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Ministerial Foreword

WINTERBOURNE VIEW: TRANSFORMING CARE — ONE YEAR ON

Winterbourne View was a scandal which shocked and appalled us all. The systemic
failings there are as bad as those uncovered by Robert Francis in his report into Mid
Staffordshire. We are not looking at one or two poorly-trained or malicious members of
staff but at something much more insidious. That is why we need this full programme of
work to address all the different aspects and underlying causes which allowed this to

happen. We must take every step to be as sure as we possibly can be that this will not
happen again.

One key aspect to this is transparency, at every level. This report is a part of that
transparency. It does not pretend that we have solved every problem, or even met every
milestone in the extensive programme of work we put in place. We are involved with a
wide range of partners across the health and care sectors and making full use of the
expertise of people with learning disabilities themselves, and family carers. But the
report is able to summarise an impressive array of the products of many people’s
commitment and effort.

This report is a chance to remind ourselves how important it is that we get care right for
people with learning disabilities and whose behaviour challenges. Reading through it
you will see what looks like a lot of process — legislation, consultation, data collection and
the rest - which can seem a long way from the people we are trying to care for. We need
to get those processes right in order to get the care right, but we must never forget the
real reason we’re doing all of this, which is people.

We have set ourselves, and the system, a series of major challenges with this
programme. This report sets out how far we have come in a short time, and over a
period of major upheaval as the NHS reforms have been implemented. A great many
people have worked extremely hard to achieve this. Appendix 1 summarises progress
across all the Concordat commitments, and provides links to all the products associated
with them. These provide the springboard for the next phase of the programme.

In particular, we have between us

e Completed the Learning Disabilities Census;

e Published the Joint Improvement Programme’s stocktake report, including
information at local level;

e Established an Enhanced Quality Assurance Programme to pursue the June 2014
deadline;

e Developed a new planned approach to Care Quality Commission (CQC) inspection
of mental health and learning disabilities services from next year, to be led by
Professor Sir Mike Richards;

e Developed new fundamental standards, which we will set out in regulations;

e Ensured Adult Safeguarding Boards will be written into law.

December 2013



Vi.

Vii.

viii.

Xi.

Xii.

However, while we take heart from all of this, we cannot begin to sit back. There is still a
great deal to do. We still cannot point to routine evidence of the quality of outcomes from
care — let alone demonstrate better outcomes. We know that there are individuals from
Winterbourne View itself who are still not in the right care setting for them. We need to
pick up the pace in order to meet our June 2014 milestones.

We are all hugely impatient to see improved outcomes for the patients and families who
need these services, and it is right that we should be. Our impatience and determination
are what have driven this programme so quickly, and will take it to the next level.
However we must also be patient if our changes are to be sustainable. Without the right
preparation and groundwork we shall be wasting our time. Worse, we might end up
actually causing harm.

Our starting point for this work is the 48 former residents of Winterbourne View. Sadly,
one has since died so we are now tracking progress for the remaining 47.

For now, NHS England is keeping a track of where those residents are. One thing they
do not need is media intrusion so we cannot identify them individually. We know that in
June this year 24 of them were in residential care homes, 10 in supported living and 13
still in an NHS setting.

Of those 13, 5 were in assessment and treatment centres, 3 in medium secure and 5 in
low secure settings. Sadly, 12 of these people were being cared for out of area.

NHS England has established an Enhanced Quality Assurance programme (EQAP)
which will be responsible for future collection of information about these patients,
including — if the individuals consent to this — additional assurance that they have had
high-quality reviews, have clear care plans and are receiving the best possible support.

While we must not lose sight of the Winterbourne View residents themselves this
programme of work goes much wider. Transforming Care estimated that there were
3,400 people altogether in NHS-funded learning disability inpatient beds. We now have
data from the Learning Disabilities Census, commissioned as part of this programme,
which found that on 30 September provider organisations reported that there were 3,250
service users meeting the inclusion criteria. From the commissioning side, NHS England
and Clinical Commissioning Groups have identified 2,677 individuals. These data need
now to be reconciled, using common definitions, but they tell us for the first time with
some confidence the number of people we are talking about. They also show us that:

e Many people are spending a long time in inpatient care. 60% of service users had
been inpatients for a year or more while around one in six had been inpatients for five
years or longer. Older people were more likely to have these long lengths of stay.

e Patterns of care vary enormously across the country. More than half of inpatients
with home postcodes in the South West were in placements more than 100 km from
home, but fewer than one in ten from the North East were so far from home.

e Strikingly, providers could not supply a valid residential postcode for 28% of
inpatients. Some providers were unable to supply this information for most of their
inpatients.
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This sort of information underlines, yet again, the scale of the task — as well as pointing
out some clear areas for attention. One of these is to get behind the data and
understand what is happening locally, as well as for individuals. While we expect the
total inpatient numbers to come down over time, there will always be people who need
this care and there will be some who need it for the long term. Always, our focus must
be on what is right for individuals.

The target date for everyone to be in appropriate care is June 2014. This is one of the
chief areas for impatience. The right care is more important than the exact date — but
there is no excuse for delay.

To get us to that point as quickly as possible we need to accelerate progress on the
Concordat commitments. | have identified five key actions for the next six months. They
are:

e Meet the commitment to ensure that individuals have moved or are moving to
settings closer to family by June 2014.

e Establish robust systems for service users, their supporters and clinicians to feed into

and challenge the initiatives being taken forward.

e Drive concerted effort to ensure that services are provided to a 21st century
standard, including Positive Behaviour Support and guidance on minimising the use
of restraint.

e Establish Key Performance Indicators, using data from the Single Assessment
Framework and the census.

¢ Disseminate the model service specification to both children’s and adults’ services to
that it can be used to drive up quality.

| do not pretend that this will be easy. The agenda is crowded and resource is tight. But
we are spending public money, putting many people inappropriately in institutionalised
care. This is intolerable.

We all remember the shock we felt when we first discovered what had been happening at
Winterbourne View, and none of us wants to read that story happening again somewhere

else.

et

NORMAN LAMB
Minister of State for Care and Support



Simon’s story — by his mum

Once more I find myself recounting Simon’s story but this time I do it with an element of hope.

Simon’s story of his adult life starts when we were extraordinarily lucky to find a new, small care home just
10 minutes away from us. Simon was proud to be the first one in and he got first choice of bedrooms!
Aged 18 he was to spend the next fifteen happy years here. His life was stable, he was close to his friends

and family and had a rich, social life balanced with a community-based work placement.

But Simon also had unpredictable and sometimes challenging behaviour. The home put on an additional
staff member to help Simon cope . This worked reasonably well with some extra funds from social services.
But not for long.

We were told that Simon had to go away for assessment: this would “give him the best chance of obtaining
that funding”. Our objections were ignored: if we failed to agree “he would be sectioned and physically
removed in an ambulance”. Tt was to be over three years before Simon came home.

The new home was unable to deal with Simon. He was locked in the home, which made him behave worse
and they resorted to using restraint. His psychiatrist (despite little day to day contact with him) said “he
was too dangerous ever to return home.”

He was moved again and the same things happened. We later learned that Simon had on at least three
known occasions been subjected to illegal restraints. Simon was sectioned and sent to Winterbourne View
where he endured 15 months of systematic and sustained torment both emotional and physical.

Simon has a phobia about toilets: the staff held his head down the pan and flushed it. They locked him

overnight in an empty room with just a duvet. Sometimes they locked him out at mealtimes.

Uniquely, Simon was able to return to his original home where he was welcomed with open arms. But the
staff noticed how he had changed, and how his life was now limited. His anger and frustration caused them
huge problems but not once have they had to restrain him. Simon now self-harms quite badly at times.

His anxiety has reached new heights so that his day has to be filled from start to finish.

Many things have changed for Simon but I strongly believe that being in a familiar place amongst family
and friends has gone a long way towards healing some — though not all - of the damage. Amazing staff
have cared for him and loved him. This shining example of care at its best has enabled Simon to manage

his life in the community though at times the ability to do so has seemed very fragile.

This is Simon'’s story. And this is why Transforming Care is so badly needed.
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Chapter 1 - Right Care, Right Place, Right Time.

Reviewing placements and supporting everyone who is inappropriately in hospital to
move to community based support. Locally agreed plans to ensure quality care and
support services based on the model of good care.

1.1 One of the key messages from the Winterbourne View review is that care of people with
learning disabilities and challenging behaviour is the responsibility of a whole range of
organisations and agencies. Each one needs to provide its own leadership but this
programme needs to work with them all. As a first action we set up the Joint Improvement
Programme (JIP) to work across the health and care system, to provide leadership and
support to the transformation of services locally. Its role is to provide leadership, support
and challenge where it is needed.

1.2 NHS England and the Local Government Association support this jointly. The JIP works in
partnership with a whole range of other stakeholders including the National Forum of
People with Learning Disabilities, the National Valuing Families Forum, the Challenging
Behaviour Foundation, providers, Clinical Commissioning Groups, the Department of
Health, the Society of Local Authority Chief Executives and Managers, the Association of
Directors of Adult Social Services, the Association of Directors of Children’s Services, the
Learning Disabilities Professional Senate and the Care Quality Commission.

1.3 A strong element of the improvement programme is
direct involvement with family carers and self-
advocates and the JIP has established an
engagement plan. This includes Engagement
Strategy and Reference Groups which are advising the
Programme on how best to promote effective
engagement with family carers and those who have
experience of services, providing a direct link to
individuals and groups who have a direct interest in
the work of the Programme.

Action ... “Continuing
to connect up families,
inform, support, and
staying strong for the
challenge. Asking the
difficult questions.”
Asking the difficult
questions.”

1.4 The JIP itself needs the right staff and resource to do its job. Appendix 3 gives a
breakdown of how we have funded the JIP and how it has used that money.

1.5 NHS England is responsible for specialised commissioning and for assuring the
commissioning undertaken by Clinic Commissioning Groups (CCGs). NHS England has a
key role in the leadership of this programme and its business plan includes the
commitment to ensure personalised care and support to people needing this care and
support by June 2014.

1.6 Commissioning is key to this agenda. The right commissioning by expert commissioners,
based on the right data, is the way to ensure the right capacity. CCGs and local
authorities need joint strategic plans to commission the range of local health, housing and
care support services to meet the needs of people with challenging behaviour in their area.
The Association of Directors of Adult Social Services (ADASS) has been working with
NHS England and others on commissioning standards to help drive quality up consistently.
For example, they have used the Commissioning for Quality and Innovation (CQUIN)
framework and developed model CQUINs for adult services.

9



1.7 In addition, ADASS and the Care Provider Alliance
published Finding Common Purpose', developing
strategic commissioning relationships to support people
with learning disabilities in November 2013. It suggests
how commissioners can build on what works and avoid
the “short term, adversarial relationships which can harm
valuable services — and the people who depend on
them”.

Worries ... “That
providers have
financial perverse
incentives to keep
people in long-term
NHS provision.”

CCG registers

1.8 Afirst step for the programme was to be sure that all local NHS commissioners knew who
they were responsible for who fell within the scope of this programme. Data issues are a
question in their own right and are covered in Chapter 4: Transforming Care recognised
the challenges and Appendix 1 shows how much work has been going on to address
them, but there is still more to do. By April 2013 all Primary Care Trusts had developed
registers of all people with learning disabilities or autism who have mental health
conditions or behaviour that challenges in NHS-funded care. These were handed over to
CCGs. With the local authority, they have also undertaken reviews of care plans for all the
people on the registers, and have identified someone who should be the first point of
contact for each individual. CCGs identified 1,317 individuals for whom they had
commissioned care. All of these people had had reviews by 31 July 2013.

1.9 In addition, NHS England undertook to monitor progress for
specialised commissioners. This work identified 1,360
patients in specialised services. 46 of those people were
either discharged or had transferred into a care setting
(usually home) so an in-patient review was no longer
required, and 10 more were found by the Area Teams not
to need one for other reasons — for example, 4 were
confirmed as not having a learning disability. The
remaining 1,304 have all now had their care reviewed.

“Focus on people and
their lives and not get
buried by process,
bureaucracy and
organisational
preciousness.”

1.10 NHS England has - subject to formal approval by the Health Research Authority
Confidential Advisory Group - established quarterly monitoring for NHS commissioners to
ensure delivery of the June 2014 commitment. It will also ensure that all future reported
figures are robust. It has also set up an Enhanced Quality Assurance Programme
(EQAP) to ensure that that people are safe and to assure the quality of reviews. EQAP is
looking at:

e Reviews of the former patients of Winterbourne View and others of concern;

e Assessment of the quality of reviews completed by NHS England and CCGs;

¢ Reviews of patients in providers (NHS and Independent Sector) where CQC has
concerns.

1.11 The next — and most important — step is to put the newly agreed plans into action for each
of these 2,621 individuals. This will be the test of the quality of the reviews and is now
underway. Atthe same time, we must use the new Learning Disability Census information
to make sure that we identify anyone who has been missed so far, and make sure that
they too have plans in place.

! http://www.vodg.org.uk/news/316/111/Report-breaks-down-barriers-to-better-commissioning-of-learning-disability-
services.html
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1.12

1.13

1.14

The milestone date for all people with care and support needs to be receiving personalised
care and support is June 2014. This is likely to prove challenging and is why the
programme needs to pick up the pace. People with care and support needs and their
families are at the centre of this and their needs are paramount. We have set the deadline
to concentrate minds. We have learned from the Francis report that targets must not be
allowed to take priority over good care. But neither can this be used as an excuse for not
moving as swiftly as possible for the benefit of people with care and support needs.

This programme of work does not finish at the
June 2014 deadline. We are aiming for
sustainable improvements, not a quick fix. To
meet our aims of delivering personalised care
closer to people’s homes and communities for
the future means maintaining our focus on this
work beyond the immediate timetable. Many of
the people with care and support needs who
have been in hospitals as in-patients for
disproportionately long periods of time will need
proper psychological support when they
relocate to their home areas. This means that
there are requirements for appropriate housing
to be available, and teams with the skills needed to help people with institutionalisation
and post traumatic issues based on their hospitalisation. These teams will also need the
necessary support from professionals who can provide the continuing supervision, training
and advice to enable them to respond to ongoing and new risks and challenges.

“We all need to promote
the culture change between
commissioners and
providers — how do we get
from an us and them
position to how are ‘we’
going to tackle these
challenges.”

Work on the registers also showed that there was more to do to be sure that they were
comprehensive. In particular, they need to capture people in secure services and those in
the care of Child and Adolescent Mental Health Services (CAMHS). There are also a
number of children and young people in residential schools away from home who need
support to move back to community-based personalised care where that is the right setting
for them.

The Housing Learning and Improvement Network has kept its members updated with
key housing and safeguarding information through its newsletter and on its website. They
have run learning and improvement workshops at regional “look and learn” events on
safeguarding. With 46,000 members, 94% of whom read the newsletter, this is an
effective way of communicating to a key audience.

Local planning

1.15 The JIP conducted a detailed stocktake with all Local Authorities, CCGs and Health and

Wellbeing Boards. Every locality returned the questionnaire. The local work to complete
the stocktake itself created much of the discussion and decision making needed to meet
the Concordat requirements.

1.16 The stocktake returned some very encouraging information. It showed that all localities

were engaged and working on the Concordat commitments and that there is a bedrock of
skilled and committed staff at commissioner, care management and provider levels, and in
leadership roles supporting change.
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1.17 1t also found significant variations between localities. Although the programme
emphasises the importance of joint ownership across health and social care, only 49% of
returns had clearly been completed jointly. For the remainder, in 18% of returns it was
unclear whether they were a shared effort and the rest had evidently been handled by one
or other part of the system. This suggests that there are still issues of leadership to be
addressed and the JIP will be dealing with this as a priority, working with partners to
develop options. However, if this work finds continuing underperformance, there is
backstop provision in regulation to support local authorities, while NHS England has
powers which it can use as appropriate.

Pooled budgets

1.18 Shared funding arrangements go alongside shared leadership in ensuring that people’s
care is determined by their needs rather than by bureaucratic processes. The Concordat
highlights pooled budgets as the way to achieve this. The stocktake showed that these
are still not widely used, although some localities use other mechanisms to support the
flow and flexibility of resources. This is another area for further work by the JIP.

1.19 Where this flexibility is not available, it appears that rigid and sometimes arbitrary division
between areas of commissioning are acting as a brake on progress. This clearly needs
attention and the JIP will develop this when it undertakes local in-depth reviews as part of
its development programme.

12



Chapter 2 - Regulation; Inspection; Corporate
Accountability

Strengthen corporate accountability and responsibility of providers, and their
management, for quality of care. Tighten regulation and inspection of providers.

2.1

2.2

2.3

Transforming Care is high on the agenda for the
Department of Health. The Learning Disability
Programme Board leads on delivery of this
programme of change by measuring progress
against the Concordat’s milestones, monitoring
the risks to delivery and publishing regular
updates. The Board is chaired by the Minister of
State for Care and Support and by Jon Rouse,
Director General for Social Care, Local
Government and Care Partnerships. The Board
includes people with learning disabilities and
representatives of family carers to keep it honest
and grounded in the reality of what it is trying to
achieve.

“The Winterbourne View
Programme represents a
huge programme of action
that can seem
overwhelming but if
partnerships forged
through this process
remain strong, change can
be delivered for
individuals.”

The Board’s papers are available online to ensure full transparency. This report has been
published to meet a specific commitment in the Concordat. The Department of Health has
held two Concordat events to share progress and invite feedback. Throughout this report

there are quotations from some of those who attended the event on 5§ November, including
people with learning disabilities themselves.

This report begins with a case study — Simon’s story. It reminds us powerfully why this
programme was, and is, needed.

Mencap and the Challenging Behaviour Foundation have campaigned with the
families of people who were at Winterbourne View, and others, to keep these issues high
on the national and local agendas.

They have ensured that families have a voice with Ministers and key decision makers.
Their involvement is greatly appreciated.

Regulation

2.4

2.5

The Care Quality Commission (CQC) has undertaken a rigorous process of development
and consultation to change the way it inspects services for people with learning disabilities
and improve systems and checks when providers apply to register a service.

These changes improve the statement of purpose, and provide guidance for registration
assessors on site visits and interviews with registered managers. These raise the bar and
require that providers set out in their statement of purpose how values-based recruitment
is handled and how care staff are inducted, trained and supervised against appropriate
standards and best practice. Aspirant registrants must also indicate how their proposed
service fits with the model of care as set out in the Concordat. Organisations must now
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identify individuals at Board level who have day to day accountability and responsibility for
quality, safety and compassionate care.

Inspection

2.6 The CQC has set out its strategy for inspections over 2013-16. Its inspections of
hospitals, including those with learning disabilities services, will be led by Professor Sir
Mike Richards, the Chief Inspector of Hospitals. There will be a pilot wave of some of
these services, using the new methods, in January 2014. However, where there is
information and evidence of concerns about
quality and safety CQC will continue to respond
and inspect services as part of their programme of
work.

“My motivation is a belief
in the basic human right
of all individuals to lead
a valued and equal life.
Why should people with
learning disabilities have
anything less?”

2.7 Inspections of adult care learning disability
services will be led by Andrea Sutcliffe, the Chief
inspector of Adult Social Care. The new
approach to adult care inspections will be trialled
from spring 2014. In the meantime CQC will
continue to inspect adult care services as part of
its on-going programme.

2.8 This programme involves unannounced inspections of providers of learning disability and
mental health services. CQC will be asking about issues such as the length of time people
have been in assessment and treatment units. As well as the professional staff involved in
this, CQC is using experts by experience: service users and their families are part of the
inspection team to ensure that their perspective is not lost in the formalities of standards
and paperwork.

The Helsey Group — an independent service provider and a member of the Adults with
Learning Disabilities Services (ALDS) Forum — has taken action where they felt most
attention was needed without waiting for further national guidance.

Their Non-Executive Board members are each taking personal responsibility for visiting
each of their services every two months. This is in addition to quality monitoring visits
from the arm’s length quality team. The Chief Executive Officer is undertaking fortnightly
walkabouts of services.

Quality indicators and outcomes provided at Board meetings include physical
intervention, complaints, quality assessments, and health and safety information. The
company has facilitated full and frank discussion with the Non-Executive board if there
are concerns.

Corporate Accountability

2.9 The previous accountability arrangements failed to detect the true picture at Winterbourne
View hospital. The Department of Health committed to examine how corporate bodies and
their Boards of Directors can be held to account for the provision of poor care and harm.

2.10 In July 2013 the Government issued a consultation on Strengthening Corporate
Accountability in Health and Social Care. This proposed a new requirement that all Board
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2.11

212

2.13

Directors (or equivalents) of providers registered with the Care Quality Commission must
meet a new fitness test. This will apply to providers from the public, private and voluntary
sectors.

The failings at Winterbourne View centred on abuse and assault, while those at Mid
Staffordshire involved neglect. Although the symptoms differ there are similarities in the
underlying causes. The Francis report of the inquiry into Mid Staffordshire NHS
Foundation Trust published in February 2013 raised concerns about corporate
accountability which apply to both care settings. Hard Truths,? the final Government
Response to the Mid Staffordshire NHS Foundation Trust Public Inquiry, published in
November 2013, noted that the public has the right to expect that people in leading
positions in NHS organisations are fit and proper persons; and that where it is
demonstrated that a person is not fit and proper, they should not be able to occupy such a
position.

Hard Truths announced that the Government will establish a new fit and proper person’s
test for Board-level appointments, which will mean that the Care Quality Commission is
able to bar Directors who are unfit from individual posts at the point of registration. Where
a Director is considered by the Care Quality Commission to be unfit it could either refuse
registration, in the case of a new provider, or require the removal of the Director on
inspection, or following notification of a new appointment.

Further details will be set out in the response to the consultation on corporate
accountability which will be published shortly. The Government plans to publish the draft
regulations for consultation at the same time and to introduce the new regulations during
2014.

Golden Lane Housing (Mencap’s housing arm) has successfully launched a £10 million
bond which they have used to invest in housing across the country for people with a
learning disability.

They have provided new tenancies in community-based settings for over 137 people with
a learning disability in the first six months of this financial year. This is through a
combination of housing acquired through the bond resources and housing leased form
other landlords. We are exploring how this model might be used more extensively.

Fundamental Standards

2.14

2.15

The Care Quality Commission (CQC) has consulted on its approach to regulating
providers of health and care services. When inspections are carried out in any care
setting, teams will ask five key questions - is a service safe, effective, caring, responsive
and well led?

The Department of Health has been working with the CQC to develop a set of fundamental
standards and will consult on these in due course.

2.16 These will set a clear bar for the safety, effectiveness and compassion below which

standards of care should not fall. There will be immediate and serious regulatory
consequences for services where care falls below these levels, including services going

2 Hard Truths: the Journey to Putting Patients First
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into special measures, being prosecuted, or having their registration and licensing
withdrawn.

2.17 The CQC published the responses to its public consultation on 17 October 2013, which
showed that there is agreement with the new approach.® The Department will consult
shortly on the draft regulations which will set in legislation the fundamental standards of
care that providers must meet. The new regulations will come into effect during 2014 and
2015 and will apply to all providers of health and social care that are required to register
with the CQC.

United Response has reviewed its whistle blowing policy and is implementing a full
review of its Quality Assurance system.

They have set up a trustees’ ethics committee to sign off case studies and photos of
people who cannot demonstrate capacity to consent under the mental capacity Act but
whose stories will help raise awareness of people with profound disabilities in a positive
way. They are finalising a checklist for managers to use when supporting people moving
from an institutional setting to the community.

They are revising Challenging Behaviour and Physical Intervention Standards to clarify
responsibilities and develop standardised local and national reporting procedures for the
use of physical interventions.

Duty of candour

2.18 The Government will introduce an explicit, statutory duty of candour as a Care Quality
Commission registration requirement. The duty will apply to health and adult social care
providers of regulated activities and will be enforced
using the CQC’s powers. This duty will ensure that
providers are open with patients and service users
about failings in care and provide an explanation and,
where appropriate, an apology. As a further incentive
for Trusts to promote a culture of openness across their
organisations, the Government will consult on
proposals about whether Trusts should reimburse a
proportion or all of the NHS Litigation Authority’s
compensation costs when they have not been open
about a safety incident.

My motivation is
... Stopping the
injustice to some of
the most vulnerable
people in society.”

2.19 Similarly, the General Medical Council, the Nursing and Midwifery Council, the Health and
Care Profession Council and others will be working to agree consistent approaches to
candour and reporting of errors, including a common responsibility across doctors and
nurses and other health professionals to be candid with patients when mistakes occur
whether serious or not, and clear guidance that professionals who seek to obstruct others
in raising concerns or being candid would be in breach of their professional
responsibilities. The Department of Health will ask the Professional Standards Authority to
advise and report on progress with this work. The professional regulators will develop new
guidance to make clear professionals’ responsibility to report ‘near misses’ or errors that
could have led to death or serious injury, as well as actual harm, at the earliest available
opportunity and will review their professional codes of conduct to bring them into line with

% http://www.cqc.org.uk/public/news/support-our-inspection-changes
16




this guidance. The professional regulators will also review their guidance to panels taking
decisions on professional misconduct to ensure they take proper account of whether or not
professionals have raised concerns properly and openly.
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Chapter 3 - Quality and Safety: Good
Practice, Standards and Advocacy

Improve quality and safety so that best practice in learning disability services becomes
normal practice. Ensuring good information and advice, including advocacy, is available
to help people and their families.

Advocacy

3.1

3.2

3.3

3.4

3.5

3.6

The complexities of the health and care systems, and the complexity of the needs of
individuals, mean that people with learning disabilities and their families have a particular
need for well trained and independent advocates. These services can be invaluable in
negotiating a path through the options, ensuring that everyone understands what is
happening and why.

The Joint Improvement Programme (JIP) covered advocacy in its stocktake and the results
were encouraging. 85% of localities reported that advocacy services were ‘routinely
available’, and 76% said that they had confidence in the quality of advocacy support.
Some areas were also able to describe how they evidenced the availability and quality of
advocacy. However, the overall figures in the responses do not match the experience
reported by third sector organisations and family carers. Their reports fit better with the
smaller number of places who say that they have inclusive reviewing arrangements in
place. In some places there are problems with the quality of advocacy services, while in
many others there are problems around easy access to advocacy services.

This mismatch means that this is a significant area for
follow-up by the JIP, which plans now to explore further
the availability and quality of advocacy services both
locally and regionally.

“As a self-advocate |
wanted to use my
voice to speak up
for other people

The Department has been working with independent Wwho are in units.

advocacy organisations such as Inclusion North to
improve the quality of the services available. The
Department also works with Independent Mental Capacity Advocate (IMCA) services in
some of the regional networks, with discussions of recent case-law. IMCA services have
been active in considering which people need access to the Court of Protection, and have
started acting as Litigation Friends, enabling people to have access to courts where there
is no one else to bring a case in front of a judge.

Underlining the importance of advocacy, the Care Bill has been amended to introduce a
duty on local authorities from 2015 to provide independent advocacy in certain
circumstances where it is considered that a person would otherwise experience substantial
difficulty in being involved in their social care assessment, support planning or review.

This will apply to adults and carers as well as children and young people at points of
transition. The next step is to develop draft regulations and guidance to flesh this out.
These will be ready for consultation in Spring 2014.

As part of the work to improve quality, the Department has been supporting work to
strengthen the Action for Advocacy (A4A) Quality Performance Mark (QPM) and review
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3.7

3.8

3.9

the Code of Practice for advocates to clarify their role. The QPM is the only national
advocacy-specific quality assessment system which applies to all forms of one to one
advocacy. Organisations can be awarded the QPM if they meet specified quality standards
which demonstrate their commitment and ability to provide high quality independent
advocacy. The Department of Health entered into an agreement with A4A to take this
work forward. However, A4A have ceased all operational activity and, following an
interview with its trustees, its acting Chief Executive and representatives from Department
of Health, the responsibility for taking forward the future of the QPM national advocacy
accreditation scheme, has been passed to the National Development Team for Inclusion
(NDTi) in order that the commitment given in Transforming Care can be delivered.

NDTi will aim to undertake a review of the Quality Performance Mark (QPM) and Code of
Practice (CoP), alongside associated materials, within this financial year. Their aim is that
the revised tools will be ready for re-launch by April 2014.

At a local level, Inclusion North have developed a scope of work to provide people with
learning disabilities with good access to information, advice and advocacy in hospital.

Inclusion North

The North East advocacy project aimed to develop thinking around advocacy in specialist
services that was more than a paid professional role. This example shows what can
happen when people are supported to come together to explore rights and speak up on
more than an individual basis.

Mr F had lived at home with family for all of his life. He came into hospital for a period
when he was very unhappy and unsettled and his behaviour was challenging to the family.
Mr F was asked if he was interested in coming along to the self-advocacy group and, with
time and support to understand what it all meant, he agreed. Mr F came along to the
group every week for the 12 weeks. He grew in confidence from week to week and
became a vocal member of the group. It was noticed on the ward that he had more to
contribute on a day to day basis. Mr F said being part of such a group had been great for
helping him speak up and learn about his rights. He said that he has now spoken up
about what he wants for his future and people are listening. He said he would come back
to hospital to share his story and tell people it's not that scary after all.

The Department is committed to work with the Local Government Association (LGA),
Healthwatch England and the NHS to embed the importance of involving people with
learning disabilities and their families in all planning and decision making which affects
them. The LGA and Local Healthwatch England has agreed a joint work programme to
address this. There is a national Healthwatch implementation team in place and working
with local commissioners.

Healthwatch England has agreed with the National Valuing Families Forum that local
Healthwatch should be supported to engage and work with people with learning
disabilities. They are finalising the approach to producing tools to support this, with
guidance from NVFF. This will help people with learning disabilities to hold local
commissioners and providers to account. Healthwatch England will be seeking out
feedback from people with learning disabilities and learning disability partner organisations
about their engagement with local Healthwatch.

3.10 On the provider side, in September the Driving Up Quality Alliance launched a code for

organisations to follow, based on Think Local Act Personal Making It Real Principles. This
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aims to translate the high level vision into practical terms which will engage individuals on
a personal level. It recommends that providers take responsibility for improving their
services. Providers need to make a commitment first to listen to the people they support
and then to support them to build lives that have meaning for them.

NICE Quality Standards

3.11

3.12

National Institute for Health and Care Excellence (NICE) Quality Standards are helpful and
influential to both commissioners and providers, setting out evidence-based definitions and
measures of quality. Clinical guidelines set out
clearly and in detail what good practice should look
like. NICE’s collaborative and inclusive production
process means that key organisations are involved in
developing these materials.

“Evidence-based
guidance can’t come
soon enough! Indicators
and support for
commissioners can
follow guidance from
NICE.”

The Concordat includes commitments that NICE will
publish quality standards and clinical guidelines on
challenging behaviour and learning disability. This is
well under way. The clinical guideline will ready for
publication in May 2015. They will be doing the same
for mental health and learning disability but this work is not due to start yet. Winterbourne
View stakeholders, including representatives of carers and families, have been involved.
while Mencap are a stakeholder on NICE quality standards.
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Chapter 4 - Information and Data

Ensure transparent information and robust monitoring to deliver transformed care and
support and make sure the public, people with challenging behaviours and families know
if we are making progress

4.1 Transforming Care reported that there was a major intelligence gap in this area. There
was little clarity on the number of people with behaviour that challenges in hospital
settings, or on who was responsible for them. Since then there has been a great deal of
activity to improve the situation which has itself uncovered a series of challenges. In
particular, we need to agree on the definitions we use for both the individuals and the care
settings. This is not simply a technical issue. While there is scope for misunderstanding
on the current scale we shall struggle to state with confidence that we understand the
position fully, either nationally or locally.

Learning Disability Census

4.1 In Transforming Care the Department committed to commission “an audit of current
services for people with challenging behaviour to take a snapshot of provision, numbers of
out of area placements and length of stay”. This is a provider-based exercise, covering
mental health and learning disability providers in the statutory, voluntary and private
sectors. The Health and Social Care Information centre (HSCIC) collected and analysed
the data. The full results published on 13 December can be found on their website.*

4.2 The census date was 30 September 2013. All localities provided data.

4.3 3,250 services users met the inclusion criteria for the 2013 Learning Disabilities Census.
This is larger than the total of 2,677 identified by Clinical Commissioning Group’s (CCGs)
as people in services they commission, and by NHS England for specialist commissioning.
It is smaller than the 3,400 estimated in Transforming Care. This is a moving population,
with people entering and leaving it, which complicates the picture, but commissioners will
be anxious to use this information to triangulate with their own, so that they can be certain
about numbers of people for whom they are commissioning care — and this is not always
as simple as it might seem: Chapter 2 describes how NHS England’s monitoring of
progress by specialised commissioners almost immediately found 56 people out of their
initial 1,360 who no longer met the criteria. Complexities of definition — such as the
understanding of “challenging behaviour” - and complexities of care commissioning are
likely to be the other main reasons for the discrepancies, and the Joint Improvement
Programme (JIP) and NHS England have been waiting for the census results to be able to
work to reconcile the numbers. We know that the data in this area present significant
challenges and a great deal of work has already gone on to resolve them. More is still
needed and the census is a major contribution.

* http://www.hscic.gov.uk/Idcensus
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4.4

4.5

4.6

4.7

4.8

4.9

The Local Government Association (LGA) and NHS England are today publishing local
status reports which will be an important step in resolving these issues. These follow up
the JIP stocktake published in October. Status reports show the numbers of people who
are currently funded by CCGs, though where CCGs and local authorities do not share

boundaries this can be less straightforward. Specialist
and forensic commissioning is more complex and
works to different boundaries. For each of the ten
specialist areas it is now urgent that local areas (CGG
and local authority) working with specialist
commissioners and area teams, agree the local
numbers and then work together from the reviews on
the commissioning and funding challenges.

“Still problems with
commissioners and
providers working
together — after all
this time.”

There are key findings from the census which will help to direct this work. Overall,
providers could not supply a valid residential postcode for 28% of inpatients. Some
providers were unable to supply this information for most of their inpatients. This clearly
needs to be resolved before we can be confident that systems are joining up to provide the
best care for these people, and in particular that everything is being done to maintain
contacts with family, friends, advocates and commissioners.

On out of area placements, the census found that just over one in five inpatients were
staying in wards 100km or more from their residential postcode. About the same
proportion were within 10 km of their home postcode.

There were wide regional variations in how close to home people were cared for. More
than half of those with home postcodes in the South West were in placements more than
100 km from home, while this was the case for fewer than one in ten of those from the
North East. Almost 40% of service users who lived in London received inpatient care
within 10 km of home, while in the South East this applied to almost 20% - reflecting the
difference between urban centres and more rural areas. Appendix 2 illustrates the
variation at Local Authority level between people from that location known to have a
learning disability and people known to be receiving inpatient treatment in that location.

On length of stay, 60% of service users had been inpatients for a year or more while
around one in six had been inpatients for five years or longer. Length of stay varied with
age: around 40% of patients aged 65 and over had been inpatients for five years or more,
around twice the proportion for all inpatients. Service users aged 18 and under were
much more likely to have been inpatients for three months or less: more than 45% of them
were in this position compared with almost 19% overall.

This audit provides baseline data so that we can track progress for the future. We shall be
repeating the census next year.
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Self-assessment framework

4.10 The Concordat included a commitment that NHS England and Association of Directors of
Adult Social Services (ADASS) would implement a joint health and social care self-
assessment framework to monitor progress of key health and social care inequalities from
April 2013. These data would be published at local as well as national level, so that
commissioners and providers can see how they are performing against the average and
against their peers. The framework has been implemented and data from local areas
have been collected by Public Health England’s Learning Disabilities Observatory. Data
collection finished only on 6th December, so there has not been time to report the findings
in detail here. A full analysis will be published early in the New Year. Appendix 2 provides
an overview of the coverage of the exercise and a number of key results with direct
relevance to the Joint Improvement Programme.

Local Stocktake

4.11 The Joint Improvement Programme stocktake captured a wide range of information from
all localities. It was designed to provide comprehensive, detailed and helpful feedback to
both commissioners and providers about strengths and development needs. Itis nota
formal data collection like the census. The analysis was undertaken to regional level,
providing a high level picture. However, for full openness and transparency — and to make
it as practically useful as possible - it has now been developed to show details on a place
by place basis. This shows progress in commissioning, funding and work to meet the
June 2014 deadline set out in the Concordat. This material has been published at the
same time as the One Year On report, and gives local areas the information they need to
identify the real, practical steps they need to take from here.

Key Performance Indicators

4.12 Key Performance Indicators (KPIs) are essential to allow both the Learning Disabilities
Programme Board and local areas to get a firm grip on how services are working locally.
However it is also critical to choose the right KPIs. The Francis Report underlines the
danger of perverse incentives, with the risk that organisations will concentrate on hitting
the target while missing the point.
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4.13 This means that the process of developing KPls is necessarily longer than we would like.
We have to be certain that we are using the right definitions, that everyone understands
them in the same way, and that we are not inadvertently building in problems for the
future. Department of Health, Health and Social Care Information Centre (HSCIC) and
NHS England have been working together to produce initial draft KPls. The areas under
consideration are:

o Proportion of inpatients with stays of 6 months / 1 year / 2 years whose discharge
has been delayed due to a lack of appropriate discharge destination.

o Total number of incidents of challenging behaviour and physical restraints per
inpatient per year

o Proportion of inpatients with Care Programme Approach (CPA) review and care plan
(or other assessment and review) within the last 6 months.

o Total number of safeguarding alerts / serious untoward incidents per in patient per
year.

o Total number of people moved from inpatient to community settings in a given
number of months

o Total number of complaints over a given number of months
o Achievement of person centred planning outcomes

o Number of in-patient days in all mental and behavioural in-patient care in all sectors
(NHS and independent) in the quarter for people with learning disabilities and /or
autistic spectrum conditions

o The number of children in residential special schools with learning disabilities

o The number of current in-patients, at the end of each quarter who have been in
hospital throughout the quarter, in all mental and behavioural in-patient care in all
sectors (NHS and independent) with learning disabilities and / or autistic spectrum
conditions

o The number of current in-patients who have had a face to face clinical review with the
psychiatry of learning disabilities team for their home area within the quarter.

4.14 This range shows the challenge of finding forms of data which actually measure outcomes
and quality. We must remember, for example, that for some people residential care is the
right care. The Health and Social Care Information Centre (HSCIC) indicator development
team is now checking underpinning data sources and the robustness of the draft KPIs
themselves. The next step will be to test the drafts with stakeholders, including engaging
with family carers and self-advocates and we are anxious to ensure that people have a full
opportunity to contribute views and suggestions. The final KPIs will be ready for
implementation from April 2014.
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Chapter 5 - Quality and Safety: Medication,
Positive Behaviour Support and Physical
Interventions

Improved quality and safety to give a better understanding of good practice on positive
behaviour support and the environment so that challenging behaviour and the need for
physical restraint are reduced. Antipsychotic and antidepressant medicines are used to
ensure the best course of action for the patient and not over-used.

The Mental Health Act 1983

5.1 Winterbourne View raised very serious concerns that the principles and safeguards of the
Mental Health Act 1983, and the Mental Capacity Act 2005 were not being correctly
applied to individuals. People were having their freedom and movement constrained
without clear justification. The principles of personalisation in the NHS Constitution were
also being ignored.

5.2 To address this, the Department of Health is leading a cross-system review of the
implementation of Mental Health Act 1983 and is due to consult on changes to the Code of
Practice in early 2014. The Department is also reviewing implementation of the Mental
Capacity Act 2005 and is committed to work with the Care Quality Commission (CQC) to
agree how best to raise awareness of and ensure compliance with Deprivation of Liberty
Safeguards provisions. This is a serious issue: it is unlawful to deprive someone of their
liberty outside of these provisions. That work is under way and is due to report by Spring
2014.

5.3 Alongside this, the English Community Care Association (ECCA) undertook to produce
extra support and explanatory material for its members on Deprivation of Liberty
Safeguards and Human Rights. Those materials will be published, in conjunction with the
Joint Improvement Programme, in April 2014.

Safeguarding Adults Boards

5.4 The Department of Health had an existing commitment to put Safeguarding Adults Boards
on a statutory footing. This will be achieved through the Care Bill which has now reached
its second reading in the House of Commons. The Department will revise both statutory
and good practice guidance to reflect new legislation and, specifically, to address the
findings from Winterbourne View. The Care Bill, and those supporting materials, will be
implemented from 2015.

5.5 In the meantime, and to prepare for this, the Concordat sets out the need for Safeguarding
Adults Boards to review their existing arrangements. In particular, they need to be sure
that they have the right information sharing processes in place across health and care to
enable them to identify and deal with safeguarding alerts.

5.6 Association of Directors of Adult Social Services (ADASS) has pursued this and found that
many Safeguarding Adults Boards had considered Winterbourne View issues and looked
at local arrangements. The Joint Improvement Programme (JIP) stocktake picked up
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concerns expressed at the first Concordat event about assurance mechanisms, and was
able to provide reassurance that there was reasonable evidence of local understanding
and use of safeguarding processes.

Spotting abuse early

5.7 A major concern from Winterbourne View was the
length of time individuals had been subject to abuse
before anything was done about it. The police
recognise that they have a role to play here. Avon
and Somerset police have developed a process to
trigger early identification of abuse, which they are
now using. In January 2014 the police will plan how
to disseminate this nationally. All associated learning
will be incorporated into training and practice,
including Authorised Professional Practice.

“Worried about
children’s safety and
families’ anxiety over
not being able to see
them”

Positive Behavioural Support and the minimisation of restrictive practices

5.8 Positive Behavioural Support (PBS) is a technique to identify what environmental factors
and other influences can be used to discourage problematic behaviour and encourage
desirable behaviour. It can reduce the need for interventions such as physical restraint,
chemical restraint, mechanical restraint and seclusion. It therefore has huge potential to
improve the quality of life and outcomes for individuals across health and social care and
in particular those treated in inpatient settings or in residential care.

5.9 The Concordat committed the Department of Health, with external partners, to publish
guidance on best practice around positive behaviour support and the minimisation of
restrictive practices across health and adult social care. The Royal College of Nursing
agreed to take the lead role in producing this with a group of clinical professionals and
experts by experience. They will publish a draft for consultation by the end of December
2013 and the Department of Health will publish a final version of the guidance by the end
of March 2014. Aligned with this, Skills for Care and Skills for Health are developing a
framework for commissioning training and other workforce development activities in
positive behaviour support, including physical interventions as part of this approach.

5.10 In the summer Skills for Care published a framework for commissioning learning and
development more generally in the context of support for people whose behaviour may
challenge. Work now is focused on implementation of the workforce commissioning
framework.

5.11 As part of the Concordat, the British Psychological Society (BPS) has undertaken to
provide leadership to promote training in, and appropriate implementation of, Positive
Behavioural Support across the full range of care settings.

5.12 To meet this commitment, the Learning Disability faculty of the Society has enrolled
thirteen experienced psychologists on the South Wales Advanced Professional Diploma in
Positive Behavioural Support. The British Psychological Society has revised the
accreditation criteria for clinical psychology and is identifying additional core competencies
in this area. This work has the potential to contribute more widely to a programme to
reduce restrictive practices and restraint.
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5.13

5.14

5.15

Winterbourne View also raised questions about whether people were being given the right
medications to improve their condition, or whether they were being over-medicated for the
benefit of staff. The JIP has commissioned two reviews of current data held on the
prescribing of antipsychotic and antidepressant medication for people with learning
disabilities and challenging behaviour. These reviews are with the CQC and Medicines
and Healthcare Products Regulatory Agency. In September 2013, NHS Improving Quality
(NHSIQ) was commissioned to lead on scoping and establishing a collaborative to share
learning and develop best practice to address these prescribing issues. It will launch in
early 2014.

CQC is also carrying out an audit of use of medication for those patients with a learning
disability detained under the Mental Health Act based on the Second Opinion Appointed
Doctors (SOAD) data that they hold. It is a six month retrospective review. The output will
give an insight into the way medications are used and the basis for their use. It will also set
out how CQC can routinely capture the information.

All of this work needs to be effectively aligned and coordinated, including with the work by
National Institute for Health and Care Excellence (NICE) to develop quality standards, and
fundamental standards for CQC registration. In order to embed the required training,
cultural and leadership changes required the Department is currently working with partners
to develop a wider work programme to reduce restraint/restrictive practices across health
and adult social care, including in particular learning disability and mental health services.
This should allow us to maximise the benefits offered by synergies, avoid wasteful
duplication and ensure that we do fundamentally transform services.
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Chapter 6 — Quality and Safety: Workforce

Improve quality and safety through improving the capability of the workforce so that staff
are properly trained in essential skills supported by good clinical and managerial
leadership. Health and care professionals should understand and be supported in
achieving minimum standards and aspire to best practice. Staff should feel it is safe to
raise concerns when things go wrong and be listened to.

6.1 Workforce development is key to successfully changing the way in which people are
supported. In the last year a range of different organisations have been involved in
meeting the workforce challenges raised by Winterbourne View.

6.2 Appendix 1 sets out detailed progress on the different resources that are either in
preparation or have been completed. Skills for Care has been working with the
Department of Health, providers, clinical leaders, commissioners, carers and people with
care and support needs to improve skills and capability to respond the needs of people
with complex needs. The new resources in preparation include:

o Guidance for social workers on good practice in working with people with learning
disabilities who are distressed or whose behaviour challenges those around them.

° Good practice standards for commissioners and providers to promote reasonable
adjustments to meet the speech, language and communication needs of people with
learning disabilities / autism in specialist hospital and residential settings.

o A refreshed “Challenging Behaviour: A Unified Approach” to support clinicians in
community learning disability teams to provide better integrated services.

o Minimum standards of conduct and training for all healthcare workers and social care
workers (published).

o A guide for social care employers on how good workforce development can aid
positive behaviour support.

° A guide to different mental health inpatient services available for people with learning
disabilities, mental health and or other needs.

o Core principles on a statement of ethics to reflect wider responsibilities in the health
and care system.

o A progress report on implementation of the recommendations in Strengthening the
Commitment, the report of the UK Modernising learning disability Nursing Review.

o Advice for employers on whistleblowing.

The Royal College of Nursing highlights good practice in learning disability nursing.
They provide support for the Learning Disabilities Academic network group.

RCN has seen a year on year rise in Learning Disability forum membership.

There is better awareness of learning disabilities career options, and better communication
with the widest RCN membership.

6.3 Skills for Care is working with the Department of Health and partners on implementing the
response to the Cavendish and Francis reports. A common theme is that all care workers
need the right training, not just the traditional professionals such as doctors, nurses and
social workers. That is behind the introduction of the Care Certificate. The Government
has asked Health Education England to work with Skills for Care, Skills for Health and
other stakeholders to consider how the ‘Certificate for Fundamental Care’ (now the Care
Certificate) can be developed.
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6.8
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In addition to these activities other workforce development projects include a Skills for
Care and Skills for Health workforce commissioning guide for social care and health
employers on workforce development and the workforce development needs of workers
who may need to carry out physical interventions, and a review of the curriculum for
psychiatrists in training by the Royal Collage of Psychiatrists.

Social Care and Health employers have expressed a high degree of interest in using the
workforce resources that have been developed.

Many of the workforce resources have sound advice and requirements.

Putting the resources into practice will require workforce development support and action
that ensures that the reach and impact of the resources collectively can be measured.
Most resources are aimed at one section of the workforce but their implementation
requires changes to the workforce and organisational structure surrounding them as well
as to the individual’s practice.

Employers who provide services have suggested that working with commissioners can still
be a challenge. An interest and commitment from commissioners in contracting to provide
person-centred, effective and efficient, close to home support is not always evident. From
a workforce development perspective this provides an opportunity to champion shared
learning between commissioners, providers, people with care and support needs and
family carers.

Commissioning and brokerage services should support families and individuals to find the
right support and creatively build individual support packages. Families need to be
supported to train individual support staff to work with their family member so the support
is tailored. Workforce development support that enables these relationships to grow in the
context of work in social care on assessment and eligibility will be important.

6.10 Ensuring that the workforce resources that have developed are widely shared, people and

6.11

organisations know how to use them and know how the resources make an impact on how
people are supported will be a key challenge over the next year.

Hard Truths, the response to the Francis Inquiry
into Mid Staffordshire Foundation Trusts also set
out a number of proposals which will help to
improve services for people with learning
disabilities. They are not aimed specifically at this
group but people with learning disabilities should
expect to benefit like anyone else from the range
of developments including:

“Those areas that want
to change are
changing. We are still
left with too many
areas that have not
changed enough.”

o A new national safety website which will publish all the information relevant to
safety in every hospital in the country on a monthly basis, so that people with care
and support needs have the same information about their hospitals that the system
has.

o A new national patient safety programme across England to spread best practice
and build safety skills across the country. NHS England will start the programme in
April 2014 and will bring together frontline teams, experts, people with care and
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support needs, commissioners and others to tackle specific patient safety problems,
develop and test solutions, and learn from each other to improve safety.

A new criminal offence for wilful neglect: the government will legislate at the
earliest available opportunity to make it an offence to deliberately neglect patients -
so that organisations and staff, whether managers or clinicians, responsible for the
very worst failures in care are held accountable.
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Chapter 7 - Children and Transition

To deliver integrated support to vulnerable children and young people with behaviour
that challenges. This should include early and effective intervention with care co-
ordinated around and tailored to the needs of the individual child or young person.

7.1  The Concordat’s Programme of Action made clear that a life course approach needs to be
adopted to transform health and care services and
improve the quality of care offered to individuals with
learning disabilities or autism who have mental health
conditions or behaviour that challenges. If children
and young people do not receive effective support at
an early enough stage in life, it can set them on a path
where their problems are exacerbated and their life
chances affected. In responding to the terrible abuse
which occurred at Winterbourne View a key issue has
been to ensure that stakeholders representing
children and young people, their families and carers,
have been fully involved.

What matters most
...”Getting it right from
the start with children,
so that children and

young people have the
right support in the
local communities”

7.2 The Joint Improvement Programme has emphasised the commitment to this area by
recently appointing a Special Advisor to lead on children and young people and life course
planning, and recognising the development of the core service specification in line with the
model of care in Transforming Care as a key piece of work yet to be completed.

7.3 The independent Children and Young People’s Health Outcomes Forum has been asked
to provide recommendations in relation to prioritising improvement outcomes for children
and young people with behaviour that challenges and agree how best to support young
people with complex needs in making the transition to adulthood. On behalf of the Forum,
the National Network of Parent Carer Forums has issued guidance on integration of
services for supporting children with complex needs in making the transition to adulthood,
The Forum continues to be an advocate of supporting improved outcomes relating to the
transition from children’s to adult services and will recommend that supporting young
people with complex needs, including autism or who exhibit challenging behaviour, is a
significant element of the transition guidelines in development by the National Institute for
Health and Clinical Excellence (NICE). The Department is working with NHS England in
developing measures of the experience of care of children and young people, and the
intention is that this will include meaningful measures
of the effectiveness of transition. NHS England is
developing a service specification for transition for
the NHS.

“My hope is for
prevention: young
people not following
the specialist,

7.4 Whilst progress has been slower than originally exclusion route.”
anticipated on the core service specification, there
are now clear plans to produce a document for
consultation in December 2013 which is focussed
and practical and helpful and that will be used by commissioners. The all-age core
specification will focus on how commissioners can ensure that high quality care and
support are provided, with services designed around the needs of the individual and their

family and provided as locally as possible. It will signpost how arrangements will change
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7.5

7.6

7.7

7.8

with the passage of the Children and Families Bill, and provide clarity around the interface
both with the commissioning of specialist health services and education. An Expert
Advisory Group containing representatives from a number of key organisations bringing
together their experience and expertise is supporting this work.

Work to align child health and learning disability data sets is underway and includes:

o a new learning disability measure was added to the Children and Young People’s
Improving Access to Psychological Therapies (IAPT) data set in October 2013;

o identification of those with learning disabilities in new large scale surveys of child
health;

o a census of inpatient hospital beds for people of all ages with a learning disability or
autism who may also have behaviour that challenges or a mental health condition;

o exploring and strengthening links between the availability of data on children and
young people and adults through the work of the Child and Maternal Health
Intelligence Network and the Learning Disability Observatory; and,

o developing links between data sets.

The Department of Health agreed funding in July 2013 for stage one of the two year
development of a Disability E-Learning Portal by a Royal College of Paediatrics and Child
Health (RCPCH) led Consortium. The Project Team for developing the e-learning portal
were in post by early October 2013. This exciting project, which will specifically cover
individuals with learning disabilities or autism who have mental health conditions or
behaviour that challenges, will make available interactive online programmes to extend the
skills and knowledge of

o NHS staff working with children and young people on evidence-based outcomes-
focussed delivery;

o Staff working in universal settings, such as healthcare assistants, care home
workers, teachers, social workers, police, probation, faith group workers, prison staff,
to understand and recognise disability challenges and problems, particularly at the
early stages, to provide simple strategies which staff can use to support children and
young people where appropriate, and to help staff refer on where necessary.

In addition the Challenging Behaviour Foundation, in partnership with the Council for
Disabled Children, is in receipt of three year project funding from the Department of Health
to review and develop resources which support good practice in services for children and
young people with learning disabilities and challenging behaviour and to work with
stakeholder groups to increase the reach and access of these resources. The project
started in July 2013.

The Children and Families Bill, which entered Committee Stage in the House of Lords on 6
October 2013, will extend the Special Educational Needs (SEN) system from birth to 25,
giving children, young people and their parent’s greater control and choice in decisions
and ensuring needs are properly met. The Bill, in its current form, would introduce from
September 2014

o new joint-arrangements for assessing, planning and commissioning services for
children and young people with special educational needs, which make it clear what
will be offered, and who will deliver and pay for it, underpinned by a process to swiftly
resolve local disputes between partners;
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a new local offer, so children, young people and their families are clear what is
available locally, with a clear complaint process and redress system,;

local Education, Health and Care (EHC) Plans from 0 to 25 which set out in one
place the support from education, health and care services children and young
people will receive; with a new focus on helping to improve outcomes, including
future employment and independent living;

personal budgets for those families who want to have them; and,

a duty on clinical commissioning groups (CCGs) (and in some cases, NHS England)
as health commissioners to secure the provision of health services which they have
agreed in the EHC plan, similar to the duty on local authorities in respect of special
educational services.

The Special Educational Need and Disabilities (SEND) pathfinder programme includes
partnerships between local authorities and the health service to test out the new
arrangements. This new approach has tremendous potential not only to ensure that
children and young people who have extremely complex needs are supported with
integrated packages of care planned and delivered according to their individual needs, but
also to set an example to the wider NHS and social care of how to deliver integrated care
co-ordinated around the patient.

7.10 The commitment to develop and issue statutory guidance on children in long-term

residential care in 2013 is progressing well. The draft guidance has had input from external
key stakeholders, and a revised draft will be shared between the Department for Education
and the Department of Health at the start of December, which will then be sent for
Ministerial approval.
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APPENDIX 2
Public Health
England

Joint Health and Social Care Self-Assessment
Framework 2013

Emerging findings from Responding Local Authorities
Introduction and background

This appendix provides a preliminary view of how far local Partnership Boards
have been able to provide information about their work for this year's Joint Health
and Social Care Self-Assessment Framework (SAF) exercise. The SAF process
is a complex local stocktake. It covers a wide range of the physical and mental
healthcare and the social care provided for people with learning disabilities in the
geographic area covered by local learning disability Partnership Board. In almost
all cases Partnership Board areas exactly match upper tier Local Authority areas.
Following the action agreed in Transforming Care (Action 38), this year, for the
first time, the regular local stocktakes undertaken by health and social care
services have been fully integrated. This represents an amalgamation of the
former Strategic Health Authority Self-Assessment Framework and the Local
Authority based Partnership Board annual reports.
The Framework has two parts: key numbers and quality benchmarks. Partnership
Boards are invited to set out numbers which describe the scale of the task they
face in providing care and some indicators of how well they are performing. This
is followed by a self-rating exercise to compare the local performance with some
nationally agreed yardsticks. This part of the exercise is intended to be
undertaken by Clinical Commissioning Group and Local Authority officers in
collaboration with local care providers, self-advocates and family carers. It is
recommended that the rating exercise should be finalised at a 'Big Health and
Social Care Day' - a participatory planning exercise. This year the detail of the
framework was developed by a group comprising former Strategic Health
Authority learning disability leads and members of the Association of Directors of
Adult Social Services. An independent consultant facilitated the process and
members of the Learning Disabilities Observatory provided technical advice.
The collection of information relating to the framework started in August. The
official closure date for submissions was the end of November. This reflected
partly the fact that it involves a great deal of work, and partly the fact that it
coincided with two other nationally inspired exercises (the Autism Self-
Assessment Framework and the Stocktake of local services led by the
Winterbourne View Joint Improvement Programme) requiring input largely from
the same staff. In the event, as a result of technical difficulties, the closure date
for submissions was extended to 5:00pm on the 6th December. Thus, given the
publication deadlines for this report there has not been time to work through the
data submitted in the depth required for detailed reporting. This brief summary
focuses on four aspects:

e The number of authorities that responded

e How much of the Framework they were able to complete
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o Further detail about the responses relating to in-patient psychiatric care
for people with learning disabilities and how this compares with the
findings of the recent in-patient census

e The numbers of individuals on Clinical Commissioning Group registers
of individuals with challenging behaviour in the context of learning
disability or autism, and the progress in reviewing their care needs

Responses

There are currently 152 upper tier local authorities. All of them registered to
report their local conclusions. Responses reflected the geography of upper tier
Local Authorities with one exception. In Lancashire Partnership Board areas were
defined on the basis of former Primary Care Trust boundaries (Central, East, and
North Lancashire). This year Lancashire continued to use this arrangement and
produced three reports. So a total of 154 responses were received. All but 1
provided at least some details of local services.

Parts of the Framework covered

This section describes the reporting of the population of people with learning
disability living in Partnership Board areas and the extent to which other sections
of the Framework were covered. Coverage of population figures is reported in
more detail since evaluation of almost all the other sections depends on
understanding the size and structure of the population served.

The Framework asked about the number of people with learning disability by age
group, disability and ethnic group. Age profiles could be given at three levels of
detail: narrow age bands (0 to 13, 14 to 17, 18 to 34, 35 to 64 and 65 and older),
broad age bands (0 to 17, 18 and older) or simply as a total figure. Respondents
were asked for similar breakdowns of numbers of people with complex or
profound learning disabilities (defined as learning disability complicated by severe
problems of continence, mobility or behaviour, or severe repetitive behaviour with
no effective speech) and with learning disabilities complicated by autism. They
were also asked for numbers, aged 0 to 17 and 18 and older, of people in each of
the three disability categories who are recorded as being from a minority ethnic
group. Table 1 shows the numbers of respondents able to provide each set of
figures.

Table 1. Numbers (and proportions) of respondents able to report figures
for numbers in the population with learning disabilities (LD).

People with People with
All with LD Complex or LD and
Profound LD Autism

Reported in narrow age bands
Reported in broad age bands
Reported totals only
Respondents reporting any data
Reported any ethnic minority
data

111 (72.1%)
28 (18.2%)
6 (3.9%)
145 (94.2%)

102 (66.2%)

70

102 (66.2%)
24 (15.6%)
6 (3.9%)
132 (85.7%)

77 (50.0%)

96 (62.3%)
30 (19.5%)
7 (4.5%)
133 (86.4%)

77 (50.0%)



Table 2 gives an overview of all the sections of the Framework showing the
proportion of Partnership Boards (out of the possible total of 154) responding to
each. Not every Partnership Board would have people in every category in each
section, so they would not necessarily be expected to respond to every question.
In this table, they are scored as having responded to each Framework section if
they made an entry in any part of it.

Table 2. Proportion (percentage) of respondents providing information
about each section of the Framework

Framework Section Proporti.on of respondents
providing responses
Demography 94%
Complex or profound disorder 86%
Learning Disability with Autism 86%
Screening coverage 87%
GP observations 7%
Deaths 67%
Learning Disability Health
Checks 97%
General hospital use 77%
Continuing Healthcare and Mental Health Act
Section 117 95%
Local mental health in-patients 88%
Specialist commissioned mental health in-
patients 92%
Stay legth of current mental health in-patients 90%
Challenging Behaviour registers and reviews 90%
Social Care statistics 84%
Employment and voluntary work 84%
Accommodation arrangements 82%
Adult safeguarding 98%
Mental Capacity Act / Deprivation of Liberty
Safeguards 99%
Numbers with relevant Special Educational
Needs in schools 97%
Staying Healthy ratings 95%
Being Safe ratings 96%
Living Well ratings 95%

The parts of the Framework with the weakest coverage were the number of
deaths of people with learning disabilities (67%), the various GP-based
observations, including blood pressure, body mass index, diabetes, epilepsy,
asthma, dysphagia (difficulty swallowing) and coronary heart disease (77%), and
the use of local general hospital care (77%). 87% of respondents were able to
report to some extent about screening coverage, although only 80% reported
about all three types. There were some parts of the Framework where it was a
surprise that coverage was so low. These described issues which have been
reported in national statistical returns for many years. They are the provision of
social care packages (84%), work status (84%) and housing status (82%).
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In-patient care for mental health problems or challenging

behaviour

Respondents were asked to report the numbers of people in mental hospital in-
patient care as at 31st March 2013. They were asked to break this down by
commissioner type, location, primary reason for admission and broad length of
stay.

Table 3 shows the numbers of respondents (out of the possible total of 154)
providing information about the numbers of patients in locally commissioned and
specialised commissioned services.

Table 3. Respondents providing numbers of mental hospital in-patients at
31st March by age band, commissioning arrangements and primary reason
for admission

Primary reason for admission

Age 0to 17

Age 18 or
older

Locally commissioned services
Challenging behaviour
Mental health problem
Complex physical

103 (66.9%)
101 (65.6%)

100 (64.9%)

130 (84.4%)
131 (85.1%)

119 (77.3%)

health needs
Specialised commissioned -
located locally

Challenging behaviour

Mental health problem

Complex physical

health needs
Specialised commissioned -
distant

105 (68.2%)
107 (69.5%)

106 (68.8%)

132 (85.7%)
130 (84.4%)

127 (82.5%)

104 (67.5%)
101 (65.6%)

103 (66.9%)

133 (86.4%)
131 (85.1%)

120 (77.9%)

Challenging behaviour
Mental health problem
Complex physical
health needs

From table 3 it is clear that the overall numbers obtained give an incomplete
picture of the numbers of in-patients Partnership Boards are aware are receiving
mental hospital in-patient care. However some patterns emerge. A total of 3,213
people in hospital were reported. 6% of these were younger than 18, 94% were
aged 18 or older. 45% of those reported were in local services, 57% in
specialised commissioned services. Of those in specialised commissioned
services, 67% were described as being in placements within the Partnership
Board area or a neighbouring Clinical Commissioning Group.

31% of all patients were reported as being in hospital primarily because of
challenging behaviour, 65% because of a mental health problem and 3% because
of complex physical health problems. 56% of the people primarily in hospital
because of challenging behaviour were in ordinary local services, as were 65% of
those primarily in hospital because of complex physical health needs. In contrast
only 39% of those primarily in hospital for mental health problems were in ordinary
services whilst 61% were in specialised commissioned provision.
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Respondents were asked how many of those currently in hospital at the end of
March 2013 had been in-patients continuously for more than 3 months and more
than two years. These responses were harder to analyse. 111 (72.1%)
Partnership Boards provided a total year-end figure, but a larger number (120
(77.9%)) provided a three month figure. There was also evident inconsistency in
how these data were recorded indicating that further consultation with sites
submitting them will be needed before they can be reported in detail. 101 (65.6%)
reported numbers in hospital two years or longer.

The figures reported in the SAF would not be expected to agree exactly with the
findings of the recent Learning Disabilities Census’ since only around 85% of SAF
respondents reported in-patient numbers. Despite this the totals are strikingly
similar The total number of in-patients reported in the SAF was 3,123, 99% of the
census figure of 3,250. The split between local in-patients (SAF 1,441, census
1,470) and specialised commissioned patients (SAF 1,772, census 1,780) was
also very close. In the SAF, 39 Partnership Boards did not provide local in-patient
numbers and 28 did not provide specialised commissioned numbers. The census
identified roughly 650 patients from these Local Authority areas; however the
tabulation in the census report (table 10) is not sufficiently detailed to give a
precise figure). This would suggest that the figures reported in the SAF are
roughly 25% higher than the census findings. There is a further clear discrepancy
in the proportion of in-patients reported as having been in hospital for two years or
more. SAF respondents reported only 587 patients (18%) as having stayed this
long. The census identified 1,363 (42%) patients in this position.

Challenging Behaviour Care Registers

In Transforming Care NHS England agreed to ensure that all Primary Care Trusts
would set up registers of people with learning disability or autism who presented
challenging behaviour for which they were receiving NHS-funded care, by 1st
April 2013 (Action 22). Registers would be transferred to successor Clinical
Commissioning Groups who would subsequently maintain them. Clinical
Commissioning Groups were asked to ensure that all those registered had a
review of their care by 1st June, with these reviews leading to a personal care
plan agreed with the individual and based around their and their families’ needs
and agreed outcomes (Action 26). The Framework asked about numbers on the
register at the handover point and at the end of June, and the number of these
who had had a care review as specified by June 1st. Numbers were to be divided
into those currently in hospital and those not.

123 (79.9%) Partnership Boards reported the number of patients in the registers
handed over to Clinical Commissioning Groups at the start of April. 123 (79.9%)
reported the number registered at 30th June, and a larger number (130 (84.4%))
reported the number whose care had been reviewed. Table 4 shows figures for
the 115 Partnership Board areas answering all three questions.

" http://www.hscic.gov.uk/Idcensus
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Table 4. Total number of patients reported by 115 respondents providing
figures for all three questions (percentages are by row).

Measure In hospital at | Not in hospital Total

index date at index date patients
agrt:f PCT register at 31st 1156 (37.1%) | 3,112 (72.9%) | 4,268
On the CCG register at 30t 1124 (40.2%) | 2,796 (71.3%) | 3,920
Number whose care was 1163 (37.4%) | 3,112 (72.8%) | 4,275
reviewed by 1st June

The numbers reported as being on challenging behaviour care registers and those
reported as in-patients in the previous section differed somewhat. Only 80
Partnership Boards answered all the questions reported in table 4 as well as all
the questions about numbers of in-patients by primary cause and commissioner
type described above. This group of respondents reported a total of 894 in-
patients on their registers at the end of March and 865 at the end of June. They
reported having done care reviews for 905. However the numbers of in-patients
they reported in response to the earlier questions, whose primary reason for being
in hospital was challenging behaviour, were substantially lower: 346 in locally
commissioned services and 271 in specialised commissioned services, a total of
617.

Conclusion

These are inevitably preliminary observations since data collection was only
closed to entry on 6th December. This overview is intended mainly to indicate the
extent to which the commitment to undertake self-assessment has been fulfilled.

The SAF is primarily intended to provide impetus, structure and comparative
benchmarks for a local process of review and service improvement. A more
detailed report on all of the findings of the exercise will be published by Public
Health England early in the new year. This will be based on a thorough check
and exploration of all the data from the SAF. It will include thematic analysis of
the comments made in relation to the local quality ratings. Full responses from
Partnership Boards and a summary spreadsheet designed to facilitate
comparative study will be published alongside the final report.
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Service users with learning disabilities in receipt of inpatient care, by local authority of residence
(rate / 1,000 people with learning disabilities)

Rates of LD inpatients (18+) / 1,000
people on GP LD register

40+ (1)
I 20<40 (25)
[ 10<20 (70)

5<10 (38)
0<>5 (15)
0 (3)

Motes on interpretation:

Tha numerators for rales presented in thase maps are the number of service users aged 18 and over, recorded in the 2013 Learning Disability Cansus,

by lozal authorily of residance and ward =lay respectivaly. Local authoity of residence is darived from the last known postooda of residance. whilst local
authority of ward stay is derived from the postcoda of the localion of the service wser's ward stay. Mote that some Leaming Disability Census service users
racaiving inpatient care had the same posicode recorded for both residence and ward stay (see Tabla 8, Referenca data tables for the 2013 Leaming
Dizability Census, hitpiwaw.hecic gov.uk/pubsiidoansusrep1213).

Tha denominalor for rates prasented in these maps is The Quality Oulcome Framewark (Q0F) lsarning disability registar, apportioned ta local autharity leved.
Tha QOOF businass rulas for learning disability may be found at the fallowing location:

hittpeiedn, poc-cic.org.uksitesdefaultfiles/artides/altachmants/leaming_disabilities_ruleset_vw23.0.pdf.

Four GP practices could not be allocatad to & local authodity area as they had invalid postoodes.

Tha |sles of Sdlly (not displayed) had a rate of 0 LD inpatients ! 1,000 people on GP LD registar, for both residance and ward slay.

Data sowurcas:

HSCIC, Leaming Disability Cansus, 2013 hitp:wee hedc gov.ukipubsiidoensusrep1213

HSCIC, OMAS database - 201213 data as at and of June 2013

Copyright © 2013, Health and Social Care Information Centra, Community and Mental Health Teamn. Al rights reserved.
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Service users with learning disabilities in receipt of inpatient care, by local authority of
ward stay (rate / 1,000 people with learning disabilities)

Rates of LD inpatients {18+) / 1000
people on GP LD register

B 40+ (1)
I 20<40 (18)
B 10<20 (28)

5<10 (16)
0<>5 (43)
0 (36)

ey

London

Motes on interpredation:

Tha numerators for rales presented in thase maps are the number af sarvice users aged 18 and over, recorded in the 2013 Leaming Disability Census,

by local authority of residence and ward slay respectivaly. Local authority of residence is darived from the last known postcode of residance, whilst local
authority af ward stay is derivad fram the postcoda of the localion of the sarvica users ward stay. Note that some Leaming Disability Census service users
recaiving inpatient care had the same posicode recorded for both residence and ward slay (see Tabla 9, Reference dala 1ables for the 2013 Leaming
Disability Cersus, hitpwaww hscic gov.uk/pubsiidoansusrepl 213).

The denominator for rates presented in thess maps is The Quality Outcome Framework (Q0F) learning disability registar, apportioned o local authorily level.
Tha QOF businass rulas for learning disability may be found at the following location:

htp:edn poc-cic.org ukisitesidefaultifiles artidesaitachmentsisaming_disabilities_rulesst_v23.0.pdf.

Four GP praclices could not be allocated to a local authorily area as they had invalid postoodes.

Tha Isles of Sdlly (nat displayad) had a rata of 0 LD inpatients ¢ 1,000 people on GP LD registar, for both residance and ward stay.

Dala sourcas:

HSCIC. Leaming Disability Cansus, 2013: htip:www hscic gov ukipubsideensusrep1213

HSCIC, OMAS database - 2012/13 data as at end of June 2013

Copyright © 2013, Health ard Social Care Informalion Centra, Community and Mental Health Team. All rights reserved.
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INVESTMENT SUMMARY

APPENDIX 3

JOINT IMPROVEMENT PROGRAMME Budget Expenditure Balance
2013/2014 to date (as at
Dec. 2013)

Figures include apportioned staff costs
1 Involvement and engagement work £128,000 £61,962 £66,038
2 | Communications activity £56,000 £30,101 £25,899
3 | Improvement projects and activity £1,144,000 £125,672 £1,018,328
4 | Programme support costs £640,000 £143,590 £496,410
5 | Other costs, including medication £400,000 n/a £400,000

collaborative
6 | VAT £492,000 £36,906 £455,094
TOTAL EXPENDITURE TO DATE £2,860,000 £398,231 £2,461,769
Staff costs (total figure). These are £229,917
included in the figures above apportioned
across relevant activities
Notes
Figures include apportioned staff costs
1 Including events, consultation etc.
2 | Publication costs, including easy read materials, briefings etc.
3 | Improvement programme/support to local areas, including resource development
4 | Including support to Joint Improvement Board activity & LGA charge
5 | Medication collaborative and CQC research project on medication data
Nb. Costs are profiled to increase substantially during 2013/14 and 2014/15. Some costs have
been committed but not yet spent and are therefore not included in expenditure to date.
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