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Rebuilding livas

Care and support
through terminal illness
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ABackground: research findings ohallengesaround supportreceived by
people experiencing homelessness who have advanced ill health

ARecommendations from this research

ATraining for hostel staff: evaluation and resources
APilot intervention

AOther ongoing projects

AConclusiorand implications



Homeless deaths rose by arecord 22%
last year, says ONS report

Charities demand action after estimated 726 homeless people die
in England and Wales

A Jon Sparkes from Crisis said homeless people ‘should not be dying unnoticed and unaccounted for'. Photograph:
Yui Mok/PA



Homeless people are dying young
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Morbidity and mortality in homeless individuals, prisoners, sex workers, and individuals with substance use disorders in high-income countries: systematic review and meta-analysis. R Aldridge,
A Story, S Hwang et al, The Lancet Nov 2017

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleineantivales/2018
Office of National Statistics 723 deaths in 2018.



https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2018
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Dying as a homeless person

Deaths are often sudden, untimely and
undignified, with access to palliative
care being very unusual

(Crisis report 2012)



How can we
iImprove
palliative care
for people who
are homeless?/
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What is Palliative Care?

Palliative care

A is a holistic multidisciplinary approach in the care and
support of people with a life limiting condition and
advanced Iill health

A aims to help people have a good quality of life

A can occur alongside active treatment



What are the challenges to palliative care access for people
experiencing homelessness and what can be done to improve Cc:
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Findings
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MainFindingstncertainty and Complexity

éaround who 1s palliatiwv

Disease trajectory & Young age

Substance misuse & complex behaviour
Lack of access to and utilisation of mainstream services

Organ failure eg liver disease

U Uun

Months/years death

Many deaths are sudden,
but not unexpected
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MainFindingsGaps in Current systems &
Lack of Options in Place of Care

Many people with very complex
needs, at risk of dying, are in hostels
or temporary accommodation with
Inadequate support & care.




Gapsn currentsystems: challenges with traditional models of care
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MainFindingsGaps in Currerstystems; lack of
options in place of care

A Hostels taking burden of
supporting people who are ver
dzy o St f Kk ae 2dz
with cognitive impairment

Most care homes are for people with
dementia who are older; it's just, it's
our patients just don't fit any of
these like rigid things....the care
homes themselves are like 'what?! Lack of alternative places of

'We don'twantd KA & Hd &SI NI\ 2MRREEXIERGE
you know?Specialist nurse A Young age
A Mental health difficulties

A Substance misuse




MainFindingsBarriers to Advance Care Planning

Concern abou
fragility &
removing hope

Lack of Denial- from
confidence all sides
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Overcoming the challenges



Recommendations around palliative care

: i Advanced
End of life care » i

1. A Shift in Focus:
(parallel planning)




Recommendations around palliative care

1. A Shift in Fo_cus:
(parallel planning) ea

éas a way of working with Uncert al

Supporting decisions, while keeping options open

A Identify people whose health is a concern

A Personcentredexploration of insights into illness, wishes and choices, not just giving
warningg but how to live well

A Respecting choices even if we feel they are unwise

A Early & repeated conversations

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



Recommendations around palliative care

Advanced
il health

2. Choice in Place of Care and Care in Place of Choice:

1. A Shift in Focus: End of life
(parallel planning) ks

a) Care in own home i eg Housing First

A History of rough sleeping associated with high risks of long term health issues
A Housing first / floating support models need to include comprehensive long-
term wrap around support



Recommendations around palliative care

1. A Shift in Focus:
(parallel planning) care il health

2. Choice in Place of Care and Care in Place of Choice:

a) Care in own home | eg Housing First

b) High support need facility that

Example in

AJnderstands the needs of people who are homeless Ottowaand

Aucts as a step up from hostel/street & a step down from hospital (SEEASULS

ACould provide adequate 24 hour support
fOffers respite AND/OR a comfortable place to live until the end of life



What if the hostel is seen as their home?
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Recommendations around palliative care

End of life Advanced
care il health

2. Choice in Place of Care and Care in Place of Choice:
a) Care in own home 1 eg Housing First

1. A Shift in Focus:
(parallel planning)

b) High support need facility

c) More in-reach (into hostels / day centres)

A Greater multi agency working - regular meetings to discuss clients of
concern
A More training and support for all groups






Homeless palliative care toolkit

A ldentifying Clients
A Assessing Needs
A Sharing Care

A Communication

A Self Care

Homeless palliative care
toolkit

This research informed toolkit provides information and
or frontline staff supporting people who are

resour r
homeless and who have significant health needs.
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Person centred care - support and concerns mapping
start from where client is and work alongside them

APlace patient in centre
ALocate important issues to address
AColour lines according to priority

Hopes for the
future

High Priority

—— | Low Priority
—— | Difficult

Treatment
and Care

Patient/ client

Social /
Practical

Substance Use Relationships
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PHYSICAL SUBSTANGSE TREATMENT AND CARE

ADo you have thoughts about where things & ADo you wish to reduce your drinking/substance  ADO you feel you need any extra support with your c:

: : : 2
going with your illness? ASay you struggled to stop drinking, what do you - paseisl care). o _

Awnat do you understand about your current might happen in the next 3/6/9 months? AAre you having any difficulties getting around?
health situation? Awould you like to go to detox/rehab? Alf you became very ill, where would you want to b

AWhat are your main concerns? ACan we make a plan to meet again in a few at the hostel, in a hospital or a hospice?

AWhat would you like to see happen next? ¢ a ys/ weeks/ mont hs, a n ¢ AWould you like to talk to your GP/doctor about wh |
everything then? want/do not want?

EMOTIONAL HOPES FOR FUTURE SOl yEReeient Issbes RELATIONSHIPS

AHow are you feeling about your recer gnwmat is most |mportanttoyouat the AHave' you been having trouble attending Awnho are the people you trust t
diagnosis/hospital admission/poor he  omant? appointments, wehielp with this? most?

Al dve noticed you Aaethere things you have alwaysd AHgve you thought about making a will or l&g@oofvould you like to be there
can | help with anything? do? wishes? got ill (again)?

Awould you like to tell me about your  gwould you like support to reconneci Awnhat do you want to see happen with youlwho would you NOT want to
concerns/worries? family? possessions/pets after you die? you got ill?

Awhat do you feel would help right now AHave you ever thougiwduld yob likeltd gethinotomch )

remembered? family?
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Two day training in two hostels
Qualitative findingg post training
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3 month follow ugg qualitative findings

Impact
AMore discussion about end of life care within hostel

A Some conversation tools being used
ADeaths and memorials being used as a trigger for conversations

AA section has been added to the agenda of team meetings to discuss clients of
concern

However
High staff turnover meant that many staff who were working 3 months later had not

accessed théraining
[AY14a4 YR NBfFIAZ2YAKALl 6A0K K2AaLIAOS |y

Therefore: Training alone is not enough



CurrentProject:
twinning hospices and hostel

Aims:

1. mproveaccess to high quality care and
supportfor peopleexperiencing
homelessness withdvanced ilhealth

2. Reduceburden on frontlinestaff

by embedding training, supportand a MDT
approachnto hostels
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Aiming for iRreach and multiagency working to discuss
clients of concern

Hospice Surgery
Rep nurse

Information sharing Parallel planning

Drug and
Alcohol support
worker

Palliative Hostel /
Care centre
Coordinator Manager

Coordinated Care planning

Key worke}




Homelessness champions

Advocate for
support from
external services




Hostel /

homelessnes:

landscape

Background 1

Integrating
palliative care
N
homelessnes: Their role as
a champion

resources and

Training
for e
champions




Sakeholder event launched in each area

Aims:
Alnform about findings of previous project
AShare and calesign proposed project
ADevelop links going forward to support medifjency support
APlan nexsteps

Invitees:

Adult social
care




Sakeholder event un-foreseen outputs
a potential intervention on their own?
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for the work they do. One of the outcomes of the project is to see
whether things improve for the frontline staff which may simply be

\improved just by thisll> O 2 3 yOkeialkn2ngoér @i housing provider
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overstayed and get more involved and behind this. However, if people a

staying longer in the hostel and they are unwell, need to look at who is g
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(The stakeholder meeting.. was invaluable for them o)

understand that we were not trying to trick them or
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Project evaluatiog mixed methods

Questionnaires for hostel
staff at baseline & 6
months

Qualitative interviews at 6
months with champions
and hostel staff

Monthly data collection

from champions

wConfidence about:

wldentifying and
securing support

wSupporting a resident
with advanced health
needs

wAttitudes regarding a
planned hostel death

wSupport received from
managers

wCollaboration with
external services

wAchievements &
challenges of the project

wlmpact on stress & staff
morale

wlmpact on quality of
support for residents

wPerspectives on
sustainability / going
forward

wlllustrative case examples

wNumber of clients
discussed

wReferrals made to:
A Social services
A Palliative care
wAmbulance call outs

wUnplanned hospital
attendances

wAdvice & training given
wProgress & challenges



V 4

X2 RFGS

A 8 hostels currently linked with 6 hospices
In London, Kent and Birmingham

A Hull and Manchester sites to launch in
A Evaluation near to completion in London
A

Preliminary analysis from 3 hostejsvith
3 hostel managers, 5 hostel staff aéd
champions (one evaluated early due to
maternity leave)
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