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Today’s talk
• Homelessness and health
• Current situation regarding palliative
care access
• What helps to improve palliative
care?

Homelessness background
People staying
in hostels

People living in
squats

People who are
insecurely
housed

Rough sleepers

People who are
sofa surfing

What do we
mean by
“homelessness”

People in
temporary
accommodation

Homelessness and Health
Complex needs & Tri-morbidity

Substance Misuse
> 60% history of
substance misuse

Mental Health
70% reach criteria for
personality disorder

Physical Health
>80% at least 1
health problem,
20% have more than
3 health problems

St Mungos (2010), Homelessness, it makes you sick, Homeless Link Research (n = 700)
Suzanne Fitzpatrick et al (2010) Census survey multiple exclusion homelessness in the UK (n= 1268)
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Complex needs & access to healthcare
Barriers to accessing health care services








Health not a priority
Distrust / feel unwelcome / feel they are not listened to
Difficulty building trusting relationship
Problems registering with GP
Inflexibility

Appointment systems

Lack of joined up care

Discharged due to non attendance
Fear of withdrawing
“I want services to be able to address all my problems, not to have to see one

person here, and another person there and different organizations who do not know
what the other is doing”
(http://www.turning-point.co.uk/media/1138757/dual_dilemma.pdf)

Complex needs & access to healthcare
Impact of these barriers





People only seek treatment when problems reach advanced stage
High A&E attendance
High rate of self discharge
Unsafe discharge – often not taking living conditions into account

Homeless people die young
Average age of death in the UK for single
homeless people:

47 for men 90%
43 for women 10%
Standardised mortality rates:
Men 8
Women 11
Thomas B. Homelessness Kills: An analysis of the mortality of homeless people in early twenty-first century England. London Crisis; 2012.
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

Causes of death
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data from St Mungo’s
Primary cause of death

Multiple organ failure

Violence
Suicide related
Accidents /
Falls
Other

Cancer

Undetermined
intent

St Mungo’s Jan 07 – May 17
(n = 421)

Respirator
y disease
15%
Organ
failure

Circulatory
disease
15%

Liver
disease
64%

Gemma
•

28 years old

•

Taken into care as a child

•

Living in hostel following assault from abusive partner

•

Alcohol dependant, with decompensated liver disease

•

Multiple hospital attendances and admissions in few
months

•

Infected ascites

•

Encephalopathy

•

Haematemesis (vomiting blood)

How can we
improve palliative
care for homeless
people?

•

Frequently self discharging from hospital

•

Died in the hostel one weekend following collapse

•

Death from sepsis

Our qualitative research
To explore the challenges to palliative care for people who are
homeless in London, and what could be done to improve care
Interviews and focus groups with: Currently
Health & social care
professionals

homeless
people
n=28

n =49
GPs, nurse practitioners, drug & alcohol
workers, addiction psychiatrists, palliative
care specialists, Hospital Pathway teams……

Formerly
homeless
people
n=10

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.

Hostel and
outreach staff
n=40

Findings: Complexity
Who?
Where?

When?

How?

Palliative care & homelessness

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

Uncertainty & complexity

…around who is palliative due to:
- disease trajectory

- substance misuse / complex behaviour
- access to and utilisation of health care
Functional
state

Many deaths are sudden,
but not unexpected

Organ failure eg liver
disease

Months/years

death

Where is palliative care being delivered?

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

Lack of options for place of care

“…In the past we have tried to put people into hospice … one person
[in his 40’s] we did get in there. And he was asked to leave because
of his behaviour when drunk. And in the end he died in the hostel,
he had cancer” Hostel staff

“…so he's young & he’s got HIV. He lives in a hostel….he hates it…it's got
28 beds & 2 staff. He's incontinent in there... lives in complete squalor…
the hostel are saying “this is the best we can do!”… there is no more
suitable place, there is no alternative. So the big question is 'where
should he go?” Specialist GP

Challenges for hostels as a place of care
• Hostels designed to provide temporary accommodation &
focus on recovery
• Hostel are supporting people with increasing complexity at
a young age, with limited training and resources
• Practical difficulties (methadone pick up / storage of
medication)
• Difficulty accessing social services

Barriers to Advance Care Planning
Lack of
confidence

Denial - from
all sides

Uncertainty of
prognosis

Concern about
fragility &
removing hope

Lack of options
to offer

“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? Why bother now, let’s wait until it's a bit nearer
the time” Hostel resident

But what if the hostel is seen as their home?
It was his desire to remain here, he wanted to remain here, and …for me
personally…I don’t think we should go against that…. – Hostel worker

I've had it when people have died in hospital, people who I know hated
being in hospital. That was not their wish….– Health care professional

Overcoming the challenges

©STIK

What helps and what could be expanded?
1. A Shift in Focus:

End of life care

Exploration of
insights into
illness, wishes
and choices, not
just giving
warnings
– how to live
well

Advanced
ill health

Hoping for the
best

Planning for the
worst

• Early & repeated conversations
• Not just issues for the very end of life, but about living well
• Person centered - respecting choices even if we feel they are unwise

What helps and what could be expanded?
2. Multiagency meetings to support care planning
GP

Information
sharing

Surgery
nurse

Hospice
Rep

Drug and
Alcohol rep

High Risk
Clients
Review
Meeting

Palliative
Care
Coordinator

Hostel
Manager

Coordinated Care planning

Parallel
planning

Hostel key
worker

What helps and what could be expanded
3. In-reach into hostels and day centres
could help with:

•Identifying people whose health is a concern
•Having conversations – not just issues for the very end of life, but about
living well

•Supporting the development of care plans
•Optimizing pain relief and other symptom control
•Increasing access to social services package of care and NHS Continuing
health care funding
•Training for front line staff
•Bereavement support for staff and residents

•Palliative care coordinator

Case study: Darren
• Regular crisis led admissions for alcohol related issues
• Prone to disruptive behaviors and angry outbursts, making it difficult at
times for others to engage openly with him

• Following each discharge resumes drinking, missing appointments with
hospital and community alcohol team

• Rejected detox and rehab
• Hostel concerned that he might die

Outcome for Darren
Informed
decisions
respected &
wishes
identified

Reconnected
to family

Crisis
admissions
reduced

Open and
honest
dialogue
about risks
of continued
drinking

Cared for and
remained in
hostel until
last days of
life

Flexible and
responsive
care
delivered

In an ideal world……
A facility that
Understands the needs of people who are homeless
Acts as a step up from hostel/street
& a step down from hospital
Could provide adequate 24 hour support
Offers respite AND/OR a comfortable place to live until the end of life

..In the meantime…
Hostels need additional multidisciplinary support, due to a lack of
alternatives

Useful resources
http://www.homeless.org.uk
https://www.healthylondon.org/sites/default/files/CommissioningguidanceforLondon-Homelesshealth.pdf
https://www.healthylondon.org/homeless/healthcare-cards
www.mungos.org/endoflifecare
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
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

A second class ending
Exploring the barriers and championing
outstanding end of life care for people who are
homeless
Prof Ursula Gallagher BSc Hons, RGN, MBA, FETC, FQNI
Deputy Chief Inspector, PMS and Integrated Care/Lead Nurse
CQC
12th December 2017
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Background
Our role
We register health and adult social care providers.
We monitor and inspect services to see whether they are safe,
effective, caring, responsive and well-led, and we publish what we
find, including quality ratings.
We use our legal powers to take action where we identify poor care.
We speak independently, publishing regional and national views of
the major quality issues in health and social care, and encouraging
improvement by highlighting good practice.
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"If

you do not have a roof over your head,
there is no dignity at the end of life"

Delegate at QNI's Homeless and Inclusion
Health Conference, 2016
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A different ending: addressing
inequalities in end of life care
Thematic review – 2016
Key Findings

• Huge variation in quality of End of Life care

• Why? -Diagnosis, gender, age, ethnic background, sexual
orientation, gender identity, disability or social circumstances
major factors

• The striking thing about inequalities in health and death is that the
people whose needs are the most overlooked are often those
who are least able to advocate for themselves.

• In that report, CQC called on leaders of local health and care
systems and to commissioners and providers of care to ensure
that every person gets fair access to care at the end of life.
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A Second Class Ending - 2017
Follow up Discussion Paper

• Produced in collaboration with the Faculty for Homeless and Inclusion
Health, and other experts in end of life care for homeless people,

• informed by the findings of Caroline’s study that you have just heard
about

• explore in more depth the many and complex reasons why people who
are homeless do not experience good care at the end of life.

• celebrate organisations that are often crossing traditional boundaries to
deliver innovative and outstanding care, as seen in CQC’s inspections.

• Intended to stimulate cross-sector and multidisciplinary conversations
and ideas, encourage innovation, and ultimately drive improvement to
address the inequalities faced by this vulnerable and excluded group
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Key Findings
• The needs of homeless people are not well understood or taken
into consideration by health and care services.

• standards in their care at the end of life vary considerably.
• Where services do exist, they are often fragmented and work in
relative isolation.

• little continuity of care so that signs of deterioration in their health
or circumstances are often missed and effective interventions are
few and far between.

• When they are in their last weeks and days of life, there are few
genuine options for where they can be appropriately looked after.
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Reducing inequalities for homeless
people
• Duty under the NHS Constitution, the Health and Social Care
Act 2012 and the Equality Act 2010

• Lack of awareness of the extent of the problem

•
•
•
•
•

Poor continuity of care
Inflexible and fragmented services
Inappropriate discharge from secondary care

Difficulties in sharing information between services
Few options available at the end of life
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Knowledge, skills and support

CQC's end of life care review 2016 encouraged commissioners
and providers to ensure that staff who care for people who may
be approaching the end of life have the knowledge, skills and
support they need.

•

to recognise deteriorating health and provide the
appropriate care, staff in all agencies that work with
homeless people need the necessary education, training,
supervision and support.
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The role of hospices in championing
equality

In A different ending, CQC encouraged
hospices to champion an equality-led
approach, engage communities, deliver
equitable end of life care for homeless
people, and support others to do the
same.
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Hospices overall ratings

Source: CQC The state of hospice services in England 2014-2017
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Overall Outstanding rating by
type of service

Source: CQC ratings data, 8 September 2017. The percentage for NHS acute hospitals is based on the core service ratings for
non-specialist and specialist hospitals.
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The role of hospices in championing
equality for the homeless
In general, hospices are not designed for homeless
people

• Difficult behaviours; personality disorders, substance
misuse

• Homeless people unable to access hospices easily
• Specific care needs not addressed
However, they do have expertise in delivering individualised
end-of-life care in the community
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The role of hospices in championing
equality – some possible solutions
• Well-placed to champion equality-led approach
• Training and support for hospice staff to deliver care to
marginalised groups

• Hospice staff potential to train others, e.g. hostel staff
• Able to bring together voluntary, health and social care
organisations
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The role of hospices in championing
equality
Some real examples of hospices championing equality for the
homeless:

• A medical room installed in a local homeless hostel
• A palliative care nurse from a hospice provides expertise and
training

• Strong links with partnership agencies

•
•
•
•

A working group to look at marginalised people
Training sessions for homelessness organisations
Upskilling of staff already involved with homeless people
Nurse specialist role to explore the needs of homeless people
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Challenges for Hospices
• The role of a hospice within integrated health and
social care
• Emerging new models of care
• Accessibility including for those groups who may feel
excluded from hospice care
• Demonstrating the difference hospices make
• Rising demand
• Financial sustainability
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Specialist Primary Care Not all GP practices have a large homeless population, but all
primary care services can learn from the approach and ethos of
specialist primary care services for homeless people
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Key Findings
CQC has seen some truly inspiring practices, highlighted in this
report. Services that provide outstanding care have some common
features:

• they have carried out robust local needs assessments
• their services are highly accessible to excluded and vulnerable
groups

• they have highly motivated teams with a clearly articulated
underlying philosophy

• there is a strong multidisciplinary and cross-agency approach to
working

• they have a commitment to demonstrating impact, often with
academic links to outcome data, demonstrating improved life
expectancy or reduced hospital admissions as a result of their
interventions.
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CALL TO ACTION

We now call on all those involved to make
the changes needed to ensure that
homeless people have the same rights as
others: to die with dignity, how and where
they wish to.
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Thank you

www.cqc.org.uk
enquiries@cqc.org.uk
@CareQualityComm
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Tackling inequalities in end of
life care for specific minority
groups
Melanie Hodson, Hospice UK
Paula Reid, Homeless Link

This presentation
• Overview of the project

• Who’s involved
• How you can get involved

www.hospiceuk.org

Project outline
• Looking at supporting end of life care for groups
that face some of the starkest health inequalities
• Identify and share good practice in end of life care
for three specific groups: people in Gypsy and
Traveller communities, people experiencing
homelessness and people who are LGBTQ
• Create resources for those working with/supporting
people from these three groups
• Recommendations and suggestions of practical
actions commissioners and providers can take
www.hospiceuk.org
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www.hospiceuk.org

Six point end of life care commitment
• Responding to an independent review on choice in
end of life care, the government made six
commitments to the public in 2016
• Aims to end variation in end of life care across the
health system by 2020
• Tackling variation in care is key to meeting these
commitments

www.hospiceuk.org

The six commitments
These are to support people approaching the end of their
lives to:
1. have honest discussions with care professionals about
their needs and preferences
2. make informed choices about their care
3. develop and document a personalised care plan
4. discuss their personalised care plans with care
professionals
5. involve their family, carers and those important to them
in all aspects of their care as much as they want
6. know who to contact for help and advice at any time.

www.hospiceuk.org

Who’s involved
• Project leads: Hospice UK, Marie Curie, Together
for Short Lives
• Partnering with other members of the Alliance:
•
•
•

People experiencing homelessness (partner - Homeless
Link)
Gypsy and Traveller communities (partner - Friends,
Families and Travellers)
People who are LGBTQ (partner - National LGB&T
Partnership)

www.hospiceuk.org

How to get involved
• Homeless Link has put out a call for case studies –
you can read more at www.homeless.org.uk
• Contact Paula by Friday 5th January at:
paula.reid@homelesslink.org.uk

www.hospiceuk.org

What can we do to improve?
•

Identification of all individuals whose health is a significant concern (not just
those at the end of life)

•

Earlier conversations

•

Build relationships and trust

•

Greater multidisciplinary working
o Greater collaboration & shared understanding between health, palliative
care, drug & alcohol, social, housing & voluntary sectors to achieve
support within hostels (Training / In-reach / MDT’s), working
collaboratively across traditional boundaries
o Regular multiagency meetings to discuss clients of concern & provide
person centered care

o Develop specialized services for homeless people with high support
needs

www.england.nhs.uk
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 Extended in-reach into hostels and day centres from health and social
care services
 Role for hospices and primary care in championing this approach
 Training for all professional groups

 Access to appropriate, supported accommodation
 Focus on all homeless people with advanced/deteriorating health
 Recorded information must be available to all care staff

 Strategic, equality-led approach at a local level

www.england.nhs.uk
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Any Questions?

www.england.nhs.uk

We thank you for joining the NHS England’s
Webinar

‘Reducing Inequality in End of Life
Care for People who are Homeless’
If you have any questions, please
email these to
ENGLAND.endoflifecare@nhs.net

www.england.nhs.uk

