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End of life care and homelessness
The goals of compassionate palliative care
The current study
Challenges to palliative care for homeless people
Sharing what works
Next steps

High numbers of young deaths – average age
of death 47
 Limited advance care planning
 Uncertainty and denial
 Limited research in this area in the UK
 St Mungo’s/UCL liver disease


“It’s not like cancer where you can kind of say “you’ve got 3-6 months”. There's always a slightly open
ended….you don’t really know. Many times people have gone on… years after you’ve thought, that
person is going to be dead by next week. They carry on and carry on and carry on and carry on….” –
Health care professional

End of
life
care

Care that helps
those with incurable
illness to live as well
as possible until they
die (not just last
weeks of life)

Department of Health, End of life care strategy, 2008

• Being treated as an individual,
with dignity and respect
• Being without pain and other
symptoms
For many a
‘good death’ • Being in familiar surroundings
• Being in the company of close
would
family and/or friends
involve:
National Council for Palliative Care, End of
Life Care Strategy, 2006
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) The support that is
currently available for
homeless people with
advanced ill health.

) What could be done to
improve things for homeless
people who are very ill and
at risk of dying?

Exploring:
• What services and supports are currently

available for homeless people with
advanced ill health?

• What is preventing/hindering access to
these services and supports?
•
23)

What should good care for homeless
people with advanced ill health look like?

Missed opportunities
Huge burden on hostels
Little choice
Complexities in planning
Things that work well

Before and after palliative care needs are identified
“Waiting times for services have a huge impact. We look for signs in our clients that
they’re ready to make a change in their life, and the moment I see that, I pick up the ball
and run with it. The moment I come across a barrier, somebody saying you have to wait
six weeks for an appointment, that just kills the momentum. You might as well say six
years…”- Outreach worker

“There’s no pathway for them, a lot of clients …come back [to the hostel from detox] and..
you may as well… stand at the door with a bottle of beer and say “here you go”.
– Hostel staff



Flexible, responsive services
 Wet,

dry, damp services, that are accessible.



More than a “one size fits all” rehab



Meaningful activities and skills development

• Focus on recovery
• Hostels dealing with increasing complexity, with limited resources
• Low staff : client ratios, little night cover
• Difficulty accessing social services & palliative care
• Hostel staff end up providing personal care
• Hostel environment – chaotic, safeguarding concerns

• Lack of alternatives
• Huge impact on staff & other residents

I think especially for the younger workers [hostel staff] it's .. it's frightening for
them, it really, really is. And our clients can get to be very frightening; they swell
up and they will have huge stomachs and, and some of them at the end of life,
they look frightening, you know; and …some of the workers, especially the
young ones have never seen anything like it and they are very scared of death
– Hostel staff

“….as much as we wanted to try and stretch our shifts in order to
accommodate her and try to make her room not be covered in urine and
faeces…. we also had up to 30 other residents in the hostel as well …” Hostel staff

I’d love to be able to …. give more time, more energy, more support, more
encouragement …, but we just don’t have that here. The staff ratio is about 5 to
60… so it’s just not possible, and she needs more intensive support where she’s not
being pressured by others, cause we can’t look out for her all the time- Hostel

deputy manager

Environment (vulnerability, chaos)
Maybe their [social services] assessment was correct, but I would have said
that he was very unsuitable here. He was very vulnerable. You know, if
you’ve got dementia you are very open to more able clients here trying to
take advantage of you – Specialist GP

Choice - hostel as home?

And you could go to another place and meet all those people again who are
drinking…or needles…drugs and drink again. It never stops. Move move move….If
someone said they could give you somewhere stable…. you know…a proper place.
And sometimes, and I don’t mean this in a bad way…but I’d rather do life in prison,
right, knowing that I wont be moved again – Hostel resident

Because, living here…..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…. in a care home. The sort that has people there 24 hours…..

But… there aint no care homes around! Where are you going to put

all these people?
Hostel residents





Specialized high support environments, acceptable to homeless people

Due to lack of alternatives, hostels may be best placed to provide support
and care at end of life – but need additional support :
 Staff

training & empowerment

 Greater

resources to allow more time for trusting

relationships to be developed
 Greater

support & collaboration from medical

and social services for hostel residents and staff

Uncertainty of
prognosis

Denial - from
all sides

Lack of
confidence

Concern about
fragility &
removing hope

Lack of options
to offer

“The number of people that have come with 6 months to live and we've still got them
two and a half years later …cause what these doctors don't seem to understand is that
our clients tend to be made of quite stern stuff and they don't give in easily”– Hostel staff

“For people who aren’t engaging… Self discharging, in and out of hostels ….nobody feels
they completely know that person…and having those… very difficult conversations, well
…sometimes people feel that someone else should be doing it... no one feels qualified…
So…if someone comes into hospital ….and we only have a 5 minute chat – should I have

had that conversation with them…? “ – Health care professional

 Early


and repeated conversations.

Not just issues for the very end of life, but
about living well.



Support and training for all staff.



Acceptance that not everyone will want to
have these conversations, staff and

residents.

Palliative care coordinator (St Mungo’s)
“ What was very beneficial is having a coordinator…the hospice was involved early… so that
relationship started to build a year before...So that resident would go to [the hospice], like getting

massages…a bit of counselling. They kind of knew the place, and the only way that… happened
was because we had a coordinator within the organisation that set that up” – Hostel staff

Pathway teams, multidisciplinary working and case reviews, medical in-reach
“ I think …professionals coming into our service, makes a huge difference, I mean here we have
teams that only work with homeless people… they are nurses and doctors…they have all the
medical experience and that added experience of working with homeless people” – Hostel staff

 Value

of building trusting relationships

 Parallel

planning - eg using mapping

 Emergency
 Reflective

care plans – for use in hostels

practice for staff

 Bereavement

support

– for staff and residents
 Staff

training and resources (NHS pathway & Mungo’s)
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Complete data collection and
analysis
 Develop training for different
professional groups
 Fine tune resource pack




Communicate results around gaps
to commissioners, policy makers &
social care providers

“One of my clients who passed this year, who had cancer…he was in the hospital…
he was asking to go back to the hostel…So …they got the whole thing set up in
time for him to have the palliative care team in the hostel with him, he had a nurse
with him the whole time… in the day, and one during the night. And we got the
phone call on the Monday, he had passed away. He went in his sleep. He got to be

where he wanted to be… and everything set up for him, it worked perfect. So I
know it can work”-EBE apprentice/care navigator
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