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ABSTRACT
Context.
Palliative care for homeless people is often given late, if at all. Professionals in
both palliative care and shelter care are often insufficiently equipped to provide
this complex care.
Objectives
To provide insights into the palliative care experiences of professionals and
homeless people., including barriers and facilitators to care, and to investigate
whether a consultative function can help improve palliative care for homeless
people.
Methods
Six focus groups; four with professionals (n=19) and two with severely ill
homeless people (n=15). Professionals were sampled purposively in
organizations providing (palliative) care to the homeless. Homeless people were
recruited by opportunity sampling.
Results
Palliative care for homeless people is especially complex and differs
substantially from regular palliative care. It differs greatly between
professionals, institutions and cities. Homeless people get less autonomy than
they would like. Homeless people and professionals have different perceptions
of the care provided. Trusting relationships between professionals and homeless

This is a NIVEL certified Post Print, more info at http://www.nivel.eu

Klop, H.T., Dongen, S.I. van, Francke, A.L., Veer, A.J.E. de, Rietjens, J.A.C., Gootjes, J.R.G.,
Onwuteaka-Philipsen, B.D. The views of homeless people and healthcare professionals on
palliative care and the desirability of setting up a consultation service: a focus group study.
Journal of Pain and Symptom Management: 2018, 56(3), 327-336

people are essential, and easily accessible, and flexible care is needed.
Consultation, in particular involving exchange of expertise between
professionals, can provide added value to professionals. Homeless people
consider consultation primarily as an opportunity to train professionals to show
more understanding, provide tailored palliative care and enhance professional
collaboration. The local situation, characteristics of a consultant and role of a
consultant in providing information and education must be considered when
developing the consultation process.
Conclusion
Consultation can play an important role in improving palliative care by linking
disciplines, providing support to professionals and providing appropriate
palliative care to homeless people.
BACKGROUND

People who are homeless often have psychiatric disorders and alcohol and drug
dependency, as well as intellectual disorders (1), (2). Their lifestyles and living
conditions are accompanied by multiple comorbidities and a significantly lower life
expectancy than the non-homeless population (2), (3), (4), (5). Defining homeless
people as those known to the Dutch social shelter system, about 30,000 people in the
Netherlands are currently estimated to use that, and this number is thought to be
growing (6), (7). Almost 80% are male, 16% are aged between 50 and 65, and they
mainly live in the four major cities 7. Due to the low life expectancy and multiple
comorbidities at the end of life, palliative care is often needed 8. However, more and
more international studies are showing that homeless people’s access to palliative
care is still minimal for several reasons. Firstly, there are factors related to the
homeless themselves, e.g. competing priorities and not complying with procedures.
Secondly, there are factors related to the healthcare professionals caring for them,
e.g. limited knowledge of the specific needs of homeless people. Finally, there are
factors related to the organization of services such as the system’s non-adherence to
harm reduction strategies (4), (9), (10), (11), (12), (13), (14), (15), (16), (17).
When looking for strategies to overcome the problems mentioned above, many
studies recommend multidisciplinary collaboration between professionals and staff
training to improve the access and quality of palliative care for homeless individuals
(4), (9), (11), (18), (19). Because consultation proved to be an effective way of
getting different disciplines working together and increasing knowledge of palliative
care in the Netherlands 20, consultation might also be effective in homelessness and
palliative care. We define consultation as the process in which healthcare
professionals can consult somebody with more expertise in a particular field or
situation, with the aim of providing appropriate care. This consultation approach
largely corresponds to a multiagency approach as mentioned by Hudson et al. 21,
where meetings are arranged in which professionals with different expertise get
together to consider the care of a homeless individual with advanced ill health and
work together to form care plans for that patient that meet both their immediate, and
potentially future care needs and wishes. In addition, our approach to consultation
specifically concerns professionals in social care who consult palliative care experts
(e.g. hospice nurses) and vice versa. In practice, this implies that when a social
worker suspects or knows that a homeless person is nearing the end of life, a hospice
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nurse or another palliative care expert is approached for palliative care advice when
the homeless person stays in the shelter. Where the homeless person later requires
admission to a palliative setting, the social worker can give advice on treatment,
challenging behaviour and contact with the patient. In order to understand whether
reciprocal consultation between social workers and palliative care experts would be
helpful in providing appropriate and timely palliative care to the homeless, more
insights are also needed into current care and the problems experienced by both
professionals and homeless individuals. Our study therefore aimed:
1. To explore the experiences and perceptions of professionals and severely
ill homeless people regarding care and support provided to such people,
including barriers and facilitators within that care
2. To explore whether reciprocal consultations between professionals in
social and palliative care would be appropriate for improving palliative
care for homeless people.

METHODS

Design and participants
We held four multidisciplinary focus groups with professionals working with
homeless people needing palliative care and two focus groups with severely ill
homeless people. Professionals were recruited by telephone and e-mail using
purposive sampling, ensuring as much variation as possible in characteristics, such as
organization ( homeless shelter for day care, respite care, night shelters, nursing
home wards, or palliative care facilities), city, and profession (physicians, nurses,
social workers, policy makers). Inclusion and exclusion criteria are shown in Figure
1. Recruitment was through relevant healthcare organizations and existing
professional networks of the project team using the snowball method. Of all
professionals approached for participation, 31 agreed to participate in one of the four
focus groups. Finally 19 professionals participated. Participants who failed to take
part mostly did so at short notice, due to illness, work-related emergencies and public
transport problems. As a consequence, two focus groups with professionals were
smaller than expected (both n=3). Homeless people were recruited using opportunity
sampling. In a specialized nursing home for homeless people and a homeless shelter
providing medical respite care, staff were asked to distribute an information letter to
all homeless residents who were admitted in the nursing home and the homeless
shelter, or being cared for by outreach home care provided by the nursing home
because of severe illness(defined as having one or more life-limiting illnesses, such
as COPD, cancer, liver problems and infections). Severe illness and the
corresponding definition were chosen because a recent systematic review showed
that determining whether a patient is nearing the dying phase and observing
palliative care needs is very difficult for healthcare providers, particularly in this
target group 22. Residents who did not respond (e.g. low-literacy people or non-native
speakers) received explanations from staff or were asked later on by staff whether
they were willing to participate; no pressure was exerted. Of 70 homeless people
approached, eight agreed to participate in advance, ten agreed as a result of lastminute recruitment, and 15 actually participated. Not wanting to take part was mostly
at very short notice and due to not wanting to talk in a group or sudden other
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activities. We followed the consolidated criteria for reporting qualitative studies
(COREQ) guidelines 23.
[FIGURE 1. ]
ETHICS

Both homeless participants and professionals provided written informed consent
prior to the focus groups. All participants received a gift voucher for their
participation. Transcripts were anonymized to ensure the participants’ anonymity.
Access to the data was limited to three researchers. On 27 July 2016 the Ethics
Review Committee of VU University Medical Center provided a waiver as ethical
approval was not needed under Dutch law.
DATA COLLECTION AND TOPICS

Data was collected from 11 October to 30 November 2016. All focus groups were
conducted and moderated by the same female researcher, trained in both qualitative
and quantitative research. She was assisted by another female researcher who also
made field notes. Focus groups (duration: 1.5 hours) with professionals were held at
a central location. Focus groups with (duration: 1 hour) homeless people were
conducted in the nursing homes where they were staying at that time. Well-being of
the homeless participants was ensured by the availability of a staff member who was
informed about the research and was willing to assist the homeless participants
during or after the focus group. An interview guide was developed for the focus
groups (Figure 2). When talking about care needs, some homeless participants
recognized that they might be at the end of life, others discussed experiences of other
homeless people with advanced ill health. Demographic data as shown in Table 1
was collected by brief paper questionnaires prior to the focus group. Data saturation
was discussed frequently. All focus groups were audio recorded and transcribed
verbatim.
[FIGURE 2. ][TABLE 1]

Analysis
Data from the first two focus groups was discussed by two researchers, who decided
that the interview guide worked well and needed no adjustment for the remaining
focus groups. Transcripts were analysed following the principles of thematic analysis
24
. Before analysing, the transcripts were read and reread by two researchers for
familiarization with the data. Codes were assigned to meaningful text and then
grouped into themes by one researcher and checked by a second, using Atlas.ti 7.
The codes and themes were discussed with three researchers after initially coding
five transcripts and then after coding all transcripts. In addition, themes and
interpretations were regularly discussed in the project team.
RESULTS

Experiences and perceptions of care and support for severely ill homeless people
Characteristics of the participants are shown in Table 1. Several themes emerged
from the data that gave insights into how severely ill homeless people and
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professionals experience the care given. A brief overview of these themes is provided
in Figure 3
[FIGURE 3. ]

Palliative care for homeless people is especially complex
According to both the professionals and homeless people interviewed, needs of
homeless people who may benefit from palliative care differ greatly from those of
regular palliative patients (Table 2, Q1). The disease course is often unpredictable,
making it difficult to recognize the palliative phase and address problems adequately.
This is largely related to the frequent (somatic and psychiatric) multi-morbidity,
often combined with addiction to alcohol and/or drugs and intellectual disabilities.
Related to this, services are often unable to meet the homeless person’s needs.
According to homeless participants, palliative care in nursing home departments now
focuses mainly on providing physical care, whereas social and psychosocial care is
very important to them. In concrete terms, psychosocial care, e.g. taking time for
small talk, attention to the life story and building trust is essential for the target
group. Additionally, the challenging behaviour of homeless people can be distressing
to the healthcare providers, which complicates the care (Table 2, Q2).
Given the various problems homeless people experience, it is almost impossible for
professionals or even specialists to have sufficient expertise in all aspects. Both
professionals (Table 2, Q3) and homeless people (Table 2, Q4) brought this up.
Professionals also expressed a desire to share existing knowledge with professionals
from different disciplines and cities (Table 2, Q5). This was a recurring theme in all
focus groups.
Palliative care varies widely between professionals, institutions and cities
Although participants indicated that palliative care for homeless people has received
more attention during the last few years, a majority pointed out that the quality and
knowledge of palliative care still varies greatly between professionals, organizations
and cities (Table 2, Q6). Opportunities for professionals to consult someone often
appear to depend on available knowledge, experience and funding regarding
palliative care for homeless people (Table 2, Q7).
Homeless people get to determine less than they would like
Both homeless participants and professionals saw self-determination as an important
need of homeless people, especially in palliative care (Table 2, Q8). They also
identified tension between homeless people’s wishes when it comes to selfdetermination in care (e.g. wanting to be more autonomous) and the role of the
professional regarding decisions about care (e.g. wanting to be more involved).
Homeless participants wanted to become more involved in decisions about health or
treatment, even in cases of limited mental capacity (Table 2, Q9). This tension often
creates conflicts between professionals and homeless individuals, affecting the
relationship negatively. Professionals often make decisions because (according to
them) homeless people often make irresponsible or inappropriate decisions such as
refusing medication (Table 2, Q10).
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Homeless people and professionals have different perceptions of the care
provided
According to professionals, their approach to palliative care consists mainly of being
involved in the daily life of a homeless person, making patients feel at home, being
available for small talk, offering flexibility, knowing the homeless personally, asking
about spiritual needs, discussing the last wishes and giving love and attention (Table
2, Q11).
According to homeless participants, however, the focus on palliative care in their
residence is mainly on somatic care, while psychosocial care matters more to them.
This is related to homeless participants’ perceptions that there is too little staff time
available, among nurses in particular. This is in turn related to the limited availability
and frequently changing staff. They mentioned that professionals need to pay
attention to e.g. their life story and psychological needs (without immediately
referring them to a psychologist), and need to be more open about palliative care
(Table 2, Q12).
Trusting relationships are essential for providing palliative care to homeless
people
In order to discuss palliative care with homeless people and/or determine their
wishes, a trusting relationship between professionals and homeless patients is
essential. This is especially the case because fear of death and not wanting to die are
common among homeless people, according to professionals. According to both
professionals and homeless participants, homeless people are often distrustful and
need time and attention to build a trusting relationship (Table 2, Q13) .
Homeless participants provided specific suggestions for establishing trusting
relationships: they are more positive about professionals who pay attention and have
more time available, and who have sincere interest in them.
Fewer barriers and flexible care are needed in palliative care for homeless
people
Both professionals and homeless participants mentioned that severely ill homeless
people often perceive barriers to palliative care, and will often not approach
professionals spontaneously (Table 2, Q14 and Q15). Professionals can overcome
this barrier by regularly visiting where a homeless person stays and by taking the
initiative. In addition, homeless people mentioned a need for care beyond the usual
opening hours and possibilities (Table 2, Q16 and Q17).
Views on designing a consultation function to improve palliative care for homeless
people
Relevance of consultation
In this part of the focus groups, the primary question was whether and how
consultation specifically might be helpful. In all four groups, most professionals saw
added value in consultations.. A number of professionals mentioned that since
palliative care for homeless people is so complex, existing palliative care
consultation is often not specific enough. Professionals see the added value of
consultation for sharing, bundling and developing knowledge and expertise. This
supports professionals with knowledge and experience in disciplines where they have
less knowledge (Table 3, Q1). Additionally, increasing awareness about palliative
care can be part of consultation (Table 3, Q2).
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[TABLE 3]

Reciprocity seemed important for the added value of a consultation function (Table
3, Q3). On the one hand, professionals employed in social services, mental
healthcare or psychiatry should be able to consult a medical consultant so that the
homeless person can stay in a familiar place as long as possible. On the other hand,
professionals employed in medical services could consult a consultant in social
services to find out more about someone’s background. In addition, consultation can
be seen in a wider perspective according to the professionals. Consultation does not
only have to be limited to social care and hospice or nursing home care, but can also
concern generalist professionals who work in hospitals, home care or nursing homes
and would like to receive advice from an expert in social care or palliative care for
the homeless.
A small proportion of the participants were employed in organizations where
consultations about palliative care for homeless people have already been used by
professionals. Participants felt these consultations were very useful. In the focus
groups with homeless participants, homeless participants were more likely to talk
about current care and the problems they experienced than about consultation.
Homeless people often gave practical suggestions for consultations, such as a social
worker or a peer worker to help them express their needs (Table 3, Q4). When asked
about consultation, homeless people considered a consultation function as a good
option, as it could provide training for professionals in showing understanding and
paying attention to homeless people at the end of life.
Considerations in designing consultation
Professionals described several issues that should be considered when developing a
consultation function. First, a consultation function should fit the regional situation.
It is important to take account of varying expertise and the organizations already
available. In any event, consultation for palliative care for homeless people must be
integrated into existing consultation services (Table 3, Q5).
Secondly, it is important to consider which characteristics a consultant should have.
Aspects mentioned were knowledge in multiple disciplines, experience with
homeless people and their characteristics, being able to connect different disciplines,
taking initiative, and representing several organizations. A consultant should be
approachable for professionals, and be flexible because of the lifestyle of homeless
people (Table 3, Q6). Professionals mentioned that double consultations should not
occur, consultation should ideally be available in a wide range of fields such as
illnesses or combinations thereof that are typical for homeless people in the palliative
phase and diversity among homeless people (including cultural and religious
differences), symptom management (including cases of drug tolerance), behavioural
problems of homeless people, addiction and drug use, practical issues such as
insurance, and rituals and commemorations.
Thirdly, in addition to consultation in individual cases, consultants should also have
a role in providing information and education. Participants said that there may be a
barrier to approaching a consultant. A proactive approach could improve awareness
that appropriate palliative care can be provided (Table 3, Q7). Professionals said that
knowledge and information would make them feel more capable and self-confident
when providing palliative care.
Homeless participants also made suggestions that may be important in developing
consultation. Suggestions were that professionals should individually tailor palliative
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care, take homeless people seriously, take time and pay attention, respect their need
for control, care in a familiar environment, and understand and implement the
patient’s vision of palliative care (Table 3, Q8).
DISCUSSION

Main findings
Views of professionals and homeless people about palliative care are often
influenced by its complexity for this target group, the wide variation in palliative
care between professionals, institutions and cities, self-determination of homeless
people, differing perceptions of professionals and homeless people about the care
provided, trusting relationships between homeless and professionals when providing
palliative care, and easily accessible, flexible care. Almost all participants saw a
consultative role for helping caregivers care for individual patients as a good way of
addressing those themes and providing appropriate palliative care to the homeless.
Professionals supported this idea because of the complexity of problems and the need
for sharing, bundling and developing knowledge and expertise from different
disciplines. Homeless people saw consultation as a way of training professionals to
show understanding and pay attention as they feel that there is room for improvement
in the care given. It is noteworthy that the two groups emphasize different important
aspects: professionals emphasize the need of exchange of knowledge and skills to
respond to complex care needs and homeless people emphasize that consultation
services have to result in person-centeredness. The regional situation, the
characteristics of a consultant and their role in providing information and/or
education must also be considered when developing consultative processes.
This study is the first qualitative study that explores whether a consultative function
can be used in order to provide timely and tailored palliative care for homeless
people. It combines the views and experiences of professionals and homeless
participants about palliative care. The fact that the homeless people included in our
study were severely ill, but not necessarily in the palliative phase can be seen as a
limitation of this study. However, we think this is not necessarily a limitation, given
the challenges of identifying who might be palliative in this population. However,
their responses should be regarded as a combination of views on preferences for
current care and palliative care. Another limitation is related to the opportunity
sampling of homeless participants; they all were residents in nursing home wards for
homeless people. They are not representative of for instance homeless people who
avoid care.
The complexity of homeless people’s problems at the end of life was also noted in
other recent studies conducted in other countries, as was the need for easily
accessible, flexible care and the need for trusting relationships between professionals
and homeless people in the palliative phase (11,13,15,18,25,26). Additionally, our study
revealed that professionals and homeless people have different perceptions about the
meaning and content of palliative care, the actual or perceived roles of the homeless
patient and of professionals; homeless people expressed a need for time, attention
and being taken seriously. Furthermore, this study highlights new insights about the
need and use of a consultative function in order to provide timely, appropriate, highquality palliative care to homeless people, especially by providing specific
knowledge, reciprocal exchange of skills and knowledge and a broader vision of the
homeless patient. Finally, it became clear that consultation was not the only option
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for providing more appropriate and on-time palliative care to homeless people.
Homeless people expressed a need for support when severely ill. An intervention in
which experts with practical experience help the homeless understand and
communicate their needs better could perhaps be developed.
In order to realize a consultative function, more attention needs to be paid to the
policy for financing palliative care for homeless people. The funding (and knowledge
about the options for funding) was seen to vary greatly, so it seems that a regional
structure needs to be provided so that every homeless person will have the same
opportunities and quality of care at the end of life. Additionally, consultations about
palliative care for homeless people should be embedded in existing care and
consultation structures.
CONCLUSIONS

In conclusion, given the fragmented and complex nature of palliative care for
homeless people, multidisciplinary cooperation between professionals is necessary to
improve palliative care for this group. Consultation can play an important role in
improving palliative care by linking disciplines, supporting professionals and
providing appropriate palliative care to homeless people and exchanging knowledge
between disciplines. In addition to consultation, other ways to improve palliative care
for the homeless are training and knowledge sharing, as well deploying of experts by
experience to support the homeless.
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Fig. 1. Interview guide for focus groups with professionals and homeless
participants. EOL ¼ end of life.
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