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ABSTRACT

Objectives To explore the views and experiences of
people who are homeless and those supporting them
regarding conversations and approaches to palliative care
Setting Data were collected between October 2015

and October 2016 in homeless hostels and day centres
and with staff from primary and secondary healthcare
providers and social care services from three London
boroughs.

Participants People experiencing homelessness (n=28),
formerly homeless people (n=10), health and social care
providers (n=48), hostel staff (n=30) and outreach staff
(n=10).

Methods In this qualitative descriptive study, participants
were recruited to interviews and focus groups across three
London boroughs. Views and experiences of end-of-life
care were explored with people with personal experience
of homelessness, health and social care professionals and
hostel and outreach staff. Saturation was reached when no
new themes emerged from discussions.

Results 28 focus groups and 10 individual interviews
were conducted. Participants highlighted that
conversations exploring future care preferences and
palliative care with people experiencing homelessness
are rare. Themes identified as challenges to such
conversations included attitudes to death; the recovery
focused nature of services for people experiencing
homelessness; uncertainty regarding prognosis and place
of care; and fear of negative impact.

Conclusions This research highlights the need for a
different approach to supporting people who are homeless
and are experiencing advanced ill health, one that
incorporates uncertainty and promotes well-being, dignity
and choice. We propose parallel planning and mapping as
a way of working with uncertainty. We acknowledge that
these approaches will not always be straightforward, nor
will they be suitable for everyone, yet moving the focus

of conversations about the future away from death and
dying, towards the present and the future may facilitate
conversations and enable the wishes of people who are
homeless to be known and explored.

INTRODUCTION

Homelessness is a growing problem in the
UK and internationally. The Public Health
England definition of  ‘homelessness’

Strengths and limitations of the study

» This is the largest qualitative UK study to date
exploring the views and experiences of people who
are homeless and those supporting them regarding
conversations and approaches to palliative care.

» The views of rough sleepers who are not using day
centres are not represented in this research.

» People who were intoxicated were unable to provide
informed consent, and so did not participate. Thus,
people experiencing homeless who also have severe
substance misuse issues are likely to be under-
represented.

» Given the exploratory nature of the research,
the characteristics of participants could not be
predetermined.

» People experiencing homelessness were initially
approached regarding participation in the study by
hostel and day centre staff. It is therefore unknown
who declined to participate, how or whether they
differ from those that took part and the extent to
which gatekeeping impacted recruitment.

includes people without shelter of any kind
(rough sleeping), those sleeping in tempo-
rary accommodation (such as hostels)
and those living in insecure or inadequate
housing." Rough sleeping is rising in England
with a total increase of 138% since 2010.”
Homelessness is associated with ill health®
often including drug and/or alcohol depen-
dence and mental health problems in asso-
ciation with physical health issues.* > People
experiencing homelessness have high rates
of premature mortality from suicide and acci-
dental injuries and an increased prevalence
of Camcer,6 infectious and non-communicable
diseases and evidence of accelerated ageing.7
The stark inequities between the housed
and homeless populations are perhaps best
highlighted by the average age of death for
people experiencing homelessness, which is
approximately 30 years younger than that of
the housed population.®
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People experiencing homelessness often underuse
primary care services while their use of emergency
healthcare services is higher than the general popula-
tion.” Challenges to primary healthcare access include
mistrust of healthcare providers,'”"! perceived stigma and
discrimination,'? competing priorities," difficulties regis-
tering with general practitioners (GPs)"” and keeping
appointments.12

People experiencing homelessness rarely have access
to palliative care support or services.'*'® Recognition of
the inequalities in access to palliative care has led to the
development of research exploring how best to support
people who are homeless with advanced ill health.'®*
Palliative care, as we refer to in this manuscript, seeks to
improve the quality of life of people with life-limiting or
life-threatening illnesses, addressing pain and symptom
management alongside social, psychological and spiritual
support.”**

Previous research exploring end-of-life or palliative
care issues with this group has used focus groups'’ *** or
individual interviews.”® >’ Other studies have interviewed
professionals supporting homeless people around these
issues."" ** The importance of continuity of care, inte-
gration and collaboration between services supporting
homeless people has been highlighted.””** Advance direc-
tive forms have been designed specifically for margin-
alised population,” and research suggests that people
who are homeless can and will complete them, and that
guidance around this can facilitate completion.” * In a
single-arm intervention study, 74% of participants experi-
encing homelessness reported that completing a counsel-
lor-led advance directive made them feel at peace while
16.3% reported participation left them feeling anxious.*
A recent systematic review has indicated that there is a
need for more research to explore approaches to pallia-
tive care, advance care planning and end-of-life care for
people who are homeless.™

Our previous research highlighted a lack of meaningful
conversation around the future wishes and care prefer-
ences of people experiencing homelessness in the UK'®
leaving the preferences of many people with advanced
ill health unknown. In this paper, we explore in more
detail some of the reasons why these conversations are
not taking place from the perspectives of both people
experiencing homelessness: formerly homeless people
and those supporting them.

Aims

To explore the views and experiences of people expe-
riencing homelessness, formerly homeless people and
those supporting them regarding conversations and
approaches to palliative care.

METHODS

Participants and recruitment

Participants in this qualitative descriptive study were
recruited from three London boroughs, selected for their

Box Eligibility criteria for participants

Health and social care providers, hostel and outreach staff

» Direct professional contact with people who are homeless

» Experience of working within services for people who are homeless
within one or more of included boroughs

People with previous lived experience of homelessness
» More than 6 months lived experience of homelessness

» Securely housed for more than 6 months*

» Able and willing to articulate experiences and views

People currently experiencing homelessness

» Currently homeless or living in a hostel, for longer than 6 months

» 'Single homeless people’—thatis, without dependants in their care®
Entitled to UK housing benefit, which pays for hostel accommodation
who were. Considered appropriate to be approached by key worker
(ie, psychologically robust)

» Not under influence of drugs or alcohol during participation
(assessed by researcher at start of data collection session)

» Fluent in English

*People with lived experience of homelessness and hostel staff
advised us to use 6 months as the marker for housing status.

high numbers of both people experiencing homeless and
homelessness services.” * Frontline homelessness staff
and health and social care professionals were recruited
through mapping homelessness services within these
boroughs.” Formerly homeless people were recruited
through homelessness charities: Pathway,‘“ Groundswell*
and St Mungo’s.” People experiencing homelessness
were identified and recruited by staff at homeless hostels
and day centres, as advised in consultations with hostel
staff and people with lived experience of homelessness.
Given the exploratory nature of the research, the charac-
teristics of participants could not be predetermined. CS
had encountered some but not all of the hostel staff and
healthcare professionals in her clinical work.

Eligibility criteria are outlined in box. People with
current and previous experience of homelessness were
provided with a £10 supermarket voucher for partici-
pation. Full details of recruitment and data collection
are described elsewhere.'® Participants were offered the
choice of taking part in a focus group or individual inter-
view, as advised in consultations with people with lived
experience of homelessness and hostel staff.

Data collection

Semistructured interviews and focus groups were
conducted between October 2015 and October 2016 to
explore the views and experiences of people experiencing
homelessness, formerly homeless people, frontline home-
lessness staff, and health and social care professionals,
regarding palliative care. Data were collected by CS (lead
clinical researcher), BH (mixed methods researcher) and
JD (person with lived experience of homelessness). The
exploratory nature of the research was emphasised to
participants before and during data collection. Data were
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for more than 6-12 months.

John is a 30 year old man. He has been a heavy drinker since his early 20s. He was rough sleeping,
squatting and sofa surfing for a number of years and is currently in a hostel. He has had frequent
attendances to hospital with alcohol related fits, vomiting blood and has been diagnosed with liver
cirrhosis. Three hospital attendances resulted in short admissions for detox. Following each
admission he started drinking again and missed follow up appointments with hospital and

community alcohol teams. The doctors have said that if he continues to drink, he is unlikely to live

Figure 1 Vignette used during data collection.

collected until no new themes emerged and thematic
saturation was achieved.*!

Focus groups were based around a vignette (figure 1)
and lasted approximately 3 hours for hostel, outreach staff
and formerly homeless people and 1 hour for health and
social care providers and people experiencing homeless-
ness (see online supplementary file S1). They took place
in locations that were convenient and known to partic-
ipants. All participants completed demographic sheets.
Data collection was audio recorded, transcribed verbatim,
field notes were taken and summaries circulated to partic-
ipants. No changes were requested. No repeat interviews
were conducted.

Ethical considerations and informed consent

Written consent was obtained from formerly homeless
people and staff. Following consultation with hostel staff
and formerly homeless people, verbal consent witnessed
by a key worker was deemed the most appropriate
consenting method for people experiencing homeless-
ness as disclosing literacy difficulties was felt to be poten-
tially off putting for some.

Analysis
The analytic technique used in this research was thematic
analysis, in line with guidance from Braun and Clarke.®
In this analysis, the data set was all data coded ‘end-of-life
conversations’ in the data corpus. A full description of
all themes from the data corpus is provided elsewhere.'®
The data set was analysed by BH (using Nvivo) to explore
the challenges of discussing palliative care and future
healthcare needs and preferences with people experi-
encing homelessness from a critical realist standpoint.
This epistemological position enabled both participants’
individual meaning making and the wider social context
to be considered. Additionally, a focus remained on what
is commonly and materially defined as reality, planting
the narratives in a socially constructed and accepted
framework.*®

Initial codes in the data set were identified through
examination of summaries and field notes taken during
data collection, and discussion between BH and CS. Data-
driven, line-by-line coding was undertaken by BH, and
new codes were created as necessary in addition to those
identified in field notes to reflect the data.

The codes were then analysed and grouped to create
higher level candidate themes and subthemes to cate-
gorise the data. These were refined following discussion
(BH and CS) and returning to transcripts for verification.
These candidate themes and subthemes were discussed
with awider group of healthcare professionals, researchers
and formerly homeless people, who formed the research
steering committee, for authentication.

RESULTS
Participants
Twenty-eight focus groups and 10 individual semistruc-
tured interviews were conducted with 127 participants
(28 people experiencing homelessness, 10 formerly
homeless people, 49 health and social care providers and
40 hostel and outreach staff). Participant characteristics
are outlined in table 1. Over a third (11/28) of people
experiencing homelessness had been homeless for over
Syears, 24/28 participants had slept on the streets (slept
rough) and 20/28 reported currently mainly sleeping in
hostels (table 2).

Challenges to conversations about palliative care,
future health options and preferences identified in this
research are categorised into four main themes (table 3).

Theme 1: attitudes to death

Both service users and staff found death difficult to discuss.
Hostel and outreach workers experienced discomfort in
raising topics related to the potential death of a service
user in many situations, including conversations between

staff.

There was a meeting [with other staff] and I said,
listen, I think he’s dying ...and it was like I'd taken
a hand grenade out my pocket and threatened to
remove the pin... people were taken aback. I was
just reporting it...I thought it was urgent...then I
began to feel foolish but he [homeless person] didn’t
discuss or raise it. And I think he must have known.
(Outreach worker)

The reluctance and avoidance of talking about death
and dying expressed by staff was often mirrored by people
experiencing homelessness who tended to focus on the
present rather than future care needs.

Hudson BF, et al. BMJ Open 2017;7:€017502. doi:10.1136/bmjopen-2017-017502


https://dx.doi.org/10.1136/bmjopen-2017-017502
http://bmjopen.bmj.com/
http://group.bmj.com

Downloaded from http://bmjopen.bmj.com/ on December 6, 2017 - Published by group.bmj.com

Open Access

||

Health and social care providers, hostel and outreach staff

People with previous
Health and social Hostel/outreach lived experience of
Total care providers staff homelessness
n=99 n=49 n=40 n=10

Not reported 5 - - 5

Outreach service 14 12 - 2

GP surgery 7 7 - -

Hostel 31 3 26 2

Day centre 5 - 5 -

Council 6 6 - -

Job title

Nurse practitioner 7 7 - -

Drug and alcohol worker 2 2 - -

Palliative care consultant 2 2 - -

Clinical psychologist 2 2 - -

Service manager 1 1 - -

Housing worker 5 3 - 2

Care navigator 1 - - 1

Complex needs hostel worker 6 - 6 -

Day centre manager 1 - 1 -

Years of experience working in homelessness

1-4years 17 8 6 3

Continued

E-
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Table 1 Continued

Health and social care providers, hostel and outreach staff

People with previous
Health and social Hostel/outreach lived experience of

Total care providers staff homelessness
n=99 n=49 n=40 n=10
11-15years 23 17 6 -
15years + 14 5 9 -
Not reported 14 1 8 5
Personal experience of homelessness?
Yes 30 8 11 10
No 61 41 21 -
Not reported 8 - 8 -
Gender
Male 18 16 8
Female 31 24 2

People with previous lived experience of homelessness—how
1-4years =
5-10years -
11-15years -
Not reported -

long were you homeless?

a4 a v oo

GP, general practitioner.

A lot of people are frightened to think about it.
Most people won’t talk about it, they won’t entertain
talking about it. They see it as so far away, you know?
(Person experiencing homelessness)

Healthcare professionals described how the fatalistic
approach to death, informed by previous negative life
experiences and circumstances made palliative care
a difficult subject to raise with some people who are
homeless:

I...I've just found it [palliative care conversations]
very difficult. Especially with the alcohol and liver
disease. I have found it very difficult to get an
acceptance that actually, if I carry on the way I'm
going...or even if they accept it, they are very fatalistic
about things. They say “look, my life is...I'm living in
a room, injecting heroin. I'm not...this isn’t really
a great life, I don’t really care if I live or I die”. So
it's all very sort of fatalistic. And, you know...that’s
difficult to combat. But...I mean, they are difficult
conversations at any time (Health care professional)

The inevitability of death was seen as a barrier to pallia-
tive care conversations by other services users:

Researcher: we’ve got someone who is really really
sick, and we want to find out what would make his
life, his last few months of life better...

Service user: that is so depressing man...What’s the
point... If he’ll be dead in 6 months?

Other people experiencing homelessness expressed

I didn’t even know he was ill to be honest... I knew he
was a drinker, but I didn’t know it was so serious...that
he was going to peg it [to die]. (Person experiencing
homelessness)

Theme 2: recovery focus
Many homelessness services focus on recovery, including
helping people access and engage with addiction services
and move towards independent living. While this ethos
undoubtedly serves some well, some healthcare profes-
sionals questioned what ‘recovery’ means in the context
of homelessness, and how useful this was as a goal for
those with advanced ill health:

When I first came into this I, I initially thought that
this is about recovery, it's not... realistically it can't
be... and it isn't. Very few people recover. You have
to learn to accept that, it's about giving people the
best quality care, respect, choices and whatever and
palliative... and it's a version of palliative care, isn't it?
Really? (Healthcare professional)

denial or disbelief that behaviours or an illness could lead
to death.

This recovery focus does little to encourage dialogue

around the fact that young people experiencing home-
lessness may not always be able to ‘recover’. Hostel staff
have very little experience around exploring options

Hudson BF, et al. BMJ Open 2017;7:017502. doi:10.1136/bmjopen-2017-017502
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Table 2 Characteristics of participants who are currently

experiencing homelessness

Table 3 Challenges to discussing palliative care with
people experiencing homelessness

People experiencing homelessness n=28 Themes Subthemes
Gender Attitude to death » Death and dying are taboo
Male 26 » Fear of discussing death
Female 2 Recovery focus  » Young age of people experiencing
How long have you been homeless? homelessness with advar?ced ill health
i . > Most deaths seen as avoidable,
UL R : pressure to never give up on someone
1-4years 9 Fear of impact » Fear of fragility
5-10years 6 on person and » Concern regarding escalation of
10-15years - staff harmful behaviours
15years + 5 » Concern about the removal of hope
Not reported 4 » Potential emotional impact on staff
Have vou ever sleot rough? Uncertainty » Working with uncertainty, difficulty
y P one identifying who may be at risk of dying
Yes 24 » How to talk about deteriorating health
No 1 and future care preferences
Not reported 3 » Which professionals should or could
How would you describe your health overall? be having these conversations
» Lack of options to offer people who
Poor 8 S
. are homeless and are experiencing
T 12 advanced ill health.
Good 4
Very good 1
Not reported 3 other than supporting engagement with substance misuse
Do you use drugs? services for people with addiction issues.
Yes 7 It's really hard to have that conversation...we’re
No 16 trained to do recovery.... our hostel is commissioned
Not reported 5 to engage people with support and recovery... getting
Do you use methadone/subutex (buprenorphine)? better, moving into jobs, whateve.r... and then...' it’s
Y 3 really hard to come out of that mind set and go into
es another... which is... death. (Hostel staff)
No 20
Not reported 5 It was also very di.fﬁcult for staff to talk about palliative
5 drink alcohol? care preferences with people who were young and who
© you drink alconot: had, for example, advanced liver disease, knowing that
Yes 21 if they were to stop drinking the disease progression may
No 2 stop and they could potentially live for many more years.
Not reported 5 This contributed to their belief that they should ‘never
Have you been to A&E* in the last year? give up’ on someone. Fu.rthern}ore, mz’my staff felt’ as if
Yes 15 they had failed someone if they ‘couldn’t save them’.
No 5 There was a bit of fear coming from my part...
feeling that I've let down the client, and you can see
Not rted 8 . . . .
O’ repore the desperation in the client, so it’s a bit of both of
Where do you usually sleep? us... Honestly, I just never let up [trying to engage
Hostel 20 homeless person with services]... 1 don’t want
Supported accommodation 2 anyone dying on me. (Person with lived experience
Squat 2 of homelessness who is now a mentor for people
Friend’s house 1 currently experiencing homelessness)
Street 1 These factors accentuated dissonance in identifying
Bus 1 young people with potentially treatable conditions as
Not reported 1 patients requiring palliative care. This posed a block to

*The accident and emergency department of a hospital.

conversations around the potential benefits of palliative
care for this group.
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They sort of...they could be classed as palliative but
they are also reversibly palliative. So if you don’t stop
drinking, if you don’t stop doing these things, then
you are probably going to die in 6 months. And it's a
little bit difficult sometimes to class them as palliative,
when you have a reversible cause to it. (Healthcare
professional)

Theme 3: fear of impact on homeless person and staff

Huge emotional burdens were described by staff who felt
they had to ‘fix’ people despite it becoming increasingly
clear that a person was approaching the end of their life:

It’s not easy to support a client who you know is
terminal. Errm, so on one hand you want to be there
to support them, on the other, you have to manage
your own feelings around having to do that. (Hostel
staff)

There was recognition of the vulnerability and fragility
of many people experiencing homelessness by all partici-
pant groups. Hostel residents described how substances or
alcohol may be used to ‘numb ’or block painful memories
or experiences. This fragility and avoidance also posed a
challenge to discussions about palliative care as people
experiencing homelessness did not want to contemplate
worsening health and possible death.

Researcher: Do you think that people here [in the
hostel] are...concerned about...the fears of dying?

Hostel resident: A lot of them [people experiencing
homelessness] probably have seen a lot of trauma
in their lives. And they want to get away from it so
they drink a lot. But then, they don’t go and see GPs
because they don’t want to hear the realities.

Staff feared that raising issues related to palliative care
and deteriorating health may be detrimental to service
users’ well-being, their relationships with them and the
potential for future engagement with services.

I don’t know how I would broach it [palliative
care], but also its knowing how to ....recover the
conversation if it goes really wrong. You know? If it
results in the person....reacting really badly and then
they have lost all their trust in me and this massive
relationship that I have built up over several years is
completely lost. You know? (Outreach worker)

Participants were also concerned that palliative care
discussions may cause service users to feel abandoned,
which may paradoxically lead to an increase in harmful
behaviours, rather than an opportunity to consider how
to improve quality of life.

Sometimes they’re very mentally impaired, they don’t
know whether they’re coming or going sometimes...
to have that conversation... Is it going to go make
them go drink even more, now they know they’re not
even going to last that long? (Person with experience

of homelessness who is now working as a mentor for
others experiencing homelessness.)

Theme 4: uncertainty

The uncertain trajectories of people with illnesses such
as advanced liver disease was particularly challenging.
People with advanced liver disease could appear gravely
ill but, following emergency hospital treatment, improve
considerably. Examples were given of individuals being
issued warnings such as ‘if you don’t stop drinking, you
will be dead in 6months’ which were rarely followed
by discussions about choices. Participants described
witnessing people issued with such warnings living far
longer than expected. This did little to motivate change
or desire to plan.

It's like “oh well, I've survived that” or it's “I was told
when I was 25, I would only last so many years, and
I've done this much, so it can't be that bad, I've heard
all this before”... so when doctors say “you've only got
so long”... I don't think that's very helpful (Hostel
staff)

The uncertainty about services that could provide
support for people who are homeless with advanced ill
health posed a major block to conversations about palli-
ative care as many professionals felt they had no alterna-
tives to offer.

Yeah it's on the cards [death], but exactly how it's
going to happen we don’t know. And where is going
to take him? I don’t know. So it feels like the best we
can do is almost... plan for what we can do here. So
that doesn’t leave a lot of choices, it only makes us
able to erm, to deal with that situation as best we can
when it comes. (Hostel staff)

The lack of certainty about appropriate places of care
for people was also voiced by hostel residents:

A: living here [in the hostel]...if you are really sick....
you could pass away in the middle of the night... So
they take them out in a body bag...and I've seen that.
So I think you would be better off... if they are in a
care home. The sort that has people there 24hours...

B: but there aint no care homes around! Where
are you going to put all of these people? (People
experiencing homelessness)

It was also not clear to hostel staff whether hostel resi-
dents would be able to access traditional providers of
palliative care, such as care homes due to the young age
at which they may require them. Often care homes were
inaccessible as they accept patients who are 65 years or
older.

Our client who is a former alcoholic who also has
dementia... he may not get on well with an 80year
old in a care home. So that is a big gap for our clients
and erm it can be a tough one to navigate. (Hostel
staff)
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Much uncertainty was therefore expressed about when
to have conversations about palliative care. Given this
uncertainty, many participants felt identifying someone
as being at the end of life was necessary before discussions
could take place.

If the doctor says clinically you only have sixmonths,
then we can pass that on, because that’s got a doctor’s
professionalism behind it. So then I could feel
confident in saying, ‘Look, this is what the doctor
said, you’ve got sixmonths’ (Person with previous
experience of homelessness who now works as a
mentor for others experiencing homelessness)

As certainty in this regard was rare, and information
sharing often incomplete or inadequate, this posed a
major block to palliative care conversations.

For people with illnesses such as cancer, with more
predictable trajectories professionals reported more
success in accessing services.

I do wonder...I'm not sure all the professionals
would be around the table if it wasn’t for the fact
that it was a cancer diagnosis. Because that’s quite
straightforward. It's quite...the trajectory is known...
(Hostel staff)

Further uncertainty surrounded which professional
groups would be best placed to have discussions with
people experiencing homelessness about palliative care.
Some hostel staff felt healthcare professionals would be
in a better position, given their medical experience and
knowledge.

I mean it should be kind of medically led really,
because you are putting a lot of responsibility on
yourself without maybe being qualified. (Hostel staff)

Hostel staff also described lacking confidence, related
partly to recovery-focused approaches, their lack of
medical qualifications and apprehension about managing
the consequences of such conversations.

Maybe nurses should perhaps have more of those
[palliative] conversations. Because they are more
equipped to deal with the response. I think we need
to be really careful to not put our staff in situations
where they are...yeah... they are not counsellors and
we are always like 'don't start unpicking something
when you can't deal with what comes back at you'
and it's kind of the same thing really, isn't it? (Hostel
manager)

However, healthcare professionals cited their lack of
developed relationships with people experiencing home-
lessness and limited experience of the challenges of
homelessness as challenges in broaching these issues.

Hostel staff are the ones that see the everyday life of
that patient. They have that relationship, the client
is more likely to trust them with their true wishes or
various bits of information. (Healthcare professional)

While many hostel staff did not feel comfortable or
confident discussing palliative care, some described
discussion strategies that recognised the uncertainty and
complexity of supporting service users with advanced ill
health. These strategies involved respecting decisions
made by individuals, while always providing support and
the opportunity to change their mind.

They’re scared, too ill to change, so we work with
what we've got. I've got a gentleman who's... had
three or four attempts at detox. His head is saying 'if
I don't do this, I am going to die'... He knows that,
we've had conversations about that. But... he's got to
make that decision; it's about the choices we give our
clients. And we get anxious because we can't change
that person. And I think sometimes we have to give
that back to them...but keep on supporting them in
whatever decisions they make (Hostel manager)

Figure 2 outlines how one hostel worker incorporates
uncertainty into discussions about deteriorating health
and palliative care. Discussions focus on the individu-
al’s insights and wishes, including an exploration of how
this might change should their health deteriorate. The
emphasis is on empowering people to think and talk
about future care options they feel are acceptable, and
those which are not.

DISCUSSION

This research highlights how conversations with home-
less people about deteriorating health, the future and
care preferences are currently largely avoided due to
discomfort and for fear of damaging relationships or
making situations worse. If talking about preferences with
homeless people with ill health was reconceptualised as a
conversation about how a person could be supported to
live well, rather than die well, it may be an easier topic to
broach. There is a need to incorporate parallel planning
into the care and support of people experiencing home-
lessness whose health is a concern, given the uncertainty
described in this research.

Links to previous research

In this research, we noted avoidance, denial and reluc-
tance among people experiencing homelessness to talk
about death, dying and the choices available to them
as their health deteriorates. Healthcare professionals
described their lack of developed relationships with
service users as a barrier to palliative care discussions.
In previous research, nursing students described anxiety
around discussing death and dying with this group, yet
completion of the advance directive with this group was
rated as less challenging than amticipated.47 People expe-
riencing homelessness have been willing to talk about
end-oflife care wishes®® and complete advance direc-
tives™ in previous research, particularly when one to one
support is provided." %57 In this research, avoidance and
denial of these issues was apparent.
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“So what | do with clients... basically we try and gather all the information.... and | usually combine it
with something like a letter of wishes, because a lot of my clients won't make a will...But | say 'ok, so
the doctor said this might happen'. Then we do a pictorial pathway.... and we put all the eventualities

that we can see right now.

So we'll make different pathways... we might put “manages to cut down drinking” or whatever and
then I'll ask “What would you like to do then, if that should happen?' and what | found is, it really

helps. My clients actually make more positive choices because they are able to see a little bit further

- Hostel staff, Borough C

ahead. Some people only see as far as the next can in the off-licence. They’ve never looked any

further than that, and actually we’re trying to create that in their imagination

So ...we look at this journey and we have lots of different branches because nobody knows....so let's
just imagine, you know? “Where would you like to be?” And we still talk about the future even

though that future may be very limited, because it's not time sensitive.

So I work with the client to build this picture. They may say, “well...I don't ever want to do this
particular thing, or that”; where some people will say ‘actually that would be alright for me'. Even if
it's not a perfect option, we put a few things in that actually wouldn't be too bad. And when we get

there, at least we know what we are looking at. It's like it gives them time to self-prepare.”

Figure 2 Incorporating uncertainty into discussions about the future with homeless people with advanced ill health.

Spirituality has been identified as an important factor
when considering end-of-life wishes with people experi-
encing homelessness in previous research' ** #” yet was
not reflected in our findings. These contrasts highlight
the need for psychologically informed, person-centred
approaches to supporting people experiencing home-
lessness and respect for individual preferences.*’ *’ Many
homelessness services in the UK are adopting a ‘psycho-
logically informed environment’ (PIE) model.”’ The aim
of PIEs is to ‘enable people experiencing homelessness to
make changes in their lives’.”” For people who are home-
less and also potentially have palliative care needs, this
could extend to consideration of how to improve quality
of life, however long that lasts.

Uncertainty, particularly for people with liver disease,
presented a range of challenges for palliative care discus-
sions with people experiencing homelessness in this
research. Uncertainty for non-homeless patients with
liver disease has been described as a barrier to pallia-
tive care,” " yet the early introduction of palliative care
for patients with liver disease (awaiting transplantation)
has proved beneficial in improving mood and reducing
symptom burden.”” The majority of previous research
exploring parallel planning and early introduction of
palliative care has been with non-homeless patients with
cancer,” * for whom the trajectories of illnesses are
clearer.

Uncertainty around when a person experiencing
homelessness could be considered palliative,

appropriate places of care for people and also the
role of hostel staff in supporting service users with
advanced ill health have also been described previ-
ously in the literature, ' 1® 2#-30 3260

Mishel’s reconceptualised uncertainty in illness
theory® ® views uncertainty as an opportunity for
change and growth. In line with this theory, and based
on the findings of this research, we proposes that
uncertainty around a person’s illness could be viewed
as an opportunity to engage people in conversations
and planning about a range of potential outcomes
(using parallel planning). By having conversations
about current health and preferences for palliative
care with people experiencing homelessness about
whom staff are concerned, rather waiting until some
has been idenitfied as ‘palliative’, uncertainty may be
reappraised as an opportunity for planning, rather
than a barrier to conversations or action. We suggest
that early discussions about a person’s health, their
behaviour and their aspirations may empower them to
re-appraise the uncertainty surrounding their health.
For example, moving the emphasis of conversations
from warnings (you are going to die if you do not stop
drinking) to discussions (what do you want or feel
able to do at present about your drinking?) may make
conversations about quality of life, and eventually
palliative care more palatable.

Hostel staff described huge uncertainty and a lack
of options for services users with advanced ill health.
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Figure 3 A multidisciplinary response to exploring the concerns and wishes of people experiencing homelessness and those

that support them to facilitate a person-centred approach to care.

In response, we propose facilitating greater multidisci-
plinary working to both support hostel staff and raise
the understanding and awareness of other professional
groups regarding the needs and preferences of people
who are homeless. In our research, the fear of talking
about death and about causing more harm than good
through bringing up sensitive issues was a major block
to conversations. We propose that conversations about
how individuals see their health and what they think
might help them feel better may be a more accessible
way to begin to identify and address some health issues.
A suggested strategy for incorporating a parallel plan-
ning based approach for people experiencing home-

concern could act as a trigger for thinking about future
care preferences and planning, rather than waiting until
a person has been identified as palliative before conver-
sations about insights and preferences begin. This does
not mean active treatments and recovery-focused options
cannot be pursued simultaneously, but may help in the
development of multiple plans, that can be adopted as
and when needs or preferences change.

Stage 2. Gathering information, exploring wishes, insights, options
and concerns

Conversations exploring the individual’s conceptualisa-
tion of their health and their options, and what they feel

lessness is outlined in figure 3.

Parallel planning

could improve their quality of life may be easier to initiate
than conversations about deteriorating health, death or
dying. Figure 3 does not specify who should initiate such

Stage 1. Identifying people who staff fear could be approaching the
end of life

In this research, we have seen that the health of many
people experiencing homelessness is poor; therefore, this
model may be appropriate for many people with complex
needs. In order to focus more specifically on people who
may require palliative care, we suggest that consideration
of whether staff feel a client’s health is of significant

conversation as the most appropriate person (or persons)
is likely to vary for each individual.

In the research, we heard how node-link mapping
(NLM)®* was used by some hostel staff to explore aspi-
rations and future palliative care preferences. NLM is
based on the same cognitive behavioural principles as
motivational interviewing® and enables people expe-
riencing homelessness to dictate the content and pace

10
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of conversations exploring their health, their perceived
options and their future wishes. NLM involves structuring
and visually representing issues on a series of maps which
may relate to a single topic (eg, substance or alcohol use)
or may represent concepts such as health or well-being.
This facilitates the identification and exploration of
shared meanings, goals and care preferences, which can
be pictorially represented and recorded.” Over time, if
both parties feel comfortable to explore these areas, such
conversations may extend into discussions about poten-
tial future palliative care preferences.

Stage 3. Multidisciplinary support and reviewing plans

In light of the uncertainty and pressure perceived by
hostel staff, greater multidisciplinary working could
support staff and service users by bringing together
learning and expertise from different professional groups
to respond to the needs and preferences of service users.
The responsibility of supporting the wishes of the indi-
vidual is shared, potentially reducing burdens experi-
enced by hostel staff.

Potential challenges to supporting the individual’s
wishes could be discussed to create mutual understanding
and provide the opportunity to develop multiple, realistic,
parallel plans to facilitate person-centred planning and
care. An important aspect of this approach is returning to
the individual to assess their current wishes and concerns.
Plans may need to be reviewed and adapted (both best
case and worst case plans) to ensure that they are respon-
sive to potentially changing needs or preferences.

Strengths and limitations
This is the largest UK study exploring views and experi-
ences of people experiencing homelessness and those
supporting them regarding palliative care conversations.
While all participants were service users or providers in
London, the challenges described and the strategy suggested
for managing uncertainty could be beneficial in other loca-
tions. The voices of people experiencing homelessness are
represented throughout this research; however, those with
severe substance misuse issues and those sleeping rough
(and not accessing day centres) are likely to be under-rep-
resented. Our results were discussed within a steering group
composed of people with lived experience of homelessness,
palliative care researchers and clinicians and professionals in
inclusion healthcare who concurred that the findings reso-
nated with their experiences.

Unanswered questions and future research

Methods for providing palliative care support for people
who are homeless need urgent consideration. The lack of
facilities that can provide adequate support to people who
are homeless with high support needs demonstrates the
need to strengthen and foster collaborations between part-
ners from health, housing, social, homelessness and pallia-
tive care services. Also, given the uncertainties in supporting
people who are homeless and experiencing advanced
ill health, we propose parallel planning as a method for

identifying, exploring and respecting the wishes of individ-
uals as their health deteriorates. For some people, moving
the focus of conversations away from ‘recovery’ towards
‘living well/quality of life’ has the potential to facilitate more
patient-centred, multidisciplinary care and contingency
planning. Future research is needed to explore the viability
of this approach and evaluate its effectiveness. It is essential
that all professional groups are provided with training and
support (potentially from palliative care services) to bring
about this shift in thinking, and that robust evaluation of this
training is completed.

CONCLUSION

This research highlights the need for a different approach
to supporting people who are homeless and are experi-
encing advanced ill health, one that incorporates uncer-
tainty and promotes choice. We propose parallel planning
and mapping as a method for working with uncertainty
and complexity. We acknowledge that this approach will
not always be straightforward, nor will it be suitable for
everyone, yet moving the focus of conversations about the
future away from death and dying, towards the present
and the future may a helpful place to start.
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