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ABSTRACT

Objectives: Palliative care research is relatively diverse and prioritizing research in this field is
dependent on multiple factors such as complex ethical decisions in designing and conducting the
research; access to participants who may be deemed “vulnerable” and an increasingly medically
focused approach to care. The aim of this study was to inform organizational decision-making and
policy development regarding future research priorities for a hospice service in New Zealand.

Methods: A modified three-round Delphi technique was employed. Participants were drawn
from one dedicated specialist palliative care service that delivers care in the community, day-
care, hospice inpatient, aged residential care, and acute hospital palliative care service.

A purposive sample included palliative care staff (n = 10, 18, 9, for rounds 1-3, respectively)
volunteers (n = 10, 12, 11); and patients and family carers (n = 6, 8, for rounds 1 and 2). Patients
and family carers were not involved in the third round.

Results: At final ranking of six research themes encompassing 23 research topics were
identified by staff and volunteers. These were: symptom management; aged care; education;
community; patient and family; and bereavement support and young people. Patients and family
carers agreed on four themes, made up of 10 research topics. These were: decision-making,
bereavement and loss, symptom management; and recognition of need and response of service.

Significance of results : The study generated a rich set of research themes and specific research
topics. The perspectives of staff and volunteers are significantly different from those of patients
and family members, in spite of the recognition by all concerned that palliative care services work
within a philosophy of patient-centered care. Open discussion of ideas has the potential to engage
both staff and patients and carers in quality improvement initiatives, and to reinforce the value of
research for patient care.

KEYWORDS: Research priorities, Palliative care, Hospice staff and volunteers, Family
members, Delphi technique

INTRODUCTION AND BACKGROUND

based on clinical practice and experience of physi-
cians/medical staff (Kaasa & De Conno, 2001; Kaasa
et al., 2006). Most studies conducted in palliative care
have been small and descriptive, often without the
necessary quality to inform evidence based medicine

In general, the goal in health care is to recommend
treatments based upon research (i.e., the care should
be evidence-based). The same applies for palliative
care practice and medicine. Historically, the accumu-

lation of evidence for palliative care has been largely
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(Kaasa & De Conno, 2001; Kaasa et al., 2006; Kaasa
& Radbruch, 2008; Bennett et al., 2010). It has also
been argued that palliative care research is not
very well developed and that there is no consensus
on how to measure the most important outcomes
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within palliative care study populations (Kaasa
et al., 2006; Bennett, et al., 2010).

Randomized trials are the gold standard method
for evaluating treatments and services in health
care, however, they are often difficult to complete in
palliative care, and encounter poor recruitment
(Higginson & Booth, 2011) due to perceived vulnera-
bility, moral appropriateness, consent, gate-keeping
and inclusion, and the research culture (Duke &
Bennett, 2010). The quality of research in this
field is dependent on complex ethical decisions in
designing, conducting and reporting this research
while addressing concerns for the protection of the
safety and rights of people facing life-threatening
illness (Duke & Bennett, 2010; Whiting & Vickers,
2010).

It is also claimed that the palliative patient popu-
lation is too ill and too vulnerable to allow meaning-
ful scientific research and that the population is too
heterogeneous for clinical research on a group level
(Kaasa & De Conno, 2001). In the case of a dying
person, who may not be alive at the end of the
research, the judgments made by the researcher
may be unchallenged and patients may be unaware
of the extent to which the material they have consent-
ed to will be used (de Raeve, 1994). Furthermore,
there have been reports of adverse effects from
what was considered a “low impact” survey of people
with life-limiting illness where the content caused
significant distress and anxiety among participants
(Braithwaite et al., 2009).

Despite the concerns and arguments discussed
above, surveys of people with a life-limiting illness
who have been asked about participation in clinical
trials have demonstrated that they are as likely or
more likely than the general patient population to
want to be involved in clinical trials (White et al.,
2008; White & Hardy, 2010; Currow et al., 2011). Pal-
liative patients, even those very near death, have
been found to be keen to take part in research, both
qualitative and quantitative (Ross & Cornbleet,
2003; Henderson et al., 2005; Pautex et al., 2005; Ter-
ry et al., 2006). Terry et al. (2006) found the shared
reasons patients wanted to participate in research
were: altruism; enhancement of a sense of personal
value; the assertion of persisting autonomy; and
the value they placed on a commitment by clinicians
to optimizing care through research. These reasons
are consistent with the views of Berry (2004) when
discussing guidelines for ethical research and vul-
nerable patients. Berry argues that to label palliative
care patients as a “vulnerable” population is pater-
nalistic, discriminatory, unjust, and a potential bar-
rier to carrying out important research that can
improve the quality of care for dying patients and
their families.
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PRIORITISING RESEARCH IN
PALLIATIVE CARE

Attempts to prioritize palliative care research are not
new. Bennett et al. (2010) reviewed challenges in the
delivery of research in end-of-life care in the United
Kingdom (UK) and internationally. The review drew
on relevant policy and research examples from coun-
tries similar to the UK to define some of the issues.
They concluded that there were problems of terminol-
ogy in the field of palliative care and that there was a
lack of emphasis on clinical studies relating to the med-
ical aspects of palliative care. Future priorities identi-
fied by the authors included the need to build research
capacity, make better use of existing research study
outcomes, and develop sustained programs of re-
search. They recommended that future research needs
to focus on services and public health issues such as
understanding care models, evaluating services, sur-
veying social attitudes, and changing cultures (Ben-
nett et al., 2010). However, Bennett et al. (2010)
point out that this is problematic in that such research
is often conducted after policy initiatives have been put
in place, making it difficult to understand the effective-
ness and cost effectiveness of new models of care, or for
innovation to lead to sustained changes in practice.

In a discussion paper on palliative care research,
priorities and the way forward, Kaasa and Radbruch
(2008) point out that the study population are de-
scribed and defined differently across studies and
there is no consensus on how to measure the most im-
portant outcomes, such as symptoms such as pain,
fatigue and depression in palliative care research.
These authors proposed that palliative care research
should be conducted through the creation of perma-
nent research posts and that these need to have suf-
ficient and sustained funding and be collaborative
with other centers of research. They also recommend
that as the majority of palliative care patients come
from oncology, it is important to establish a close col-
laboration between these two disciplines.

In summary, there has been considerable clinical
research undertaken to improve care for palliative
patients and bibliographic databases hold sizeable
repositories of palliative care research that pose chal-
lenges for professionals in managing the complex ev-
idence-base for this diverse field (Tieman et al.,
2009). The aim of this Delphi study was to: inform or-
ganizational decision-making and policy develop-
ment regarding future research priorities; and
inform the wider community of the research inten-
tions for a hospice in New Zealand.

STUDY DESIGN

A modified three-round Delphi technique was used
following the methodology described by Malcolm
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et al. (2009). The Delphi technique has been used to
identify research priorities in a number of fields,
such as the care of infants, children and adolescents
(Rudolph et al., 2009; Wilson et al., 2010), midwifery
(Fenwick et al. 2006), and palliative care (Malcolm
et al., 2008; 2009; Steele et al., 2008; Sigurdardottir
et al., 2010). Delphi has also been used in a variety
of areas, including government, medical, environ-
mental and social studies, as well as business and in-
dustrial research.

The Delphi technique is a structured group com-
munication method that uses a series of question-
naires or “rounds” to gather information or expert
opinion from stakeholders about complex problems
or novel ideas (Boulkedid et al., 2011). Rounds are
held until group consensus is reached. Using this
technique allows a large number of individuals
across diverse locations and areas of expertise to be
consulted simultaneously and anonymously, avoid-
ing domination of the consensus process by one or a
few experts (Boulkedid et al., 2011). In this research
a modified Delphi procedure, with focus group inter-
views and meetings and questionnaire Delphi rounds
using a nominal group process, was used (Boulkedid
et al., 2011). Analysis was integrative to the data col-
lection process. Ethical approval to conduct the study
was gained from the Central Regional Ethics Com-
mittee.

SAMPLE

A purposive sample of staff (n = 10), volunteers
(n =10), patients and family members (n =6)
were invited from across the hospice and participated
in Round 1 of the study. Recruitment of patients and
family members was problematic due to the ad-
vanced disease of potential recruits and sensitivity
to bereavement issues of family members. Conse-
quently, the number of patient and family member
participants was smaller than anticipated. This
type of difficulty in recruitment has been demon-
strated in other studies involving palliative patients

Table 1. Areas of research interest

De Vries et al.

and family members (e.g., Higginson & Booth,
2011). Community professionals were invited to the
focus group interviews but none were able to attend.
However, community linked professionals (n = 3)
provided written lists of areas which they considered
a priority for palliative care research.

DATA COLLECTION AND ANALYSIS
PROCESSES

Focus Groups: Round 1

Round 1 of the Delphi consisted of focus group inter-
views. These were conducted in three separate
groups: hospice staff (doctors, nurses, therapists, so-
cial workers); volunteers; and patients and family
members together. Participants were provided with
an information sheet detailing the study, and written
informed consent was obtained from all participants.
Questions were developed from the literature and
used as an interview guide. In addition, free discus-
sion was encouraged within the groups. These dis-
cussions and participant interactions were captured
using audio-recording equipment, which were tran-
scribed by a professional transcriber.

A process of repeated reading of the transcripts
was carried out by three of the researchers. Themes
identifying areas of research interest were classified
under a coding system (Table 1).

Focus Groups: Round 2

Alarge number (128 items) of research interests were
identified and included in the Round 2 questionnaire.
All respondents were asked to rate the relevance of
each topic on a five-point Likert-type scale, with “1”
indicating least important and “5” indicating most
important. Round 2 included some individuals who
were not in the Round 1 focus groups. Respondents
were also invited to provide further comments on re-
search topics. Each group (staff, volunteers, and pa-
tients and family members) received the same

e Bereavement issues e Service collaboration/integration e Increased complexity of patients
¢ Children and young person services ¢ Continuity of care e Long-term/chronic conditions

e Therapies and therapists ¢ Financing and fund raising e Medicalisation of hospice

¢ Community and primary care e Patient and family expectations o Confidential conversations

e Cultural considerations e Hospice environment ¢ Sensuality/sexuality issues

¢ Ethics and decision-making e Spiritual care e Service capacity

¢ Symptom management e The “good death’ concept” o Aged care

e Education
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questionnaire. A unique identifier was used to estab-
lish responses by group as literature has clearly dem-
onstrated that health related priorities are very
different for professionals than for patients and
families. We were uncertain as to whether there
would be differences between professionals and vol-
unteers, and sought to explore this in our analysis.
Thirty questionnaires were given out to each group
(n =90) questionnaires in all. The response rate
was: staff (n = 18, response rate 60%), volunteers
(n = 12, response rate 40%), and patients and family
members (n = 8, response rate 27%), with a total re-
sponse rate of 42%.

All 38 Delphi responses could be used; however
some respondents missed one or more questions. Re-
sponses for each question were entered into the Stat-
istical Package of Social Sciences Version 19 and
analyzed using descriptive statistics. For each ques-
tion, the proportion of scores of four or more were cal-
culated, following which all questions were ranked to
identify the 48 most preferred topics. The ranking
demonstrated that staff and volunteers prioritized
similar topics. Consequently, ranking of topics by
these two groups were collated for the Round 3 ques-
tionnaire.

Focus Groups: Round 3

The questionnaire developed for Round 3 was admin-
istered to staff and volunteers only. Patients and fam-
ily members were not included in this round due to
the limited response from Round 2 and to difficulty
in accessing potential participants. Questionnaires
(n = 30) were sent out. These were again separated
and identifiers used for each of the groups, staff
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(n = 15) and volunteers (n = 15). The questionnaire
contained the same topics for both groups but this
time a seven-point Likert-type scale was used, with
“1” indicating least important and “7” indicating
most important. This broader scale was used to min-
imize the known propensity of Likert scale responses
to center around the midpoint.

The response rate was: staff (n =9, response rate
30%), and volunteers (n = 11, response rate 37%), over-
all response rate of 33%. The analysis followed a simi-
lar process to that in Round 2, with the exception that
the focus was on scores of six or more. The final priority
list was amalgamated for staff and volunteers.

FINDINGS

Research Priorities for Patients and Family
Members

Priorities for patients and family members were
markedly different to those of staff and volunteers.
These were categorized into four topic areas: deci-
sion-making; bereavement and loss; symptom man-
agement; and recognition of need and response of
service (Table 2). Within the decision-making catego-
ry the priorities identified was to examine informed
consent and decision-making processes in relation
to care practices and to explore how patients were
supported by the team in terms of personal prefer-
ences and planning for the future. Priorities for
bereavement and loss focused on how patients
experienced the impact of not being able to partici-
pate in activities and hobbies they had previously
enjoyed. Research priorities in regard to symptom

Table 2. Topics identified by patients and family member /caregivers

Decision-making

Examine informed consent and decision-making processes prior to carrying out

care in the Hospice (e.g., pre-catheterization; terminal sedation).
Examine how patients are supported to make decisions about how they want to be
cared for and planning for the future.

Bereavement and loss

Find out about the sense of loss for patients in not being able to participate in

activities and hobbies they have previously enjoyed, e.g., tramping; dancing.

Symptom management

Explore how family member/caregivers manage side effects of medication when

caring for palliative patients at home.

Recognition of need and
response of service

Identify how responsive the service is to patients and family member/caregivers.

Look at what “dying well” means from the family member/caregivers and
professional perspective.

Explore ways to increase the level of “continuity in the care” of patients and
decrease the number of contacts with multiple staff.

Examine how well family member/caregivers are recognized and supported in
their care for patients.

Explore the importance of maintaining independence and self-management from a

patient’s view.

Identify things that patients look forward to, and the goals or things they want to

achieve.
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management were on examining side effects of med-
ication when caring for dying patients at home.

For patients and family members, the most signif-
icant list of priorities was related to recognition of
need and response of services. The list included: iden-
tify how responsive the service is to patients and fam-
ily members/caregivers; examine what “dying well”
means from the family and professional perspective;
explore ways to increase the level of “continuity in the
care” of patients and decrease the number of contacts
with multiple staff; examine how well family mem-
bers/caregivers are recognized and supported in
their care for patients; explore the importance of
maintaining independence and self-management
from a patient’s view; and identify things that pa-
tients look forward to and the goals or things they
want to achieve. This list speaks to the emphasis
that the family member/caregivers gave to maintain-
ing their autonomy throughout the terminal illness
trajectory.

Research Priorities for Staff and Volunteers

Research priorities for staff and volunteers were very
similar and were considered together. These were
categorized into six topic areas: symptom manage-
ment; aged care; education; community; patient
and family; and bereavement support and young peo-
ple (Table 3). Symptom management was highly pri-
oritized and focused on: development of assessment
tools for anxiety associated with breathlessness and
sleeplessness (as a symptom cluster); conducting sys-
tematic reviews on interventions, care and best prac-
tice for each of the main symptom issues in palliative
care; find out from patients what level of information
they receive about symptoms and ways to manage
them, indication of priority to be responsive to family
member/caregiver needs; and examine medicaliza-
tion/pharmacology versus therapeutic interventions
in management of symptoms in hospice practice.

The topic of aged care focused on evaluation of the
role of the hospice in providing education and clinical
support to Aged Care facilities and exploring the pre-
paredness of such facilities for the increase in palliative
patients due to an ageing population, particularly in
relation to people with dementia. This education theme
continued with staff and volunteers prioritizing re-
search into the experiences of staff providing family
member /caregiver counselling and examining the edu-
cation needs of those staff members, and to explore fac-
tors for retaining and building the volunteer workforce
for the hospice.

Community topics were firmly focused on general
practice activities. Priorities were to investigate
what general practices and primary health nurses
expect from a specialist palliative care program and
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what the support and education needs of these pro-
fessionals are. Also included in the priorities of staff
and volunteers was the examination of effective part-
nering with other providers and specialists in the
care of palliative patients. Staff and volunteers did
include the need to prioritize research on support
needs of patient and family however their focus was
towards how family members/caregivers manage
side effects of medication when caring for palliative
patients at home; finding out what it is like for family
members/caregivers to have responsibility for moni-
toring patient changes and adjusting medications in
the home; and exploring aspects of trust with health
professionals and the hospice when there has been a
misdiagnosis. The topic of bereavement was directed
at evaluating services and supports for adolescents
with palliative care needs.

DISCUSSION

Of interest, and consistent with the literature, this
study has demonstrated differences between re-
search priorities of professionals and volunteers
and patients and their families. However, to some ex-
tend the broad context of these topics represented the
“how” to achieve the “what” outlined in the patient
family member/caregivers priorities above so were
not completely unrelated but rather were overlap-
ping. The study shows that professional research pri-
orities are primarily focused on evaluation of clinical
outcomes and education, upheld in research priority
studies of professionals, particularly medical profes-
sionals (Sigurdardottir et al., 2010; Daveson et al.,
2011). For patients and family members, the re-
search needs focused on research into supportive
needs of this group and this is upheld by others (Hud-
son et al., 2011; Hudson & Payne, 2011). The small
extant literature on research using Delphi or similar
methods to investigate research priorities in pallia-
tive care, have generally separated the groups. How-
ever, a critical examination of this literature has
consistently highlighted significant gaps with regard
to palliative care research associated with family
caregivers (Hudson et al., 2010, 2011). Hudson
et al. (2011) set out to determine research priorities
in a web-based survey of 55 family caregivers from
12 countries (response rate, 70%) who had previously
expressed interest in, or were members of The Inter-
national Palliative Care Family Carer Research Col-
laboration. Similar to the topics identified in our
Delphi study the key areas identified by the caregiv-
ers as warranting research attention were: under re-
searched family member/caregiver subpopulations
(e.g., young caregivers, ethnic minorities); bereave-
ment experience and support, assessing unmet
needs; and development of methods (e.g., assessment
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Table 3. Topics identified by staff and volunteers

Develop a tool that measures anxiety associated with breathlessness including all
causes of breathlessness in advanced illness.

Conduct systematic reviews on interventions, care and best practice for each of the
main symptom issues in palliative care and update the Hospice palliative care
guidelines.

Examine anxiety, breathlessness and sleeplessness (as a symptom cluster) and
their impact on patients and family member/caregivers during palliative care
and bereavement.

Find out from patients what level of information they receive about symptoms and
ways to manage them.

Examine medicalization/pharmacology versus therapeutic interventions in
management of symptoms in hospice practice

Evaluate the Specialist Palliative Care Nurse Specialist role in providing
education and clinical support to Aged Care facilities.

Examine practice changes in Aged Care Facilities following education of staff on
how to use “as required” medications at end-of-life.

Explore the preparedness of Aged Care facilities for the potential increase in
palliative care patients due to an ageing population.

Explore hospice practices in caring for people with dementia at the end of life and
identify education and training needs of staff.

Investigate the experiences of staff providing family member/caregiver
counselling who are not formally trained as Counsellors and examine what the
education needs of these staff members are.

Explore factors for retaining and building the volunteer workforce for the future in
hospice.

Find out what general practices and primary health nurses expect from a specialist
palliative care program.

Investigate the support and education needs of general practices for provision of
palliative care in primary health.

Examine what makes effective partnering with other providers and specialists in
the care of palliative patients.

Develop a public campaign with volunteers and staff that reflects an image of what
hospice actually is, the patient groups cared for (e.g., not just cancer), and the
focus of the Hospice work within the community.

Explore ways to increase the level of “continuity in the care” of patients and
decrease the number of contacts with multiple staff.

Explore the support needs of family member/caregivers of people who are dying.

Examine the balance between when nursing visits are needed by patients and
when patients would like to be independent, with support when they want it.

Explore the aspect of trust with health professionals and the hospice when there
has been a misdiagnosis.

Find out what it is like for family member/caregivers to have responsibility for
monitoring patient changes and adjusting medications in the home.

Explore how family member/caregivers manage side effects of medication when
caring for palliative patients at home

Find out what services and supports are available for adolescents with palliative
care needs and what, if any, gaps exist.

Explore what bereavement is for a young person, what coping strategies they use
and where they find support.

Symptom management

Aged care

Education

Community

Patient/family

Bereavement and support for
young people

tools) to identify family caregivers at risk of poor psy-
chosocial well-being (Hudson et al., 2011).

Grande et al. (2009) drew on a comprehensive re-
view of the caregiver literature and a consensus
meeting by experts in the field to conduct an overview
of research on palliative caregivers needs. They con-
sidered evidence on: adverse effects of caregiving and
interventions to address these; the gaps and weak-
nesses in the evidence; and how to improve the evi-
dence base and interventions in the future. The
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authors concluded that there was a lack of longitudi-
nal studies on psychological and bereavement issues
and challenges that could have uncovered changes in
needs over time, the precursors of increased need, ap-
propriate timing of interventions and the conse-
quences of a failure to meet needs.

In a two phase study, Perkins et al. (2007; 2008) set
out to identify research priorities of palliative care pa-
tients through focus group interviews and a survey
with day therapy and hospice in-patients with cancer
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whose estimated prognosis was six months or less. Of
note, and supported by the findings of this study, par-
ticularly during the focus group interviews, the re-
searchers found that patients spent most of the time
in the groups talking about their own illnesses and
how they had affected them and their families. Some
participants were able to discuss prioritizing, however
most wished to talk more about their own experiences
and on what would have improved their own disease
journey. They found that symptoms were mentioned
infrequently and discussions were more on communi-
cation about symptoms, doctors listening more to pa-
tients, and patients finding the right form of words
to express how they are feeling. These were also em-
phasized by the patients and family members who
participated in this study, with a particular emphasis
on wanting to remain in their own homes until death
and have autonomy in relation to making decisions
and choices about care.

Other groups of professionals and clinicians in-
volved in palliative care practice have set out to
determine research priorities. These have included
palliative care social workers (Kramer et al., 2005),
and providers of palliative care for children (Malcolm
et al., 2008; 2009; Steele et al., 2008). The priorities
identified by these groups have generally taken a pa-
tient and caregiver focus. Social workers identified
that there was a need to address mental health
needs, grief, bereavement and psychosocial aspects
of well-being, cultural issues and humane care, par-
ticularly for the most vulnerable and oppressed
members of society (Kramer et al., 2005). Research
priorities for children were heavily focused on in-
creasing awareness of and improving access to child-
ren’s hospice care, hospice and respite care needs of
young people, and community /home care and issues
related to supporting the wider family (Malcolm
et al., 2008; 2009; Steele et al., 2008). Research prior-
ities identified by hospice organizations (Tolley &
Payne, 2008) have been more mixed. Tolley and
Payne (2008) found that some of the lack of hospice
organization participation in research could be at-
tributed to philosophical differences between hospice
care and mainstream medicine where the hospice (as
a movement) promotes compassionate care for the
dying while participation in research may be thought
to impinge on this care.

In an attempt to address collaboration, Hagen
et al. (2006) conducted a symposium with adminis-
trators from the United Kingdom National Cancer
Research Institute, the Institute of Cancer Research
of the Canadian Institutes of Health Research, and
the USA National Cancer Institute. They discussed
the feasibility of supporting multinational efforts to
strengthen research activities in supportive, pallia-
tive, and end-of-life care. Their objective was to cata-
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lyze high-quality research that would improve this
component of care for patients with cancer or other
chronic illnesses. The symposium concluded that
there was urgent need for research in: measuring
symptoms and symptom clusters; study of the biologic
bases of complex symptom clusters; enhancing
research in symptom interventions; family and infor-
mal care-giving; the impact of poverty, societal beliefs
and approaches to death and end-of-life care; measur-
ing quality of life within different cultural milieus;
performance of the health care system; understand-
ing and responding to transitions in care objectives;
and the use of technology to enhance care, and knowl-
edge transfer (Hagen et al., 2006). This comprehen-
sive proposal reflects the priorities of both groups of
participants in our study.

STUDY LIMITATIONS

This study is limited in two aspects. First, it was con-
ducted at only one hospice site however 30 staff and
volunteers participated in the study which is an ac-
ceptable number for a Delphi study. The second lim-
itation is that patient and family member/caregiver
recruitment was low with only eight participants.
The reasons for this are consistent with the literature
where patients and family member/caregivers de-
clined to participate for reasons such as: fatigue; fam-
ily member gate-keeping, for example in some cases
patients were willing to participate but were prevent-
ed by family members.

IMPLICATIONS FOR PRACTICE AND
FUTURE RESEARCH

There are a number of implications for practice and
future research that emerge from this study, despite
the limitations. Primarily, as palliative care services
are steeped in an ethos of patient-centered care it is
unsurprising to find that there is some overlap be-
tween the views of patients and family members
and those of staff and volunteers. Nevertheless, this
study demonstrates that important insights into op-
portunities for quality improvement can be gained
through talking with members of the wider health
care team (including patients and family members)
and making sure that the voices and needs of pa-
tients and families are heard.

We were to some degree surprised that volunteers
were more aligned to the priorities of professionals
than of patients. However, there are multiple factors
that may have influenced volunteers having similar
research views as professional staff, notwithstanding
the complex mix of people who volunteer in hospice
and this is an area that requires further examination.
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The small number of patient and family member
recruits also meant that we could not separate the
two into analyzable groupings. We suggest this as a
fruitful area for future research.

CONCLUSION

The study demonstrated clearly that research priori-
ties identified by staff and volunteers were similar in
focus, while those of patients and carers are targeted
toward different aspects of palliative and hospice
care. Because of the differences in perspective we
have kept the two lists of research priorities separate.
However, while the two lists are not entirely sepa-
rate, staff and volunteers focus on education and ser-
vice provision and symptom management, while
patients and family members were predominantly
concerned with support with a strong emphasis on
maintaining autonomy at all levels of engagement
with the palliative care services.

It is entirely consistent with the literature that
professional and volunteer workers have a different
viewpoint from those for whom they care. It was not
surprising that each group focuses on their own
area of concern, and indeed we suggest that they
may not each know what the gaps in knowledge of
the other group are. Patients, for example, will not
know what professionals do not know about symptom
management, while those who work in the service
cannot know exactly what concerns family and care-
givers may have over and above those disclosed dur-
ing care episodes consequentially both sets of
priorities are important. A challenge for research
funding bodies and palliative care services is to en-
sure that research that patients and caregivers
deem important is also conducted.
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