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¢ƻŘŀȅΩǎ ¢ŀƭƪ 

ÅBackground: research findings on challenges around support received by 
people experiencing homelessness who have advanced ill health 

ÅRecommendations from this research 

ÅTraining for hostel staff: evaluation and resources 

ÅPilot intervention  

ÅOther ongoing projects 

ÅConclusion and implications 

 





1          2           3           4           5          6           7          8           9        10
IMD 

Women 11.9 (95% CI 10.4ς13.3; I2 94,1%) 

Men 7.9 (95% CI 7.0ς8.7; I2 99.1%) 

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2018 

Office of National Statistics 723 deaths in 2018. 

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   

Average age of 
death in the UK 

(ONS): 

45 for men (88%) 
43 for women 

(12%) 

 

 

 

 

  

Homeless people are dying young 

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2018
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2018
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2018


Dying as a homeless person 

Deaths are often sudden, untimely and 

undignified, with access to palliative 

care being very unusual  

(Crisis report 2012) 

 



Gemma 

How can we 

improve 

palliative care 

for people who 

are homeless? 



What is Palliative Care?  

Palliative care  

Å is a holistic multidisciplinary approach in the care and 

support of people with a life limiting condition and 

advanced ill health 

Åaims to help people have a good quality of life 

Åcan occur alongside active treatment 

 



Systematic review 

ωSynthesis of previous 
research 

ω2005-2016 

ω13 studies: one from 
UK (7 hostel staff) 

ωMainly from north 
America 

Qualitative study 

ω3 London Boroughs  

ωFocus group and 
interviews 2015--2016 

ω127 participants: 

ω28 PEH 

ωмл 9.9Ωǎ 

ω49 health and social 
care providers 

ω40 hostel and 
outreach staff 

Tenancy sustainment 
team 

 

What are the challenges to palliative care access for people 
experiencing homelessness and what can be done to improve care?  



Findings 
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Main Findings: Uncertainty and Complexity 
 

éaround who is palliative due to:  

 Disease trajectory & Young age 

 Substance misuse & complex behaviour 

 Lack of access to and utilisation of mainstream services 
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death Months/years 

Organ failure eg liver disease 

Many deaths are sudden, 

but not unexpected 



This uncertainty 
results in people 
not being 
considered for 
referral to 
palliative care 
services 

¢ƘŜȅ ǎƻǊǘ ƻŦΧŎƻǳƭŘ ōŜ ŎƭŀǎǎŜŘ ŀǎ ǇŀƭƭƛŀǘƛǾŜ ōǳǘ ǘƘŜȅ ŀǊŜ 
ŀƭǎƻ ǊŜǾŜǊǎƛōƭȅ ǇŀƭƭƛŀǘƛǾŜΦ {ƻ ƛŦ ȅƻǳ ŘƻƴΩǘ ǎǘƻǇ ŘǊƛƴƪƛƴƎΣ ƛŦ 
ȅƻǳ ŘƻƴΩǘ ǎǘƻǇ ŘƻƛƴƎ ǘƘŜǎŜ ǘƘƛƴƎǎΣ ǘƘŜƴ ȅƻǳ ŀǊŜ ǇǊƻōŀōƭȅ 
ƎƻƛƴƎ ǘƻ ŘƛŜ ƛƴ с ƳƻƴǘƘǎΦ !ƴŘ ƛǘΩǎ ŀ ƭƛǘǘƭŜ ōƛǘ ŘƛŦŦƛŎǳƭǘ 
sometimes to class them as palliative, when you have a 
reversible cause to it. Healthcare professional 

άL ǘƘƛƴƪ ǘƘŀǘ ǇŜƻǇƭŜ ŀǊŜ Ƨǳǎǘ ǊŜǎƛǎǘŀƴǘ ǘƻ ǘƘŜ ŎƻƴŎŜǇǘ ƻŦ ǘƘŜƳ ώǇŜƻǇƭŜ 
who are homeless] being palliative patients. You are dealing with people 
ǿƘƻ ŀǊŜ ǎǘƛƭƭ ǊŜƭŀǘƛǾŜƭȅ ȅƻǳƴƎΧƛǘϥǎ ŘƛŦŦƛŎǳƭǘέΦ 
Specialist GP 

 



Main Findings: Gaps 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. 
 

 



Gaps in current systems: challenges with traditional models of care 

ά!ǘ ƭŜŀǎǘ ǘƘǊŜŜ ǘƛƳŜǎ ŀ ǎƘƛŦǘ ǿŜ ŎƘŜŎƪ ǎƘŜΩǎ ƻƪŀȅΦ 
LǘΩǎ ƘŀǊŘΧ ǇŀǊǘƛŎǳƭŀǊƭȅ ƻƴ ǿŜŜƪŜƴŘǎ ŀƴŘ ƴƛƎƘǘǎ 
ǿƘŜƴ ǿŜ ƻƴƭȅ ƘŀǾŜ ǘǿƻ ǎǘŀŦŦΧ ƛǘΩǎ ŀ ōƛƎ ƘƻǎǘŜƭ ώсл  
ǊŜǎƛŘŜƴǘǎϐΧ ǘƘƛǎ ƛǎƴΩǘ ŀƴ ŀǇǇǊƻǇǊƛŀǘŜ ŜƴǾƛǊƻƴƳŜƴǘΣ 
ōǳǘ ƛǘΩǎ ǘƘŜ ōŜǎǘ ǿŜ ƘŀǾŜέ  Hostel staff 

άΧ²ŜΩǊŜ ǎƻŎƛŀƭ ǿƻǊƪŜǊǎΣ ŎƭŜŀƴŜǊǎΣ 
ŀŘǾƛǎƻǊǎΣ ǿŜΩǊŜ Ƨǳǎǘ ŜǾŜǊȅǘƘƛƴƎΧ ²Ŝ 
ŜƛǘƘŜǊ Řƻ ƛǘ ƻǊ ǘƘŜǊŜΩǎ ƴƻ ƻƴŜ ŜƭǎŜ ǘƻ 
Řƻ ƛǘέ  TST staff 

ÅHomelessness services role is to 

support people into recovery 

ÅHostels are designed to provide 

temporary accommodation 

ÅStaff left to support people with 

increasing complexity, with limited 

resources 

ÅStaff go way over and above their 

role 

ÅOften have difficulty accessing social 

services & adequate medical support 



Main Findings: Gaps in Current systems ς lack of 
options in place of care  

Å Hostels taking burden of 
supporting people who are very 
ǳƴǿŜƭƭ κ άȅƻǳƴƎ ƻƭŘǎέ κ ǇŜƻǇƭŜ 
with cognitive impairment  

Å Lack of alternative places of 
care due to: 

Å Young age 

Å Mental health difficulties 

Å Substance misuse  

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?! 
'We don't want ǘƘƛǎ нф ȅŜŀǊ ƻƭŘέΧ 

you know? Specialist nurse  



Main Findings: Barriers to Advance Care Planning 

Uncertainty of 
prognosis  

Lack of options 
to offer 

Concern about 
fragility & 

removing hope 

Lack of 
confidence 

Denial -  from 
all sides  

 

       

άCƻǊ ǇŜƻǇƭŜ ǿƘƻ ŀǊŜƴΩǘ ŜƴƎŀƎƛƴƎΧ {ŜƭŦ-discharging, in and out of 
ƘƻǎǘŜƭǎ ΧΦƴƻōƻŘȅ ŦŜŜƭǎ ǘƘŜȅ ŎƻƳǇƭŜǘŜƭȅ ƪƴƻǿ ǘƘŀǘ ǇŜǊǎƻƴΧŀƴŘ ƘŀǾƛƴƎ 
ǘƘƻǎŜΧ ǾŜǊȅ ŘƛŦŦƛŎǳƭǘ ŎƻƴǾŜǊǎŀǘƛƻƴǎΣ ǿŜƭƭ ΧǎƻƳŜǘƛƳŜǎΧƴƻ ƻƴŜ ŦŜŜƭǎ 

ǉǳŀƭƛŦƛŜŘΧέ  Health care professional  
 



Overcoming the challenges  

©STIK 



Recommendations around palliative care 

1. 1. A Shift in Focus: 

2. (parallel planning)   
 

 

 

End of life care Advanced 
ill health 



Recommendations around palliative care 

1. 1. A Shift in Focus: 

2. (parallel planning)   
 

éas a way of working with Uncertainty  

 

End of life care Advanced ill 
health 

ÅIdentify people whose health is a concern 
ÅPerson-centred exploration of insights into illness, wishes and choices, not just giving 

warningsς but how to live well  
ÅRespecting choices even if we feel they are unwise 
ÅEarly & repeated conversations 
ÅNot just issues for the very end of life, but about living well. 

Supporting decisions, while keeping options open  



Recommendations around palliative care 

1. A Shift in Focus: 

1. (parallel planning)   
 

 

 

End of life 
care 

Advanced 
ill health 

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

 

 

 

a) Care in own home ï eg Housing First 

ÅHistory of rough sleeping associated with high risks of long term health issues 

ÅHousing first / floating support models need to include comprehensive long-

term wrap around support 

 

 



Recommendations around palliative care 

1. A Shift in Focus: 

1. (parallel planning)   
 

 

 

End of life 
care 

Advanced 
ill health 

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

 

 

 

a) Care in own home ï eg Housing First 

b) High support need facility that  

ÅUnderstands the needs of people who are homeless  

ÅActs as a step up from hostel/street & a step down from hospital  

ÅCould provide adequate 24 hour support 

ÅOffers respite AND/OR a comfortable place to live until the end of life 

 

Example in 
Ottowa and 

Toronto 



What if the hostel is seen as their home? 

Lǘ ǿŀǎ Ƙƛǎ ŘŜǎƛǊŜ ǘƻ ǊŜƳŀƛƴ ƘŜǊŜΣ ƘŜ ǿŀƴǘŜŘ ǘƻ ǊŜƳŀƛƴ ƘŜǊŜΣ ŀƴŘ ΧŦƻǊ ƳŜ 
ǇŜǊǎƻƴŀƭƭȅΧL ŘƻƴΩǘ ǘƘƛƴƪ ǿŜ ǎƘƻǳƭŘ Ǝƻ ŀƎŀƛƴǎǘ ǘƘŀǘΧΦHostel staff 

¢ƘŜǊŜΩǎ ōŜŜƴ ŀ ŦŜǿ Ǝǳȅǎ ǘƘŀǘ ǿŜǊŜ ƛƴ ƘƻǎǇƛǘŀƭΣ 
ǘƻƭŘ ǘƘŜȅ ǿŜǊŜ ŘȅƛƴƎ Χ ǘƘŜȅ ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ Ǝƻ ǘƻ 
ŀƴȅ ƘƻǎǇƛŎŜΣ ǘƘŜȅ ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ Χ ǎǘŀȅ ƛƴ 
hospital, they wanted to die in the homeless 
ƘƻǎǘŜƭΧΦ Expert by Experience  



Recommendations around palliative care 

1. 1. A Shift in Focus: 

2. (parallel planning)   

 

 

 

End of life 
care 

Advanced 
ill health 

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

 

 

 

 

a) Care in own home ï eg Housing First 

b) High support need facility  

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

ÅGreater multi agency working - regular meetings to discuss clients of 

concern 

ÅMore training and support for all groups  

 



Training and Support 

©STIK 



Homeless palliative care toolkit 

www.homelesspalliativecare.com 

ÅIdentifying Clients 

ÅAssessing Needs 

ÅSharing Care 

ÅCommunication  

ÅBereavement 

ÅPracticalities after a death  

ÅSelf Care 
 



Person centred care - support and concerns mapping  
start from where client is and work alongside them  

 

Hopes for the 
future 

 

Physical  

Emotional 

 

Social /  
Practical 

 

Relationships 

 

Substance Use 

 

Treatment 
and Care 

Patient / client 

ÅPlace patient in centre  

ÅLocate important issues to address  

ÅColour lines according to priority  

High Priority 

Low Priority 

Difficult 



26 Questions to consider 
PHYSICAL 

ÅDo you have thoughts about where things are 

going with your illness? 

ÅWhat do you understand about your current 

health situation? 

ÅWhat are your main concerns? 

ÅWhat would you like to see happen next? 

SUBSTANCE USE 

ÅDo you wish to reduce your drinking/substance use? 

ÅSay you struggled to stop drinking, what do you think 

might happen in the next 3/6/9 months? 

ÅWould you like to go to detox/rehab? 

ÅCan we make a plan to meet again in a few 

days/weeks/months, and see where youõre at with 

everything then? 

RELATIONSHIPS 

ÅWho are the people you trust the 

most?  

ÅWho would you like to be there if you 

got ill (again)? 

ÅWho would you NOT want to be there if 

you got ill? 

ÅWould you like to get in touch with 

family? 

 

 

TREATMENT AND CARE 

ÅDo you feel you need any extra support with your care (nursing or 

personal care)? 

ÅAre you having any difficulties getting around? 

ÅIf you became very ill, where would you want to be cared for? Here 

at the hostel, in a hospital or a hospice? 

ÅWould you like to talk to your GP/doctor about what treatments you 

want/do not want? 

EMOTIONAL 

ÅHow are you feeling about your recent 

diagnosis/hospital admission/poor health? 

ÅIõve noticed you seem a bit withdrawn lately, 

can I help with anything? 

ÅWould you like to tell me about your 

concerns/worries? 

ÅWhat do you feel would help right now? 

HOPES FOR FUTURE 

ÅWhat is most important to you at the 

moment? 

ÅAre there things you have always wanted to 

do? 

ÅWould you like support to reconnect with 

family? 

 

 

SOCIAL / PRACTICAL ISSUES 

ÅHave you been having trouble attending 

appointments, could we help with this? 

ÅHave you thought about making a will or letter of 

wishes? 

ÅWhat do you want to see happen with your 

possessions/pets after you die? 

ÅHave you ever thought about how youõd like to be 

remembered? 

 



Keep everything in but 
ǎǇǊŜŀŘ ƛǘ ƻǳǘ ƳƻǊŜΧ 

Two day training in two hostels 
Qualitative findings ς post training  

 у ȅŜŀǊǎ ƻŦ ǘǊŀƛƴƛƴƎΧ ǘƻŘŀȅ ǿŀǎ ǘƘŜ ŦƛǊǎǘ ǘƛƳŜ ŀƴȅ 
trainers have bothered about us. Its always been 
ŦƻŎǳǎŜŘ ƻƴ ŎƭƛŜƴǘΩǎ ƴŜŜŘǎΦ bŜǾŜǊ ŀōƻǳǘ ǳǎΣ ŀƴŘ ƛŦ 
ǿŜ ŀǊŜ ƭŜǎǎ ǎǘǊŜǎǎŜŘ ΧǘƘŜ ŎƭƛŜƴǘǎ ŀǊŜ ƎƻƛƴƎ ǘƻ ƎŜǘ 

the best of us.  

When just you do training, it can be 
ǾŜǊȅ ŘƛŦŦƛŎǳƭǘ ǘƻ ƛƳǇƭŜƳŜƴǘΧ ōŜŎŀǳǎŜ 
ȅƻǳΩǊŜ Ƨǳǎǘ ƻƴŜ ƻŦ ƳŀƴȅΦ ²ƘŜǊŜŀǎ ƛŦ ƛǘΩǎ 
ŀƭƭ ƻŦ ǳǎΧ ǘƘŜ ǾƻƛŎŜǎ ƻŦ Ƴŀƴȅ ǘƘŀǘΩǎ 

going to push changes through. 



3 month follow up ς qualitative findings  

Impact 

ÅMore discussion about end of life care within hostel 

ÅSome conversation tools being used 

ÅDeaths and memorials being used as a trigger for conversations 

ÅA 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 the training 

[ƛƴƪǎ ŀƴŘ ǊŜƭŀǘƛƻƴǎƘƛǇ ǿƛǘƘ ƘƻǎǇƛŎŜ ŀƴŘ ǊŜƎǳƭŀǊ a5¢Ωǎ ƴƻǘ ȅŜǘ ŜǎǘŀōƭƛǎƘŜŘ 
 

Therefore: Training alone is not enough 



Current Project: 
twinning hospices and hostels  
 

Aims: 
1. Improve access to high quality care and 
support for people experiencing 
homelessness with advanced ill health 
 
2. Reduce burden on frontline staff 
 
by embedding training, support and a MDT 
approach into hostels 

 
©STIK 



Aiming for in-reach and multiagency working to discuss 
clients of concern 

High Risk 
Clients 
Review 
Meeting  

GP 

Surgery 
nurse 

Key worker  

Hostel / 
centre 

Manager 

Palliative 
Care 

Coordinator 

Drug and 
Alcohol support 

worker 

Hospice 
Rep 

Information sharing 

Coordinated Care planning 

Parallel planning 



Homelessness champions 

2-4 palliative care 
specialists 

identified from 
hospice 

Identifying 
residents of 

concern & red 
flags 

Work with 1-2 
hostels 

Advocate for 
support from 

external services 

2 half days per 
month each (part pf 

job plan) 

Bereavement and 
self care support 

Provide training and support on: 

Supporting 
(advance) care 

planning 



Training 
for 

champions 

Background to 
homelessness 

Hostel / 
homelessness 

landscape 

Complexity of 
Need 

Integrating 
palliative care 

in 
homelessness  Their role as 

a champion 

Using 
resources and 

toolkit 

Case 
examples 



Stakeholder event ς launched in each area  
Aims:  
ÅInform about findings of previous project   

ÅShare and co-design proposed project 

ÅDevelop links going forward to support multi-agency support  

ÅPlan next steps 

DtΩǎ κ //D 
leads 

District nurses 
Adult social 

care  
Drug and 
alcohol 

Hostel staff / 
homeless 

commissioners 

Palliative care 
specialists 

People with 
lived 

experience 

Invitees: 



The stakeholder meeting.. was invaluable for them to 
understand that we were not trying to trick them or 
ƛƳǇƭƛŎŀǘŜ ǘƘŜƳ ƛƴ ŀƴȅ ǿŀȅ ΦΦōǳǘ ǘƻ Ƨǳǎǘ ǎǳǇǇƻǊǘ ǘƘŜƳέΦ 
Champion from hospice 

άL ǿƛƭƭ ōŜŎƻƳŜ ƳƻǊŜ ƻǇŜƴ ǘƻ ƘŀǾƛƴƎ ƳƻǊŜ ŘƛŀƭƻƎ ŀōƻǳǘ ǿƘȅ ǘƘŜȅ ƘŀǾŜ 
overstayed and get more involved and behind this. However, if people are 
staying longer in the hostel and they are unwell, need to look at who is going 
ǘƻ ŎŀǊŜ ŦƻǊ ǘƘŜƳΦέ Commissioner for hostel provision ς Monitors overstays. 

άDǊŜŀǘ ǘƻ ƘŜŀǊ ŦǊƻƴǘƭƛƴŜ ǎǘŀŦŦ ŀǘ ǘƘŜ ƘƻǎǘŜƭǎ ŀǊŜ ƎŜǘǘƛƴƎ ǘƘŜ ǊŜŎƻƎƴƛǘƛƻƴ 
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 this ǊŜŎƻƎƴƛǘƛƻƴέΦ Overall manager of housing provider 

Stakeholder event ς un-foreseen outputs  
a potential intervention on their own? 



Project evaluation ς mixed methods 

Questionnaires for hostel 
staff at baseline & 6 

months 

ωConfidence about: 

ωIdentifying and 
securing support  

ωSupporting a resident 
with advanced health 
needs 

ωAttitudes regarding a 
planned hostel death 

ωSupport received from 
managers 

ωCollaboration with 
external services 

Qualitative interviews at 6 
months with champions 

and hostel staff  

ωAchievements & 
challenges of the project 

ωImpact on stress & staff 
morale 

ωImpact on quality of 
support for residents  

ωPerspectives on 
sustainability / going 
forward 

ωIllustrative case examples 

Monthly data collection 
from champions 

ωNumber of clients 
discussed 

ωReferrals made to: 

ÅSocial services 

ÅPalliative care 

ωAmbulance call outs 

ωUnplanned hospital 
attendances 

ωAdvice & training given 

ωProgress & challenges  



Χǘƻ ŘŀǘŜ 

©STIK 

Å 8 hostels currently linked with 6 hospices 
in London, Kent and Birmingham 

Å Hull and Manchester sites to launch in  

Å Evaluation near to completion in London  

Å Preliminary analysis from 3 hostels ς with 
3 hostel managers, 5 hostel staff and 6 
champions (one evaluated early due to 
maternity leave) 

 


