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WHAT IS THE
SCHIZOPHRENIA COMMISSION?

The Schizophrenia Commission was established in November
2011 by Rethink Mental lliness. The independent Commission
was made up of 14 experts who have worked together to
review how outcomes for people with schizophrenia and
psychosis can be improved and it was chaired by the eminent
psychiatrist, Professor Sir Robin Murray.

The Commission ran six formal evidence gathering sessions
involving over 80 experts, including people who have lived
with schizophrenia or psychosis, family members and carers,
health and social care practitioners and researchers. 2,500
people responded to the Commission’s survey online. The
Commissioners also visited services across England and drew
upon relevant published research literature.

They focused, in particular, on the delivery of adult mental
health services but did also consider the impact on young
people, those within the criminal justice system, the homeless
and those with co-morbid problems such as substance misuse
as well as the role of prevention and community development
for building an emotionally resilient and healthy society.



FOREWORD

by Professor Sir Robin Murray, FRS

Imagine suddenly developing an illness in which you are
bombarded with voices from forces you cannot see, and
stripped of your ability to understand what is real and what
Is not. You discover that you cannot trust your senses,
your mind plays tricks on you, and your family or friends
seem part of a conspiracy to harm you. Unless properly
treated, these psychotic experiences may destroy your
hopes and ambitions, make other people recoil from you,
and ultimately cut your life short. Some 220,000 people in
England have such psychotic experiences - we probably all
know a family who is affected, but the stigma is such that
they may be keeping it a secret.

One hundred years after the term
“schizophrenia” was coined to describe severe
psychosis, the Schizophrenia Commission
came together to examine the provision of
care for people living with psychotic illness.
We are an independent group which took
evidence from around the country and heard
from several thousand people over 12 months.
What we found was a broken and demoralised
system that does not deliver the quality of

treatment that is needed for people to recover.

This is clearly unacceptable in England in the
21st century.

The inadequate care that many people with
psychosis receive adds greatly to their distress
and worsens the outcomes for what can
already be a devastating illness. Most have a
period in a psychiatric hospital unit but too
many of these wards have become frightening
places where the overwhelmed nurses are
unable to provide basic care and support. The
pressure on staff for increased “throughput”
means that medication is prioritised at the

expense of the psychological interventions

and social rehabilitation which are also
necessary. Furthermore, some wards are so
anti-therapeutic that when people relapse and
are in need of a period of care and respite, they
are unwilling to be admitted voluntarily; so
compulsion rates rise.

The problems are not just in the wards.
People with psychosis rarely have the chance
to choose their psychiatrist and families are not
treated as partners in care but have to battle
for basic services. People diagnosed as having
schizophrenia have poor access to general
practitioners and general hospital

care; their physical health suffers and their

life is shortened by 15 to 20 years. The
fragmentation of services means that people
who have a recurrence of their psychosis

lose the established relationships with
professionals they trust, and instead feel
shuttled from one team to another as if on a
factory production line.



Sadly, the great innovation of the last 10

years which everyone says works well - the
Early Intervention in Psychosis services - are
currently being cut. Instead, the obvious
guestion is: why is it that the integrated
therapies that work so well in early intervention
are not being offered to people throughout the
course of their illness?

The poor quality of care offered to people
with psychosis is particularly shameful
because, in the last two decades, we have
made great strides in understanding mental
illness. Gone are the ideological disputes of
previous years. Research has instead shown
that both biological and social factors are
involved, and we have learned that a diagnosis
of schizophrenia does not predict inevitable
decline. As well as harrowing accounts of
personal tragedies, the Commission heard
from many people who had been helped to
recover and go on to live happy and productive
lives after one or more psychotic episodes.
Good care delivered by kind, compassionate
practitioners can make all the difference. Being
given hope is central to recovery too - gaining
control and being empowered to build self
confidence and self esteem. Time and time
again we heard of a transformation whereby an
apparently downward course was reversed by
a nurse, doctor, peer or therapist who took the
time to listen and understand.

We welcome the Government’s strategy ‘No
Health without Mental Health’ and the recently
published implementation framework. There
is broad agreement that services and the
experience of those with the condition need
to change. The cost of schizophrenia and
psychosis to society is estimated at nearly

£12 billion in England alone. But we are not
spending the money wisely and not achieving
the results that we could. If schizophrenia

is approached with an understanding that
substantial recovery is achievable for most
people with the illness, instead of the defeatist

attitude that this is the end of a person’s useful
life, then we can make a real difference. This is
not an expensive fantasy but could lead to an
overall saving for the country by turning users
of services into contributors to the economy.

What’s needed most of all is a change of
attitude in each Trust from the community
nurse to the Chief Executive. People with
psychosis also need to be given the hope that
it is perfectly possible to live a fulfilling life after
a diagnosis of schizophrenia or psychosis. We
have no doubt that this is achievable.

Research has led to an increasing number of
effective drugs to choose from and a range of
evidence-based psychological treatments. We
know much more about ‘what works’ than we
used to and we have seen inspiring examples of
recovery-based services in England and learnt
of better approaches used in other countries.
The committed individuals who went into

the mental health profession to improve lives
should be helped to do exactly that.

We now need to make sure everyone is offered
the treatments that we know work best,
delivered with kindness and competence. If we
can achieve this, then together we can make
the next decade one of increasing recovery for
people diagnosed as having schizophrenia or
psychosis.

The report which follows sets out some
practical steps to make this a reality.

@MZ@

PROFESSOR SIR ROBIN MURRAY
on behalf of the Schizophrenia Commission




SUMMARY

From our evidence, we concluded that despite the clear
progress made in some areas, it is unacceptable that:

= People with severe mental illness such as
schizophrenia still die 15-20 years earlier than
other citizens.

= Schizophrenia and psychosis cost society
£11.8 billion a year but this could be less if we
invested in prevention and effective care.

= |ncreasing numbers of people are having
compulsory treatment, in part because of
the state of many acute care wards. Levels of
coercion have increased year on year and are
up by 5% in the last year.

= Too much is spent on secure care - £1.2
billion or 19% of the mental health budget
last year - with many people staying too long
in expensive units when they are well enough
to start back on the route to the community.

= Only 1in 10 of those who could benefit
get access to true CBT (Cognitive
Behavioural Therapy) despite it being
recommended by NICE (National Institute of
Health and Clinical Excellence).

= Only 8% of people with schizophrenia are
in employment, yet many more could and
would like to work.

Only 14% of people receiving social care
services for a primary mental health need
are receiving self-directed support (money
to commission their own support to meet
identified needs) compared with 43% for all
people receiving social care services.

Families who are carers save the public purse
£1.24 billion per year but are not receiving
support, and are not treated as partners.

Service users and family members dare not
speak about the condition. 87% of service
users report experiences of stigma and
discrimination.

Services for people from African-Caribbean
and African backgrounds do not meet

their needs well. In 2010 men from these
communities spent twice as long in hospital
as the average.



We found broad agreement about the changes that
need to be made to transform the lives of those

with schizophrenia or psychosis and of their families.
Encouragingly, we also had support from a range of
organisations and practitioners for our approach. We are
making 42 detailed recommendations which include:

A radical overhaul of poor acute care

units including better use of alternatives

to admission like recovery houses to
manage the transition between hospital and
community services.

Greater partnership and shared decision-
making with service users - valuing their
experiences and making their preferences
central to a recovery-focused approach
adopted by all services.

Funding redirected from secure units to
strengthen community-based provision and
prevention programmes.

Clarity about who is in charge of delivering
care, tackling poor leadership in our services

and variations in the quality of care provided.

Much better prescribing and a right to a
second opinion on medication involving,
where appropriate, a specialist pharmacist.

Extending general practitioner training in
mental illness to improve support for those
with psychosis managed by primary care.

Extending the popular Early Intervention for
Psychosis services (not cutting or diluting).

Increasing access to psychological therapies
in line with NICE guidelines.

Delivering effective physical health care
to people with severe mental illness by
improving the training of all mental health
staff as well as monitoring the delivery of
routine physical health assessment and
intervention.

A stronger focus on prevention including
clear warnings about the risks of cannabis.

Action to address inequalities and meet the
needs of all disadvantaged groups.

A better deal for long-term carers who
should be treated as partners.

Greater use of personal budgets, particularly
for those with long-term care needs.

Psychiatrists must be extremely cautious in
making a diagnosis of schizophrenia as it can
generate stigma and unwarranted pessimism.
The more general term ‘psychosis’ is
preferable, at least in the early stages.



There are things we can build on. In the last

20 years much progress has been made in
understanding schizophrenia and psychosis.
There have been many positive developments
including the growth of the service user
movement, initiatives like crisis resolution teams
and early intervention for psychosis services,
exercise prescriptions, investment in new IT
systems and direct payments. There are now
more single sex acute care units with individual
rooms, flexible day centre provision and multi-
disciplinary team working.

In particular, we have been impressed by
accounts of how individual practitioners or
whole services have transformed lives through
approaches emphasising the potential for
recovery and through listening to people’s
experiences. Being offered hope is crucial,
especially when a person with psychosis is at
their most unwell. Being involved in decisions
over care and treatment genuinely - not in
tokenistic ways - is vital.

We also commend the innovative and
progressive mental health services that are
being delivered in some areas as well as the
Government strategy “No Health without
Mental Health” which provides a good
foundation for building the attitudes and values
that we need. We are hopeful that outcomes
can be improved for everyone affected by
severe mental illness. But it will require a
radical overhaul of the system including an
integrated approach with health and social
services working together, a greater emphasis
on patient preferences and a widespread
application of flexible and innovative solutions.
We do know what works - let’s apply it.

We have seen what can be achieved with the
approaches to care and treatment in the early
intervention in psychosis services which focus
on solutions. Today, instead of a life sentence,
young people in early intervention services are
given hope. They are supported to recover, with
many returning to college or the workplace to
live an ordinary life like everyone else.

We want these outcomes for everyone living



with schizophrenia and psychosis. We will not
get them if this approach is dismantled by
short term cost cutting restructures.

However, the main message coming from
service users and their families is that hope
must replace pessimism, the system must give
users and carers greater control, and there

must be accountability for individual outcomes.

Professionals, policy makers and those who
have experienced the system must work
together in a spirit of respect and co-operation
to bring about improvements. Currently there
are too many attitudinal and structural barriers
hindering change - and this must be tackled.

We want an end to the discrimination faced by
people with mental illness. People living with
mental illness should be taken as seriously and
treated as well as those who are physically ill.
Mental illness accounts for 23% of the disease
burden in England, but gets only 13% of NHS

resources. That imbalance should be corrected.

565

No one should
claim that we can
afford to leave
things as they are.

)

However, even if resources are not increased
immediately, what’s available now could be
spent much more effectively. In particular,
there is a case for a fundamental overhaul

of secure provision, reinvesting savings in
better community services and preventative
programmes. And we could reduce expensive
stays in acute units by providing cheaper and
more therapeutic ‘recovery houses’. We visited
a good example of this working in partnership
with the local home treatment team. It offered
time out from the pressure of living with severe
mental illness among staff who valued each
individual and their experiences. The place
was calm, safe and practical. It sorted out
people’s accommodation difficulties. We need
more recovery houses to keep people out of
hospital and help manage transition back into
mainstream life on discharge from an acute
care unit.

There is clear evidence of serious discrepancies
in outcomes and of inadequate care offered

to people with schizophrenia and psychosis.
This represents a public health crisis which
every Health and Wellbeing Board needs to
address. The evidence we have heard suggests
that every community in England has work to
do to improve the experience of people with
schizophrenia and psychosis. The system is
failing them, their families and the taxpayer.
Improvement is possible but it needs leadership
across the entire mental health system to make
it happen - and that leadership challenge must
be firmly grasped.

A number of organisations have already said
they would like to work with us to use our
recommendations to improve services in their
areas, and we hope more will come on board.

No one should claim that we can afford to leave
things as they are.
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100 YEARS ON -
WHAT DO WE KNOW?

Until the 19th century, what was termed madness lay
largely in the realm of religion. Then doctors started to
take an interest in those regarded as mad and in 1896
the German psychiatrist Emil Kraepelin distinguished
between manic-depression, now termed bipolar disorder,
and other psychoses. The latter were renamed the group
of schizophrenias by Eugene Bleuler in 1911. Nowadays
psychosis is the term used to refer to the experience

of hallucinations (especially voices) or delusions

(false beliefs) or odd behaviour as a result of these.
Schizophrenia, however, remains the traditional term for
those with more severe psychoses.

For the first half of the 20th century, the Heavy abuse of drugs such as amphetamines
outcome for most people diagnosed as having and cannabis is increasingly considered to be
schizophrenia was bleak, and many remained in important (Di Forti et al, 2009; Casadio et al,
asylums for decades. However in the 1950s, the 2011). A range of early socio-psychological

first antipsychotic medications were introduced  adversities such as separation from a parent,

and these, together with more energetic social being a migrant, growing up in a city, or being
rehabilitation, enabled many people to leave persistently bullied or abused, all increase risk
the mental hospitals. As a result community of psychosis. Similarly, adverse life events and
care was born. trauma can precipitate the illness.
Nowadays, about 45% of people who receive All the factors that increase risk of psychosis
a diagnosis of schizophrenia recover after ultimately impact on brain dopamine levels
one or more episodes, but about 20% show (Di Forti et al,2007). For example, not only do
unremitting symptoms and disability and the recreational drugs increase dopamine levels
remaining 35% show a mixed pattern with but so does stress. High brain dopamine levels
varying periods of remission and relapse then lead a person to experience unusual
(Barbato, 1998). perceptions and give excessive importance
or “salience” to commonplace events (Van Os
There is no single cause but rather a range and Kapur, 2009). When people have such
of factors combine to push an individual into overwhelmingly strange experiences they try
psychosis. Genes contribute to vulnerability and find some explanation and this may lead
(Kim et al, 2011; Rees et al, 2011) and children them into delusional thinking.

who are born premature or suffer oxygen
starvation at birth also have a higher risk.



Until recently it was thought that there was

a clear distinction between people who had
psychosis and the general population. However,
numerous surveys have shown that up to

15% of the general population will experience
hearing voices at some point in their life and
15-20% have regular paranoid thoughts (Tien,
1991; Freeman and Garety, 2006). There is
therefore a continuum between those who
have no psychotic symptoms and a sizable
minority who have mild symptoms that cause
them no trouble. A smaller proportion of these
people are distressed by their symptoms

and consult mental health services and are
considered as having psychosis: many of those
who are most distressed and disabled by their
symptoms meet the conventional criteria for
schizophrenia.

Schizophrenia has blurred borders not only
with normality but especially with bipolar
disorder and with depression. This overlap is
the reason why people may be given different
diagnoses by different clinicians. Because of
the dissatisfaction with the present system

of categorical diagnosis, there have been
repeated attempts to find an alternative. One is
a system based on four symptom dimensions:
psychotic symptoms (hallucinations and
delusions); affective dysregulation (depression,
mania and anxiety); negative symptoms (lack
of motivation and withdrawal) and cognitive
difficulties (Van Os et al, 2010).

We recognise that many people given the
diagnosis of schizophrenia and indeed many
working in the services would prefer a less
stigmatising alternative to the current term.
Indeed, we heard from many who believe that
there is so much misconception associated
with the term schizophrenia that it has lost its
usefulness. We empathise with this view and
share the sense of disempowerment resulting
from the term’s unfortunate and inappropriate
connotations. We recognise that it covers a

very broad range of symptoms so diagnosis is
not clear-cut and often stigmatising. However,
the call to abolish the term schizophrenia is not
unanimous. This is both because not everyone
feels so negatively about the term and because
scientific advances have yet to establish a valid
approach to the classification of psychosis

to replace the current system. And without
greater consensus on an agreed alternative,
and a better understanding of causes and
remedies, a new term will not in itself deliver an
improvement in attitudes.

It is beyond the powers of the Commission

to invent or mandate a scientifically valid
term that would achieve general agreement.
Furthermore, in spite of the efforts of several
members of the Commission, it appears that
the latest US classification of psychiatric
diagnoses - DSM V (Diagnostic and Statistical
Manual of Mental Disorders), due to be
published in 2013, will recommend keeping
the diagnosis though with a welcome new
focus on “dimensional assessment” as outlined
above using four symptom dimensions. The
International Classification of Disease 11th
Edition is likely to follow suit.

Nevertheless, we are encouraged by the
growing convergence between biological

and psychological perspectives on psychosis,
illustrated in the expert evidence given to

us, and believe this provides an opening for
developments which can deliver a better
understanding of the causes of psychotic illness
and offer new opportunities for developing
more effective treatments. The trend to identify
different manifestations or dimensions of the
illness is likely to accelerate over the coming
years as we learn more about the underlying
causes. We believe that this holds the key to
finding, within the next 5-10 years, a better
term or terms to replace schizophrenia.

1
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We recommend that psychiatrists are
very cautious about making a diagnosis
of schizophrenia, in particular after a first
episode of psychosis; at that point making
such a diagnosis may do more harm than
good. The term psychosis, though far
from perfect, does not convey the same
pessimism and fear.

The debate about the issue also highlights the
importance of an ongoing focus on improving
our understanding of the causes of psychotic

ilinesses.

We recommend that the National Institute for
Health Research and the Medical Research
Council develop a new strategy for increasing
research investment into the causes and
treatment of psychosis with a focus on
bringing together biological, psychological
and social perspectives.

There is also much which can be done, here
and now, to improve public attitudes towards
people diagnosed with schizophrenia and other
psychoses. As has been central to rethinking
attitudes to other diseases such as cancer,
much depends on engendering a realistic but
hopeful view of the chance for many people
to live a happy and productive life, despite the
illness. In recent years there has been progress
and Time to Change and other initiatives

have made an impact on both attitudes and
behaviour.

We commend the Department of Health,

the Big Lottery Fund and Comic Relief for
investing in Time to Change (www.time-to-
change.org.uk) and recommend continued
investment in anti-discrimination programmes
and other public education initiatives that
deliver accurate messages about mental
health and mental illness with the aim of
changing attitudes and behaviour. These

need to address the elements of stigma and
discrimination which are specific to people
affected by schizophrenia and other psychotic
illnesses.

“What has struck me from listening to evidence
and visiting services is how far we have

come since my mum was first diagnosed with
schizophrenia in the 1960s. She experienced
padded cells, electric shock treatment,

strait jackets and debilitating tranquilising
medication. My own experiences of services
have been better and | now work full time.
More is known in how to care and treat

schizophrenia but it is not always applied. |
want better from the mental health system for
everyone. And stigma reduced.”

Yvonne Stewart-Williams, Member of the Commission
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My experience by Dan

“l have been ill for 15 years. | only found out my diagnosis by chance - when on
one admission to hospital the doctor announced from a pile of notes “well it says
he has schizophrenia”. | was a bit concerned about this diagnosis but it was good
in a way because | finally realised that there was a name for how | felt and it could
be treated.

| have been admitted four times to my local hospital and two times to a specialist
OCD (Obsessive Compulsive Disorder) unit. The best admission was when they
geared you up for leaving hospital feeling inspired that things would get better. |
felt a wave of confidence and went back to study for a degree.

Overall hospitals, however, are terrible places. Over the years staff have largely
been helpful but they rarely ask you what you want - not that | would know as
it’s a difficult question. At its worse my illness makes me very anxious and | worry
| will die. It’s hard when staff don’t take your worries seriously. | was convinced

| had cancer but they dismissed this and laughed at me which made my anxiety
worse because | thought | wouldn’t get treated because | was mental.

Today | am looked after by a CMHT (Community Mental Health Team). My CPN
(Community Psychiatric Nurse) visits monthly to check on medication. | have

a lady who comes in twice a week to help me look after my flat, and | see my
psychiatrist. | recently had a second opinion review which was very positive.

| have been on an untold number of medications which is very frustrating -
particularly as many of them make you fat. These doctors really listened and took
interest in me and we are now changing my medication. They showed me there
was an alternative to the doom and gloom.

| want to be more confident, maybe get a job, be a bit more sociable as | am a
bit socially phobic. | don’t feel medication does you any good but there is lots of
harm coming off so you stay on the tablets for that reason. | am hoping my new
medication will be better.”

(s

Dan’s experience shows that things can get better. | hope our
recommendations help mental health practitioners and services to improve

the work they do with service users such that even the basic standard of care
provides a positive outcome from the start of treatment rather than it having
to take years, as it did with Dan. All service users should be able to say they are
satisfied and happy with the care they’ve received and that their doctors really
listened and took interest. Shubulade Smith, Member of the Commission

J?
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| feel that the current Early Intervention
Psychosis service is the most effective
thing available to people experiencing
psychosis because they actively
promote engagement with clients and
support networks.

They aim to empower and educate as
well as encourage self-management
and choice. | feel services as a whole
would improve if early intervention
principles were undertaken in all
aspects of mental health care.

)2/

FAMILY MEMBER




GETTING HELP EARLY IS
CRUCIAL TO GOOD OUTCOMES

Early intervention is crucial to improving outcomes.
The Commission’s view is that Early Intervention

in Psychosis (EIP) has been the most positive
development in mental health services since the
beginning of community care. These services are
popular with service users and families and there is a
clear evidence of their effectiveness. Staff who work
In them are positive, committed, they enjoy their work

and tend to be well led.

There is a stark contrast in how early
intervention services are viewed compared to
the rest of the system however. These services
are giving people with psychosis hope and their
lives back. Obviously this is not the only part
of the system where staff work in this way but
nowhere else have we seen the constant high
standards, recovery ethos, co-production and
multi-disciplinary team working. When people
move on from EIP outcomes become less
certain (Gafoor et al 2010). We want the values
and ethos of EIP to spread across the entire
mental health system.

WHAT WE HEARD IN
OUR EVIDENCE

“What | needed was Early Intervention
Services. They said: “this is our interpretation,
you can attach your own meaning” - it’s
important that services emphasise that there
are different perspectives.” Service user

“Early Intervention teams: They combine skill
with speedy intervention (seen within a few
days), creativity and a range of interventions
that put the patient and their family at the
centre of care planning.” Care coordinator

Early intervention services are valued on
account of their ethos and approach. Those
giving evidence emphasised the value base

of early intervention services - their kindness,
hopefulness, care, compassion and focus on
recovery. They provide treatment in non-
stigmatising settings, seek to maintain social
support networks while an individual is unwell,
take account of the wider needs of the individual
and deliver education as a core part of the
service to families, staff and service users.

15



We were impressed by the robust evidence for
their economic effectiveness too. Over a three
year period, a high quality Early Intervention in
Psychosis service is estimated to save the NHS
£15,862 per person with first episode psychosis
and the Exchequer £16,663 when compared

to standard services.' That is a potential £119
million saving for the NHS and £125 million for
the Exchequer.

The Commission was concerned at the
evidence it heard of plans to cut or reconfigure
early intervention services, for example where
the label ‘early intervention’ was maintained
but where the resources were no longer
provided to run in keeping with the original
service model. This will increase pressure on
more costly acute care services. Given the
evidence collected of their popularity and
effectiveness, such changes would be highly
counter-productive and fly in the face of the
needs of people with psychosis.

“Mental illness is a young person’s problem,
yet our services are often least effective with
this age group - particularly young adults.
Progress has been made with some Early
Intervention in Psychosis services but these
need developing and expanding not, as is
feared, cutting for short-term cost saving.”

Mental health nurse

The model of early intervention that is so highly
valued by practitioners, families and people
with lived experience only lasts two to three
years. There is an important case for extending
the approach and ethos of early intervention
teams to other parts of mental health services
to ensure that people experiencing second and
subsequent episodes of illness receive effective
support which addresses the totality of their
needs rather than the disjointed care which
often seems to be all that is offered.

In short, people with more established illness
still need the same person-centred approach
with services working together and providing
continuity of care and clarity about who to turn
to in crisis.

WHAT NEEDS TO CHANGE?

Protect existing Early Intervention in
Psychosis services

Early intervention services are valued by
people who use them, and their families, and
have demonstrated their effectiveness in
improving outcomes. We want to see increased
investment in the approaches adopted by these
services and a spread of their values and ethos.

We recommend that all Clinical
Commissioning Groups commission Early
Intervention in Psychosis services with
sufficient resources to provide fidelity to
the service model. It is crucial that the

NHS Commissioning Board holds local
commissioners to account for this and we
recommend that early intervention services
are included in the NHS Commissioning
Outcomes Framework.

Extending the principles of early
intervention to other services

We believe there is a very strong case for
extending the EIP ethos and approach to
services for people experiencing a second or
subsequent episode of illness. In fact it should
be a priority for local commissioners and
providers of mental health services.

We recommend that Clinical Commissioning
Groups commission services to extend the
successful principles of early intervention

to support people experiencing second and
subsequent episodes of psychosis.

“We can be really proud of our early
intervention services which are popular and
have been shown to work. Now we need

to build on that success by extending the
approach to cover the whole service.”

Liz Meek, Member of the Commission
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| work in Early Intervention in Psychosis
and see the difference these services make
to people’s lives. It’s not just intervening
early that makes the difference.

It’s about staff who believe in recovery,
delivering individualised, high quality care.
EIP services improve outcomes, save
money and are valued by service users
and carers alike. This must be the success
story of mental health services.

o)

ALISON BRABBAN
MEMBER OF THE COMMISSION
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Our family was propelled into the parallel
universe of mental illness some four years
ago when my son, then 24, had his first
psychotic episode.

In the preceding years, I’d had concerns
about his state of mind which | expressed
many times to the GP. With the wisdom
of hindsight, my son should have received
treatment much earlier so his chances of
recovery would have been much better.

So, WHY was the GP so ineffective in
intervening to help, WHY was | told: “this
really isn’t anything | know very much
about” and “there really isn’t a lot we can
do” when the need for early intervention
and cooperation between families, doctors
and schools is so obvious (with the benefit
of hindsight)? Prevention is better than cure.

A

FAMILY MEMBER




PREVENTION

Prevention is essential in the front line battle to improve
the health of the nation. Public Health England is being
established to give a central place to public health and
mental health must have a key place in its priorities.
The positive thing is there are many foundations

to build upon across the country because over the
past few years significant progress has been made

to develop parenting programmes, school mental
health initiatives, anti-discrimination campaigning

and community wellbeing projects. We do, however,
need to do much more preventative work to improve
outcomes for people affected by severe mental illness.

The Commission’s view is that we are failing
many people who go on to receive a diagnosis
of schizophrenia because not enough is done
early on to prevent its development. We know
the risk factors for developing psychosis,
including migration and discrimination,
childhood trauma, bereavement or separation
in families, and abuse of drugs. However,

too little energy or resource is focused on
addressing these problems. In 2010 only

£3 million (or less than 1%) was allocated to
mental health promotion from a total budget
direct spend of £5.36 billion (Mental Health
Strategies, 2011).

WHAT WE HEARD IN
OUR EVIDENCE

“Services appear to be directed into
managing problems when they occur, rather
than for example helping people manage
their own lives effectively, or helping them
understand their illness and how to live with
it, or to access housing, employment and a
social life. Time and staffing constraints, and
a focus on treatment rather than prevention,
is impacting on their ability to lead as normal
a life as possible.” Mental health nurse on a
substance use detoxification unit

We heard that there is a good public health
and economic case for investing in wellbeing
promotion and preventative interventions with
young people at risk of developing psychosis.
A priority is education about the risks of
cannabis use.
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The latest research worldwide shows a strong
link between taking drugs, especially cannabis
and stimulants such as amphetamines or “legal
highs”, and the onset of psychosis including
schizophrenia. Risks increase the younger
regular use of the drug starts (Casadio et al,
2010).

Our respondents confirmed that in many
cases problems started with heavy cannabis
use, especially of high potency types such

as “skunk”, in adolescence. Fortunately
consumption has decreased steadily since
2004 (British Crime Survey 2011/2012) but a
targeted campaign along the lines of smoking
cessation would make a big difference.

“So much needs to be done to improve the lot
of the person with a mental health condition,
but for that to happen people would have to
change their perceptions of mental health
and become more accepting and caring. |
was a victim of sexual abuse as a youngster
from both sexes soon after the death of my
mother. | repressed this and kept it secret for
about 15 years. This, along with cannabis use
that exacerbated paranoia, contributed in my
opinion to my psychosis.” Service user

Part of the debate around prevention is
tackling stigma. People do not seek help early
enough when psychosis is developing for fear
of being labelled mad and reactions to that
label among peers, family and the community.
Suspicion over mental health services and
what might happen to you is also a factor in
delaying seeking help - particularly within
ethnic minority communities who fear being
misunderstood and wrongly labelled.

We are concerned at the increasing numbers of
people treated under section, partly because
they delay seeking help until they are at crisis
point. Levels of coercion are on the increase
too, with a 5% increase in detentions under the
Mental Health Act 2010/2011 over the previous
year. It’s particularly high for Black African and
‘other’ minority groups where rates are up to
two times higher than average.

The use of Community Treatment Orders
accounts for most of the increases we have
seen over the last three years, with total
detention rates up by 17%, 12% and 5%
respectively. Involvement of the police, family
or friends in the section process can lead to
on-going distrust of the services which delays
people seeking help still further.

“There needs to be a lot of education in

the community because at the moment it
does not care or understand the true nature
of the suffering involved in mental illness and
this needs to change dramatically. Mental
iliness chooses you, you don’t choose it.”
Family member

We want to see an expansion of preventative
programmes to address the causes of triggers
to developing schizophrenia and psychosis
which occur in childhood. This would include
investment in parenting programmes, school
mental health and youth mentoring.

Mental health promotion has to cover the
entire life cycle too - from birth to old age.
While there is a recognition of the importance
of prevention in Government strategy, we are
concerned about how this will be delivered.
There are few evidenced-based preventative
programmes and very little mental health
research spending goes into prevention or
mental health promotion.

In the strategic analysis of UK mental health
research spending in 2005, only 2% of the
entire budget of £40 million was on prevention
and none of this was directly for schizophrenia
and psychosis. We have no reason to believe
the situation has changed; but it needs to.

The school curriculum does not emphasise
mental health first aid and mental wellbeing
or prevention either. This should include
building emotional resilience, the risk of
taking drugs, the pressure of exam stress, the
damage of bullying. We heard that the reason
for this is the fear of revealing an iceberg of
psychological problems which the school is not
able to respond to. But someone does have to
respond; the individual, their family, the health
and social care system and society all need to
tackle the consequences of a young person
developing psychosis and seeking help too
slowly. The pain and disruption as well as the
cost are immense.
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Prevention and promotion are not only relevant
for the young. We must also prevent the
relapse of acute psychosis and development of
multiple problems like addiction, depression,
anxiety, heart disease, diabetes and cancer.

Developing self-management strategies, such
as those emphasised in the Mental Health
Foundation ‘strategies for living’ project

several years ago, is essential for managing
psychosis and keeping well. Courses to help
individuals manage their health and emotions
are important, and peer support can be vital in
developing coping and healthy living strategies.
Advance directives and crisis planning can also
assist the management of crisis periods.

People with severe mental illness are at
increased risk of developing chronic physical
health problems. As covered elsewhere in the
report, we must have preventative programmes
tackling cigarette smoking, screening
programmes, and use of practice nurse-led
interventions to promote healthy lifestyles,
including exercise programmes. These

must build upon a collaborative care model
addressing the interface between secondary
and primary care.

We also have to look at who is delivering
preventative interventions - with potential roles
for peer support workers but also the wider
primary care family including school nurses,
practice nurses, health visitors (whose numbers
are all currently in decline).

“Government and media have played up the
risks mentally ill people pose rather than
the risks they run. Though this has improved
in recent years both still contribute to the
stigmatisation of the most vulnerable in
society. It must stop.”

Jeremy Laurance, Member of the Commission

People with psychosis are also at risk of
getting into debt. Currently 1in 4 people

with a mental health problem are struggling
with this problem. Indeed research found

that people in debt had four times the rate of
psychosis compared to the general population
(prevalence of 1.6% compared to 0.4%; Jenkins
et al, 2009).

Our public health programmes must prioritise
mental health in the broadest sense because
the consequences of severe mental illness
affect all parts of people’s lives - social,
cultural, health and wellbeing, economic and
spiritual.

WHAT NEEDS TO CHANGE?

Investing in prevention

There is a powerful argument for doing more
to address some of the key environmental
risk factors which increase the incidence of
schizophrenia and psychosis.

We recommend that Public Health

England develops a preventative strategy

for psychosis including promoting

protective factors for mental wellbeing

and reducing risks such as cannabis use in
early adolescence. This area needs to be
addressed within the Public Health Outcomes
Framework.
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My experience of hospital was less
than desirable. The nurses staffing

the ward spent most of their time in
their management area, with little or
no contact with patients. One patient
with obvious severe difficulties was
repeatedly verbally abused by the
patients and yelled at by the staff for
his, at the time, undesirable behaviour.

Unsurprisingly after a while he
became enraged and frustrated,
lashed out, breaking a care worker’s
nose, and leaving others bruised
and battered. This hardly made for a
relaxed recovery.

A

SERVICE USER




IMPROVING ACUTE
MENTAL HEALTH CARE

Most people with schizophrenia or psychosis will
spend time within an acute care or other hospital unit
when they are unwell. Acute units form a crucial part
of the mental health system and people have a right
to expect high quality care and treatment when they

need it most.

We are aware of some excellent services
which do just that and where anyone would
be confident to recommend a friend or family
member be treated. However, we are not

the first inquiry to be concerned about the
number of services which are frightening,
un-therapeutic and fail to demonstrate the
compassion which should be expected when
caring for very vulnerable people. This is
unacceptable in the 21st century.

Ensuring good quality acute services are

in place must be a top priority for the
commissioners and providers of mental health
services. It is a scandal when serious failings
are found in emergency services that cater
for physical conditions, so there should be no
difference when it comes to services for those
with an acute mental health condition.

In the long term we believe there is scope to
make better use of resources, especially if

we can achieve the better commissioning of
secure care. However, we are very concerned
to hear about the pressure to cut acute services
in the interest of finding short-term savings.
This will undermine good services and further
exacerbate the difficulties of others.

___________________________________________________________________________________________WpyK]

WHAT WE HEARD IN
OUR EVIDENCE

At any time a third of people on acute

mental health units will have a diagnosis of
schizophrenia or other psychotic illnesses. The
figure is often much higher in inner city units
and amongst patients detained under the
Mental Health Act. Over a lifetime, most people
with severe mental illness have at least one
hospital stay.

Delivering good acute care needs strong
leadership and management. It is about
delivery of a range of interventions effectively
and with kindness and care while assessing
and managing complex risks. We heard how
some NHS Trusts have invested in improving
the physical environment and quality of care
on their acute care units, and where services
provide respite and calm. We also heard about
impressive programmes for improvement
such as Star Wards and the Royal College of
Psychiatrists’ Accreditation for Inpatient Mental
Health Services (AIMS) which are helping
leaders to change conditions and working
practices.

We also heard about examples of good
practice from abroad. For example, the
Burgholzli Hospital in Zurich, where Bleuler
coined the term schizophrenia, provides
mentally ill people with facilities which give



each patient access to beautiful gardens,
exercise facilities, and, in most cases, single
rooms with showers. In addition each unit
has a “therapeutic” dog relieving tension and
bringing comfort to people.

It is not unreasonable to expect that such
examples of good care and treatment should
be the norm for people who are acutely unwell
with a serious psychotic condition such as
schizophrenia. Sadly this is not the case on far
too many occasions.

In our evidence we heard of many acute units
which were stressful, chaotic and scary places.
No one seemed to be in charge. Violence,
theft and sexual harassment against staff

and patients, boredom, poor environments,
lack of activity or staff-patient engagement
were highlighted as criticisms. Un-therapeutic
services, characterised by a sense of
hopelessness, staff who do not engage with
patients, together with bleak décor and
furnishings, can lead to people reacting badly
to their hospitalisation. Indeed, when people
later relapse, the memory of being in hospital
leads to people refusing admission and being
“sectioned”.

Such services have difficulty maintaining
regular staff and have to rely on locum bank
nurses. The pervasive gloom that such units
spread has an adverse effect not only on
patients but also on the recruitment of nurses,
social workers and doctors into mental health
services.

There are also issues of capacity. Occupancy
rates are known to be high, often above the

85% recommendation, and some Trusts have
cut back their acute care units so much that

they now have to send patients away to poor
quality provision as far as 80 miles away. Not
only is it distressing for people to be shuttled
about in this way but it is also very expensive.

Improving acute and crisis care was the single
most important improvement in the services
wanted by respondents to our survey. 35% of
people with lived experience of illness and 41%
of practitioners said it was a priority for acute
care settings to be reformed.
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We echo many of the findings from Mind’s
Listening to Experience report on acute and
crisis care (Mind, 2011)? and their call for
services to be built upon principles of humanity,
choice and control, commissioning on the basis
of people’s need and reducing the medical
emphasis in acute care.

This must be a major issue for commissioners
and providers of mental health services

and both must satisfy themselves that local
provision passes the “friends and family”

test: if you had a relative with psychosis or
schizophrenia, would you want them treated in
this unit?

The key challenges for improving acute
services are:

= Acute services need to be places of safety
and rehabilitation that people choose to be in
when they are ill, rather than choose to avoid.
An individual’s long-term engage