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Introduction 
 
 
This report details an NHS England funded evaluation of Life Planning and a 
variety of approaches to advocacy provided to people with learning disabilities 
and autistic people who are or were inpatients in mental health hospitals for 2 
years or more. The evaluation focusses on services provided in the South West 
region of England between December 2021 and June 2022. The report 
evaluates the effectiveness of Life Planning and other types of advocacy in 
moving people with learning disabilities and autistic people out of mental 
health in-patient hospitals. It was undertaken by a small team of evaluators 
including people with lived experience of learning disabilities and autism.  
 
The stories in this report were largely told by those closest to the individuals 
with learning disabilities and autistic people. Most individuals who received 
Life Planning or advocacy in this report did not use words to communicate and 
were not able to tell us their story first hand. Also included are the 
perspectives of people working within the systems that provide the services 
being evaluated. 
 
The report concludes with a recommendation for values and approaches that 
should underpin any service supporting people to leave hospital.  
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Executive Summary  
 
This report describes and evaluates existing advocacy and Life Planning 
services for people with learning disabilities and autistic people who have been 
in mental health in-patient settings for 2 years or more in the South West of 
England. It also details the progress of new and innovative advocacy pilot 
projects designed to expand and improve upon the advocacy offer regionally.  
 
Interviews were undertaken with people using the existing services, their 
family, service providers and health and social care professionals. The 
providers of new advocacy projects were also interviewed. The existing 
services consist of Life Planning, Life Planning Plus, transition and bridging 
support services and Independent Supporters. The new advocacy projects each 
focus on a different aspect of advocacy where support could be enhanced or 
improved. Citizen Checkers provide peer advocacy and will also be running a 
training course for other people to learn to be a peer advocate. Swan are 
supporting people to prepare, participate in and follow up actions from Care 
and Treatment Reviews. Pohwer are commissioning training for advocates to 
improve their cultural competency and Barnardo’s are providing independent 
advocacy to young people throughout their hospital stay.  
 
All of the existing services were successful in supporting people with learning 
disabilities and autistic people to leave hospital and to achieve a better quality 
of life in the community. In order to provide a person centred and 
individualised service to people leaving hospital it is important to have a 
variety of different options available which the current options represent, 
however there is scope to expand and/or build upon them. These services are 
largely driven by strong values and we identified the minimum standard of 
underpinning values and approaches that should be part of any type of service 
supporting people to leave hospital: 

• Compassion 
• Holding the individual in positive regard 
• Building relationships and connection 
• Person centred working 
• Adherence to the social model of disability 
• Taking a trauma informed approach (including with individual’s family) 
• Taking a neurodiverse approach 
• Taking a peer or user led approach  
However, significant barriers remain in the health and social care system 
which limit or hinder the process of implementing these approaches.
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Established Services 
 
This first section details Life Planning and other types of service that have been 
operational for a while.  
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Life Planning  
 
Life Planning is one type of person-centred planning for people in mental 
health in-patient settings focussing on their hopes and dreams for the future 
outside of hospital, including where they will live, what they will do with their 
time and the support they need. The term ‘Life Plan’ and the Life Planning 
process originated in the South West from the work of Sam Sly Ltd, however 
other organisations have begun to use the term to describe similar processes 
for supporting people to achieve a good life. There may be a number of 
individuals or organisations in the South West of England who use a Life 
Planning process but who do not describe what they do as Life Planning. We 
spoke to two organisations, both share the same objective, i.e., to plan a good 
life for people outside of hospital but take a slightly different approach.   
 
I’m Out of Here_________________________________________________ 
I’m Out of Here’s values and principles are taken from the ‘Seven Keys to 
Citizenship’ and the Human Rights Framework. The seven keys are seen as a 
method of achieving real citizenship and include freedom, purpose, money, 
home, help, life and love.   
 
Prior to holding the Life Planning meeting, I’m Out of Here will work with the 
individual and their family (if it is appropriate) to prepare. They will discuss 
what the meeting will cover, how to make it a comfortable and enjoyable 
process and what to avoid talking about. The individual and their family will be 
encouraged to bring photographs from throughout their life to tell people at 
the meeting about themselves as an individual with life experiences and 
relationships, not just someone who is a patient or service user.  
 
I’m Out of Here will facilitate a Life Planning meeting(s) in person or via video 
call to hear the individual’s story and agree the plan. One person told us their 
family member had a meeting over two days. The individual is encouraged to 
invite people who know them well and who can help them achieve their plan 
to move. Sometimes people in the individual’s life will tell I’m Out of Here staff 
that they won’t be able to tolerate attending a meeting, however this is likely 
based on their experience of meetings which have a less positive focus than a 
Life Planning meeting. In fact, people who have had a Life Plan report enjoying 
hearing positive things shared about them and having their family with them to 
share in the experience. Professionals are asked not to bring reports to the 
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meeting, but to come and listen. They often report having learnt things about 
the individual that they didn’t know and seeing them in a new light.  
 
A creative approach can be taken in the Life Planning meeting. We heard about 
a meeting involving hymns that the individual loved and another meeting 
where the family had a meal together in the middle as they hadn’t had the 
chance to do so for a long time.  
 
After the Life Planning meeting the Life Plan will be written up with an easy-to-
understand version if needed. An abridged version can be created for the 
individual if for example, they don’t want to read about their life story. Actions 
are ascribed to people in the individual’s life who can make things happen as 
I’m Out of Here are primarily facilitators of the Life Plan and they are keen not 
to be the key factor in making it happen. As an independent audit found 
(Martel and Rooke 2019) there are barriers in the health and social care system 
to making these actions happen. To address this, I’m Out of Here now require 
commissioners to sign a ‘Memoranda of Understanding’ which covers 
addressing any barriers to completing the Life Plan, ensuring actions are 
monitored, ensuring that commissioners are aware of how a Life Plan can be 
used and that learning from the process is shared. Some commissioners in the 
South West use life plans as a key part of their tendering process.  
 
 
Nic Crosby______________________________________________________  
Nic’s approach to Life Planning is based on article 19 of the United Nations 
Convention on the Rights of Persons with Disabilities (UNCRPD), which sets out 
the right to live independently and to be included in the community. Nic takes 
a trauma informed approach to Life Planning, acknowledging the impact of 
being in an institution where a person’s freedom is restricted, and they are far 
from familiar people and places. Nic sees early life trauma and traumatic 
experiences as factors common in the lives of people who end up living in 
institutions.  
 
Nic conducts a series of meetings to get to know the individual and determine 
what they want in their life plan. There is no set number of meetings and 
meetings last only as long as the individual wants them to. Nic also meets with 
people who know the individual well and who can contribute meaningfully to 
the life plan. After initial face to face meetings, Nic will then conduct meetings 
online until sufficient information is gathered. It will take him approximately 
four days to gather the information and produce a life plan.  
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Nic aims to work creatively in response to individual’s preferences and he 
continues to develop his Life Planning method as he devises new approaches 
to working with people. For example, for one individual for whom it was 
important to be heard, he sent an easy-to-read letter after each meeting 
detailing what they had discussed.  For people who struggle with the 
uncertainty of long-term plans, he has used a graphic tablet to draw a road 
map with a long term goal at the end of the road and steps toward it that the 
individual can achieve along the way. These steps can contribute to part of an 
action plan and help people to manage the vagueness of a goal in the distant 
future.  
 
The Life Plan is usually around 15 – 20 pages long. The aim of the Life Plan is to 
advocate for and represent the individual alongside other paperwork produced 
as part of their discharge. Once the life plan is produced any actions are made 
clear to the individuals’ social worker, care coordinator and commissioner. Nic 
is not routinely involved in monitoring or ensuring that the actions are carried 
out.  
 
Perspectives on Life Planning________________________________________ 
For this evaluation we sought the views of people who had a Life Plan, those 
close to them, Life Planning facilitators and some professionals who had been 
involved in the process, for example care managers who had been invited to 
take part. It was a considerable challenge to get permission to talk to people 
who had received a Life Plan and there were instances where it appeared 
professionals were gatekeeping access to individuals. Concerns were expressed 
regarding if individuals could consent to talk to us. We frequently received no 
response from those we had been told would be willing to support us to make 
contact with people. We were given contact details for support provider 
managers or social workers of people who had had Life Plans and received no 
response despite multiple attempts to contact them. Life Planners told us 
about different reasons why they were told they could not meet with hospital 
patients online, such as equipment not working or the wrong person being on 
shift, despite much of hospital business being conducted via online meetings 
over the previous two years.  
 
Benefits of a non standardised approach______________________________ 
As already mentioned above, we spoke to the two facilitators of Life Planning 
in the South West of England who take different approaches to building a Life 
Plan. I’m Out of Here’s website details nine Life Planning facilitators and Nic 
Crosby operates alone.  
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There isn’t a standardised approach to Life Planning which could be seen as a 
potential benefit, allowing for the flexibility to respond to each person’s 
differences and to take a creative approach. A wider availability of Life 
Planning organisations and facilitators in the South West could build upon this 
and would allow Life Planning practices to be developed and improved. 
Standardising the Life Planning process or Life Plans may risk this approach 
becoming formulaic and less person centred.  
 
However, without consensus about core values for Life Planning there is a lack 
of clarity about what a good standard of Life Planning looks like and what a 
good quality Life Plan document looks like. One Transforming Care Programme 
Lead told us that they had been given very long and detailed Life Plans in the 
past which did not represent the person, did not have clear actions and were 
difficult to use. They said that a Life Plan which is concise, has clear sections 
and actions is useful for commissioning the appropriate service and is more 
effective than one with too much information.    
 
In respect of the values that influence a Life Planner’s practice, the Seven Keys 
to Citizenship and Article 19 of the UNCRPD both encompass the principles of 
the social model of disability and a person-centred approach. Both also provide 
a framework for building a good life outside of hospital however it could be 
argued that the UNCRPD takes a stronger stance being an international treaty 
based on the human rights of disabled people. Ultimately, the set of principles 
guiding the Life Planning process, or the practices involved in creating a Life 
Plan are not as important as ensuring that core values such as the social model 
of disability, person centred working and the citizenship and human rights of 
disabled people are put into practice.  
 
Choosing to have a Life Plan________________________________________  
Life Planning is an approach that is not particularly well known amongst 
professionals and individuals with learning disabilities and autistic people. 
Without adequate information about the purpose of a Life Plan, the decision to 
have one is often taken out of people’s hands. We heard about people being 
informed about the Life Planning process and being given a choice to take part 
and we were also told about Life Plan referrals made without an individual’s 
knowledge or consent. We heard that this can lead to people refusing to 
attend the Life Planning meetings that have been arranged for them because 
they don’t understand the process and control over it has been taken away 
from them. One individual said, “It was my health care coordinator’s idea (to 
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have a Life Plan) and the commissioners above them in charge of the health 
authority service department who fund me”. We also heard that a Life 
Planning meeting was arranged for an individual and his family who were both 
strongly opposed to moving out of hospital due to repeated traumatic 
experiences regarding hospital moves.  
 
Valuing the process________________________________________________  
Most people we spoke to told us they valued the process of Life Planning, and 
they appreciated the Life Planning meetings. A care manager told us “I really 
value the opportunity to be part of a Life Plan meeting as I don’t get the 
chance to spend a whole day with the people I support at any other time”.  
An individual who had a Life Plan told us it was, “very useful and helpful” and 
that the people at their Life Planning meeting, “want everything going right for 
me in the community for the rest of my life”. A family member told us that the 
Life Planning process was useful in helping them reflect, “it’s really important 
for me to be reflective so I’m not pushing for something that isn’t good for 
(name). It’s good to question whether I’m doing the right thing for (name) 
because I’m the only person that can”. A service that regularly works with I’m 
Out of Here told us, “they are not afraid to challenge and they know that is 
needed from the hospital, from the family and the services outside the 
hospital”. 
 
Timing__________________________________________________________ 
The timing and appropriateness of undertaking a Life Plan is an important 
consideration, which should consider individuals’ mental state, and how 
recently they were admitted to hospital. We were told about an individual who 
had a Life Plan meeting shortly after admission with the aim of reducing their 
length of stay. However, this individual was extremely emotionally distressed 
and made an attempt to end their life on the day following the Life Planning 
meeting. Although there was no suggestion that there was a link between the 
two, a priority at this time should have been ensuring this person’s safety and 
reducing their distress so they had the clarity to make plans for the future.  
 
Using the Life Plan______________________________________________ 
We were told that a completed Life Plan can be a useful tool for prospective 
support providers so they can decide if they can support an individual moving 
on from hospital. However, it is vital that the information is up to date and 
relevant. One care manager said they had seen a Life Plan with information 
that was no longer relevant about an individual’s self-harming behaviour, and 
this deterred potential service providers. A couple of professionals told us they 
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were uncertain about who was responsible to keep the Life Plan up to date. 
Both of the Life Planners in the South West are not commissioned to action the 
Life Plan and reported the responsibility of doing so is passed to Social 
Workers, Care Coordinators, Commissioners or others. We have heard from 
people that actioning Life Plans can be patchy especially where it is unclear 
who is accountable for which actions. 
 
A ‘blanket approach’_______________________________________________  
A common theme we identified is that there appears to be a ‘blanket 
approach’ being taken to the application of Life Planning. For example, Life 
Plans are often arranged for people without their understanding or agreement, 
when they don’t want one or at an inappropriate time for them. A family 
member said, “He’s finally living the life he wants to live, and we keep having 
to have Life Planning meetings and discharge meetings and community 
placement ideas about what might suit him. It’s like here we go again, we’re 
back battling again. It’s all being viewed from a neurotypical perspective. It’s 
being viewed from a Winterbourne policy perspective; it’s being viewed from a 
cost saving perspective and nobody is really asking him “what do you want?”. 
We know what he wants, he wants to stay where he is, and he can’t”. 
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Case Study: Noah 
Before  
At age 19 when his schooling ended, Noah moved to a residential placement near his 
family. The move was not managed in a way that minimised Noah’s anxiety and the 
placement did not meet his needs, so he expressed himself in the only way he knew how, 
which was through his behaviour. He was then quickly moved to another placement, but 
after a short time there he was abused by another service user. The response to this was 
another emergency move, which Noah found traumatic. This service could not cope with 
Noah expressing his distress with violent behaviour. He was then moved to another service 
where staff were skilled and supportive of him, and he eventually became settled. After 
some years, a few staffing changes unsettled Noah and his behaviour became aggressive 
again. The service did not receive help to manage this and after a particularly difficult time 
when he destroyed his home, he was arrested and taken to a secure hospital. After a few 
weeks he was moved to another secure hospital, and then again to a specialist autism 
hospital. He was moved again to another hospital and his family believe this was due to a 
push to move people on from hospital after a certain amount of time. He has been in his 
current hospital for 9 years and appears to be settled and thriving. Noah has been in 8 
different placements since leaving school. The trauma of his experiences has resulted in him 
refusing to get in a car or take any Section 17 leave because he does not trust that he will 
be brought back. Noah becomes extremely distressed at any mention of discharge or 
leaving hospital.  
 
Life Planning Involvement  
As Noah had been in his current placement for a number of years, he was required to have 
a Life Plan to make arrangements for his discharge. Noah was not involved in the Life 
Planning discussions as it was felt by his family and hospital staff that it would be too 
distressing for him. Those who knew Noah well met on two occasions with a Life Planning 
facilitator. Everyone was in agreement that Noah had clearly expressed with his words and 
his behaviour that he did not want to leave the hospital. A family member reported that 
Noah will say “I want to stay here. I’m not going anywhere” and then become very agitated 
and say, “I’m not going anywhere, am I?” repeatedly.  
 
Outcome 
During the Life Planning meetings small and realistic goals were created to be achieved over 
years, rather than weeks or months. For example, one goal involved supporting Noah to be 
comfortable close to a car. His family feel that the Life Planning process has been helpful in 
enabling them and his hospital staff team to reflect on goals that Noah may be able to 
achieve within a long timescale. Noah currently remains in hospital and his Life Plan states 
that discharge is a long-term goal.  
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Case Study: Mary  
Before 
“I ended up in hospital because I was on a Community Treatment Order and breached my 
conditions by not sticking to them, plus my mental health had begun to deteriorate in the 
community. When I went back to the community, I ran away and didn’t want to stay in 
my previous flat when it wasn’t working for me. So, hospital was the safest place for me 
to return”. Mary was in hospital for 5 years.  
 
Life Planning Involvement  
“It was my health care coordinator’s idea for me to have a Life Plan and the 
commissioners above them in charge of the health authority who fund me. I had a Life 
Plan to make sure we got the best place and situation for me so that I stay out of hospital 
hopefully all my life now, with no risk of going back. I didn’t meet the Life Planner before 
the meeting, but they introduced themselves to me first. I had the Life Planning meeting 
with my care coordinator and hospital staff team, and the Life Planner. It was very useful 
and helpful as we all wanted everything going right for me in the community for the rest 
of my life”. 
 
Outcome  
“The Life Plan helped me to leave hospital, but it was nearly 3 years later due to Covid 
and travel restrictions. There weren’t any suitable services that could keep me safe in the 
community, then Covid 19 took over. My mental health deteriorated, and my responsible 
clinician and funding team needed to see me safe and well enough before I left hospital. 
The Life Plan helped to get me my very own place with no one else living with me and my 
very own staff team. I have a proper mixture of males and females on my care team 
instead of starting with a nearly all female team. (My Life Plan) also made sure that I don’t 
have lots of changes like being introduced to new staff on a regular basis. I’m understood 
well by my team because of the Life Plan. They have full restraint training for their safety 
and mine. My team allow me to have any choices to my full capacity level to make them 
and only make choices for me where I lack capacity to so do myself. There’s only one 
thing from my Life Plan that didn’t happen and that is having a room with just a sofa in 
and nothing else in case I get very anxious or cross and need a place to calm and not 
break anything. Since having the Life Plan everything is very good. It’s made my service 
really work well and made me feel fully comfy with it and calm. I enjoy my life, living the 
best quality of life I can”.  
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A good standard of Life Planning_____________________________________ 
 
A good standard of Life Planning needs to be considered in three parts; Life 
Planner skills, the Life Planning process and the Life Plan itself.  
 
Life Planner skills/knowledge and abilities 
The core skills that we have been told people value in a Life Planner are: 
 

• Tenacity 
• Friendliness and the ability to get on with everyone who may be part of 

the Life Planning process e.g. professionals, family members, hospital 
staff, the individual  

• Passion and a commitment to being person centred  
• The ability to see people’s positive qualities and celebrate them 
• Adaptable and flexible 
• Creativity  
• An understanding of the impact of trauma and the ability to work 

sensitively with traumatised people and their families 
• A commitment to person centredness  
• Braveness and courage to challenge people in the system 
• Knowledge of the hospital and health and social care systems  

 
The Life Planning process 
Life Planning is a process which is designed to truly represent the individual as 
a counterpoint to the medicalised, deficit-oriented information produced as 
part of their hospital stay. The process of producing a Life Plan should be 
enjoyable, rewarding, and leave the individual feeling positive about 
themselves. It should be flexible and responsive to the individual. For some 
people having a one or two day meeting with everyone who can help to make 
changes in their life in attendance will be preferable. Others may prefer a more 
low-key approach with smaller, brief meetings over time or there may be an 
alternative approach that suits them better. Being truly person-centred means 
that a range of possibilities for conducting a Life Plan should be available to 
people, rather than brokering a ‘best practice’ model. The process of producing 
a Life Plan should give power back to the individual and enable them to take 
control in whatever way makes sense for them.  
 
The Life Plan  
A Life Plan should tell you who the person is, what is good about them and 
what people like about them. A Life Plan should not be about diagnoses, 
tendencies, conditions or labels. Reading a Life Plan should give you an idea of 
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what motivates someone and makes life good for them. It should make the 
reader want to spend time with them. It should be a document they have 
agreed and had a part in producing. If people find some aspects of life 
challenging and need help to keep themselves and others safe, the Life Plan 
should sensitively acknowledge the emotions and/or traumatic experiences 
that drive their behaviour, rather than focus just on the behaviour.  
 
To be a useful document, the Life Plan needs to be accessible and concise. It 
should be used alongside other documentation, and not in isolation for 
discharge planning. There should be clear sections which a service provider can 
use to put together a plan of support.  
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How well does Life Planning get people out of hospital? 
 

 

 
 
 
 
 
 
 
 

 
 
 
 
 
 

What do they do well? 
 

• The current Life Planners have a strong value base 
• Life Planning can put power back into the hands of 

the individual 
• The Life Planning process can be positive and 

rewarding for individuals, their families and staff 
• A Life Plan can represent the individual in a positive 

way 
• Life Plans are useful tools for commissioners and 

service providers 
• A Life Planning day can be an opportunity for 

professionals to see the individual in a different light 
and for the individual to see everyone who is 
supporting them to get a better life 

• Different styles of Life Planning facilitate people to 
work in a way that suits the individual best 

• Life plans can be used to develop creative approaches 
that are person centred 

• Life Plans can give clear instructions for creating a 
good life for a person out of hospital  

• Life Planning has helped people to move on to have a 
good life in the community  

 
 
 
 
 

 
 
 

What could be better? 
 

• There could be more Life Planners who develop their own 
approaches to Life Planning 

• Life Planners do not have a role in making the Life plans 
happen. Responsibility for actioning the Life Plan needs 
to be clear and overseen  

• Not all Life Plans are produced with clear actions 
• Not all Life Plans are accessible and concise 
• Individuals need to know more about Life Planning so 

they can make an informed choice about having one  
• Hospital staff need to know more about Life Planning so 

they value the process and can support people to take 
part 

• Developing a core set of values for Life Planning would 
help to ensure a good standard is always achieved.  

• It appears that Life Planning can be applied with a 
‘blanket approach’ and a neurotypical perspective, which 
takes away people’s choice and control. The 
appropriateness of having a Life Plan should be 
considered on a case by case basis taking into account 
timing, the individuals emotional state, the most 
appropriate approach and any other relevant factors  
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Life Planning Plus 
 

Life Planning Plus extends the Life Planning process to include brokerage and 
implementation of the Life Planning goals. It is essentially creating a Life Plan 
and then making it happen. In the South West of England it was hard to find 
anyone other than LivesthroughFriends and their associates employing this 
approach. Therefore, the evaluation centres around the work they do. A 
systems-based evaluation of Life Planning Plus was undertaken by Vanguard 
(see appendix A) focussing on the barriers in the health and social care systems 
which frustrate the Life Planning Plus process. The term Life Planning Plus is not 
widely used, so some many call the approach described here simply Life 
Planning. 
 
LivesthroughFriends______________________________________________ 
 
LivesthroughFriends works from the basis that what matters to the people they 
are supporting is the same as what matters to everyone else. They describe this 
as love, relationships, not being poor, having a contribution to make, being 
respected by others in a genuine way, having a home of your own and feeling 
safe and secure. Their approach involves assessing and developing a plan for 
the best future for the individual based on what they and the people who love 
them can imagine for them. With the best life for someone in mind, they ask 
the question “How can we set out to get there?” and the answers to this 
question form the basis for the plan. They spend time with the individual, 
listening, learning and getting to understand who they are and what they could 
be in order to develop the plan. They say that they “get to know people by 
falling in love with them” and by “finding out how to enjoy being with them”. 
Prior to the pandemic, they would do this by visiting the person in hospital and 
going out with them to do activities. As LivesthroughFriends focusses on the 
importance of genuine, caring relationships in people’s lives they feel it is 
essential that those they support have people who care about them, and if they 
don’t, they aim to change this for them through their plan.  
 
LivesthroughFriends will bring in clinicians and/or behavioural specialists such 
as Studio 3 to develop plans for supporting people when they are distressed. 
Their belief is that the majority of people’s behaviour is created by the ‘system’ 
they have been in and by a neurotypical treatment of that behaviour. They feel 
that people are often wrongly labelled with behaviour or personality disorders 
when their behaviour is in fact a result of sensory or other issues related to 
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autism. The reduction of stress in the individual and amongst the staff 
supporting them is central to the Low Arousal approach they favour. These 
beliefs influence their approach to supporting people with the trauma of 
having been part of the ‘system’ and taking an autism informed perspective. 
 
What differentiates Life Planning Plus from Life Planning is that 
‘LivesthroughFriends’ ensure that the plan they make for someone is 
implemented and they provide guidelines on how to implement, sustain and 
develop the plan. They essentially work as an independent commissioner 
alongside the statutory services appointing a suitable service provider then 
providing training, support and guidance to the staff team. They develop 
guidelines for support staff about how to be with someone and about how 
their quality of life can be enhanced. The plan and guidelines don’t just rely on 
the support provider but recognises the support that the individual’s family and 
community members offer as well. They also ask the provider to work closely 
with the individual’s family and the local community to build up relationships 
and connections with local people. Once a provider is in place, 
LivesthroughFriends works with them until they are confident and fully 
equipped to deliver the plan. This approach is agreed with commissioners in 
the first year of their costs, and then it is revisited in conversations about 
whether it needs to continue.  
 
Challenges of Life Planning Plus______________________________________ 
 
LivesthroughFriends described facing some challenges in their work which 
relate to navigating the health and social care systems which the people they 
support rely on. A few of the key challenges centre on: 

• The view that a service or placement is the only solution to an 
individual’s needs, not taking into account the relational benefits 
provided by loved ones, friends and communities. 

• Debates between health and local authorities about who should pay for 
a service.  

• A focus on cost rather than value, meaning early intervention and 
preventative approaches are neglected.  

• Centralised and financial control focused decision-making. 
• Lack of commitment to the Transforming Lives agenda 

 
The report from Vanguard also identified the following systems-based 
challenges (see appendix A for further detail): 
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• Difference of opinion (to LivesthroughFriends) about what constitutes a 
good life. For some commissioners a good life is simply not being in 
hospital.  

• Reconciling the person centred, bespoke approach of Life Planning Plus 
with the process driven world of the Local Authorities and NHS who fund 
them. For example, block purchasing of providers and standardised 
procurement. 

• Decisions being made for people, thereby reducing their agency. 
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Case Study: Michelle 
Before  
Michelle had been in a number of Assessment and Treatment Units (ATU) over a 
period of more than ten years. In two of those units, she was the victim of physical 
and emotional abuse at the hands of staff. A service at a new ATU close to her 
family was set up to meet her specific needs but after 18 months of living there, 
plans were started for her to move to a home in the community.  
 
LivesthroughFriends Involvement  
LivesthroughFriends were approached to put together a plan with Michelle to 
move on from hospital and create a better life. Due to Covid, they were unable to 
follow their usual plan and spend time alongside Michelle getting to know her 
first. A provider was appointed who could work in the ATU alongside Michelle, get 
to know her and build up a plan that way. LivesthroughFriends provided first stage 
training for the provider and intended to continue supporting them outside of the 
hospital. However, due to section 117 aftercare rules (where a local authority and 
CCG provide care after leaving hospital for people who have been detained under 
the Mental Health Act) the local authority would not agree to continue with the 
support provider already appointed, therefore LivesthroughFriends involvement 
stopped.  
 
Due to the traumatic experiences Michelle had, after being outside of hospital for 
a while, she became very distressed and community services could not give her 
the support she needed, so LivesthroughFriends were asked to be involved again. 
 
Outcome 
Housing was found and adapted for Michelle, and LivesthroughFriends worked 
with their chosen provider to help her be part of the community. Staff were 
trained in the local village hall and the team spoke to neighbours about her and let 
them know that she was going to be moving in. Michelle met the local vicar and 
was offered a job with the church cleaning team. When Michelle became 
distressed and expressed this loudly, people in her community didn’t complain but 
knocked on the door and asked if they could help.  
 
Michelle has recently been quite distressed again, which LivesthroughFriends 
anticipated due to her difficult background. They have been brought back in to 
provide more training and support to staff.  
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How well does Life Planning Plus get people out of hospital? 
 

 

 
 
 
 
 
 

 

 
 
 

What do they do well? 
 

• LivesthroughFriends are ambitious on an individual’s 
behalf. They start by aiming to achieve the ‘best’ life 
for them 

• LivesthroughFriends has a strong value base and a 
focus on building connection and a good life through 
genuine relationships 

• A plan is built including support from providers, 
family, friends and the community 

• The Life Planning Plus approach goes beyond building 
a plan and puts in place guidelines for achieving that 
plan  

• Pro-active work is done to make people welcome in 
the area they move into and to foster relationships 
with neighbours 

• Support from LivesthroughFriends continues after the 
life plan is built and the person has moved out of 
hospital, until a time agreed with commissioners  

• People have achieved a good quality of life and been 
accepted into their community with Life Planning Plus  

 
 
 

 
 
 

What could be better? 
 

• Given the amount of involvement from 
LivesthroughFriends and their associates, this approach is 
more expensive than alternatives and is often only 
chosen when cheaper alternatives fail 

• Commissioners need to recognise that a good life for 
people with learning disabilities and autistic people who 
have been in hospital is the same as it is for everyone else 
so that they will be more likely to commission this type of 
approach. A good life is not just about not being in 
hospital 

• Any decisions about whether to have Life Planning Plus 
involvement should be made by the individual with full 
support to understand the process and potential 
outcomes 

• Proper communication and negotiation of funding 
between the NHS and local authorities should happen 
without Life Planning Plus facilitators needing to be 
involved, nor should this hinder the Life Planning Plus 
process 

• Commissioning of services and purchasing of housing 
should be as bespoke and person centred as Life Planning 
Plus 
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Transition and Bridging Support Services 
 
Some services provide support for the transition between hospital and life in the 
community. They work with people for a while in hospital when they are ready to 
move on to make the change between hospital life and life in the community 
easier to manage.  
 
PBS4_____________________________________________________________ 
 
PBS4 is used as a prefix and stands for positive behaviour support for (name of 
person they support), which ensures their teams are taking an individualised 
approach to supporting each person. PBS4 work with individuals who are in 
hospital, those who may be at risk of going into hospital and those with 
breakdowns of their support at home. When working with people in hospital they 
will receive a referral at the point that an individual is considered ready for 
discharge and their approach to supporting them will depend on their 
circumstances. If they have been in hospital for a long time and their transition 
period is likely to be long, they may work alongside an agency to support 
discharges to happen in a timely manner. The agency will provide support to the 
individual in hospital and work under the hospital’s governance before supporting 
them into their new home. Then PBS4 will provide support alongside them in 
their new home, learning how to support the individual before the agency staff 
are phased out. Alternatively, PBS4 will build their own staff team to support the 
individual, work with them in the hospital during the transition period and then 
support them in their new home. These approaches mean that the individual 
does not have a sudden change of support, which could be unsettling for them.  
 
PBS4 get to know someone by spending time with them and by attempting to 
build a rapport with them. They use person centred thinking tools to gather 
information from the individual and people that know them well, so there is some 
similarity in their approach to that of Life Planning. Their clinical staff undertake 
functional behaviour assessments and provide skills training where learning a skill 
can replace behaviours. They also use information from the individual’s Care and 
Treatment Review to inform their plans for supporting people. They take a 
trauma informed approach and presume that anyone they work with is likely to 
have had traumatic experiences which may drive their behaviour.  
 
They attribute the success of their approach to taking their time when working 
with individuals and involving as many people that know them well as possible. 
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They also have regular meetings to ensure that any important actions are 
completed. PBS4 team members told us “We work with the community teams to 
get the environment right, get the home right, ensure people are doing the things 
they love doing and give the people we support choice in their life. As soon as we 
get those things right, we see a reduction in behaviours that challenge, and we 
see that they can be engaged in a lot more things than would ever be apparent 
when their support is not right”. 
 
PBS4 team members told us that one of the challenges they face in enabling a 
successful transition from hospital is getting everyone on the same page so 
hospital and PBS4 staff can work together. They described there being a 
disconnect in how they see the individual’s life progressing and how the hospital 
might see it. They said, “We’re talking about minimising restrictions, encouraging 
engagement and getting out and about, and we’ll often hear ‘no, they can’t do 
that’, ‘they must be contained in the house’, ‘you need very high level 
restrictions’ or ‘you need six foot tall men’”. 
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Case Study: Brian  
Before  
Brian was placed in hospital for an assessment, his parents having been told it 
was the best place to do this. When he was there his behaviours escalated and he 
was sectioned. He ended up with 5:1 staffing, numerous PRN (medication given as 
required) treatments some days, and frequent experience of being held on the 
floor. Prior to hospital admission he had never required restraint and had no prior 
Mental Health diagnosis. Following admission, the severity, duration and 
frequency of these incidents increased to the point that the hospital served 
notice.  He experienced the highest levels of restriction, was kept away from 
other patients and had no access to transport or the community for a period of 
time, until his parents managed through lobbying to get permission for his father 
to take him out. 
 
PBS4 Involvement  
PBS4 worked alongside an agency to get to know Brian. Whilst this was 
happening, a property was found which was adapted to meet his needs. PBS4 and 
LD Network supported Brian to move into his new home.  
 
Outcome 
During the 2.5 years that PBS4 have worked with Brian, the staffing levels have 
been reduced to 3:1 in the day and 2:1 with a sleep in at night. He has had not 
had any floor holds during this time and the use of PRN has been minimised. He 
also has his own vehicle so he can go out wherever he chooses. He has since had 
a bespoke property built for him by the local authority which he moved into a 
year ago. He has coped very well with quite a lot of change and PBS4 are 
confident in supporting him if he goes through a difficult period.  
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WayForward______________________________________________________  
 
WayForward is a Learning Disability Nurse Led adult social care organisation, that 
specialises in supporting people moving out of secure hospital including those 
who have a forensic history and who have been in touch with the criminal justice 
system. We learnt about their approach to supporting people through talking 
with someone they have supported, Paul.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Case Study: Paul  
Before  
Paul had spent around 8 years in 5 different hospitals from the age of 17. He 
described life in hospital as characterised by alarms, shouting, locked doors and 
restrictions on what he could do and when. He was prescribed medication in 
hospital which he states, “keeps him well” and “gave him a second chance”.  
 
WayForward Involvement  
When Paul was ready to plan his discharge, his Care Coordinator introduced him 
to two potential support providers. Paul interviewed them and with the support 
of his primary nurse, decided which provider suited him best. He chose 
WayForward to support him. Over a three-month period, WayForward staff 
worked with Paul in the hospital. He got to meet all the staff who would be 
supporting him, and he went out with them every day. When Paul got the keys to 
his flat, the staff supported him to do day visits there between 8 am and 8pm, 
before returning to the hospital in the evening. He then spent one night at the 
flat with their support, and gradually increased this to 5 nights.  
 
Outcome 
Paul has been living in his flat for 3 months and he describes it as “lovely” living 
there. He states that he has freedom to do things like his own cooking and 
laundry when he pleases. He said “now I can go out every day, do my shopping, 
meet up with people getting support like me. I have two staff with me, they’re 
the same as me we’ve got that in common, we get on really well”.  
“Now I go out and have lunch, do walks and go swimming. That’s the sport I 
come back to; I love it. I wasn’t able to do it in hospital”.   
“There are sixteen people in my team, I know them all and I feel safe with them. 
They help me with day-to-day stuff. Some of them are funny, they make me 
laugh and they’re helpful”. 
“I was happy about leaving hospital, really happy. When they told me on the 
phone I said ‘yeah’ and punched the air. I was very happy and ready to leave”. 
“My mum is pleased for me, and she is pleased with the support I get. I would 
recommend WayForward to other people”. 
“I have plans for the future, to go and see my football team, to enjoy my 
birthday, do volunteering and just enjoy being out and about”. 



 24 

LD Network_______________________________________________________ 
 
LD Network provide specialist support to facilitate discharge for people in 
Assessment and Treatment Units. Their approach is to provide bridging support 
by building a temporary ‘wraparound’ team around the individual until longer 
term support can be provided. They outline their approach in the following 8 
steps: 

Step 1. Get to know each person within the hospital setting and build a picture of 
their past, present and what they want from their future good life.  

Step 2. Work to match each person with members of the LD Network team by 
looking at shared interests, skills and personality characteristics.  

Step 3. Be alongside the person in the hospital setting as part of their ‘inpatient’ 
support team forging a relationship and helping people to make their voice heard 
within the institution.  

Step 4. Provide advice and support to each person and their family, help them 
identify suitable housing and support arrangements using a network of like- 
minded organisations and working with people, families and commissioners to 
broker these.  

Step 5. Help the person to move into their new home and provide all the support 
that is required and for as long as is necessary.  

Step 6. Work with the incoming support provider organisation to allow them time 
for person-centred matching, recruitment, and training processes to ensure that 
everyone involved is the right ‘fit’ for each person.  

Step 7. Gradually reduce the support from LD Network as the incoming support 
provider takes over until everything is established and working well.  

Step 8. Stay around in the background with a team that know each person well – 
ready to support at short notice if there are any issues, providing stability and 
consistency as people establish their new lives in the community.  

(Taken from ‘Building Bridges: The Use of Bridging Support to help people leave ATUs’ by Ashleigh Fox and Chris Watson) 

From using this approach in practice, LD Network have identified a number of key 
factors for success. They feel it is important to provide advocacy for individuals 
and their families, take a trauma informed approach, have a consistent staff 
team, value all staff (support worker and hospital staff) and acknowledge past 
mistakes the sector has made. 
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Case Study: J 
Before  
J was admitted to hospital after reaching a crisis point and no other options for 
support in the community remained. They were placed in a hospital out of 
county and after 1.5 years there, a provider was found who could support J in the 
community but there were issues securing suitable housing. J was segregated 
and received 4:1 support 24 hours a day, but the staff were struggling to cope 
and a move to a medium secure hospital looked likely.  
 
LD Network Involvement  
LD Network were asked to provide a bespoke ‘in-reach’ service to J in order to 
de-escalate the situation in hospital and prepare for a move back to the 
community. They met with J’s team and family to gather information about how 
to support them. They put together a staff team who had the right characteristics 
and experience to work with J. After 4 months, they had developed a relationship 
with J and understood their communication. They realised that J had problems 
with their teeth and that this was a cause for a lot of their behaviour.  
 
Outcome 
The new provider recruited a team based on the work LD Network had done with 
J in hospital. A suitable property was found for J to move into, and LD Network 
worked alongside the provider to support the transition. They supported the 
provider to learn how to work with J and gradually swapped out their team 
members with the provider’s team until they had withdrawn completely.  
 

(Adapted from ‘Crises happen and people can get stuck in the system – LD Network’s bridging support is a potential solution 
by LD Network) 
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How well do transition and bridging services get people out of hospital? 
 

 

 
 
 
 
 
 

 
 
 
 
 

What do they do well? 
 

• Working alongside people in hospital to get to know 
them well 

• Some services work in partnership with each other 
when required 

• All services describe a person-centred approach to 
working with people and matching them with the 
right staff to work with them 

• All services take a step-by-step approach to 
transitioning between old and new staff teams 

• Where they are able to, all services take a gradual and 
steady approach to transitioning between hospital 
and home 

• All services have managed to get to know people and 
find out things that have improved their quality of life, 
for example discovering dental problems as a cause of 
behaviour, reducing restraints and PRN, and doing 
more enjoyable activities.  
    

 
 
 
 

 
 
 

What could be better? 
 

• These services are often only commissioned after 
cheaper alternatives fail  

• Hospital staff need a better understanding of the positive 
risk taking approach that these services might use.  
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Advocacy Options 
 
Independent Supporters_________________________________________ 
 
The Independent Supporters we spoke with have worked with a total of 7 
people. One person was not in hospital when the Independent Supporter 
became involved in their life, but they were engaged to improve the quality of 
the individual’s support and the quality of their life. Out of the other 6 people 
who the Independent Supporters have worked with who were living in 
hospital, 3 have left hospital and 3 have plans to leave hospital, including one 
person in secure services subject to Ministry of Justice restrictions. For 
purposes of transparency, the Independent Supporters are also a trustee, ex-
employee and volunteer at Inclusion Gloucestershire.  
 
The Independent Supporter Role  
 
The Independent Supporter has a unique role which extends beyond the 
traditional advocacy role to a relationship which encompasses many 
professional and social functions.  The Independent Supporter service defines 
an Independent Supporter as ‘a hybrid role made up of elements of many 
different roles including advocate, family member, friend, enabler, facilitator, 
life planner and human rights champion’. This wide-reaching position came 
about in response to work completed by the Challenging Behaviour Foundation 
regarding the type of advocacy required for people in hospitals, secure units or 
who were under a community treatment order. Existing traditional, short term, 
issue focussed advocacy often fell short in making sustained, positive change in 
people’s lives whereas an Independent Supporter’s aim is to find out what a 
good life would look like for that person and then make it a reality.  
 
The role of the Independent Supporter can be summarised as follows: 
 

• Represent the individual’s point of view and best interests 
• Scrutinise and monitor the plans to move the individual back into the 

community and ensure they are highly person centred, tailored to meet 
the needs of the individual and to support (within the resources 
available) positive progression. 

• Gather the individual’s views on particular issues as required  
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• Champion the individual’s rights and maintain a truly independent focus 
on ensuring that the plans are focussed on giving the person a good 
quality of life which is line with Transforming Care policy and guidance   

• Raise and escalate issues as required, including safeguarding concerns 
• Be able to attend meetings and engage with decision making processes 

as required 
• To act as a positive and constructive check and challenge to the delivery 

of discharge plans (in accordance with clinical needs and best interest of 
the individual) 

 
Like all types of advocacy, the Independent Supporter role is to ensure that an 
individual has a voice which is listened to and acted upon so they can have 
control over what is happening in their life. Independent Supporters differ 
from traditional advocacy in a number of ways but one of the key factors is the 
nature of the relationship between the Independent Supporter and the person 
they support. The Independent Supporter has time to build a relationship of 
trust with the person, to learn about what is important to them and what 
would improve their lives. They usually only support 1 or 2 people at a time; 
although one was supporting 4 people when we spoke to them. Recognising 
the importance of relationships, part of the Independent Supporters role is to 
foster relationships and friendships beyond paid support.  
 
The Independent Supporters we spoke with visit the people they support 
roughly once a week, although one person was only visited approximately once 
a month because they live out of county. When the Independent Supporters 
visit people in hospital, they told us they are led by the individual as to 
whether they want to see them and engage with them.  An Independent 
Supporter told us, “It may well be they’re asleep. I wait half an hour and they 
don’t wake up, so I don’t see them. So, then I go and see someone else and 
after we’ve been for a swim and had a pub lunch, it could be 3 or 4 hours.” The 
social aspect of being an Independent Supporter appears to enable them to 
understand the individual from a first-hand perspective, to build trust and to 
identify the crucial details of what would make a good life for them. The 
Independent Supporters we talked with told us they valued the relationship 
with the people they support and when we met one individual, it was clear 
that this was mutual. The relationship is not just a professional, task oriented 
one but a friendship that involves genuine care.  
 
The focus on relationship extends to family members as well. The Independent 
Supporters spoke about the importance of establishing a positive, trusting 
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relationship with people’s families as well as the individual. For some this 
involved taking them to visit their relative and securing funding for them to 
stay in a nearby hotel. One Independent Support described having to win 
round family members who felt that hospital was the most appropriate place 
for their relative to live. “After being in other places that were horrendous 
(they felt) he was looked after well in hospital. It took me 3 years to convince 
them that I didn’t have a problem with him being in hospital but the difference 
was they thought he couldn’t be anywhere better and I did, but we just hadn’t 
found it yet….They are astounded that we now have found something better 
for him.” Another Independent Supporter described acting in proxy for an 
elderly parent who didn’t feel able to deal with professionals anymore but 
trusted him to do so on their behalf.  
 
The Independent Supporters use their knowledge of the people they support, 
and what would make a better life for them, to advocate for their needs in 
multi-disciplinary meetings and Care and Treatment Reviews. All those 
supported by Independent Supporters are individuals who would not be able 
to represent their own views at a meeting, however Independent Supporters 
told us that they were not simply “meeting attenders” and that “every 
question I ask, I’m trying to speak on behalf of the person who isn’t there”. 
Another Independent Supporter told us how they check on the quality of 
people’s day to day care and support. For example, when an individual was 
spending a long time in bed, they challenged staff to encourage and motivate 
him with activities, rather than leave him to stay in bed. Other issues the 
Independent Supporters have addressed in collaboration with those involved 
in the individual’s wraparound support include, involving CQC in an unsuitable 
service, finding out about activities previously enjoyed and ensuring they can 
do them in the hospital setting, ensuring an individual had Covid vaccinations 
when hospital staff said they would not tolerate it, getting an inappropriate 
section lifted, getting someone a mobility car and other adapted equipment, 
and working with failing care providers to improve the quality of the service.  
 
The main purpose of the Independent Supporter role is to get people out of 
hospital. However, some individuals had been in hospital for up to 20 years 
and some families were not always confident that life outside of a hospital 
would be suitable for their relatives. Largely, the individuals were not able to 
express a view about wanting to move out of hospital. One Independent 
Supporter said, “he wasn’t entirely unhappy where he was, and he didn’t have 
the capacity to say I want to stay here, or I want to go somewhere new.” 
However, the Independent Supporters report many improvements in the 
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quality of life of individuals which justify moving people out into the 
community, such as being able to do activities at any time (due to having 
access to their own vehicle), freedom to move about their home as they 
choose, no unjustified restrictions, reduction in negative self-talk, having a 
small, dedicated staff team and having positive relationships with the staff 
team. 
 
Who the Independent Supporters are  
 
The Independent Supporters come from a variety of backgrounds and were 
invited to apply for the positions on the basis of reputation and relevant 
experience.  We found that a common trait or skill among the Independent 
Supporters is the confidence to question and challenge the systems and the 
staff (at all levels) that operate within them. One described their role as being 
“the grit in the oyster”. Some of the Independent Supporters have extensive 
experience of health and social care. Others come from a different background 
but use their ‘lay person’ status to question unfamiliar practices, causing staff 
to reflect on why these practices are happening and if they are indeed 
justified. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 31 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Case Study: Frank 
 
Before  
Frank had been in hospital for almost 10 years. He could not tell people if he was happy 
or unhappy living there, but his family felt it was the best place for him. He had 
previously lived in other settings which were described by family as ‘horrendous’. When 
Frank is distressed, he was assessed to require 6:1 staff support.  
 
Independent Supporters’ involvement  
An Independent Supporter spent 6 months getting to know Frank and looked for 
possible providers who could support him if he moved out of hospital. No providers 
could be found who had the skills and staffing level to provide 6:1 support when needed. 
The Independent Supporter went back to the commissioners who changed his remit 
from getting Frank out of hospital, to improving Frank’s quality of life in hospital until a 
provider could be found.  
 
The Independent Supporter challenged hospital staff to gently push Frank’s boundaries 
and challenge the idea he could only be out of the hospital for thirty minutes at a time. 
Frank enjoyed many activities with his Independent Supporter such as visiting a wildlife 
park, swimming, climbing, going to a pantomime, the cinema, and a beach.  
 
The process of discharging Frank into the community was lengthy, sensitive and complex. 
Effective joint working between all stakeholders was of paramount importance. The 
Independent Supporter was able to act in a brokering and coordinating way to ensure 
commonality of approach between Frank's family commissioners, clinicians, social care and 
the new provider. 
 
A suitable provider was eventually found. Social stories were written to support Frank’s 
understanding of the process of moving on and he drove to visit his new home. He 
became engaged and excited about living outside the hospital and moved out happily 
and willingly.  
 
Outcome 

It took some time for Frank to settle into his new home and to adjust to a new staff 
team. However, he is now happy where he lives. He has the right environment and 
staffing levels which enable him to be safe.  
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Case Study: Karen  
 
Before 
Karen had been in hospital for 20 years, which is most of her adult life. In hospital she was 
not allowed free access to her kitchen due to worries she would injure herself. She was 
sometimes locked in her lounge. Staff said she could not tolerate pictures on the walls, 
and they believed that she would not be safe in the community or live outside the 
hospital. They justified her long stay in hospital and the Independent Supporter believed 
the staff were ‘overprotective and risk adverse’. Karen engaged in very negative self-talk 
which suggested she was unhappy living at the hospital. Her family felt she was safest in 
hospital and could not imagine a better life for her in the community.  
 
Independent Supporter’s Involvement  
An Independent Supporter spent some time getting to know Karen, building her trust, and 
working out what was important to her. Although she was not able to articulate that she 
wanted to move out of the hospital, it was clear from the things she said that she was not 
having a good experience living there.  
 
The Independent Supporter attended weekly MDT meetings and sometimes daily 
transition meetings where she challenged opposition from funders and professionals who 
expressed that they believed the discharge would inevitably fail.  
 
The Independent Supporter visited potential new homes around the country until the 
ideal ‘forever home’ was found. She was involved in interviewing care providers with 
Karen’s family and helped train staff once a suitable team was identified. When the move 
out of hospital happened, the Independent Supporter made sure she had social stories 
about what was happening. She supported Karen to buy new furniture and décor for the 
new house.  
 
Outcome  
The Independent Supporter continues to visit Karen at least once a week and is on call for 
advice and support if required. She continues to monitor all aspects of her care. Her 
family have requested that she is Karen’s legal representative for Deprivation of Liberty 
Safeguards.  
 
We were able to visit Karen in her new home and her happiness was evident from the 
moment we arrived, as was her friendship with her Independent Supporter.  Her house 
was spacious and personalised and it was decorated according to her choice with pictures 
on the wall and fish to look after. The care staff told us that the change in Karen since her 
discharge from hospital was remarkable and described her as “living her best life”.  Her 
negative self-talk has lessened and at times is replaced with positive self-talk.  Support 
staff attribute the changes in Karen to the freedom she now has.  Freedom to move 
around the space in her house as no room is out of bounds or locked, including the 
kitchen. Freedom to be herself without judgement, criticism or restriction. 
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How well do Independent Supporters get people out of hospital? 
 

 

 
 
 
 
 
 

What do they do well? 
 

• They are confident and assertive people who are 
experienced in challenging practices. 

 
• They focus on building a relationship with the 

individual and their family. 
 

• They have the time to establish relationships and 
work out what makes a good life for the individual, 
due to having a smaller than usual caseload.  

 
• They are independent. They are not restricted by 

their professional roles or viewed as a member of 
staff.  

 
• They focus on ensuring the best support for the 

individual, rather than moving them on at any cost. 
 

• Having a close relationship with the individual adds to 
the Independent Supporter’s passion and 
commitment to the role, and helps them to 
understand them as a person, not a service user.  

 
• 3 out of 6 people have moved on from hospital. 

Others are awaiting suitable 
providers/accommodation but have a plan to move 
on. 

 
 
 
 
 

 
• The support carries on after the person has left hospital.  
 
• There is a consistency and continuity of support for all 

issues, i.e., there aren’t different advocates for different 
issues.   

 
• They are a conduit between the family and care staff.  

 
 

What could be better? 
 
 

•   The system of recruitment of Independent Supporters is 
unclear. 

 
• The role requires such flexibility in terms of time, it might 

be difficult for people to sustain this role as well as other 
employment.  
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Advocacy Pilots  
 
The services described in the following sections are pilot projects aimed to 
improve upon the advocacy options available within the region. Most of these 
projects had only just started or were yet to start when this report was 
written, so a full evaluation was not possible.  
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Inpatient Advocacy  
 
Citizen Checkers__________________________________________________  
 
Citizen Checkers are an independent team of quality checkers who evaluate 
services provided to adults with a learning disability. The director is a person 
without a learning disability, the board of directors is made up of both people 
with and without learning disabilities and they employ people with learning 
disabilities as Quality Checkers. Citizen Checkers are delivering two advocacy 
services as part of this project. 
 
Peer Advocacy____________________________________________________  
 
The peer advocacy service aims to address the isolation and anxiety that 
people can experience being in hospital, supports people to know their rights 
and give them a voice. Individuals who have previously been in hospital meet 
with people currently in hospital either online or in person to provide 
companionship and support. In contrast to other people who may meet with 
someone in hospital, the peer advocates don’t meet people to ask questions to 
fulfil a professional agenda.  As peers, they state that there is no power 
dynamic and that “we are not trying to get anything from them, in fact, we are 
trying to give them something”.  By telling people about their lives, the peer 
advocates provide a sense of hope that a good life in the community is 
achievable after being in hospital.  
 
The peer advocates provide advocacy support if asked to, for example they 
were asked to help someone get a TV aerial after not having one for months. 
They approached hospital staff who said they would contact maintenance, but 
after some time of no action they contacted the responsible commissioner, 
and the individual had a new aerial within half an hour. The lack of urgency to 
get such a small thing for this person had made them feel very powerless.  
 
The peer advocates also help people ready for discharge to cope with the 
frustration of waiting for housing or other arrangements to be made so they 
can leave hospital. One of the advocates has taken videos of the area that 
people are due to move to to help them become familiar with the community. 
They have for example, filmed cafe staff at a local café saying, “Hi, we’re 
looking forward to meeting you” and filmed the house they will be moving into 
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whilst work is happening on it. These videos give something that written plans 
for the future cannot give. They provide people with a sense of control being 
able to see what work is going on to prepare for their move and give them 
something concrete and tangible to look forward to. One of the peer advocates 
said, “It give them hope and it gives them a link to the outside world”.  
 
The peer advocates have begun networking with other organisations in the UK 
who are doing similar work and feel that a network of peer advocates would 
be useful. Through this networking they are going to attend another 
organisation’s training on how to manage if traumatic experiences are re-
triggered by working with people in hospital. Citizen Checkers recognises the 
importance of managing and supporting each other to deal with any stress that 
arises from their work.   
 
One challenge the peer advocates have experienced is with hospital staff 
preventing someone from talking to them. They feel that one individual they 
meet with really enjoys their conversations, however they say that the hospital 
doesn’t approve as this individual gets very excited and this ‘gets him into 
trouble’. Rather than support this person to manage their excitement and 
continue doing something they enjoy, they have stopped the meetings which 
Citizen Checkers feel is punitive.  
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Advocacy Options 
 
Peer Advocacy Training___________________________________________  
 
The second project that Citizen Checkers are undertaking is to deliver peer 
advocacy training. The training will be led by current peer advocates who will 
share what they’ve learnt from providing advocacy support to people with 
learning disabilities in hospital. The training is free for 10 people, and it will 
take place for one hour a week over five weeks. It will be delivered to people 
with learning disabilities who have been in hospital and their support workers 
can attend if needed.  
 
To recruit people to this course Citizen Checkers have advertised in a 
magazine, they have contacted all South West based advocacy organisations 
and told people about it at the Inclusion Gloucestershire Your Voice network 
meeting (a South West advocacy network). Their intention is to run the course 
in July. They recognise that it is a niche group of people who are eligible for the 
training and it is possible that some people who have been in hospital would 
not want to revisit those experiences. This project relies on people who have 
been in hospital wanting to work and to use their experience as part of their 
job. They also recognise that people may not want to attend the course if they 
have to pay for their support workers time themselves, so they are considering 
whether they may be able to subsidise this.  
 
As with their other project, this training benefits from being peer led, which 
they feel very strongly about. If this course was run by anyone other than 
people with learning disabilities, it would risk replicating the top down power 
imbalance that they are trying to address and would be “part of the problem, 
not part of the solution”.  
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Care and Treatment Reviews 
  
Swan’s (South West Advocacy Network) project focusses on improving 
advocacy support for people eligible to have a Care and Treatment Review 
(CTR), and on following up the CTR recommendations. Swan is an independent 
advocacy charity in the South West of England providing statutory and 
community advocacy to a range of people who want support to speak up for 
their rights. For transparency, Swan are members of Inclusion 
Gloucestershire’s Your Voice network (a South West advocacy network).  
 
Swan’s project is still in the early stages, having just recruited to backfill the 
post of the member of staff leading this project. They have, at the time of our 
interview with them, one referral from a person needing support with a CTR 
and 3 other people on wards in Somerset who would like support following 
having a CTR. This project will provide support to individuals to fully prepare 
for their CTR, support them to challenge any recommendations made in the 
CTR if they don’t agree with them, and to follow up on the agreed 
recommendations to make sure they are actioned.  
 
Swan has extensive experience of CTRs and have highlighted a number of 
points in the process where their project will be able to increase an individual’s 
understanding and involvement and help them to exercise their rights. The 
first point relates to advocacy being a hidden service that staff and individuals 
in hospital don’t know enough about. At the point of admission to hospital, 
people are asked “do you want an advocate?”. Swan feel that asking this 
question so early on in someone’s admission is very likely to be met with a 
negative response. One reason for this being that people are likely to be very 
stressed and disoriented after being sectioned and unable to take on board 
what is being asked of them. Another reason is that the question itself 
presumes that people know what an advocate is, how they can help them and 
why it might be in their interests to have one. In Swan’s experience, hospital 
staff don’t have the understanding of advocacy to expand upon this question 
and therefore when the individual responds “no”, they don’t revisit it at a later 
time. Relying on an ‘opt-in’ system places the onus on hospital staff to sell 
advocacy to the individual, which is a stumbling block. One common 
misconception is that advocates are solicitors who support the tribunal 
process. Swan feel that a leaflet explaining advocacy often isn’t enough and 
that they have significantly more referrals from hospitals where they do a 
drop-in service, than from those where they don’t. 
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The second point where their project will support individual’s involvement is in 
preparation for the CTR. People are often supported by a member of hospital 
staff to fill in the ‘My CTR’ booklet, but Swan feel that unless someone has 
taken time over this activity and knows the individual well, they can give rote 
answers which lack depth. They give the example of someone whose ‘My CTR’ 
booklet stated that they like to watch soaps and it is important to them to do 
so. However, on deeper exploration their advocate discovered that this person 
had no family and no consistent person in their life. The soap operas provided 
them with a consistent connection with people, something which they lacked 
in their life, and missing out on this or watching someone in the soap die 
caused them great distress. So, watching soaps was more than a hobby, but a 
vital part of their wellbeing and demonstrated a need for connection in his life. 
This project will allow Swan to spend time getting to know the individual well 
enough so they can put this across to the panel at the CTR. They can use 
creative methods, particularly with people who don’t communicate with 
words, like Talking Mats or showing people You Tube videos.  
 
The third point where the project intends to have an impact is on how CTRs 
take place. Swan have experience of CTRs being arranged at unsuitable times 
for the individual and of receiving referrals to support someone with only 2 
days’ notice, which is not enough time to get to know someone and prepare 
adequately. As well as potentially impacting on the time and notice given, by 
having a greater presence at CTRs they hope to influence more realistic 
outcomes. Their experience is that there are often significant delays in 
discharge following a CTR due to difficulty recruiting staff teams and finding or 
adapting suitable housing. Thus, recommendations regarding accommodation 
and support are not actionable. This can mean the individual remains in 
hospital for around 6 to 18 months whilst arrangements are made in the 
community. The CTR could address making improvements to quality of life in 
hospital in the interim period whilst waiting for discharge.  
 
The final focus of Swan’s project is to follow up and ensure the CTR 
recommendations are actioned. When recommendations are not followed it 
can have a significant effect on the individual’s trust in the service.  
 
As part of this project Swan are asking the people they support for feedback. 
They initially intend to do this by asking their first referral to keep a diary 
detailing what they think about the work Swan are doing with them. When 
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they have more people to work with, they hope to have group feedback 
discussions with them.  
 
Swan told us about the first person to benefit from their project.  
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Case Study: Edward 
Before  
Edward was on extended section 17 leave from hospital with a deferred 
conditional discharge. Edward has spent most of his life in institutions. He does 
not have family support. The only relative he has any contact with is his sister 
who has care needs of her own. Edward felt anxious about moving on from 
hospital as he been on the ward for over two years including the lock down 
periods. Edward still needs to develop relationships with his community team. 
Edward remains fearful of being recalled to hospital and losing his 
accommodation. 
 
Swan’s Involvement 
Under this project the SWAN advocate has been able to visit him in his 
accommodation and has regular catch-up calls with him. The SWAN advocate is 
fully aware of his concerns and has some understanding of his care and support 
needs. The SWAN advocate keeps in touch with the IMHA on the ward and the 
hospital team.  
 
The SWAN advocate has informed Edward that having a Care and Treatment 
Review would benefit him because an independent panel will be able to check 
how his leave is working for him, find out what is happening with regards to his 
discharge and what is happening with funding etc. They also made him aware of 
his rights regarding the CTR for example, if the recommendations are not 
actioned quickly enough he can request another CTR after 3months. The  
advocate supported Edward to request a CTR at his last multi-disciplinary team 
meeting. They also spoke to the responsible commissioner about ensuring that a 
local team is in place for Edward.  
 
 

Outcome 
Edward had more awareness of his rights and was able to act on these rights to 
ask for things to happen which would enable him to have a successful discharge. 
He was able to understand his situation and take some control of it rather than 
hoping that others were acting in his interests. 
Edward is keen to be an active participant in his forthcoming CTR. 
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Children’s Advocacy 
 

Barnardo’s_______________________________________________________ 
 
Barnardo’s are delivering a project providing an independent advocate for 
young people in the South West throughout their hospital stay in a Children 
and Adolescent Mental Health service (CAMHS) inpatient unit. This advocate 
will meet with the young person and gather their views so that their voice is 
heard in review meetings and for discharge planning meetings.  
In addition, they will establish their rights as a patient to ensure that their 
needs are met in hospital and once they are discharged into the community.  
Their approach will also involve non-instructed advocacy if the young person is 
unable to communicate their needs or if they are too distressed to engage with 
an advocate. The advocate will also support families if required.  
 
At the time of our interview with Barnardo’s they had received and worked 
with one referral. They believed that they would have a large number of 
referrals, however the number of young people in hospital in the South West is 
half what they expected it to be. They have approached a number of 
commissioning groups to obtain potential referrals. One young person declined 
their support, two already have advocates that are supporting them well and a 
professional told them that one person they supported was too distressed to 
have an advocate. To increase the number of people they work with, 
Barnardo’s are exploring options for expanding the scope of the project. 
Possible options are to expand the geographical area they work in, to raise the 
age range up to 25 years, to work in other areas such as London and the 
Midlands and to include young people who aren’t sectioned under the Mental 
Health Act but are on acute hospital wards.  
 
When working with one young person, the advocate experienced a potential 
difficulty as a hospital appointed advocate attended a discharge meeting and 
questioned their involvement. The two advocates resolved this by agreeing to 
support the young person with different issues however, the overlap of 
support could’ve been disruptive especially as the Barnardo’s advocate was 
more focussed on representing the young persons’ voice.  
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Case Study: Joseph   
 
Before 
Joseph was admitted to hospital for not eating. Different professionals disagreed whether 
he had an eating disorder or whether he had a “disorganised pattern of eating” and 
Joseph refused to talk about his reasons for not eating. He was in hospital for a year 
before a tribunal overturned his section, however there were disagreements about the 
type of care package Joseph would need when he moved back home.   
 
Barnardo’s Advocate Involvement  
The advocate became involved after the tribunal had taken place and Joseph’s discharge 
was being planned. They visited him in person and attended online discharge planning 
meetings. The advocate raised with ward staff and at a discharge meeting that Joseph was 
not given adequate notice about meetings he was asked to attend nor was he supported 
to prepare for them, which made him very anxious.   
 
Joseph’s father was very concerned that there wouldn’t be an appropriate care package 
for him when he returned home because professionals couldn’t agree on a course of 
action, and he sent a number of emails attempting to address this. The advocate made 
him aware that he could make a complaint to a senior NHS manager as the issue still 
wasn’t resolved. He approached the Chief Executive, and a care package was agreed at 
the next meeting. 
 
The advocate supported Joseph at his meetings and made sure that his voice was listened 
to. His father noticed that people listened to what his son was saying, so he began 
quoting him in future communication, which made his messages more impactful.  
 
Joseph left hospital and returned home with a package of 24 hour care. The advocate 
contacted the family for feedback about the support they had given him but had no 
response. The advocate felt that the family may have been more inclined to give feedback 
if they had been involved with Joseph for a longer time and earlier on in hospital.  
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BAME Advocacy 
 

Pohwer_____________________________________________________ 
 
This project was initiated to upskill and train the POhWER staff and volunteers 
to improve the advocacy support provided to people in inpatient/residential 
settings who are from BAME backgrounds and have learning disabilities and/or 
Autism. This project was initiated to address the challenge of providing 
culturally competent advocacy to minority ethnic inpatients being treated in 
mental health facilities across the South West region. In the South West region 
they are few in number, but they are dispersed in facilities across the region, 
with no single advocacy organisation providing support in all of those facilities.  
 
Pohwer delivers a range of statutory and non-statutory advocacy services for 
adults with a learning disability, and/or mental health needs in Bristol, Bath 
and Gloucestershire. At the beginning of 2022 Pohwer were also 
commissioned to provide a culturally appropriate advocacy service for people 
from the BAME community in Bristol. They are also driving a new initiative in 
Gloucestershire to work more closely with the community and increase 
volunteers, in particular those who meet protected characteristic criteria in 
relation to the Equality Act. Because of their relevant experience, and their 
footprint in two of the region’s more diverse areas they were invited to 
develop a pilot scheme offering culturally competent advocacy services to 
people with learning disabilities and autistic inpatients from BAME 
communities.  
 
Key considerations in the development of this proposal included the 
fluctuating demand for this specialist advocacy, the diversity of BAME 
communities present across the region, and the wide geographic spread of the 
mental health units in which ethnic minority patients might be placed for 
treatment. To ensure culturally competent advocacy will be available when 
and where it may be required all managers and advocates employed by 
Pohwer in Bristol, Bath and Gloucestershire will benefit from the development 
opportunities offered by the project. Recognising the likelihood that some 
BAME patients with a learning disability or autism will be treated in mental 
health facilities outside of their area, Pohwer will also be offering the training 
to members of other advocacy organisations working across the region.  
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With an emphasis on the development of cultural competence, the 
programme will also promote autism awareness, and build better 
understanding of the history, culture and context of learning disability 
inpatient treatment. 
 
 
Key elements of their competence development programme  
 
Pohwer are currently sourcing specialist training for advocates and volunteers. 
They are seeking to ensure that their training providers either co-produce the 
training in the first instance and/or engage people with lived experience that 
have the ability and competence to deliver the training. Much of the training 
will be face to face, because of the nature of the issues. 
 
The training will comprise:   
 
• Cultural competence training. This will require a commitment of 2/3 days for 

each participant. They also intend to create ‘ambassadors’ who will lead on 
this area of work for POhWER going forward to support sustained 
competence. 

• Trauma informed practice. The training will be CPD accredited and will 
including a further level of trauma training for managers: Trauma informed 
leadership training.  

• Autism and Learning Disability. The training will offer a historical perspective 
on the services people are receiving, explain how services have evolved to 
where they are and the direction they are heading. It will include reference 
to critical incidents, the impact and story of abuse enquiries, reports, and 
legislation changes. A richer understanding and knowledge of this context 
and direction will enable participants to advocate more effectively for people 
being treated within these mental health services; What to look out for, 
critical signs, safeguarding, when should we raise concerns? etc.  

• Personality Disorder training facilitated by an individual with lived experience 
• Management and Leadership training to ensure they can effectively build 

and maintain culturally competent teams. 
 
 
Progress and Timescales  
 
Funding for this project was confirmed at the end of March 2022, and the 
project leadership team were confirmed in position through April.  Project 
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planning is now advanced, although elements of it are still evolving. The 
training commitment for staff, volunteers and their managers will be about 4 
days for each person and for the leadership team it will be about 4 additional 
days. Training dates are now scheduled from July through to December, in 
order to balance this extensive commitment with operational continuity. 
 
The management team leading the project are enthusiastic about the project, 
“They are very excited about the prospect and the impact this will have. It will 
have a positive impact and there has been a very positive response from the 
teams themselves, with everyone feeling like there will be a benefit. The type 
of training and the identified need that has come through this training has 
meant everybody is feeling confident it is the right training. We’re all on 
board”. 
 
Further areas for consideration 
 
It remains unclear how stakeholders, potential referral agencies, and patients 
from BAME groups will be made aware of the opportunity this development 
will offer them. Co-production of information and a referral process may well 
provide the most effective and innovative solutions to the challenge of 
reaching members of this very dispersed and poorly served minority of 
patients. 
 
Project Evaluation 
 
Commissioning of this project took place during the early months of 2022, with 
funding confirmed during March. The timescale for delivery of this project 
therefore falls beyond the timescale of this independent evaluation Project. 
Pohwer submitted an interim evaluation report to Inclusion Gloucestershire in 
April 2022. Pohwer also participated in the development of this report through 
an interview and have responded to both NHSE Advocacy Pilots 
questionnaires. 
 
A final evaluation report will be presented by Pohwer at the end of the project, 
which is anticipated to be the end of December 2022. The evaluation will focus 
on:  
  
• The advocates’ reflections on the difference the training has made to 

their practice, and ability to advocate on behalf of the person  
• The person’s journey - the impact/benefits of advocacy  
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• Feedback from the person supported and the staff in the settings  
• Recommendations/considerations for future commissioning.  
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RESPOND 
 
To add context to this report and because trauma informed approaches are 
key to supporting people in hospital, we spoke to RESPOND who are working 
with families, hospitals and individuals. RESPOND is an organisation 
established in 1991. Their model is based around a trauma-informed response. 
RESPOND believe that in order to bring about long-term change, the wider 
support network has to be in place and agree to become an integral part of the 
therapeutic process. RESPOND have a number of different types of work and 
projects.  
 

Family Carers Group_______________________________________________ 

In the South West of England, RESPOND run a group for family carers who have 
a family member in hospital or who previously had a family member in 
hospital. The group aims to help them to understand the trauma of this 
experience, and what they can do to manage that trauma. They hope that this 
will become a supportive group. They are training the group members to be 
aware of their wellbeing and to have grounding techniques. They feel it’s 
important that the group recognises the risk that they may trigger and 
traumatise each other.  

Hospital Training Programme_______________________________________ 

RESPOND also run a training programme to help hospital providers to 
understand the impact of hospitalisation on the family and to understand that 
what is happening is connected to the trauma.  Due to the trauma parents 
have experienced they are often in a hypervigilant state. Parents can be 
wrongly labelled as difficult when they are actually traumatised. It can be 
difficult for professionals to hear that some of the way they communicate, and 
push families out is another way in which they are traumatising parents again. 
Sometimes professionals start with some defensiveness, but then they see a 
turnaround as they acknowledge the impact of the trauma. 

Transforming Care Project_________________________________________ 

Another project RESPOND is involved in is called the Transforming Care 
Project, but this is not currently operating in the South West of England. This 
work focuses on identifying individuals who have been stuck in hospital for a 
long time, who have experienced huge amounts of trauma. RESPOND said that 
hospital staff are often focused on managing the behaviour, but not thinking 
about what has happened to the individual. RESPOND start working with 
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individuals in hospital. They look at their life story and work closely with the 
family unit. RESPOND will highlight the amount of trauma someone has 
experienced and the individual’s resilience. Some individuals do not have 
healthy relationships with family members but often families have been 
pushed out of the person’s life while they are in hospital. RESPOND work on 
helping to making a connection with the individual’s family. They try to build 
trust with the family and help the family to get back in.  

As part of this project, RESPOND said that they build a trusting circle of three 
staff. One staff member will visit weekly at a designated regular time and will 
engage in an activity which that person likes. The three people take it in turns, 
and there will be a handover between visits. If there is a celebration the three 
people would come together. They are working on helping the person to feel 
that they can trust the social world again, but at the same time professionals 
will be at the meetings. They try and help the wider team to work together and 
see the individual from a trauma-informed viewpoint. RESPOND often help find 
the right provider who will work with them, and they will introduce key 
members of the team. They stick with them for the transition and the trusted 
circle stays with them for 3 months. 

Family Advocacy and Trauma work___________________________________ 

RESPOND has a strong focus on family advocacy. They said that although there 
are a few hospitals where they are engaging effectively with families, this is 
primarily due to the psychiatrist who is taking a proactive approach and 
recognising the importance of the family. Their experience is that 90% of 
hospitals do not effectively work with families.  
 
RESPOND point out to hospital staff how destabilising it is for family to be 
pushed out. They recognise the trauma which the family experiences as they 
see their loved one living in these locked facilities. There are not just physical 
barriers separating family and their loved one, but also barriers of language 
that can be alienating. What they see is that although the individual might 
have an advocate in the hospital, these advocates are very separate from the 
family. Families often don’t have advocacy and they don’t always know how to 
get that. RESPOND said they take on different roles but their reason for being 
is to make sure people notice trauma, and the effects of it on people.  

RESPOND told us how they were involved in supporting Michelle (see Life 
Planning Plus page 52) and her family and were a big part of supporting her to 
get out of hospital. They explained how it was very hard for Michelle’s family 
to be involved and RESPOND had to fight to ensure that they weren’t pushed 
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out. They had one meeting where RESPOND came to support Michelle’s family 
at their request. They were being ‘sold’ that the next placement was going to 
be a community placement, although it was another restrictive unit on a 
hospital site. As the individual was being supported by a local advocacy 
organisation, the hospital would not let the RESPOND representative in the 
meeting because they were not the official advocate. However, they stayed in 
a separate room and Michelle’s parents had frequent breaks and could talk to 
the RESPOND representative.  
 
RESPOND told us how they try to get everyone to think from the same 
perspective and through the same lens. One of the key understandings people 
need to have is that behaviour derived from trauma is an unconscious 
response, which can be compared to the way we might bat a wasp away as a 
survival response without any conscious thought. RESPOND train providers 
around understanding behaviour and provide regular reflective debrief 
sessions for staff. Behaviours might be quite frightening for staff but if they can 
see how this is linked to attachment and trauma, then the relationship they 
build with the individual is key. These sessions help people to see that the 
relationship can reduce an individual’s anxiety and stress.  
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Conclusion   
Existing Projects: Learning regarding underpinning values______________ 

There are a number of key learning points to be taken from the projects that 
are currently operational: Life Planning, Life Planning Plus, Transition and 
Bridging Support Services and Independent Supporters. A thread that runs 
through all these services and which is a fundamental starting point for a 
person-centred approach, is having positive regard for the individual. Each 
describe either how they start with the aim of finding out what they like about 
the individual, or how they have ended up getting to that point. This is 
exemplified by Livesthroughfriends statement that they “get to know someone 
by falling in love with them”. Although this may seem a very obvious and 
simple aim, the importance of working out what is good and likeable about 
someone cannot be understated. An individual’s self-esteem is likely to be 
severely impacted by the circumstances leading to their hospital admission, 
and whilst there they are viewed through a medicalised lens of diagnoses, 
‘behavioural difficulties’ and deficits. It is arguable that everyone who has been 
admitted to hospital should have a service that actively aims to hold them in 
positive regard.  

Following on from this, some of these services place an emphasis on building 
genuine, close rather than professional, relationships with people and/or 
supporting them to make connections and relationships in their communities. 
This wouldn’t be possible without starting from the position that people are 
worth spending time with and finding out what positive traits they have. As we 
have heard from people, it is not unusual for them to have no close 
relationships or family in their lives. The Independent Supporters appear to be 
in the unique position of being able to build and maintain close relationships 
with people over a longer time period than other services and are unhindered 
by restrictive, professional boundaries. 

These services all take a trauma informed approach. Trauma is a key concern 
for services presently, but not without good reason as people with learning 
disabilities and autistic people are more at risk of experiencing traumatic 
events than the general population (Beadle-Brown et al, 2010) and families 
often find hospital admissions traumatic. Traumatic experiences can be the 
cause of behaviours that result in someone ending up in hospital and being in 
hospital is also often experienced as traumatic or retriggering. Starting from a 
position of compassion and recognising that the person you are supporting is 
expressing distress possibly due to trauma, rather than simply having 
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problematic behaviour that needs to be managed, is to take a social model 
approach. Again, this is an important counterpoint to the medicalised view 
people tell us that hospital staff can take. It was only mentioned by one of the 
currently operational services, but it is important to recognise that families 
who are labelled as ‘difficult’, may in fact be traumatised.  

An important point that was touched on by a few people we spoke to, but 
which was missing from most service approaches was taking an explicitly 
neurodiverse approach to supporting people. If a service is genuinely working 
in a person-centred way with neurodiverse people, then this should be 
happening. However, it is important to consider if a service’s approach to 
supporting people is being led by a neurotypical perspective or if an autism 
specific or neurodiverse approach is needed. Typically, we heard about 
neurotypical approaches being applied by those commissioning services or by 
hospitals. For example, blanket approaches to applying Life Planning and 
discharge, diagnosing behaviour as disordered without considering the impact 
of sensory issues or the impact of changes in staffing or planned activities. 
Services can advocate for taking a neurodiverse approach by being explicit 
about doing it, being clear about what it means and why it’s important. 

As a user-led organisation, Inclusion Gloucestershire is keen to promote the 
benefits of a user-led approach particularly as it is underpinned by the social 
model of disability. In their advocacy pilot Citizen Checkers describe how 
crucial a peer-led service is in addressing the power imbalances that people 
with learning disabilities and autistic people face in their everyday lives, but 
which are more apparent in in-patient settings. Hospital admission routinely 
involves restrictions on an individual’s freedom and medicalisation of their 
distress. A service led by people who also have experience of being in hospital, 
who are peers and who don’t have any power or control over you can be part 
of the solution to this imbalance of power. Receiving a service from a peer may 
also positively impact on an individual’s wellbeing by providing a role model 
and a sense of hope for a better future. However, a challenge may be finding 
people who have experience of being an in-patient in a mental health setting 
who feel willing and able to work in this field, given that the likelihood of them 
having experienced trauma.   
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The underpinning values and approaches driving the minimum standard of 
support for people who are hoping to leave hospital and the potential impact 
of this could be summarised as follows: 

 

 

 

 

 
 
 
 
 
 

 

The risk of not having these types of services available to people could be: 
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Behaviour management approach 
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Comparing approaches_____________________________________________ 
Without sufficient quantitative information about the numbers of people that 
each service has directly supported to leave hospital and qualitative 
information about the sustained success of this (for example, no readmission, 
demonstrable quality of life, reduction in medication or holds etc), it is not 
straightforward to compare the ‘success’ of each approach. Each service works 
in slightly different ways, and they tend to face the same barriers and 
frustrations working within a health and social care system which is required to 
limit spending and thus limits the ability to be person centred. However, the 
implementation of the values mentioned above may be a benchmark for the 
minimum standard of a good quality service.  

Life Planning and Life Planning Plus are the most similar type of service and 
both approaches are successful in supporting people to have good lives out of 
hospital, whichever service provider is used. The main point of difference is 
that Life Planners are not commissioned to see the plan to fruition, however 
they are successfully implemented when someone takes responsibility for 
making the plan happen. Life Planning Plus takes an extra step and ensures 
guidelines are in place for actioning the Life Plan for example, support plans to 
help people when they are feeling distressed. They find or provide support or 
training so that staff can follow the support plans and they stay involved in the 
individual’s life until a time agreed with the commissioner.  

Independent Supporters provide a unique opportunity for someone to build a 
close, longer-term relationship with an individual and provide them with 
strong, knowledgeable, independent advocacy and support with any relevant 
issue, both inside and out of hospital. Bridging and transition services provide 
carefully planned, step by step transitions between hospital life and life in the 
community for those who may find the change a challenge.  

Having a variety of services available to people who are moving out of hospital 
that adhere to a standard of good practice as a minimum, means there is the 
potential for an approach that is person centred and fits each person’s 
particular requirements.  

However, barriers remain in the health and social care system which impact on 
which type of service is funded and until these are addressed, changes to 
outcomes for people with learning disabilities and autistic people will be 
limited.  
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