-of-the-line and associate it with feelings of lost hope and imminent 

death.  

 

The findings indicated that clear that effective communication is key to being satisfied with 

the services provided by Dove House. This is consistent with the findings of a literature review 

by Nadin et al. (2017) that showed the common themes of family satisfaction with the end-of-

life care of long-term conditions. It showed that clear and effective communication was 

paramount for their satisfaction and ensured that family felt supported and cared for. The needs 

of caregivers may differ from their loved ones and evolve throughout their carer journey, 

therefore regular review with the caregivers alone could ensure that they remain satisfied and 

connected with services.  
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Dove House provides professionally mediated support groups for family members and 

caregivers throughout the whole journey including bereavement support. The findings of this 

study showed that those participating in support groups were provided a safe space to openly 

share and receive encouragement from others who understood their journey. Dove House 

support groups facilitate the sharing of practical ways to ease the day-to-day pressures of being 

a caregiver. Some members were able to share through their experiences with bereavement, 

different ways of approaching hurdles and reducing feelings of helplessness. The candid 

conversation provided by support groups paired, with the presence of a professional mediator 

allows for the referral of participants to services that meet their individual needs. These 

findings are supported by the literature which states that professionally mediated peer support 

groups within palliative and bereavement care, can reduce the pressure, helplessness and 

depression felt by caregivers (Chou et al., 2011; Han et al., 2022; Kustanti et al., 2021). Despite 

the research demonstrating the benefits of support groups, many palliative and hospice 

providers do not provide these services. A systematic review by Hughes et al. (2019) exploring 

what service users value in hospice care, showed that hospices rarely provide support for 

bereaved spouses. This highlights the rarity of the support services provided for family and 

caregivers by Dove House and is a point of difference in their services. 

Strengths and Limitations 

This study is one part of the parent project. These findings combined with the findings of the 

parent project have the potential to provide further insight into recommendations made. 

Implications for Practice 

Education may counter the stigma and misconceptions regarding hospice care and the 

availability of services at Dove House. Targeted education to allied services, such as Cancer 

Society nurses, about the levels of care within palliative care as well as the support available 

at Dove House, would facilitate patients and caregivers to be better supported at all stages of 

their journey. Educating healthcare professionals in this way, is thought to be the most effective 

means of connecting patients and family to support services and reducing the delay in referrals 

(Zimmermann et al., 2016). Along with education on the levels of care and the availability of 

services at Dove House, Dove House could facilitate the introduction of caregivers and patients 

to other end-of-life care providers to avoid their unmet expectations and disappointment. 

Furthermore, Dove House could provide more opportunities for family and caregivers to 

communicate with health professionals and staff independently of their loved ones. 
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The main limitation of this study was that it reports the experiences and views of nine family 

and caregivers using Dove House support services. The small sample size limits the breadth of 

this research and the general applicability of the findings. All participants were family members 

and caregivers of Dove House. As a result of the specific focus on Dove House service users, 

findings may not be transferable to other hospice and palliative care organisations.  

 

Conclusion 
The impact of support services available to family and caregivers of patients with long-term 

conditions and terminal diagnoses is under-researched. The findings of this study show the 

impact of the stigma and preconceived idea that surrounds palliative and hospice care. 

Education at the early stages of referral could change people’s expectations of the levels of 

care provided under the umbrella of palliative care. Participants reflected that their 

communication needs were unique, and the consideration of these needs would improve their 

ability to navigate and improve the carer and bereavement journey. Further, this study supports 

the decision and commitment made by Dove House to provide professionally mediated support 

groups to lessen the impact of carer burden.  

 

For palliative care providers, the ability to listen to their service users and create a collaborative 

space for people to be heard is of the greatest importance. Care plans can continue to be tailored 

as well as flexible so that caregivers of patients with long-term and terminal illnesses continue 

to engage and be satisfied with the support services at Dove House. The needs of the carer are 

ongoing and require regular revision at each stage of the journey.  
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