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Today’s Talk
• Background on homelessness and health

• Routes into homelessness
• impact of childhood trauma and adverse childhood experiences on adults

• Homelessness as a health issue

• Palliative care and homelessness: What we know from research
• Challenges and complexities around the support received by people 

with advanced ill health living in hostels

• What’s needed to improve access to support for this population

• What works

• Opportunities to get involved



What is a 
home to us?



“A home provides roots, identity, a sense of 

belonging and a place of emotional well-being. 

Homelessness is about the loss of all these things “

Crisis (2010)



What do we mean by 
homelessness?

What do we 
mean by 

“homelessnes
s”

Rough 
sleepers

People 
who are 
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housed 
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staying in 
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People 
living in 
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surfing 

People in 
temporary 
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on 
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Many routes to homelessness – Structural and social 
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Risk factors for homelessness
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Many routes to homelessness – Structural, social, life events and individual vulnerabilities 

Risk factors for homelessness
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Many routes to homelessness – Structural, social, life events and Individual vulnerabilities 

Risk factors for homelessness

Drug or alcohol 

problems 

Relationship 

breakdown

Mental health 

problems 

Experienced 

Neglect or 

abuse

Parental 

separation

Adverse 

child

experiences

*

Inequality

Housing 
supply / 

affordability

Poverty

Unemployment 
/ employment 

rights

Welfare

Income 
policies

Criminal 

justice 
Acquired brain 

injury

Domestic 

violence
Parent with 

addiction

Parent 

incarcerated

Parent with 

mental ill-

health

http://www.cdc.gov/ace/about.htm*

Autism ADHD

Immigration 
NRPF

http://www.cdc.gov/ace/about.htm


Multiple exclusion homelessness 
Definition of multiple exclusion homelessness1: 

• Homeless in addition to one or more of the following domains of 

‘deep social exclusion’: 
• institutional care (prison, local authority care, mental health hospitals);

• substance misuse 

• participation in 'street culture activities’ (begging, street drinking, 

'survival' shoplifting or sex work).

Childhood trauma and multiple exclusion homelessness

• 85% of people with experience of homelessness and substance use 

and contact with criminal justice had experienced childhood trauma 
2. 

1Fitzpatrick, S., Johnsen, S., & White, M. (2011). Multiple Exclusion Homelessness in the UK: Key Patterns and Intersections. Social 
Policy and Society, 10(4), 501-512. doi:10.1017/S147474641100025X
2http://lankellychase.org.uk/wp-content/uploads/2015/07/Hard-Edges-Mapping-SMD-2015.pdf



• Feeling unsafe / difficulty trusting

• Feelings of worthlessness, guilt, shame, acutely 

sensitive to criticism 

• Difficulty reading others emotions

• Difficulty in maintaining relationships

• Fight or flight

• Emotional dysregulation: Impulsive, hyper vigilant, 

difficulty calming down

• Self medicating with substances 

• Self harm and Self neglect

Childhood trauma / Adverse Child Experiences / Social exclusion : Impact on adults

Body may react as though its threatened or in danger, even if initial threats have gone

The quality of early attachment, 
communication and care received when 
young can determine a persons beliefs 

and understanding about themselves and 
others



Mental health problems
80% experiencing mental health problem, 45% diagnosed
High rate of ‘personality disorder’ / complex trauma  and 

psychotic illness

Substances use disorder
39% drug problem
27% alcohol problem

Physical health problems
73% a physical health problem

41% long term
Hepatitis C 50x more likely

TB 34x more likely

Homelessness is a Health Issue
Complex needs & Tri-morbidity 

Beijer, U et al (2012) Prevalence of tuberculosis, hepatitis C virus, and HIV in homeless people: a systematic review and meta-analysis. The 
Lancet Infectious Diseases; 12:11, 859–870 
Homeless Link: the unhealthy state of homelessness, health audit 2014



Dan Lewer et al. BMJ Open 2019;9:e025192 ©2019 by British Medical Journal Publishing Group

Prevalence of long term conditions

IMD: index of multiple deprivation.



Frailty and multimorbidity in a hostel

Findings 
● 85% history of rough sleeping
● Average age: 55
● Frailty scores equivalent to 89 year olds in general population
● Geriatric conditions:

○> 50% : Falls, Mobility problems, Low grip strength & Visual 
problems

○Cognitive impairment 45%, Malnutrition 39%  and Urinary 
Incontinence in 30%

● Multimorbidity: 

○Everyone had 2 or more long term conditions

○Average number of long-term conditions per person > 7

○Only 9% had any form of package of care

Rogans-Watson, R., Shulman, C., Lewer, D., Armstrong, M., & Hudson, B. (2020). Premature frailty, geriatric conditions and multimorbidity among people experiencing 

homelessness: a cross-sectional observational study in a London hostel. Housing, Care and Support.

Hostel: 42 residents aged over 30 

Frailty (Fried): Reduced strength; Reduced walking speed; Fatigue; Low physical activity; 
Unintentional weight loss: (3 or more = frail, 1 or 2 = pre-frail)



Barriers to accessing health care 
services can include:

▪Health not a priority

▪Fear & distrust, feel unwelcome 

▪Difficulty registering with GP 

▪Inflexibility in appointments –

discharged for non-attendance

▪Fear of not having addictions met 

Impact of these barriers:

▪People seek treatment when problems 

reach advanced stage

▪High A&E attendance

▪High rate of self discharge 

▪High rate of unsafe discharge

▪Revolving Door

Complex needs and Access to Health Care - Inverse Care Law



Museum of 

Homelessness Dying 

homelessness 

project:  

1286 people experiencing 

homelessness died in 

2021

Mean age at death 2020 
(ONS):

men- 46
women - 42 



1          2           3           4           5          6           7          8           9        10
Index of Multiple Deprivation (IMD)

Women 11.9 (95% CI 10.4–13.3; I2 94,1%)

Men 7.9 (95% CI 7.0–8.7; I2 99.1%)

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  

People who are: 
Homeless,
Prisoners,
Sex Workers or 
with
Substance use 
disorders

Homeless people are dying young 



Dying as a homeless person

Deaths are often sudden, untimely and 

undignified, with access to palliative 

care being very unusual 

(Crisis report 2012)



Gemma (28) 

How can we 

improve 

palliative care 

for people who 

are homeless?



What is Palliative Care? 

Palliative care 

• is a holistic multidisciplinary approach in the care 

and support of people with a life limiting condition 

and advanced ill health

• aims to help people have a good quality of life

• can occur alongside active treatment



What we know from research

©STIK

Hudson BF, Shulman C, Low J, et al (2017). BMJ Open 2017;7:e017502. doi:10.1136/ bmjopen-2017-017502

Shulman C, Hudson B F, Low J, Hewett N et al (2018). Palliative Medicine 32(1): 36-45 https://doi.org/10.1177/0269216317717101



“I think that people are just resistant to the concept of them 
[people who are homeless] being palliative patients. You are 
dealing with people who are still relatively young…it's 
difficult”.

Why people are not accessing palliative care:
Young age  

Specialist GP



Why people are not accessing palliative care:
Uncertainty and complexity

Disease trajectory F
u

n
c
tio

n
a

l s
ta

te

deathMonths/years

Organ failure eg liver disease

Many deaths are sudden, but not unexpected

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



The  often young 
age and 
uncertainty results 
in people not 
being considered 
for referral to 
palliative care 
services

They sort of…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



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



Gaps in current systems:
People with complex needs often remain in hostels and lack support

“At least three times a shift we check 
she’s okay. It’s hard… particularly on 
weekends and nights when we only 
have two staff… it’s a big hostel [60  
residents]… this isn’t an appropriate 
environment, but it’s the best we 
have”  Hostel staff

• Homelessness services role is to support 

people into recovery

• Hostels are designed to provide temporary 

accommodation

• Staff left to support people with increasing 

complexity

• Staff go way over and above their role

• Often struggle to get adequate medical 

support or support from social services

• High rates of staff burnout

…we’re trained to do recovery…. our 
hostel is commissioned to engage 
people with support and recovery… 
getting better, moving into jobs, 
whatever..



‘I have been to 3 serious case reviews when customers died after I 

have made safeguarding alerts for self neglect, which were 

rejected by social services citing lifestyle choice. Each review 

concluded that social services must not reject cases citing lifestyle 

choice but it keeps happening…  

We are left to support the most high risk, complex people with zero 

support from statutory services. It is disgrace. Homeless people 

and people who use substances are entitled to services and care 

but are failed by these services’

Gaps in current systems:
People with complex needs often remain in hostels and lack support



Gaps in Current systems: 
Lack of options for place of care

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 this 29 
year old”…? Specialist nurse 

Gaps in Current systems

• Lack of alternative places of 
care due to:

• Young age

• Mental health 
difficulties

• Substance misuse 



Findings: Lack of Advance Care Planning

Uncertainty of 
prognosis 

Lack of options 
to offer

Concern about 
fragility & 

removing hope

Lack of 
confidence

Denial - from 
all sides 



Summary of safeguarding 
considerations

• Many people who are approaching the end of their lives die in an 
undignified way with unmet care and support needs, often with 
self neglect, cognitive decline and extreme vulnerability and frailty 

• As their health declines they are at a higher risk of exploitation from others within and 
outside of the hostel.

• Hostel staff are burning out. Unplanned deaths within their service is extremely traumatic. 
They hold the responsibility due to lack of engagement by 
statutory services and experience trauma and guilt when their residents die. 

• Frontline hostel staff frequently struggle to get support or 
recognition of the problem by health and social care / 
safeguarding teams 



Overcoming the challenges 

©STIK



What’s can help / what’s 
needed?

• Being trauma informed

• Recognise what is happening: Better identification of 
those that might benefit from palliative care or need other 
health and care input

• Multidisciplinary support (including adult social care) 
taken to where people are

• Shared understanding and training for all professional 
groups



• Compassionate response, recognition and understanding 
that some behaviour or mental distress is a result of past 
trauma

• Recognition that for healing, there is a need for continuity 
and time to develop trust 

• Recognise risk of re-traumatisation if not understood

• Shifts focus

• Help people recognise that their substance use is their coping 
mechanism to deal with what has happened to them, 

• ie shift from “there is something wrong with me” to “I am 
suffering and reacting to what happened to me”

• Recognition that staff can experience vicarious trauma –
need for reflective practice

©STIK

Being trauma informed



A Shift in Approach:
End of life care

Advanced ill 
health

• Person-centred exploration of insights into illness, wishes and choices around living well
• Not centred around giving warnings
• Early & repeated conversations
• Shared understanding of palliative care and what it can offer: not giving up on someone, 

active treatment can continue
• Recognise that not everyone can recover
• Where possible respect and explore choices even if we feel they are unwise

Supporting engagement and conversations, keeping options open 

Better identification and earlier recognition of people who might 
benefit from palliative care support: how to work with uncertainty



A Shift in Focus:
End of life care

Advanced ill 
health

Taking support to where people are 

Choice in Place of Care and Care in Place of Choice

• Multiagency support taken to where people are, eg hostels / own home:

• In-reach into hostels by health and social care professionals with regular meetings to 

discuss clients of concern,  and provide support to both staff and residents (see later)

• Help support decision making in complex situations: safeguarding / autonomy

• Help advocate for appropriate care and support eg around care act assessments

• Support staff with training

• Collectively advocate for more alternative places of care such as high support need facilities

• Training for all professional groups



Training and Support:

Developing a shared 
understanding

©STIK



Homeless palliative care toolkit

www.homelesspalliativecare.com

• Identifying Clients

• Assessing Needs

• Sharing Care

• Communication

• Bereavement

• Practicalities after a death 

• Self 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

RelationshipsSubstance Use

Treatment
and Care

Patient / client

• Place patient in centre

• Locate important issues to address

• Colour lines according to priority

High Priority

Low Priority

Difficult
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Questions to consider
PHYSICAL

• Do you have thoughts about where 
things are going with your illness?

• What do you understand about 
your current health situation?

• What are your main concerns?

• What would you like to see happen 
next?

SUBSTANCE USE

• Do you wish to reduce your 
drinking/substance use?

• Say you struggled to stop drinking, what 
do you think might happen in the next 
3/6/9 months?

• Would you like to go to detox/rehab?

• Can we make a plan to meet again in a 
few days/weeks/months, and see where 
you’re at with everything then?

RELATIONSHIPS

• Who are the people you 
trust the most? 

• Who would you like to be 
there if you got ill (again)?

• Who would you NOT want 
to be there if you got ill?

• Would you like to get in 
touch with family?

TREATMENT AND CARE

• Do you feel you need any extra support with 
your care (nursing or personal care)?

• Are you having any difficulties getting around?

• If you became very ill, where would you want to 
be cared for? Here at the hostel, in a hospital or 
a hospice?

• Would you like to talk to your GP/doctor about 
what treatments you want/do not want?

EMOTIONAL

• How are you feeling about your 
recent diagnosis/hospital 
admission/poor health?

• I’ve noticed you seem a bit 
withdrawn lately, can I help with 
anything?

• Would you like to tell me about 
your concerns/worries?

• What do you feel would help 
right now?

HOPES FOR FUTURE

• What is most important to you 
at the moment?

• Are there things you have 
always wanted to do?

• Would you like support to 
reconnect with family?

SOCIAL / PRACTICAL ISSUES

• Have you been having trouble 
attending appointments, could we 
help with this?

• Have you thought about making a 
will or letter of wishes?

• What do you want to see happen with 
your possessions/pets after you die?

• Have you ever thought about how 
you’d like to be remembered?



Twinning palliative care with 
hostels:

supporting a multidisciplinary approach

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 an MDT approach into hostels

©STIK
Armstrong, M; Shulman, C; Hudson, B et al, The benefits and challenges of embedding 
specialist palliative care teams within homeless hostels to enhance support and learning: Palliative Medicine,  
in press



Twinning project outline

Palliative care 
specialists 

identified and 
trained to work 

with hostels

Identifying 
residents of 

concern & red 
flags

Advocate for 
support from 

external services

Stakeholder Event: 
providers and 

commissioners, 
health housing, 

social care 
addictions

Bereavement 
and self care 

support

Champions in reach 1-2 days per month in each hostel 
providing training and support

Supporting 
(advance) care 

planning



Findings

©STIK
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• Regular case review meetings in the hostels to discuss sick residents

• Hostel staff more able to recognise signs of deterioration

• More discussion with GP’s

• Hostel staff more empowered to refer and challenge

“I think everyone is just a little bit braver now, to step forward and [to outside 
agencies] be like, actually, this is how it is supposed to be. You’re not supposed to 
be telling us that.” 

Evaluation

• Improved coordination with adult social care

• More people with social services support including move on to high support facility

• Support with equipment (Hospital bed)

• Planned death within the hostel

• Bereavement support for staff and residents



“Beneficial doesn’t really sum it up…invaluable. Because we have 
been working in isolation for such a long time and people don’t really 
know how hard it is to work here…...” Hostel staff

... And I’ve seen so many people die ..so much of it over the last 19 
years…And its invaluable .. It should have been done years ago”. Hostel staff

Overview of the 
project



Opportunities to get involved

©STIK



Inspired to get involved?

1. Reaching out to your local homelessness hostel or 
other services: 
• to find out what is in your area search by location on 

www.homeless.org.uk

2. Join a national ECHO network on palliative care and 
homelessness: 
• 1 hour monthly online meetings with opportunity to learn, 

share and connect. 

• For more information and to register for the network email 
homelesspalliativecare@mariecurie.org.uk

3. Programme to help you develop and facilitate a multi-
professional community of practice in your area

http://www.homeless.org.uk/
mailto:homelesspalliativecare@mariecurie.org.uk


Developing online communities of practice

The programme (free)

• Creates mutual understanding and shared learning between people working across a range of professional 
areas

• Provides a forum to build ongoing relationships to learn, share and support each other

• 8 x 90 minute session programme but anticipating the communities continue

• Short video presentations from a range of experts, with discussion points

• Opportunity for people to bring cases for discussion to help frame 
conversations 

• Explore possible solutions to current challenges & share what has worked

• Access to online library of resources, including videos

• Guides for facilitators and attendees

ⓒSTIK



Developing mutual understanding and shared learning 

Homelessness as a 
health issue 

Working and living in a 
hostel

Impact of complex 
trauma & working in a 
trauma informed way

Care act assessments & 
safeguarding

Mental Capacity Act
Communication, 
autism, ADHD & 

dementia 

Frailty, geriatric 
conditions & 

multimorbidity

Palliative care -
improving support for 

people with 
advanced ill health

End of life care 
planning & 

bereavement

If interested in knowing more about establishing a group and becoming a 

facilitator, email: homelesspalliativecare@mariecurie.org.uk.

mailto:homelesspalliativecare@mariecurie.org.uk


https://journeystohealth.co.uk/

Short film that you 
can use to stimulate 
discussion and 
support culture 
change within your 
organisation.

https://journeystohealth.co.uk/
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Equitable treatment

does not mean

the same treatment!

Provide

reasonable adjustments…

…or remove the barriers

(the source

of the inequity)



With thanks to 
The amazing commitment of hostel staff and the palliative care teams 

from St Christopher’s and St Joseph’s hospices 

The Oak Foundation 

Pathway: Dr Nigel Hewett & Julian Daley

St Mungo’s: Niamh Brophy & Peter Kennedy

Marie Curie Palliative Care Research Department, UCL: Dr Briony 

Hudson, Dr Megan Armstrong, Professor Patrick Stone



Useful Resources
Homeless Link: to find homeless hostels in your area http://www.homeless.org.uk and a 
range of resources https://www.homeless.org.uk/our-work/resources

Advocating for homeless people around GP registration 
https://www.healthylondon.org/homeless/healthcare-cards

Queen’s Nursing Institute for a range of resources & guidance

https://www.qni.org.uk/nursing-in-the-community/homeless-health-
programme/homeless-health-resources/

No recourse to public funds
http://guidance.nrpfnetwork.org.uk/reader/practice-guidance-adults/
https://www.stchristophers.org.uk/care_news/norecoursepublicfunds

Faculty of Homeless and inclusion health: Join for free – Standards for providers and 
commissioners, publications, network, local meetings: http://www.pathway.org.uk/faculty/

Homeless Palliative care toolkit: www.homelesspalliativecare.com

http://www.homeless.org.uk/
https://www.healthylondon.org/homeless/healthcare-cards
https://www.qni.org.uk/nursing-in-the-community/homeless-health-programme/homeless-health-resources/
http://guidance.nrpfnetwork.org.uk/reader/practice-guidance-adults/
https://www.stchristophers.org.uk/care_news/norecoursepublicfunds
http://www.pathway.org.uk/faculty/
http://www.homelesspalliativecare.com/


Publications and Further resources
• Hudson BF, Flemming K, Shulman C, Candy B. Challenges to access and provision of palliative care for people who are 

homeless: a systematic review of qualitative research. BMC Palliative Care. 2016;15(1):96.

• Shulman C, Hudson BF, Low J, Hewett N, Daley J, Kennedy P, et al. End-of-life care for homeless people: A qualitative analysis 
exploring the challenges to access and provision of palliative care. Palliative Medicine. 2017;0(0):0269216317717101.

• Hudson BF, Shulman C, Low J, Hewett N, Daley J, Kennedy P, et al. (2017) Challenges to discussing palliative care with people
experiencing homelessness: a qualitative study. BMJ Open 2017;7:e017502. doi: 10.1136/bmjopen-2017-017502

• Shulman, C., Hudson, B.F, Brophy, N., Kennedy, N., & Stone, P (2018). Evaluation of training on palliative care for staff working 
within a homeless. Nurse Education Today  Sep 29;71:135-144. doi: 10.1016/j.nedt.2018.09.022.

• CQC & Faculty of Homeless and Inclusion Health (2017). A Second Class Ending. Exploring the barriers and championing 
outstanding end of life care for people who are homeless 

• Homeless link, Hospice UK and Marie Curie report – Care Committed to me (2018).

• Cornes M, Rice B, Shulman C, Hudson B. Morbidity and Mortality amongst people with experience of rough sleeping 
https://thamesreach.org.uk/wp-content/uploads/2020/01/TST-Executive-Summary.pdf

• Klop, H.T., de Veer, A.J., van Dongen, S.I. et al. Palliative care for homeless people: a systematic review of the concerns, care 
needs and preferences, and the barriers and facilitators for providing palliative care. BMC Palliat Care 17, 67 (2018). 
https://doi.org/10.1186/s12904-018-0320-6

• James R, Flemming K, Hodson M, et al Palliative care for homeless and vulnerably housed people: scoping review and 
thematic synthesis BMJ Supportive & Palliative Care Published Online First: 03 May 2021. doi: 10.1136/bmjspcare-2021-
003020

https://thamesreach.org.uk/wp-content/uploads/2020/01/TST-Executive-Summary.pdf
https://doi.org/10.1186/s12904-018-0320-6


How to use legal powers to safeguarding highly vulnerable dependant drinkers: alcohol change 

UK

https://alcoholchange.org.uk/publication/how-to-use-legal-powers-to-safeguard-highly-vulnerable-

dependent-drinkers

Palliative care for people with substance use disorders

https://endoflifecaresubstanceuse.com/wp-content/uploads/2019/02/eolc-final-overview-report.pdf

https://endoflifecaresubstanceuse.com/wp-content/uploads/2022/03/Practice-pointers-1-6.pdf

Complex trauma: 

John Conolly: link to presentation on trauma enhanced communication skills 

https://vimeo.com/325173923

Childhood trauma and the brain – short video from UK trauma council

https://www.youtube.com/watch?v=xYBUY1kZpf8

FEANTSA: European Federation of National Organisations Working with the Homeless, 2017. 

Recognising The Link Between Trauma And Homelessness, Brussels: FEANTSA

Film on palliative care and homelessness made by St Ann’s Hospice with partners: 

https://www.sah.org.uk/2021/12/01/homelessness-and-palliative-care-new-film-from-st-anns-hospice/

Publications and Further resources

https://alcoholchange.org.uk/publication/how-to-use-legal-powers-to-safeguard-highly-vulnerable-dependent-drinkers
https://endoflifecaresubstanceuse.com/wp-content/uploads/2019/02/eolc-final-overview-report.pdf
https://endoflifecaresubstanceuse.com/wp-content/uploads/2022/03/Practice-pointers-1-6.pdf
https://vimeo.com/325173923
https://www.youtube.com/watch?v=xYBUY1kZpf8
https://www.sah.org.uk/2021/12/01/homelessness-and-palliative-care-new-film-from-st-anns-hospice/


Self-neglect - key challenges for 

practitioners, and a future vision

Samantha Dorney-Smith
Nursing Fellow, Pathway 

@PathwayUK @lnnmhomeless 

Samantha.dorney-smith@nhs.net

mailto:Samantha.dorney-smith@nhs.net


Context

Many clients in inclusion health self neglect to the 
point where their life is at immediate risk on a daily 
basis, often due to tri-morbidity – ‘many deaths are 
sudden, but not unexpected’

Some practitioners are case managers, but many
are not, and many will have only opportunistic or
relatively brief contact with individual clients



‘I have been to 3 serious case reviews when 
customers died after I have made safeguarding 

alerts for self neglect, which were rejected by social 
services citing lifestyle choice. Each review 

concluded that social services must not reject cases 
citing lifestyle choice but it keeps happening.’











What is your experience of referring someone who is 
homeless and/or self-neglecting to adult 

safeguarding?

‘You need to re-refer several times. I never had a
positive case in 4 years’

‘Self-neglect is just not seen as a safeguarding issue’ 

‘A frustrating experience, which can feel futile’



End result?
Burn out, compassion fatigue, vicarious trauma

Learned helplessness, giving up, staff don’t refer



Key Concern: 
Failings around self neglect

Safeguarding,
homelessness and rough
sleeping: An analysis of
safeguarding adult
reviews

Martineau S, Cornes M,
Manthorpe J, Ornelas B,
Fuller J, 2019.

https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/
https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/
https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/
https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/
https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/
https://www.communitycare.co.uk/2019/10/22/assessment-failings-self-neglect-challenges-lessons-homelessness-case-reviews/


Why are the failures related to?
SARS findings:

• A lack of understanding of what constitutes a ‘self-neglect’
safeguarding concern

• Underlying discrimination and assumptions being made about 
people experiencing homelessness and their perceived
‘unwise choices’

• Failures regarding mental capacity assessments (particularly in
reference to executive capacity)

• A lack of connections being made between involved partner 
agencies

• A lack of coordinated plans being made



5 ‘wicked’ problems

1. Self neglect is not seen as a safeguarding issue 
(particularly if someone has an addiction)

2. Self neglect and mental capacity are conflated

3. Mental capacity is frequently assessed differently by 
front line staff and others e.g. Social Workers, A&E staff

4. Care needs are only seen in functional terms in the 
environment they are assessed in, and assessor does 
not spend time engaging client

5. Clients are transient, and safeguarding referrals often 
get lost



1. Self neglect is not seen as a safeguarding 
issue (particularly if someone has an addiction)

• These are not ‘unwise 
decisions’ or a ‘lifestyle 
choice’

• This is a chronic disease with 
compulsive behaviour

• These clients group face very 
real barriers to change and 
engagement & the risks are 
huge

https://alcoholchange.org.uk/publication/how-to-use-legal-powers-to-safeguard-highly-vulnerable-dependent-drinkers




2. Self neglect and mental capacity are 
conflated

• If someone is a victim of domestic 
violence they are a victim whether 
or not they have capacity around 
the relevant decisions

• The proposed responses will 
change but the identification of 
the domestic violence will not



Applies to recourse status as well

• Identification of self neglect is not dependent on 
recourse status

• Care Act 2014 changes: LAs were directed to make 
decisions about Social Care eligibility AFTER a written 
assessment of need was carried out NOT BEFORE 
(although existing habitual residence / ordinary 
residence tests for responsibility remain)



3. Mental capacity is frequently assessed 
differently by front line staff and other 
assessors e.g. those in A&E / Social Care

It is the frontline staff that are usually right because:

➢ They know the client and all the communication 
barriers they face

➢ They have had time to explore the issues

➢ They are the only ones that can really have a clear
view of executive capacity, and the impact of brain
injury / the frontal lobe paradox

➢ They are often VERY up to date in this area



Things that may make an MCA particularly 
difficult

• Language and literacy

• Cultural norms

• Mental health

• Psychological trauma

• Neurodiversity (one study found 

that 12% of people experiencing 

homelessness have autistic traits. 

Churchard at al, 2018)

• Behavioural issues

• Cognitive issues / brain injury

https://journals.sagepub.com/doi/10.1177/1362361318768484
https://www.homeless.org.uk/sites/default/files/site-attachments/Autism_Homelessness_Toolkit.pdf
https://www.homeless.org.uk/sites/default/files/site-attachments/Autism_Homelessness_Toolkit.pdf


Brain injury research
Research: 48% of 
people experiencing 
homelessness have 
brain injury.

Experience: Hidden 
disability, low levels 
of awareness and 
knowledge.

Impact: Difficulties
following ABI may
impact on a person’s
ability to access and
use services.
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https://www.theguardian.com/society/2019/dec/02/half-of-all-homeless-people-may-have-had-traumatic-brain-injury


Executive function deficits



Cognition tests help…



However – everyone needs to know about the
‘frontal lobe paradox’

Refers to patients with frontal lobe injury who have impairments 
in everyday life, such as problems with decision-making, 
multitasking and goal setting, yet continue to perform well in 
interview and test settings for a number of reasons, such as 
preserved language/communication skills or lack of insight.

For someone who is brain injured it is:

‘….unwise, even negligent, to form opinions on how test 
performance is likely to influence everyday behaviour, without 

carefully interviewing those with direct experience of the person’s 
real-world behaviour over a period of time’

https://www.headway.org.uk/about-brain-
injury/further-information/research/health-
and-social-care/frontal-lobe-paradox-and-
the-mental-capacity-act/

http://www.headway.org.uk/about-brain-
http://www.headway.org.uk/about-brain-


https://www.stewartslaw.com/news/frontal-lobe-paradox-with-professor-ingram-wright-consultant-neuropsychologist/
https://www.headway.org.uk/about-brain-injury/further-information/research/health-and-social-care/frontal-lobe-paradox-and-the-mental-capacity-act/


A word about presumption of capacity

It is easy to allow people

‘to die with their rights on’

Sometimes we need to

‘deny autonomy to create autonomy’

Consultation on the MCA Code of Practice.

Alcohol Concern raised concerns about the ways 
the MCA is being understood in the case of 

people with addictions.



When someone refuses to engage in the decision making 
process, and/or they are difficult to communicate with… 
the Mental Capacity Law is sometimes used to say that 

we must presume they have capacity.

This is not the correct interpretation if there are 
obvious concerns!!!



House of Lords Select Committee in its post-
legislative scrutiny of the MCA 2005 in 2014:

“The presumption of capacity, in particular, is
widely misunderstood by those involved in care. It
is sometimes used to support non-intervention or 

poor care, leaving vulnerable adults exposed to risk 
of harm. In some cases this is because professionals 
struggle to understand how to apply the principle in 
practice. In other cases, the evidence suggests the 
principle has been deliberately misappropriated to 
avoid taking responsibility for a vulnerable adult. 

(para 105)”



The idea that ANYONE can do a mental capacity 
assessment with a client with multiple complex 

needs / tri-morbidity is a dangerous myth

Ultimately….

‘A mental capacity assessment in this client group 
should be a marathon, not a sprint’



4. Care needs are only seen in functional terms 
in the environment they are assessed in

CAN ASSESS IN HOSPITAL? (…..PROBABLY…)
• managing and maintaining nutrition
• maintaining personal hygiene
• managing toilet needs
• being appropriately clothed

CAN ASSESS IN HOSPITAL? (…UNLIKELY!)
• being able to make use of the home safely
• maintaining a habitable home environment
• developing and maintaining family or other personal relationships
• accessing and engaging in work, training, education or volunteering
• making use of necessary facilities or services in the local community
• carrying out any caring responsibilities the adult has for a child



…and assessor does not spend time
engaging client



5. Clients are transient, and safeguarding 
referrals often get lost

• Hospital and community
referrals don’t connect

• Clients often known to 
multiple areas and 
transient between them

• Referring practitioners 
need help



A lot to unravel



What would make things better?

• Better relationships between inclusion health and
safeguarding (teams to be ‘under’ safeguarding?)

• Mental capacity training needs to change - to better 
address multiple complex needs, addictions, executive 
capacity, the frontal lobe paradox and the conflation of 
mental capacity and self neglect

• Legal literacy training for front line practitioners so they 
feel secure in challenging responses in a professional 
way

• Training of front line practitioners to ensure clear 
outlining of patient risks, and specific request from 
safeguarding (e.g. set letter)



• Legal framework of the request

• Clear outline of risks

• What the referrer is requesting 
and why

• Counters to anticipated 
challenges



What would make things better? (2)

• Greater focus on cognitive testing (with caveats)

• Local reflective practice forums to discuss clients 
who are self-neglecting

• Social workers to be trained in engagement / 
complex trauma and inclusion health

• Training and awareness work in A&Es

• Ongoing audits of safeguarding responses around 
self neglect

• Routine reviewing of deaths (street deaths)



NHSE / I toolkit and 
Fairhealth A&E E Learning

• Inclusion health as a health emergency

• Preventing self discharge

• Identifying self neglect in inclusion health clients

• How to undertake mental capacity assessment in 
complex cases

• Other tips for improving care in A&E settings

• Other resources

https://www.england.nhs.uk/publication/supporting-people-experiencing-homelessness-and-rough-sleeping/
https://rise.articulate.com/share/eXKS75PUiiGSCWRAtic1gLb081bo7NH3


Message from a Safeguarding Adult Board 
Independent Chair

‘Refer, refer, refer’

– this is a life-or-death 
situation like other 

clinical situations you 
come across



We make it clear that rugby tackles are not 
realistic, and we are not asking for every client 

to be DOLS’d …!



But…key messages are…

• Frequent attendance and self-discharge are red flags

• Put in a self-neglect referrals to hospital and/or 

relevant community safeguarding team

• Contact specialist inclusion health teams, street 

outreach teams and GPs – particularly in the case of 

people who self-discharge

• Make plans for people of concern and share them

• Access good quality mental capacity training that 

covers all the relevant issues



Current work ongoing

• Distribution of A&E E Learning & NHSE / I toolkit

• A&E and homelessness conference

• Safeguarding and homelessness task and finish 
group in London

• LNNM self neglect guidance



My question to you all…



Legislation

Health and Care 
Act 2022

Housing Act 
1996

Homeless 
Reduction Act –
Duty to Refer 

2017

Mental Health 
Act (1983) –

Mental Capacity 
Act (2005)

The Care Act 
2014

Equalities Act 
2010

National Health 
services Act 

2006 

Human Rights 
1998

ICSs 



Guidance 

• NICE Guidance 2022

• Rough Sleepers Strategy 2022

• NHS Constitution  

• Proactive Care 

• CQC 

• ICS 



Models

• Vulnerability panels 

• SAB

• MARMS 

• Anticipatory Care 

• TAM

• MEAM



Principles 

• Person centred 

• Holistic 

• Accessible

• Equitable

• Accountable

• Flexible

• Responsive



Thank You


