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Abstract

‘Why are we stuck in hospital?’ Barriers to people with learning 
disabili琀椀es/au琀椀s琀椀c people leaving ‘long-stay’ hospital: a mixed 
methods study

Jon Glasby ,1* Robin Miller ,1 Anne-Marie Glasby,2 
Rebecca Ince 3 and Frederick Konteh 1

1Department of Social Work and Social Care, University of Birmingham, Birmingham, UK
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Birmingham, Birmingham, UK
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Background: Transforming care so that people with learning disabili琀椀es and/or au琀椀s琀椀c people can 
receive support at home rather than in hospital se琀�ngs is a key priority, but progress has been slow. 
Despite signi昀椀cant na琀椀onal debate, li琀琀le previous research has engaged directly with people in hospital, 
their families or front-line sta昀昀 to understand the issues from their perspec琀椀ves.

Objec琀椀ves: This research seeks to be琀琀er understand the experiences of people with learning 
disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospital se琀�ngs, their families and front-line sta昀昀 – using 
this knowledge to create prac琀椀ce guides and training materials to support new understandings and ways 
of working.

Design: Following a structured review of the literature, we sought to work with up to 10 people 
with learning disabili琀椀es and/or au琀椀s琀椀c people in three case-study sites (2021–22), supplemen琀椀ng 
this with interviews with family members and commissioners; interviews/focus groups with hospital 
sta昀昀, social workers, advocates and care providers; informa琀椀on from case 昀椀les; and observa琀椀ons of 
mul琀椀disciplinary mee琀椀ngs.

Se琀�ng: Three ‘long-stay’ hospital se琀�ngs in England.

Par琀椀cipants: Twenty-seven people in hospital, together with families, health and social care sta昀昀 
and commissioners.

Results:  

• People in hospital report widespread frustra琀椀on, feel that hospital environments are not conducive 
to ge琀�ng/staying well, and face mul琀椀ple barriers to leaving hospital. Without someone to 昀椀ght for 
them, people struggle to overcome the iner琀椀a built into our current systems and processes.

• Front-line sta昀昀 are equally frustrated and describe a complex and seemingly dysfunc琀椀onal system 
which they 昀椀nd almost impossible to navigate.

• Hospital sta昀昀 from di昀昀erent professional backgrounds do not have a shared sense of how many 
people really need to be in hospital or how many people could be cared for in di昀昀erent se琀�ngs – 
sugges琀椀ng that di昀昀erent de昀椀ni琀椀ons, world views and professional judgements might be at play.

https://orcid.org/0000-0003-3960-7988
https://orcid.org/0000-0003-2646-5589
https://orcid.org/0000-0002-0725-7912
https://orcid.org/0000-0002-8612-0323
mailto:J.Glasby@bham.ac.uk
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• Hospital sta昀昀 are frustrated about what they see as the di昀케culty of discharging people into 
community services, while community services are equally frustrated about what they see as a risk-
averse approach which they feel can lack an up-to-date knowledge of what is possible to achieve in 
the community.

• Despite over a decade of policy a琀琀empts to resolve these issues, very signi昀椀cant barriers remain.

Limita琀椀ons: This research explored the experiences of a small number of people, but has done so 
in signi昀椀cant depth. The research was undertaken in secure se琀�ngs, during COVID and in a di昀케cult 
external policy and prac琀椀ce context, and so has had to be very 昀氀exible and empathe琀椀c in order to build 
rela琀椀onships and make the research possible. Future research could helpfully consider the needs of 
people from black and minority ethnic communi琀椀es, the extent to which the experiences of people on 
forensic pathways are similar to/di昀昀erent from other people’s experiences (including perspec琀椀ves from 
the criminal jus琀椀ce system), and what happens to people in the long term a昀琀er they leave hospital.

Conclusions: Working to make the voices of people with learning disabili琀椀es and/or au琀椀s琀椀c people 
(as well as the sta昀昀 who support them) centre stage is complex and sensi琀椀ve. However, this lived 
experience/prac琀椀ce knowledge is a crucial resource if we are going to develop be琀琀er policy and prac琀椀ce 
solu琀椀ons in the longer term.

Study registra琀椀on: This study is registered at www.researchregistry.com (researchregistry6124).

Funding: This award was funded by the Na琀椀onal Ins琀椀tute for Health and Care Research (NIHR) Health 
and Social Care Delivery Research programme (NIHR award ref: NIHR130298) and is published in full in 
Health and Social Care Delivery Research; Vol. 12, No. 3. See the NIHR Funding and Awards website for 
further award informa琀椀on.

www.researchregistry.com
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List of abbrevia琀椀ons

Please note: some琀椀mes par琀椀cipants used abbrevia琀椀ons that the research team would not choose 
to use themselves. However, we have included them here so any abbrevia琀椀ons used in quota琀椀ons 

make sense to the reader.

ADASS Associa琀椀on of Directors of 
Adult Social Services

ADHD a琀琀en琀椀on de昀椀cit hyperac琀椀vity 
disorder

ASD au琀椀s琀椀c spectrum disorder

ATU assessment and treatment unit

BASW Bri琀椀sh Associa琀椀on of Social 
Workers

CAMHS Child and Adolescent Mental 

Health Service

CCG Clinical Commissioning Group

CPA care programme approach

CQC Care Quality Commission

CMHT Community Mental Health 
Team

CTR care and treatment review

DH/DHSC Department of Health/
Department of Health and 
Social Care

DoLS depriva琀椀on of liberty 
safeguards

EHRC Equality and Human Rights 
Commission

ESRC Economic and Social Research 

Council

GDPR General Data Protec琀椀on 
Regula琀椀ons

HCA healthcare assistant

HCRW Health and Care Research 
Wales

HRA Health Research Authority

HSDR Health and Social Care Delivery 
Research programme

HSMC Health Services Management 
Centre

ICB integrated care board

LD learning disability

MHA Mental Health Act

MoJ Ministry of Jus琀椀ce

MDT mul琀椀disciplinary team

MHRT Mental Health Review Tribunal

NAO Na琀椀onal Audit O昀케ce

NHSE/I Na琀椀onal Health Service 
England/Improvement

NIHR Na琀椀onal Ins琀椀tute for Health 
and Care Research

OT occupa琀椀onal therapist/therapy

PBS posi琀椀ve behaviour support

PD personality disorder

PLD person with a learning disability

RC responsible clinician

RSPCA Royal Society for the 

Preven琀椀on of Cruelty to 
Animals

SCIE Social Care Ins琀椀tute for 
Excellence

TLAP Think Local Act Personal

VODG Voluntary 
Organisa琀椀ons 
Disability Group
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Plain language summary

Around 2000 people with learning disabili琀椀es and/or au琀椀s琀椀c people are living in hospital. This can be 
for many years. This is a real problem because hospitals:

• are not designed to help people to lead ordinary lives;
• are expensive;
• can be far away from people’s homes and families;
• have had a number of abuse scandals.

Despite this, there is li琀琀le research on why people remain stuck in such se琀�ngs. In par琀椀cular, previous 
research o昀琀en fails to talk directly to people with learning disabili琀椀es, their families and sta昀昀. Unless 
we listen to these voices we will not 昀椀nd solu琀椀ons to these problems. Too many people will therefore 
remain in hospital unnecessarily.

This is sensi琀椀ve work. It requires skills in working:

• with people who may not communicate verbally;
• with people who might be very angry, scared and distressed;
• where there can be tensions around what is best.

We therefore included an experienced team who could carry out such in-depth work in a way that suits 
the needs of the individual. We also worked with a group of people with learning disabili琀椀es and/or 
au琀椀s琀椀c people and their families to help us do our work well.

We found that:

• lots of people are s琀椀ll stuck in hospital;
• they are very frustrated and distressed;
• hospital is a di昀케cult place to be while you are wai琀椀ng to leave. Once you are in it is very di昀케cult to 

get out;
• health and social care sta昀昀 are also very frustrated. They 昀椀nd it almost impossible to help people 

leave hospital;
• hospital sta昀昀 and community services 昀椀nd it di昀케cult to work with each other;
• government has promised to solve this for more than 10 years. However, there are s琀椀ll lots 

of problems.
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Scien琀椀昀椀c summary

Background

Transforming care so that people with learning disabili琀椀es and/or au琀椀s琀椀c people can receive support at 
home rather than in inpa琀椀ent units, secure se琀�ngs or assessment and treatment units (ATUs) is a key 
policy priority, which has signi昀椀cant implica琀椀ons for people’s quality of life as well as for public 昀椀nances. 
Over 琀椀me we have witnessed a series of abuse scandals and signi昀椀cant public anger at such outmoded 
service models, o昀琀en provided out-of-area and in the commercial sector at signi昀椀cant expense and with 
poor outcomes. A key aim of the na琀椀onal ‘Building the Right Support’ and ‘Transforming Care’ 
programmes has been to enhance community capacity and reduce inappropriate hospital admissions/

length of stay. In spite of this some 2185 people with learning disabili琀椀es and/or au琀椀s琀椀c people were 
hospital inpa琀椀ents at the end of January 2020 (58% of whom had a hospital stay of over 2 years) and 
progress on discharge has been slow.

Despite signi昀椀cant na琀椀onal debate, very li琀琀le previous research has engaged directly with people with 
learning disabili琀椀es/au琀椀s琀椀c people or their families to understand the issues from their perspec琀椀ve. 
Whilst professionals o昀琀en see the individual at a par琀椀cular point in 琀椀me (o昀琀en in a crisis), it is only the 
person and their family who have a longitudinal sense of how their story has unfolded: their informal 
networks; their contacts over 琀椀me with formal services; their experience of hospital; the di昀昀erent 
op琀椀ons considered; and what has ul琀椀mately helped/hindered in securing desired outcomes. Failing to 
take into account this lived experience is not only morally wrong, but also deprives us of a major source 
of exper琀椀se with which to improve services. Similarly, there has been li琀琀le considera琀椀on of the 
perspec琀椀ves of front-line sta昀昀, who are being asked to prac琀椀se in very di昀昀erent ways in a di昀케cult 
environment, arguably without the support needed to do this well.

Objec琀椀ves

Against this background, the University of Birmingham and the rights-based organisa琀椀on Changing Our 
Lives carried out this joint project in order to be琀琀er understand the experiences of people with learning 
disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospital se琀�ngs, their families and front-line sta昀昀 – using 
this knowledge to create prac琀椀ce guides and training materials to support new understandings and new 
ways of working.

Our aims are to:

• review the literature on the rate/causes of delayed hospital discharges of adults with learning 
disabili琀椀es and/or au琀椀s琀椀c people from specialist inpa琀椀ent units, Na琀椀onal Health Service (NHS) 
campuses and ATUs (referred to as ‘long-stay hospital se琀�ngs’ as a shorthand);

• more fully understand the reasons why some people with learning disabili琀椀es and/or au琀椀s琀椀c people 
are unable to leave hospital, drawing on mul琀椀ple perspec琀椀ves (including the lived experience of 
people with learning disabili琀椀es/au琀椀s琀椀c people and their families, and the tacit knowledge of 
front-line sta昀昀);

• iden琀椀fy lessons for policy/prac琀椀ce so that more people can leave hospital and lead a more ordinary 
life in the community.
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Methods

Ini琀椀ally, we conducted a formal review of the research and grey literature, iden琀椀fying rates of delayed 
discharge for people with learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospital se琀�ngs, the 
methods used to iden琀椀fy such rates and the solu琀椀ons proposed. Studies were included if they reported 
original empirical data on rates of delayed discharge and were published from 1990 onwards (the year of 
the passage of the NHS and Community Care Act).

Next, we worked with three hospital sites from across the country in order to conduct:

• in-depth work with up to 10 people with learning disabili琀椀es and/or au琀椀s琀椀c people per site, and 
with a family member, to understand their journey through services over 琀椀me, their experience of 
long-stay hospital provision, the kinds of lives they would like to be living, and the barriers that are 
preven琀椀ng them from leaving hospital (i.e. interviews with up to 30 people with learning disabili琀椀es 
and/or au琀椀s琀椀c people, and family members who also agreed to par琀椀cipate); in the end, 27 people 
took part;

• interviews/focus groups with hospital sta昀昀 in each site, commissioners, social workers, advocates and 
social care providers who support people a昀琀er they leave hospital.

Sites included two NHS Trusts and one independent-sector provider, with a mix of service models 
(forensic services, ATUs, di昀昀erent levels of security etc.) and a range of people (male/female wards, 
people with learning disabili琀椀es and/or au琀椀s琀椀c people, people with experience of the criminal jus琀椀ce 
system, and people with experience of long-term seclusion and segrega琀椀on). When de昀椀ning ‘long-stay 
se琀�ngs’, our study followed NHS Digital technical guidance.

Results

There is a well-known saying that ‘every system is perfectly designed to get the results it gets’ – and the 
experience of people with learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospitals seems a 
classic example of this maxim. Despite exploring the issues at stake from a range of di昀昀erent 
perspec琀椀ves (including people in hospital, families, hospital sta昀昀, commissioners and various di昀昀erent 
social care workers), this research has iden琀椀昀椀ed a series of very consistent themes and experiences. In 
par琀椀cular:

• There is limited prior research (in terms of both the number of previous studies and a series of 
methodological issues) and a widespread tendency to neglect insights based on lived experience and 
prac琀椀ce knowledge.

• People in hospital report widespread frustra琀椀on, feel that hospital environments are not conducive to 
ge琀�ng and staying well, and face all kinds of barriers to leaving hospital – with an overriding sense of 
people’s lives being on hold while health and social care systems try to 昀椀nd ways to support people 
in the community. Without someone (or various people) to really 昀椀ght for them, people struggle to 
overcome the iner琀椀a built into our current systems and processes, and con琀椀nue to experience very 
long hospital stays and very signi昀椀cant delays.

• Front-line sta昀昀 are equally frustrated and describe a complex and seemingly dysfunc琀椀onal system 
which they 昀椀nd almost impossible to navigate. When people do come out, it seems to happen almost 
in spite of the current system rather than because of it.

• Hospital sta昀昀 from di昀昀erent professional backgrounds do not have a shared sense of how many 
people really need to be in hospital or how many people could be cared for in di昀昀erent se琀�ngs – 
sugges琀椀ng that di昀昀erent de昀椀ni琀椀ons, world views and professional judgements might be at play.
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• Hospital sta昀昀 are frustrated about what they see as the di昀케culty of discharging people into 
community services, while community services are equally frustrated about what they see as a risk-
averse approach which they feel can lack an up-to-date knowledge of what is possible to achieve in 
the community.

• Despite over a decade of policy a琀琀empts to resolve these issues, very signi昀椀cant barriers remain.

Conclusions

This was a di昀케cult and o昀琀en distressing study to conduct – although nowhere near as di昀케cult and 
distressing as for people with learning disabili琀椀es and/or au琀椀s琀椀c people living in long-stay se琀�ngs, or 
for health and social care sta昀昀 trying to support people to leave hospital and lead more ordinary lives in 
the community. Throughout we have been struck by an overwhelming sense that this is a situa琀椀on that 
no one planned, that no one really wants and that no one really knows how to resolve. Despite this, we 
remain convinced that we will struggle to make further and long-las琀椀ng progress unless we draw more 
fully on lived experience and prac琀椀ce knowledge, recognise these as valid and important ways of 
knowing the world, and work with the people who are most a昀昀ected and – by de昀椀ni琀椀on – are most 
expert in the issues at stake to develop be琀琀er, more inclusive solu琀椀ons in future.

Study registra琀椀on

This study is registered at www.researchregistry.com (researchregistry6124).

Funding

This award was funded by the Na琀椀onal Ins琀椀tute for Health and Care Research (NIHR) Health and Social 
Care Delivery Research programme (NIHR award ref: NIHR130298) and is published in full in Health and 

Social Care Delivery Research; Vol. 12, No. 3. See the NIHR Funding and Awards website for further award 
informa琀椀on.
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Chapter 1 Introduc琀椀on

Policy context

Transforming care so that people with learning disabili琀椀es and/or au琀椀s琀椀c people can receive support 
at home rather than in inpa琀椀ent units, secure se琀�ngs or assessment and treatment units (ATUs) is a 
key priority, which has signi昀椀cant implica琀椀ons for people’s quality of life as well as for public 昀椀nances. 
Over the last decade, there have been a series of abuse scandals and signi昀椀cant public anger at such 
service models, o昀琀en provided out-of-area and in the commercial sector at signi昀椀cant expense and 
with poor outcomes. A key aim of the ‘Building the Right Support’ and ‘Transforming Care’ programmes 
was to enhance community capacity, thereby reducing inappropriate hospital admissions and length of 
stay.1,2 Despite this, some 2185 people with learning disabili琀椀es and/or au琀椀s琀椀c people were hospital 
inpa琀椀ents at the end of January 2020, 58% of whom had a hospital stay of over 2 years.3 In spite of 

signi昀椀cant policy pledges, progress has been painfully slow, with mul琀椀ple missed deadlines. In 2012, the 
Department of Health4 was clear that:

By 1 June 2014 we expect to see a rapid reduc琀椀on in the number of people with challenging behaviour in 
hospitals …. By that date, no-one should be inappropriately living in a hospital se琀�ng. (p. 22)

This was accompanied by a ‘concordat’ signed by the Department and some 50 partners:5

The abuse of people at Winterbourne View hospital was horrifying. Children, young people and adults 
with learning disabili琀椀es or au琀椀sm … have for too long and in too many cases received poor quality and 
inappropriate care …. Too many people are ending up unnecessarily in hospital and they are staying there 

for too long …. [Our] ac琀椀ons are expected to lead to a rapid reduc琀椀on in hospital placements for this 
group of people by 1 June 2014. People should not live in hospital for long periods of 琀椀me. Hospitals are 
not homes. (p. 5)

When this target was not met, NHS England (NHSE) and partners2 (2015, p. 6) re-iterated their 
commitment to driving real change:

In February 2015, NHS England publicly commi琀琀ed to a programme of closing inappropriate and 
outmoded inpa琀椀ent facili琀椀es …. Overall, 35–50% of inpa琀椀ent provision will be closing na琀椀onally with 
alterna琀椀ve care provided in the community …. In three years we would expect to need hospital care for 
only 1300–1700 people where we now cater for 2600. This will free up money which can be reinvested 
into community services, following upfront investment.

As part of these na琀椀onal programmes, there have been a series of linked developments, including 
a na琀椀onal service model, a new 昀椀nancial framework, guidance for commissioners, model service 
speci昀椀ca琀椀ons and the crea琀椀on of 48 ‘Transforming Care Partnerships’ to re-shape services and reduce 
inpa琀椀ent beds by up to 50% (www.england.nhs.uk/learning-disabili琀椀es/care/). Independent panels also 
conduct Care and Treatment Reviews (CTRs), with guidance sugges琀椀ng that reviews should take place 
every 6 months for people in non-secure hospitals, every 12 months for people in secure hospitals, and 
every 3 months for children and young people in hospital.6 More recently, the Department of Health and 
Social Care (DHSC)7 announced a series of addi琀椀onal measures:

All 2,250 pa琀椀ents with learning disabili琀椀es and au琀椀sm who are inpa琀椀ents in a mental health hospital will 
have their care reviewed over the next 12 months …. As part of the review, the government will commit 
to providing each pa琀椀ent with a date for discharge, or where this is not appropriate, a clear explana琀椀on 
of why and a plan to move them closer towards being ready for discharge into the community …. The 

government is also commi琀�ng today to a further reduc琀椀on of up to 400 inpa琀椀ents to be discharged by 

www.england.nhs.uk/learning-disabilities/care/
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the end of March 2020. For those in long-term segrega琀椀on, an independent panel … will be established 
to oversee their case reviews to further improve their care and support them to be discharged back to the 

community as quickly as possible.

Despite all this, long-standing challenges remain (see Box 1). Moreover, many more recent ac琀椀ons seem 
very similar to previous ini琀椀a琀椀ves, with no indica琀椀on as to how these might be expected to achieve 
di昀昀erent outcomes second 琀椀me round. As Ha琀琀on8 argues:

So what do I think are the lessons we can learn from the kind of ‘push’ that has already happened at least 
once, towards the end of Transforming Care in March 2019, and that policy announcements say are going 
to happen again?

1. Such a push can have an impact on reviews being done, and no琀椀onal transfers being planned, al-
though the system dri昀琀s back to its usual ways of working once the foot is taken o昀昀 the pedal.

2. Such a push might cut corners when it comes to planning and organising sustainable transfers out of 

inpa琀椀ent units that will result in people being well supported and moving towards a ful昀椀lling life.
3. Such a push appears to have no impact on the number of people being moved around the inpa琀椀ent 

service system, the lengths of 琀椀me people are staying in inpa琀椀ent services, or the number of people in 
inpa琀椀ent services who according to their care plans don’t need to be there.

4. Such a push does result in more people moving out of inpa琀椀ent units, although the sustainability of 
their living situa琀椀ons once out is unclear and a substan琀椀al propor琀椀on of people are being readmi琀琀ed 
to inpa琀椀ent units within a year of leaving.

5. Such a push has no impact on what appears to be increasing numbers of people being admi琀琀ed to 
inpa琀椀ent units, and li琀琀le impact on the number of people in inpa琀椀ent units as a whole.

Based on this evidence, the new ini琀椀a琀椀ves announced … are unlikely to have the transforma琀椀ve e昀昀ect 
claimed for them.

This has provoked widespread concern from disability rights campaigners:9

Measures introduced … to address the scandalous treatment of au琀椀s琀椀c people and people with learning 
di昀케cul琀椀es in mental health hospitals are strikingly similar to failed government measures announced 
seven years ago …. [This] drew a furious response from disabled ac琀椀vists, who called for an end to 
meaningless government apologies and promises that fail to stop abuse in ins琀椀tu琀椀ons.

In 2020, the Equality and Human Rights Commission (EHRC) announced that it was launching a legal 
challenge in response to alleged breaches of the European Conven琀椀on of Human Rights (ECHR):10

Today we have launched a legal challenge against the Secretary of State for Health and Social Care over 

the repeated failure to move people with learning disabili琀椀es and au琀椀sm into appropriate accommoda琀椀on. 
We have longstanding concerns about the rights of more than 2000 people with learning disabili琀椀es and 
au琀椀sm being detained in secure hospitals, o昀琀en far away from home and for many years …. We have 
sent a pre-ac琀椀on le琀琀er to the Secretary of State for Health and Social Care, arguing that the Department 
of Health and Social Care (DHSC) has breached the ECHR for failing to meet the targets set in the 
Transforming Care program and Building the Right Support program … Following discussions with the 

DHSC and NHSE, we are also not sa琀椀s昀椀ed that new deadlines … will be met. This suggests a systemic 
failure to protect the right to a private and family life, and right to live free from inhuman or degrading 
treatment or punishment.

Despite a subsequent government ac琀椀on plan,11 the EHRC have remained highly cri琀椀cal, with a 
subsequent press release (2022)12 reitera琀椀ng long-standing concerns:
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Every day a person is detained in hospital unnecessarily is a day too many. It is therefore unacceptable, 
more than a decade a昀琀er ac琀椀on was 昀椀rst promised, that hundreds of people with au琀椀sm and learning 
disabili琀椀es are s琀椀ll being kept as in-pa琀椀ents when they could be receiving community care. In too many 
cases, pa琀椀ents are also subject to restraint and segrega琀椀on, which can worsen their condi琀椀ons and make 
it increasingly hard for them to go home. In extreme cases, there could be signi昀椀cant viola琀椀ons of human 
rights. The DHSC’s plan to address these concerns has been delayed two years by Covid, and we are 
pleased it has 昀椀nally been published. However, it does not go far enough …. The EHRC is exploring how 
best to use its legal powers to help pa琀椀ents and their families. This may include ac琀椀on in the courts.

There have also been similar debates in other na琀椀ons of the United Kingdom (UK), with the publica琀椀on 
of Scotland’s ‘Coming Home’ Implementa琀椀on report,13 and cri琀椀cal responses from organisa琀椀ons such as 
Inclusion Scotland and C-Change Scotland:14

In February of this year the Sco琀�sh Government published the Coming Home Implementa琀椀on Report 
detailing the proposed response to the cri琀椀cal issue of learning disabled and au琀椀s琀椀c people spending long 
periods of 琀椀me in hospitals and inappropriate out of area placements.

Whilst we appreciate the Government’s focus on this issue and the inten琀椀on to address it, we are gravely 
concerned about the process for compiling the report, and the proposals outlined within it ….

In 2022 it is not enough to write the words ‘nothing about us without us’ and publish a report that did 
not engage with disabled people. It is not good enough to cite human rights based approaches and fail to 

ensure the par琀椀cipa琀椀on of the very people the report is about …. We believe the Sco琀�sh Government can 
and should do be琀琀er. A cri琀椀cal 昀椀rst step would be ensuring real and meaningful engagement of disabled 
people and their families in any proposals to resolve these, and the other concerns, detailed.

Why this research is needed

All this ma琀琀ers because:

• Hospitals, although poten琀椀ally needed by some people for speci昀椀c periods of 琀椀me, are not designed 
to support people to lead an ordinary a life, and few people would want to live there if they could 
genuinely choose.

• There has been a series of horri昀椀c care scandals in such se琀�ngs, from Panorama inves琀椀ga琀椀ons 
at Winterbourne View/Whorlton Hall to the death of Connor Sparrowhawk and the Jus琀椀ce for 
Laughing Boy campaign.15–17 The distress that this has caused to individual people and families 
is immeasurable, and there are harrowing accounts of abuse, neglect, deaths and widespread 
depriva琀椀on of human rights.18–20 These stories have been told in the mainstream media (see e.g. 
Birrell21–23), but with families also increasingly taking to social media (e.g. the 7 Days of Ac琀椀on 
campaign,24 #CloseATUs, or Bethany’s Dad). This has led to a ra昀琀 of o昀케cial reviews; an inves琀椀ga琀椀on 
by the Parliamentary Joint Commi琀琀ee on Human Rights;25 a highly cri琀椀cal report by the Children’s 
Commissioner for England;26 campaigns and policy recommenda琀椀ons by groups such as Mencap,27 

the Na琀椀onal Au琀椀s琀椀c Society,28 the Voluntary Organisa琀椀ons Disability Group (VODG)29 and the 

Centre for Welfare Reform;30 highly cri琀椀cal research (e.g. Brown et al.31); and widespread cri琀椀cism 
from voluntary and advocacy organisa琀椀ons such as Au琀椀s琀椀c UK, People First and Changing 
Perspec琀椀ves (see e.g. Pring9).

• Such services are very expensive, with average weekly and annual costs of £3500 and £180,000 per 
person.32,33 This creates a vicious circle whereby funding is sucked into ins琀椀tu琀椀onal forms of care, 
leaving less money for community services and leading to even more people being admi琀琀ed.

While we focus on England, similar issues have been highlighted by the Mental Welfare Commission for 
Scotland,34 with one-third of pa琀椀ents wai琀椀ng for discharge, some琀椀mes for months or years. In Wales, a 
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na琀椀onal review on behalf of the Chief Nursing O昀케cer iden琀椀昀椀ed 256 people in long-stay se琀�ngs, many 
of whom had ‘spent signi昀椀cant periods of their lives in hospital care, with some having been inpa琀椀ents 
since reaching adulthood’ (Mills et al.35, p. 179). Ha琀琀on36 also provides further cross-UK analysis.

BOX 1 Long-standing challenges and moun琀椀ng concerns

Mencap32 warns of ‘a domes琀椀c human rights scandal’, poin琀椀ng to:

• ‘Almost 2300 children and adults with a learning disability s琀椀ll detained in inpa琀椀ent units.
• Over 2500 restric琀椀ve interven琀椀ons e.g. physical restraint in one month – over 820 of which were against children.
• Average 琀椀me in an inpa琀椀ent unit away from home … is almost 5 and a half years.
• 8 years a昀琀er Winterbourne View … , Government has not delivered on promise to “Transform Care”’.

The Care Quality Commission (CQC)37 suggests that

Thirteen of the 39 people that we visited were experiencing delayed discharge from hospital, and so prolonged 琀椀me in 
segrega琀椀on, because there was no suitable package of care available in a non-hospital se琀�ng …. Three of the people 
had been discharged from hospital previously but then readmi琀琀ed when the placement could not meet the person’s 
needs. Sta昀昀 and advocates have told us that the cost and ques琀椀on of who will fund an alterna琀椀ve placement can delay 
discharge. In one example a suitable property in the community, that would meet the person’s needs, could not be found 
for the budget available. Members of the expert advisory group have suggested that there may be con昀氀ic琀椀ng incen琀椀ves 
in the system for commissioning care and treatment for this group of people. (p. 20)

The Children’s Commissioner for England26 (pp. 1–2) concludes:

I am concerned that the current system of support is le琀�ng many children down and does not meet obliga琀椀ons 
under the United Na琀椀ons Conven琀椀on of the Rights of the Child …. Hospital admission may rarely be the right 
thing to do for children …. But it must always be in a child’s best interests and as part of a managed process with 
clear 琀椀mescales and a focus on keeping the length of stay as short as possible. This is clearly not happening at the 
moment and we have a system which is cos琀椀ng millions, yet is le琀�ng these children down.

The House of Commons/House of Lords Joint Commi琀琀ee on Human Rights (p. 3)25 sets out a ‘pathway to 
deten琀椀on’ which is en琀椀rely ‘predictable’:

It begins from before diagnosis. A family grows worried about their child. They raise concerns with the GP, and 
with the nursery or school. It takes ages before they get an assessment and yet more 琀椀me passes before they get 
a diagnosis of au琀椀sm. All that 琀椀me they struggle on their own with their worries and without help for their child. 
This pa琀琀ern con琀椀nues throughout childhood as families are under-supported and what li琀琀le help they have falls 
away when the child reaches the age of 18. Then something happens, perhaps something rela琀椀vely minor such 
as a house move or a parent falls temporarily ill. This unse琀琀les the young person and the family struggles to cope. 
Professionals meet to discuss what should happen, but parents are not asked for their views. Then the child is 
taken away from their home and the familiarity and rou琀椀ne which is so essen琀椀al to them. They’re taken miles away 
and placed with strangers. The parents are desperately concerned. Their concerns are treated as hos琀椀le and they 
are treated as a problem. The young person gets worse and endures physical restraint and solitary con昀椀nement 
– which the ins琀椀tu琀椀on calls ‘seclusion’. And the child gets even worse so plans to return home are shelved. The 
days turn into weeks, then months and in some cases even years. This is such a grim picture, yet it has been stark 
in evidence to our inquiry …. We have lost con昀椀dence that the system is doing what it says it is doing and the 
regulator’s method of checking is not working. It has been le昀琀 to the media … to expose abuse. No-one thinks this 
is acceptable.

How this 昀椀lls gaps in the literature

Despite signi昀椀cant na琀椀onal debate, very li琀琀le previous research has engaged directly with people 
with learning disabili琀椀es and/or au琀椀s琀椀c people or their families to understand the issues from their 
perspec琀椀ve (see Chapter 3). In research into older people’s hospital admissions and discharge, there 
has been a similar failure to consider the lived experience of older people and families – and a previous 
Na琀椀onal Ins琀椀tute for Health and Care Research (NIHR) study (‘Who Knows Best’)38–40 is believed to 

be the 昀椀rst research to meaningfully consider these issues from the perspec琀椀ves of older people 
themselves. Whilst professionals o昀琀en see the individual at a par琀椀cular point in 琀椀me (o昀琀en in a crisis), 
it is only the person and their family who have a longitudinal sense of how their story has unfolded: 
their informal networks; their contacts over 琀椀me with formal services; their experience of hospital; the 
di昀昀erent op琀椀ons considered; and what has ul琀椀mately helped/hindered in securing desired outcomes. 
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Failing to take into account this lived experience is not only morally wrong, but also deprives us of a 
major source of exper琀椀se with which to improve services. Similarly, there has been li琀琀le considera琀椀on 
of the perspec琀椀ves of front-line sta昀昀, who are being asked to prac琀椀se in very di昀昀erent ways in a di昀케cult 
environment, arguably without the support needed to do this well. Again, this mirrors much of the 
literature around older people’s hospital admissions/discharge, where the tacit knowledge/prac琀椀ce 
knowledge of front-line sta昀昀 is largely overlooked (see Chapter 7 for discussion of insights from the 

broader hospital discharge literature).

Seeking to make a similar contribu琀椀on in services for people with learning disabili琀椀es and/or au琀椀s琀椀c 
people, this study addresses four main gaps in the literature (see Chapter 3 for further discussion):

1. While older people’s delayed discharges are frequently debated,41,42 the large numbers of people 

with learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay se琀�ngs when they no longer need to be 
is seldom framed as a ‘delayed transfer of care’ in the same way, is not counted as such in na琀椀onal 
datasets and is not researched to the same extent. This means that insights from other user groups 
are not applied to services for people with learning disabili琀椀es and/or au琀椀s琀椀c people, and that we 
lose an opportunity to improve policy/prac琀椀ce.

2. Most literature on older people’s delayed discharges neglects the lived experience of older people 
and their families, and most studies in learning disability services focus on informa琀椀on from ward 
censuses or researchers/clinicians working from medical notes. Even where agencies have sought 
to review services from mul琀椀ple perspec琀椀ves, they have seldom been able to involve people with 
learning disabili琀椀es and/or au琀椀s琀椀c people in meaningful ways, o昀琀en lacking the 琀椀me to get to know 
people well or to 昀椀nd ways to work e昀昀ec琀椀vely with people who do not communicate verbally. Else-

where, there are powerful stories from family members, but some reports seem to fail to talk to the 
person themselves (e.g. Na琀椀onal Au琀椀s琀椀c Society28). This is now star琀椀ng to change, with agencies 
such as the CQC ci琀椀ng the stories of Adam, Jane, Rachel and John in their review of segrega琀椀on (p. 
20)37 or NHSE se琀�ng out Mar琀椀n’s story (www.youtube.com/watch?v=VC1kQUkVUzM), and with 
a growing understanding of the importance and power of colla琀椀ng local learning about personal 
journeys in other service se琀�ngs (see e.g. CQC43). However, this remains the excep琀椀on rather than 
the norm, and has struggled to penetrate many aspects of long-stay se琀�ngs.

3. Previous research neglects the tacit knowledge of front-line sta昀昀, and says li琀琀le about how workers 
experience their roles, how delays impact upon them, what support they need and prac琀椀cal steps 
forward from a sta昀昀 perspec琀椀ve. While our main aim is to be琀琀er understand and value the lived ex-

perience of people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families, an important 
secondary aim is to understand and value sta昀昀 experience.

4. Much of the debate is essen琀椀ally nega琀椀ve in nature (iden琀椀fying problems, but seldom proposing 
prac琀椀cal ways forward). In contrast, this study will produce good prac琀椀ce guidance wri琀琀en from 
the perspec琀椀ve of people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families and will 
develop a free online training video, so that our contribu琀椀on is more solu琀椀on-focused.

Aims and objec琀椀ves

Against this background, the University of Birmingham and the rights-based organisa琀椀on Changing Our 
Lives conducted a joint study to be琀琀er understand the experiences of people with learning disabili琀椀es 
and/or au琀椀s琀椀c people in long-stay hospital se琀�ngs, their families and front-line sta昀昀 – using this 
knowledge to create prac琀椀ce guides and training material to support new understandings and new ways 
of working. Our aims were to:

• review the literature on the rate/causes of delayed hospital discharges of adults with learning 
disabili琀椀es and/or au琀椀s琀椀c people from specialist inpa琀椀ent units, NHS campuses and ATUs (referred 
to as ‘long-stay hospital se琀�ngs’ as a shorthand);

www.youtube.com/watch?v=VC1kQUkVUzM
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• more fully understand the reasons why some people with learning disabili琀椀es and/or au琀椀s琀椀c people 
are unable to leave hospital, drawing on mul琀椀ple perspec琀椀ves (including the lived experience of 
people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families, and the tacit knowledge of 
front-line sta昀昀);

• iden琀椀fy lessons for policy/prac琀椀ce so that more people can leave hospital and lead a more ordinary 
life in the community.

Achieving these aims in such service se琀�ngs required in-depth work, and a unique set of skills and 
experiences. The University of Birmingham provides exper琀椀se around na琀椀onal research into health 
and social care policy priori琀椀es (including working to evaluate the na琀椀onal Building the Right Support 
programme), commissioning, people’s experiences of health and social care, and the implementa琀椀on of 
new service models. Changing Our Lives brings extensive experience of working alongside people with 
learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay and other se琀�ngs to help them leave hospital and 
lead an ordinary life. They are also experts in working with people with a label of ‘challenging behaviour’ 
and people who do not communicate verbally.

In 2021, the NIHR asked us to consider extending the original research to include addi琀椀onal 
perspec琀椀ves from social care (provided this was achieved within the 琀椀mescales of the ini琀椀al study). 
When our proposal was accepted in early 2022, we were able to supplement the original design by 
including the experiences of social workers, advocates and social care providers who support people as 
they leave hospital.
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Chapter 2 Methods

Literature review

We conducted a formal review of the literature, iden琀椀fying rates of delayed discharge for people with 
learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospital se琀�ngs, the methods used to iden琀椀fy 
such rates and the solu琀椀ons proposed. This adopted the approach used in previous Department 
of Health/NIHR research into delayed transfers of care44 and the appropriateness of emergency 

admissions.45 Studies were included if they reported original empirical data on rates of delayed discharge 
and were published from 1990 onwards (the year of the passage of the NHS and Community Care Act). 
An ini琀椀al search was conducted by literature-searching specialists at the Health Services Management 
Centre (HSMC) Knowledge and Evidence Service (so that our search drew on detailed knowledge of the 
speci昀椀c search terms u琀椀lised in each database and was therefore as broad and inclusive as possible at 
this ini琀椀al stage). We searched the following databases (see Box 2 for sample search terms):

• Applied Social Sciences Index and Abstracts
• Health Management Informa琀椀on Consor琀椀um
• MEDLINE

• Scopus

• Social Policy and Prac琀椀ce (including CareData, Social Care Online and AgeInfo)
• Social Science Cita琀椀on Index
• Social Services Abstracts

The reference lists of ar琀椀cles included in this study were also searched, and an addi琀椀onal search of the 
‘grey’ literature was undertaken via the websites of:

• CQC

• Centre for Welfare Reform

• Challenging Behaviour Founda琀椀on
• Children’s Commissioner for England

• Department for Health and Social Care
• EHRC
• Health and Social Care Scotland
• House of Commons/House of Lords Joint Commi琀琀ee on Human Rights
• Learning Disability England

• Learning Disability Wales

• Mencap

• Mental Welfare Commission for Scotland

• Na琀椀onal Audit O昀케ce
• Na琀椀onal Au琀椀s琀椀c Society
• NHSE
• Northern Ireland Assembly

• Northern Ireland Audit O昀케ce
• Sco琀�sh Commission for Learning Disability
• Sco琀�sh Government
• Sco琀�sh Learning Disability Observatory
• Social Care Wales

• Tizard Centre
• UK Parliament
• VODG
• Welsh Audit O昀케ce
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• Welsh Government

• Welsh Parliament

This also included a general Google search, using variants of terms such as ‘learning disabili琀椀es’, ‘delayed 
discharge’ and ‘hospital’, scanning at least 10 pages of search results for each of these combina琀椀ons.

All abstracts iden琀椀昀椀ed were read independently by two members of the team (Glasby, J./Ince) and 
discussed in team mee琀椀ngs before inclusion. Alongside research studies, we included the most recent 
formal review for each of the four na琀椀ons of the UK (rather than include all bulle琀椀ns in an ongoing series 
of reports, for example, we included the most current reviews at the 琀椀me of the search).

Included studies were summarised using the criteria for assessing the quality of material generated 
from diverse study designs proposed by Mays et al.,46 extrac琀椀ng data on: rates of delayed discharge; 
the methods used to calculate these; the extent to which there has been engagement with people with 
learning disabili琀椀es and/or au琀椀s琀椀c people and their families, and with front-line sta昀昀; and the barriers/
solu琀椀ons iden琀椀昀椀ed. Speci昀椀cally excluded were: material published and/or based on data collected prior 
to 1990; local inspec琀椀ons where 昀椀ndings had been summarised in a na琀椀onal report; addi琀椀onal ar琀椀cles 
repor琀椀ng 昀椀ndings from studies already included in the review; admission to non-long-stay se琀�ngs; and 
the admission of people with mental health problems (unless the person had learning disabili琀椀es and 

mental health problems). This ini琀椀al review was designed to set the scene for the subsequent study, 
summarising the rate of delayed discharge iden琀椀昀椀ed in previous studies; the methods used to calculate 
such rates; the extent to which there has been engagement with people with learning disabili琀椀es and/
or au琀椀s琀椀c people, families and front-line sta昀昀 in conduc琀椀ng such research; the causes of delays; and 
poten琀椀al solu琀椀ons put forward.

BOX 2 Sample search terms

Learning disabili琀椀es – People with learning disabili琀椀es; Learning disability; Learning disabili琀椀es; Learning 
disorders; Learning di昀케cul琀椀es; Intellectual disability; Intellectual development disorder; Mental disorders; Mental 
impairment; Developmental disabili琀椀es; Au琀椀sm; Au琀椀sm Spectrum Disorder; Child & adolescent mental health; 
Au琀椀s琀椀c spectrum; Language development disorder; Mental handicap

Long-stay hospitals – Long-stay hospitals; Long stay pa琀椀ents; Mental health hospitals; Long stay units; 
Secure se琀�ngs; Secure units; Medium secure units; Forensic; Psychiatric secure units; Segrega琀椀on; Secure 
accommoda琀椀on; ATUs; Assessment and treatment units; Treatment facili琀椀es; Hospitaliza琀椀on/hospitalisa琀椀on; 
Hospitals; Hospital units; Hospitals, special; Hospitals, psychiatric; NHS in-pa琀椀ent; Child and adolescent 
mental health; CAMHS; Psychiatric units; Custodial ins琀椀tu琀椀ons; Pa琀椀ent ins琀椀tu琀椀onaliza琀椀on; Assessment units; 
Inpa琀椀ents; Ins琀椀tu琀椀onaliza琀椀on/ins琀椀tu琀椀onaliza琀椀on; Forensic psychiatric units; Hospital pa琀椀ents; In pa琀椀ents; 
Learning disability hospitals; Intellectual disability in pa琀椀ent units

Delayed discharge – Delayed discharge; Delayed hospital discharge; Delayed transfer of care; Appropriateness 
of stay; Blocked beds; Hospital stay dura琀椀on; Discharge planning; Pa琀椀ent discharge; Hospital discharge; Timely 
discharge; Treatment dura琀椀on; Length of stay; Hospital pa琀椀ents; Bed availability; Pa琀椀ent transfer; Long term 
care; Bed availability; Future plan; Shi昀琀 of care

Case-study research

We worked with three long-stay hospital sites from across the country in order to conduct (see Figure 1 

for an overview and Appendices 2 and 3 for all research materials):

• in-depth work with up to 10 people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families 
to understand their journey through services over 琀椀me, their experience of long-stay hospital 
provision, the kinds of lives they would like to be living, and the barriers that are preven琀椀ng them 
from leaving hospital;
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FIGURE 1 Why are we stuck in hospital? (Overview).
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• focus groups with hospital sta昀昀 (one group per site), with scope for individual interviews if a key 
person could not a琀琀end the focus group;

• interviews with commissioners working with the people with learning disabili琀椀es and/or au琀椀s琀椀c 
people taking part in the research.

As part of a social care extension funded by NIHR part-way through the study, we supplemented our 
ini琀椀al study with interviews/focus groups with the social workers suppor琀椀ng our par琀椀cipants and/
or from the networks of advisory board members, as well as na琀椀onal focus groups with social care 
providers and interviews with advocacy organisa琀椀ons who support people in hospital.

Topic guides and a sample introductory le琀琀er/informa琀椀on sheet/consent form are set out in Appendices 

2 and 3. While the la琀琀er had very minor changes in wording for the di昀昀erent groups taking part (e.g. 
a ‘declara琀椀on form’ rather than a ‘consent form’ for consultees), they were all wri琀琀en in an accessible 
style, and we have included the materials for people with learning disabili琀椀es as an example, rather than 
include all documents with only minor varia琀椀ons.

Inclusion/exclusion criteria

The study focused on people with learning disabili琀椀es and/or au琀椀s琀椀c people (aged 18 or over) in long-
stay hospital se琀�ngs (and included a family member, hospital sta昀昀 and a commissioner for each person 
with a learning disability and/or au琀椀s琀椀c person who agreed to take part). With our subsequent social 
care extension, we later included a social worker for each person, as well as broader groups of social 
workers, advocacy organisa琀椀ons and social care providers who support people coming out of long-stay 
hospital (either working on a regular basis with our case-study sites or via partners’ na琀椀onal networks). 
While the de昀椀ni琀椀ons of ‘learning disability’ and ‘au琀椀sm’ are seldom set out in na琀椀onal policy documents, 
we adopted de昀椀ni琀椀ons provided by the Valuing People White Paper (p. 14)47 and the Na琀椀onal Au琀椀sm 
Society (www.au琀椀sm.org.uk/about/what-is.aspx):

• ‘Learning disability’ includes the presence of: ‘a signi昀椀cantly reduced ability to understand new 
or complex informa琀椀on, to learn new skills (impaired intelligence), with; a reduced ability to cope 
independently (impaired social func琀椀oning); which started before adulthood, with a las琀椀ng e昀昀ect on 
development. This de昀椀ni琀椀on encompasses people with a broad range of disabili琀椀es’.

• ‘Au琀椀sm’ is ‘a lifelong developmental disability which a昀昀ects how people communicate and interact with 
the world’.

When de昀椀ning ‘long-stay se琀�ngs’ for people with learning disabili琀椀es and/or au琀椀s琀椀c people, our study 
followed the technical guidance issued by NHS Digital (h琀琀ps://digital.nhs.uk/data-and-informa琀椀on/ data-
collec琀椀ons-and-data-sets/data-collec琀椀ons/assuring-transforma琀椀on) to de昀椀ne the long-stay se琀�ngs 
which are the subject of its monthly sta琀椀s琀椀cal reports (as part of the Transforming Care programme):48

The collec琀椀on will consider in-pa琀椀ents receiving treatment/care in a facility registered by the Care Quality 
Commission as a hospital operated by either an NHS or independent sector provider. The facility will 
provide mental or behavioural healthcare in England. Record level returns will re昀氀ect only in-pa琀椀ents or 
individuals on leave with a bed held vacant for them. This should include pa琀椀ents of …:

• any level of security (general/low/medium/high)
• any status under the Mental Health Act (informal or detained)

People not included:

• pa琀椀ents in accommoda琀椀on not registered with the CQC as hospital beds
• pa琀椀ents in beds for physical health care
• pa琀椀ents who do not have either learning disabili琀椀es or au琀椀sm

www.autism.org.uk/about/what-is.aspx
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/assuring-transformation
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/assuring-transformation
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The guidance from NHSE’s Na琀椀onal Clinical Director for Learning Disability, regarding whether a pa琀椀ent 
should be included if they have a ‘primary diagnosis of Learning Disability’ only, is as follows: ‘For our 
purpose whether or not a person is recorded as having a primary diagnosis of LD is not relevant, and 
should not be used as a criterion for inclusion in this data collec琀椀on. If a person is in specialist hospital 
bed (either MH or LD) and that person has a Learning Disability or Au琀椀sm, then that person should be 
included in the Assuring Transforma琀椀on data return.’

Our sample was therefore up to 30 people with learning disabili琀椀es and/or au琀椀s琀椀c people, with addi琀椀onal 
interviews/focus groups undertaken with a family member, care sta昀昀, a social worker and a commissioner 
rela琀椀ng to each person, and advocacy organisa琀椀ons and social care providers working to support people 
coming out of long-stay hospitals (either working with our three case-study sites, or recruited na琀椀onal via 
the networks of membership organisa琀椀ons such as VODG, Care England and Learning Disability England). 
There were no addi琀椀onal inclusion/exclusion criteria for these groups, other than that hospital sta昀昀 and 
commissioners are closely involved in the care of the 30 people taking part, and that advocacy organisa琀椀ons/
social care providers/social workers are either ac琀椀ve in our case-study sites, working directly with our 
par琀椀cipants or volunteered to take part via na琀椀onal networks of Advisory Board members.

Case-study selec琀椀on

Case studies were selected to include each of the main current service models and sectors (at least one ATU, 
one forensic unit, one NHS inpa琀椀ent unit and one independent provider). These sites also included people 
with experience of long-term seclusion and segrega琀椀on, and people with experience of the criminal jus琀椀ce 
system. While choice of sites was to some extent opportunis琀椀c (depending in part on willingness to grant 
access), we sought sites from di昀昀erent areas of the country and based in di昀昀erent locali琀椀es in terms of factors 
such as a昀툀uence, ethnicity and rurality. Par琀椀cipa琀椀ng wards included a mix of male/female provision and a 
mix in terms of levels of security. Par琀椀cipants included a mix of people with learning disabili琀椀es and au琀椀s琀椀c 
people, some people with experience of the criminal jus琀椀ce system, and some people with experience of 
long-term seclusion and segrega琀椀on. People also came from di昀昀erent health and social care systems across 
the country, and many had been in a number of di昀昀erent hospitals over many years (see below for further 
details). While all par琀椀cipants were aged 18 or over, some were young adults who were also re昀氀ec琀椀ng on 
some experiences from before the age of 18. While some people came from minority ethnic communi琀椀es, 
our sample was largely from a white UK background (see Chapter 7 for further discussion).

Clinical engagement

Having secured NHS research ethics and local approvals, we worked with lead clinicians in each site to seek 
their professional opinion as to who could consent to take part, and who might need a ‘consultee’ (usually 
a family member) under the Mental Capacity Act. This is an approach which we adopted in our ‘Who Knows 

Best’ research into older people’s experiences of emergency hospital admissions, and it was helpful in 
ensuring local ownership of the research and providing addi琀椀onal clinical exper琀椀se and insight (above and 
beyond the clinical experience of the research team). These leads gave our introductory le琀琀er to everyone on 
the ward, so that only members of the direct care team ini琀椀ally approached poten琀椀al par琀椀cipants in the 昀椀rst 
instance. The introductory le琀琀er had a reply slip to con昀椀rm that the person was interested in 昀椀nding out more 
and poten琀椀ally exploring par琀椀cipa琀椀on, and this was returned to the research team by the local lead.

Working with people and families

We chose a research team which is skilled at working with people with learning disabili琀椀es and/or 
au琀椀s琀椀c people and their families in long-stay se琀�ngs, at working sensi琀椀vely and ethically with issues 
of capacity/consent, and at designing accessible informa琀椀on. Making sure that we followed local/
na琀椀onal COVID guidance around hospital visitors, we based ourselves in one or two wards/units per 
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site, interviewing all people with learning disabili琀椀es and/or au琀椀s琀椀c people (or consultees) who agreed 
to take part. Subject to permission and depending on family circumstances, we also carried out an online 
interview of a family member. Our research team was experienced at working in situa琀椀ons where the 
person and their family have di昀昀erent views about what is best, or where there are tensions between 
families and care sta昀昀 – and we made sure that our interviews enabled people to tell their stories and 
share their experiences, rather than our having to agree one single version of ‘the truth’ (thus allowing 
for mul琀椀ple perspec琀椀ves, rather than one person’s viewpoint poten琀椀ally domina琀椀ng).

Our approach di昀昀ered according to the ward and people we were working with. In some sites, we were 
able to base ourselves on the ward for several days, ge琀�ng to know the service in ques琀椀on, minimising 
poten琀椀al disrup琀椀on and allowing people to approach us if and when they felt comfortable to do so. 
People could then talk to the researcher direct and agree a 琀椀me when they felt able to be interviewed. 
Where it was not possible/permi琀琀ed to have such open access to the ward, a more formal approach 
to organising the interviews was adopted (e.g. working with care sta昀昀 who would work with people on 
the ward to agree 琀椀mes to meet). People living on one ward also wanted to invite us to their regular 
‘pa琀椀ents’ council’ before individuals decided whether or not to take part. In all instances, we were 
extremely aware of the di昀케cult circumstances people were experiencing and were as 昀氀exible as possible 
to ensure we spoke to people at a 琀椀me that worked best for them, o昀琀en returning to see someone on 
mul琀椀ple occasions if they did not feel like speaking to us on a given day. We also spoke to ward sta昀昀, 
familiarising ourselves with people’s preferred style of communica琀椀on before beginning conversa琀椀ons.

During these interac琀椀ons, which some琀椀mes took place over several visits, we asked people about why 
they thought they are in hospital/s琀椀ll in hospital; how they felt about it; what they wanted their life to 
be like/why they thought their life isn’t currently like that; and what would help them, or others, leave 
hospital more quickly. Where we had spoken to people early enough in the project, we then repeated this 
12 months later to get a sense of what had changed (or not) over 琀椀me. Where people did not communicate 
verbally, we used other forms of communica琀椀on, such as ‘talking mats’ (see Box 3) and art, u琀椀lising 
whatever communica琀椀on mechanisms the person preferred. With permission from the par琀椀cipant, we also 
interviewed their family, a琀琀ended mul琀椀disciplinary review mee琀椀ngs and reviewed hospital case notes.

BOX 3 Di昀昀erent styles of communica琀椀on: the example of talking mats

We designed a ‘talking mat’ to be used in the discussion around what was helpful in moving people on. First of 
all, people from our Reference Group talked about what had helped them leave hospital. These sugges琀椀ons were 
then incorporated into the talking mat, with each sugges琀椀on represented in a picture. People taking part in the 
research were o昀昀ered each picture in turn and asked to place it on a di昀昀erent place on the mat, depending on 
whether they thought that element helpful for moving on, not helpful or not sure. There were also some blank 
cards so that people could add their own sugges琀椀ons.

The talking mat worked par琀椀cularly well in capturing the views of a par琀椀cipant with selec琀椀ve mu琀椀sm. Here, the 
researcher sat on the 昀氀oor with the mat and the pictures. As each one was held up in turn, the person used their 
foot to point to where they wanted it to be put on the mat.

For those who did not wish to use pictures, the same ideas were presented in words and the person sorted them 
into piles, according to what they found helpful and not helpful.

Even where people communicated verbally and were felt by sta昀昀 to be fully able to take part in interviews, 
we found that the use of talking mats could help people structure their thoughts, express clear views and 
preferences and take a more ac琀椀ve part in the discussion.

For prac琀椀cal examples from our research, see sec琀椀on What helps below. For informa琀椀on on talking mats more 
generally, see www.talkingmats.com/.

Sta昀昀 perspec琀椀ves

Hospital sta昀昀
For sta昀昀 perspec琀椀ves, we carried out a focus group of hospital sta昀昀 in each site. These explored how 
sta昀昀 experience their work; how delays impact upon them; what support they would like; key causes 

www.talkingmats.com/
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of delays; and prac琀椀cal steps forward from a sta昀昀 perspec琀椀ve. When engaging with sta昀昀, we sought 
to include front-line members of the immediate ward/care team (e.g. support workers and nurses 
on the unit), as well as members of the wider clinical team (psychologists, psychiatrists, physios, 
OTs, social workers etc.). Focus groups were par琀椀cularly helpful here, as they enabled people from 
di昀昀erent professional backgrounds to interact and, wherever possible, reach a degree of consensus 
around key issues. To guard against the dangers of front-line sta昀昀 feeling unable to speak freely, we 
also o昀昀ered the opportunity to have an individual interview if this would help them to feel more 
comfortable contribu琀椀ng their views and experiences. While we were intending to carry out focus 
groups face-to-face, COVID restric琀椀ons meant that these took place online.

In addi琀椀on to these focus groups/interviews, we also reviewed each person’s case 昀椀le and observed a 
series of mul琀椀disciplinary decision-making mee琀椀ngs rela琀椀ng to as many of our par琀椀cipants as possible. 
These were designed to help us be琀琀er understand people’s journey through services and the local 
context – so were more for background/preparatory purposes, than to collect or report new data.

Interviews with commissioners

Once the person with a learning disability had consented to take part, the hospital care team contacted 
commissioners with an introductory email, informa琀椀on sheet and consent form. Interviews took place by 
telephone or online (Teams/Zoom).

Interviews/focus groups with addi琀椀onal social care par琀椀cipants
Having received agreement from NIHR that we could extend the study to include addi琀椀onal social care 
perspec琀椀ves, we carried out online interviews with social workers allocated to each of our par琀椀cipants. 
In one site, the provider had in-house social care sta昀昀 who helped co-ordinate discharge from the 
hospital perspec琀椀ve, so we interviewed them as well as social workers based in local authori琀椀es. We 
also carried out online interviews/focus groups with advocacy organisa琀椀ons and social care providers 
suppor琀椀ng people to leave hospital (recrui琀椀ng both those ac琀椀ve in our case-study sites, and from 
organisa琀椀ons which are part of our Advisory Board/their memberships). Because of the diverse nature of 
our Advisory Board, this meant that we included a range of organisa琀椀ons providing statutory advocacy 
(e.g. Independent Mental Health Advocates) to a whole ward, site or geographical area; poten琀椀ally 
smaller organisa琀椀ons that work with par琀椀cular individuals in a very person-centred and bespoke way; 
and a mix of local, regional and na琀椀onal providers across the voluntary, community and private sectors. 
Our interviews with social workers were also supplemented by na琀椀onal focus groups with social workers 
connected to the Bri琀椀sh Associa琀椀on of Social Workers (BASW) work around ‘homes not hospitals’.

Data analysis

Interviews/focus groups were recorded using an encrypted recorder (a昀琀er obtaining security clearance to 
use such devices in locked se琀�ngs) and transcribed by a professional transcrip琀椀on company. The research 
team also kept detailed records of their 琀椀me on the ward, insights from case notes and observa琀椀ons 
from review mee琀椀ngs, building up an in-depth picture of what the person’s life was like, what kind of 
outcomes they were seeking, what sort of support might work best for them, barriers to leaving hospital, 
and possible ways forward. These notes were hand-wri琀琀en and were made as soon as possible a昀琀er each 
visit (given that pens were not allowed in some sites). Where the person taking part did not want the 
interview recorded or the discussion could not be transcribed due to the nature of the person’s speech/
communica琀椀on, we drew in detail on such notes (making sure that these were much more extensive than 
in situa琀椀ons where notes were only really accompanying the formal transcript of the interview).

Data were analysed using the framework approach,49 iden琀椀fying key themes from the data and 
constantly checking back to re昀椀ne emerging themes and to ensure that these con琀椀nued to represent 
the data.50 Ini琀椀al codes were developed (by Ince, in discussion with Glasby, J./Glasby, A.) a昀琀er team 
mee琀椀ngs to share emerging informal themes (which were also sense-checked with our Advisory Board 
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and Reference Group). Final codes were then agreed by consensus in regular team mee琀椀ngs, with two 
members of the team (Ince and Konteh) each independently coding the same ini琀椀al six interviews and 
mee琀椀ng to compare their experiences and the outcomes of this process. A昀琀er this was found to be 
yielding a consistent approach, the remaining transcripts/notes were coded by one researcher only (Ince 
or Konteh), but with regular team mee琀椀ngs and a half-day analysis workshop to take stock of key themes 
and compare back with the original data. In later chapters, we label each quote with a le琀琀er for the 
case-study site (A, B, C) and according to whether the par琀椀cipant was a person with a learning disability 
(‘PLD’), family member, commissioner, social worker or advocate. Thus, for example, A6 PLD would be 
the sixth person with a learning disability and/or au琀椀s琀椀c person we interviewed in site A. Focus groups 
with hospital sta昀昀, care providers or social workers are labelled as ‘Provider focus group 1’ etc.

While we were sensi琀椀ve to the possibility of very di昀昀erent views being expressed by di昀昀erent 
professionals in our hospital focus groups in par琀椀cular, the overall themes that emerged tended to be 
very consistent, with the focus groups easily reaching a shared consensus. The main excep琀椀on to this 
was around rates of delayed hospital discharges (see Di昀昀erent professional perspec琀椀ves). Thus, quotes 
reported from focus groups are similar to quotes from interviews, typically represen琀椀ng a shared view 
from par琀椀cipants.

In our main 昀椀ndings chapters (see Chapters 4–6), we tend to highlight a key 昀椀nding, then provide more 
detailed quotes to illustrate the issues at stake. Because we are focused on people’s lived experience 
and the prac琀椀ce knowledge of sta昀昀, we include longer quotes than may some琀椀mes be the case in other 
types of research to maintain the richness and detail of people’s responses.

Drawing on lived experience and working with policy/prac琀椀ce partners

To ensure that our research was informed by lived experience, we worked with a Reference Group of 
people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families to co-design our approach, 
sense-check 昀椀ndings and support dissemina琀椀on. We recruited this group from ini琀椀a琀椀ves such as the 
Sandwell Learning Disability Parliament (people with learning disabili琀椀es working together to improve 
local services), people with previous experience of leaving long-stay hospitals and people from previous 
Changing Our Lives projects such as Sky’s the Limit (suppor琀椀ng young people with complex needs to 
lead ordinary lives away from ins琀椀tu琀椀onal se琀�ngs). To make sure that this was a diverse group, we also 
built on a leadership development programme which Changing Our Lives runs on behalf of young adults 
with learning disabili琀椀es and from black and minority ethnic communi琀椀es. Reference Group members 
were reimbursed for any expenses, paid for their 琀椀me at INVOLVE rates, and received appropriate 
support for the tasks in which they were involved.

While we had ini琀椀ally intended to facilitate a na琀椀onal group on a face-to-face basis, COVID restric琀椀ons 
meant that we started by working with people one-to-one. Although this had not been our original plan, it 
enabled people from all across the country to take part (including from some very isolated health and social 

care communi琀椀es, who might have found it di昀케cult to be a member of the group if it was mee琀椀ng in a single, 
central loca琀椀on). A昀琀er star琀椀ng one-to-one, we later brought a series of smaller groups together in order to 
begin moving from individual to more collec琀椀ve perspec琀椀ves, with a mix of online and face-to-face mee琀椀ngs. 
Early on, our focus was on how we could describe the aims of the research to people in an accessible manner, 
and ways of making sure that people really understood that their par琀椀cipa琀椀on might not mean that they 
themselves could leave hospital – but might bene昀椀t others. Later on, the role of the Reference Group was 
to sense-check emerging 昀椀ndings, and to help explain key themes in ways that would be as accessible as 
possible to people with learning disabili琀椀es and/or au琀椀s琀椀c people. Members of the Reference Group also 
contributed directly to our policy and prac琀椀ce outputs (e.g. being interviewed as part of our training video, 
helping to design an easy-read summary, narra琀椀ng video summaries etc.).

We also worked with a na琀椀onal Advisory Board, chaired by a disabled person, to help secure access 
to case-study sites, advise on the development of policy/prac琀椀ce outputs and support dissemina琀椀on. 
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This included senior representa琀椀on from the Social Care Ins琀椀tute for Excellence (SCIE), Think Local 
Act Personal (TLAP), NHS England/Improvement (NHSE/I), Learning Disability England, VODG, the 
Associa琀椀on of Directors of Adult Social Services (ADASS) and the Challenging Behaviour Founda琀椀on, 
as well as senior clinical, legal and academic experience (see Appendix 1). As we extended the study 
to include addi琀椀onal social care perspec琀椀ves, representa琀椀ves joined from BASW and Care England. 
Advisory Board members were also o昀昀ered the opportunity to jointly badge our proposed outputs in 
order to maximise impact.

Dissemina琀椀on and an琀椀cipated impact

We sought to plan how we would work with our 昀椀ndings and embed them in policy/prac琀椀ce from the 
outset, commi琀�ng to:

• hold a na琀椀onal launch, invi琀椀ng key na琀椀onal policy/prac琀椀ce leads, people with learning disabili琀椀es 
and/or au琀椀s琀椀c people and families to an event which sets out 昀椀ndings/explores key implica琀椀ons;

• summarise 昀椀ndings in an easy read version for people with learning disabili琀椀es and/or au琀椀s琀椀c people;
• o昀昀er a feedback event to each case-study site, involving local sta昀昀, people with learning disabili琀椀es 

and/or au琀椀s琀椀c people and families;
• create a short but a琀琀rac琀椀vely produced guide to tackling delayed discharges, drawing in par琀椀cular on 

the experiences of people with learning disabili琀椀es and/or au琀椀s琀椀c people and their families; this may 
be jointly badged with partners from our Advisory Board, and will be sent to every Director of Adult 
Social Services/NHS Chief Execu琀椀ve in England;

• produce a free training video for ‘Social Care TV’ (online resources used by SCIE to reach care sta昀昀 
who may not otherwise have access to formal training opportuni琀椀es);

• disseminate via ar琀椀cles in the trade press, academic papers and relevant academic/
prac琀椀ce conferences.

Part-way through the project, we won addi琀椀onal funding from the University of Birmingham’s ESRC 
Impact Accelerator Account to work with a local gallery (The Ikon) to commission a leading ar琀椀st to 
produce an original installa琀椀on/exhibi琀椀on to amplify the voices of people with learning disabili琀椀es and/
or au琀椀s琀椀c people from our study (Murray;51 see also www.ikon-gallery.org/exhibi琀椀on/why-are-we-
stuck-in-hospital and our project webpage for more details).

Ethical issues and approvals

We sought research sponsorship from the University of Birmingham’s Social Sciences Research 

Ethics Commi琀琀ee, ethical approval from a Health Research Authority Research Ethics Commi琀琀ee, 
and local R&D approval from case-study sites. The research team was experienced at conduc琀椀ng 
complex health and social care research in di昀케cult environments, at working sensi琀椀vely and ethically 
with issues of capacity/consent in ways which enable people who are seldom heard to take part 
in research, and at working at the pace of individuals with par琀椀cular communica琀椀on needs. We 
conducted the research in a way that valued the voices and experiences of people with learning 
disabili琀椀es and/or au琀椀s琀椀c people, their families and front-line sta昀昀, whilst also recognising the need 
to minimise poten琀椀al distress, be respec琀昀ul of the complexi琀椀es of life in long-stay se琀�ngs and ensure 
safety for everyone involved (e.g. in situa琀椀ons where people may have behaviour that is labelled as 
challenging services).

All par琀椀cipants were given informa琀椀on about the research (including in accessible formats) and we 
regularly checked that they understood the aims of the study, consented to take part and were clear on 
key rights. In par琀椀cular:

www.ikon-gallery.org/exhibition/why-are-we-stuck-in-hospital
www.ikon-gallery.org/exhibition/why-are-we-stuck-in-hospital
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• par琀椀cipa琀椀on is voluntary, with no nega琀椀ve consequences from not taking part;
• people may withdraw at any 琀椀me prior to the comple琀椀on of our 昀椀nal report without giving a reason – 

if they choose to withdraw, their data will not be used;
• we would have to contact social services if we had any safeguarding concerns (NB this did not 

transpire in prac琀椀ce).

We did this on an ongoing basis in situa琀椀ons where capacity might 昀氀uctuate, checking back over previous 
conversa琀椀ons, understandings and agreements each 琀椀me we met. A昀琀er comple琀椀ng an ini琀椀al reply slip to 
signal poten琀椀al willingness to take part, par琀椀cipants received a more detailed informa琀椀on sheet, and were 
asked to sign a consent form at the 琀椀me of interview. Where a lead clinician assessed someone as unable 
to consent to take part in the research, they approached a consultee on the person’s behalf. In the case of 
families, consultees, care sta昀昀 and commissioners, the introductory le琀琀er, informa琀椀on sheet and consent 
form were given by the local lead clinician or a relevant member of the care team, and people who 
wanted to take part replied to the research team. Part way through the study we sought an amendment 
to our ethical approval for the research team to contact commissioners directly, given that invita琀椀ons 
from hospital sta昀昀 had not yielded many responses and mindful of the fact that these were senior 
managers who we felt would feel comfortable declining to par琀椀cipate if they did not wish to take part.

To make sure our research was safe, we:

• completed university risk assessments;
• ran training for the research team around being safe in long-stay se琀�ngs, handling di昀케cult 

conversa琀椀ons, behaviours that can escalate/de-escalate anger/frustra琀椀on, and principles of 
safe prac琀椀ce;

• consulted with case-study sites around any individuals or parts of the ward we should avoid and any 
known ‘triggers’ for people on the ward, taking any advice given (e.g. it may not be appropriate for a 
female researcher to be with a par琀椀cular person on their own);

• ensured we were inducted into local procedures around how to respond if there is a serious incident 
and where exits are and how to exit a locked area safely;

• spent 琀椀me on the unit/ward so that people got to know us gradually and are not made nervous by 
the presence of ‘strangers’ asking ques琀椀ons;

• undertook ‘managing aggression’ training (which was a requirement for access to one of the sites).

Any recordings were made with an encrypted recorder, with data transferred to password-protected 
university computers and uploaded to university servers at the earliest opportunity. The recording was 
then deleted from the audio recorder. Interviews and focus groups were transcribed by a professional 
transcrip琀椀on company from a list of approved university suppliers, with a con昀椀den琀椀ality agreement in 
place. Where an interview was not audio-recorded (e.g. if the person did not communicate verbally), 
we made detailed hand-wri琀琀en notes, transferred these to a password-protected computer as soon 
as possible and destroyed the notes. All data were kept on password-protected university laptops, on 
university servers or (for manual 昀椀les) in a locked o昀케ce at the University. When Changing Our Lives sta昀昀 
made any computer notes or were working on dra昀琀 reports, they were working with anonymised data and 
transferred any materials to university servers at the earliest opportunity, dele琀椀ng these 昀椀les. Data transfer 
took place using secure university systems (known as ‘BEAR Data Share’). Personal data were destroyed 
at the end of the project (24 months), with any other data to be destroyed a昀琀er 10 years. The document 
linking personal data to anonymised 昀椀ndings was kept on a password-protected university computer.

Success criteria and poten琀椀al barriers

In designing this research, we were mindful of poten琀椀al risks/barriers (many of which are reasons why 
similar research has not previously been undertaken) and had ac琀椀ve plans in place to mi琀椀gate these 
(see Tables 1 and 2). In both tables, the nature and experience of the research team, the complementary 
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nature of the skills of Changing Our Lives and the University of Birmingham, senior support from 

members of our Advisory Board and our prior experience of the NIHR ‘Who Knows Best’ study were key 
aspects of our approach.

TABLE 1 Mi琀椀ga琀椀ng risks

Selected (top 5) risks/barriers Mi琀椀ga琀椀ng factors/steps

Di昀케culty recrui琀椀ng case-study sites in challenging 
policy/prac琀椀ce context

Ac琀椀ve support of Advisory Board (especially NHSE and Learning 
Disability England); strong pro昀椀le and links of research team; 
ability to work in challenging/sensi琀椀ve se琀�ngs; anonymisa琀椀on of 
case-study sites to prevent reputa琀椀onal risks

Di昀케culty recrui琀椀ng people with learning disabili琀椀es 
and/or au琀椀s琀椀c people and families

Experience of working with people with learning disabili琀椀es 
and/or au琀椀s琀椀c people and families in long-stay se琀�ngs; strong 
networks/prac琀椀ce links; support from ac琀椀ve and senior Advisory 
Board; ability to work in sensi琀椀ve, ethical ways, taking 琀椀me to 
build trust and rela琀椀onships; support of Reference Group in 
designing appropriate materials

Di昀케culty recrui琀椀ng care sta昀昀/commissioners As above

Complexi琀椀es of engaging people with learning dis-
abili琀椀es and/or au琀椀s琀椀c people in research (especially 
where people do not communicate verbally or have 
behaviour that challenges services)

Skilled/experienced research team. Changing Our Lives in 
par琀椀cular has been selected as a partner for this research due to 
its long-standing/in-depth track record in this regard

Risk of violence/aggression towards research sta昀昀 See above (under ‘ethical approvals’) for prac琀椀cal steps around 
ensuring safety

TABLE 2 Success criteria

Success criteria How these will be delivered/met

Iden琀椀昀椀ca琀椀on of skilled/experienced research team Already assembled/set out in the ini琀椀al proposal

Appointment of high-quality Research Fellow with 
experience of working with people with learning 
disabili琀椀es and/or au琀椀s琀椀c people

Successful track record of research team in previous studies; 
networks of applicants/Advisory Board

Securing research sponsorship (UoB), ethical 
approval (HRA) and local R&D approval

Experienced team comfortable working with issues of capacity/con-
sent and in long-stay se琀�ngs, with strong track record of securing 
ethical approval in 琀椀mely fashion in previous studies

Crea琀椀on of high-pro昀椀le/in昀氀uen琀椀al Advisory 
Board (chaired by a skilled facilitator who is also a 
disabled person) and Reference Group of people 
with learning disabili琀椀es and/or au琀椀s琀椀c people 
and families

Advisory Board already assembled, with senior commitment from 
key na琀椀onal bodies, chaired by Siraaj Nadat BEM.
Reference Group to be assembled from the Sandwell Learning 
Disability Parliament, people with previous experience of leaving 
long-stay hospitals and people from previous Changing Our Lives 
projects such as Sky’s the Limit (suppor琀椀ng young people with com-
plex needs to lead ordinary lives away from ins琀椀tu琀椀onal se琀�ngs)

Three case-study sites signed up to the research, 
achieving the proposed number of par琀椀cipants

See above for approach to recrui琀椀ng case-study sites and working 
with people/families/sta昀昀

Collec琀椀on of proposed data within project 
琀椀mescales

See above for details of project management, roles and responsibili-
琀椀es, as well as online CVs (for details of prior successful delivery)

Quality of data analysis See above for approach to data analysis, and see online CVs for 
prior track record of research team

Launch of high-quality outputs (academic and 
policy/prac琀椀ce)

See above/online CVs for prac琀椀cal examples of impac琀昀ul policy/
prac琀椀ce outputs and high-quality academic outputs

Delivery of project on 琀椀me/to budget See online CVs for details of prior successful delivery
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Chapter 3 Literature review

Overview of included studies

There were a very limited number of outputs which met the inclusion criteria (see Figure 2 and Table 3). 
Considering this is such a long-standing policy priority, this topic seems to be signi昀椀cantly under-
researched, with exis琀椀ng claims to knowledge limited to a handful of very context-speci昀椀c studies and 
na琀椀onal monitoring exercises (many of which have a number of methodological limita琀椀ons). Overall, 
13 research studies met our criteria (of which one – Thomas et al.52 – came from the reference list of a 
study that had been iden琀椀昀椀ed in the ini琀椀al searches – Beer et al.53), together with 昀椀ve na琀椀onal reviews 
(see Figure 2). Of the 13 studies, 11 were based on bed census or retrospec琀椀ve case-note analysis and 
did not include qualita琀椀ve data. Three of the 13 tested a hospital discharge protocol54–56 and o昀琀en 
dealt with delays in a more indirect/implicit manner (e.g. the protocol seemed to signi昀椀cantly reduce 
delays, hence implying that there were signi昀椀cant delays before the project). Only 昀椀ve of the research 
studies involved front-line prac琀椀琀椀oners such as nurses or doctors in the research. Se琀�ngs included both 
open and secure wards, large hospitals, small rehabilita琀椀on units, ATUs, whole Trusts, single wards and 
na琀椀onal overviews.

Rates of delay

Rates of delay varied signi昀椀cantly depending on loca琀椀on, se琀�ng, popula琀椀on studied and methods 
adopted (see Table 3). However, it is impossible to compare rates between di昀昀erent studies, given a wide 
range of de昀椀ni琀椀ons of ‘delay’, as well as a number of implicit de昀椀ni琀椀ons and/or proxy measures (see 
Table 4).

The highest rate of delay was 86% (18 of 21 pa琀椀ents) reported by Cumella et al.57 in an acute admissions 

unit intended for shorter stays. Similarly, Oxley et al.58 and Washington et al.59 found almost 63% and 
over 50% of pa琀椀ents delayed in similar ATU se琀�ngs. These very high rates are due to the expecta琀椀on 
that these se琀�ngs are not intended for stays of longer than a few months, but o昀琀en ended up with 
people resident for years, some琀椀mes becoming de facto long-stay se琀�ngs. On the other hand, Nawab 
and Findley55 reported only 11% of pa琀椀ents as being delayed.

11 bed census or retrospective case notes analyses

England: CQC review of

seclusion and restraint

Northern Ireland:

review of resettlement

programme from long-

stay settings

Scotland: review of

delayed discharge and

long stays/out of area

placements (2 reports)

Wales: national review

of NHS learning

disability hospital

provision

Settings included open and secure wards, large

hospitals, individual units and single wards etc

3 tested a discharge protocol or tool

5 involved front-line practitioners

13 research studies

5 national reviews

FIGURE 2 Overview of included studies.
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This was also an ATU, but here 74% of people stayed less than 3 months, sugges琀椀ng considerable 
varia琀椀on, either in service model and/or performance.

In studies of secure se琀�ngs, rates of delay were reported di昀昀erently – o昀琀en based on the 
appropriateness of the se琀�ng or level of security for the pa琀椀ent’s needs. These rates were s琀椀ll very high: 
for example, 32% of pa琀椀ents in a low-security unit needed less security,53 while a similar propor琀椀on 
of people could be considered for transfer in a high-security se琀�ng.52 In the medium-secure se琀�ng 
explored by Alexander et al.,60 59% of people were considered ‘di昀케cult to discharge long-stay pa琀椀ents’ 
(i.e. with a longer median length of stay than those discharged).

In studies based in general wards or a range of di昀昀erent service se琀�ngs, rates of delay were s琀椀ll 
signi昀椀cant, ranging from around 18%66,67 to 29%54 and 32% in one of the reviews conducted in 
Scotland.34 In CQC’s review across England, 60% of discharges were delayed due to problems 昀椀nding 
community placements:

A lack of suitable care in the community prevented discharge for 60% of people we met. Most people 
in long-term segrega琀椀on needed bespoke packages of care in the community, but this was di昀케cult 
to achieve.

(CQC, 2020, p. 29)61

Those repor琀椀ng proxy measures of delayed discharges iden琀椀昀椀ed even higher rates: Kumar and Agarwal63  

found 68.4% of people were considered ‘suitable for discharge’ (but s琀椀ll in hospital), while Mills et al.35 

found 54% of people across Wales ‘could be considered for transi琀椀on’.

A small number of studies also report the extent of delays: MacDonald64 found 67 people in ‘out of area’ 
placements (i.e. not within the local authority where they lived) across Scotland were considered to have 
delayed discharges, one-third of them for over a year. In Northern Ireland, Palmer et al.65 found that of 

30 people on a delayed discharge list, only 6 had been discharged between 2011 and 2014, leaving 24 
people s琀椀ll delayed in hospital (and a further 25 new admissions since 2011 also delayed). Devapriam 
et al.54 also noted the extent of delays at di昀昀erent stages of the discharge process, with the majority of 
people being delayed for an average of 4 months – but for one pa琀椀ent over 2.5 years – at the 昀椀rst stage 
of assessment and iden琀椀fying a suitable placement.

Throughout these studies, there is no consistency as to how delays are de昀椀ned (see Table 4), making it 

impossible to meaningfully compare results and gain an overview of delayed discharges across the UK. 
The majority of studies adopt either an explicit or an implicit de昀椀ni琀椀on that sees a ‘delayed discharge’ as 
occurring when a person stays in hospital a昀琀er they have no clinical need to remain. However, studies 
in secure se琀�ngs o昀琀en focus on whether someone could be transferred to a less-secure se琀�ng (even if 
they remain an inpa琀椀ent), and na琀椀onal reviews suggest that some people discharged from hospital are 
actually transferred to other hospitals (not really a ‘discharge’ at all in lay terms). Some studies use the 
terminology ‘di昀케cult to discharge’60 or assume that lengths of stay exceeding a par琀椀cular limit indicate a 
delay by default.59,60,62,67 These varying interpreta琀椀ons generate important ques琀椀ons about subjec琀椀vity 
and perspec琀椀ve: in whose view is a person ready to move on? Who assesses whether the level of 
restric琀椀on is appropriate or what length of stay is excessive for di昀昀erent se琀�ngs, and on what basis (see 
below for further discussion)?

Broader length of stay

Lengths of stay are some琀椀mes reported either as context or as a proxy for delays, and in di昀昀erent ways. 
Some studies report the propor琀椀on of people staying for di昀昀erent lengths of 琀椀me, while others report 
mean or median lengths of stay, and some a combina琀椀on (see Table 4). Oxley et al.58 also reported a 

longitudinal change in length of stay, with median stays increasing from 6 to 9 months across 4 years. 
Length of stay ranged signi昀椀cantly between se琀�ngs – for example, ATUs or similar se琀�ngs had shorter 
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lengths of stay than secure se琀�ngs, ranging from weeks55 to median stays of 3–6 months.58,59 What is 

notable, however, is the large propor琀椀ons of people staying for many years: secure se琀�ngs reported 
a large number of people staying more than 5 years, including 42% of people staying over 5 years and 
11% over 10 years in a medium-secure se琀�ng,60 mean lengths of stay in a locked rehabilita琀椀on unit 
of over 6 years (for those now discharged, Taylor et al.56) and mean lengths of stay of over 10 years in 
a high-security se琀�ng.52 In studies repor琀椀ng across a range of se琀�ngs, more than half of people were 

TABLE 4 De昀椀ni琀椀ons of ‘delayed discharges’ (and proxy measures)

Authors (date) De昀椀ni琀椀on

Alexander et al. (2011)60 ‘Di昀케cult to discharge long-stay’ group = stay longer than median for 
discharged group (2.8 years)

Beer et al. (2005)53 Being in an ‘inappropriate’ placement – i.e. needing di昀昀erent levels of 
security

CQC (2020)61 No formal de昀椀ni琀椀on: implied in rela琀椀on to length of stay, length in 
segrega琀椀on, readiness for transi琀椀on

Cumella et al. (1998)57 ‘Bed blockage’ – appropriate for discharge but not able to be discharged

Devapriam et al. (2014)54 Medically 昀椀t for discharge but they are unable to leave hospital because 
arrangements for con琀椀nuing care have not been 昀椀nalised (p. 211)

Dickinson and Singh (1991)62 ‘New long-stay’ pa琀椀ent – resident over 12 months

Kumar and Agarwal (1996)63 Nurses asked whether ‘the pa琀椀ents could be discharged and managed in 
the community with minimal support or were likely to require prolonged 
inpa琀椀ent treatment’ (p. 64)

MacDonald (2018)64 A hospital inpa琀椀ent who is clinically ready for discharge from inpa琀椀ent 
hospital care and who con琀椀nues to occupy a hospital bed beyond the 
ready for discharge date (p. 11)

Mental Welfare Commission for Scotland 
(2016)34

We regard them as being kept in hospital when this is recognised as no 
longer the best place for them to be living (p. 18)

Mills et al. (2020)35 Implied: readiness for transi琀椀on

Nawab and Findley (2008)55 Clinically 昀椀t for discharge but cannot move on from the unit for other 
reasons (p. 91)

Oxley et al. (2013)58 A delayed transfer occurs when a pa琀椀ent is ready for transfer from a 
general and acute hospital bed but is s琀椀ll occupying such a bed (p. 37)

Palmer et al. (2014)65 Iden琀椀昀椀ed as ready for discharge but there is nowhere for them to go  
(p. 35)

Perera et al. (2009)66 When a pa琀椀ent, clinically ready for discharge, cannot leave the hospital 
because the other necessary care, support or accommoda琀椀on for them is 
not readily accessible and/or funding is not available (p. 167)

Taylor et al. (2017)56 Inpa琀椀ents that are clinically 昀椀t to leave hospital (p. 144)

Thomas et al. (2004)52 Implied as people who could move to a lower level but remain at higher 
security than needed

Washington et al. (2019)59 When the original aims of the admission had been met and the length of 
stay exceeded the recommenda琀椀ons of the Learning Disability Senate 
(p. 28). The Learning Disability Professional Senate (2016) s琀椀pulated 
speci昀椀cally that 75 per cent of admissions should be discharged within 3 
months and 90 per cent should be discharged within 6 months (p. 25)

Wa琀琀s et al. (2000)67 Ready for discharge and able to cope in the community with appropriate 
support, but could not be discharged (p. 179)
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o昀琀en staying more than 5 years.35,65,66 In Scotland, the Mental Welfare Commission for Scotland34 found 

around 70% of people staying longer than 3 years. Where lengths of stay are reported as an average, of 
course, the inclusion of a number of short-stay se琀�ngs means that some people experience very lengthy 
inpa琀椀ent stays, some琀椀mes reaching into decades.

‘Explaining’ delayed discharge

The range of reasons given for delayed discharges are shown in Table 5, and cover those associated with 
individual characteris琀椀cs as well as those pertaining to the discharge process and wider system. In many 
ways, this is similar to Glasby’s41 review of delayed hospitals discharges from general hospitals, which 
explored individual, organisa琀椀onal and structural issues at stake, and argued for the need to work across 
mul琀椀ple levels at the same 琀椀me.

Personal characteris琀椀cs (individual factors)
Many studies reported reasons for delay/excessive lengths of stay which may relate to par琀椀cular 
characteris琀椀cs of the people who are delayed (see Table 5), seeking to 昀椀nd sta琀椀s琀椀cal associa琀椀ons 
between length of stay/rates of delay and pa琀椀ent characteris琀椀cs such as age, gender, behaviour, level of 
disability, co-exis琀椀ng diagnoses and criminal record. For example, Washington et al.59 found that 61% of 
inpa琀椀ents with ‘barriers to discharge’ had a secondary diagnosis of au琀椀sm, while 41% had other mental 
health diagnoses (e.g. bipolar disorder, depression and anxiety). In general, ‘challenging behaviour’, 
psychiatric diagnoses and a higher degree of intellectual disability are seen as some of the main 

predictors of a longer length of stay/di昀케culty discharging or transferring.52,53,59,60,62,64,67 This is largely 
linked to risk, with those perceived as higher risk to themselves or others seen as being more likely 
to be delayed. ‘Social’ factors such as a poor home environment or a lack of home support were also 
men琀椀oned,62 along with the pa琀椀ent having a high level of physical care needs or ‘complex needs’ such 
as mobility issues, needing 24-hour care, waking night sta昀昀 or 1 : 1 (and more) care.34,52,67 Interes琀椀ngly 
Beer et al.53 and Wa琀琀s et al.67 both found that being admi琀琀ed informally (i.e. not formally admi琀琀ed under 
the MHA) was associated with being delayed or needing a higher level of security, sugges琀椀ng that being 
detained under the MHA can be a posi琀椀ve factor in a 琀椀mely discharge or transfer, possibly because 
it is linked to a statutory process of regular reviews which includes con琀椀nuous reassessment of the 
appropriateness of the se琀�ng.

While it seems likely that people with par琀椀cularly signi昀椀cant needs might need a very bespoke 
response (which might take longer to arrange than more rou琀椀ne care), a number of authors recognise 
that each individual has a unique set of characteris琀椀cs and needs: the groups being studied are very 
heterogeneous and everyone has a par琀椀cular story or pro昀椀le.54,58,60,67 As a result, basic demographics 

were rarely found to be useful predictors of longer lengths of stay or being delayed. As Oxley et al. (p. 
38)58 observe:

It is important to keep in mind that individuals with intellectual disabili琀椀es accessing specialist inpa琀椀ent 
services are more likely to present with complex clusters of symptoms and behavioural problems that may 

span several diagnos琀椀c categories.

Moreover, highligh琀椀ng individual characteris琀椀cs feels problema琀椀c for a number of reasons. First, many 
studies report associa琀椀ons and possible links between characteris琀椀cs, implying but not sta琀椀ng a causal 
rela琀椀onship between the characteris琀椀cs and the length of stay or delay. In some cases these sta琀椀s琀椀cal 
analyses have been conducted on small samples, arguably making techniques such as regression analysis 
less useful for exploring reasons for delays than other approaches (see below for further discussion). 
Second, it can lead to an over-simpli昀椀ca琀椀on: for all the sta琀椀s琀椀cal calcula琀椀ons linking poten琀椀al delayed 
to par琀椀cular factors associated with the individual, there is a risk that much of this literature ul琀椀mately 
concludes that working with people with mul琀椀ple, complex needs is essen琀椀ally ‘complex’ – which does 
not feel a very earth-sha琀琀ering observa琀椀on. Finally, in the literature on older people delayed in general 
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TABLE 5 Reasons cited for delayed discharge

Authors (date)
Reasons for delayed discharge – 
characteris琀椀cs

Reasons for delayed discharge – process/
system issues

Alexander et al. (2011)60 More criminal sec琀椀ons and restric琀椀on 
orders; history of 昀椀re-se琀�ng; having 
su昀昀ered abuse; diagnosis of personality 
disorder; history of substance misuse

Beer et al. (2005)53 Factors that might predict a delay were 
being young, being admi琀琀ed on an 
informal basis, and not having ‘overac琀椀ve’ 
as a reason for admission

May be knock-on e昀昀ects at di昀昀erent levels of 
security: ‘discharge problems at lower levels 
of security fail to free up low secure beds, 
crea琀椀ng discharge problems at higher levels 
of security’ (p. 635)

CQC (2020)61 Re-trauma琀椀sing and increased needs 
a昀琀er failed community placements

Funding – availability, complexity and 
accessing, disputes over responsibility; 
commissioners’ fears over high levels of risk 
and cost in community; lack of appropriate 
care in the community

Cumella et al. (1998)57 One person’s parents had le昀琀 the country Lack of places in suitable specialist accom-
moda琀椀on or day care (13 people); funding 
disputes between NHS and local authority (4 
people)

Devapriam et al. (2014)54 Awai琀椀ng assessment of future needs and 
iden琀椀fying suitable placement – 7 people 
(50%); awai琀椀ng social services funding 
or agreement – 4 people; the remaining 
3 people were delayed due no suitable 
placement available or legal issues

Dickinson and Singh (1991)62 Psychiatric factors (increased previous 
admissions, family history and diagnosis 
of psychosis and demen琀椀a) and social 
factors (deceased parents and an 
inability to be discharged back to place of 
admission, par琀椀cularly if admi琀琀ed from 
home)

Kumar and Agarwal (1996)63 Of those suitable for discharge but 
who might be di昀케cult to manage in the 
community, reported reasons/needs 
were: aggressive behaviour (24.5%), 
violent behaviour (8%) and self-injury 
(6.4%)

Sta昀昀 a琀�tudes; previous experiences of the 
successes/failures of rese琀琀lement

MacDonald (2018)64 Primarily male; 40% had mental health 
problems (most commonly bipolar 
disorder, anxiety, depression, schizophre-
nia); nearly 75% currently had challenging 
behaviour, over two-thirds including 
physical aggression

Lack of accommoda琀椀on (51%); lack of service 
providers (15%); other factors included legal/
funding/geography issues

Mental Welfare Commission 
for Scotland (2016)34

Complex needs requiring specially 
commissioned service (e.g. 24/7 care 
with 1 : 1 or more sta昀昀); deteriora琀椀on in 
the person’s mental or physical health; 
needs escalate/incompa琀椀bility with other 
residents/placement becomes unsuitable

Funding (41%); housing (74%); no appropriate 
care provider (62%) (not mutually exclusive). 
Other reasons include lost places due to 
琀椀ming of available local authority funding 
with available appropriate placement; or 
delays in adapta琀椀ons to proper琀椀es, alloca琀椀ng 
a social worker, assessments, recruitment and 
training of support sta昀昀, and legal issues (e.g. 
guardianship)

con琀椀nued
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Authors (date)
Reasons for delayed discharge – 
characteris琀椀cs

Reasons for delayed discharge – process/
system issues

Mills et al. (2020)35 Factors in readiness for transi琀椀on include: 
professional judgement; pa琀椀ent’s opinion; 
safety/risk to self/others; level of need and 
complexity etc.

Nawab and Findley (2008)55 Di昀케culty with placements – funding 
issues or lack of appropriate resources in 
the community (13/18); physical health – 
needing transfer to appropriate services 
(5/18); introduc琀椀on of discharge/admission 
protocols saw shorter stays/more discharges

Oxley et al. (2013)58 Lack of iden琀椀昀椀ca琀椀on of suitable placement 
– 69% of delayed discharges in 2009–2011, 
44% in 1999–2001

Palmer et al. (2014)65 Small number of new services and bed spaces 
created; lack of coordina琀椀on between health, 
housing and social services; misalignment of 
funding streams; absence of an overall reset-
tlement plan (e.g. monitoring, procurement); 
weak engagement by Trusts with pa琀椀ents 
and families; di昀케culty commissioning 
individual complex needs across health, social 
care and housing programme

Perera et al. (2009)66 47% (32) – due to social care reason 
(people awai琀椀ng assessment, or wai琀椀ng for 
commissioning of services); 5% – due to 
healthcare reason; 47% (32) – no suitable 
facility available in the community/service 
development needed

Taylor et al. (2017)56 No reasons given but posi琀椀ve feedback on 
protocol suggests issues in:
- Clarity of process and roles, dedicated 
pre-discharge planning mee琀椀ngs
- Partnership working – bringing departments 
together
- Risk management training for sta昀昀 (espe-
cially in community)
- Extra clinical support post-discharge

Thomas et al. (2004)52 Factors associated with con琀椀nued need 
for high security: being younger, higher 
treatment and security needs, recent 
violent conduct, nature of ini琀椀al o昀昀ence

Most delays transferring to lower security 
were because a suitable placement did not 
seem to exist; others were due to funding 
issues, no bed available or not accepted 
(unsuitable services) or Home O昀케ce issues

Washington et al. (2019)59 Individual characteris琀椀cs ac琀椀ng as a 
barrier to discharge were only iden琀椀昀椀ed 
for 3% of delays (con琀椀nuing mental (and 
physical health) di昀케cul琀椀es)

For 83% of pa琀椀ents, delay was due to failure 
to source funding or 昀椀nd an alterna琀椀ve care 
provider. The remainder were delayed due to: 
placement/accommoda琀椀on not ready; new 
trigger to mental health di昀케cul琀椀es; 昀椀nding a 
specialist bed; recrui琀椀ng support sta昀昀 to the 
provider

Wa琀琀s et al. (2000)67 Delayed pa琀椀ents tended to be older, 
admi琀琀ed informally, having a more severe 
learning disability and a longer hospital 
stay. Those s琀椀ll delayed on follow-up 
needed high levels of care (e.g. 24-hour 
care, very experienced sta昀昀 and high 
levels of sta昀케ng)

Lack of suitable accommoda琀椀on (34 people); 
insu昀케cient funding (10 people); carers 
unable to cope (17 people); insu昀케cient 
clinical support (11 people); lack of suitable 
educa琀椀onal placement (13 people)

TABLE 5 Reasons cited for delayed discharge (con琀椀nued)
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hospitals, there has been a concerted a琀琀empt to avoid labelling people as ‘bed blockers’, as this implies 
the delay is somehow their ‘fault’. In prac琀椀ce, the vast majority of older people would rather be at home, 
and the delay is usually due to system issues rather than any fault of the individual. In other areas of 
social policy, indeed, focusing on personal characteris琀椀cs would be seen simply as ‘vic琀椀m-blaming’, and 
might be considered o昀昀ensive.

Process (organisa琀椀onal) and system (structural) issues
Many of the papers included also give reasons for delays that are related to the process of discharge, 

such as administra琀椀ve issues, funding and the availability of suitable placements. In most studies, these 
factors are iden琀椀昀椀ed from case notes and so vary signi昀椀cantly, o昀琀en dependent on the local context and 
on some of categories used by speci昀椀c sites, members of sta昀昀 or service providers at the 琀椀me the notes 
were made. Some of the reasons given are also fairly specula琀椀ve and tend to lack further explana琀椀on 
(e.g. a statement that there would be fewer delays if there were more suitable placements available 
in the community, without any real a琀琀empt to de昀椀ne what ‘suitable’ means, consider what kinds of 
placements are available or re昀氀ect on whether more or di昀昀erent placements really would make a key 
di昀昀erence – and certainly no a琀琀empt to test any of this).

Lack of appropriate placement/services post-discharge
A signi昀椀cant number of papers suggest that a key issue is a lack of community placements appropriate 
to the person’s needs. Wa琀琀s et al.,67 Nawab and Findley55 and Cumella et al.57 all report more than 70% 
of people delayed due to a lack of suitable accommoda琀椀on or day care, Perera et al.66 (p. 169) ascribe 
47% of delays to there being no suitable facility available in the community and Thomas et al.52 found 

that clinicians in a secure unit believed the vast majority of delayed transfers were due to the fact that 
alterna琀椀ve placements simply did not exist or beds were not available. Similar themes also emerged 
from na琀椀onal reviews, with the Mental Welfare Commission for Scotland34 in Scotland 昀椀nding that 
74% delays were due to a lack of suitable housing and 64% due to a lack of suitable service provider. 
MacDonald64 similarly reported that 51% of those delayed and in hospital out of area were delayed due 
to a lack of accommoda琀椀on, with 15% due to a lack of service providers (not just accommoda琀椀on). In 
Northern Ireland, Palmer et al.65 highlight the small number of new community placements (referred 
to as ‘bed spaces’) as a factor in the slow progress made in discharging those s琀椀ll delayed in long-stay 
hospitals a昀琀er many years.

However, it is some琀椀mes di昀케cult to know what this means: is it an absolute absence of placements, 
a lack of placements which are su昀케ciently specialised, a lack of 昀椀t between what providers can o昀昀er 
and what individuals need, and/or do hospital-based sta昀昀 re昀氀ec琀椀ng on what might ease delays not 
necessarily know enough about what is actually available in the community? As an example, both 
Devapriam et al.54 and Oxley et al.58 report that the majority of delays – 50% and 69% respec琀椀vely – 
were not due to the lack of placements per se, but to di昀케cul琀椀es in the process of iden琀椀fying and/or 
star琀椀ng a suitable placement:

Surprisingly, only one pa琀椀ent was delayed due to lack of availability of an appropriate placement in the 
community; the rest had exis琀椀ng community placements iden琀椀昀椀ed and only one other pa琀椀ent had to wait 
for a bespoke placement to be commissioned. This reiterates that the reason for delay in most cases is a 

system issue rather than a lack of available placements for complex care in the community.

(Devapriam et al., p. 213)54

Where studies have explored these issues in more detail, they tend to point to missing elements of 
current community placements – for example, a perceived lack of specialist sta昀昀, a lack of specialist 
training or an inability to support pa琀椀ents with par琀椀cularly complex needs.34,59,64,67 For a small minority, 

the reasons for delays included not being able to go back home or back to an original placement, 

either because the pa琀椀ents’ needs had changed and sta昀昀 or family were no longer able to cope,55,58 the 

placement had become unavailable (bed 昀椀lled), or family circumstances had changed. For example, one 
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person’s parents had died and another’s family was in another country.62 Together, a ‘lack of placement’ 
seems to indicate all or some elements of a future placement being missing, whether this relates to 
family circumstances, housing, the level of care needed and the specialism/training of sta昀昀. In one sense, 
all delayed discharges are caused in part by the ‘lack of a suitable placement’ (almost as if this category is 

so broadly/loosely de昀椀ned that it loses all meaning).

Funding
‘Funding’ was the second most commonly reported reason for delays in transfer to lower levels of security 
according to Thomas et al.52 The Mental Welfare Commission for Scotland34 also found that 41% of 
people were delayed due to ‘funding issues’, while Wa琀琀s et al.67 saw ‘insu昀케cient funding’ as contribu琀椀ng 
to 23% delays. Funding issues obviously a昀昀ect the availability and suitability of a placement and even 
where funding and placement issues have been reported separately, it is clear that these categories are 
not mutually exclusive – with many pa琀椀ents delayed for both reasons.54,57,66,67 Some琀椀mes, the process of 
agreeing funding seemed to be the issue (rather than necessarily the amount of money available), with 
Cumella et al.57 昀椀nding that nearly a quarter of pa琀椀ents were delayed due to funding disputes between 
local authori琀椀es and (former) health authori琀椀es, and Devapriam et al.54 repor琀椀ng a similar propor琀椀on of 
people wai琀椀ng for funding decisions to be made. Without giving rates or sta琀椀s琀椀cs, the CQC61 iden琀椀昀椀ed 
funding availability, disputes, access and complexity as major issues contribu琀椀ng to excessively long 
stays in hospital, and Palmer et al.65 noted signi昀椀cant di昀케cul琀椀es with commissioning individual complex 
packages across health, social care and housing. As with labels such as ‘lack of suitable placements’, it is 
di昀케cult to tell what delays due to ‘funding’ actually mean in prac琀椀ce. A昀琀er all, people are o昀琀en delayed in 
very expensive hospital se琀�ngs, sugges琀椀ng not an absence of funding per se, but perhaps that exis琀椀ng 
funding is in the wrong place: di昀케cul琀椀es moving funding create di昀케cul琀椀es moving people.

Discharge process issues
Broadly, the literature highlights two areas of the discharge process that seem par琀椀cularly problema琀椀c: 
wai琀椀ng for assessments and a lack of proac琀椀ve discharge planning, o昀琀en not using tools or following 
protocols that are already available. Devapriam et al.54 found 50% of discharges were delayed whilst 
awai琀椀ng a social care assessment, while Perera et al.66 found 47% of people delayed for the same 
reason. In rela琀椀on to discharge planning, Mills et al.35 reported 82% of pa琀椀ents having no future 
placement iden琀椀昀椀ed, MacDonald64 found that around half of people in the Sco琀�sh services under 
review had no ac琀椀ve discharge plans, and in England the CQC61 found that 60% of people had no good-
quality discharge plan in place. These process-based issues indicate problems for discharges occurring 
at mul琀椀ple stages of the inpa琀椀ent journey, including at the point of admission, which Devapriam et al.54 

explored by iden琀椀fying delays at di昀昀erent stages:

• Stage 1: Assessment of needs and iden琀椀fying an appropriate placement.
• Stage 2: Awai琀椀ng funding decisions from local authority/NHS (including resolving disputes 

over responsibility).
• Stage 3: Awai琀椀ng authorisa琀椀on of funding from responsible authority.
• Stage 4: Wai琀椀ng for package to be made ready (e.g. sta昀昀 trained, accommoda琀椀on adapted).

Nearly half – and the largest propor琀椀on of pa琀椀ents – were delayed at the 昀椀rst stage for the longest 
period of 琀椀me: an average of 4 months, with the longest delay around 2.5 years. The Mental Welfare 
Commission for Scotland34 also iden琀椀昀椀ed 琀椀ming issues with the discharge process: for some pa琀椀ents, 
wai琀椀ng for funding decisions at di昀昀erent stages resulted in poten琀椀al placements being 昀椀lled by someone 
else, indica琀椀ng there were appropriate services but poten琀椀ally not enough spaces in them, or a lack of 
mechanisms to priori琀椀se who should get the next available bed.

Changing service structures, policy and governance
Oxley et al.,58 Devapriam et al.,54 Mills et al.,35 MacDonald,64 the Mental Welfare Commission for 

Scotland34 and the CQC61 also note a wider shi昀琀 towards the use of private/independent providers in an 
increasingly mul琀椀-sectoral mix of services – par琀椀cularly in residen琀椀al care. They suggest this in昀氀uences 
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delays for a number of reasons: concerns over the transparency of the o昀昀er, ques琀椀ons about quality and 
appropriateness of the care provided in some se琀�ngs (par琀椀cularly private providers), and the intersec琀椀on 
of mul琀椀ple agencies and providers poten琀椀ally making co-ordina琀椀ng care harder and processes slower. 
Naturally, there are challenges in governing a complex, mul琀椀-sectoral system that directly impact discharge 
processes, although it is hard to see how these issues might apply only to the independent sector, rather 
than any situa琀椀on where there are mul琀椀ple stakeholders with di昀昀erent roles and accountabili琀椀es.

One issue with the variability of reported rates of delay is the absence of legisla琀椀on obliging authori琀椀es 
and services to collect, monitor and report such data:

The Department of Health published its good prac琀椀ce guidance on delayed discharges [from general 
hospitals] in 2003 and this was followed by the Community Care (Delayed Discharges etc.) Act 2003. 
However, this legisla琀椀on did not extend to mental health or intellectual disability services (also known as 
learning disability services in the UK) and therefore delayed discharges in these services are not monitored 
or scru琀椀nised, as they are in acute hospitals.

(Devapriam et al., p. 211)54

Furthermore, a number of studies iden琀椀fy a lack of clarity around overall responsibili琀椀es, communica琀椀on 
between di昀昀erent partners, and the roles of all stakeholders involved in dealing with discharges overall, 
let alone those who are delayed. In Northern Ireland, Palmer et al.65 a琀琀ributed a lack of progress in 
discharging delayed pa琀椀ents to fundamental misalignments of funding streams and lack of co-ordina琀椀on 
between health, housing, social services and social development departments. They also noted the 
absence of an overall rese琀琀lement plan, including monitoring and procurement and weak engagement 
by Trusts with pa琀椀ents and families. The CQC61 also highlight how disputes between di昀昀erent local 
and na琀椀onal commissioners, and between health and social care, can lead to a lack of agreement over 
responsibility for funding the person’s care – especially during transi琀椀on periods.

All these issues may in昀氀uence the nature of commissioning, with the CQC61 no琀椀ng the in昀氀uence of 
commissioners’ fears on the limited development of community services, repor琀椀ng that commissioners 
perceived higher risks in community services than in hospitals with 24-hour care, and some incorrectly 
assuming community packages are more expensive than hospital beds. Cumella et al.57 also iden琀椀昀椀ed 
three di昀昀erent commissioning approaches that in昀氀uenced the extent of delays:

1. A ‘devolved’ approach where local teams organise transi琀椀on process and placements, then commis-

sioners approve funding.
2. ‘No strategy’ – reviewing pa琀椀ents’ suitability for discharge and transfers is case-by-case and ad hoc.
3. The ‘clinical approach’, in which a rese琀琀lement o昀케cer liaises between providers and community 

teams throughout the process.

Of these, the third approach was found to be the most successful in reducing delays to discharge, 
alongside speci昀椀c discharge protocols and CTRs. This literature is from the late 1990s and refers to a 
period shortly a昀琀er a signi昀椀cant e昀昀ort at deins琀椀tu琀椀onalisa琀椀on, so relates less to recent policy e昀昀orts and 
service structures. However, the range of issues it uncovers suggests that there are – and have been for 
some 琀椀me – mul琀椀ple parts of di昀昀erent UK health and social care systems where roles, responsibili琀椀es and 
processes rela琀椀ng to discharging pa琀椀ents with learning disabili琀椀es from hospital are poorly co-ordinated.

Perspec琀椀ves and voices

A key argument of this study is that the perspec琀椀ves and voices of people using services, their families 
and front-line care sta昀昀 are o昀琀en overlooked when we debate the issue of delayed discharge (see 
Thwaites et al.68 for a similar argument with regard to older people in general hospitals). In our review, 



30

NIHR Journals Library www.journalslibrary.nihr.ac.uk

LITERATURE REVIEW

most of the data derive from bed censuses, case notes and the views of the individual researchers (o昀琀en 
a medical prac琀椀琀椀oner). Remarkably, no academic journal ar琀椀cles we included were able to assess a rate 
of delay, suggest reasons for those delays and include the voices of service users, families and front-

line care sta昀昀. Whilst pa琀椀ent and family voices were en琀椀rely absent from the academic literature (see 
Table 6), they were some琀椀mes present in the na琀椀onal reviews included (which were usually authored 
by or in collabora琀椀on with a third-sector organisa琀椀on or a na琀椀onal health and social care body). Even 
professionals’ voices (nurses, doctors, ward managers etc.) were only found in 昀椀ve of the 13 academic 
research ar琀椀cles included. These were included either to assess the appropriateness of the level of 
security for pa琀椀ents,52,53 give further detail as to the reasons for delay57,63 or, in one case, give feedback 

on a new discharge protocol.56 However, even these some琀椀mes felt like something of an ‘add on’ to 
what seemed to be the ‘main’ 昀椀nding – the overall rate of delays (usually de昀椀ned via bed census/case 
notes and based ul琀椀mately on the opinion of a lead researcher, usually a medic).

TABLE 6 Di昀昀erent perspec琀椀ves included in previous research (or not)

Authors and date Perspec琀椀ves included: people using services, families, front-line sta昀昀

Alexander et al. (2011)60 No

Beer et al. (2005)53 Unit manager assessed ‘appropriateness of placement’ for each pa琀椀ent; data 
completed by a clinical lead who knew the pa琀椀ent rather than by the pa琀椀ent 
themselves

CQC (2020)61 Yes – pa琀椀ents, carers, frontline sta昀昀 and commissioners interviewed; ques琀椀on-
naires by service managers; visits

Cumella et al. (1998)57 Nurses, consultants and sta昀昀 responsible for purchasing learning disability 
services

Devapriam et al. (2014)54 No

Dickinson and Singh (1991)62 No

Kumar and Agarwal (1996)63 Nurses in charge of each ward completed the ques琀椀onnaire, usually charge 
nurse/ward sister

MacDonald (2018)64 Yes – mee琀椀ngs with health and social care providers and with Health and 
Social Care Partnerships; individual case studies considered, supplied by 
Partnerships and by family carers

Mental Welfare Commission for 
Scotland (2016)34

Yes – ques琀椀onnaires to clinical service managers and nurses, spoke to nurses, 
spoke to individual pa琀椀ents, involved carers via mee琀椀ngs and ques琀椀onnaires

Mills et al. (2020)35 Prac琀椀琀椀oners (mul琀椀ple, including therapy sta昀昀, nursing team); service users – 
advocates worked with 17 pa琀椀ents directly

Nawab and Findley (2008)55 No

Oxley et al. (2013)58 No

Palmer et al. (2014)65 Consulta琀椀ons with policymakers, programme planners, service commissioners 
and senior manager; sister report on pa琀椀ent experiences of rese琀琀lement 
includes service users and carers

Perera et al. (2009)66 No

Taylor et al. (2017)56 13 stakeholders (commissioners, nursing sta昀昀, clinicians, care sta昀昀, social 
workers etc.) gave feedback on protocol

Thomas et al. (2004)52 Responsible medical o昀케cers and primary nurses iden琀椀昀椀ed the appropriateness 
of security level for each pa琀椀ent

Washington et al. (2019)59 No

Wa琀琀s et al. (2000)67 No
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In contrast, the na琀椀onal reviews included from each of the four na琀椀ons of the UK tried to include 
perspec琀椀ves from a range of stakeholders – service users, carers, frontline sta昀昀, managers and 
commissioners. They did this using a range of methods such as ques琀椀onnaires, focus groups, 
observa琀椀ons and interviews designed to delve deeper into the experiences and quality of care 
and prac琀椀ces involved, and the reasons behind delays. For example, Mills et al.35 included mul琀椀ple 
perspec琀椀ves at each visit:

Informa琀椀on was gathered, during site visits to each unit, from the pa琀椀ent, therapy sta昀昀, nursing team, 
clinical notes and prescrip琀椀on charts. It was not possible to have a discussion with the pa琀椀ents’ families 
and carers ….

(Mills et al., p. 21)35

Palmer et al.65 also sought views on the e昀昀ec琀椀veness of the policy programme overall, using:

Consulta琀椀ons with policymakers, programme planners, service commissioners and senior managers 
involved in rese琀琀lement, and in the delivery of housing and support services to rese琀琀led people, to explore 
their views and percep琀椀ons of: the pace of and in昀氀uences on the rate of rese琀琀lement; standards and 
issues in the provision of housing, care and support services; views about the aims of the rese琀琀lement 
programme and the extent to which they have been or are being achieved. (p. 8)

Implica琀椀ons for research and prac琀椀ce raised in the previous literature

In general, the range of recommenda琀椀ons made fall into three broad types. Firstly, several studies 
stress the general principle of be琀琀er provision, such as more and be琀琀er services in the community for 
people with learning disabili琀椀es and/or au琀椀s琀椀c people.52,53,57,62,64 Many also see closer joint working and 
co-ordina琀椀on of services between social services and the NHS as an overall priority,35,54,55,58,61 including 

sugges琀椀ons such as joint development of a greater range of community services or packages of care 
for complex needs.61,64 Secondly, there are speci昀椀c recommenda琀椀ons for changes to the governance, 
delivery and management of services for people with learning disabili琀椀es, and speci昀椀c calls for improved 
discharge processes. Finally, a number of studies make recommenda琀椀ons in terms of knowledge and 
informa琀椀on, in rela琀椀on both to services and to research – building understanding, gathering and 
repor琀椀ng data and monitoring progress. Thus, almost all of the papers included call for more high-quality 
research, with some authors highligh琀椀ng the need for research comparing di昀昀erent sites, se琀�ngs 
and approaches rather than standalone studies of one site or interven琀椀on.56,60 In par琀椀cular, a number 
of studies call for a standard monitoring and repor琀椀ng system for delayed discharge (see e.g. Mental 
Welfare Commission for Scotland34; Perera et al.66; CQC61) – which, a昀琀er all, exists with regard to 
discharges from general hospitals.

Many making recommenda琀椀ons about the discharge process itself call for more streamlined processes, 
earlier and be琀琀er discharge planning with greater involvement of service users and families54,55,57,61 and 

consistent use of available tools, protocols and legal frameworks such as CTRs, the Care Programme 
Approach (CPA), the MHA and exis琀椀ng discharge protocols.35,55,57,67 This includes one study calling 
for greater use of a speci昀椀cally developed decision-making tool for addressing delayed discharges.54 

Other recommenda琀椀ons relate to responsibili琀椀es, governance and rela琀椀onships between stakeholders 
at di昀昀erent scales, ranging from sugges琀椀ng an overall na琀椀onal commissioner responsible for reducing 
delayed discharges61 to a designated professional within services whose remit is to manage and 
streamline discharges, such as the rese琀琀lement o昀케cer or responsible person role proposed by Cumella 
et al.57 and Devapriam et al.54 respec琀椀vely. Linking to the purported lack of suitable placements in the 
community, some recommenda琀椀ons centre on changes to exis琀椀ng community provision. For example, 
Washington et al.59 focused on speci昀椀c training and skills for those working in the community in 
suppor琀椀ng people with the complex combina琀椀on of learning disabili琀椀es or au琀椀sm, mental health needs 
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and challenging behaviour. MacDonald call for speci昀椀c training in posi琀椀ve behaviour support (PBS), 
specialist support for co-exis琀椀ng au琀椀sm and speci昀椀c support for families and carers in 琀椀mes of crisis, 
located in the community. Others call for dedicated rehabilita琀椀on spaces for the transi琀椀on period.56,57

Summary

This review of the literature has explored the extent of delayed discharges for people with learning 
disabili琀椀es from long-stay hospitals across the UK, the reported reasons behind these delays, the range 
of recommenda琀椀ons made to address the problem and the extent to which service users, families and 
front-line care sta昀昀 have been engaged in previous research. Overall, a very signi昀椀cant propor琀椀on of 
people across various long-stay se琀�ngs are considered to be delayed or experiencing excessively long 
stays – some for decades. The reasons for this are broadly reported to be because of the extent or 
complexity of the individual’s needs, or because of system issues such as a lack of appropriate services 
in the community, disputes and issues with funding, poorly designed or implemented discharge or 
transfer processes, and wider problems with governance, commissioning and inter-agency rela琀椀onships. 
However, the literature has a number of limita琀椀ons:

• Proxy indicators of delayed discharge such as length of stay or number of people with discharge 
plans, coupled with a general lack of precision/standardisa琀椀on in terms of de昀椀ni琀椀ons, mean that data 
cannot be aggregated and that the extent of the issue cannot be fully understood. Beyond the rate 
of delay, there is also insu昀케cient understanding of the amount of 琀椀me di昀昀erent people are delayed, 
what this feels like and the impact it has on subsequent outcomes.

• The use of sta琀椀s琀椀cal analysis to link par琀椀cular demographics of individuals with delays or longer stays 
is generally unhelpful and lacks explanatory detail, running the risk of ‘blaming the vic琀椀m’.

• Explana琀椀ons such as ‘funding’ or ‘lack of suitable placements’ provide a broad-brush sense of what 
might be needed, but o昀琀en lack detail and may well over-simplify more complex reali琀椀es and con昀氀ate 
a number of underlying issues.

• The range of solu琀椀ons proposed to improve the situa琀椀on around delayed discharges o昀琀en appear 
overly generalised, such as calls for more development of specialist community services and clarity 

over who has poli琀椀cal and 昀椀nancial responsibility for the problem, issues which have already been the 
focus of many policy programmes and debates over a number of decades.

Above all, any further research in this area must include the lived experience of people living in long-stay 
hospitals and their families, as well as the prac琀椀ce knowledge of front-line sta昀昀. These perspec琀椀ves 
are the most notable absence in the literature and this inevitably results (at best) in a par琀椀al picture of 
why people are stuck in hospital and what might help to make a di昀昀erence. Such perspec琀椀ves represent 
a key form of exper琀椀se that we neglect at our peril, and it is di昀케cult to see how we might produce 
genuine solu琀椀ons to these long-standing issues without drawing more fully on these insights. Despite 
widespread and long-standing o昀케cial commitment to enabling people with learning disabili琀椀es and/or 
au琀椀s琀椀c people to come out of long-stay hospitals and lead more ordinary lives in the community, too 
many people are s琀椀ll ‘stuck’ in hospital – and we s琀椀ll do not know enough about why this is or what 
would genuinely make a di昀昀erence (hence the need for the present study).
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Chapter 4 Findings I: the perspec琀椀ves of 
people and families

A昀琀er a brief descrip琀椀on of our case-study sites and an overview of par琀椀cipants, this chapter focuses 
on the experiences of people with learning disabili琀椀es and/or au琀椀s琀椀c people who took part in our 

study, as well as the experiences of their family. Although this chapter is mainly about people’s stories 
and situa琀椀ons, there are occasional quotes from a prac琀椀琀椀oner/commissioner to provide addi琀椀onal 
background and context, or to add missing details to the person’s account (par琀椀cularly where the 
professional/system is in clear agreement with the person and their family).

Overview of case-study sites

Our three case-study sites were two NHS Trusts and one independent provider of inpa琀椀ent services, all 
of which deliver both forensic and non-forensic services. These range from ATUs to low- and medium-
secure wards, both for men and for women – although Site B only has male wards for people with 
learning disabili琀椀es and/or au琀椀s琀椀c people. Sites A and B are large hospital sites providing other mental 
health services, whereas site C is a smaller, specialist hospital just for people with learning disabili琀椀es 
and/or au琀椀s琀椀c people. We have deliberately kept this descrip琀椀on broad-brush to make sure that we do 
not iden琀椀fy the sites concerned.

Overview of par琀椀cipants

Table 7 provides brief details of the people who took part. To make sure that we do not iden琀椀fy 
individual par琀椀cipants we have provided broad details of age (20s, 30s etc.) rather than an exact age, 
and have broken lengths of stay down into broader bands rather than ci琀椀ng an exact number of days in 
hospital at the 琀椀me of interview.

Of the 27 par琀椀cipants, 21 were male and 6 were female. The vast majority were recorded as being 
‘White Bri琀椀sh’. While one person was in their late teens and one person in their late 50s, most people 
were in their 20s, 30s or 40s. We found it di昀케cult to summarise people’s length of stay, and in the end 
chose to record con琀椀nuous inpa琀椀ent stays in the current hospital (that is, the length of 琀椀me people 
had been in this par琀椀cular hospital at the 琀椀me of interview, including in other wards or other parts of 
the same organisa琀椀on). However, lots of people had experienced mul琀椀ple admissions as young people 
and/or as adults, may have transferred from other hospitals and/or had very complex journeys through 
services (see Admission to hospital for further discussion). Using this de昀椀ni琀椀on, people’s lengths of stay 
ranged from someone who had been in an ATU for just over 1 month at the 琀椀me of interview, to two 
people who had each been in hospital for over 10 years. However, the majority of people had been in 
hospital for between 1 and 2 years.

Most people had a formal diagnosis of a learning disability, either as an adult or as a child. Some had 
a diagnosis of au琀椀sm or Asperger’s syndrome without a learning disability, others alongside it. The 
majority of par琀椀cipants also had a diagnosis of a mental health or neurological condi琀椀on – usually a 
personality disorder, but also including other condi琀椀ons such as bipolar disorder, schizophrenia and/or 
a琀琀en琀椀on de昀椀cit hyperac琀椀vity disorder (ADHD).

Of our 27 par琀椀cipants, 19 were on a forensic pathway (i.e. they had commi琀琀ed a criminal o昀昀ence 
and came to hospital under a forensic sec琀椀on of the Mental Health Act). Only 昀椀ve people for whom 
we have informa琀椀on were not admi琀琀ed on a forensic pathway, although one was later transferred to 
a forensic ward from an ATU (albeit this seemed to be due to a perceived need for greater security, 
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TABLE 7 Overview of par琀椀cipants

Par琀椀cipant 
(our internal 
code) Sex

Age (as 
recorded in 
case 昀椀le)

Ethnicity (as 
recorded in 
case 昀椀le)

Length of stay (con琀椀nuous inpa琀椀ent 
stay at interview date, including other 
wards in the same service – i.e. 琀椀me 
since not being in this hospital)

Forensic 
pathway 
(Y/N)

Se琀�ng 
(ATU, low 
secure, 
medium 
secure)

A1 M Late teens ‘White (any 
other)’

Nearly 1 year Y Low secure

A2 M 20s Not given Nearly 4 years Y Low secure

A3 M 30s White Bri琀椀sh Nearly 3 months Y Low secure

A4 M 40s Not stated Nearly 1 year Y Low secure

A5 M 30s White Bri琀椀sh Over 10 years Y Low secure

A6 F 40s White Bri琀椀sh Nearly 2 years Y Low secure

A7 F 30s White Bri琀椀sh Over 3 years Y Low secure

A8 F 40s White Bri琀椀sh Nearly 2 years Y Low secure

A9 F 20s White Bri琀椀sh Over 2 years N Medium 
secure 
(long-term 
segrega琀椀on)

A10 F 30s White Bri琀椀sh Over 4 years N Medium 
secure

B1 M 40s White Bri琀椀sh Nearly 2 years Y Low secure

B2 M Late 50s White Bri琀椀sh Nearly 2 years Y Low secure

B3 M 40s White Bri琀椀sh Nearly 2 years Y Low secure

B4 M 40s White Bri琀椀sh Over 10 years Y Medium 
secure

B5 M a a (approx. 2–3 years)a Y Low secure

B6 M 20s White Bri琀椀sh Nearly 6 years Y Low secure

B7 M 20s White Bri琀椀sh Just over 1 month N ATU

B8 M 20s White Bri琀椀sh Nearly 2 years N ATU

C1 M 30s White Bri琀椀sh Just over 2 years Y Low secure

C2 M a a 4–5 years a Low secure

C3 M 30s White Bri琀椀sh Over 1 year N Medium 
secure

C4 M 40s White Bri琀椀sh Around 18 months Y Medium 
secure

C5 M 20s White Bri琀椀sh Nearly 4 years Y Medium 
secure

C6 F a a a a Low secure

C7 M a a Just over 2 years a Low secure

C8 M 30s ‘Any other 
mixed’

Just over 18 months Y Low secure

C9 M 20s White Bri琀椀sh Just over 2 years Y Low secure

a Person did not consent to our accessing their case 昀椀les, so details not recorded – length of stay is therefore 
approximate based on an interview with the person/their recollec琀椀on, where possible.
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rather than the origins of the person’s ini琀椀al route into hospital). This has implica琀椀ons for the rest of 
our 昀椀ndings, as the majority of our par琀椀cipants had been involved in the criminal jus琀椀ce system as 
well as receiving NHS care and treatment. We do not know how typical this is of all the people s琀椀ll 
living in long-stay se琀�ngs, but the government’s ‘Assuring Transforma琀椀on’ data suggest that around 
50% of people are in secure se琀�ngs (www.england.nhs.uk/learning-disabili琀椀es/care/atd/), albeit 

some people on general wards or in psychiatric intensive care units may presumably have commi琀琀ed 
previous o昀昀ences and had some involvement with the criminal jus琀椀ce system (see Chapter 7 for 

further discussion).

Admission to hospital

Admi琀琀ed from prison for treatment
Some people came to hospital directly from prison under a forensic sec琀椀on of the MHA:

I come to hospital two 琀椀mes in my past prison sentence, I was in prison, then hospital, then back to prison, 
then hospital and then I stayed in hospital.

(A2 PLD)

At 琀椀mes, the person and their family had slightly di昀昀erent accounts of why they were transferred, 
although the conclusion was s琀椀ll the same – that hospital was seen as a be琀琀er se琀�ng for that person 
than prison:

I got arrested and I was in prison for two years and they said it will be be琀琀er if I do my course and 
I’ll be be琀琀er in the hospital ward than I would in a prison, I learn be琀琀er in a hospital than I would in 
a prison.

(A3 PLD)

He was admi琀琀ed to hospital because he was referred – when he was in prison obviously he had quite a 
few issues mental health wise, so I think the mental health team came into it while he was in prison and I 
think that’s how he’s got referred because of obviously his mental health and I don’t think he was coping 
in prison.

(A3 Family)

Transferred from other hospitals or services

Some people came to one of our sites for very speci昀椀c and structured programmes around sex o昀昀ending 
or arson. In other cases, people were transferred because a previous se琀�ng was felt to be unable to 
meet their needs. In the case of the person below, a transfer was necessary because of a series of 
incidents in a previous se琀�ng, leading to admission to a medium-secure ward. However, commissioners 
had found it very di昀케cult to iden琀椀fy anywhere that was appropriate in terms of security and in terms of 
gender – and eventually the current hospital was the only provider willing to admit her:

She one night absolutely destroyed the hospital – she broke out of seclusion – long term segrega琀椀on – she 
put through something like 36 windows – she took doors o昀昀 – all the doors to the pa琀椀ents’ apartments all 
had to be locked – sta昀昀 barricaded themselves in the o昀케ce and called the Police – that happened on two 
occasions. I ended up holding a provider event – I invited na琀椀onal providers – NHS and the independent 
sector – to a venue … because I s琀椀ll hadn’t secured a provider … and what happened was, bless her, the 
… clinical director from [Site A] came and she went ‘I’ll have a go’, put her hand up in this – and to be 
fair it was very poor uptake – I think there was only about 昀椀ve providers that turned up and I presented 
the case.

(A7 Commissioner)

www.england.nhs.uk/learning-disabilities/care/atd/
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Breakdown of family support or community placement

For the par琀椀cipants not on a forensic pathway, reasons for admission tended to relate to a 
deteriora琀椀on or crisis in the person’s mental health, a par琀椀cular incident or an increase in ‘challenging 
behaviour’ – which meant that a previous se琀�ng was no longer able to provide the necessary support. 
For example, one person had assaulted mul琀椀ple sta昀昀 at a previous community placement, as well 
as a police o昀케cer. Here, a sta昀昀 member describes how that a crisis may have been triggered by 
a bereavement:

So he was admi琀琀ed I think three or four years ago and then got discharged because he improved 
with his behaviour, he was taking medica琀椀on, he was following a rou琀椀ne. Then he’s been readmi琀琀ed 
following discharge. He’s displayed more … challenging behaviours which [are] deemed to be from his 
mother passing which he was quite close to, so we feel like his behaviours have escalated further from 
his mother’s passing away which has made him deteriorate a lot more. That’s how he’s ended up with 
us again.

(B7 Sta昀昀 member who knew the person well commen琀椀ng in the absence of family)

Mul琀椀ple services over the years
Many par琀椀cipants had been previously assessed and diagnosed with a learning disability and/or as 
being au琀椀s琀椀c at a young age, and the most recent hospital stay was one in a long line of admissions. 
Other people were assessed and diagnosed while in prison, and this resulted in their being transferred 
to a long-stay hospital se琀�ng. Over 琀椀me, most people had received a range of di昀昀erent services from 
di昀昀erent parts of the system, including community health and social care, specialist learning disability 
services, other hospitals, other wards on the same hospital site, mental health services, services for 
people with special educa琀椀onal needs and the criminal jus琀椀ce system. Examples of these complex 
journeys are set out in Box 4.

BOX 4 Examples of complex journeys

He’s had a really protracted admission because he was in low secure, we had him in low secure originally back in 
2010, and then in 2012 he was admi琀琀ed to medium security and he was there for seven years to the end of 2019.

(B1 Commissioner)

The 昀椀rst 琀椀me I was here was nine years ago before I came back. And I was in there for six and a half years. And on 
here I was like three or four years. Then I’ve been on this ward, came back a second 琀椀me for two years.

(C8 PLD)

Altogether, I’ve been locked up about 14 years, 15 years. I’ve done about, maybe, about six in hospital and stu昀昀 
like that. Yes, been locked up quite a long 琀椀me.

Interviewer: So, about six in hospital, and was the rest of the 琀椀me …

In prison … started o昀昀 when I was 18, and I’m just in and out of di昀昀erent prisons, yes. I got diagnosed with 
schizophrenia and then [they] said that you need to come to hospital, so that’s why I’m here now.

(C1 PLD)

Every night for 13–14 weeks, he ran away from home … and he used to kick o昀昀 with the police …. Eventually they 
said they were going to take him to the General to have him checked out. So they said there were nothing wrong 
with him, he ran away from there, then they took him to [Place 1], 16 he was.

Interviewer: What sort of ward was he on when he was there at [Place 1]?

Adolescent psychiatric unit.

Interviewer: Right, so why did he move to [Site B]?

Because he was 18.
(B8 Family)

(This person was then moved from general mental health services to two di昀昀erent learning disability wards 
within the same site.)
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History of o昀昀ending, alongside long-term health and social issues
It was common for people on a forensic pathway who had been in mul琀椀ple services over a long period to 
have long history of commi琀�ng criminal o昀昀ences and of being in and around the criminal jus琀椀ce system 
for many years:

So with [A7], she’s had a really complex, di昀케cult 琀椀me in managing to stay in the community due to her 
o昀昀ending behaviour. So she’s got proli昀椀c history of both sexually o昀昀ending, arson, behaviours that change 
into personal violence to others. She’s been in all levels of – she’s not been in high security but she’s been 
in low, medium, she’s been in locked rehab services. She was in the community and was o昀昀ending, she 
had a Mental Health Act assessment and she was admi琀琀ed to a locked rehab service, she was preparing 
for discharge – this is some years ago – she was preparing for discharge and sabotaged the discharge 

planning really because she went into the village and set 昀椀re to the local bin outside the post o昀케ce, which 
didn’t go down very well, and she was smashing windows in the village and it was quite a conserva琀椀ve 
village, as you can imagine.

(A7 Commissioner)

In some cases, family members and professionals felt that the types of o昀昀ences and the person’s ability 
to change those behaviours (or not) – that is, the reason they had kept o昀昀ending – were directly linked 
to their learning disability and unlikely to change:

Personally, that behaviour’s not going to change. That is part of her, you know, she decides ‘That’s my 
person. That’s my carer’ and unfortunately in the past, in previous places … I’ve reiterated to the sta昀昀 that, 
well they should already know, that you don’t give out phone numbers, don’t do this, don’t do that. ‘Oh 
yeah, but she’s so lovely’ and they do, and then we have a problem, then she’s found their houses. And she 
always does it.

(A6 Family)

B4’s primary o昀昀ending risk was his paedophile behaviour … and as B4 had received psychological input 
and services over the years, it was evident that that risk had not reduced, and the reason why that risk 
had not reduced was because of B4’s intellectual func琀椀oning, not because of any disturbed, mental 
disorder, psychosis or psychiatric cause or mental ill health, it was primarily his learning disability.

(B4 Social Worker)

(Despite these views, it should be noted that both person A6 and B4 were discharged to the community 
during the course of the project, albeit with high levels of support, perhaps sugges琀椀ng that it is 
some琀椀mes important to 昀椀nd ways of managing par琀椀cular behaviours and risks, rather than necessarily 
being able to stop them altogether.)

Many people’s stories illustrate ongoing pa琀琀erns of struggling with transi琀椀ons and moving between 
services, deteriora琀椀ng in certain environments, the distress and upheaval of moving within sites, and 
ongoing di昀케cul琀椀es 昀椀nding services to meet more specialist needs. A1’s story in Box 5 illustrates some of 

this complexity.

BOX 5 A1’s story

Due to his mental health and ‘challenging behaviour’, A1 was under the care of children’s services un琀椀l he was 
18, at which point the transi琀椀on to adult services seemed to happen in a rushed manner, and he moved between 
mul琀椀ple services over a short period. He was at risk of being incarcerated for a criminal o昀昀ence but a昀琀er a 
lengthy process of being assessed as not having capacity, then a change to his legal status in his home country 
and a number of failed placements, he was transferred to hospital in the UK.
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So in hospitals I’ve been in two years …. Across six, seven hospitals …. Because in three or four I was only there for 
a few weeks.

(A1 PLD)

He’s been in di昀昀erent residen琀椀al units over the past three years, well literally nobody wanted him because they 
knew the history and everything – so it was very hard to get something …. Then he got granted a placement in [Site 
A] like, we were wai琀椀ng for a place for a couple of months, but when it happened, you know, I was delighted and I 
was kind of hoping that it will help him. Now I have to say the 昀椀rst couple of months were very bad, OK, because 
he was 昀椀rst in [a di昀昀erent unit on the same site] for about four/昀椀ve weeks I would say, but the hospital closed 
down, so he was brought to the unit where he’s in right now. He was supposed to go originally to [a] medium secure 
unit but because there was no place, they actually suggested that they might try it with a low secure unit 昀椀rst and 
it kind of wasn’t really working out, he was struggling, … and un琀椀l about May there was incident a昀琀er incident.

(A1 Family)

Interac琀椀on with other aspects of people’s lives and iden琀椀琀椀es
Two par琀椀cipants on forensic pathways were diagnosed with ‘gender dysphoria’ alongside addi琀椀onal 
mental health diagnoses and were undergoing gender transi琀椀on. Par琀椀cipant A7’s story, for example, 
demonstrates how this a昀昀ected her journey, and how challenging it had been to 昀椀nd a hospital 
placement that met her needs as a transgender person, on a forensic pathway, with a diagnosis of a 
personality disorder – long before she could be considered for discharge:

I think it’s also important to note that … when there was the high levels of violence and aggression … 
was [when] her hormone medica琀椀on was reviewed. And what is apparent is that at that 琀椀me she had an 
increase in testosterone. So the hormone programme that she’s on … – there was obviously spikes in the 
testosterone levels – so there’s a view that that may have contributed to the an琀椀social behaviour that 
was being witnessed …. The access assessment was undertaken and medium security was required – 
because of the transgender – could I 昀椀nd a provider? I couldn’t …. So I could have got her into a medium 
PD [personality disorder] service no problem. The medium female PD services were saying ‘we are not 

equipped to take a transgender female’.
(A7 Commissioner)

A small but signi昀椀cant number of our par琀椀cipants also had long-term physical health condi琀椀ons such 
as mul琀椀ple sclerosis, diabetes and/or mobility issues which needed to be managed alongside their 
hospital treatment, and some琀椀mes had implica琀椀ons for the kinds of services that might be suitable 
a昀琀er hospital.

Life in hospital

Many people expressed nega琀椀ve views about being in hospital, including frustra琀椀on, boredom, di昀케cult 
rela琀椀onships with some sta昀昀 and concerns about the behaviour of other people on the ward (see Box 6). 
Given that many people had li琀琀le choice as to where they might be for the foreseeable future, however, 
their response was o昀琀en to ‘keep my head down’ and ‘keep myself to myself’ – hoping that they may 
one day be able to leave if they could ‘stay out of trouble’.

BOX 6 Life in hospital

Interviewer: Do you prefer hospital or prison, would you say?

Honestly, I think prison.
(C4 PLD)

To be honest with you, I’ve had enough of being here now. I want to move on to another hospital, but I think … my 
psychiatrist, wants me to stay here.

(C1 PLD)
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I get bored so easily, and it gets my hair o昀昀 as well, and it’s not fair on the OT when you’ve got put on obs nearly all 
the 琀椀me. We have to try to keep ourselves ac琀椀ve, and the bedrooms where we’re saying, why are keeping … why are 
you staying in your bedrooms all the 琀椀me? I said, well, you lot are not occupying us, so why should we occupy you?

(C2 PLD)

Obviously I don’t like it [here] but some琀椀mes it’s alright if you kind of start realising that you s琀椀ck to yourself and 
just behave yourself basically.

(A1 PLD)

If someone’s breaching the peace and breaking rules at night 琀椀me, keeping people awake, they don’t put them in 
seclusion and separate them away from the ward like you would do in the community, they allow them to carry on 
breaching the peace all night un琀椀l that person will spit at the manager … We were disturbed all night.

(A5 PLD)

Interviewer: And what about now, what’s your life like now?

Rubbish.

Interviewer: Why is it rubbish?

Because I’m in here.
(A7 PLD)

It was common for people to describe their life in hospital in terms of the restric琀椀ons on them and their 
ac琀椀vi琀椀es, and a dependency upon permission and/or assistance from sta昀昀. For example:

It’s 琀椀med, you get allocated a certain amount of hours. So basically, my main nurse sent o昀昀 my form 
which was agreed in MDT [mul琀椀disciplinary team], to go to the [de-iden琀椀昀椀ed place] with my parents. So 
obviously the 昀椀rst 琀椀me I go, I have to go with one member of sta昀昀. A昀琀er that, they will then say okay, now 
we’ve done our test run, your family can now pick you up …. Obviously, you have to stay within your 琀椀me, 
so like … I’ve got two and a half hours at the moment, so obviously as soon as you leave, you have to be 
back within two and a half hours.

(C7 PLD)

Others were par琀椀cularly aware of the restric琀椀ons placed on their care due to limited capacity of the sta昀昀 
in rela琀椀on to the number of people receiving treatment:

At the moment, because I’ve only been here for two months, it’s a bit slow, because they’ve got a thing in 
place that it takes 琀椀me to get everything sorted out, because it’s not just me here, so that stu昀昀, they have 
to do everything for di昀昀erent people, so at the moment it’s going slow, I’m not allowed out, but I cope by 
[making models to pass 琀椀me] or I come in here on the computer, so I do 昀椀ll my 琀椀me.

(A3 PLD)

Being around other people who are unwell

Many people described at length their experiences of being around other people who were unwell, and 
the e昀昀ects of disrup琀椀ve or violent behaviour towards them:

To be honest with you, I just keep to myself, in my room, just keep away from everyone, because they’re 
always bickering and people kicking o昀昀. I don’t want nothing to do with this, feel like the best thing I could 
do is just keep to myself.

(C1 PLD)

[Some of the other people here are] thieves, scumbags and people who obviously ought to be in high 
secure …. If you can prove you’re not a risk in this environment, you’ve done well.

(A5 PLD)

It’s OK [here] but I think it’s ge琀�ng worse because like the other week three people kicked o昀昀. I put a 
complaint form in to have more sta昀昀 on the ward.

(B1 PLD)



40

NIHR Journals Library www.journalslibrary.nihr.ac.uk

THE PERSPECTIVES OF PEOPLE AND FAMILIES

At one site during a follow-up visit, sta昀昀 explained that the person we came to see was currently in a 
di昀昀erent part of the unit, as another pa琀椀ent was causing signi昀椀cant environmental damage on a daily 
basis, e昀昀ec琀椀vely meaning that some of the ward could not be accessed by other pa琀椀ents.

Some par琀椀cipants described the e昀昀ects of repeated incidents of the ‘challenging behaviours’ of others 
on their own mental health, and the implica琀椀ons this had on their ability to move on:

You reach a peak of your health, so say like I’m well and I’m surrounded by unwell people, the behaviour of 
those unwell people would in昀氀uence my well behaviour 琀椀ll I’m unwell, because the unwell people are more 
likely to be ge琀�ng more a琀琀en琀椀on and my progression – like going out and stu昀昀 – is being cut because 
people are kicking o昀昀 and sta昀昀 is needed …. So then that’s just going to agitate you and then you’re going 
to come from your peak to working downwards to being unwell again, then you’re going to have to start 
from the beginning …. So now you’re being prolonged in hospital.

(A2 PLD)

The same issues were described as a concern by various family members. In the example below, this 
related to other people’s reac琀椀ons to the person’s o昀昀ence:

I just think obviously that you’ve got other people in there with problems and I think that’s the only thing 
that’s ge琀�ng him down is obviously that a couple of them, I think to what he’s said, have found out why 
he’s in there and obviously his o昀昀ence and I think they’re giving him a hard 琀椀me of it.

(A3 Family)

Poten琀椀al posi琀椀ves
When asked what their life was like now, a number of par琀椀cipants compared their lives in hospital to 
what it was like in previous se琀�ngs – either other hospital wards or prisons:

I’d say it has its perks, like, I would say … the atmosphere in prison is di昀昀erent to here and the progress 
here is di昀昀erent to prison, so it has its ups and downs.

(A2 PLD)

Interviewer: Out of all the places you’ve been, which have you preferred?

Here …. Because they weren’t nice to me …

Interviewer: So the sta昀昀 support you be琀琀er where you are now?

Yeah, miles be琀琀er.
(A10 PLD)

Since I’ve come here I’ve got all the help I needed …. This is the best step ever.
(C6 PLD)

This was a par琀椀cular focus for family members who o昀琀en said that the current se琀�ng was the best for 
their family member so far:

She’s been in quite a few hospitals and I haven’t been impressed …. But the one she’s in now seem to work 
with her be琀琀er.

(A7 Family)

Some family members added that they had worried for their family member’s safety and/or mental 
health in previous se琀�ngs:
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We used to go onto the ward some琀椀mes and there were residents and pa琀椀ents on the ward just on the 
corridor, just laid there, not even in their bedrooms and whatever, on sleeping bags …. If he hadn’t have 
come out when he did he would have died because he were that bad when he went over to [Place 3], the 
drugs he were put on was unbelievable.

(B8 Family)

Despite the nega琀椀ves described above, some people talked about ac琀椀vi琀椀es, interests and going out on 
leave as posi琀椀ve features of what their life was like in hospital (see Box 7).

BOX 7 Posi琀椀ve features of hospital

Well you see, I’ve done a lot of things, like I went to college for catering, I’m a level 3 quali昀椀ed baker, I’m also a 
good cook. I do a lot of volunteering work. I worked for the RSPCA volunteering, I’m working down at the local café 
volunteering as well … I’ve got good skills, you know, so but I’m just happy to get a job.

(B6 PLD)

It is nice though, the ac琀椀vi琀椀es.

Interviewer: Yeah, does it help pass the 琀椀me?

It does, because I mean, I’ve spent a couple of months making a planter, for a lady who passed away in 2020, who 
was a psychiatrist, and she did my 昀椀rst part of treatment and started my second part, and then she went o昀昀 ill. 
And sadly she passed away, so I did a planter for her, which is now outside.

(C7 PLD)

However, people also felt that the availability of these ac琀椀vi琀椀es was o昀琀en signi昀椀cantly limited by sta昀昀 
availability and other events and situa琀椀ons on the various wards:

It’s OK – I mean we don’t get to do a lot because there’s no sta昀昀.
(C6 PLD)

People who do a runner … – it just causes everyone else a problem when the ward clamp down 
on everyone.

(A5 PLD)

Interviewer: So how o昀琀en do you do hor琀椀culture and woodwork and things like that?

Monday to Friday mostly, but we have a team … and yeah, I mean, we normally, Monday to Friday we 
normally aim to go up there every day, either woodwork … or we go in the garden on the unit. But this 
week, they’ve had to do other jobs, because, like, assessments for all the units, so we haven’t had as much 
this week.

(C7 PLD)

Other posi琀椀ve elements were the social bonds that people formed with others:

Me and my friend last Saturday, we went out together. I was one on one, she was one on one and we 
went to Primark together, two charity shops, McDonalds and Poundland and this week or next week we’re 
meant to be going to the zoo together. So I’m really ge琀�ng on well. I like the girls now, I’ll miss them but 
we’ve all got to move on, you know what I mean? But I’m going to miss them, I will keep in contact with 
them …. They’re all nice girls. We struggle but we have to be there for one another. Everyone struggles. But 
I’m pleased the way they support me, the sta昀昀.

(A10 PLD)

While seemingly small in their own right, these acts of humanity made a major di昀昀erence to people in a 
se琀�ng where they felt that so many of their rights and autonomy had been removed.
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Wan琀椀ng an ordinary life

When talking about how they wanted their life to be in future, most people just wanted an ordinary, 
meaningful life, with family, work or study, a partner and/or friends and opportuni琀椀es to pursue their 
interests. Above all, people wanted to have some independence, to live in their own place and, in general 
terms, to ‘get on with life’ (see Box 8).

BOX 8 Wan琀椀ng an ordinary life

Basically I want this to be the last hospital or care home or prison – so I’m trying to get it right this 琀椀me round, 
whatever. Hopefully in a few months I’ll be out of here for good and I can just live life.

Interviewer: So what would you like your life to be like moving forwards, what would you like to be doing?

Um … try and progress with my life and start working, family, stu昀昀 like that.

Interviewer: So do you want to be living in your own place or …

Yeah, de昀椀nitely.
(A2 PLD)

Living on me own, having a job, se琀琀ling down.
(C6 PLD)

Just being able to go out in nice weather, I like nice weather. You know, go for a bike ride around the park.
(C7 PLD)

I just hope, because I’m not like a fussy person, I don’t see myself living in a 昀椀ve or six bedroom [****] mansion or anything 
like that. If I’m s琀椀ll single – I haven’t found myself a girlfriend or anything yet which obviously will take 琀椀me – but I’m 
happy enough with just a single room, try and 昀椀nd a part-琀椀me job. As long as I have my smokes, tobacco, I’m happy.

(A1 PLD)

So that’s what I want to do, I want to learn … to look a昀琀er myself and eat at proper 琀椀mes and stu昀昀.
(A3 PLD)

I would love to be as back to normal as possible, safely as I can …. Going college at night, going work in the day, 
doing some hobbies, so go out dining. I can go out cinemas, go partying, playing ball, shoo琀椀ng, cycling, 昀椀shing. So, 
that’s normal for me, gaming as well.

(C2 PLD)

Family and rela琀椀onships
People o昀琀en men琀椀oned family when they talked about what they wanted their lives to be like, either in 
terms of spending more 琀椀me with their exis琀椀ng family, or in terms of having a family of their own in the 
future. Although some par琀椀cipants had di昀케cult family rela琀椀onships, many wanted to be near their family 
when they le昀琀 hospital (see Box 9).

BOX 9 The importance of family and rela琀椀onships

Yeah, but I’d like a place in [ … ] then it’s not far. My brother lives in [….]. And if I move to by [….] my brother will 
be happy.

(B1 PLD)

Well, my niece is three and my brother wants me to see her, and I want to see her as well. I just want to get out and 
just be with my family.

(C1 PLD)

What I want now is I want to not be here, independent living I want, near my Mum.

(A10 PLD)

I want a family as well.

(C5 PLD)
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Many people also men琀椀oned wan琀椀ng a partner in the future, although some also had concerns that this 
might be di昀케cult as a result of their 琀椀me in hospital or o昀昀ences that some people had commi琀琀ed:

I want a, like, missus kind of thing …. A girlfriend kind of thing. It’s just I don’t think I’ll be able to get one, 
anyway where now I’ve got like the regula琀椀ons and stu昀昀 it’s going to be harder …. Because I don’t think 
women – I don’t think anybody’s going to want to date me – but you never know.

(A3 PLD)

Work

Lots of people wanted to have a job – either with a speci昀椀c career in mind or just in general terms:

[I want to] go into the construc琀椀on business … I grew up around construc琀椀on and stu昀昀 like that and 
carpentry, it’s in the family traits and stu昀昀 like that so … yeah.

(A2 PLD)

Equally, some people were aware that their op琀椀ons might be limited as a result of their 琀椀me in hospital 
or o昀昀ences that some people had commi琀琀ed:

I like outdoor stu昀昀, I like gardening, I like animals, but with my regula琀椀ons it would be hard to get a job, 
that’s the only problem.

(A3 PLD)

Studying

Many people talked about studying or training as a part of their life outside of hospital – either returning 
to something they had studied before or star琀椀ng something new:

[I want to] go to college … I want to be a quali昀椀ed chef. My uncle’s is a quali昀椀ed chef. So, I want to follow 
in his footsteps.

(C8 PLD)

[I want to spend my 琀椀me] like going out to places and stu昀昀 …. College and things like that. [I want to do] 
English and Maths.

(A7 PLD)

Well, I was thinking maybe I might go not exactly an HCA [healthcare assistant] but I want to do 
something, study in college or whatever, see if I can come back as like a care mentor or something 
like that.

(A1 PLD)

Probably going to college or uni or something, I want to be a social worker.
(A10 PLD)

Interests and ac琀椀vi琀椀es
Almost all of the people we spoke to had par琀椀cular interests and ac琀椀vi琀椀es they liked to do which were 
an important part of their iden琀椀ty and their future life. Some of these people had been able to pursue 
in hospital or prison (such as 昀椀lms, woodwork or animal care), while others were interests and ac琀椀vi琀椀es 
people had engaged in prior to hospital (such as watching sport, baking, day trips, 昀椀shing or paintballing).

Just like what I said about ge琀�ng out, see my niece, my brother and all them, watch 昀椀lms and stu昀昀, go to 
bodybuilding compe琀椀琀椀ons … I like things with the Queen, Breakfast Club and all that, Harry Po琀琀er. Go to 
Harry Po琀琀er World and get out with my family.

(C1 PLD)
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So he’s from […] – and he absolutely loves […] football club and every day he rings […] radio, so he’s got 
a friend who’s the DJ and they talk to him and some琀椀mes they put him on air and he’ll talk about […] 
football, but […] football team really – they know him – he knows the manager – he knows the team.

(B1 Commissioner)

In par琀椀cular, many people talked about wan琀椀ng a pet or to work with animals:

And then I’d have a li琀琀le dog, so the dog could run around. Or a rabbit. I’d like a rabbit because you can 
train a rabbit. I’m having a rabbit when I leave.

(C7 PLD)

[I’d like a job] helping animals … – dogs or go to the zoo and help out.
(C6 PLD)

Volunteer work outside in a kennel or I like my animals, that’s what I want to do.
(A3 PLD)

Keep myself busy. And do voluntary work, like work with horses.
(C8 PLD)

Loca琀椀on and se琀�ng
All par琀椀cipants were generally very clear about where they wanted to live in future. Some people had 
a clear idea of the type of specialist placement they wanted to live in or about a par琀椀cular geographical 
loca琀椀on, o昀琀en rela琀椀ng to other elements of their lives described above, such as their hobbies or 
their family:

[I want to] live in a place in […], I can go 昀椀shing every day, I can work on the lifeboat again.
(B1 PLD)

Many people were also clearly aware of their own needs in terms of environment, company and support, 
and speci昀椀ed what they felt was appropriate for them. Some people wanted to live alone, some with 
others, and some with speci昀椀c levels or types of support:

I’d like to live in independent living near my Mum. I want to live on my own, sta昀昀 on my site and have my 
own place … and then there’s sta昀昀 that live in and support you because I take a lot of meds.

(A10 PLD)

One par琀椀cipant had considered every detail of what they might need and how they wanted their future 
property to look and be laid out. They communicated this by drawing the house during their interview. 
This person had also considered their emo琀椀onal needs, risks and behaviour and how their property 
could be adapted to manage that:

And also I would like a room just full of sensory stu昀昀 so when I’m upset or anything, I can go in that room. 
Instead of smashing my house up I can go in that one room and just throw everything around.

(C7 PLD)

Some of the people who worked with our par琀椀cipants had a detailed understanding of the person and 
were aware of their hobbies, interests and aspira琀椀ons. O昀琀en, this aligned with what the person said 
they wanted:

He’s very clear he wants his own 昀氀at, he doesn’t mind if it’s in a shared house but as long as he’s got his 
own front door kind of thing.

(B1 Commissioner)
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He wants a place of his own …. He wants to live where he lives in his apartment, he wants to have a drink 
at the weekends, make his meals, meet a girl, se琀琀le down and have some children and such. That’s his 
dream, nothing really special. That’s just what he wants, is just the normal life I suppose.

(A1 Social Worker)

Family members also o昀琀en had clear views about the kind of life their rela琀椀ve would like:

[A3] is very… he just wants an easy life. I’ll tell you now, he doesn’t like drama. He admits, you know, 
he’s put himself in there, he admits he knows what he’s done is wrong …. So he likes everything 
straigh琀昀orward. He likes to have a plan, if you know what I mean.

(A3 Family)

Some par琀椀cipants, like A3 above, also had long-term health condi琀椀ons which were a concern to them 
and their family in terms of how their life might be, and a factor that needed to be considered when they 
leave hospital:

I would like to live on my own and have my own property. Because I have MS it’s going to be hard to live 
on my own and things – because, you know, if it gets worse – but I would like to … rely on myself.

(A3 PLD)

In some cases, however, what the person wanted their life to be like and what others thought was 
realis琀椀c or feasible were di昀昀erent:

And, again, in terms of what she wants for the future, she wants a rela琀椀onship, she’s desperate to 
meet somebody. But, again, in the past rela琀椀onships have been a trigger to an琀椀social behaviour and 
interpersonal violence.

(A7 Commissioner)

She’s not happy anywhere, she just wants a place of her own again – well she’s not going to get that.
(A6 Family)

He’s met a friend who’s a pa琀椀ent in [Place 7] who 昀椀ts his vic琀椀m pro昀椀le and they’re going out on 
unescorted leave for walks together. This pa琀椀ent’s being discharged to […] – [so] he wants to be 
discharged to […]. We’re all saying ‘hang on a minute, you’re not going to […]’!

(B1 Commissioner)

Overall, while there were some signi昀椀cant di昀昀erences in opinion and expecta琀椀ons about what might be 
possible in future, most of the people we spoke to had what appeared to be very modest, ordinary aims 
for their future lives.

Barriers to leaving hospital

Behaviour, incidents and risk
When asked what needed to happen for them or others to be able to leave hospital, many people talked 
about the importance of their own behaviour and the need to be seen to be ‘behaving’ well enough 
on the ward to be perceived as low enough risk to move to the next stages of discharge. While some 
people spoke about their own behaviour, other people talked about the behaviour of others:

Maybe their behaviour. They’re always kicking o昀昀. That would keep them in, I reckon.
(C1 PLD)
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Their behaviour. Saying stu昀昀 like, stupid stu昀昀, keeping them back. Ge琀�ng into trouble. Not s琀椀cking to 
the rules.

(C8 PLD)

Basically what happened was I was causing a lot of …, and a lot of sta昀昀 had to come and support the ward 
at night mainly, and some sta昀昀 had been assaulted, some night sta昀昀 and basically they said I’m a bit too 
much of a risk for low secure unit. So I got put on long-term seclusion. I was in there for 8 or 9 days and I 
was told by the doctors if I don’t improve when I get out, because obviously they were trying to get me into 
medium secure with the assessment and everything – so basically they gave me the last chance and I used it 

to turn things round. Then I got community leave. I should be coming o昀昀 the constant obs this week as well.
(A1 PLD)

Some people also felt that previous incidents, even some 琀椀me ago, could delay their discharge. In 
the example below, one person felt that a previous incident had been used unfairly to deny them 
opportunity for addi琀椀onal leave, which they saw as an important part of being able to prove that they 
were ready to leave hospital:

I know for a fact that Tribunals supported my leave, the doctors supported it, but the Ministry of Jus琀椀ce 
turned round and said ‘no’, and when they were asked why: ‘he had an incident a couple of months ago’ 
– and that was all, they held the incident against us. ‘But that was a mental incident where a pa琀椀ent had 
come in and disturbed him and [****] him o昀昀 and he went for him, like anyone would in the community’. 
But that’s enough to lose your leave. I was like ‘this is diabolical’. It’s like they expect you to behave 
in a medical environment. It’s like they expect you not to be [****] o昀昀 by another pa琀椀ent who’s had a 
mental episode.

(C5 PLD)

Comple琀椀ng treatment
While behaviour was the main barrier that people men琀椀oned, they also talked about some people’s 
eligibility for discharge being condi琀椀onal on comple琀椀ng par琀椀cular therapies. This was par琀椀cularly the 
case for people on forensic pathways who needed to do psychology courses rela琀椀ng to their index 
o昀昀ence (such as around sexual thoughts and feelings, or 昀椀re-se琀�ng), and a number of people had 
done or said that they s琀椀ll needed to do anger-management courses. Others said that they needed to 
complete speci昀椀c tasks (via occupa琀椀onal therapy) in order to build life skills such as cooking, self-care, 
budge琀椀ng or rela琀椀ng to others:

Yes, it was very helpful. That was very helpful. How to speak to women. I know I don’t like women, but I’ve 
got my reasons for that, but … I know I need to start behaving myself, really, because I’m pu琀�ng myself in 
that situa琀椀on now where I’m … stopping me moving on.

(C2 PLD)

So they started with anger management therapy which is now 昀椀nished. He had I think all together 18 
sessions – but it was spread, you know, every week. I was unhappy with that, sad, but they have to do it 
this way, they can’t do all of it, you know, they need him to kind of think about it and have some 琀椀me to 
process, you know …. Now then he started to work on, I don’t know what was it called? What he did was 
he set a 昀椀re, OK, two years ago. So he’s ge琀�ng a therapy for this, something to do with 昀椀re …. So now this 
course goes every couple of weeks again, so when that’s 昀椀nished, you know, that’s kind of it …. That’s how 
I understood it from everything, you know. He needs to do this before he will be released and that’s it.

(A1 Family)

Some people were undergoing treatment which might be spread over weeks, months or years. While 
the family member above was clear that this kind of phasing was needed to enable the person to 
re昀氀ect and for the interven琀椀on to be e昀昀ec琀椀ve, other people wondered whether the greater availability 
of psychological support might enable some more intensive approaches in situa琀椀ons where this was 
clinically appropriate.
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On other occasions, there were delays for other reasons. Some琀椀mes it was di昀케cult to o昀昀er and start 
courses, because people were s琀椀ll being assessed or se琀琀ling into hospital. For the family member below, 
disputes about the person’s diagnosis delayed the start of proper treatment:

In one of those reports was that his IQ is below 70 which is very, very low. But in hospital they said 
‘that’s not true, he is like around 90, he is like one of the others’, you know, like, his IQ is not that low as 
they expected, so they needed to observe him for a couple of months before they actually started with 
something. I was actually unhappy about that because I felt they’re doing nothing, like, he had absolutely 
no structure, you know, he was sleeping in the day, he was up during the night and everything, I was 
actually ques琀椀oning, like, whether this is a good idea.

(A1 Family)

Some琀椀mes people were aware of issues with sta昀昀 capacity, and that it takes 琀椀me to assess people and 
arrange/start treatment for mul琀椀ple pa琀椀ents at once, with some people having to wait:

At the moment, because I’ve only been here for two months, it’s a bit slow, because they’ve got a thing in 
place that it takes 琀椀me to get everything sorted out, because it’s not just me here, so that stu昀昀, they have 
to do everything for di昀昀erent people. So at the moment it’s going slow, I’m not allowed out.

(A3 PLD)

People and their families also were aware that engaging in ac琀椀vi琀椀es and therapies were key to being 
seen as ‘behaving’, and o昀琀en described feeling as if they would be less eligible for discharge if they did 
not take up what was o昀昀ered. While the person below did not feel they needed speech therapy, for 
example, they decided it was best just to do what he felt he had been told:

They want me to have it and [I’m] not allowed to … to refuse stu昀昀. I am allowed to refuse stu昀昀 but it looks 
bad on me because I’m refusing stu昀昀 … I don’t think I’ve got – I can’t say my ‘Rs’ very good … but a lot of it is 
because I’m from […], pit village – so I’ve got a di昀昀erent accent …. But if it helps me get out it would be helpful 
– but I’m not sure if it’s going to be helpful or not, because … it’s not because my speech is what I’m in here for.

(A3 PLD)

Trialling leave outside the ward

People felt that how they coped and behaved whilst on leave (whether in the hospital grounds or in the 
community, and whether escorted or unescorted) was a key measure of whether they were ready to 
leave or not. However, ge琀�ng access to (or increasing) leave was not straigh琀昀orward – and could lead to 
signi昀椀cant delays. For leave within the hospital grounds, one MDT could agree and implement increases 
quickly, some琀椀mes on the same day. However, for people on forensic pathways and subject to par琀椀cular 
legal restric琀椀ons, the Ministry of Jus琀椀ce (MoJ) had to give permission for leave in the community, and for 
any changes to the amount or dura琀椀on of leave and the level of support required. This could be a lengthy 
and frustra琀椀ng process, and the people whom this a昀昀ected felt that decisions were made without proper 
consulta琀椀on or a detailed knowledge of their circumstances, some琀椀mes in opposi琀椀on to their clinical team:

They have wri琀琀en o昀昀 for unescorted local now about four, maybe six 琀椀mes and been turned down for every 
one of them …. Because I’m sec琀椀oned, it has to go through Ministry of Jus琀椀ce so they’ve turned me down 
and hopefully I’ve just done a piece of psychology work which the Ministry of Jus琀椀ce asked for and so once 
that’s done, they’re going to write back o昀昀 again and hopefully this 琀椀me with that informa琀椀on, 昀椀ngers crossed, 
de昀椀nitely they might just say ‘yeah’. Because they’re just going to get bored with turning me down at one point.

(B6 PLD)

All they [MoJ] do is read reports – they don’t come to see me, they don’t talk to me, they don’t know me.
(A5 PLD)

Another person described how they were ready to leave hospital and looking for a place in a locked 
rehabilita琀椀on service. However, they feel that the MoJ intervened and said that this would not be 
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possible un琀椀l the person had undertaken more unescorted leave in the community, and so they were 
taken o昀昀 the list of people to be discharged. When they requested unescorted leave, this was denied 
on three separate occasions on the grounds that there was a risk of assaul琀椀ng other people and a risk 
of substance misuse. However, the person was already having unescorted leave in the hospital grounds 
(where they point out they would be perfectly able to assault sta昀昀, visitors, families and other pa琀椀ents 
if this was a genuine risk). They also feel that they cannot prove they will not misuse substances unless 
they have unescorted leave, so are e昀昀ec琀椀vely stuck. More generally, they wonder why being able to be 
out unescorted needed to be a s琀椀pula琀椀on to move to another locked se琀�ng.

In addi琀椀on to the MoJ, some people felt that the involvement of other external bodies, such as Mental 
Health Review Tribunals, could be a s琀椀cking point, and not always in agreement with hospital sta昀昀:

It’s a test, so my Mum said it’s a test, and I agree. It is a test at the end of the day. They want to know 
what my ac琀椀ons are going to be. I took it all right. I rang my solicitor and said …, look, they want to keep 
me in, and all this, which I disagree, I really … but like he said, he’s not the boss, the psychiatrist. He’s not 
the boss, it’s down to the judges.

(C2 PLD)

Other people felt that their ability to complete leave was compromised by the availability of sta昀昀 to 
support them to whatever level of leave they were currently en琀椀tled:

But some琀椀mes trouble with sta昀케ng, so sta昀昀 [are a barrier] some琀椀mes …. It’s not good at all.
(B3 PLD)

Well, [leave] that’s a big problem, that is, because it’s … the lack of sta昀昀 and that on here. Some琀椀mes 
some pa琀椀ents can’t get out, because of the lack of sta昀昀.

(C2 PLD)

Person B5 did not have their interview recorded, but said that there is a lot of bank and agency sta昀昀, 
and this a昀昀ects when he can go out. Recently, there was the right amount of sta昀昀 – but not regular sta昀昀 
– and he needs people who know him to support him when he is out. He also said that people are more 
likely to ‘kick o昀昀’ when regular sta昀昀 are not there.

This le昀琀 some people feeling in something of a ‘Catch-22’ situa琀椀on where they felt they needed to 
successfully complete unescorted leave to prove they can be discharged, but might not be given 

permission or be able to take leave – leaving them stuck.

Perceived lack of suitable placements

For many people who were ready for discharge, it seemed that the main reason for delay was around 
iden琀椀fying and organising a community placement. The most frequently men琀椀oned issues were simply 
that there did not seem to be any exis琀椀ng providers with placements that were:

1. appropriate for them in terms of the environment and loca琀椀on;
2. where the provider had space or was able to create a placement;
3. where the provider was willing to accept the person – that is, they were deemed ‘suitable’.

Because both people’s speci昀椀c needs and providers’ criteria varied so much, each 琀椀me a person was 
referred to a provider, a separate process of checking availability, assessing the person, visi琀椀ng and 
scoping the poten琀椀al place needed to happen. If the ul琀椀mate answer was ‘no’, then this complex and 
lengthy process – which could take weeks – needed to begin again. For some people, this might happen 
mul琀椀ple 琀椀mes before they were 昀椀nally able to leave.

[A key barrier is] places not being able to accept …. There aren’t enough places.
(B3 PLD)
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This person then asked their support worker to step in to help explain their speci昀椀c situa琀椀on and plans 
in place. They both explained that B3 had been referred to four di昀昀erent places with di昀昀erent reasons 
for not being accepted – two due to concerns about the person re-o昀昀ending, and two due to the 
person’s mobility (they also had a long-term health condi琀椀on):

We have various plans in place. We are just stuck with 昀椀nding a placement …. We’ve got the condi琀椀onal 
discharge from the Tribunal, we’ve got all the assessments done, we’re just struggling to 昀椀nd a placement 
that will accept [B3]. So it’s an ongoing process, isn’t it? So – and the Parole Board’s in place as well – so 
everything’s in place barring a placement.

(B3 Support worker)

Given that iden琀椀fying and making referrals to a poten琀椀al placement could take weeks or months due 
to the complexity of the process and the very limited capacity of hospital sta昀昀, providers and other 
professionals such as commissioners and social workers to write reports, complete assessments and 
undertake visits, it is easy to see how this process could add months or even years to the length of a 
person’s stay in hospital.

Inappropriate placements

In the example above, one of the placements explored was up several 昀氀ights of stairs, despite the person 
saying that this was completely impossible for them to access due to their disability. However, this did 
not seem to become fully apparent un琀椀l signi昀椀cant 琀椀me had elapsed wai琀椀ng to see if the person would 
be accepted by the provider, and the process had to begin again. Other people were o昀昀ered placements 
that turned out to be inappropriate due to condi琀椀ons on their discharge rela琀椀ng to their index o昀昀ence. 
In the example below, a family member recounted discovering that their rela琀椀ve – whose original 
o昀昀ence was a sexual o昀昀ence against a child, and who was s琀椀ll deemed a risk without appropriate 
support – had been given a poten琀椀al placement next to a school. This person had been deemed ready 
for discharge 4 years prior to the interview and, at the 琀椀me of the interview, was only just star琀椀ng to 
move into a community placement:

First, obviously somebody had to go and 昀椀nd this place what would be equipped for him and then I’d 
say even before … it took about 18 months …. There were a few places, so we had a place poten琀椀ally at 
[…] and we were going through the mo琀椀ons, then at the very last minute this bungalow, at the very last 
minute, we’d never seen this bungalow, it came about that it were next to a school or next to a walkway 
to a school, so whoever … had suggested it in the 昀椀rst place – I would love to have that conversa琀椀on with 
them. And I think it was the commissioners that must have gone and saw that it were next to a school …. 

So that was o昀昀 the table immediately.
(B4 Family)

Another person was o昀昀ered a placement in a loca琀椀on they had previously lived in where they had 
struggled with their mental health, an琀椀-social behaviour and substance abuse. A family member felt it 
would be poten琀椀ally very damaging for them to return to that environment. However, a昀琀er weeks of 
assessment, this meant that the process of trying to 昀椀nd a suitable placement had to start again:

I mean they got her one place in […] but she can’t go to [there]. She’s had too much trouble there … I had 
to stop her going. She’s barred from the centre of […] and she’s known and she would have got a lot of 
trouble, so I got in touch with the social worker and explained it and they stopped that. Because that 
would have been a no-no.

(A7 Family)

Delays se琀�ng up placements
For many other people, a suitable community placement or provider had been iden琀椀昀椀ed, but the process 
was delayed due to the logis琀椀cs involved when se琀�ng up an individual package. Once a provider was 
iden琀椀昀椀ed, proper琀椀es some琀椀mes had to be purchased and, in some cases, modi昀椀ed. Sta昀昀 then needed to 
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be recruited and trained – all before they could even start preparing the person for their transi琀椀on out 
of hospital:

The delay is that [the provider], whilst they’ve o昀昀ered, they don’t have the building yet and they don’t have 
the core team …. So we need this mee琀椀ng next week to take place so that they can then be informed, so 
they can start looking – I don’t think there’ll be a delay around the property – I think the delay will be the 
recruitment of the core team.

(A7 Commissioner)

On top of this, some people experienced delays due to disputes over funding and who was responsible 
for what – some of which were witnessed directly by people and their families. This was universally a 
source of signi昀椀cant anger and frustra琀椀on:

I think when they [the community provider] did say ‘yeah’, then there were a bit of toing and froing and 
who were responsible for the funding …. So nobody could agree on that and that went on for months, just 
I can’t … I really … this is a person’s life we’re dealing with.

(B4 Family)

I think the biggest thing is there’s too many cracks in the services and it’s easy for people to say, ‘It’s not 
for my team’… I think people use diagnosis as a way of excluding people now.

(B6 Commissioner)

In the example in Box 10, one person was stuck because of a dispute about their diagnosis, which then 
a昀昀ected which community team would be responsible for them and which providers would accept them. 
This person went into hospital with a diagnosis of a learning disability but had repeatedly been assessed 
and found to be ‘borderline’, and their childhood diagnoses of ADHD and au琀椀sm were disputed. To the 
person’s family, the label given to their rela琀椀ve does not directly a昀昀ect the speci昀椀c nature of their needs 
– which, in their view, should be the focus.

BOX 10 Disputed diagnoses

I’ve had about four places that have come to assess me but they’ve all turned me down. They turned me down 
because I don’t have a learning di昀케culty so I don’t 昀椀t a criteria and because I don’t 昀椀t a criteria, the commissioners 
won’t accept me.

(B6 PLD)

It’s been the biggest thing that’s held him back since the diagnosis was changed because we’ve not been told 
anything, any informa琀椀on as to why this was, you know, what this was based on. He has an exis琀椀ng diagnosis 
of ADHD he has from eight years old, whether he’s taking the medica琀椀on or not to me is irrelevant, they didn’t 
seem to believe that he also had a diagnosis of ASD and asked if I could 昀椀nd the paperwork for that. I did say that 
you’re his doctor, it should be on his NHS records. I was just dumbfounded as to why I would be asked to prove the 
medical diagnosis that he should have access to …. The biggest stumbling block that we’ve come across – things 
were moving on slowly but they were moving on, un琀椀l the diagnosis was changed and then more problems have 
arisen …. He’s borderline LD because of the ADHD. The au琀椀s琀椀c spectrum disorder has just been le昀琀 behind, it 
doesn’t get men琀椀oned …. But now they’ve decided he’s borderline, so how you can be borderline ADHD I do not 
know …. It’s a昀昀ected [discharge] a lot because he’s not 昀椀琀�ng anywhere. They did start looking at places for him to 
move on to go rehab, another down step sort of thing. But the social worker he had couldn’t do anything for him 
because … he didn’t meet the criteria. Other people have said he didn’t meet the criteria, he got turned down for 
funding because he didn’t 昀椀t into any of these groups anymore.

(B6 Family)

A similar issue was also noted by hospital sta昀昀:

I’ve also had disputes from the clinical team that there was a forensic team that could only work if they 
were supported by a CMHT [community mental health team] as well, and then the CMHT wouldn’t pick 
up this person because they didn’t feel that they were set up to deal with someone with not just an ASD, 
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[but] a personality disorder. So, there was a lot of dispute about them picking them up, because they 
didn’t feel that they had that exper琀椀se to look a昀琀er that person. But that was the only reason they had to 
accept in order for the forensic team to pick them up. So, there’s those local disputes, it’s not clear if they 
will accept the case, they also take 琀椀me as well.

(Hospital sta昀昀, site A)

What helps

While most people highlighted a series of barriers that made it di昀케cult to come out of hospital, some 
people iden琀椀昀椀ed things or people that they felt were helping them to get ready to leave hospital. 
This could be quite an abstract conversa琀椀on to have with someone with a learning disability, and 
some people found it easier to iden琀椀fy what helped via a talking mat (see Box 3 in Chapter 2), placing 

words/pictures under di昀昀erent headings (‘helpful’, ‘not helpful’ or ‘not sure’) and building up a visual 
representa琀椀on of the overall factors at play (see Figure 3 for examples).

The role of speci昀椀c professionals and supports
People’s views on which professionals were helpful (or not) varied signi昀椀cantly, depending on their 
individual circumstances and rela琀椀onships. While person A1 did not feel that they had needed 
physiotherapy and so had listed it as ‘unhelpful’, person A3 described a bad experience with their social 
worker not being available or present most of the 琀椀me. Person A8 had mixed views as to whether the 
various professionals involved in their care had been helpful (hence placing them under ‘unsure’), while 
person A6 did not 昀椀nd ward sta昀昀 helpful at all in moving them closer to discharge.

Most people who men琀椀oned speci昀椀c professionals found their consultant, their solicitor and their 
advocate helpful. Family members gave similar responses, par琀椀cularly around the role of solicitors in 
昀椀gh琀椀ng for their family member to be able to come out of hospital:

I don’t ask [the hospital] any more, I ask the social worker or I actually email his solicitor and 昀椀nd stu昀昀 
that way, because I 昀椀nd stu昀昀’s easier to get that way. It’s wrong, but I’ve found that’s the way to do it …. 
He is a criminal law and mental health law solicitor and he obviously knew something that they didn’t, 
but certainly things started shi昀琀ing. Maybe they realised, [****] hell, he’s got a solicitor, we’d be琀琀er get our 
backsides moving here like, you know.

(B3 Family)

However, there were also some notable excep琀椀ons, including some people and families who felt the 
consultant was working against them to prevent discharge:

I’m sure that [****] psychiatrist is trying to keep my son locked up forever.
(B3 Family)

In addi琀椀on to the role and contribu琀椀on of speci昀椀c individuals, people spoke about the value of speci昀椀c 
treatments and broader ac琀椀vi琀椀es that they felt had helped them progress towards discharge. These 
ranged from hobbies that helped occupy people’s 琀椀me in a meaningful way (see Life in hospital), to 

services and interven琀椀ons such as psychology, occupa琀椀onal therapy and physiotherapy (see below). 
People also spoke posi琀椀vely about speech and language therapy, courses about forming rela琀椀onships, 
and courses about dealing with drug and alcohol issues – where speci昀椀c needs could be met via a 
professional interven琀椀on or a speci昀椀c programme that the person could undertake as part of ge琀�ng 
ready to leave hospital. Several people also spoke about the importance of posi琀椀ve rela琀椀onships with 
wider hospital support sta昀昀, rather than just the lead clinicians who might mainly see the person in 
formal mee琀椀ngs.
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A1 PLD

A3 PLD

FIGURE 3 Examples of talking mats. (con琀椀nued)
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A6 PLD

A8 PLD

FIGURE 3 Examples of talking mats.
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Psychology

A number of people highlighted input from psychology as par琀椀cularly bene昀椀cial, especially where they 
were on a forensic pathway and in terms of helping people cope with the implica琀椀ons of their o昀昀ences:

The courses what we’ve been talking about doing will help me to learn about what I’ve done and how to 
cope with it on the outside and to cope with it in the public eye.

(A3 PLD)

The psychology ones …. He’s doing quite a few courses with them which obviously in prison he wouldn’t 
have done …. More likely to help him move on when he gets out because he obviously can’t come back 
to [place X] and he can’t go back to where he was born. So wherever he’s going to be, it’s going to be by 
himself. I mean I’ll go and visit and do what I can but he’s going to be by himself.

(A3 Family)

When I started [a par琀椀cular type of therapy] I didn’t want to do it, I was quiet, refused to talk to anybody, 
but then I got into it and I enjoyed it. But it’s turned my life around completely. I look at things a li琀琀le bit 
di昀昀erently. Some days, yeah, I do scream but I don’t hit anybody any more … I think [the therapy’s] a good 
thing for anybody …. [When I’m in the community] I’m going to see if they do something like that and 
carry it on because I think that’s really good for people who are in my situa琀椀on and feel like self-harming 
and everything else.

(C6 PLD)

Occupa琀椀onal therapy
Occupa琀椀onal therapy was also seen as helpful in terms of prepara琀椀on for living in the community, 
suppor琀椀ng people with life skills such as self-care, cooking, budge琀椀ng and personal safety:

I just need to show that, show them that I can cook, not cook but make meals, so I can show them that I 
can drink tea, make a microwave meal, so I need to show that I can do that.

(B3 PLD)

They’ve been asking for help when they need it, kept on doing sessions and things like that to help them 
move on and to living on their own and to save. The biggest part I need to do is save because when 

they’ve got a bit of money, they spend it like that.
(A10 PLD – talking partly about other people, hence ‘they’)

Mee琀椀ngs and plans
Although most people stated that most or all of the mee琀椀ngs about their care were helpful, some were 
seen as more helpful than others. More legally binding mee琀椀ngs such as Mental Health Review Tribunals 
and Manager’s Hearings tended to be talked about more posi琀椀vely, possibly because there were clear 
and immediate decisions arising from them:

So the Tribunal have said why is he s琀椀ll here? Why haven’t you moved him on? …. So if they don’t move 
me they might say ‘right, what’s he s琀椀ll doing here?’ and they might put a discharge to somewhere, to 昀椀nd 
somewhere for me from here.

(A2 PLD)

Although not many people seemed to know when they might be leaving hospital, some people said they 
had a plan in place and valued regular mee琀椀ngs, not least because these helped to provide short-term 
feedback on progress and gave people a sense of where their hospital journey was going:

I would say if you have stepping stones for people to be obliged to like, s琀椀ck to them …. So like being on 
the Asperger’s spectrum … – I like to plan my steps ahead … – so if I do this then I’m going to get more 
琀椀me out or if I behave in this manner then I’m looking forward to home leave and stu昀昀 like that. But then 
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if they start adding things in just there and then it starts messing up everything and people will start to 
get agitated and stu昀昀 like that and it will a昀昀ect their health because you’re adding things in that wasn’t 
originally on their plan …. So if there’s stepping stones – keep to the stepping stones –… don’t just add 
[extra things] there and then.

(A2PLD)

Well what I like about mine [discharge plan] is I’ve got a date when I’m ge琀�ng out … but I’ve got to do all 
this to try and get out …. So, like, a plan, so we’ve got something to work towards …. Everybody’s head 
works di昀昀erent, but I like to plan and then I’ve got something to work towards.

(A3 PLD)

For many people, what helped (in 琀椀me) was a person’s ability to manage themselves without too many 
‘risky’ incidents whilst on leave – 昀椀rstly in the grounds and then in the community. This was seen as 
a key way of proving your ability to cope with being in the community and therefore your eligibility 
for discharge:

I would say … that some people that are willing to work with the system, do the courses and stu昀昀, they, 
like I say, like the managers and sta昀昀, like they provide more – so like more leave and try and encourage 
you to get out more. So it’s like star琀椀ng you o昀昀 again in the community – ge琀�ng out in the community 
and stu昀昀 like that is basically our 昀椀rst step to ge琀�ng out.

(A2 PLD)

Establishing a life and a support network outside hospital

People talked a lot about the support available beyond hospital being vitally important. This was partly 
in prac琀椀cal terms (e.g. the simplest and most common helpful factor on talking mats being ‘having a 
home to go to’). However, it was also important to have a support network in case the person started 
to struggle:

We need a support group for him. We need, I don’t know, it’s hard to say. We need something in place 
where if he [thinks …] that he’s in danger he can call someone straight away.

(A3 Family)

At least he’s got a nurse with him because my biggest worry was they’d let him go into town on his own … I 
thought if they let him go into town, because of the way he is, he doesn’t understand if they say things and 
stu昀昀, you know people talking …. Also he’ll talk over you as well and some people don’t like that. I thought, 
I could just see someone start to argue and shout at him and then he’s going to get all 昀氀ustered and … I’m 
bothered about him ge琀�ng hurt at that point, but I’m also bothered about what that’s going to do, what 
he’s going to do later on because of that, if you see my meaning …. He might be living away, but he has a 
carer with him at all 琀椀mes. He’s not allowed anywhere on his own, which I’m really pleased about, even to 
the local shops.

(B3 Family)

More broadly, some people talked about the importance of building a meaningful life with enough going 
on to mo琀椀vate them to keep going and stay well:

It’s easier to stay on bene昀椀ts but I think a job and working or something is be琀琀er than just working 
voluntary. To stay on disability living allowance, you’ve got nothing to 昀椀ght for then, you’ve got nothing to 
keep – you need to keep your job, you need to keep that animal, you need to keep a roof over your head, 
instead of just going on bene昀椀ts and just ge琀�ng everything paid for you. You need something to 昀椀ght, 
昀椀ght for – I need this, pu琀�ng in place a house, pu琀�ng in place any job and stu昀昀.

(A3 PLD)
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A few people men琀椀oned inappropriate housing – one speci昀椀cally men琀椀oning hostels – as being very 
unhelpful for a successful discharge because of the lack of support in such se琀�ngs, and the risks that 
might arise if there were people with mental health and substance abuse problems.

Values and approach

People in hospital, their families and professionals alike all spoke about the underlying values and 
approaches that underpinned a good discharge. Many of the professionals we spoke to felt that one of 
the most important principles that helped to make a smooth transi琀椀on or a quicker discharge was seeing 
the person beyond their labels and immediate needs – as a human being – instead of focusing on the 
risk they might pose to themselves or the community, or on the cost of their care package:

I think fundamentally if this was a member of your family how would you want their discharge and their 

pathway into the community to be – what would you want for them?…. And to see the person that we’re 
talking about as an individual with a right to live their life.

(B1 Commissioner)

It’s about being inclusive. It’s about working with people. It’s about helping [B4], for example, with his 
hopes and his aspira琀椀ons. It’s about suppor琀椀ng service users to take responsibility and be accountable …. 
Say, if an incident occurred. What happened at the 琀椀me? Maybe [B4] hit out at another …. Threatened 
a member of sta昀昀. So, to explore … what was happening at the 琀椀me, how he was feeling? Helping people 
to re昀氀ect on that, and together as a community, to try and put things right and create that sense of 
community. So, those are the things that I’m trying to promote, but never minimising at all the risk to 
others and the public and the very nature of why people are in here. So, it’s that balance.

(B4 Social Worker)

Family members also talked about how a person-centred approach helped their family member progress 
towards discharge more quickly. In the example below, the person needed to improve their self-care 
skills, partly to get closer to discharge, but also to improve their overall well-being and quality of life:

I just think that they treat her like a person, whereas before I’ve tended to believe she’s more of a number. 
Yeah, they take her out more, you know, and at the moment they’re teaching her how to look a昀琀er herself 
which is, she’s never done …. Cleaning, washing and things like that, brushing her teeth and stu昀昀.

(A7 Family)

Understanding the person – personalised transi琀椀on support
Related to this, a strong theme emerging from all par琀椀cipants was the importance of understanding 
the individual person and their unique personality, needs and challenges. They also noted the 
importance of assessing this properly, communica琀椀ng these needs adequately between the hospital and 
community services – especially to the provider to which they might be discharged – and building this 
understanding into structured, personalised support for that person around their transi琀椀on:

He needs the service speci昀椀ca琀椀on that’s wri琀琀en for him, that he was part of wri琀椀ng. He needs that going 
out to the providers and for providers to actually read it and listen to what he’s saying he needs, because 
I think some琀椀mes providers go out, do the assessments and they think ‘oh we know what you want’, when 
actually you’ve not listened to the person that you’re assessing.

(B1 Commissioner)

The … the community forensic outreach and liaison service … – they’ve been really proac琀椀ve and 
suppor琀椀ng [A7] in her prepara琀椀on for a transi琀椀on. She has weekly contact with the caseworker from the 
… team – that’s been consistent I would say for the last eighteen months – personnel have changed but 
the two girls she had previously and the current worker, you know, they’ve maintained real high levels of 
contact with her.

(A7 Commissioner)
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I think on the plus side, I think [the manager], where she is today, and a member of sta昀昀 from the home 
who I think would become her key worker possibly, they visited the hospital and they had a sit down 
mee琀椀ng with all the clinicians that was involved with her. I think they’ve got a pre琀琀y good handle at 
the home about what to expect, so that communica琀椀on was good, so [the manager] and this other lady 
went to [deiden琀椀昀椀ed placement] – psychiatrist, psychologist, clinical nurse, the social worker, whoever, 
there was a big on site mee琀椀ng and they were – I think cards were laid on the table – and because I said 
something to [the manager] and she said ‘oh don’t you worry, I know all about it’, so I got the impression 
that – so I think that would be a good star琀椀ng point for somebody coming out is that the person who is 
going to be looking a昀琀er them needs to be – needs background – needs to know – the good and the bad.

(A6 Family)

To help build these rela琀椀onships, many people talked about the importance of family involvement – both 
as a mo琀椀vator for people to complete other necessary steps towards discharge, but also for suppor琀椀ng 
the person more generally:

[Family] – yes, that’s a big part of me wan琀椀ng to get out for them …. My Mum said to me, we need you, 
and I’d say I need her, I need my family.

(C1 PLD)

It is helpful when my Mum’s here ’cos I 昀椀nd it hard to explain stu昀昀 over the phone, so it’s like it’s helpful 
for my family and stu昀昀, yeah, I’d put it in helpful. We’re going to start having them in that ward round, 
because we need to talk about my health issues, so she said she’s going to bring it to ward round, so we 
need to have a talk about it.

(B3 PLD)

For one person, family were also crucial in managing complex 昀椀nances when moving to a new property 
a昀琀er over two decades in secure hospitals. Without family support (which came at signi昀椀cant personal 
cost), this person would likely have been delayed even further:

Right, okay, so we need to get this house some furniture, so we had to go through a process where we had 
to follow [deiden琀椀昀椀ed place]’s rules/policies to get three quotes for each item … – anything over £200. So 
at this mee琀椀ng I said, I had breast cancer last year, so I was o昀昀 work at that moment in 琀椀me, I were having 
chemotherapy treatment …. So I collated all the quotes, sent them to [case worker] and then … because 
again he’s got this substan琀椀al amount of money, believe it or not, he went over the threshold – so he had 
to pay for his own legal fees. I know, it’s mad. They’d had him build this money up in hospital for 27 years.

(B4 Family)

What happened next

Of the 27 par琀椀cipants, 21 were recruited in su昀케cient 琀椀me to allow for a follow-up a昀琀er 12 months (see 
Table 8). Of these, 15 were s琀椀ll on the same ward as at their original interview, 4 had been discharged 
from hospital and 2 had been transferred to di昀昀erent wards in the same hospital. Of the la琀琀er, one 
person had moved from low to medium secure, and one person from an ATU to a low-secure ward. Of 
the four people who had been discharged, the hospital was unable to provide new contact details for 
one person.

When following-up people who had le昀琀 hospital, it could be di昀케cult to make contact with a new service 
provider and re-establish contact with the person (usually care sta昀昀 who were under signi昀椀cant pressure, 
who had not been involved in the original research and who some琀椀mes acted as informal ‘gatekeepers’ 
on the person’s behalf). However, with perseverance, we were able to overcome these barriers for all the 
people for whom we had subsequent contact details.
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TABLE 8 What happened next?

Person Ini琀椀al loca琀椀on Loca琀椀on 12 months later Addi琀椀onal informa琀椀on

A1 Low secure In seclusion Same ward (in seclusion)

A2 Low secure Low secure

A3 Low secure Low secure

A4 Low secure Low secure Being discharged that week (Council 昀氀at)

A5 Low secure Medium secure Same hospital

A6 Low secure Discharged Discharged to residen琀椀al home

A7 Low secure Low secure

A8 Low secure Discharged Supported living – own 昀氀at

A9 Low secure Late recruit – no follow-up

A10 Low secure Late recruit – no follow-up

B1 Low secure Low secure

B2 Low secure Low secure Place iden琀椀昀椀ed – wai琀椀ng for MoJ, DoLS and funding

B3 Low secure Low secure Discharged but readmi琀琀ed

B4 Low secure Supported living Discharged straight from medium secure

B5 Low secure Low secure Likely to be extended stay

B6 Low secure Low secure Place iden琀椀昀椀ed in residen琀椀al care – wai琀椀ng for someone 
else to move out

B7 ATU Low secure Same hospital

B8 ATU ATU

C1 Low secure Low secure Declined follow-up

C2 Low secure Discharged Hospital unable to locate

C3 Medium secure Medium secure

C4 Medium secure Medium secure Moving to low secure the following week

C5 Medium secure Medium secure Accepted for low secure (di昀昀erent hospital) – wai琀椀ng for 
MoJ decision

C6 Low secure Discharged No details – late recruit

C7 Low secure Late recruit – no follow-up

C8 Low secure Late recruit – no follow-up

C9 Low secure Late recruit – no follow-up

Of the people who were s琀椀ll in hospital, some people had a be琀琀er sense of what might happen next – 
either a clearer plan for discharge or a planned step down from a medium- to low-secure ward:

The bed’s there. It’s just ge琀�ng more sta昀昀 in, got to put [Depriva琀椀on of Liberty Standards] in place … and 
[organisa琀椀on X] have got to fund it.

(B2 PLD)

I’ve signed a contract for some accommoda琀椀on now.
(A4 PLD)
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Yeah, I’m moving out. I am going to local secure on, next Tuesday.
(C4 PLD)

I know for a fact I’m being assessed for a low secure … and then two weeks later I got told they’ve 
accepted me.

(C5 PLD)

However, other people were facing con琀椀nued uncertainty, and some felt as if they were genuinely stuck, 
with li琀琀le sense of what might help to resolve their situa琀椀on:

I’m stuck …. They should have a plan B then I wouldn’t be stuck.
(A7 PLD)

For some people, this was rela琀椀ng to the remaining sentence that they needed to serve a昀琀er their 
treatment in hospital was complete. One of these people said that they would rather have been in prison 
than in hospital, as there would be a de昀椀nite release date:

I’d rather go back to prison.
(A3 PLD)

One person had le昀琀 hospital a昀琀er we had spoken to them originally, but returned a昀琀er a couple of 
weeks when the placement broke down. While we do not have any details, the person men琀椀oned being 
le昀琀 alone by sta昀昀 that they feel should have been with them one-to-one, and some sort of ‘incident’ 
occurring:

They sent me to [a new place] but that didn’t work out.
(B3 PLD)

The three people who had le昀琀 hospital and agreed to a follow-up interview (see Box 11) came from 

two di昀昀erent sites. Notably, one person was discharged directly from a medium-secure ward (typically 
people here transi琀椀on to low secure, then a subsequent discharge). It is also interes琀椀ng that three of 
the people who were discharged were women, given that most of our sample were male – and it may be 
that there are addi琀椀onal barriers in terms of leaving hospital for some men. While it was lovely to see a 
small number of people thriving in new homes, and while some people were closer to leaving hospital 
than when we 昀椀rst met them, the fact that so many people were s琀椀ll in hospital 1 year later (and two 
people possibly further away from discharge than when they were 昀椀rst interviewed) simply highlights 
the scale of the challenge that this research is seeking to address.

BOX 11 People who had le昀琀 hospital

B4 was living in his own house with support from sta昀昀. He showed us his house, garden and new possessions, 
including his DVD and Star Wars collec琀椀ons. He spoke about the places he enjoys visi琀椀ng, and was heading o昀昀 
to a local nature reserve. He had a photo on the wall of him and his family at the nature reserve, and his life felt 
very di昀昀erent to when we met him a year ago.

One person [A6] had wanted to move into their own 昀氀at, but was currently living in a small residen琀椀al home. 
They were feeling unhappy and wanted to be back in hospital – although when we 昀椀rst met them a year 
previously they had been unhappy in hospital and wanted to leave. They were awai琀椀ng a further court case, 
so it is possible that their current arrangements were linked to this in some way, or were temporary un琀椀l they 
received a verdict.

A8 had been discharged recently to her own 昀氀at, with support from sta昀昀. She said the discharge went well, in 
spite of feeling nervous – and she’d had lots of visits to her new 昀氀at before moving (including overnight stays). 
She put her progress down to her own behaviour (‘I was good’) and said that all her team from the hospital had 
helped her move on. She enjoys going to bingo, the cinema and shopping, and is keeping a close eye on the 
fortunes of her favourite football team. She does this via her phone, which typically are not allowed in hospital. 
She wants a pet tarantula, but does not have one yet.
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Chapter 5 Findings II: systems issues from the 
perspec琀椀ve of hospital sta昀昀 and commissioners

Whereas Chapter 4 focused mainly on the experiences of people with learning disabili琀椀es and/
or au琀椀s琀椀c people and their families (but with some suppor琀椀ng quotes from health and social 

care sta昀昀 where these were consistent with people’s/family perspec琀椀ves), this chapter focuses on 
systems issues arising from observa琀椀ons of mul琀椀disciplinary mee琀椀ngs and insights from hospital sta昀昀 
and commissioners (but with some suppor琀椀ng quotes from people and families, where these back up 
professional perspec琀椀ves).

Overview of par琀椀cipants/data

This chapter is based on data from several sources:

• Across our sites, a range of di昀昀erent hospital sta昀昀 took part in focus groups and individual interviews. 
They were working across a variety of se琀�ngs, from ATUs to locked rehab wards, and from low to 
medium secure (see Table 9).

• A total of eight commissioners were interviewed across sites A and B, with one commissioner 
taking part on behalf of two of people with learning disabili琀椀es and/or au琀椀s琀椀c people, as they were 
both part of the commissioner’s caseload (A4, A5, A7, A8, A9, A10, B1, B4, B6). However, all of the 
commissioners who par琀椀cipated were NHSE or regional specialist NHS case managers, not local 
authority commissioners (none of whom agreed to take part). Commissioners’ details were obtained 
largely from people’s case 昀椀les or from local sites. For many of our par琀椀cipants, their commissioner 
had changed and notes had not always been updated. In some cases, we were put in touch with the 
most recent commissioner either by ward sta昀昀 or by the previous commissioner, who had now moved 
on. In other cases, we were unable to iden琀椀fy or contact the person’s most recent commissioner. We 
received no responses to contacts made with the local authority commissioners listed on people’s 
notes, which could also have been partly due to incorrect or out-of-date details – or may relate to the 
amount of pressure that di昀昀erent stakeholders are facing and their subsequent willingness to take 
part in research.

TABLE 9 Hospital focus groups

Site A: 昀椀ve professionals Focus group
Nurse/ward manager (mixed se琀�ngs)
Psychologist (mixed se琀�ngs)
Forensic social worker (low and medium secure wards)

Individual interviews
Consultant psychiatrist (mostly low secure)
Peer support worker (mixed se琀�ngs)

Site B: 昀椀ve professionals Focus group
Nurse/ward manager (medium secure)
Psychologist (medium secure)
Occupa琀椀onal therapist (mixed se琀�ngs)
Consultant psychiatrist (ATU)

Individual interviews
Regional admissions and discharge co-ordinator (mixed se琀�ngs)

Site C: three professionals Focus group
Psychologist (mixed se琀�ngs)
Psychologist (mixed se琀�ngs)
Consultant psychiatrist (mixed se琀�ngs)



62

NIHR Journals Library www.journalslibrary.nihr.ac.uk

SYSTEMS ISSUES FROM THE PERSPECTIVE OF HOSPITAL STAFF AND COMMISSIONERS

• To help familiarise ourselves with local contexts and service-speci昀椀c issues, we observed 12 
mul琀椀disciplinary mee琀椀ngs across sites A and B (despite ongoing nego琀椀a琀椀on, site C did not facilitate 
access). These were mostly regular MDT ward rounds, but also included one CPA review and two 
CTRs. In Site A, we observed six people’s mee琀椀ngs, comprising 昀椀ve MDT ward rounds (A1, A2, A3, 
A4 and A5) and one CTR (A7). In Site B, we observed six people’s mee琀椀ngs, comprising four MDT 
ward rounds (B1, B3, B7, B8), one CPA review (B2) and one CTR (B6). We were not able to secure an 
invita琀椀on to observe mee琀椀ngs in site C.

• To gain an overview of people’s journeys through services, we reviewed 23 people’s case 昀椀les (some 
were very extensive, and ran to the equivalent of several volumes). This included notes for all 10 
people in site A, 7 of 8 people in site B and 6 people in site C. Some people did not give consent, 
while some people in one site had moved on and their records had been archived, meaning that we 
were unable to access them.

Di昀昀erent professional perspec琀椀ves

At the start of hospital focus groups, we asked people how many of the pa琀椀ents with whom they 
worked did not really need to be in hospital. In one sense, the actual percentage cited is not very 
meaningful when the ques琀椀on is asked in isola琀椀on, but we have found in previous research that this is 
a good way of ge琀�ng di昀昀erent professionals to compare and contrast their di昀昀erent experiences. If one 
person thinks that everyone they work with needs to be in hospital, and the next person thinks that only 
half do – then the fact that two colleagues who work in the same se琀�ng have such di昀昀erent views is 
important, irrespec琀椀ve of the actual ‘gues琀椀mate’ they each make.

In site A, a psychiatrist felt that around 5% of people on low-secure wards did not need to be in hospital, 
while a psychologist felt that 100% of the people they worked with (6/6) did not necessarily need to be 
there. A ward manager felt that 20% did not need to be in hospital. When re昀氀ec琀椀ng on medium-secure 
wards, the general consensus was perhaps one person out of 15 could be discharged, but that three or 
four could step down to a lower level of security.

In site B, some 60–80% of people in ATUs could be seen as having a delayed discharge:

So, the standards are that … 75% of people admi琀琀ed to an ATU should be 昀椀t for discharge within three 
months. 90% of people should be 昀椀t for discharge within six months. They are stretch targets, I would 
say, clinically, but it’s not a million miles away from that in prac琀椀ce, and ours are the same as others 
na琀椀onally. So, typically, we’re probably around 50% within three months and 75% within six months. So, 
we’re not a long way o昀昀 that, but the length of stay is over a year, with those people becoming delayed 
transfers of care because they tend to require provision which isn’t available within the community, 
within the market.

(Site B hospital focus group)

In medium-secure se琀�ngs, a ward manager saw delayed transfers as ‘rare’, but said that there had 
been two ‘very protracted’ discharges in the last year. In contrast, a regional discharge coordinator 
found this di昀케cult to answer, but did men琀椀on a number of people in secure services who (in their 
view) could be discharged. They also felt that all but two people in the ATU were considered delayed 
transfers because they had stayed beyond the s琀椀pulated 12-week period explained above. This was 
borne out when we followed people up 1 year later, as our two par琀椀cipants from the ATU were s琀椀ll 
in hospital.

In site C, there was a consensus that around 50% of people in men’s services and 20% of people in 
women’s services were delayed.
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Timing and iner琀椀a

The most common issue raised by par琀椀cipants of all types was that everything involved in organising 
and preparing for a person’s discharge simply takes too long. This was the experience described by 
people in hospital and their families in the previous chapter, but was also noted by almost all health 
and social care workers involved in the study (whether they were providers, assessors or strategic 
commissioners). This was despite a number of na琀椀onal e昀昀orts to tackle this issue:

I think there’s a bigger ownership on the Transforming Care agenda …. There’s a lot of scru琀椀ny 
and repor琀椀ng up around the pathways. If I look back at my caseload for learning disability/au琀椀sm 
it’s vastly reduced, but it takes such a long 琀椀me, such a long 琀椀me to move a pa琀椀ent through a 
discharge pathway.

(B1 Commissioner)

Another commissioner noted a sense of iner琀椀a for people on forensic pathways or with needs perceived 
to be complex or out of the ordinary in some way. Once a person had already been in hospital for a 
signi昀椀cant period of 琀椀me, it was almost expected that they would remain as a long-stay pa琀椀ent and the 
urgency to progress their discharge diminished:

If somebody’s not well understood, people don’t have that consistency, they haven’t got the person in 
their head. And indeed probably there’s been a bit of iner琀椀a ‘oh we’ve got this pa琀椀ent, we’re quite used to 
having them for 1, 2, 3, 4, 5+ years’.

(A8 Commissioner)

Complexity and mul琀椀ple stakeholders
Time and 琀椀me again, hospital sta昀昀 and commissioners talked about the sheer complexity involved 
in organising next steps for people leaving their current ward, whether this be to a less restric琀椀ve 
hospital environment or into a community placement. The range of organisa琀椀ons, teams and 
individual workers, coupled with the prepara琀椀on needed for people to feel comfortable moving 
to new se琀�ngs, created added 琀椀me at every stage of the process, even with all the right people 
seemingly on board:

There’s lots of people involved in the discharging of the pa琀椀ents. So, you have the case manager, you have 
the CCG and all the funding being sorted out, and a number of processes that take place. So we o昀琀en 
refer to a six-months’ period that we would say that actually, this pa琀椀ent might be discharged within six 
months, and then at that 琀椀me we start linking them up for discharge and saying, actually, let’s start that 
process, because it might well take that length of 琀椀me to actually 昀椀nd a place, if you’re funding, and then 
to move into it, and that’s even with the placement, you know, being in existence already. The sta昀昀 and 
everybody in there – so there’s something in the system, once we 昀氀ag it up, it’s taken some 琀椀me for them 
to get into it, you know.

(Site A hospital sta昀昀 focus group)

This experience was shared by the Consultant below, who described some of the delays that can 
easily creep into or even derail the discharge process where someone has ‘non-standard’ needs 
(almost by de昀椀ni琀椀on, this will be everyone involved in this study and perhaps most of the Transforming 
Care cohort):

So, providers are now saying that they will need typically nine to 18 months to set up a specialist package 
…. Even if there’s a property available, the model of provision now tends to be that people will recruit 
a bespoke team. So, they will recruit sta昀昀 speci昀椀c to an individual, and that’s tricky. So, as an example, 
we had a young woman admi琀琀ed to us …. She got told that she was moving into a new property and 
the placement that she was in broke down, so she came into hospital, which of itself is an inappropriate 
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admission, and we were told it’d be two to four months for them to complete recrui琀椀ng sta昀昀. She was only 
discharged last week for no reason other than the provider couldn’t recruit the sta昀昀. We could say that 
that was in some part due to COVID and recruitment and issues like that, but it’s not unusual. So, people 
who are 昀椀t for discharge, and then other people are needing single occupancy – and care providers, rather 
than having proper琀椀es, will then go to the market and buy a property speci昀椀c for an individual, which 
obviously takes 琀椀me, and then there’s usually environmental changes, a wet room and handrails or fencing 
for the garden, whatever it might be, or in the most extreme, complex-end people will be building bespoke 
proper琀椀es. So, that tends to be the pa琀琀ern for the non-secure end of assessment and treatment. People 
will come in, some of that’s appropriate, will be 昀椀t for discharge, typically, in three to six months, and then 
wait another, anything from 9 to 18 months, so on average another year wai琀椀ng for that property to 
be available.

(Site B hospital sta昀昀 focus group)

Similarly, the social worker below an琀椀cipated poten琀椀al delays, even before the decision had been made 
about where the person should go next (par琀椀cularly if the decision was to go to a community placement 
rather than another hospital se琀�ng):

If there’s locked rehab and there’s a bed available, that process could be a couple of months, couldn’t 
it? By the 琀椀me funding’s agreed and you’ve allowed for some transi琀椀on work, that could be a number of 
weeks to months. If it’s a community package, then that’s going to be more complicated, because that will 
depend on if the property’s already purchased, or if they’ll be looking at purchasing a property. Whether 
the sta昀昀 team are already in existence or whether they would recruit speci昀椀cally a sta昀昀 team to support 
[person’s name]. So, it’s really going to depend on where that lands. It could be a community service that 
already has a set-up property and support team and they’re discharging somebody and [the person] can 
move into that service, which again, would just be weeks. If they’re talking about crea琀椀ng something more 
for [them], then yes, you’re talking about poten琀椀al environment, property and sta昀케ng. So honestly today, I 
don’t think we could put a reasonable 琀椀meframe on it.

(A9 Social Worker)

Of course, this begs the ques琀椀on as to whether more could be done to plan for discharge on admission, 
as is meant to be the case in other se琀�ngs (e.g. when older people are being admi琀琀ed to/discharged 
from general hospitals). If someone is going to need a property to be purchased and their own sta昀昀 team 
to be recruited, then it makes no sense to wait 琀椀ll they are ready to be discharged before star琀椀ng such 
processes (see Chapter 7 for further discussion of insights from the broader hospital-discharge literature).

Processes and tools

Many par琀椀cipants described par琀椀cular tools and processes surrounding both admission and discharge 
as being ine昀昀ec琀椀ve, unhelpful or ac琀椀vely hindering people’s ability to move on in di昀昀erent ways. This 
ranged from legal tools and policies at a na琀椀onal level to the speci昀椀c assessment tools and processes 
used by providers.

In the example below, a psychiatrist described the mul琀椀ple steps involved in the discharge process, 
with each assessment adding at least weeks to a discharge 琀椀meline. With community providers all using 
di昀昀erent assessment tools, which do not necessarily correspond to the ones used by the hospital, doing 
this repeatedly could create signi昀椀cant periods of delay a昀琀er the point at which the person is deemed 
ready for discharge:

So we go to the case managers and we say, look, I think this pa琀椀ent could move into supported 
accommoda琀椀on, that’s what I say, 24-hour support accommoda琀椀on, and I think we should start looking 
for that, and then it takes 琀椀me for them to 昀椀nd that. So, I don’t know, it might take three weeks for them 
to iden琀椀fy those ones, and then I think there’s … because I don’t know exactly what goes [on], I just 
experience the periods of delay. Then they come back and they send us an assessment form, and then 
it takes a while to write the assessment form, to 昀椀ll it out properly. Then we send that o昀昀 and they take 
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three weeks or so to read through the form and see whether it’s done appropriate[ly]. Then they come and 
see the pa琀椀ent, they think about their provision, ‘do I have to make some adapta琀椀ons?’, and that takes 
some 琀椀me, and then they do some joint working, and yes, that whole process, and then the other bit is 
agreement of funding ….

(Site A hospital focus group)

Other hospital sta昀昀 felt that risk assessments could con昀氀ate behaviours arising from a reac琀椀on to 
the hospital environment or behaviours which might arise out of someone’s learning disability, with 
what they called ‘inten琀椀onal violence’ and a future risk of o昀昀ending. This could then raise the person’s 
‘risk’ pro昀椀le, especially in rela琀椀on to decisions by the Ministry of Jus琀椀ce about leave, or community 
placements’ assessments of suitability – resul琀椀ng in the person being deemed ‘too risky’ for the next 
stage of leave or unsuitable for a place at a community provider:

There’s a poor di昀昀eren琀椀a琀椀on between challenging behaviour and understanding that as di昀昀erent from 
instrumental violence, and yet the risk assessments that are prescribed by the NHS for inpa琀椀ent services 
such as the [name of risk assessment] makes no di昀昀eren琀椀a琀椀on between challenging behaviour – which is 
a mainstay of a hundred years’ worth of working with people with neuro-developmental disorders – and 
the forensic issues of things like unlawful killing and arson and murder and some of the other stu昀昀. Whilst 
those two things are all jumbled up together, what it forces people like [my colleague] and other very 
sensible people to do, is to count problema琀椀c behaviour …. So one of the problems that everybody runs up 
against is this idea that somebody shou琀椀ng because the lights are too bright or it’s too noisy on the ward 
is a risk indicator for s琀椀ll doing wicked things to children. Huh? How does that work then? Well it doesn’t, 
does it?

(Site A hospital focus group)

Legal status

Various prac琀椀琀椀oners talked about how the legal status of a person detained or treated under di昀昀erent 
sec琀椀ons of the Mental Health Act meant di昀昀erent things in terms of the support they might get a昀琀er 
discharge, with a series of poten琀椀al pros and cons to this. The social worker below expressed concern 
that people with learning disabili琀椀es who have commi琀琀ed o昀昀ences might not get the same support to 
reintegrate into society and avoid reo昀昀ending as someone who has come out of the criminal jus琀椀ce 
system with support from proba琀椀on and other agencies:

So for anybody coming out of the criminal jus琀椀ce system you have proba琀椀on, you have all these 
safeguards in place … we have the condi琀椀onal discharge op琀椀ons and things like that. But o昀琀en they skip 
that because they’ve got a learning disability so we’ll make that excep琀椀on and they’ll come on a Sec琀椀on 
3 – perhaps, I’m generalising – but they’ll come on a Sec琀椀on 3. They haven’t been sentenced or properly 
convicted of the crimes that they’ve commi琀琀ed, so they don’t have … the luxury of being supported 
through proba琀椀on, proper discharge things, and then they re-o昀昀end and you’re just going round in 
these circles. And actually they get missed because they’ve got a learning disability and you’ve made an 
excep琀椀on for them because ‘oh bless him’, and that’s not OK because actually that’s the opposite of what 
you want to achieve. But it becomes the default.

(Site A hospital focus group)

However, it was not always seen as ‘be琀琀er’ for a person to be detained under a forensic sec琀椀on. O昀琀en, 
when a person’s legal status required the Ministry of Jus琀椀ce to give permission for leave, discharge 
or transi琀椀on visits, this added signi昀椀cant delays to the process (as described in the previous chapter), 
simply through wai琀椀ng for decisions to be made.

Others wondered whether current mechanisms such as Care and Treatment Reviews (CTRs) had enough 
‘teeth’ (legally or in terms of exper琀椀se/status) to be e昀昀ec琀椀ve, par琀椀cularly compared to the statutory 
powers of Mental Health Review Tribunals:
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Unfortunately, in my experience so far, I haven’t been to a CTR … where it does something which … 
wouldn’t have happened before, that then results in the pa琀椀ent being discharged …. The CTR, I don’t 
know, they tend to … they make sugges琀椀ons that might op琀椀mise a pa琀椀ent’s treatment pack, but it hasn’t 
been linked to them being discharged … I don’t think the people who are involved in that are necessarily 
the right individuals, the right group. They don’t have the power, necessarily, to discharge someone. 
They’re not able to challenge greatly the view of a consultant …. So, you could say the func琀椀on of the CTR 
seems to be be琀琀er served by a Tribunal which isn’t set up for that purpose necessarily.

(Site A hospital focus group)

Providers also noted they o昀琀en felt as if hospital sta昀昀 did not trust them to comply with the di昀昀erent 
legal frameworks, restric琀椀ons and repor琀椀ng requirements of people detained under par琀椀cular sec琀椀ons 
of the MHA:

I think legal frameworks o昀琀en play a massive part and I think, you know, there’s a lack of understanding 
across our sector about what’s the best legal framework for people to come out [on]. But fundamentally 
I think it’s about, you know, people’s understanding about what the community can do …. [We have] 
RCs and people in hospitals going ‘we don’t even know you. So un琀椀l we’ve got a rela琀椀onship with you, 
why would we want to send somebody out into your package of support?’ and therefore you’re in this 
vicious circle.

(Social care provider)

Disputes over responsibility, next steps and funding
Par琀椀cipants described a number of situa琀椀ons in which mul琀椀ple stakeholders and complex legal 
requirements led to disputes over clinical responsibility for the person in the community, as well as 
disputes between health and social care, and between di昀昀erent geographical areas, as to who should be 
responsible for funding the person’s subsequent care and support:

There’s an applica琀椀on that goes through to the local council and they sit around a board and discuss 
whether the funding’s approved, … and then there’s a debate whether it’s more social or health, and 
then, so some琀椀mes that can take some 琀椀me, and actually, they might come back with a decision, we 
have to challenge the decision, and then, we say, actually, this pa琀椀ent in the community, they need a 
forensic team to support them, in order to manage them properly, and then there’s disputes locally over 
which team it is that looks a昀琀er them, and then there’s … say if they’re forensic, then they need a both 
clinical team and a social supervisor. Their social supervisors, depending on where they are, may dispute 
that a pa琀椀ent falls within their category.

(Site A hospital focus group)

In one mul琀椀disciplinary team mee琀椀ng, sta昀昀 described delays 昀椀nding a consultant who would be 
prepared to take responsibility for a person (B2) once they le昀琀 hospital. In other mee琀椀ngs (B3 and B6), 
the team discussed disputes over which community mental health team would be responsible for the 
person, rela琀椀ng to both the geographical area and the specialisms of the teams (whether it should a 
forensic team, learning disability team or mental health team). One commissioner clearly described 
mul琀椀ple discussions behind the scenes about which community team might be best to support 
a person:

She’s ready for discharge, the CCG have now got an iden琀椀昀椀ed placement, they’ve approved the placement, 
but where we’re at is the mee琀椀ng next week is to talk about which community team will pick her up 
because … she’s always been under learning disability services and myself and the [learning disability] 
team were adamant that’s where she should remain, as is the CCG. The Trust are saying ‘well actually does 
she need the SCFT team’, which is the Specialist Community Forensic Team – and we’re saying ‘no, she 
needs the learning disability … team’. So there’s a mee琀椀ng next week to talk around that and who will be 
the appropriate [responsible clinician].

(A7 Commissioner)
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A similar observa琀椀on was made by a provider during a MDT mee琀椀ng for a person due to move into one 
of their proper琀椀es:

It just feels like it is … money orientated, and then you get the health and social care thing that goes on, 
you know. I sat in a mee琀椀ng a couple of weeks ago and I can’t tell you how many commissioners and 
local authori琀椀es, and they were literally ‘this man’s being held like this and you’re arguing over …’ and 
[uniden琀椀昀椀ed place] have never even – he wasn’t even born there, but they’re having to fork out all the 
money because they’ve got the values, do you know what I mean?

(Provider 1)

The broader impact of policy and austerity

Some people felt that funding issues had become less of a problem since the Transforming 
Care policy agenda, which was perceived to have created a strong impetus to discharge people 
experiencing lengthy stays in hospital. However, many people felt the longer-term impacts of 
austerity and budget cuts to local Councils had led to lack of sta昀昀 and specialist provision available in 
the community:

We’re all strapped for sta昀昀 – nursing, medical sta昀昀, local authority – and I know budgets are being cut – 
and I know the care managers – their hands are o昀琀en 琀椀ed – they’re working within 琀椀ght remits – it’s not 
always them – it’s the bigger and the wider organisa琀椀on structures and budget restric琀椀ons.

(B1 Commissioner)

Historically, I’ve faced challenges with funding, although I have to say, in recent months, the funding is 
less of an issue …. But there is s琀椀ll, obviously, money is always going to be money, isn’t it? So, there remain 
funding issues at 琀椀mes, especially in community provision.

(B1 Social Worker)

Community provision

In addi琀椀on to disputed responsibili琀椀es for people’s care and support a昀琀er hospital, another barrier was 
perceived to be the di昀케culty of 昀椀nding suitable community services. Some琀椀mes, there was perceived 
to be a shortage of appropriate services; at other 琀椀mes, some hospital-based sta昀昀 were seen as not 
being fully aware of the range of services available in the community or the complexity that many 
community-based sta昀昀 manage on a regular basis. This issue of understanding what was available was 
even harder when a hospital was working with people from all over the country – while they might have 
an awareness of local services, it was o昀琀en impossible to know what was available in a large number of 
other areas. It is thus hard to tell whether the gaps iden琀椀昀椀ed in this sec琀椀on represent actual shortages 
and/or perceived issues – albeit we took away a strong sense that both these factors might be at play 
at once.

Lack of appropriate placements

A wide range of di昀昀erent professionals felt that there were simply not enough placements available that 
met the needs of people leaving hospital (see Box 12). Other sta昀昀 iden琀椀昀椀ed par琀椀cular gaps in terms of 
community services for people who have a learning disability and a personality disorder, for people who 
are transgender, and for some women:

We don’t have the balance between the inpa琀椀ent expensive hospital forensic provision versus the 
corresponding step down in the community that adequately meets the needs of service users when they’re 
discharged, and par琀椀cularly female service users with au琀椀sm for instance.

(A8 Commissioner)
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This was also the case for discharges that might involve a step-down in the level of security or 
restric琀椀veness of the se琀�ng (i.e. a person moving from medium- to low-secure, or a person moving from 
low-secure to locked rehab):

I would probably say it’s around the 昀氀ow and the movement of pa琀椀ents between hospitals …. So, for 
example, we might have an in昀氀ux of people from medium needing low, but low haven’t got any movement 
their end. That’s one of the …. Certainly historically, that’s one of the main ones. There’s a lot of people 
si琀�ng around wai琀椀ng for low secure beds.

(Site B hospital focus group)

BOX 12 Lack of suitable community provision

So, there are some pa琀椀ents whose local area are further developed with specialist provision, and there are others 
who don’t have that. So, again, discharging into the community when we feel someone’s ready, 昀椀nding a care 
provider can be a real challenge.

(B1 Social Worker)

The main issue … is the amount of places available in the market, or the slow stream of those. So, that people will 
o昀琀en o昀昀er a placement, and so it’s there on paper, but prac琀椀cally, being able to move someone into it can take 
six to 12 months, I would say …. And the challenges rela琀椀ng to that are resourcing, paying for vacancies. If you 
want placements to be available, then there have to be vacancies in these providers, and they are typically all 
independent businesses – then why would they have vacancies if they don’t need them?

(Site B hospital focus group)

I can think of two very complex discharges that have been really long-winded and have kept people in hospital for 
probably up to a year longer than would have been ideal. Some of that has been impacted on by the pandemic, and 
by di昀케cul琀椀es in terms of accessing transi琀椀on visits and things like that, and others have just been about 昀椀nding 
that right environment and that right placement that can meet the needs of people with a learning disability, a 
mental health condi琀椀on and some complex forensic issues …. There’s not many that do it.

(Site A hospital focus group)

The issue what we have is people who have been in long-term care and who are ready to be discharged, say from 
a secure service like this, we’re ready to go at our end. It’s the community-based help and team and support who 
we’re having issues with …. Like I’ve spoken to a pa琀椀ent and the pa琀椀ent said to me ‘Well I’m being discharged’ 
and I’m like ‘That’s great. That’s fantas琀椀c’ …. And they’re like ‘Yeah, I’m just wai琀椀ng for my social worker to get in 
touch with me because I’m wai琀椀ng on a house placement.’ And then fourteen months later we’re s琀椀ll having the 
same conversa琀椀on.

(Site A hospital focus group)

Lack of sta昀昀 (hospital and community)
There was a widely held view – from hospital and community services – that one of the main issues 
contribu琀椀ng to a lack of suitable and readily available community placements was a struggle to 昀椀nd and 
recruit quali昀椀ed and adequately trained sta昀昀. Almost everyone talked about how strained services were 
across the board, best captured by the following comment from a commissioner who was in the process 
of leaving the sector:

People are so 琀椀red. There’s not enough sta昀昀 in, and I know I’m contribu琀椀ng to that by leaving, but you 
know, there’s not enough to be able to do this, at the moment. We need something to help us, because 
health and social care are going to implode otherwise.

(B5 Commissioner)

This view was supported by other par琀椀cipants, including a ward manager who described issues with sta昀昀 
shortages shared by the hospital and community services:

It’s the pool of people, the numbers of sta昀昀, it’s a na琀椀onal shortage isn’t there? They physically don’t exist. 
I think we run on low numbers every day. I don’t think there’s ever a day that where our numbers with 
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regards to what would be our ideal sta昀케ng levels and I think we’re not alone, you know, the community 
services are faced with the same challenges.

(Site A hospital focus group)

In one mul琀椀disciplinary mee琀椀ng, person B8 was hoping to be discharged to a community placement. 
While the iden琀椀昀椀ed provider had been trying to recruit sta昀昀, only two had been appointed and seven 
people were needed for a core team. The regional care co-ordinator directly a琀琀ributed this to a ‘na琀椀onal 
sta昀케ng crisis’ and the team agreed that there was a widespread problem with recruitment to the sector. 
The same person had s琀椀ll not been allocated a social worker since his admission months before, and so 
had no social care representa琀椀on at the mee琀椀ng.

Some sta昀昀 talked speci昀椀cally about a lack of sta昀昀 in community mental health or learning disability 
teams, in this case the local intensive support team for people with learning disabili琀椀es:

They’ve only got three nurses in that team currently and they’re opera琀椀ng over seven days …. So when 
somebody’s in crisis and you want that intensive, robust planning that we’ve just talked about …. Our 
intensive support team are really struggling – they’re all fantas琀椀c – they’ve got a wealth of knowledge – 
they’re really good – but they’re just spread too thin.

(Site B hospital focus group)

In addi琀椀on to general sta昀케ng pressures, many hospital sta昀昀 and commissioners alike expressed 
concerns about community providers having sta昀昀 with the right skills and exper琀椀se to support people 
with complex needs, and about the di昀케culty of ensuring consistent, familiar sta昀昀 who know the person 
well and can support a successful transi琀椀on (see Box 13).

BOX 13 Lack of quali昀椀ed and experienced sta昀昀

Some of them are down to not having enough sta昀昀 and the sta昀케ng recruitment and reten琀椀on crisis is a factor. But 
also things like making sure they’ve got – not just the numbers of sta昀昀 but the right sta昀昀 – they’ve got psychology 
discipline in place, etc. And they’re not running on agency sta昀昀 who don’t know the pa琀椀ents – and of course this 
would be a big factor in slowing down somebody’s pathway.

(A8 Commissioner)

There’s de昀椀nitely challenges, enormous challenges here, but on the whole we do have the people that know the 
pa琀椀ents and that can back up, in a team of 10–12 people you’ve got at least a couple of stables that can hold 
things together. If you’re in a community provision, it’s not as easy and you’re kind of reliant – there’s so many 
琀椀mes when they’re talking to us about kind of relief support and kind of using an agency and things and it’s like 
‘no, she can’t come to you if that’s the op琀椀on because that’s not going to keep her safe, that’s not what’s going to 
be protec琀椀ve’.

(Site A hospital focus group)

And in the community there are fantas琀椀c examples of how to do services for people with au琀椀sm and learning 
disabili琀椀es. I mean there are some superb examples of really caring and knowledgeable services that are set up 
with all the correct adapta琀椀ons and in lovely parts of the country and they’re all over England, Scotland and Wales, 
you know, sca琀琀ered about. One of the crucial things is a stable sta昀昀 team, you know, and the investment in those 
sta昀昀 that come on and that’s great. There’s just not enough of them!

(Site A hospital focus group)

This was perceived to be a par琀椀cular issue when someone had commi琀琀ed a serious o昀昀ence:

When pa琀椀ents are in secure services, these are people that have had really complex trauma, got really 
complex and high-risk o昀昀ending behaviours, you know – to work with these people in the community it is 
challenging, it’s really challenging. And in terms of the skillset, I’m not convinced – and I know colleagues 
and partners and stakeholders aren’t convinced – that there’s the right skillset in the community to make 
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sure these people don’t come back into hospital and to make sure they have got a quality of life that’s safe 
for themselves and the public.

(B1 Commissioner)

There was also a widespread impression that sta昀케ng and service pressures were preven琀椀ng front-line 
sta昀昀 from accessing training on fundamental issues such as safeguarding and communica琀椀on. For 
example, par琀椀cipants in the site A hospital focus group said that:

I think, you’re just in essence taking people o昀昀 the street and then expec琀椀ng them to just go and work 
with these really complex pa琀椀ents …. And we’re surprised and disappointed with them when they don’t 
do it right …. So there really isn’t, well there have been some a琀琀empts to get some standardised training 
packages for au琀椀sm and learning disability over the years, but they’ve not made it to the shop 昀氀oor.

People haven’t been able to be freed up to a琀琀end [training]… I think I delivered the ‘Need to Know’ 
safeguarding that hadn’t been delivered for 18 months, so you’re thinking [it’ll be to] like huge amounts of 
people and I think it was to two people in the end. It’s [****].

Safeguarding is not even speci昀椀c to this special venue is it? It’s just safeguarding, everybody ought to know 
safeguarding. So trying to get some even what I consider to be fairly basic training about how to moderate 

your language when talking to a pa琀椀ent with intellectual disability or au琀椀sm and how to make those 
necessary, we don’t do that, we don’t deliver that training.

Limited awareness of community op琀椀ons and step-down processes
While they experienced numerous di昀케cul琀椀es discharging people to community services, some hospital 
sta昀昀 and other par琀椀cipants felt that there can also be a lack of awareness from within the hospital 
of what was actually possible or available in the community (in terms of the range of providers, the 
types of services available and/or the complexity with which some community services work). This was 
par琀椀cularly the case in medium-secure se琀�ngs which had previously tended to ‘step people down’ 
into low-secure, then to locked rehab or to the community. Over 琀椀me, and o昀琀en because of di昀케cul琀椀es 
accessing low-secure services, a number of medium-secure wards were 昀椀nding themselves holding on to 
people un琀椀l they were ready to be discharged direct to community services – only to 昀椀nd that they need 
new knowledge and new rela琀椀onships in order to be able to do this well:

What I 昀椀nd happens from a medium secure point of view is, we admit people who are quite poorly, need 
to be here, and then there’s a bit of a delay ge琀�ng them to low secure, for whatever reason, whether 
that’s to do with their bed capacity and their movement, and then they end up here almost too long, 
that they don’t need low secure any more, and then we’re in a posi琀椀on that we’re having to 昀椀nd these 
really complicated placements that we’re not in the habit of doing …. So, then we’re having to set up links 
from scratch and go out there and 昀椀nd places that ordinarily low secure deal more with …. [Historically, 
someone would go from medium to low secure, before a subsequent discharge]. In the more recent years, 
it’s been less like that, and we have had some more crea琀椀ve ways of discharging people …. But typically 
and tradi琀椀onally, that’s how the forensic pathway has worked, which means we’re not as au fait with 
what’s out there in the community as our low secure colleagues probably are, and we’re having to become 
more familiar with that, but it does take longer, and therefore people are here longer.

(Site B hospital focus group)

Although providers’ perspec琀椀ves are explored further in the next chapter, it is worth no琀椀ng here that 
they shared the view that there was an issue with a lack of awareness of what was possible or available 
in the community:

One of the 昀椀rst mee琀椀ngs I had was in [place X] with various representa琀椀ves from then the CCG, now the 
ICBs or whatever, but they were saying ‘we don’t really understand what supported living is. We don’t 
understand what community-based placements are’.

(Provider 3)
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I think there’s a lack of educa琀椀on within the hospital sta昀昀 about the regulated ac琀椀vi琀椀es as well, you know, 
when somebody says ‘we want residen琀椀al for this person’, what actually does that mean? You know, if 
you’re a crea琀椀ve community provider you can provide the same service under whatever regulated ac琀椀vity 
is required and yet they s琀椀ll want residen琀椀al! There was a consultant psychiatrist in a regional secure unit 
up in [place Y] who insisted that the condi琀椀ons of the discharge should be a residen琀椀al service and we 
were trying to say ‘but actually a residen琀椀al service has got an element of communal living’, and what he 
was actually talking about was restricted environments and he thought that could only be achieved in a 

residen琀椀al service …. But yeah, it’s about what people imagine – a lot of people can’t conceptualise what 
a par琀椀cular service will look like. We’ve got supported living services that are a bit more like residen琀椀al. 
We’ve got residen琀椀al services that are individual 昀氀ats under the same roof and if a person’s needs change 
and the commissioners decide that supported living is a much be琀琀er op琀椀on, they can actually change 
regulated process without changing their house.

(Provider 2)

Poor communica琀椀on and collabora琀椀on

Lack of involvement of key professionals

Underpinning issues with 琀椀ming, disputes about funding and the complexity of the process were also 
problems with ge琀�ng di昀昀erent teams and individuals to, 昀椀rstly, communicate e昀昀ec琀椀vely with each 
other in order to agree a discharge process and move it along; and secondly to individually complete the 
necessary ac琀椀ons needed to progress the person’s discharge. Many par琀椀cipants expressed par琀椀cular 
frustra琀椀on at the absence or lack of engagement of key professionals at CTRs and other mee琀椀ngs, lack 
of follow-up or a lack of informa琀椀on-sharing:

The other thing that jumps out is about ge琀�ng the right people around the table. We’ll have mee琀椀ngs 
a昀琀er mee琀椀ngs a昀琀er mee琀椀ngs about the more complex discharges and the more crea琀椀ve discharges, but 
an individual isn’t present to say yes or no or take responsibility for something, then that whole mee琀椀ng 
becomes pointless, and we’re wai琀椀ng again. So, some琀椀mes the more complex the discharge, the more 
people need to be involved, it becomes like a personnel di昀케culty.

(Site B hospital focus group)

Care managers not a琀琀ending reviews, not keeping people up to date even if it’s to say they’ve been 
unsuccessful [with 昀椀nding a placement], it’s that constant chasing for informa琀椀on.

(B1 Commissioner)

The frustra琀椀ons from the MDT are such that it’s taken such a long 琀椀me for the CCG to actually listen to 
what they’ve been saying and we’ve had numerous mee琀椀ngs … so I would say from the end of 2020 we 
were looking for a posi琀椀ve discharge by December 2021. I think it’s fair to say that the CCGs – I think 琀椀me 
might have run away with them – so in my head at the MDT we were working to that discharge 琀椀meline 
and it did take quite a while to get the CCG to get providers to go out to be assessing her.

(A7 Commissioner)

O昀琀en, people iden琀椀昀椀ed the presence of a ‘responsible clinician’ from the community as being 
fundamental for decision-making and clarity around how best to support that person post-discharge:

I think one of the stumbling blocks we certainly feel in forensics is a lack of a medical representa琀椀on. So, 
the bo琀琀om line with a detained service user is that that responsible clinician is, in fact, that responsible 
clinician, and decisions can be discussed and can be agreed, but they can’t be made without their input and 
their agreement. So, if they’re not there, that can be problema琀椀c. Not necessarily throughout the process 
of discharge, but certainly at any point where decisions are being made, we need medical representa琀椀on, 
par琀椀cularly from the RC or a delegate. And I guess, depending on what we’re talking about in terms of the 
discharge place, the environment, you need the representa琀椀on from that area that is able to similarly make 
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decisions, give all the correct informa琀椀on …. Without those two sides there, it feels like a big chat that we 
can have, and we can all have these nice ideas, but there’s no sense of achievement from it.

(Site B hospital focus group)

Many also noted issues in terms of the absence or turnover of social workers, and some people in 
hospital said that they had never even met the person’s social worker. This was di昀昀erent in one site, who 
employed their own in-house social workers. However, in around half the remaining mee琀椀ngs observed, 
there was no social worker present.

Poor communica琀椀on by and between professionals
As well as the absence or lack of engagement of key professionals, many par琀椀cipants also noted 
persistent communica琀椀on issues, in terms of either infrequency or inconsistency of contact, or the 
manner in which people communicated. In the example below, a commissioner described a situa琀椀on in 
which they felt communica琀椀on had been poor and decision-making almost unilateral:

The one pa琀椀ent I’m thinking about, he’s had an unsuccessful discharge into the community, so we had him out 
on Sec琀椀on 17 leave [leave authorised by the clinician in charge of the person’s care under the Mental Health 
Act]. There was an incident and he was brought back in and frankly he was forgo琀琀en about. Comms from 
the MDT outward were really restricted. We were going in, trying to work out what’s happening – we need to 
get this back on the pathway. The [community] team, they also actually for a period seemed just to – wasn’t 
important to pick him up again – and then I 昀椀nd out – they were there asking for discharge planning mee琀椀ngs 
to be scheduled – and I get an email yesterday to say that the RC has referred into a locked rehab service. No 
consulta琀椀on with myself as the case manager, no consulta琀椀on with the CCG … it just beggars belief. So I email 
her and say ‘I’ve just heard you’ve done this’ and she emails back and said ‘yeah, I’ve done it’. I was like ‘we’re 
looking for a community pathway, not another inpa琀椀ent stay, he’s already been in hospital'.

(A5 Commissioner)

Other people described repeatedly having to give the same informa琀椀on during the referral process, 
which added 琀椀me to an already poten琀椀ally lengthy assessment:

All these services are so individual, and … they all seem to have their own di昀昀erent processes and refer 
to things in di昀昀erent ways. So, they may be reques琀椀ng the same informa琀椀on, but asking it in a way that’s 
very di昀昀erent from the last service that we’ve dealt with. So, it feels like some琀椀mes we’re duplica琀椀ng work. 
They’re asking for an assessment or an understanding of someone’s needs, but you’re almost having to 
seek out, well, what is it that you actually want from us?

(Site B hospital focus group)

Poor communica琀椀on with the person and family
People in hospital and their families were also aware of the risk of poor communica琀椀on:

Well, there’s lack of communica琀椀on, so they don’t tell you anything anyway. But when they do tell you, it’s 
the last minute. De昀椀nitely a lack of communica琀椀on anyway …. They’re not giving us or saying stu昀昀 to us 
to help us to move on properly. So, they are telling us, but on the last minute, and it’s no point them telling 
us on the last minute. It needs to be well prepared and put it in our diaries as much as they can put it in 

theirs, and they’re not doing that.
(C2 PLD)

Below, a peer support worker re昀氀ected on his experiences of poor communica琀椀on during his 琀椀me in 
hospital, and how this created a lack of trust:

My medica琀椀on got changed when I was in secure service. Two weeks a昀琀er, I sat down with my psychiatrist 
to have like a ward round, and he didn’t even remember that he’d changed my medica琀椀on and he didn’t 
even have the decency to open up his laptop, get my own 昀椀le up to see the changes what have happened 
in the past couple of weeks. This is the person who gets to say if I stay in hospital or if I get discharged.

(Site A hospital focus group)
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In the situa琀椀on below, two family members discussed their brother’s situa琀椀on and the absence of the 
local commissioner from important mee琀椀ngs. They went on to describe how they felt excluded from 
future mee琀椀ngs a昀琀er challenging the team on their poor communica琀椀on:

Family member 1: I’ve never seen such poor mul琀椀-agency working, not connec琀椀ng, not informa琀椀on 
sharing, it’s dire, absolutely dire, and they should be held over hot coals for it.

Family member 2: Yeah, because basically the hospital were saying, ‘We’re ready to move him on, now we 
need you to do your bit.’ He [commissioner] never turned up for mee琀椀ngs and then ….

Family member 1: He did one.

Family member 2: He did do one didn’t he, yeah. I said to him, ‘I don’t think we’ll ever see you again.’ And, ‘Oh 
no, I will be at the next mee琀椀ng.’ And I’ve never seen him since. It was at that mee琀椀ng that I said, ‘I can’t believe, 
I’m a professional myself, I work in similar services, albeit it’s children’s, and I can’t believe that you don’t hold 
yourselves accountable for your informa琀椀on sharing,’ you know they don’t chain the email and add the people 
into the groups, I was just appalled, absolutely appalled. I said, ‘You’re all accountable, you’re paid to do a job, 
you’re all accountable for …’ and we’ve never been invited, that was the last big mee琀椀ng I was ever invited to.

(B4 Family)

This was not the only situa琀椀on in which family members felt they were excluded from communica琀椀on 
a昀琀er they challenged professionals. Below is an example that one family member cited from a previous 
se琀�ng to illustrate the power that professionals have:

Apparently she’d broken something in her room, well she’d even wrecked her room. They had her in a room 
for three weeks with just a ma琀琀ress on the 昀氀oor. Now to me, that’s not right. I was in the mee琀椀ng and 
I said to them, I said ‘I challenge any one of you to stay in a room for three weeks on your own and not 
come out with some kind of mental health problem’. And they were like ‘Yes but she wrecked the room’. I 
said ‘Oh so it’s all about money this then is it?’ and a昀琀er that they didn’t want me in their mee琀椀ngs.

(A7 Family)

Risk, labels and decision-making

Deep down, many of the disputes and delays described above seemed to relate to di昀昀erent 
concep琀椀ons of risk between professionals, and how to make decisions balancing the person’s needs for 
independence with managing any risks of harm to themselves or to the public.

From outside the hospital, both commissioners and providers described clinical sta昀昀 as being ‘risk 
averse’ or ‘risk naïve’, par琀椀cularly referring to hospital-based RCs whom they some琀椀mes saw as not 
wan琀椀ng to take responsibility for discharging someone who might go on to o昀昀end or harm themselves 
(please note: many par琀椀cipants also noted posi琀椀ve risk-related decisions made by RCs and other clinical 
sta昀昀, so this only related to some hospital sta昀昀):

The RC, you know, who we’re led to believe is the all-singing word of wisdom, can some琀椀mes be extremely 
risk naïve.

(Provider 3)

I think part of the problem is that the sta昀昀 are really good at keeping people in hospital and keeping 
people safe, if you like, but not having a life. And I think that when they’re asked what the person needs 
when they move into the community, all their reports and their recommenda琀椀ons are about recrea琀椀ng 
what’s provided in the hospital.

(Provider 4)
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We had a community LD provider, a very experienced LD provider …, and the local authority were brilliant, 
the Social Worker, […] County Council was brilliant, very suppor琀椀ve. And the provider accepted him, the 
local authority agreed the funding, they were going to 100% fund it and then discuss the health part with 
the CCG later – and it was blocked by the RC …. My view is that he was risk averse and wasn’t prepared 
to discharge [B1] and just be accountable for that – and he didn’t want that accountability …. He just 
wanted him to go from medium to low secure then into the community. He didn’t want to discharge him 
from medium …. And I was trying to say to him … ‘give me the evidence that he needs to be in low secure, 
what are you expec琀椀ng him to do, he’s been in hospital eight years, what more do you want him to do’? 
And he was just saying ‘there are risks.’ I said ‘there will always be risks lifelong, it’s how we help him 
manage to live with his pro昀椀le’ … – it was like talking to a brick wall’.

(B1 Commissioner)

Even though this was the view of some professionals outside hospital, many hospital sta昀昀 wanted to 
make more risk-posi琀椀ve decisions, but felt hampered by processes around them. One hospital-based 
RC described how it felt to be in the posi琀椀on of balancing di昀昀erent risks and the requirements of all the 
agencies involved:

I think some琀椀mes we’re viewed as being di昀케cult or puni琀椀ve or unhelpful in the movement of people when 
really, a lot of the 琀椀me, our hands are 琀椀ed by legal things, such as the Ministry of Jus琀椀ce …. But we’re the 
people they know best and we’re the people that they speak to the most, so it can create some fric琀椀on 
between the rela琀椀ves and the clinical team as well.

(Site B hospital focus group)

This issue was made worse by the tendency to log (and communicate to community providers) people’s 
historical o昀昀ences or incidents of ‘challenging behaviour’ – with people essen琀椀ally acquiring a series 
of ‘labels’ which a昀昀ected their perceived suitability for placements. However, some of these labels and 
behaviours might in part be the product of the stresses of being in a hospital environment – and might 
be less likely to occur in community se琀�ngs where the person might feel less distressed and agitated:

A lot of our popula琀椀on are the challenging behaviours, the people that have probably been made 
worse from being here ul琀椀mately and not having the right support in the community that’s led to their 
admission. And the nature of what we do is that they’ve exhausted all the services around the country 
possibly before coming to us – so that’s impacted signi昀椀cantly on their behaviours in regard to challenging 
behaviours, but also in regard to self-harm, risk towards others and things like that. It actually makes it 
really tricky to then 昀椀nd the right place for them because the history precedes themselves, if that makes 
sense, so then they look quite scary on paper, but actually the reality is when they’re in the community 
there was no acute risk.

(Site A hospital focus group)

Community providers in a focus group agreed, describing the same issue of a historical reputa琀椀on 
preceding the person, crea琀椀ng a sense of risk that they felt was at 琀椀mes unjus琀椀昀椀ed:

We were just talking to a colleague in [place Z] where actually the area would have been perfect but 
there’s just this blanket approach so ‘actually we’re not doing semi-detached houses because people 
who have come from forensic se琀�ngs are likely to expose themselves in the garden’ and I’m like ‘is there 
anything in the history that kind of talks about that or have you just made an assump琀椀on that everybody 
who’s got a forensic history is going to strip themselves in the garden?’ So there’s loads of things around 
talking up risk without looking at that person’s history and if somebody’s done something 10 or 15 years 
ago and there’s no demonstra琀椀on of actually doing that again, is that a current risk or is that something 
that’s happened and over 琀椀me has been resolved? So I think there’s lots of things around risks that stop 
people from being discharged in the 昀椀rst instance, before you even have that conversa琀椀on about what 
kind of home is appropriate, etc.

(Provider 5)
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What helps

When professionals were asked what they had experienced as good prac琀椀ce, or what they felt helped 
people to move on more quickly (despite the issues outlined above), a number of clear themes emerged.

Focusing on the person

Successful discharges seemed always to be underpinned by a genuine understanding of the person’s 
individual needs and by person-centred support plans:

What would help is … to see the person that we’re talking about as an individual with a right to live 
their life.

(B1 Commissioner)

[What would help is] having substan琀椀ve case managers who sit in post who get to know their service user 
very well and his or her needs.

(A8 Commissioner)

This could be par琀椀cularly powerful when someone senior and/or in a central co-ordina琀椀ng roles had 
these values and could prac琀椀se in this way:

So the RC that I’m thinking of who is doing it well …, she sees the person at the centre of every mee琀椀ng, 
every mee琀椀ng is person-centred, you know. There is a monthly discharge planning mee琀椀ng for this 
lady and has been for the last, I don’t know, seventeen months since she came into post, maybe longer, 
eighteen months. She brings people to account in the mee琀椀ng, she expects people to come with progress 
and an update, so she advocates for her, she sends out really clear minutes with an ac琀椀on plan. So the 12 
point discharge plan is updated and circulated. The pa琀椀ent knows throughout where things have been in 
terms of the planning. She’s been involved in the discussions when it’s been di昀케cult and explained, and 
she always explains to the pa琀椀ent and checks out with her does she understand what’s been said – and I 
think that speaks volumes about inclusion.

(B1 Commissioner)

This was also seen as more likely to occur when there is consistency of sta昀昀:

What they were doing behind the scenes was they were looking at an … extra package of care where 

she would be on the main ward, where she could be safe, where the other women could be safe, and she 
would have an improved quality of life …. So we ini琀椀ally had her on a 2 to 1 package, so she had two 
nurses with her throughout and then she has slowly transi琀椀oned – the whole ward moved from [Place X] 
to [Place Y] last year some 琀椀me – but what’s been consistent is her care team’s been consistent, the RC 
cover’s been consistent and they understand her, they understand her really well.

(A7 Commissioner)

Co-ordina琀椀on and communica琀椀on
Basic co-ordina琀椀on and communica琀椀on were seen as fundamental – albeit this could some琀椀mes be 
aided by speci昀椀c addi琀椀onal roles to handle areas of par琀椀cular complexity or tension:

Well … we had a re-se琀琀lement lead, and it really helps me to be able to hand over to a re-se琀琀lement lead 
– case manager – because they have a lesser caseload and they can keep going where I have a caseload 

that’s a real mix, and trying to do the discharge and the delays and everything is really hard. Yes, having a 
re-se琀琀lement lead has done wonders.

(A4 Commissioner)

Now the way that they looked at it is they thought they’d bring on-board a business development o昀케cer 
to look at accommoda琀椀on and provision and the needs and to match the needs, so the CCG employed, 
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she’s called [….], and I wish we could photocopy her and put her everywhere else because she’s fantas琀椀c 
and she works really closely with the local authority around need.

(Site B Focus Group)

We do have quite a robust group of very experienced case managers actually, all of whom have been in 
management/leadership roles and clinical roles, and the mee琀椀ng I’m about to go to, we do look at – we do 
think about themes – we are developing new services, including community services, which are more local 
and which will, if people use them, gradually create local – more demand in the community when people 
are discharged. So that’s in parallel.

(A8 Commissioner)

In the last team I worked in, we created our own li琀琀le ‘out of area cell’. Our team took on that and we 
created our own out of area cell, we took co-ordinators …, psychiatrists, psychologists and our team 
manager were all involved in that to try and 昀椀nd ways to move people back from locked rehab into the 
community. We had close working rela琀椀onships with the housing, we were a regular part of the complex 
housing mee琀椀ngs, I o昀昀ered supervision to a number of hostels and stu昀昀. So there’s lots of good stu昀昀 that 
we did, a lot of stu昀昀 I did outside my job because I enjoyed all that stu昀昀.

(B6 Commissioner)

Appropriate capacity

Finally, commissioners in par琀椀cular talked about the importance of having manageable caseloads and 
being able to access support with par琀椀cularly di昀케cult cases – recognising that this could o昀琀en be a 
key bo琀琀leneck:

If you try and do the maths and you look at one case worker …: 26 pa琀椀ents – CTRs, at least one a year; 26 
CPAs at least twice a year; … eight weekly reviews, bi-monthly reviews, six 琀椀mes 26; and that’s before one 
gets into any other – anything else …. We have had an away day recently, …where we looked at what is 
ideal case management capacity to enable the follow up – the follow through of ac琀椀ons to be undertaken. 
We reckon it’s about 12. So … we’re pu琀�ng in applica琀椀ons for re-banding of the admin so they can 
become business support managers and they’re going to work with us – we’re going to ringfence them – 
we’re going to look at case management capacity.

(A8 Commissioner)

I mean, we have a monthly [regional] surgery where the pa琀椀ents get – where the people get discussed – 
and we have a strategic case manager who works straight for NHS England … – and she will help me. I’d 
be happy to do it myself to nego琀椀ate with the medical director, but I’m happy that she’s around to do that 
because I probably run out of 琀椀me. But having somebody where we can say, ‘what are the op琀椀ons open, 
where there are challenges in the pathway, so what might we be able to do …’.

(A8 Commissioner)
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Chapter 6 Findings III: social care perspec琀椀ves

In this chapter we consider the perspec琀椀ves of social workers suppor琀椀ng the people with learning 
disabili琀椀es who took part in our study, advocates working with people in hospital se琀�ngs and care 

providers who support people a昀琀er they come out of hospital.

Overview of social care par琀椀cipants

As shown in Table 10, we recruited a total of 36 social care par琀椀cipants, including 13 social workers (7 
from our case-study sites, and 6 via a na琀椀onal focus group), 18 social care providers and 5 advocates. 
For a topic that might be perceived by some as more of a health than a social care issue, we were very 
pleased with this response.

TABLE 10 Social care par琀椀cipants

Type of respondent/nature of data collec琀椀on Number of par琀椀cipants

Interviews with social workers:
• Site A (rela琀椀ng to A1, A9 PLD)
• Site B (rela琀椀ng to B1, B2, B4, B5, B6 PLD)
• Site C

7
• 2
• 5
• 0

Na琀椀onal focus group (social workers) 6

Provider focus group 18 (3 groups, each of 6 people)

Interviews with advocates 5

Total 36

Di昀昀erent social care roles

Social workers

Social workers described their role as interac琀椀ng with the person and their family, trying to co-ordinate 
discharge processes and documenta琀椀on, and liaising with partner agencies:

I’d say my role is, at the moment, is very much gathering the informa琀椀on from (Place X) and repor琀椀ng it 
back to the high court so that they understand and see how (A1) is in rela琀椀on to return to [home country]. 
I would see my role also as advoca琀椀ng for him… and also feeding back informa琀椀on from the high court 
to [A1] and [hospital] sta昀昀 as well about ques琀椀ons that they may ask or situa琀椀ons that they may have as 
well – so it’s a bit of a go-between at the moment.

(A1 Social Worker)

I guess whilst there’s not an appropriate placement iden琀椀昀椀ed, and whilst that work’s ongoing, there is an 
increased reliance on us to support assessments …. With every assessment comes a new document. Each 

service wants a di昀昀erent piece of paperwork comple琀椀ng …. We’ve probably completed about ten di昀昀erent 
pieces of paper, and they’re not short reports, across the last few months, and supported [A9] with 
actual face to face assessments. It’s part of our job, but I guess, whilst … we’re going through a number of 
di昀昀erent services, it increases workload in that regard.

(A9 Social Worker)
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And I think that’s the same across all learning disability cases is if they’ve got a good case manager or a 
good social worker, things seem to move. If they haven’t, things don’t.

(A8 Commissioner)

Good social work is about promo琀椀ng well-being generally. Good social work in my role here as a forensic 
social worker, equally important, it’s about public protec琀椀on. All the pa琀椀ents in this hospital here, bar 
a few, have probably commi琀琀ed a crime that’s punishable by a minimum of a year in prison. There are 
some mi琀椀ga琀椀ng circumstances. They’re in hospital, perhaps, because of mental ill health. So, I think 
fundamentally, that’s the cornerstone of my approach. It’s about being inclusive. It’s about working with 
people. It’s about helping [B4] for example, with his hopes and his aspira琀椀ons. It’s about suppor琀椀ng 
service users to take responsibility and be accountable.

(B4 Social Worker)

Where social workers were able to get involved early on and remain part of the person’s journey, it could 
provide a number of bene昀椀ts, in terms of really understanding the person, being there to 昀椀ght for them 
and really caring about what happens next. However, such con琀椀nuity was very much the excep琀椀on:

So, when he turned 18 it was pre琀琀y much [his] 18th birthday, special care is over, you’re an adult, 
you’re out, that’s it. There was no transi琀椀on period or anything like that. It was very much we have to 
rush through this because when I got to know him, we had to 昀椀nd the housing, the support services, the 
funding, everything like that so very much no transi琀椀on, nothing like that. It was just out from one place to 
another …. And of course, the problem you have with private organisa琀椀ons is when you send in a referral, 
they say we can’t do that. We can’t provide what is being recommended. We see a psychiatric assessment 
that says secure hospital, we can’t give that. We’re not going to risk or anything so he ended up staying in 
prison which isn’t very good for him at all just because no-one else will provide something. You’ll probably 
hear a bit of the bi琀琀erness within my voice.

(A1 Social Worker)

In such instances a rela琀椀onship evolves and a level of trust develops. In the case of person A1, for 
example, when asked whom they would want suppor琀椀ng their discharge, they were quick to say, 
‘Social worker, the one back in [Place 1]’. However, not all interviewees were complementary about the 
contribu琀椀on of social workers. Alongside concerns regarding con琀椀nuity and some琀椀mes rapid turnover in 
social workers, par琀椀cipants raised issues about some social workers’ overall knowledge and skills when 
working in such complex service se琀�ngs.

And so people like [A5] and that will have somebody that knows the systems to push the bu琀琀ons to get 
them moving to discharge, and usually a delayed discharge [happens when the] social worker can’t 昀椀nd 
anywhere. It’s the provision, but also … some of the social workers don’t know …. They’re not up to speed, 
to say the least.

(A5 Commissioner)

So we submi琀琀ed all the quotes, we got things sorted and we were like, ‘What’s happening, are the funds 
going to be released? There’s been talk about [B4] maybe going next week for an overnight stay, there’s 
nothing in the house.’ Well it were carpeted because that’s what they do with these houses, they carpet 
them and they do put [in a] fridge-freezer, all white goods were in, but no bed, no curtaining, no blinds. His 
social worker … couldn’t give me an answer.

(B4 Family)

Advocacy

Some people saw advocacy as helpful in iden琀椀fying/addressing some of the barriers to leaving hospital. 
Among other things, advocacy roles were perceived as helping to make sure that family members are 
more involved in the person’s care and helping to repair, or manage, rela琀椀onships between the person 
and their family where these are strained (see Box 14).
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BOX 14 The role of advocacy

Advocates are brilliant …. They come every Friday to speak to us and that. They come to every mee琀椀ng. They have 
their own views and stu昀昀 like that on you know how you progress and – yeah, they are really amazing people. 
They’re independent, they’re not 琀椀ed to [the] NHS.

(B6 PLD)

A good advocate is like gold dust. I’ve had the pleasure of working with some incredible advocates in my 琀椀me … I 
think actually being a good advocate is a tough task. I think there’s issues in terms of how it’s delivered … about 
people really understanding … – it’s not a friendship, it’s not a personal thing. It’s about standing up to families, to 
stand up to the ins琀椀tu琀椀ons around people etc.

(Provider focus group 1)

She’s brilliant – so she works with families and she helps families plan and work out what they want and she does 
that really well.

(Provider focus group 1)

Our focus is very much on ge琀�ng to know the individual and spending 琀椀me with the individual, understanding 
their current situa琀椀on and who they’ve got around them in terms of family, friends and professionals and then 
really developing quite a bespoke approach to working with them, with the goal of moving them towards an 
ordinary life in the community. So we will certainly use advocacy skills and we certainly do advocate for the 
person or support them to advocate for themselves, speaking for themselves, but we do more than that because 
we look at the whole situa琀椀on that the person is in and we aim to kind of 昀椀ll the gaps if you like that are stopping 
the person moving forward …. We do a lot of kind of facilita琀椀on work with the team around the person so that 
includes family where family are involved, so we will liaise with family if that’s going to help the situa琀椀on change 
for the person and so in one example, a colleague worked with a family member who’d completely disengaged 
with services and really with her child as well, her young person, but our input helped to sort of repair some of 
those rela琀椀onships.

(Advocate 3)

We’ve had no contact with family. He has got a brother but I think the contact with the brother is very sporadic. I 
think the only person who really maintained contact with him was a previous advocate that he had or a befriender 
that he had, but that, during COVID she wasn’t able to visit but did maintain telephone contact.

(B2 Social Worker)

Whenever we’ve been into this par琀椀cular ward, ward sta昀昀 are quite nervous as to why we’re there and what 
we’re doing and I understand that, you know. But once they see what we’re doing and that we’re star琀椀ng to draw 
pictures or we’ve got photographs that could s琀椀mulate conversa琀椀ons, once people see what we’re doing, and then 
we start signing if we need to and li琀琀le chats about some di昀昀erent things, then they calm down a bit, you know, 
and in a way, you can see the sta昀昀 then almost learning how to be advocates themselves, although you’ve got to 
be careful with that because you can’t really advocate your own service but even so, but it’s just a way of upskilling 
the sta昀昀 really, in a way, but also, you know, making sure that the people you’re talking to, when they see you 
wri琀椀ng things down, it makes them feel that you’re valuing what they’re saying or what they’re o昀昀ering you.

(Advocate 2)

However, not everyone agreed. Some people stated outright that they did not have an advocate while 
others said they did not even know whether this was an op琀椀on. In some cases, in the absence of a 
formal advocate, close family members or a member of sta昀昀 played a more informal advocacy role. 
Most people had a solicitor, some of whom were also felt to perform some elements of an advocacy 
role. However, whilst they could have in昀氀uence, solicitors were some琀椀mes seen as less e昀昀ec琀椀ve as 
an advocate in represen琀椀ng the best interests and views of the person. One commissioner also talked 
about the input of ‘senior intervenors’, recently introduced and being piloted:

The people that we’re suppor琀椀ng at the moment are fortunate enough to have family members that 
they’re happy to advocate on their behalf. But when someone does have that family member who’s 
ac琀椀vely involved, it automa琀椀cally some琀椀mes disquali昀椀es them from actually ge琀�ng an advocate …. It’s 
not always a given that someone’s en琀椀tled to an advocate.

(Provider focus group 2)

I think one of the concerning things … was some琀椀mes people didn’t have any family involved. But then 
they also didn’t have an advocate. They had nobody.

(A9 Commissioner)
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I’ll be honest here, the issue I have especially when I get like a le琀琀er from someone like [Name X] or 
whatever else, all I ever think about is it’s a money trail. So it’s a very candid response. Quite o昀琀en what I 
tend to see is meddling from lawyers and solicitors that actually doesn’t do advocacy for the person.

(Provider focus group 3)

And so, if I ever face any challenges, she [senior intervenor] can advocate for me. She doesn’t just 
advocate for me. She advocates for [A9]…. Without a senior intervenor I would say we have found 
challenges with people coming to the table. We have found challenges with understanding how the 

system works.

(A9 Commissioner)

One person has got the nurse in charge … who is an absolute advocate for this person, you know you 
don’t o昀琀en meet nurses who are that determined. On the same site there’s another person where 
the team has virtually given up, I think, and it just to me shows the importance of having that strong 
on-the-ground lead.

(Advocate 3)

However, much of the poten琀椀al impact of advocacy depended on ge琀�ng access to an advocate in the 
昀椀rst place, and the advocate having the right skills – neither of which was necessarily a given:

We have to 昀椀ght to get people advocates and then it’s pot luck as to whether you get an advocate who 
can do the job or not, put bluntly.

(Provider focus group 1)

When it comes to being in the community it’s really hard to get an advocate.
(Provider focus group 2)

I think we’ve had very mixed experiences. So I think where people have needed help from advocates, it’s 
hit and miss depending on the skills of the advocate really.

(Provider focus group 1)

Care providers

The role of care providers who support people a昀琀er hospital featured prominently in many of our 
interviews and focus groups. As explored in previous chapters, it was rare for the right arrangements to 
be in place for people in a 琀椀mely way, and demand rarely matched supply:

At the moment, the providers are saturated with referrals, so they’re picking and choosing and it’s ge琀�ng 
somebody to come and do the assessment, then it’ll be about – well it’s not funding – that doesn’t delay 
things any more – it’ll be about can they assess and accommodate straightaway and then we’re looking at 
a transi琀椀on period so that he can start building up some leave, they’re ge琀�ng to know the service, yeah, 
and will he accept, will he buy in if it’s not in [Place X] – that’s the other new equa琀椀on.

(B1 Commissioner)

If you’re going to o昀昀er a suppor琀椀ve living package to somebody with au琀椀sm and a dual diagnosis, I don’t 
know, of an琀椀social personality disorder, then you need to make sure your sta昀昀 understand what those 
diagnoses are … understand what a PBS [posi琀椀ve behaviour support] plan is, understand, you know, 
training around [par琀椀cular risk assessment tool].

(A1 Commissioner)

From the providers’ perspec琀椀ve, things work best when the provider is involved at an early stage, 
contribu琀椀ng to the person’s assessment and discharge plan, agreeing on the person’s needs and liaising 
with community services:
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I think that’s key, making sure it’s the right environment including the layout, but also the sta昀昀 that are 
recruited. Ge琀�ng the community links in place prior to the person being discharged so you’ve got that 
addi琀椀onal support from the o昀昀 …. Luckily our local MDTs actually do pick the person up before they’re 
discharged and it makes it a lot easier. Transi琀椀on, obviously depending on that person’s need, that’s really 
important for the person to feel comfortable in their new home with a new sta昀昀 team, and for the sta昀昀 
team to get to know them …. And actually comple琀椀ng assessments into why the person’s behaving that 
way because it might be completely di昀昀erent from when they’re in hospital to when they move into that 
new home, to make sure that the strategies for suppor琀椀ng them are right – and if that all goes well, the 
risk of them being recalled to hospital just reduces signi昀椀cantly.

(Provider focus group 2)

Social care perspec琀椀ves on barriers to 琀椀mely discharge

Social care par琀椀cipants iden琀椀昀椀ed similar issues to hospital sta昀昀 and commissioners, and expressed 
widespread frustra琀椀on about the amount of 琀椀me that people are delayed in hospital. For some people, 
this was heightened by a sense of helplessness and self-recrimina琀椀on, which came from being unable 
(no ma琀琀er how hard they tried) to help the situa琀椀on by securing an early discharge (see Box 15).

BOX 15 Feelings of frustra琀椀on, helplessness and self-recrimina琀椀on

It amazes that when people are … detained in hospital … there seems to be no idea that people are ever going to 
come out …. We’re talking about the most vulnerable people with … all the issues and problems that they’ve had, 
trauma, whatever, that has led to that situa琀椀on – and you 昀椀nd people, you know, months and years into their 
hospital stay and suddenly people are talking about ‘well yeah, we need to get him out by six months 琀椀me’ sort of 
thing and, you know, the housing market’s against that. It takes six months to get a good team, train them and put 
them in and do the transi琀椀on work if you’re going to do all that properly.

(Provider focus group 2)

It’s awful, because he’s absolutely ready for discharge …. Some琀椀mes I 昀椀nd it really, really di昀케cult, I’ll be honest with 
you. I think it’s quite, quite upse琀�ng. In terms of ge琀�ng people out, yes, it can be incredibly, incredibly di昀케cult.

(B1 Social Worker)

I personally found a lot of the processes very frustra琀椀ng.
(B4 Social Worker)

Siloed or in昀氀exible pathways
As with hospital sta昀昀 and commissioners in the previous chapter, social care par琀椀cipants felt that some 
people faced such extended stays because of complex circumstances and/or diagnoses which makes it 
di昀케cult for them to 昀椀t into narrowly de昀椀ned pathways:

I guess she doesn’t 昀椀t into a natural pathway in that her risk has decreased to point where she doesn’t 
require our service, but some of the risk is untested, based on the intensity of the care she receives here, 
because of being in [long term segrega琀椀on]. So, there’s quite a jump between that and locked rehab or 
community packages …. We’re working with her and community and commissioning teams at the moment 
to look at bespoke packages or specialist locked rehab and to do a thorough assessment to see what 

would next best suit [A9].
(A9 Social Worker)

I guess people need to make a decision as to whether [B4] is going to remain in hospital forever and a day 

because he’s going to present a high risk and an ongoing risk, and a sta琀椀cal risk towards harming children, 
or we look at other alterna琀椀ves, and somewhere, somewhere along the line.

(B4 Social Worker)
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[The] main blocks in regard to discharge have been that he was, his risk is s琀椀ll there. It’s more of a 
predictable risk now. The consultant wan琀椀ng him discharged under DoLS, however I’ve assessed him as 
having capacity to decide where to live so DoLS wouldn’t be appropriate. So we’re at a bit of a stalemate 
at the moment …, which is really frustra琀椀ng for him and all the professionals involved. Where it’s going to 
go to next I’m not a hundred percent sure. I’m wai琀椀ng for the hospital to con昀椀rm whether they’re going to 
disagree with my capacity assessment in which case it will go through the Court of Protec琀椀on to make a … 
decision on his capacity. If they are not wan琀椀ng to disagree with my capacity assessment then we need to 
look at alterna琀椀ve legal frameworks for him to be discharged safely into the community.

(B2 Social Worker)

Appropriate accommoda琀椀on and/or support
As with other chapters, a common barrier was a perceived lack of a suitable placements for the person 
awai琀椀ng discharge (see Box 16), especially when the person’s needs were seen as par琀椀cularly complex.

BOX 16 Social care percep琀椀ons of complexity

The biggest issue right now is iden琀椀fying the exact placement op琀椀on for her. So, at the moment, that net is a bit 
wider, and those assessments have occurred for both locked rehab and for specialist community providers. So, I 
think it’s, as I was saying earlier, I’m ge琀�ng feedback from those providers, so that we can iden琀椀fy what op琀椀ons 
are available to [A9] and being really clear about that, for having an op琀椀on agreed to work toward. So, that’s the 
current, most important need, I guess, to actually establish what service, where, and how.

(A9 Social Worker)

So, what we get is when you get au琀椀sm lumped in with intellectual disability, you have your standard intellectual 
disability services providing residen琀椀al homes, your tradi琀椀onal residen琀椀al home that doesn’t suit [A1] because 
that’s not him. That’s not where he should be and then we have this middle ground of people with high func琀椀oning 
au琀椀sm, but also with an o昀昀ending forensic background. It really isn’t, the services just don’t exist for those people 
really but you get these services that we do refer to which they’re just not set up to provide for these people.

(A1 Social Worker)

Not having the facili琀椀es in the community to accept the pa琀椀ents we’ve got …. There are people stuck in the system 
because they’re so complex and nobody can take them, or there is no provision that can support their care in any 
bespoke packages, which again, take 琀椀me and a lot of funding. So, there’s lots of blockages by really complex care 
needs and not having community provisions to support them.

(A4 Social Worker)

Linked to this is the issue of ‘geography’, in terms of where the person would like to move to (bearing 
in mind the key factors that could support their transi琀椀on) versus the loca琀椀on in which a suitable 
placement is available:

You could 昀椀nd a really good placement that you’d think could meet the needs of a number of the women 
that you work with, and they’re in the wrong parts of the country …. So, I’m working to support somebody 
else to leave medium secure, and she is funded by one area, because that’s where she was living years 
back, when she 昀椀rst became involved in services. Her family re-located to another area, quite signi昀椀cantly 
further away from that area. She’s placed with us, which is a di昀昀erent area, and we’re looking for her next 
locked rehab placement. So, her commissioning team said that they would look where her Mum’s moved 
to, because that’s what’s most important to her, and they did that, but no services exist. So, they’ve found 
a service for her that they believe meets her need, and it sounds like it really does, but that’s further away 
from Mum than even we are. So, it’s almost like she has to choose. Stay in medium secure to be closer to 
Mum, or move to locked rehab, but be even further away from your Mum …. And I’m not saying that to 
be cri琀椀cal of her commissioners, because they’ve looked, they’ve searched for services. It’s not that they 
weren’t willing to do it, it’s just a lack of service provision for them to commission …. So, we’re not ge琀�ng 
that right for her, but it just doesn’t exist. You have a team willing to look in that area, willing to fund it, 
willing to be crea琀椀ve about how they supported her, it just doesn’t exist.

(A9 Social Worker)
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In the example below, the opposite was true – with a possible placement seen as being too close to a 
family that were perceived as being exploita琀椀ve:

The person who held the case before me had iden琀椀昀椀ed a place …, but the person didn’t want to move there. 
I think there was some fears around, I suppose, bits of exploita琀椀on from family, so he opted not to move to 
a placement. So, we’re now looking to try and source alterna琀椀ve accommoda琀椀on for him to move to.

(B1 Social Worker)

It could also be di昀케cult to iden琀椀fy the right environment for someone who might not be able to live 
alongside other people using that service:

It’s actually the physical environment that commissioners 昀椀nd di昀케cult to 昀椀nd. Obviously ge琀�ng the 
skills with the right support is also as important, but actually ge琀�ng the right physical environment for 
somebody, especially when they will struggle to live with others and may have behaviours that cause 
damage, can be what leads to people staying in hospital longer than they need to be.

(Provider focus group 2)

Several par琀椀cipants also found it di昀케cult to place someone because of a nega琀椀ve (historical) reputa琀椀on 
or series of labels that they might be carrying:

Something needs to happen in terms of providers because that can really badly delay things as well – so 

once people have, you know, got a certain history a琀琀ached to them, then it becomes harder and harder to 
昀椀nd providers. I think that is a major issue.

(Advocate 3)

I think what happens is people have a crisis and then instead of people recognising that’s a crisis and 
that’s a temporary thing, that becomes the person’s reality really, and it’s that reputa琀椀on that just follows 
the person wherever they are.

(Provider focus group 1)

Some琀椀mes, providers felt that they received referrals which were more to do with other professionals 
trying to show that they had tried their best, rather than because this was the right placement for the 
person. At the same 琀椀me, there was a percep琀椀on that hospitals some琀椀mes present stringent condi琀椀ons, 
making it extremely di昀케cult for a provider to accept the referral:

I get a lot of tra昀케c from people who want me to say no to things because they want to jus琀椀fy sending 
them to another hospital. So, you know, I had a, let’s call it a referral for argument’s sake, the other week 
for a guy who needed 5:1 support. Well apart from ethically I won’t do that because for a guy in his own 
home and living in his own community, you shouldn’t need 5 people si琀�ng on you to remain safe in your 
own home. Ethically we just don’t do it, we do de-escala琀椀on, we don’t do restraints, you know, so that’s 
an obvious line. I’ve never known a situa琀椀on in the community with 5 sta昀昀 which has been successful 
because there’s too many people and … there’s so many things that are wrong with that. So I’m obviously 
going to say no, then the commissioner says ‘well we asked the provider, they said no so therefore we’re 
going to move him to wherever’.

(Provider focus group 2)

I think part of the problem is that the sta昀昀 are really good at keeping people in hospital and keeping people 
safe, if you like, but not having a life – and I think that when they’re asked what the person needs when they 
move into the community, all their reports and their recommenda琀椀ons are about recrea琀椀ng what’s provided 
in the hospital. So … the assessment process right from the beginning point of discharge is really 昀氀awed 
because actually you get all this stu昀昀 about this person needs a house that’s sound-proofed, they need to not 
have any neighbours, you know, all this stu昀昀 that’s about reputa琀椀on, which people genuinely believe.

(Provider focus group 1)
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On other occasions, delays took place because key ac琀椀ons were le昀琀 琀椀ll too late on in the process 
(par琀椀cularly when thinking about housing-based approaches):

Some琀椀mes it can be when it’s done at the last possible point, so then you’re kind of contacted as a 
provider to say ‘this person is ready for discharge’ but then actually that process only just begins then 
and we all know that if you’ve got to purchase a house that can be four, 昀椀ve months down the line and 
obviously you then can’t recruit un琀椀l a昀琀er that so you almost need to be at the beginning stage of trying 
to look at what is needed. And I think some services are ge琀�ng be琀琀er at that, but I think it’s all these 
delays add [up] – and we know that people then struggle so then that means they go backwards, which 
then some consultants say they’re no longer ready for discharge because they’ve now begun presen琀椀ng 
with more behaviour than what they were six months ago when they were ready.

(Provider focus group 2)

Lack of sta昀昀
Part of not having the right services available when needed was the di昀케culty in recrui琀椀ng and retaining 
the right number of sta昀昀 with the right skills. This was partly due to a lack of social workers with 
specialist skills and/or to rapid turnover of social work sta昀昀:

Ten years ago … we had 12 specialist learning disability social workers working in a team for the borough; 
there’s 2 now. So obviously most cases are only open to review if they’re open at all.

(Provider focus group 1)

So then you’ve got to go through all that referral process and there’s a shortage of social workers s琀椀ll, so 
you’re s琀椀ll in that revolving cycle of not ge琀�ng to the bo琀琀om of it.

(Provider focus group 2)

There’s a slow but very signi昀椀cant eradica琀椀on of social workers. So most of the social workers I’ve either 
managed in the past or worked with have gone, they’ve le昀琀 and quite a lot of them have gone to other 
local authori琀椀es. So they felt a kind of purge in terms of what’s happened really over the kind of austerity 
years and stu昀昀. But what I’ve encountered now is there’s been shi昀琀s in the way that [place X] for instance 
puts out those care managers, that rather than have them in specialised teams, they put them into 
locali琀椀es. So you might have people working, say, with signi昀椀cant complex needs for discharge from an 
ATU but their background is older people. So straight away they really don’t have a handle on what they’re 
managing in terms of those complexi琀椀es and they may well have never even heard of supported living …. 
It’s detrimental to them and to their ability to meet the needs of the people that they’re actually trying to 
advocate for when their own experience and knowledge is so lacking.

(Provider focus group 3)

Many social care providers were also struggling with recruitment:

An example of receiving a referral from somebody who was classed as ready for discharge … and it 

took us 9 months to recruit a sta昀昀 team, a suitable sta昀昀 team, which obviously then led to issues 
with that person in hospital …, increases in behaviours, increases in incidents and self-harm and 
things like that. But the di昀케culty that I think a lot of social care providers are facing at the minute in 
terms of recruitment is just exaggerated when you are looking for speci昀椀c sta昀昀 to work in complex or 
forensic environments.

(Provider focus group 2)

One of the massive, massive barriers at the moment is the general recruitment situa琀椀on …. You see there’s 
an advert for the NHS, ‘go and join the NHS’, they tend to pick the cream of the crop if you like from the 
candidates but you’ve got Aldi up the road paying £15 an hour, you’ve got Lidl paying 15 quid an hour, 
and then you’ve got the commissioners saying ‘but we only want it to cost this’…. Support work is no 
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longer seen as sexy or anything exci琀椀ng … and actually it’s a phenomenal role to come into and actually 
the people that are on our frontlines do – I don’t want this to sound cheesy in any way – but do an 
incredible job and they’re just not recognised for it. That’s what we really need, you know, pay them what 
they’re worth because they keep us all safe, they do an extremely di昀케cult job and we don’t talk about how 
soul-destroying and lonely 1:1 support in the community se琀�ng can be some琀椀mes, and we expect people 
to keep going … and they do and we try and look at crea琀椀ve ways to keep people engaged – but it’s not 
seen as that desirable job that I so wish it was.

(Provider focus group 3)

You know, I wouldn’t want to do it for £11 an hour …. You know, some of the level of support that people 
need, week in, week out, there’s so many challenges across the board with recruitment. Social care needs 
a massive injec琀椀on of an incredible amount of money, just to be okay, and we 昀椀nd ourselves in a posi琀椀on 
where every provider you speak to, they don’t have enough sta昀昀 …. They can’t meet the need, or you 
might need somebody of a speci昀椀c sex to work with a person, and they can’t recruit males or females …. 
There isn’t enough people available to any service, and because of that, sta昀昀 reten琀椀on’s di昀케cult as well. 
That’s a bigger picture.

(B1 Social Worker)

Funding

Providers were unanimous that funding issues were a major barrier to 琀椀mely discharge. This ranged from 
the macro (including inadequate investment in the sector) to the micro (including arguments over who 
pays for what) (see Box 17).

BOX 17 Arguing over funding

I think this is about money. I’ve worked in the independent sector, there’s some people making an awful lot of 
money … I think when it suddenly blows that someone’s kept in a seclusion room like [Y] was, then suddenly it’s all 
blown. The last couple of weeks since [a TV programme], suddenly money is burs琀椀ng out of everywhere …. It just 
feels like it is money, it is money orientated.

(Provider focus group 1)

It wasn’t un琀椀l they got ready for discharge they then suddenly said ‘oh actually, at some point he was detained 
under a di昀昀erent local authority so we’re not going to foot the bill’.

(Provider focus group 2)

We’ve agreed a provider but actually we can’t go any further now un琀椀l the funding has been agreed and there’s 
mee琀椀ng a昀琀er mee琀椀ng, people are o昀昀 sick, and this individual remains in hospital and I think it’s a 2 year delayed 
discharge …. We can’t go any further, I can’t recruit a team un琀椀l that funding has been agreed. We’ve had a few 
examples of that where it’s just delayed it for several months because it’s between the local authority and health 
[deciding] who’s going to pay which part.

(Provider focus group 2)

In many of these examples, providers were absorbing signi昀椀cant costs and 昀椀nancial risks, par琀椀cularly if a 
subsequent placement broke down. In the example below, a house had been purchased and a dedicated 
sta昀昀 team recruited, with a poten琀椀al lack of clarity as to who might manage these 昀椀nancial risks and 
around hidden costs:

I’ve just been working on a project where I was actually engaged with a person in the hospital for nearly 
three years and that was going through the legal frameworks that were required. It was a par琀椀cularly 
complex and high-pro昀椀le public case and I was working for three years before the police agreed on a 
premises in the 昀椀rst place. So the police then agreed on a premises, we had proba琀椀on, the person on trial 
leave then started six months ago and that’s three years of no pay …. So it’s only me at this point, then 
we’ve got to do the house searches, we get agents involved. The company decided on purchasing a house 
so we did purchase the house – that took a li琀琀le while, it had to be agreed by the police. So we purchased 
the house and … once the transi琀椀on started, technically the person became on our books and started to 
experience some community living. So that’s how it started and then we started receiving payments only 
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for the hours that were being provided at that point in 琀椀me, so none of the research, none of the building 
modi昀椀ca琀椀ons, none of any of that was sorted out. As it happened, the placement’s broken down.

(Provider focus group 3)

Risk averseness

Behind some of the di昀昀erent perspec琀椀ves of health and social care sta昀昀 was a series of di昀昀erent 
approaches to risk – which was some琀椀mes seen as being ‘risk averse’ by a number of social care 
par琀椀cipants, o昀琀en arising out of a perceived lack of knowledge about the nature of community services:

I think there’s such a di昀昀erent percep琀椀on about risk … I think people from the best of inten琀椀ons in the 
hospital treatment world, they’ve no understanding of community.

(Provider focus group 1)

We also can come up against some really restric琀椀ve MDTs that are like ‘this person isn’t ready for 
discharge’. But when you ask why, ‘well because they need a lock on their kitchen, they run this risk of 
…’. Actually I think it’s their understanding of … what can be done and what can be developed in the 
community collabora琀椀vely to discharge somebody into the community. We recently supported somebody 
a昀琀er 22 years because every provider kept saying ‘it’s too risky, it’s too risky’. They moved into the 
community really successfully but actually if you’re not giving people a chance then you are just going to 
go round that same cycle day in, day out, month a昀琀er month, and those years mount for them.

(Provider focus group 2)

What helps

In re昀氀ec琀椀ng on what helps people to come out of hospital, social care par琀椀cipants iden琀椀昀椀ed a number 
of key factors – none of which are very drama琀椀c when read in isola琀椀on, but which could be very 
powerful and meaningful when carried out in the right way and with the right values.

For many social care par琀椀cipants, the key is to be truly person-centred, working at the pace of the 
individual to achieve aspira琀椀ons that are important to them:

So I’ll talk about my supported living accommoda琀椀on that we … predominantly use for people with 
learning disabili琀椀es coming out of hospital, and we take the people that are risky, you know, that are in 
seclusions or that are aggressive to people. And through our assessment we will go and we will meet them, 
it’s not a sit-down assessment it’s like ‘let’s get to know you’ and then from that we would look at ‘what 
your goals and aspira琀椀ons are, what don’t you like about the ward?’ and we take the person as a whole, 
you know. We look at it from an occupa琀椀onal therapy point of view, we look at it from sensory things and 
we do a whole package around them. We ask them what they would like their house to look like, what 
they want from [us], so they’re really in charge of their care and we then around them create a package. 
They’re involved in their homes, they’re involved in what sta昀昀 work with them, they’re involved in looking 
for jobs if they want jobs, we have regular review mee琀椀ngs with them, so really it’s them leading us, that’s 
how we do it and we have some really, really good outcomes from that. We’ve got a gentleman who spent 
years and years of his life in hospitals and in prisons but we’ve had him now for – well, he moved in with 
us a year ago and he’s travelling the country going to gigs, he’s volunteering, he’s working with [na琀椀onal 
charity] and he’s got a job …. He really inspires me actually. I think he’s amazing and he’s just like ‘I was 
listened to and I was ge琀�ng the care that I want’ rather than, you know, if he shouts and swears, he 
shouts and swears, but his history would be if he did that he would get secluded.

(Provider focus group 1)

I think having the person at the centre of it and le琀�ng them almost kind of plan their move into the 
community. The ones that I think have been the most successful is where that person has been able to 

verbalise and ar琀椀culate what they want in a community, how they want that transi琀椀on plan to go, if they 
want family involved, if they don’t, and almost kind of doing their own kind of workshop about ‘this is 
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who I am and this is how I want you to look a昀琀er me, even on a bad day’. Because I think sta昀昀 then take it 
from a di昀昀erent perspec琀椀ve when it’s coming from the person they’re going to be suppor琀椀ng and looking 
a昀琀er in the community. They can see it from a very di昀昀erent angle rather than a professional telling 
them …. Because actually that person knows how best to deal with their support … I think we found that 

[the] person being at the forefront of it and almost kind of leading that discharge into the community 

themselves rather than it being MDT led and what they think that person needs or should be having.

(Provider focus group 2)

With one person that I’m working with, we’ve done it by having person-centred planning mee琀椀ngs but for 
that individual, he’s never been to any other kind of mee琀椀ng for more than about 昀椀ve minutes before and 
he usually refuses to go, so what we did was have a very small group of us, myself, the hospital advocate 
and his social worker and one member of sta昀昀 came together with him, and we had a very, very loose 
agenda, lots of paper, lots of pens, a TV and the mee琀椀ng kind of took place over about two and a half, 
three hours which was the longest he’s ever spent doing anything like that. But what we did was you know 
if he wanted to put Knight Rider on the TV then we watched that for 昀椀ve minutes, then we went back to 
talking about his future and what he wanted his house to look like, what he wanted to do when he moved, 
his hopes and dreams for the future, all those types of things. So it was very much free 昀氀owing, very much 
led by him and we created a person-centred plan out of that and we’ve had several mee琀椀ngs, three or four 
mee琀椀ngs since to update it as he moves closer.

(Advocate 3)

I think a good social worker is about the person-centred skills, building the rela琀椀onship with the person, 
having an honest and transparent rela琀椀onship with a person. Knowing what services are available in your 
area, bringing that exper琀椀se that you have for people and working together. And for me honesty is just the 
best thing that you could ever do for a person, for the service, for yourself, for cohesive rela琀椀onships. And 
for a social worker, it’s also about working with that wider MDT and acknowledging that everybody brings 
something to the table, and you’re not an expert in all areas.

(B2 Social Worker)

Others felt that it is important to involve the subsequent care provider at an early stage, so that they can 
be more ac琀椀vely involved in shaping what happens next:

So I think there needs to be a be琀琀er way of providers who are working in the community with quite tricky 
people, actually doing more of the assessment process in the hospital because what tends to happen is 
you get asked ‘will you support this person’ and they give you this big wish list and then you have to try 
and 昀椀gure out ‘well which of the bits that we need will keep this person safe and which bits they can 
probably do without really’.

(Provider focus group 1)

Above all, social care par琀椀cipants emphasised the importance of educa琀椀on, rela琀椀onships and 
collabora琀椀on to help navigate the system and enable more people to leave hospital:

I think it’s the educa琀椀onal piece that needs to happen with the clinical MDT teams but also maybe 
help with some community based teams, because I think again you can some琀椀mes come across some 
community teams that are a bit hesitant to accept somebody moving into the community because of their 

risk history, so I think a huge educa琀椀onal piece around, you know, what can be done in the community 
to meet somebody’s needs now … rather than what that consultant who last worked in the community 
25 years ago.

(Provider focus group 2)

The places that tend to work well are where the commissioners have been around for a long 琀椀me and you 
have that rela琀椀onship with them …. The ones that don’t are the ones where you’ve got constant churn. 
So, you know, again I’m going to give you an example, with [place X] we had a fantas琀椀c rela琀椀onship with 
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commissioners:… they understand, they get good outcomes, it’s going to cost money and they’re happy to 
do that because they see the bigger, strategic picture and that’s the emphasis here. Short term planning 
will not lead to long-term goals, it just doesn’t work out that way.

(Provider focus group 3)

From a prac琀椀ce perspec琀椀ve, I think it’s really important in order to manage risk, promote people’s health 
and well-being, that we look at it from a mul琀椀disciplinary perspec琀椀ve, because if something goes wrong 
and people go into the community, people with a mental illness or a mental disorder, all those ques琀椀ons 
are raised by, o昀琀en the media and members of the public, but here it’s about the nursing sta昀昀, the 
doctors, psychologists, occupa琀椀onal therapists and social workers having a good working rela琀椀onship and 
commi琀�ng to that.

(B4 Social Worker)
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Chapter 7 Discussion and conclusion

This study has sought to contribute to current debates about the best way to support people to 
leave long-stay hospitals by exploring the experiences and perspec琀椀ves of people currently in 

hospitals and their families, as well as of health and social care sta昀昀. Despite so many previous policy 
commitments over the last decade or so, we believe that future solu琀椀ons must be informed by lived 
experience and by prac琀椀ce knowledge if they are going to stand any chance of being e昀昀ec琀椀ve.

Key themes

There is a well-known saying that ‘every system is perfectly designed to get the results it gets’ – and 
the experience of people with learning disabili琀椀es and/or au琀椀s琀椀c people in long-stay hospitals seems a 
classic example of this maxim. Whilst people in hospital, families and sta昀昀 might some琀椀mes have very 
di昀昀erent experiences and perspec琀椀ves, there was marked similarity in how they described the system in 
overall terms:

• People in hospital report widespread frustra琀椀on, feel that hospital environments are not conducive 
to ge琀�ng and staying well, and face all kinds of barriers to leaving hospital – with an overriding sense 
of people’s lives being on hold while services try to 昀椀nd ways to support people in the community. 
Without someone to really 昀椀ght for them, people struggle to overcome the iner琀椀a built into our 
current systems and processes, and con琀椀nue to experience very long hospital stays and very 
signi昀椀cant delays.

• Hospital and community sta昀昀 are equally frustrated and describe a complex and seemingly 
dysfunc琀椀onal system which they 昀椀nd almost impossible to navigate. When people do come out, it 
seems to happen almost in spite of the current system rather than because of it.

• Hospital sta昀昀 from di昀昀erent professional backgrounds do not have a shared sense of who really 
needs to be in hospital or not – sugges琀椀ng that di昀昀erent de昀椀ni琀椀ons, world views and professional 
judgements might be at play.

• Hospital sta昀昀 describe the di昀케cul琀椀es they perceive when trying to discharge people into community 
services, while community services see some hospital sta昀昀 as risk-averse and lacking up-to-date 
knowledge of what is possible to achieve in the community.

• Despite over a decade of policy a琀琀empts to resolve these issues, very signi昀椀cant barriers remain.

Insights from the broader hospital discharge literature

In re昀氀ec琀椀ng on these issues, we are struck by how many of these 昀椀ndings resonate with the broader 
literature around hospital discharge (which usually focuses on the experiences of older people being 
discharged from general hospitals). This is summarised in various accounts and reviews (see e.g. Glasby41; 
Glasby et al.44; Cadel et al.69) and in a series of policy documents (see e.g. DHSC70). Despite the di昀昀erent 
context and treatments that people might receive, this broader literature contains a series of principles 
and frameworks which might be useful when thinking about delays in people with learning disabili琀椀es 
and/or au琀椀s琀椀c people leaving long-stay se琀�ngs.

Some key messages from this literature are that:

• Hospital is not a good place for people to be if they do not really need the services provided there 
– and too many people unable to leave hospital causes all kinds of problems for broader health and 
social services (not least because this is very expensive and consumes resources that could arguably 
be be琀琀er used keeping people healthy and well in the community).
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• Once someone comes to hospital, they may start in an emergency department or get moved to a 

medical assessment unit. However, the further they get into the hospital, the harder it can be to get 
out again in a 琀椀mely fashion. This was described in a previous study as ge琀�ng admi琀琀ed into ‘the 
deeper hospital’, building in a series of extra delays with every move (Glasby et al., p. 27).38

• Delays should not be seen as ‘bed blocking’ (which tends to blame the individual, even though delays 
usually derive from the inability of the system to 昀椀nd ways to support people in the community), 
or even as ‘discharges’ (which implies that the hospital is ending its involvement and simply passing 
people to community services). Instead, recent policy focuses on ‘delayed transfers of care’, as a way 
of trying to more accurately describe the nature of the transi琀椀ons that leaving hospital should entail.

• Hospitals are encouraged to plan for discharge on admission and to work with pa琀椀ents to make 
sure that everyone is aware of an ‘es琀椀mated date of discharge’. More recently, policy has sought to 
encourage a ‘discharge to assess’ model, whereby people stay in hospital for short spells to resolve 
an immediate medical emergency, but are then transferred to other se琀�ngs where longer-term 
assessment and planning can take place.

• Over 琀椀me, there has been lots of work to agree de昀椀ni琀椀ons and measure the extent of delays. While 
data are less than perfect, some of this work has helped build a shared understanding of the issues at 
stake and provides something of a baseline against which to measure a琀琀empts to develop new ways 
of working.

• Di昀昀erent health and social care partners o昀琀en 昀椀nd it hard to reconcile compe琀椀ng no琀椀ons of good 
prac琀椀ce, with hospital services o昀琀en based on a ‘throughput’ model (ge琀�ng people in, trea琀椀ng them, 
ge琀�ng them out again – freeing up the bed for people who may need it more), while social care in 
par琀椀cular is o昀琀en focused on an ‘empowerment’ model (suppor琀椀ng people in crisis to take their 琀椀me 
to be the best they can be and to make poten琀椀ally fundamental decisions about the long term). It is 
not necessarily that one of these no琀椀ons of what success looks like is ‘right’ and the other ‘wrong’ – 
just that they are di昀昀erent, and poten琀椀ally incompa琀椀ble.

• While policy and the media talk about delays and about the risks of ‘cost shun琀椀ng’, it is not just the 
‘cost’ that is passed backwards and forwards between di昀昀erent agencies and professionals – but the 
person that the cost represents. It can be incredibly disempowering to be argued over in this fashion 
– not because everybody wants you, but because everyone sees you as a drain on their scarce 
resources and wants to pass you o昀昀 on someone else.

• Although all the focus is usually on delays, premature and poorly co-ordinated discharges can be 

just as problema琀椀c, and it is just as important (if not more so) to priori琀椀se preven琀椀ve ac琀椀on to stop 
people being admi琀琀ed to hospital in the 昀椀rst place.

Although the list above focuses on the discharge of older people from general hospitals, some of these 

issues also apply in terms of delays leaving mental health inpa琀椀ent services.71,72 While this is just a brief 

summary of key debates in the broader hospital-discharge literature, there are remarkable similari琀椀es 
with the situa琀椀ons of people with learning disabili琀椀es and/or au琀椀s琀椀c people in our study – and a greater 
sharing of evidence and experiences across di昀昀erent user group/service se琀�ngs can only be posi琀椀ve.

Ten ‘top 琀椀ps’ for helping people come out of long-stay hospitals

Working with our Advisory Board and Reference Group, we have sought to move from some of the 
barriers and challenges iden琀椀昀椀ed in this study to prac琀椀cal guidance for health and social services trying 
to do things di昀昀erently. This will be published as ‘ten top 琀椀ps’, sent to every health and social care leader 
in England – as well as in easy-read format, as an accessible video for people with learning disabili琀椀es, 
and via a free training video for care sta昀昀 who might struggle to access training budgets. These take the 
key themes from this research, but turn them into more direct/tangible statements/pointers for future 

prac琀椀ce. These will be set out in more detail in each of these individual resources, but are also brie昀氀y 
summarised in Box 18.
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BOX 18 Ten top 琀椀ps to overcoming barriers to leaving long-stay hospital73

1. Our lives are on hold – do your jobs and get some ‘oomph’

People spoke of their lives being on hold while arrangements were put in the place to support them a昀琀er hospital. 
While there were some very complex situa琀椀ons, some delays seemed to be the result of widespread and 
engrained iner琀椀a – essen琀椀ally just wai琀椀ng for stu昀昀 to happen. In response, people called for the professionals 
involved in their care to simply do their jobs, highligh琀椀ng the importance of people believing that they could 
leave hospital and 昀椀gh琀椀ng on their behalf to make this happen.

2. See the person behind the labels

People in our study felt that some community services didn’t really seem to know them as people – and perhaps 
deep down don’t really believe that they were capable of leaving hospital. Instead, they felt that labels – some of 
which they’d acquired a long 琀椀me ago and which might no longer be relevant – stay with you forever and can be 
the main way in which some people try to understand your needs (and could o昀琀en be used as a reason to say ‘no’ 
when asked to support people a昀琀er hospital). Instead, people wanted to be seen just as people, and for the focus 
to be on the need to be met, not on the diagnoses or labels that that the person might come with.

3. Don’t make me jump through more hoops than is really needed

People recognised that ge琀�ng everything in place for someone to leave hospital is complicated and needs lots of 
careful planning. However, there seemed to be a widespread belief that the way you persuade people that you’re 
well enough to come out is through basic compliance: if a professional suggests you do something, then you do 
it – otherwise you might be seen as ‘not co-opera琀椀ng’ or ‘lacking insight’. Some琀椀mes people felt that they had to 
jump through more hoops than was really needed in order to prove they could leave hospital, and they asked for 
professionals to be clearer on what was a ‘must do’ and what was a ‘nice to have’.

4. Make sure the criminal jus琀椀ce system is on board

People called for much closer joint working between health/social care and the criminal jus琀椀ce system in order 
to prevent delays and speed up decision-making.

5. Help hospital sta昀昀 know what’s available in the community

Some sta昀昀 had worked in a long-stay se琀�ng for many years, and might not always have a detailed knowledge 
of what services are available in the community or what needs community services can meet. While they have a 
responsibility to 昀椀nd out more about the community, community services also have a duty to help hospitals know 
what is available – communica琀椀on is ul琀椀mately a two-way process.

6. Don’t put us into boxes or ‘sca琀琀er-gun’

For all the talk of people’s needs being highly individual, people o昀琀en seemed to be put in ‘boxes’, with some 
service responses feeling as if they had been developed from a fairly standard template. On other occasions, a 
worker might send out mul琀椀ple referrals at once (perhaps through a desire to be seen to be doing something 
rather than because this might actually work). Instead, people wanted to be treated as individuals with support 
tailored to their needs (With this in mind, we were staggered that no one men琀椀oned the poten琀椀al of direct 
payments/personal budgets – this seemed a major oversight).

7. Give me the chance to try life outside

People asked not to be put in a ‘Catch 22’ posi琀椀on where they can’t come out of hospital un琀椀l they prove that 
they’re ready, but can’t persuade the system to give them the opportunity to try.

8. Please help me with the trauma I’ve experienced

Lots of people had experienced signi昀椀cant trauma either before and/or during their hospital stay. They wanted 
prac琀椀cal support to help to overcome these experiences, including from trained psychologists.

9. Don’t let us fall through the cracks

People asked for health, social care and other workers to communicate and collaborate with each other, so that 
they did not fall between the gaps in exis琀椀ng services and get lost.

10. Don’t set us up to fail

People were keen to leave hospital, but also recognised that this needed to happen at the pace of the individual – 
rushing or working to ar琀椀昀椀cially imposed 琀椀mescales could jeopardise the chances of success.
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The importance of involvement and engagement

Na琀椀onal Ins琀椀tute for Health and Care Research guidance asks all reports to re昀氀ect on the importance of 
and approach to involvement and engagement. Since this was the ‘raison d’être’ of the current study, it is 
di昀케cult to include a speci昀椀c sec琀椀on on this, as it is embedded throughout the whole research. However, 
a key strength of the current project has undoubtedly been the focus on lived experience and prac琀椀ce 
knowledge, the perseverance, skills and prior rela琀椀onships needed to gain access to long-stay se琀�ngs, 
and the commitment to hearing and valuing seldom-heard voices. This contrasts strongly with a number 
of previous studies (Ince et al.74; see also Chapter 3), which mainly take the form of bed censuses or 
reviews of case notes, without seeking meaningful engagement from the people most a昀昀ected by the 
issues at stake. In an era where health and social care policy tries to proclaim a commitment to principles 
of ‘nothing about me without me’, this feels an important counterbalance to some previous research, 
providing much-needed exper琀椀se by experience in order to contribute to current policy and prac琀椀ce 
debates. While the very detailed and labour-intensive nature of the research (par琀椀cularly during COVID) 
has meant that our sample is inevitably small, the extent to which such di昀昀erent stakeholders all iden琀椀fy 
common themes and issues is striking.

Poten琀椀al limita琀椀ons

In re昀氀ec琀椀ng on the strengths/limita琀椀ons of our approach, there are three issues of which we are 
par琀椀cularly mindful:

1 People on forensic pathways: a signi昀椀cant propor琀椀on of our sample were on forensic pathways, and 
it is di昀케cult to tell how similar to/di昀昀erent from the na琀椀onal picture this may be. However, drawing 
on insights from the ‘Assuring Transforma琀椀on’ data collected on a monthly basis by NHS Digital, 
there are a number of poten琀椀al clues (see Box 19). Overall, it seems likely that our sample includes 
more people who have had contact with the criminal jus琀椀ce system than might be the case for the 
overall group of people who are in long-stay se琀�ngs at any one 琀椀me. However, this in itself pro-

vides some addi琀椀onal nuance to previous policy and media debates, which o昀琀en seem to talk about 
the 2000 or so people living in hospital as a single, homogeneous group, without perhaps explaining 
or exploring poten琀椀ally signi昀椀cant di昀昀erences between di昀昀erent people with di昀昀erent condi琀椀ons 
and di昀昀erent journeys through services. Overall, we did not detect any di昀昀erences in responses 
from people on forensic and non-forensic pathways, and our 昀椀ndings are very consistent with previ-
ous literature and our prior experience – so we do not think that this has led to signi昀椀cantly di昀昀er-
ent results. However, future research could usefully explore these issues in more detail, perhaps 
including perspec琀椀ves from the criminal jus琀椀ce system as well as from health and social care.

2 Equality and diversity: our study is based on hearing seldom-heard voices, and our a琀琀empts to pro-

mote equality, diversion and inclusion are therefore embedded throughout the report rather than 
solely explored in a single sec琀椀on. However, while our study including a number of di昀昀erent people 
with di昀昀erent protected characteris琀椀cs, most of the people in our sample were recorded in their 
case 昀椀les as being white. Time and 琀椀me again, this prompted us to ask where people who are not 
white might be. For example, are some Afro-Caribbean people more likely to remain in prison rather 
than be diverted to hospital? Do some communi琀椀es 昀椀nd current services so culturally inappropri-
ate that people are less likely to seek support in the 昀椀rst place? Were people from minority ethnic 
communi琀椀es less likely to take part in research? Is it a good thing that we did not 昀椀nd lots of people 
from black and minority communi琀椀es in the wards we visited (as people are leading more ordinary 
lives in other se琀�ngs), or is it a bad thing (people may not get the same access to health and social 
care services in the 昀椀rst place)? This was not a focus of the current study – but the fact that we 
have not been able to 昀椀nd answers to these ques琀椀ons seems signi昀椀cant, and worthy of further 
explora琀椀on.

3 The importance of recognising good prac琀椀ce: our study focused on engaging with people while they 
were s琀椀ll in hospital to understand their experiences and their sense of the barriers and poten琀椀al 
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success factors. While this is important in its own right, future research may be needed to follow 
people up over 琀椀me to understand more about longer-term outcomes. As part of this, we s琀椀ll know 
rela琀椀vely li琀琀le about what good prac琀椀ce looks like in terms of suppor琀椀ng people to stay out of 
hospital (or indeed to avoid hospital in the 昀椀rst place). In one sense, it was lovely to see the small 
number of people who had come out of hospital again, and we will always remember the person 
now in supported living who showed us round his new home, his garden, his lawnmower (of which 
he is very proud), his DVD collec琀椀on and his Star Wars 昀椀gures. However, it was only possible to 
follow up with people with learning disabili琀椀es and/or au琀椀s琀椀c people themselves, so we some-

琀椀mes lacked other perspec琀椀ves. Some people also found it hard to say what had contributed to 
their discharge, so we know that they are out of hospital but not necessarily why. For example, the 
person who le昀琀 hospital and then was readmi琀琀ed made reference to being le昀琀 on his own (when he 
should have had one-to-one support), leading to some sort of incident. Hardly surprisingly, he felt 
very uncomfortable talking about this, and so we only have a poten琀椀al snapshot of what may have 
happened. As a follow-up to this study, our inten琀椀on is to explore scope for a longer-term project 
which follows people through up to 5 years a昀琀er hospital to explore what happens to people next, 
the extent to which people are leading ordinary lives and what kinds of support seem to maximise 
the chance of a posi琀椀ve outcome.

BOX 19 Forensic pathways in and out of long-stay hospitals

The data below are based on the NHS Digital report from July 2022 (h琀琀ps://digital.nhs.uk/data-and-informa琀椀on/
publica琀椀ons/sta琀椀s琀椀cal/learning-disability-services-sta琀椀s琀椀cs/at-july-2022-mhsds-may-2022-昀椀nal), and we are 
grateful to Professor Chris Ha琀琀on and Catherine Nolan from our Advisory Board for helping us piece together 
these insights.

Table 2.2 from the NHS Digital report sets out the reason for admission to inpa琀椀ent services. Across August 
2021–July 2022, a consistent 32–33% of people have a reason of admission of ‘assessment and/or treatment 
for o昀昀ending’ (660 out of 1990 people in July 2022). In terms of sources of admission, for nearly half of people 
(47%) it is ‘acute beds’, for 10% of people it is a ‘penal establishment’, for 7% of people it is ‘secure beds’, and for 
a further 7% of people it is an ‘other hospital’.

Table 2.3 records inpa琀椀ent bed type. For the 1690 adults in July 2022, 435 people (22%) were in low-secure, 270 
(14%) were in medium-secure, 60 (3%) in high-secure, with a further 35 (2%) in low-secure/locked rehabilita琀椀on, 
40 (2%) in high-dependency rehab and 150 (7%) in long-term rehabilita琀椀on/con琀椀nuing care.

In terms of legal status, Part III of the MHA perhaps maps most closely onto reasons for being in hospital 
connected to o昀昀ending. There were 220 people (12%) on an MHA Part III sec琀椀on with no restric琀椀ons, and 545 
people (27%) on an MHA Part III sec琀椀on with Ministry of Jus琀椀ce restric琀椀ons in July 2022.

Drawing on some of the crosstabs (star琀椀ng at Table 4.1), it is clear that people in secure inpa琀椀ent services have 
longer total lengths of stay than people on general wards. People under an MHA Part III sec琀椀on with restric琀椀ons 
also have longer stays.

Essen琀椀ally, this suggests that there are a signi昀椀cant number of people who may have commi琀琀ed o昀昀ences or 
had various contacts with the criminal jus琀椀ce system, who are now in long-stay hospital. It seems likely that 
our sample includes a higher propor琀椀on of people from forensic pathways than may be the case in the more 
general ‘Assuring Transforma琀椀on’ popula琀椀on – perhaps because people are in hospital for longer or are more 
likely to become stuck, because people might be bored in secure se琀�ngs and keen to do anything to relieve this 
frustra琀椀on (and so more likely to volunteer to take part in research) and/or because some people on forensic 
pathways might 昀椀nd it easier to take part in interviews than some people with more severe learning disabili琀椀es or 
people who are in more of an immediate crisis in an ATU. Equally, this research points to people having complex 
lives and backgrounds, moving between mul琀椀ple services and ending up in hospital for mul琀椀ple, inter-connected 
reasons, poten琀椀ally ending up as being categorised in di昀昀erent ways and/or on di昀昀erent types of ward. There 
may also be people who have done similar things who are in prison rather than hospital, people who move back 
and forward between hospital and prison, people who have done similar things that did not reach the criminal 
jus琀椀ce system and people in secure se琀�ngs who have not commi琀琀ed a formal o昀昀ence – so most people’s 
situa琀椀ons remain di昀케cult to categorise in a meaningful way.

https://digital.nhs.uk/data-and-information/publications/statistical/learning-disability-services-statistics/at-july-2022-mhsds-may-2022-final
https://digital.nhs.uk/data-and-information/publications/statistical/learning-disability-services-statistics/at-july-2022-mhsds-may-2022-final
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Summary

This was a di昀케cult and o昀琀en distressing study to conduct – although nowhere near as di昀케cult and 
distressing as life o昀琀en is for people with learning disabili琀椀es and/or au琀椀s琀椀c people living in long-stay 
se琀�ngs, or for health and social care sta昀昀 trying to support people to leave hospital and lead more 
ordinary lives in the community. Throughout we have been struck by an overwhelming sense that this is 
a situa琀椀on that no one planned, that no one really wants and that no one really knows how to resolve. 
Despite this, we remain convinced that we will struggle to make further and long-las琀椀ng progress unless 
we draw more fully on lived experience and prac琀椀ce knowledge, recognise these as valid and important 
ways of knowing the world, and work with the people who are most a昀昀ected and – by de昀椀ni琀椀on – are 
expert in their own lives to develop be琀琀er, more inclusive solu琀椀ons in future.
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Appendix 1 Advisory Board and Reference 
Group

Advisory Board

• Siraaj Nadat, Senior Quality of Life Facilitator, Changing Our Lives (Chair).
• Samantha Clark, Chief Execu琀椀ve, Learning Disability England.
• Vivien Cooper, Founder, Challenging Behaviour Founda琀椀on.
• David Harling, Head of Leaning Disability Nursing, NHS England/Improvement.
• Chris Ha琀琀on, Department of Social Care and Social Work, Manchester Metropolitan University.
• Ewan King, Deputy Chief Execu琀椀ve, Social Care Ins琀椀tute for Excellence (later Chief Execu琀椀ve, Shared 

Lives Plus).
• Oliver Lewis, Barrister, Doughty Street Chambers.
• Andy McDonnell, Director/Consultant Clinical Psychologist, Studio III Training Systems and 

Psychological Services.
• Catherine Nolan, Regional lead (people with learning disabili琀椀es and au琀椀sm), Associa琀椀on of Directors 

of Adult Social Services.
• Tim Parkin, Senior Policy Advisor, Think Local Act Personal.
• Steve Scrown, Chief Execu琀椀ve (Dimensions) and Chair (Voluntary Organisa琀椀ons Disability Group). 

A昀琀er Steve’s re琀椀rement, Pippa Foster, Director of Lived Experience and Clinical Prac琀椀ce (Dimensions) 
became a member.

Having received an extension to the project to include addi琀椀onal social care perspec琀椀ves, the Board was 
joined by:

• Liz Howard, Bri琀椀sh Associa琀椀on of Social Workers (‘Homes not Hospitals’ campaign).
• George Appleton, Policy Manager, Care England.

Reference Group

• Zeze Sohawon
• Ma琀琀hew Dolton
• Mandy Warner

• Roxy Begum
• Ami-Lea Jones

• Brandon Lee Jamie

• Andrew Wright
• Rebecca Wright

• Catherine Carrington

• Charlie Jerrison

• Jeremy Harris
• Monique Mehra





DOI: 10.3310/HBSH7124 Health and Social Care Delivery Research 2024 Vol. 12 No. 3

Copyright © 2024 Glasby et al. This work was produced by Glasby et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publica琀椀on distributed under the terms of the Crea琀椀ve Commons A琀琀ribu琀椀on CC BY 4.0 licence, which permits unrestricted use, 
distribu琀椀on, reproduc琀椀on and adapta琀椀on in any medium and for any purpose provided that it is properly a琀琀ributed. See: h琀琀ps://crea琀椀vecommons.org/licenses/by/4.0/. For 
a琀琀ribu琀椀on the 琀椀tle, original author(s), the publica琀椀on source – NIHR Journals Library, and the DOI of the publica琀椀on must be cited.

105

Appendix 2 Topic guides for interviews/focus 
groups

Background to the study (aide memoire for research team)

In recent years, there has been growing concern about the number of people with learning disabili琀椀es 
and/or au琀椀s琀椀c people living in long-stay hospitals. Although the UK decided to close asylums for people 
with learning disabili琀椀es from the 1960s onwards, there has been a growth in people admi琀琀ed to 
so-called ‘assessment and treatment units’, with allega琀椀ons that some people stay here for far too long, 
with li琀琀le ‘assessment’ or ‘treatment’ that could not be provided elsewhere. Other people live in secure 
units or in an NHS campus where the previous hospital is s琀椀ll in the process of closing. Over 2100 
people live like this at the moment (despite repeated policies to help people leave hospital and live in the 

community). This is a real problem as these services struggle to help people to lead ordinary lives, are 
very expensive, can be a long way from people’s homes and families, and have seen a number of abuse 
scandals – just as was the case with the asylums of the 1960s.

Despite this, there has been li琀琀le research on why people with learning disabili琀椀es are delayed in 
such se琀�ngs. In par琀椀cular, previous debates have o昀琀en failed to talk directly to people with learning 
disabili琀椀es, their families and front-line sta昀昀 about their experiences of living or working in such se琀�ngs, 
what they see as the main barriers and what would help more people to leave hospital. In other research 
with older people, we have looked at these issues from the perspec琀椀ve of older people themselves, 
their families and care sta昀昀, as each group has a unique view on what is happening and might make a 
di昀昀erence. Unless we listen to these voices we will not 昀椀nd solu琀椀ons to these problems, and too many 
people will remain in hospital unnecessarily. Our aim here is to do the same with people with learning 
disabili琀椀es, their families and care sta昀昀, so that their voices are heard too. This will increase the chance 
that people can leave hospital in a 琀椀mely way and lead more ordinary lives in the community.

This is sensi琀椀ve work, requiring skills in working with people who may not communicate verbally, where 
there is a risk that some people can be violent (as all of us can when we’re scared and distressed), and 
where there can be tensions around what is best. We have therefore included a skilled, experienced 
team who can carry out such in-depth work in a way that suits the needs of the individual. We also have 
strong rela琀椀onships with local services, na琀椀onal policy and voluntary agencies working with people with 
learning disabili琀椀es in long-stay hospitals – and these will be crucial for the study’s success.

We will produce a report and ar琀椀cles so that people can read what we have found. We will also produce 
a good prac琀椀ce guide (based on the experiences of people with learning disabili琀椀es and their families) 
and send this to every health and social care leader in the country. We will also produce a free training 
video for care sta昀昀 who may not have access to as much training/support as they need. We will ensure 
our research is conducted well and produces helpful 昀椀ndings by working with a group of na琀椀onal 
advisors, chaired by a person with a learning disability. We will design our research materials with a 
group of people with learning disabili琀椀es and families, so that the ques琀椀ons we ask, how we get to 
know people and how we share our 昀椀ndings work really well for people with learning disabili琀椀es and 
their families.

People with learning disabili琀椀es and/or au琀椀s琀椀c people

Note to research team:
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• This topic guide sets out the ques琀椀ons that we wish to explore with all par琀椀cipants – but we will 
adapt the process of data collec琀椀on according to individual circumstances and needs. For some 
people, this may be a one-o昀昀 tradi琀椀onal ‘interview’. However, many people may not communicate 
in this way or 昀椀nd it comfortable to take part in a one-o昀昀 interview, so we will need to build up this 
informa琀椀on over 琀椀me in a series of shorter conversa琀椀ons, via other forms of communica琀椀on (such 
as pictures, talking mats, art or music), u琀椀lising whatever communica琀椀on mechanisms the person 
prefers, and/or via insights from a family member/care sta昀昀/case 昀椀le.

• We will also test and re昀椀ne this topic guide with our Reference Group of people with learning 
disabili琀椀es and/or au琀椀s琀椀c people and their families.

• If the person seems to be upset or distressed, please stop the conversa琀椀on, move away and check 
with care sta昀昀 to make sure that the person is supported.

• If you have concerns that someone isn’t safe or is being abused or neglected, then please contact the 

Principal Inves琀椀gator immediately.
• During the research, everyone’s safety is paramount – we shouldn’t be collec琀椀ng data un琀椀l we’ve 

a琀琀ended team mee琀椀ngs on how to be safe in long-stay se琀�ngs, handling di昀케cult conversa琀椀ons, 
behaviours that can escalate/de-escalate anger and frustra琀椀on, and key principles for safe prac琀椀ce; 
consulted with case-study sites around any individuals or parts of the ward we should avoid and any 
known ‘triggers’ for people on the ward, taking any advice given; ensuring we are inducted into local 
procedures around how to respond if there is a serious incident and where exits are and how to exit 
a locked area safely; and spending 琀椀me on the unit/ward so that people get to know us gradually and 
do not feel nervous by the presence of ‘strangers’ asking ques琀椀ons.

Ques琀椀ons to cover:

• Why was the person admi琀琀ed to hospital?
• Why are they s琀椀ll in hospital?
• How do they feel about this?
• What might need to happen for them to be able to leave hospital?
• Why hasn’t this happened yet? When might it happen?
• What does the person want their life to be like?
• To what extent is their life currently like this, and what might need to happen for them to be able to 

lead a chosen lifestyle?
• Are there any common policy or prac琀椀ce barriers that seem to be ge琀�ng in the way of people leaving 

hospital, or any good prac琀椀ce that could be shared with others?
• If we produce na琀椀onal guidance to help people leave hospital, what key messages should we include?

(At 12 month follow-up):

• What has happened since the ini琀椀al interview?
• If the person is s琀椀ll in hospital, why is this? How close are they to leaving? What are the barriers? 

How do they feel about this?
• If the person has le昀琀 hospital, where are they living now? What support are they ge琀�ng? How did 

their discharge go? How do they feel about this?
• Are they closer to the chosen lifestyle that they talked about in the ini琀椀al interview?

Interviews with family members

Note to research team:

• Some琀椀mes the person with a learning disability and/or au琀椀s琀椀c person and their family might have 
di昀昀erent views about what has happened and about what would be best for the person. If both 
people are being interviewed together, we will need to ensure that both people can share their views 
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and experiences, without one person domina琀椀ng or feeling unable to speak. We will explore how to 
manage these poten琀椀al tensions in team mee琀椀ngs.

• Some family members can feel very guilty or upset, so we will need to conduct the interview in 
a sensi琀椀ve manner, and make sure that we do not leave people distressed a昀琀er the interview 
has 昀椀nished.

Ques琀椀ons to cover:

• Why was the person admi琀琀ed to hospital?
• Why are they s琀椀ll in hospital?
• How do they feel about this? How does the family member feel?
• What might need to happen for them to be able to leave hospital?
• Why hasn’t this happened yet?
• When might it happen?
• What does the person want their life to be like? What does the family member think?
• To what extent is their life currently like this, and what might need to happen for them to be able to 

lead a chosen lifestyle?
• Are there any common policy or prac琀椀ce barriers that seem to be ge琀�ng in the way of people leaving 

hospital, or any good prac琀椀ce that could be shared with others?
• If we produce na琀椀onal guidance to help people leave hospital, what key messages should we include?

Focus groups with care sta昀昀

Note to research team:

• Focus group of 10–12 people, including front-line members of the immediate ward/care team (e.g. 
support workers and nurses on the unit), as well as members of the wider clinical team (psychologists, 
psychiatrists, physios, OTs, social workers etc.).

• Time focus groups to be as convenient as possible for par琀椀cipants (e.g. to coincide with exis琀椀ng team 
mee琀椀ngs, reviews or MDTs where appropriate).

• To guard against the dangers of front-line sta昀昀 feeling unable to speak freely, we will also o昀昀er 
the opportunity to have an individual interview if this would help them to feel more comfortable 
contribu琀椀ng their views and experiences.

Ques琀椀ons to cover:

• Na琀椀onally, there is a belief that a poten琀椀ally large number of people with learning disabili琀椀es and/or 
au琀椀s琀椀c people live in long-stay hospitals much longer than they need to. How much do you feel this 
is an issue here?

• Of all the people currently in this hospital/on this ward, what approximate % would you think could 
be discharged if appropriate alterna琀椀ves were in place?

• How does it a昀昀ect the person with a learning disability and/or au琀椀s琀椀c person if they have to stay in 
hospital for longer than is necessary?

• How does it a昀昀ect care sta昀昀? Is there any support that might help you?
• What are the main reasons why people are delayed in hospital?
• What prac琀椀cal steps could be taken to help people leave hospital and live more independently in 

the community?
• If we produce na琀椀onal guidance to help people leave hospital, what key messages should we include?
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Interviews with Commissioners

• Why was the person admi琀琀ed to hospital?
• Do they need to be there/why are they s琀椀ll in hospital?
• What might need to happen for them to be able to leave hospital?
• Why hasn’t this happened yet?
• When might it happen?
• What do we know about what the person might want their life to be like? To what extent is their life 

currently like this, and what might need to happen for them to be able to lead a chosen lifestyle?
• Where someone is delayed in hospital, what impact does this have on the commissioner? Is there any 

support that would help them?
• Are there any common policy or prac琀椀ce barriers that seem to be ge琀�ng in the way of people leaving 

hospital, or any good prac琀椀ce that could be shared with others?
• If we produce na琀椀onal guidance to help people leave hospital, what key messages should we include?

Interview/focus groups with social workers, advocates and social care providers

(As above – for focus interviews with commissioners – but with a small number of speci昀椀c prompts 
by group)

• [For social workers] – what skills, training and experience do social workers have to be able to 
undertake this work; how much work is entailed and what impact does this have on other aspects 
of their caseload; what professional/organisa琀椀onal support do they receive; what does good social 
work look like and what di昀昀erence can it make; what is their experience of current discharge/review 
processes; and do they have any recommenda琀椀ons for future policy/prac琀椀ce/training?

• [For social care providers] – what is their experience of working with people discharged from long-
stay se琀�ngs; what makes a good discharge; what is their experience of current discharge/review 
processes; what impact does this have on sta昀昀 and other residents/service users; are there any 
昀椀nancial implica琀椀ons; and do they have any recommenda琀椀ons for future policy/prac琀椀ce?

• [For advocacy organisa琀椀ons] – what is their experience of providing advocacy support; how is this 
received by ward sta昀昀/other professionals; and how can the role of advocates can be strengthened?
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Appendix 3 Sample introductory le琀琀er and 
informa琀椀on sheet/consent form

Introductory letter

Why are we stuck in hospital?  

Finding out about our research

My name is Jon Glasby.  

I work at the University of Birmingham.  The 

University is working with an organisation called 

Changing Our Lives to carry out some research.

Some people with learning 

disabilities are stuck in hospital.  We 

want to know why.  

We want to talk to you to find out 

what you think.  
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If you let us, we will also talk to your 

family and to the professionals 

involved in your care.

We want to ask why people are still 

in hospital and what might help 

them leave.

If you want to find out more, please 

fill in the short form.  Your care staff 

can help you if you want them to.

If you say yes, we will visit you to tell 

you more about the project.  You 

can then decide if you want to take 

part.
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You do not have to take part. It is 

your choice. 

Please tick this box if you are happy 

for a member of the research team 

to visit the ward to tell you more 

about the research and ask if you 

want to take part.

Please write your name or your initials (or ask a staff member to write this for 

you) so that we know who has said yes.

Name: _______________________________________________

Note to member of care staff: please send to ………… scan and email to……
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Information sheet/consent form (Pictures by Photosymbols)

Why are we stuck in hospital?  

Taking part in our research

The University of Birmingham and 

Changing Our Lives are working 

together on a research study.

Some people with learning 

disabilities are stuck in hospital. We 

want to know why.  

This might help people move out of 

hospital in future. 

We would like you to take part in our 

research.

You do not have to take part. It is 

your choice. 
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You can change your mind at any 

time and we will stop talking. There 

is more detail at the end of this 

information sheet (the ‘appendix’)

We will visit your hospital a few 

times to get to know you better.

We will ask you about why you are in 

hospital.  We will ask what things 

help people leave hospital.  We will 

record these discussions to help us 

remember what you said.

If you let us, we will also talk to your 

family and to the professionals 

involved in your care.
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We would also like to watch 

meetings in the hospital and read 

your case file.  We will only be 

looking at how professionals are 

working with you to help you leave 

hospital.

Some people may feel sad or upset.  

Tell us if you feel upset and we can 
stop. We can support you to get 

help after we leave.

One year later, we will ask you if 

anything has changed for you.

We want to see if your life is the 

same, or if it has changed.
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If we think you or someone else is 

not safe, then we will have to tell 

others (social services) about this.

We will write down what you say for 

our research reports.  We will not 

use your name or the name of your 

hospital. You can read a copy of the 

research on the internet.

We might use some of what you say 

in articles, on the web and on social 

media.  We will not use your name.  

We might use what you say in 

a training pack or guidance.  

This will help professionals 

understand how to help people 

leave hospital.
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Any information about you will 

be stored on a powerful 

computer called a server.  The 

server is kept very safe. 

We keep this information all 

the time we work together.

When we stop working together 

we keep the info rmation 

separately.  We will not keep it 

any longer than 10 years. 

[Photo to be inserted]

If you have any concerns about 

this research, please contact: 

[local lead clinician]

The University and the NHS  

have checked our research to 

make sure that it is safe and 

that we look after people who 

take part.
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Why are we stuck in hospital?  

(Please tick each box if you agree)

I have read and understood this information 

sheet

I have been able to ask any questions and had 

answers to these

I know I can choose if I want to take part

I know I can choose to stop at any time

I know how my information will be used and 

stored

I know that my discussions with the researcher 

will be recorded

I know that my name and the name of my 

hospital won’t be used in the research report

I agree that the researchers can visit my 

hospital, watch meetings and read my case file

I agree that the researchers can talk to my 

family

I agree that the researchers can talk to the 

professionals involved in my care

I agree that the researchers can get in touch 

after one year to talk to me again

I know that the researchers will talk to someone 

(social services) if they are worried I am (or 

someone else is) unsafe

I agree to take part in this research
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Signature: ____________________ Date: ____________

Please sign this form is you agree with the statements on the previous 

page.

Name (please print):

Please send to Jon Glasby, [contact details]

Your care staff can help with you with this if you want.

Appendix – your informa琀椀on

How will we use informa琀椀on about you?

• We will use the informa琀椀on you provide in our research project (in reports, ar琀椀cles, online, on social 
media, in guides and in training material).

• People will use this informa琀椀on to do the research or to check your records to make sure that the 
research is being done properly.

• We will write our reports in a way that no-one can work out that you took part in the study. We 
will not use your name or contact details. Your data will have a code number instead (for example, 
‘Person 1’).

• We will keep all informa琀椀on about you safe and secure.
• Once we have 昀椀nished the study, we will keep some of the data so we can check the results.

What are your choices about how your informa琀椀on is used?

• You can stop being part of the study at any 琀椀me (up un琀椀l we start wri琀椀ng our report), without giving 
a reason.

• If you choose to stop taking part in the study, we would like to con琀椀nue collec琀椀ng informa琀椀on from 
your family, care sta昀昀, commissioner, hospital mee琀椀ngs and case 昀椀les. If you do not want this to 
happen, tell us and we will stop.

• We need to manage your records in speci昀椀c ways for the research to be reliable. This means that we 
won’t be able to let you see or change the data we hold about you.
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Where can you 昀椀nd out more about how your informa琀椀on is used?

You can 昀椀nd out more about how we use your informa琀椀on:

• at www.hra.nhs.uk/informa琀椀on-about-pa琀椀ents/;
• by asking one of the research team;
• by sending an email to dataprotec琀椀on@contacts.bham.ac.uk.

www.hra.nhs.uk/information-about-patients/
mailto:dataprotection@contacts.bham.ac.uk
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