With thanks

For ten years we have faced trauma and heartache at the hands of the system. It is a lonely place,
but our shared bonds with each other have often been uplifting in even the darkest times.

To the people and families whose shared and parallel experiences are captured in this report, and
to those who felt unable to speak - thank you. It is a genuine sadness to us all that so little has
changed to avoid your continued pain.

The bonds we have as families, and our ability to work together to seek change wouldn’t be possible
without the facilitation and support of the Challenging Behaviour Foundation and Mencap over
time. Their compassion, care and backing has been invaluable. With thanks to them for everything,
including their support to develop this report.

Our lives, however harder because of the experiences we have faced, would be so much less rich
without the people who experienced these events first hand: our sons, and daughters, brothers
and sisters, nieces and nephews. We thank them, always, for being the light in the darkness.

For more information.

Challenging behaviour is a largely misunderstood method of communicating a person’s needs,
in lieu of other social, emotional or practical mechanisms to do so.

To find out more visit: www.challengingbehaviour.org.uk
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The Winterbourne View Scandal was exposed on
the 31t May 2011 by BBC Panorama.

Like everyone who tuned in to the programme that night, it was anger, disbelief and disgust that
filled our hearts, and our minds. Each emotion compounded by a dreadful reality; that the people
we were watching were either our own family members, or those who had taken their place behind
those doors.

The story was rightly a recognised scandal, and people and services reacted and responded to what
they had seen. Promises were made at the highest level; in government, where we believed the
power for change would lie.

The promises though, were broken. In the intervening ten years we have seen the government
backtrack from their commitments; witnessed powerful inpatient units grow and thrive; and seen
similar scandals repeated in people’s lives, in people’s homes, and on people’s screens. The issue
remains, and thus, so do we.

Tomorrow still, thousands of people will wake up inappropriately in units, at risk of overmedication
and misuse of restraint, miles from their families and without a plan to leave any time soon. Some
will face neglect, some will be abused, some may never have the opportunity to leave again.

The focus for too long has been on the wrong end of the system, on getting people out rather
than stopping them going in in the first place. Report after report has been written, and ignored.
We remain committed to the promises that others have failed to keep; to close the units, fund
community support, and to safeguard and empower people who simply do not belong behind lock
and key.

We need to stop the damage.

This report will highlight the impact that inpatient units can have on those inappropriately placed
there, and the ongoing trauma they can experience both during and after their stays. We will show
that families are being failed in the same way ten years on, and that it is possible, with a focus on
prevention, to change the landscape, improve outcomes and transform lives.

A note on terminology

Assessment and Treatment Units and other inpatient
units are settings available for people with a learning

‘Our daughter is now in her
own place but it took too long
for this to happen and so many

disability and/or autism to be ‘assessed and/or

treated’ in line with their supposed, or actual,
people are still in a terrible
situation. This has to improve
and the Government needs to
do so much more’

mental health needs. They are registered as
hospitals and most people placed in them

are detained under the Mental Health Act.
Throughout this report, families will refer either
to ‘units’ or to ‘hospitals’ to describe these
settings.
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Why Teq, smiles and empty promises?

“We were told over a cup of tea that she would get the support she needed at
Winterbourne View. Instead the promise of positive outcomes turned out to
be pie in the sky and were broken by a regime of abuse.”

“I attended meetings and had people coming up to me crying about what had
happened to my son or sharing sympathetic smiles from across the room.

Everyone made noises about how much they cared for these issues. These
same officials were unable to meet my eyes when we next met and the
promised targets had not been reached.”

iy

Executive Summary

31 May 2021 marks the ten year anniversary of the exposure of abuse and mistreatment at
Winterbourne View, an Assessment and Treatment (inpatient) unit on the outskirts of Bristol. The
BBC Panorama documentary ‘Undercover Care’ highlighted a regime of physical and psychological
abuse, neglect and mistreatment in a hospital intended to assess and treat some of society’s most
vulnerable. That night, the families of people still at Winterbourne View, and the many others who
had been ‘assessed and treated’ there prior, watched in horror as the reality of their family members’
experiences were exposed.

This collection of family stories has been developed by some of those families. Working with others
who have experienced the system and its failings in the years since, the families highlight the
continuation of issues that were all too familiar ten years ago, and are widespread to this day.

The persistent nature of such issues comes despite the ‘Transforming Care Programme’; a
government-led programme of work to close inpatient hospital beds for people with a learning
disability and/or autism, and to provide appropriate community support in its place. The initial
target for this programme was for people in units to be receiving personalised care and support in
appropriate community settings no later than June 2014. Over the course of the past 10 years, not
one of the targets the government have set for themselves has been achieved.

The current government target is to reduce bed numbers by 50%, by 2024.

This report highlights that the focus on ‘getting people out’ of units, is at the wrong end of the
system. Almost all beds made available through discharge are quickly re-filled by newly or re-
admitted patients, in a failure of the community-based systems that should exist to stop people
going in. This failure only adds to the vast numbers of people being traumatised by the system, as
once someone is in a unit the reality is stark:

® The NHS target is for people to spend no longer than 32 days in adult acute inpatient mental
health settings.? Meanwhile, the average length of stay for people with a learning disability and/or
autism currently in inpatient units is 5.6 years.?

® Too many people in units are hundreds of miles from home.

® At least 102,010 restrictive interventions, such as physical and chemical restraint, segregation
and seclusion have been used on inpatients with a learning disability and/or autism since figures
were first reported in October 2018.“ This is likely to be the tip of the iceberg due to consistently
low levels of reporting by inpatient providers. In February 2021, just 1 of 16 private providers and
31 of 56 NHS providers responded with their data®.

® People in units face a continued risk of abuse and mistreatment.

Tea, smiles and empty promises
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® There is little incentive for local authorities to fund the right community support to prevent people
going into inpatient units, or to release people back to their communities. Whilst in there, under
section, the bill is picked up by health authorities.

® Inpatient services are subject to quality controls by the regulator, but in many of the cases we
have seen, their recent visits have failed to pick up the abusive practices happening in the services
they inspect. Despite changes in the regulatory approach in the ten years since Winterbourne
View, many families still lack confidence in the ability of regulators and commissioners to provide
the necessary oversight and action to keep their loved ones safe.

® The CQC State of Care Report 2019/2020 found that in mental health services, 31% of inpatient
wards for people with a learning disability or autism were either inadequate or required
improvement.®

® Private units are paid extortionate sums for the assessment and treatment of people with a
learning disability and/or autism. The average cost of an inpatient stay was £3,563 per week
in 20157, spiralling to £12,000 in some cases®. There remains little incentive for private units to
discharge people.’

® [ssues with commissioning appropriate housing and support in the community often cause
significant delays and mean people remain stuck.*’

® Even once discharged, the risk of readmission is high; the fragile and failing community-based
systems remain a risk to all those trying to avoid crises.

® People who leave are often deeply traumatised and damaged by their experiences, often needing
more complex support as a result, and putting them at risk of readmission.

Today over 2000 people remain in inpatient units, including more than 200 children.** Significant
numbers of people with a learning disability and/or autism continue to be admitted.

This report further highlights new data that shows the impact of the coronavirus pandemic on people
with a learning disability and/or autism:

Over three quarters (76.4%) of family members and carers said the severity of their loved one’s
challenging behaviour has increased during the COVID-19 pandemic. (34.2% said it has increased
a lot, whilst 42.2% said it has increased a little)*2. This, coupled with a Social Care System already
at breaking point, may mean that more people are at risk of entering inpatient services than ever
before.

The backbone of this report is made up of family stories - real experiences of broken and traumatised
people who faced the system ten years ago, and continue to do so to this day. The case studies they
deliver highlight key themes relating to their own stories, and are echoed in quotes from those who
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have experienced the system in the ten years since. The stories and themes highlighted include:
® Dan’s story , which highlights the risk of becoming institutionalised, for people who enter units,

® _, which highlights the increased vulnerability people have to being abused, or further
abused, after trauma,

® Kayleigh’s story , which highlights the lack of appropriate community support available to
prevent admission/readmission,

® _, which highlights the failure or unwillingness of local authorities to fund
appropriate community support,

® Sam’s story , which highlights the lack of accountability that exists when things go wrong, and

® Leslie Junior’s Story , which highlights the risk of readmission that people face even once
discharged from units.

These stories and themes could be accompanied by many more.

All stories reflect the damage done by inpatient ‘care’. The trauma people and their families face
whilst in units and when they come out of units is huge. Where people have been abused, sustained
injuries, or experienced neglected health, the impact can be lifelong. Where large amounts of anti-
psychotic medications are used to placate people in units, it can take years for people to come off
these often physically damaging drugs. And where people have become institutionalised, it can take
many years and significant support for them to reintegrate into society.

This damage is avoidable. The actions that need to be taken, as highlighted by families, reflect this:

The focus needs to shift to early intervention and preventing admission/readmission, as well as
getting people out.

Appropriate trauma support must be implemented for people who have been in inpatient units,
and their families.
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A story of ten years

Then:

In 2011, BBC Panorama exposed the abuse
scandal at Winterbourne View, and the
service was subsequently closed.

were closed and ¢

2012 2013

2012 for ¢

In 2012, 11 people were
sentenced for their part in
the abuse at Winterbourne
View.

In , the government promised to ‘Transform
Care’, ensuring that Assessment and Treatment Units

In the commitment made in

In , the Transforming
Care target was revised

to
by March
2019.12

2014 2015 2016

In 2015, trials took place of a number of

staff, managers and directors who worked

for Atlas Projects Ltd, which ran a series of
residential care homes used for people leaving
inpatient care. 13 people were convicted of
various charges. For the first time, directors
were prosecuted alongside staff for the abuse or
mistreatment of care home residents.*

In 2019, BBC’s Panorama programme showed scenes of abuse and mistreatment of people
with a learning disability at Whorlton Hall in County Durham - another private hospital for
people with a learning disability and autism. This brought into sharp focus the continued risk to
people in inpatient units, and the lack of progress made, with undercover BBC filming showing
staff intimidating, mocking and restraining patients.!¢

In , ‘Vulnerable patients at
one of England’s largest charity-
run mental health hospitals were

,a
damning report found’ . The same
hospital St Andrews Northampton
had been in the spotlight before as
the subject of a distressing Channel 4
Dispatches programme in 2017.

In , the revised target to
reduce the number of people
in units by 35-50% by March,
was missed.

Data showed the highest usage
of restrictive practices to date

, such
as physical restraint, including

used against children.

In response, the government

simply extended the timescale
by a year... and missed it again.

In 2021, a CQC inspection report into St
John’s House - a private hospital run by Priory
Healthcare set out evidence of “a patient
being dragged across the floor... a patient
being pushed over and the seclusion room
door trapping a patient’s arm and making
contact with a patient’s head when closed”.*®

2020 2021

Continues onto
next page

In 2020, ten workers at the
Cygnet Yew Trees hospital in
Kirby-le-Soken were suspended
amid claims patients were
“dragged, slapped and
kicked”.2

In 2021, at Muckamore Abbey
Hospital in County Antrim,
Northern Ireland: following a police
investigation that began in 2017,
seven people ‘to be charged with
offences including alleged ill-
treatment and wilful neglect of
patients at the unit’ - a reminder
that the issue exists across the UK.?
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The current government target is to reduce bed numbers by 50%, by 2024. All prior
targets the government have set for themselves have been missed, extended, and
missed again...

With the March 2019 target having been missed there has been no clear communication from

government about what strategy they are working to, and no published cross-government plan.

Indeed, all signs seem ominous that the given target will once again fail to be met.

The current situation:

Significant numbers of people continue to be admitted to inpatient units. The tap of admissions
has not been turned off.

22 with a risk of readmission being the reality for all who leave.

Too many people in units are far from home. Being far from home means that the people who
commission these services are even less likely to provide the necessary oversight to ensure that
the expected quality of care is delivered.

People in units Restrictive Admissions
interventions

Continues from
previous page

Restrictive interventions, such as

Since March
2015 when the
government
again made a
commitment to

2% close inpatient

' beds, 9,490
Of all the restrictive practices, people have

= been admitted to

inpatient units.

on inpatients with a learning disability and/or
autism since figures were first reported in October 2018, equivalent
to one restrictive intervention every 12 minutes. This is likely to be
the tip of the iceberg due to consistently low levels of reporting.23

Those in units face a continued risk of abuse and mistreatment.
There is little incentive for local authorities to fund the right community
support to prevent people going into inpatient units, or to release
people back to their communities. Whilst people are in there, under
section, the bill is picked up by health authorities.

Inpatient services are subject to quality controls by the
regulator, but in many of the cases we have seen, their

recent visits have failed to pick-up the abusive practices
happening in the services they inspect.

The abuse at Winterbourne View had been reported to

the CQC in December 2010, but the CQC failed to respond
‘believing that local safeguarding agencies would do so’.
Those being abused in the service were left to be so for 5
further months.?”

that people get the
Despite changes in the regulatory approach in the ten support th.ey ne.ed, \fvhen
years since Winterbourne View, many families still lack they need it. This fails
confidence in the ability of regulators and commissioners to prevent escalating

to provide the necessary oversight and action to keep their
loved ones safe.

The CQC State of Care Report 2019/2020 found that

There remains a lack of
early intervention in the
community to ensure

needs, and puts many
people on the pathway
into units.

inadequate or required improvement.?8

Lack of early
intervention

Private units are paid extortionate sums for the
assessment and treatment of people with a
learning disability and/or autism.

29

30 For a private
unit, every empty bed is more money lost, so
people stay, often for many months and years
without a hope of returning to the people
and places they love most, under the care of
psychiatrists who are employed, and therefore
paid, by the units they work in.

Lack of housing
and support

Issues with commissioning
appropriate housing and
support to meet people’s
needs in the community
often cause significant
delays to release, and can
mean people remain stuck
in units.
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Tea, smiles and empty promises

11



12

The people behind the headlines
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- as told by his mum, Lorretta

Dan has had five admissions,
including Winterbourne View,
between 2010 and present

Dan is now 31 years old, and his
diagnoses include both a learning
disability and autism. His mum,
Lorretta, describes his experience of
inpatient units, the readmissions he
has faced, and the deterioration these
environments have caused to his
health, mental health and wellbeing.

You would think that after

such horrendous treatment at
Winterbourne View, we’d have been
able to look forward to a brighter future. With all the coverage it

gained and the shock waves it sent through the UK that something good would come out of
it. This hasn’t happened.

My son Dan has been permanently damaged through this whole experience of being in

a place where he trusted he would be safe and mended to go back into the community.
Because of this, he has been readmitted three times since - not for a few weeks, but for years
of treatment. He is and has been on medication that has made him worse not better, and
has acquired more mental illnesses as a direct result of this.

Dan’s first encounter with a secure unit was when he was 20. He was sent to be assessed
after taking an overdose; basically, he wanted to come home to live but social services
decided he was high risk to his sister who was still a toddler at the time (not once did he

hurt her). Dan was becoming more aggressive as he tried to communicate his needs - he

was frustrated, highly anxious due to changes happening around him and therefore couldn’t
manage his own behaviours. He was sent to Winterbourne View when it was decided that the
facility he was in was inappropriate.

Tea, smiles and empty promises
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Dan was constantly on the phone trying to tell me what was happening in Winterbourne View.

He told me of patients being held down and tablets being forced in their mouths and water
being poured down their throats to make them swallow, whilst choking. He told me of staff
prompting a reaction from patients, telling them to jump out of windows or telling them to
carry on smacking their heads on windows etc. He remembers being pulled out of bed, hurt in
the showers, and sprayed with water. The list goes on. When I challenged them about what
Dan was saying, I was shrugged off and told he was lying. I never thought it could possibly be
so bad.

Dan came out of Winterbourne in January 2011. He lived in supported living with a good care
provider, but he was so traumatised by his experiences that it was set up for failure. By this
point Dan was scared of showers and was absconding from the property and walking the
streets in his dressing gown. He burnt all his belongings, and was desperately anxious and
distrusting. My son wanted to die.

After a few months Dan was re-admitted to another secure hospital. What followed were a
series of transfers between units, and admissions, before it was finally decided that Dan would
move into his own property close to our home. It was a bad transition and things went from
bad to worse very quickly. Dan took tablets to kill himself, was re-sectioned and sent to a
hospital which is where he is still nearly 1.5 years later.

Dan has had a diagnosis of post-traumatic stress disorder, bipolar, psychosis and has
hallucinations- he wasn’t diagnosed with any of these prior to Winterbourne View, nor did he
show any symptoms. My son is autistic, with a severe learning disability and high anxiety, but
all the other diagnoses are a result of abuse, mistreatment and overmedication. He self-harms
now and has marks all over himself. He has trust issues and will never be as he was before he
was made to leave home.

Because of all we have been through, I have had a breakdown and suffer with anxiety and
depression myself. I have felt suicidal through the guilt of not being able to protect him, and
have felt worthless and pushed out by ‘the professionals’ who don’t value my opinion. The
current hospital is 3.5 hours’ drive away from home, which has limited how much we can visit
Dan. The pandemic on top has made it even harder for us to see him, so he is isolated even
more and safeguarding issues are being investigated even now.

Dan is due to move soon, something that should be a time of happiness for us all,
but we’re terrified of what comes next.

Tea, smiles and empty promises

Risk of being institutionalised

Dan has spent so much of his time before and since Winterbourne View in inpatient units,

that his family report that he now feels safer in hospital than out, and that he shows clear

signs of becoming institutionalised.

If someone becomes institutionalized, they gradually become less able to think and act

independently, because of having lived for a long time under the rules of an institution®:.

For the many people who have spent months and years in inpatient units, becoming

institutionalised is a very real risk, as they can become very entrenched in the routines and

practices of units. Dan is not alone in having changed so fundamentally that he struggles

to cope within ‘free’ society. For many people, the seclusion, segregation, restrictions and

medications enforced on them in inpatient units can lower their self-esteem, and reduce

their life skills until their ability to function in the community is severely impaired.

Leo (whose son, Stephen, was in units 2012-2018)

Jeremy (whose daughter, Beth, was in
units 2012-2015, and 2016-2019)

Beth, in units 2012-2015 and 2016-2019

Tea, smiles and empty promises

15



16

Lynne (whose son, Christopher, was in units 2007-2016)

‘Juliette’ (whose son was in units 2012-2017)

Once someone has become institutionalised, it is very difficult for them to regain what

they have lost. It can take many months, years or even a lifetime for people to feel safe,
comfortable and ‘able’ in their communities. The signs of institutionalisation include: anxiety,
depression, hypervigilance, social withdrawal and aggression - all symptoms that can equally
risk people being returned to units once more.

Tea, smiles and empty promises

Simon was in Winterbourne View from 2010-2011

Simon is now 47 years old, and he has a learning disability. His mum Ann describes the
funding failures that led to his admission to Winterbourne View, and the impact that the
abuse he faced has on him, even now.

Simon’s downward pathway ending in his shocking abuse at Winterbourne View was a
completely unnecessary and avoidable occurrence. Having identified “trigger points” for
Simon’s outbursts of difficult behaviour, the care company had asked for two additional hours
of staff funding. They had been covering the cost themselves, but as a small company were
unable to undertake this as a long-term commitment.

We were forced - indeed we were threatened by forcible removal if we didn’t allow him to
be taken to an Assessment Unit, despite it being 40 minutes away and removed from the
area that Simon had grown up in. His level of fear at unknown places and people must have
been sky high. This unit was the first time that Simon experienced forcible restraint and

we, his parents, were so outraged that we naively thought that the staff would be charged
with assault! We were quickly put straight and told that it was Simon’s fault and we were

Tea, smiles and empty promises
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lucky that it wasn’t him being charged.
So it began.......then another unit, then
ultimately to the horrors that were
Winterbourne View.

By this time Simon was sectioned and
things were totally out of our control
legally. It proved impossible to find a
solicitor with sufficient knowledge of the
system to help and we were advised to
sit it out, indeed we were powerless to
do anything else. Whilst Simon was in
Winterbourne View, his father (my ex-
husband) unexpectedly and tragically
died. We, his family believed that this
was partly due to the stress of his son’s
incarceration.

Simon’s abuse has been well-
documented but of course there will
be much that we are unable to piece
together. Suffice to say that the abuse was both emotional and physical and ultimately wore
Simon down to a point that I no longer recognised the person that he had become. Visits were
difficult; not only was I working but my husband was, at this point, dying of cancer having
been very ill for many years. I was able to take Simon out but not permitted to visit his room
and he was brought downstairs to the family room when I arrived.

The amazing Panorama team provided the catalyst that changed our lives. Now that his
section three had been lifted, we were able to break Simon out from his confinement to
return him to his care home, close by to me, where he had spent so many years. Despite
returning to familiar surroundings, the same staff who had cared for and loved Simon since
he was 18 years old (at this point he was 35) and his own possessions around him, it quickly
became apparent that Simon was broken, and not the same individual that had left two years
previously. Unable to live with his peers, the house was separated to provide Simon with a
small self-contained area. Sadly this didn’t really work either. The happy-go-lucky chap that
had left us had returned as a confused, unhappy and understandably belligerent individual.

A landmark moment for us all occurred when a lovely bungalow, in a quiet spot was identified
as suitable for Simon. Originally a school caretaker’s house it was undergoing a conversion to
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become a supported living house when it was decided that it was not suitable for the original

recipient. Unbelievably, it was actually in my home village and all his own staff could move with
him. Some things are just meant to be!

It has not been a bed of roses over the past five years since he moved. Having been diagnosed
with post-traumatic stress disorder, a specialised consultant was hard to find. Though it’s been

amazing how the money materialised to try to repair the damage done, but couldn’t be found
for prevention!

Simon now has the best of care. His staff love him and don’t just care for him, some of them
having been with him for over 20 years. He lives in a calm environment surrounded by people
who know him and accept him into the community. A ring of protection has been thrown
around him by good, understanding professionals and imaginative and creative carers, but I
am always aware that this veneer is still paper thin and fragile. A change in funding, a staff
change, any small thing has the ability to bring everything tumbling about our ears.

So even now ten years on, immeasurably damaged but still standing, we forge our

path and move forwards into the future, thinking ourselves lucky that Simon has a
future.

W (CIA L CILEH Failure, or unwillingness, to commission the right support

Simon’s admission to a unit could have been avoided had just a few additional hours of support
been funded. Instead he was eventually admitted to Winterbourne View, where the average

support cost was £3,500 per week)*2. The additional hours Simon needed at the time would
have cost far less to fund.

As a result of the trauma he experienced at Winterbourne View, Simon needs the hours he
needed then, and more, meaning that the commissioners continue to pay far more than they
would have done had they met Simon’s needs in the first place.

The cost of supporting a person with a learning disability in the community varies depending
on a person’s needs, but commissioning arrangements mean that it can be difficult to access
increased support during crises, or when things change. All too often we hear stories of
people whose family members are admitted to inpatient units because of a local failure or
unwillingness to fund the additional support that people need.

This is all the more nonsensical when considering that such needs are often relatively basic,

and thus relatively inexpensive, particularly when compared to the inpatient alternative that
people often reach.
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Irrespective of the financial costs, the human impact of failing to meet such needs is often
devastating.

“For my son, all of his traumatising, enduringly damaging experiences could
have been avoided if he had been appropriately, comprehensively assessed and
his needs identified. His needs should have then been met by commissioning a
suitable service. Instead, support was purchased based on what was available,
often with little evidence of expertise, save that which was self-proclaimed.”

“Local commissioning did not check that local providers were capable of
meeting her needs - how could they when they themselves didn’t know what

she needed.”

“He became unsettled when the manager and other familiar members of staff
left. Nothing was done by social services to change his support despite his
family’s requests. After an incident, he was detained under the Mental Health
Act and sent to a unit 130 miles away from home.”
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KClyIEigh’S Story - as told by her mum, Wendy

Kayleigh is now 35 years old, and her diagnoses included both a learning disability and
autism. Her mum Wendy describes the lack of appropriate community support to meet
her needs now and in the past, and how fragile her support remains as a result.

From the time Kayleigh was 18 months the behaviours started. She found her feet and that
was it. We lived in a tiny village which was very protective, so she could not go far without
being spotted. She was a little escape artist.

When she was 13, we moved home and area. From a tiny protective community to a city.
It got to the point that in a normal home we couldn’t keep her physically safe, we were
exhausted.

She went to a residential school. She was 15 years old. The placement lasted a year. In
the next residential placement (from 16 to 17yrs) she hit a member of staff on a Friday
afternoon. The police were called and she was taken into custody, then to court the next day.

Tea, smiles and empty promises
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The placement closed with immediate
effect. The local authority couldn’t find
anywhere for her. I was on the phone
saying ‘just send her home, while you look
for another placement’ but they wouldn’t
agree to this as they said she needed
2:1 staffing (for restraint if needed)
and they couldn’t find two staff. They
couldn’t access any senior managers to
authorise her coming home. The courts
closed at 1pm and they sent her to
prison.

I was gutted. Gutted in every way
possible because not only had
she gone to prison but there was
absolutely no need for it.

She was charged with common
assault. Anyone else would get a
suspended sentence or community service. Kayleigh went to prison and
stayed 4 months on remand. Her vulnerability could not be managed in a normal wing so she
was placed on a health wing with acute mentally ill prisoners. Here, she learnt how to self-
harm including cutting herself and tying ligatures to hang herself from a sink tap.

I was advised the best option was a ‘welfare bed’ in a unit but there were none available so
the criminal route was taken and she was sentenced to a hospital order. This means that you
can only be released when the responsible individual says you’re not a danger to yourself or
others. My understanding was that she would be assessed and treated and be back in the
community within three to six months. 10 years later I got her out!

Kayleigh lived in Winterbourne View for 3 years before the Panorama documentary.

I was told by Winterbourne View that there would be something in the press. I watched
Panorama and it just blew me away. Just thinking about it now breaks my heart. I was so
shell-shocked. I had no idea at all what was coming. She was in there being ‘treated’ and she
was the one saying to the staff ‘Why are you hurting us?!’

While there Kayleigh made allegations. I would ring and question the manager who always
had a logical and appropriate explanation for incidents. There was insurmountable guilt
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afterwards. I believed and trusted the professionals over my daughter.
Winterbourne View was closed a few weeks later and a new placement was needed.

The new place was a new unit with a brand new team. Within a few weeks it had broken
down. She’d been pushed, hit and made allegations against staff. I don’t think this was
deliberate institutional abuse, more a lack of experience.

A rapid move placed her in another unit, and then finally into her own home.

Kayleigh has lived in her own home for seven years. Myself and her brothers live within five
miles. She loves her home. She loves being able to go out when and where she chooses.

She’s now deemed to have capacity so if she asks her support to ‘go away’ they have to go.
That’s when it goes wrong. Generally, it is so much better because she has freedom. She has
recently been to Thorpe Park which she loves. So it’s as normal a life as possible.

The downside has been that when she becomes distressed because of her PTSD, she drinks
copious amounts of alcohol and plays loud music as a coping mechanism. She’s in a semi-
detached house and the neighbour is not sympathetic to trauma. She now has an injunction

that says she can’t play music loudly at all. But Kayleigh loves her house and does not want to
move.

Kayleigh has an obsession with emergency services. Throughout her seven years she’s been
in contact with police, fire and ambulance services. The ambulance service will only attend

if her support staff confirm the need. She has a community behaviour order (CBO) and if she
contacts them and they deem it not to be an emergency she goes back to court. She’s been
in and out of prison five or six times in those seven years. When her mental health is poor she
engages the emergency services which breaches her CBO and ends with another prison stay.

Kayleigh was under the forensic mental health team but they are so over stretched that if she
doesn’t attend an appointment they will close because she isn’t engaging. Kayleigh needs
continuity and to be able to build a trusting relationship with a professional but she’s had five
or six different professionals in approximately six months. So the system fails her.

We continue to live life on a knife edge.
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Quick facts:

People with a learning disability and/or autism may be inappropriately arrested and
charged when they express their needs in ‘challenging’ ways. Whilst it is the case that
people who have a learning disability and/or autism and have capacity are capable of
committing crimes, a lack of understanding of the function of ‘challenging behaviour’
and subsequent adaptability to meet people’s needs means that people with a learning
disability can spend inordinate amounts of time in forensic services, or inappropriately
in mainstream prisons, for comparatively minor crimes, or for simply expressing their
needs.

Kayleigh effectively spent ten years in forensic services and prisons as a result of a
‘common assualt’ against a member of her care staff, perpetuated during a crisis. She
remains at risk of spending more time in prison, despite her vulnerabilities in such
environments.

26% of people with a learning disability and/or autism in inpatient services under a
forensic section of the Mental Health Act have been there for 10 years or more .

Lack of appropriate support.

The inappropriate support Kayleigh experienced prior to, and during her time in inpatient
care, led to an escalation in behaviours, and to her being inappropriately ‘managed’ with
medication, and with criminalisation. Many other families report that something very simple
could have avoided their family member’s admission, and ensured that they remained in the
community where they belong.

Many of the people who enter inpatient units do so in a state of crisis. This is rarely an
unpredictable crisis, and is often the culmination of failures to meet their needs in the
community and support their struggling families.

This issue is not new. In 2007, the report ‘Mansell 2: Services for people with learning disability
and challenging behaviour or mental health needs’ highlighted precisely the issues that many
families experience to this day:

“Often, community-based services have not been sufficiently well developed and well
organised to serve them. Placements break down as people whose behaviour presents a
challenge can no longer be supported. For those who have been living with their families,
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there are insufficient local placements prepared to take them. For people already in
supported accommodation or residential care, the placement is unable to cope. For some
individuals, this means they are required to move from one place to another over and over
again, causing distress to them and their families.”

Once a crisis has already been reached, there are
rarely alternatives given to inpatient care. Families
like Wendy’s are told they can expect their family
member to be ‘assessed and treated’ as an
inpatient for a period of weeks, but 355 people
have spent more than 10 years in units*, and
Kayleigh herself was an inpatient for ten.

The infrastructures in place to keep people out
of units are variable across the country, and are
often poor. This lack of appropriate community
support leads to numerous individuals entering
inpatient settings every year - a situation that is
usually avoidable.

The government has focused so heavily on

Stephen, in units 2012-201g

reducing bed numbers that little pressure has
been put on local areas to develop options

in line with people’s needs, and so the issue
continues.

‘Louise’ (whose son has been in units 2014-present)

Leo (whose son, Stephen, was in units 2012-2018)
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‘Anna’ (whose daughter was in units 2005-2021)

The lack of focus on preventing admission means that there is a similar lack of focus on
preventing the crises that people and families face. Still, people are told to “call the police” on
their struggling children, as if a legal system, unfamiliar with people with a learning disability
and/or autism and the issues they face, would ever be an appropriate mechanism to support
people’s needs. It is striking how many people enter inpatient units from police cells, or

from NHS hospitals because there are no alternatives for providing the initial crisis support,
particularly in a system that rarely works ‘out of hours’.

In Kayleigh’s case, it is a constant concern that something could go wrong. Her trauma
means that she often plays loud music to distract herself from her thoughts, but she risks
being criminalised once more for doing so because some of those around her describe this as
antisocial. Kayleigh still struggles with her mental health, but the consistent and regular input
she needs from a trusted mental health professional continues to fail to materialise, putting
her at constant risk of deterioration in her health and support.
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Ben was in Winterbourne View from 2009-2010.

Ben is now 30 years old, and his diagnoses include both a learning disability, and autism.
His sister, Emma and mum, Claire describe his treatment in Winterbourne View, and the
further abuse he faced once he left. They describe how Ben’s needs have increased as a
result.

Ben was admitted to Winterbourne View when he began to suffer extreme anxiety in an
inappropriate school placement. He was 18 years old.

Within weeks of his arrival, Ben was admitted to a dental hospital having ‘lost a tooth’.

We quickly discovered that he had in fact lost two teeth and had his jaw broken during an
‘incident’. It was alleged that this had happened during a restraint, but the evidence didn’t
stack up and, years later, a nurse was struck off the register for having ‘punched or kicked’ Ben
in the face - the true cause of his severe injury.

Tea, smiles and empty promises
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Ben was injured on numerous

occasions at Winterbourne View and
became a shell of himself- during
visits he would sit, shaven headed and
bruised, rocking in a chair, something
that was completely out of character
for the sociable and engaging man
we knew.

He was finally discharged after 11
months to a ‘specialist’ residential
placement. The continued lack of
oversight of Ben’s support allowed
him to be abused again in the
setting that was supposed to be

his platform back into a happy life.
Here, he was subjected to actions
that were described in court as
‘torture’ and ‘false imprisonment’
at the hands of another abusive
regime.

The damage done to Ben is significant. He has PTSD and spends his life on high alert, always
wondering who might be next to harm his body or mind. It is a fallout that he, and we, live
with every day.

The trauma he has experienced, and the subsequent impact on his ability to communicate
effectively without challenging behaviour, mean that Ben remains at constant risk of returning
to an inpatient setting. He has had a turnover of around 400 staff in four years because he
struggles to trust those who support him even now.

With time, extreme patience and specialist support Ben is able to live in his community, in his
own home, with his dog. It isn’t without substantial input from us, we work tirelessly still to
make sure his placement is secure, and his life good. It is exhausting and feels so avoidable.

Rarely do we reflect on how different our lives could have been too. Our family has been

decimated by the trauma and fight that we have experienced, united only by the sadness we
feel about what could have been. We’re shattered by the realities of all that has happened to
a dearly loved son and brother, a man who never deserved to face the agonising trauma that
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mars his every day. Whilst we fight daily for him, and us, to get the support needed to recover
and move on from the trauma this has caused; we’re faced with the agonising reality that
Ben, and his life, could have been so much different had his admission to Winterbourne
View been avoided all those years ago.

8 (AL EH Increased vulnerability to further abuse

Ben was so traumatised and broken by his experiences in Winterbourne View that his
vulnerability to further abuse was increased when he came out. He was subsequently a victim
of another abuse scandal, this time in a residential care home, where he was physically,
mentally and psychologically abused, and falsely imprisoned. It took him years to feel able to

speak out about his experiences, because he had experienced the repercussions of doing so
before.

Many people with a learning disability and/or autism struggle to maintain their awareness
of what should and shouldn’t happen to them after their abuse, making them all the more
susceptible to the future abusive actions of others.

This is a common feature for many of the people we know, including those whose stories
feature in this report. Many of those in inpatient units who are mistreated and abused never
have their experiences exposed, but the trauma remains.

The current lack of support that exists for victims of abuse who have a learning disability and/
or autism means that this issue pervades to this day, and is likely to do so until understanding
is embedded in services, and effective trauma support is developed across the UK.

Ben’s post trauma needs make him a more ‘challenging’ person to support. He requires daily
reassurance, uses challenging behaviour to communicate his needs more frequently, and
needs an increase in psychological support. This means that his staff team must be more
specialist and resilient, that the external input needed from other agencies is significantly
increased, and that the pressure on those around him, including his family, to support and
maintain his healing is substantial.

Once discharged, many people with a learning disability and/or autism have increased

needs as a result of the trauma they have faced, the institutionalised nature of their

previous support, and/or the sheer lengths of time they have been removed from society in
environments that can, in themselves, cause harm. Their vulnerability to further harm is often
so increased that additional support and training is necessary for those supporting them into
the future to do so properly.
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“Over ten years on he remains so traumatised he has been
unable to re-enter society in any shape or form. He also
remains physically very poorly... Our loved one went into
these places for care and treatment... and yet when he

finally broke free he was in a feral state and in need of
total rehabilitation - that basically says it all”.

“He was covered in bruises and gashes from where he had hit himself from

being anxious. He was put on six anti-psychotic drugs, two of which were for
epilepsy, even though he has no diagnosis of psychosis or epilepsy. When we
arrived, he was so drugged that he fell asleep when he sat down with us. The

long-term effects of sedation mean that my son has now lost the little speech
he had.”

Many families report the same issues, and others, in the years following inpatient care:

® Where large amounts of anti-psychotic medications are used to placate people in units, it
can take years for people to come off these often physically damaging drugs.

® Where people have sustained physical injuries, the impact can be lifelong.

® Where people have become institutionalised, it can take many years and significant
support for them to reintegrate into society.

- as told by his dad, Leslie

Leslie has had three
admissions, including
Winterbourne View, from
2008 - present

Leslie Junior is now 31 years old, and
his diagnoses include both a learning
disability and autism. His dad Leslie
Senior describes his experiences at
Winterbourne View, and how a lack
of adequate support since has led to
a series of readmissions to units.

Leslie, who has autism, started

struggling with anxiety in his teens.

Aged 18, Leslie attempted to

take his own life and was admitted

to Winterbourne View. To relate the harrowing experiences he has
experienced since then would take pages. Instead, I will focus on how Leslie’s story was
published in the Transforming Care policy document to illustrate why change was needed and
yet the failure to deliver on those promises has ironically resulted in Leslie being back in crisis
and back in hospital.

When we were told by Winterbourne View management how Leslie would receive care
and therapy, we were relieved and hopeful. We believed it was the very best option, but we
couldn’t have been more wrong.

We visited weekly and always insisted on going into the hospital. We saw patients were bored
and unhappy - many were overweight. The staff seemed to use reward and punishment as
treatment. I asked a staff member what activities and therapy they were doing and she said,
“we can’t do any therapy with the patients as the alarm is always going because patients are
kicking off.” A lot of things gave us misgivings about the place, but we had no idea about the
abuse.
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After three months there, Leslie got worse.
We knew that their idea of therapy was a
sham and asked our local authority to get
him out of there. It was difficult at first, but
credit to them they listened and worked hard
to get Leslie discharged.

After spending a total of 14 weeks at
Winterbourne View, he was discharged
then went on to a school for young people
with special needs during which time a
psychologist assessed Leslie as suffering
from PTSD. Leslie was obsessed with
physical restraints and often talked about
the ‘alpha male’ from Winterbourne View
who was later imprisoned. Leslie admired
his tattoos and saw him as a role model.

Following the Panorama documentary
and the implementation of the
Transforming Care programme, we attended meetings with our
local authorities who worked hard on a care package designed to meet Leslie’s needs. Leslie
wants to be like other people, so independent living with his own house plus the support of a
team of full-time carers, community disability nurse and psychologist was the right solution.

In August 2015, he finally moved into his new house in a nice areq, close to the family and
with 24/7 care with the carers’ facilities on the ground floor so that Leslie had privacy. The
house was perfect. He needed to be able to do things like take his own bin out - things that

everyone does. Everything seemed to be working well. Leslie was taking great strides and even
got a part-time job in a restaurant kitchen.

However, in November 2016, he had a setback and started hitting his head against an outside
wall. The authorities were informed and an emergency meeting held. Then it was explained
how, just 10 months into his new care package, both his psychologist and disability nurse had
gone and not been replaced. The team of carers needed specialist support and were struggling
to manage Leslie’s increasingly challenging behaviour and resistance to help.

The care providers continued to tell the local IATT (Intensive Assessment & Treatment Team)
that if specialist support was not provided they would be unable continue working with Leslie
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to no avail. At a meeting in July 2017, they handed back the contract and it was agreed a new
support agency should be found.

We worked alongside the new care agency to try to cope with his increasing resistance to
support. A psychologist was found but after three sessions she left for a different role and we
couldn’t find a replacement. Leslie now started resisting even our help. We knew he was at risk
but felt powerless and didn’t know where to turn. Last November, Leslie had a conflict with a
neighbour and the police were called out. Thankfully, they were understanding and recognised
that Leslie needed help. He wasn’t eating properly and was very thin, so the police took him to
hospital. Leslie was assessed and then admitted to his local inpatient hospital under section
two. After four weeks, he was assessed as not being psychotic and could leave once the police

had resolved things with his neighbour. In the meantime, he was weaned off the medication
he had been on for five years.

Leslie then returned to his own home. However, the right support he needed still hadn’t been
put in place. He continued to turn away his carers and had been landed with a £83 a week bill
to contribute to his care costs. Leslie was extremely distressed and threatening violence - a
desperate response to make something change.

One day, the care team called to say they couldn’t get an answer from Leslie. We immediately
thought the worse - that he has harmed himself. Thankfully he was ok, just refusing support
again, but our son wasn’t safe. Meetings were held and a consultant reported that Leslie
needed intensive specialist therapy as a result of his experiences. Last month, he was
admitted to an inpatient unit in Exeter - 50 miles from the family home - under section two

where he will hopefully receive the specialist autism support and therapy he needs so he can
return to his home.

We believe five years of medication without talking therapy was inadequate, it was contrary to
the original care plan and if pro-active support had been in place, we would not be where we

are now. There should be more funding and community support for autistic people suffering
from anxiety.

To this day, we don’t speak to our son about Winterbourne View - he wants to wipe it from his
memory. Yet he continues to be at risk, and we feel helpless.

If Leslie was given specialist support by a care team with the skills, experience and
training, we believe he would have a chance of a happier life.

Tea, smiles and empty promises

33



34

Risk of re-admission

Leslie Junior has been admitted or readmitted to units on three different occasions. He is
currently in a unit once more.

His is far from an isolated case. In fact, many other families who have had family members

in an inpatient unit have seen them readmitted over time. In many cases, this is due to either
being discharged into an inappropriate placement without enough specialist learning disability
and autism support, or because there has been a change in their support.

Once someone comes out of an inpatient unit, almost all families will speak of their fear
that they may be admitted again if things break down in the community. This concern is not
unfounded; fragile infrastructures mean that people can all too easily return to crisis point,
because of something as simple as a change in staffing or management, or even just a bad
day.

After the Winterbourne View abuse scandal, the government promised to move people with a
learning disability and/or autism out of inpatient units and provide appropriate support in the
community. Despite these promises, research shows that there have been 9,490 admissions to
inpatient units since March 2015%® | including an unknown number of readmissions of people
who were previously resident at Winterbourne View.

“There was no safe space locally for him, and as a permanent property had
still not been sourced, he was again admitted to hospital under a section. This
is his sixth birthday as an inpatient under the Mental Health Act.”

“My son lost his home due to being sectioned, and was kept 130 miles from
us. It was horrific. He then lived successfully in a new home of his own for six
years, until the service provider could not retain staff and he became anxious.
A multi-disciplinary team meeting was held and it was decided that day to
‘remove him again from his home’. He was moved the following day, again
leaving his home behind.”

While the government announced a Community Discharge Grant last year to help to get
people out, what is clear from these families’ stories is that effective community support is

often not available to stop people ending up in inpatient units. There needs to be more focus
on delivering early intervention specialist support in the community to prevent admission in
the first place, and minimise the risks of readmission when people are discharged.

Even good support feels fragile to many families, who have been let down so often by the
system that they struggle to believe any progress being made is permanent. The system itself
is under-funded, and it is little wonder that people and their families struggle to relax today
when tomorrow feels so uncertain.

“He has been in his own home for eight years. The situation remains fragile
and there is no doubt that this will be the case for the foreseeable future.
The damage done to him has left enduring wounds that can never properly
heal. That is the nature of PTSD, when the affected person lacks the internal

resources to manage any aspect of the problem, and external help in the form
of therapy is not available.”

“I don’t think I will ever feel that my
son is safe in his support, as things
have changed so quickly over the past
11 years and have had devastating
consequences for him and all his
family. My son has been removed
against our wishes on several
occasions and had to leave his home,
possessions, family and friends
behind, not knowing if he would see
them again. He was taken from two
homes and never went back - how
must that feel?”

Joe, in units 2019.
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Sam'’s story

- as told by his dad, Steve

Sam is now 32 years old, and his
diagnoses include both a learning
disability and autism. His dad Steve
describes the lack of accountability
faced by those responsible for his
mistreatment at Winterbourne
View, in spite of the impact it
continues to have on his and his
family’s lives.

Sam lived with his mum. He was a
big lad and got excluded from his
special school at 16.

She was finding it more challenging to look after him - he’d run away and I'd have to go
looking for him. He’d gone to respite for many years but he had got too much for them.

His mum called the community team in and we agreed for him to go into a place -

Winterbourne View - to be assessed. We thought this would be to find out what his needs
were, what support he needed. We thought this would help Sam.

I went to see him a few days after. I was welcomed by a nurse and allowed to go and see Sam

on the ward. Everyone was friendly, nothing seemed untoward. Sam’s mum went to meetings
and I visited and was able to take Sam out.

[ started seeing changes in Sam. Not just the way he was but his physical appearance. I arrived

to take him out to the pictures and when he came downstairs he was a mess. He had food on
his top. I took him back to his room to get changed.

Things started to change. We stopped being allowed on the wards. We had to meet in the
foyer and eventually they provided a visitor’s room.

They’d bring Sam down and he would have marks on his wrists and neck - all he kept saying
had happened was ‘restraint’. When I asked what for he said ‘bad, bad’. I knew Sam could be
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challenging and I trusted they would be following good practice. Sam started demonstrating
some restraints on me. One time he grabbed my arms with such force, looked straight into my

eyes and told me I was going down. I said to his mum we’ve got see about getting him out of
here.

His mum looked at loads of places and the social worker was supportive. When the transition
team went to visit him at Winterbourne View they raised concerns - they couldn’t get records,
it was a closed shop, staff didn’t want to speak to them.

Sam was at Winterbourne View for 2 years and he left before the Panorama programme. When
Panorama came out, I looked back through all Sam’s records in detail. I saw the high scale of
restraints - 45 in just a few months - and all the medication he was on. I remembered when

he had grabbed my arms and realised he had been mimicking what was happening to him or
maybe crying out for help.

The place Sam went to live next worked really well. He is still there now which says something
about the place. The owner had his own child with special needs. He had the right values and
could relate to all the parents. He got them involved. He made time for Sam and the others
living there and for the parents. We had his mobile number. He asked me to represent other

parents and be a safequarding parent rep.
Sam has prospered. He was one of the
lucky ones. It’s a proper home, a proper
house, not a hospital environment - it’s
completely different.

To look after someone with Sam’s needs
you need to have special skills. The staff
didn’t just see it as a ‘job’ - they took
time, and they’d ring us if things were
wrong.

We were phoned by the social worker
and told the Panorama episode about
Winterbourne View was going to

air. We were told we needed to be
prepared.

After 15 minutes watching it I was
on the phone to Sam’s mum. It was
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frightening what we saw. It shocked the nation. His sister was crying - and finding it very hard
to cope. I broke down a couple of times.

Looking back at everything - as a parent your job is to protect your child. I felt like I failed on
that. I should have spotted the signs instead I took what staff and the doctors were saying on
face value.

It really affected us all and it really hit his sister big time. We are never going to really know
the full scale of what Sam went through.

Sam has been in his home now for 10 years and I could count on one hand how much they
have had to restrain him.

Me and other families fought for accountability so it wouldn’t happen again. There was the
court case. I spent years pushing for the psychiatrist at Winterbourne View to be held to
account by the General Medical Council but he wasn’t. Winterbourne View took over my life. I
was on the news all the time. The anger didn’t go away. My health got affected, my job and
finances. Eventually after five years I had to stop.

What’s hurt me is I'm tired of seeing all the reports and promises and nothing being done.
Words on paper but no action. It shouldn’t have to be families that have to fight and
campaign. We have to deal with our own emotions and our children’s. It should be the people
in power.

We've still got places like Winterbourne and still got abuse in these places.

Sam still brings up Winterbourne View, it’s still there in his mind - he’s got a very
good memory.

Lack of accountability when things go wrong.

When things go wrong and people are abused, neglected or mistreated in inpatient settings, it
is rare for true accountability to be faced. Most commonly it is the people at the bottom of the
structure, existing in cultures that allow abuse and mistreatment to thrive, who face justice
for their part (if at all). Those responsible for developing and maintaining said culture, or for
failing to carry out their duty of care either directly or indirectly, walk away.

Those who do face justice are often able to use the ‘behavioural challenges’ that people

with a learning disability and/or autism can present to mitigate in their defence in court -
irrespective of the fact that the reason for such challenge is often the abuse or mistreatment
sustained at their hands.
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One former employee, convicted for

his part in the treatment of people at
Winterbourne View, said at the time: “It
was a very difficult place to work, a tough
place to work. We were under-staffed
and working 12-hour days without a
break.”3¢ This culture was perpetuated
by Castlebeck Ltd. who owned
Winterbourne View, and the various
managers and professionals who
worked in positions of greater power in
the unit, none of whom faced justice
for their part in the failures exposed.

The people at Winterbourne View
were placed there by commissioners.
They relied heavily on such
professionals to keep them safe,

and to ensure that the service met

the standards expected for their care. All of the

irtered

Matthew, in units 2015-2017

commissioners placing people at Winterbourne View failed to do this, and it was

BBC Panorama (tipped off by a former employee of the unit) who were responsible for the

exposure of the abuse people were experiencing.

With a lack of accountability, in many cases organisations and commissioners are free to

make the same mistakes again. The lack of accountability is reflected in a lack of urgency to

get it right. Justice is rarely achieved, and it won’t be until the repetition of history is stopped.

Leo (whose son, Stephen, was in units 2012-2018)

‘Vicky’, whose son was in units

Tea, smiles and empty promises

39



40

“There has often been a lack of leadership, momentum and communication.
Family have driven the progress and have had to seek help from several
voluntary advocates and charities.”

“The mistakes were endlessly repeated, resulting in repeated failures and
traumatising experiences. Our son is often implicitly accused of ‘behaving
badly’. Who, it might legitimately be asked, is really behaving badly?”

Following the Winterbourne View scandal, corporate accountability and responsibility
arrangements were strengthened by law. This means that it is now supposedly easier to charge
and take to trial those who oversee abusive regimes in social care. Despite this, since the law
was strengthened just one director has faced inprisonment for their failure to protect people
with a learning disability and/or autism who were entrusted to their care (in a residential
setting).*”

The system continues to fail.

Quick facts:

Winterbourne View was owned by Castlebeck Ltd. Following the closure of the service,
Castlebeck was bought by Danshell, which has since been bought by Cygnet.

This cycle of providers and services simply changing their name and continuing under
a different guise is troubling. With each change of provider, annual reports are archived
and information lost. Too often it appears that services are allowed to continue in the

same way, with a ‘clean’ record, and often without people or families having knowledge

of what came before, or the risks that may be posed by a failure to change.

“One of [the units Kayleigh was
in] was run by an organisation
that has had various different
names, and each time they
receive a bad CQC report, a simple
name change ensures all past
reports are lost forever in the
system. Same staff team, same
responsible individual, same poor
care with a different name.”

“Nothing has changed since

Winterbourne View, they
close a building and re-open
somewhere else with all the

same management structure,
same staff, same values. The
abuse continues to happen and
nothing changes.”
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The abuse continues.

In the last ten years, we have seen coverage of high-profile cases of abuse and mistreatment of
people with a learning disability in inpatient units, and beyond.

But we know that is just the tip of the iceberg - it goes nowhere near reflecting the daily experiences
of people with a learning disability and their families.

Over the course of the past ten years, other cases will have gone unrecorded and/or unreported,
including some experienced by families in this report. This is still happening today.

People with a learning disability and/or autism continue to face the same trauma that we know all
too well, and many families face a daily struggle to protect their family members.

“The unit our son was in was closed following the discovery of a controlling and
abusive culture. Its failings were not widely publicised and rarely, if ever quoted in

the broader debate. There are likely to be many more such cases.”

The Joint Committee on Human Rights Inquiry into the detention of young people with a learning
disability and/or autism, 2019: ‘We regard ourselves as a civilised society with a respect for
human rights. Most people would say we should take extra care to support young people and
those who are disabled. But the brutal truth is that we are failing to protect some of the most
vulnerable young people - those with learning disabilities and/or autism. And indeed, we are
inflicting terrible suffering on those detained in mental health hospitals and causing anguish to
their distraught families.”*®

The truth, devastating though it is, is that we fear daily that another scandal will occur. We know too
that for each exposed scandal, another ‘case’ flies under the radar, another person and their family
experience trauma, and another road to justice begins - a process that will likely fail to provide the
accountability deserved.

This is not just the ‘Winterbourne View scandal’ but a system-wide failure of structures and support.
For that reason, and because people with a learning disability and/or autism continue to be
undervalued, and placed at increased risk in inappropriate settings, or without appropriate support,
we remain able to say with confidence, and with unbearable sadness, that this will happen again.

Ongoing trauma.

The stories and quotes included in this report come from families whose loved ones have
experienced trauma, and have been traumatised themselves. This is the effect of inappropriate
community and inpatient care, the damage from which is ongoing for those who experience the
system.

People with a learning disability and/or autism often have an inherent predisposition to finding
change and other circumstances traumatic, as well as an increased likelihood of experiencing
traumatic events like abuse, neglect, restrictive practices and overmedication. It’s no surprise,
therefore, that the families in this report speak so frequently of their family member’s trauma.

The Learning Disability Senate stated that: ‘People with learning disabilities can be traumatised
by the system providing them with care, if for example, they experience difficult interactions
including physical restraint and seclusion. These experiences have a negative impact on them
and can impact their families. When this happens it must be recognised and addressed and
specialist person centred support should be made available for affected individuals and their
families’

“My son was horrifically abused. [He] was extremely vulnerable with no speech, he
was regularly thrown down into the prone position with several staff on top of him,
he was kicked and spat at by members of staff with psychological torture thrown in.

Predictably, this broke him, his innocence and childhood was stolen along with his
trust in humankind.”

“My son has been dehumanised, traumatised and brutalised. It is strongly suspected
that he is suffering from PTSD.”

“She was repeatedly restrained. This continued on a daily basis, intra-muscular
medication was administered, and she was placed in seclusion for an extended
period of time. These experiences were completely new to my family member and

she found them intensely traumatic, resulting in a catastrophic deterioration in her
mental state.”
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“The environment was torture for her. She was kept in a bright ward with strip
lights that hurt her eyes. It was a ward full of distressed youngsters. She couldn’t
cope with this. It triggered the behaviours that put her in the unit in the first
place — an unbreakable circle of restrictive interventions followed - restraint,
seclusion, segregation, secure clothing, PRN to sedate her and a straight-jacket of
antipsychotic medication that reduced her from a person to a diagnosis”

“Due to a non-existent transition, my son was sectioned two months after his 18th
birthday. He had never been restrained before in his life, but now was regularly
pinned to the floor in prone position by up to ten people, and placed in seclusion.”

“He suffered his first epileptic seizures for many years, probably as a result of issues
around medication and the stress under which he was living.”

“At one point she inserted a ball point pen fully into her arm. She tied ligatures from
her own clothing round her neck. She wanted to die to escape the torture.”

“My son thought he was in prison, and to us, it felt like he was being punished for
being autistic. Rather than his behaviours being seen as a communication of what
he might not be coping with, or struggling to understand, my son was medicated and
contained.”

In addition to this, people with a learning disability and/or autism may communicate their trauma
differently, through behaviours and actions that may be more difficult to identify as responses

to a traumatic events. This decreases the likelihood that they may receive appropriate and
compassionate support.

Even when identified, there is little in the way of specialist trauma support available, many people
with a learning disability may face months, or years, even a lifetime of ‘living with’ their trauma
without the necessary therapeutic inputs.

‘Living with’ trauma without support can
increase the likelihood of a person being re-
admitted to a unit. They are more likely to
require mental health inputs as a result of
the trauma they have already experienced,
and become more vulnerable to abuse,
mistreatment and inappropriate treatment in
future. The issue becomes cyclical.

Many people with a learning disability are l
unable to access the mainstream services
available to other victims of abuse, instead
often having to ‘bury’ their trauma with the
expectation that they will simply move on
from all that they have experienced. This,

of course, is an impossibility and leads to
the various diagnoses of post-traumatic Josh, In a unit 2012-2015
stress disorder highlighted in this report, and
experienced well beyond.

As a result of trauma, the support around the
person, whilst all the more necessary, can feel even more fragile - people and their families are left
to face the reality that little specialist support exists to ensure that the status quo is maintained.

On the periphery of the trauma experienced by people with a learning disability and/or autism is the
trauma experienced by their families. By the time someone is admitted to an inpatient unit, families
have often already spent a lifetime fighting systems, lacking support, and seeing the degree to which
their family member is disabled by society. This, coupled with facing the experience of inappropriate
inpatient care, can be devastating.

It is impossible to share conversations with families who have experienced inpatient care, and
not be struck by the trauma their family members have faced, and the impact this has had on
the whole of the family. It is a common thread across all of the stories in this report.

These are just some quotes, shared with us by other families, to highlight the devastating reality
people face:

“It was hell on earth what my child, as well as his family went through. These
horrors don’t just affect my child but his family as well.”
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“It took all my physical and emotional strength to deal with the continual horrors
faced within the services, balanced with the need to protect my youngest son from
harm. Sadly, I didn’t succeed.”

“As a mum, you feel bereft when your child is taken into a residential setting, being
looked after by other people. There should be another option.”

“My greatest sorrow is that I didn’t look after my son myself. I couldn’t have done
a worse job and wouldn’t have had to put up with the ‘unprofessionals’ in ATUs,

abusers, and those who just don’t care, along the way.”

“The damage to my daughter from this experience is immeasurable — 18 months
after leaving seclusion she still has flashbacks. She still requires huge amounts of
support for the trauma she suffered. She takes months to trust new people and finds
any sort of new experience hugely difficult to tolerate. Nothing we can do will ever
make up for the lost years and the trauma... She was blamed for placements failing.
The trauma it caused her was never considered. She was seen by the local authority
as an expensive drain on resources — both in money for care packages and the staff’s
time.”

“His support broke down and the only way I can describe my son at that time was
‘feral’. It was the most traumatic period of our lives.”

“We are only now beginning to see the person whose true nature and personality
has for so long been obscured because of the oppressive, damaging environments in
which he has had to live.”

At the time, when my son was away, I was on autopilot. The travelling was really
tiring and on top of that there were the emotions of leaving your 13 or 14 year old
child so far away. But the physical exhaustion didn’t fully hit us until he came home.

I got ill with everything under the sun. 3 years of exhaustion, of travelling 150,000
miles and fighting to bring him home”

Of the families whose stories and quotes featured in this report, all have identified a lack of trauma
support after inpatient care for their family member.

® All highlight an increase in their family member’s support, and emotional needs as a result of
their inpatient experiences.

® Similarly, all families have further identified an impact on their own health and wellbeing, and
that of other family members.

A recent report by the Challenging Behaviour Foundation found:*®

59% of families who participated in a survey experienced regular guilt pertaining to their
experiences of having a family member with a learning disability

Over 72% of participants had experienced, at least once, all of the following as a result of
the experiences of the system: Panic attacks; insomnia/disturbed sleep; inability to work/job
loss; disagreement with friends/family members; family members leaving home; relationship
breakdown; depression; anxiety and fearfulness.’
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The damage is preventable.

People with a learning disability and/or autism are repeatedly admitted to inpatient services
inappropriately, often due to a lack of the right support in the community. Many, indeed most,
admissions are entirely preventable.

As these stories show, for some, a few additional hours of community support could have sufficed

to prevent admission. For others, an alternative to inpatient treatment once crisis was reached was
required. This is an issue highlighted over the course of the ten years since Winterbourne View, with
very little progress having been made to ensure others are not admitted inappropriately, even now.

Many families will speak of how quickly things can reach crisis point when things go wrong,
highlighting the need for early intervention, and listening to families who feel unable to cope.

For too long the focus has been on numbers, with targets being assigned to areas to get people out.
The units, though, stay open and ready to take more people in the wake of those who leave, and a
continued lack of community support means that there are always people at risk of being the next to
fill the beds.

Good support in the community is possible. It requires a multi-disciplinary approach with a real will to
avoid the inpatient alternative. To make this effective, the targets and incentives must change, and
the focus must move to prevention as well as fixing what has already been done wrong.

I received a phone call at work one day informing
me that my daughter was being assessed later
that day by the mental health team with a view
to her

being sectioned and hospitalised.

This was extremely frightening, as I did not know
what our rights were in regard to challenging this
decision. We felt we were not listened to by
anyone, including her care providers. We spent
hours explaining my daughter’s needs, but
everyone seemed to think that, as ‘professionals’,
they knew best.

During this time, I contacted two of my daughter’s former support workers.
They were an invaluable support as they have known my daughter all her
adult life and understood her needs, and how to support her well in the
community.

They had set up their own service and were convinced that they could offer
her a secure and happy home. They got in touch with the local authority to
offer her a place. Unfortunately, even though it had been agreed that my
daughter was not currently in a safe or suitable environment and was at
imminent risk of being sectioned, the local authority were not willing to fund
the placement.

After seeking advice and legal support, and with the involvement of a lawyer,
it was finally agreed that she would be funded to move to the placement. She
has been in her new home since August last year and is quickly returning to
the happy, bubbly, fun loving young lady that we have been missing for so
long. She accesses the community daily and has become a bit of a celebrity in
the neighbourhood due to her singing and bubbly personality.

As a family we are slowly healing from the trauma of the last few years and
we are extremely thankful that my daughter is now where she needs to be.

Annemarie, mum of Catherine.
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Impact of the Coronavirus pandemic

The coronavirus pandemic has compounded many of the issues faced by

e

The system, already in crisis is struggling even more to cope, risking admission for even more

people with a learning disability and/or autism, both in inpatient units and in the
community.

In the community:

vulnerable people. Research undertaken by Mencap and the Challenging Behaviour Foundation“® has
found:

® Almost two thirds (63.0%) of family members and carers said their loved
one’s support needs had increased during the COVID-19 pandemic.

® Over a third (36.1%) of family members and carers said the amount of
social care support their loved one receives from the local authority has
decreased (with 16.3% stating support had stopped completely).

® 73.1% of family members and carers said the amount of care and
support they are providing to their loved one with a learning disability
has increased during the COVID-19 pandemic.

® Over three quarters (76.4%) of family members and carers said the
severity of their loved one’s challenging behaviour has increased during
the COVID-19 pandemic. (34.2% said it has increased a lot, whilst
42.2% said it has increased a little)

Tea, smiles and empty promises

Meanwhile, in inpatient units:

Over the last year, much of the oversight of service quality, already lacking before the pandemic, has
worsened as doors have been even more firmly closed.

The Joint Committee on Human Rights report, stated in June 2020 “Now that institutions are
closed to the outside world as a result of the Covid-19 pandemic, the risk of human rights abuses
are even greater. Unlawful blanket bans on visits, the suspension of routine inspections, the
increased use of restraint and solitary confinement, and the vulnerability of those in detention
to infection with Covid-19 (due to underlying health conditions and the infeasibility of social
distancing) mean that the situation is now a severe crisis”.

As we come out of the pandemic, many people with a learning disability and/or their families are
likely to need even more support and this must be made available. Over three quarters (76.4%) of
family members and carers are worried about the longer-term impacts of the COVID 19 pandemic

on their loved one’s mental health.
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Action speaks louder than words.

"’ We’ve seen many reports, with countless recommendations over
&# the years, but few have materialised into action. As families, it is
not our role to provide fine details to those who can, and should
make things happen, but to use our experiences to highlight what
needs to change.

We have therefore thought carefully about what to recommend, and have
drawn on our own knowledge of what has been consistently ignored or
undervalued to highlight these key areas.

1. Avoiding trauma in the first place

® People must be able to get the right support in the community, at the right time.

® We don’t want the system to be reactive in letting people be traumatised, then trying to
support them to deal with the trauma.

® We need the system to be proactive, investing in the right support in the community that will
reduce the likelihood of trauma happening. Not traumatising people in the first place.

2. The focus needs to shift to early intervention and preventing admission/

readmission, as well as getting people out of inpatient units

Such a shift would reflect a recognition of the damage admissions can cause and a commitment to
stop the damage.

There must be a robust focus on this in a cross-government action plan, detailing routes through
which admission and readmission can be realistically avoided for those at risk now, or who may be in
the future. The focus should be on:

Getting the right support when people and families need it, including:
® Suitable respite available for people and their families

® Crisis support for people and their families, including 24/7 input from multi-disciplinary teams
and flexible social care provision which can be used as an alternative inpatient admission in a
crisis situation.
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® In a similar format to the Community Discharge Grant, there must be an Early Intervention and
Prevention Grant available to incentivise local areas to ensure people get the support they need
early on, to prevent crisis situations and emergency admissions.

There must be accountability for those who fail to build successful infrastructures
for this purpose, recognising the often long-term damage this causes to our
family members.

® There must be appropriate training and pay for support staff.

® Housing, including specially adapted and single-person bespoke provision must be available to
those who need it. There must be adequate funding for this, and a focus on understanding who
may need such provision at an early stage so that plans can be implemented before admission
becomes necessary.

3. Appropriate trauma support must be implemented for individuals and

families

There must be a robust focus on the traumatic impact of inpatient services on people with a learning
disability and/or autism and their families in a cross-government action plan. This must ensure:

That trauma-informed services are available for those who have been in inpatient
services, or who require it to avoid admission in the first place.

® People’s history of trauma, whether in inpatient units or not, should be recognised,
appropriately shared and taken into account when commissioning services.

® Care-planning must take full account of traumatic experiences and how these may have
impacted on the person’s behaviour and trust.

That support post-inpatient care is both informed and empathic to people’s
needs, including any increased needs.

® There must be appropriate training and support for organisations and their staff in delivering
trauma-informed care, and ways of working with families.

That support is available to people with a learning disability and their families
when they need it, within their local communities:

® Psychologists and community teams must understand how to work with people with a learning
disability who have experienced trauma.

® Commissioners must ensure that appropriate trauma support is commissioned, which meets
the needs of people with a learning disability and families.
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No more Teq, smiles and empty promises.

Featured within this ‘collection of stories’ are the lives of six human beings who have been severely
damaged by a system intended to ‘care’ for them.

As families, we have been forced to bear witness to a continuing crisis, each day joined by more
people whose lives and families’ lives are being corrupted by the same failures. We share in the
sorrow of each new story that joins our own.

When writing this report, we felt it was important to reflect on the lack of change from a human
perspective, to use our platform as family members of people whose experiences were publicised,
to highlight the experiences of the many others who haven’t been, and to speak frankly about the
challenges our families, and others still face.

At the core of this are our loved ones- who have experienced a lifetime of stigma, and the worst side
of ‘care’.

This report cannot capture all of the issues with the system, nor does it give a voice to all who have
experienced these. The key themes we highlight could be joined by many more - the voices could
number into their thousands.

Multiple governments have failed to make the necessary change to protect some of society’s most
vulnerable people, not just from abuse and mistreatment, but also from a simple lack of care,
attention, flexibility and thought.

Truly, it isn’t rocket science. In all of the failures, many of us have seen glimpses of what could and
should have been. We've seen people avoid admission even when they’ve reached crisis point, albeit
frequently through the sheer determination of families to make it so, often through media and legal
pressure.

We've seen people live independent and joyful lives in their communities just as they should. We’ve
seen committed, caring and determined workers, who have changed lives and minds. And we’ve
seen professionals who have it right, who are committed to making the difference we’re all so
desperate to see. We've even seen the odd Assessment and Treatment Unit finally close a bed!

The issue remains though, and whilst in 2011, the need for change was urgent- ten years on, in the
wake of new scandals, new stories, and a pandemic that has compounded it all, it is all the more so.

For our family members, and all others whose lives have been affected, destroyed by or lost to the
system - the time is now.
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Signposting for people and
families affected.

If you are worried that someone you know with a learning disability and/or autism is at risk
of admission to an inpatient unit, or is currently in an inpatient unit and you are concerned
about their care, please see the following for further information and where to go for support:

® If your relative has a severe learning disability, you can contact the Challenging
Behaviour Foundation Family Support Service: 0300 6660126 or email support@thecbf.
org.uk

® For people with a learning disability and their families and carers, you can contact the
Mencap Helpline: 0808 8081111 or email helpline@mencap.org.uk

® If your relative is autistic you can contact the National Autistic Society’s Autism
Inpatient Mental Health casework service: https://www.autism.org.uk/what-we-do/
help-and-support/autism-inpatient-mental-health-service

Resources:

www.challengingbehaviour.org.uk/information/information-sheets-and-dvds/

when-things-go-wrong.html

www.mencap.org.uk/advice-and-support/displaying-challenging-behaviour/meeting-
challenge-guides-families

www.autism.org.uk/advice-and-guidance/topics/inpatient-mental-health-hospitals/
autistic-people-and-inpatient-mental-health-hospit
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