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Introduction

Sutton LINk was established in 2008 to help local people influence or
change the way local healthcare and social services are delivered. It
now has a membership of over 250 organisations, including several
working with people who use mental health services and their carers,
and over 400 individual members.

Mental Health was identified as a priority at the outset and a place
was provided on the elected Steering Group to ensure that mental
health interests were represented.

The Mental Health Working Group was set up in June 2009. In early
discussions it identified the provision of hospital beds for Sutton
residents and the availability of services for people with long term
mental health conditions as key areas for investigation and
improvement. The group provided input into the preparation of the
Joint Commissioning Strategy for mental health in Sutton and Merton,
which devoted a chapter to the views of local people. LINKk is
committed to following up the improvements that were asked for
during consultations on the Strategy.

In March 2010 the Group decided to undertake a survey of local
people with severe and enduring mental health problems and of
people who care for them, to find out whether the services which are
currently provided are appropriate and sufficient to meet the needs.
This report sets out the information we collected and the conclusions
we have drawn and makes proposals for improving services.

We look to the Sutton Mental Health Partnership Board and its
constituent organisations to act on the concerns which have been
identified and to ensure that the Partnership’s commitment to user
and carer involvement is given expression in the response to this
report.
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Mental Health Services in Sutton

Statutory responsibility for meeting the health and social care needs
of people in Sutton is shared between the National Health Service
and the London Borough of Sutton. Under present arrangements, the
Sutton and Merton Primary Care Trust is responsible for
commissioning mental health care, most of which is delivered by the
SW London and St George's Mental Health NHS Trust. The Borough
is responsible for commissioning social care. This too was delivered
by the SW London and St George's Trust until July 2010. Social
workers are now managed directly by the Borough. Some services
are commissioned from other providers, including some in the
voluntary sector, but the share of resources used in this way is very
small.

The Primary Care Trust will be abolished in 2013. Responsibility for
commissioning healthcare services will be transferred to consortia of
General Practitioners.
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What are "severe and enduring" mental health
conditions?

Although the term "severe and enduring" is widely used, there is no
single accepted definition. We asked the Mental Health Trust whether
they use this term. They explained that it is very wide and therefore
not particularly useful to them. Instead they use the criteria set out by
the National Institute of Clinical Excellence (NICE) to identify the type
of health care which should be offered to people with psychiatric
conditions such as schizophrenia, manic depression, deliberate self
harm, depression, anxiety, post traumatic stress disorder, obsessive
compulsive disorder and borderline personality disorder. For each
condition, criteria are set as to whether the care needed should be
provided through primary care (ie through GPs) or through a
specialist (secondary) service. People who are treated through
primary care are not regarded as having severe and enduring
conditions.

Eligibility for social care is determined by Fair Access to Services
(FACS) criteria. In Sutton, this applies to people assessed with
“critical" or "substantial" needs. Anyone with critical or substantial
needs as a result of a mental health condition will be entitled to
support.

The Trust pointed out that it is not necessary for someone's need to
be both severe and enduring for them to receive treatment. Its
Operational Policy identifies people who might need specialist care to
include:
Those with persistent mental disorders associated with
significant disability or complex needs, predominantly major
psychoses such as severe schizophrenia and bipolar disorder
Longer term disorders of lesser severity but which are
characterised by poor treatment adherence requiring proactive
multidisciplinary follow-up using outreach
Any disorder where there is significant risk of self harm or harm
to others or where the level of support required exceed that
which a primary care team or PTIPC (Psychological Therapies
in Primary Care” could offer
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Disorders requiring skilled or intensive treatments which are
not available in primary care

Problems requiring interventions under the Mental Health Act
Severe personality disorders

The Group felt that it would be wrong to rely on a diagnosis alone to
determine who should have access to mental healthcare, especially
as diagnoses are often changed or revised. It was important to take
into account not only the symptoms of their condition but also how it
affected their lives. In keeping with national policy, patients should
have a chance to discuss with their medical advisers what practical
steps could be taken to enable them to take control and live life as
fully as possible.

Given the absence of a clear definition, the Group decided to regard
the views of anyone who had received treatment from Community
Mental Health Services and who felt they had a continuing need as
relevant to this study.
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How many people in Sutton have severe and
continuing mental health needs?

Until the Joint Commissioning Strategy was produced in 2009 there
was little published information on the number of cases of mental
disorders in Sutton. A core needs assessment prepared by
consultants to inform the Strategy estimated the expected prevalence
of mental disorders in Sutton, using established national data on the
prevalence of relevant conditions and estimates of the expected
composition of the local population by age and sex in 2010 and 2015.

The results were as follows:

Expected number of cases Working age Older people
adults
2010 2015 2010 2015
Depression or mixed 11623 | 11954
depression and anxiety
Depression 763- 837-
1104 1212
Anxiety 1420 1559
Anorexia nervosa 4 5
Bulimia nervosa 102-
203
Schizophrenia 714 735 115 115
Post and ante-natal depression | 27-160 | 27-163
Postnatal psychosis 1-5 1-5
Bipolar disorder 1190 1225 289 289
Anti-social personality disorder 590- 610-
887 915
Dementia 1967 2102

The report acknowledges that these figures include people who will
not present themselves for treatment and so represents both known

and unknown needs.

We asked the Mental Health Trust how many people in Sutton were
receiving support from their community teams. They told us that on
28 February 2010, 953 people were receiving support from the three
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Community Mental Health Teams, around 65 people were receiving
support for the first onset of a psychosis and 76 people were
receiving treatment from the Assertive Outreach Team. Thus about
1100 people (or about 0.6% of the population of Sutton) were
receiving treatment at this time.
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The Care Programme Approach

The Care Programme Approach (CPA) is a nationally prescribed
system of managing the care of patients. It has four components — an
assessment of health and social needs, a care plan, a care co-
ordinator (formerly “key worker”) and regular reviews of the plan.

The statement of needs is usually in the form of a letter from a
psychiatrist, psychotherapist or psychologist to the patient's GP. The
care programme continues — and should be reviewed regularly - for
as long as the patient needs to keep in touch with one or more mental
health professionals. Each patient has a “care co-ordinator” — usually
a Community Psychiatric Nurse or social worker. People with more
complex needs may be subject to an Enhanced CPA, which includes
a risk management plan and a crisis plan.

Under section 3 of the Mental Health Act, a person may be
compulsorily detained in hospital for treatment for up to six months —
this is commonly known as being “sectioned”. (A similar procedure
under section 37 of the Act relates to offenders who come before the
courts.) Under section 117 of the Act, anyone who has been detained
under these sections is entitled to continuing care for as long as they
continue to have health and social care needs.

The Trust told us that there were 515 service users in Sutton on
enhanced CPA, including most of the 370 people entitled to Section
117 aftercare. Of these, 204 had identified carers of whom 55 had
received formal carer assessments within the last twelve months at
the time we made our enquiry.

We asked the Trust what contingency plans are made to ensure that,
if a carer becomes unable to act, alternative care arrangements can
be made without delay. We were told that the formal avenue for this
would be the annual review under the CPA, where identified carers
would be invited to attend and participate in the review. Where carers
became unable to act between annual reviews, an emergency CPA
review would be set up.
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Care plans

We asked the Mental Health Trust how many people had a written
care plan - and how many care plans have been directly influenced
by the person to whom they relate and by any relevant carer.

The Trust told us that all service users have a written care plan as the
basis for their treatment, though not all perceive that they have been
involved in its preparation. They said that this could be a result of
poor communication, a “varied” mental state or because the user
does not agree with some aspects of the plan. In a recent survey
conducted by the Trust 66% of respondents perceived that they had a
care plan (against a national average of 70%) and 47% said that they
had been actively involved in its preparation. The Trust said that it
wanted to improve the level of engagement with and influence of
service users within the care planning process and that this would be
an objective as they roll out the Recovery Model. They said that, for
service users with funded social care packages the service-user led
process of self assessment and choice of how to use funds would
serve to increase the level of involvement. (This process will now take
place outside the responsibility of the Trust as it is supported by
social workers managed by the London Borough of Sutton.)

The Trust said that they had no way of auditing the number of carers
who had directly influenced a care plan and that the perception of
need may differ between a service user and his or her carer. The
Trust drew attention to the service user’s right of confidentiality, which
sometimes means that a care plan cannot be shared with a carer.
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Recovery

The concept of recovery is central to understanding the needs of
people who have experienced serious mental distress. The last
Government’s policy paper “New Horizons” described it as follows:

“Recovery is about building a meaningful and satisfying life, as
defined by the person themselves, whether or not there are ongoing
or recurring symptoms and problems. Hope and the principles of
recovery should explicitly guide the development and practice of all
services and shape all interactions from childhood preventative
services through to services for those with serious mental disorder in
later years. Hope is central to recovery and can be enhanced by
seeing how we can have more active control over our lives and by
seeing how others have found a way through.”

“In a high quality service, the principles of recovery and the concepts
of hope, self-determination and opportunity that come under its
umbrella underpin the practice of all those offering care and
treatment. Partnership between service user and practitioner is
fundamental to a recovery-focused approach.”
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Our survey

We conducted a questionnaire survey during the summer of 2010 to
find out more about a sample of users of mental health services and
their carers. The survey of users was undertaken by Alan Leader,
Community Development Worker at Sutton Mental Health
Foundation, using contacts made through the Listening and Learning
Forums which he facilitates. The questionnaire for carers was
prepared by Sutton Carers’ Action Group.

Survey of Users of Mental Health Services

We wanted to establish a picture of the range of people who use
mental health services in Sutton and collected data about their age,
ethnicity, postcode and the length of time they had been using mental
health services. We asked them about their diagnosis, about the
sources from which they receive support and care and about the
frequency of their contact with the Mental Health Trust. We asked
them when they had last been admitted to hospital — and about their
experience of care both in hospital and in the community. We asked
them whether they had care plans and whether they had been
involved in preparing them. We also asked about their physical health
and their relations with their GPs.
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The results of the survey were as follows:

Who responded?

105 people responded — 56 men and 49 women. The majority were
aged between 26 and 65, though some younger and older people
were also represented.

Age

Age Range of Participants in User Survey

30
25
20
15
10

: |
O I_l | | | | | h_\

18-25 26-35 36-45 46-55 56-65 66+

O Male
B Female
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Ethnicity

76 respondents said they were white British; other respondents
identified themselves as white Irish, black British African, white British
Caribbean, Caribbean and Asian/British. 10 did not state their
ethnicity.

Ethnicity

45
40 ]

25 1 @ Male
20 - B Female

-
r_I
=18

Black British I
Caribbean

White Irish i
African

Asian / British a

White British
White / British
Caribbean

Did not state
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Place of residence

Respondents came from all parts of the Borough.

Postcode

SM1 Sutton

SM1
SM2
SM3
SM4
SM5
SM6
Other

SM2 South Sutton

SM3 Cheam

SM4 South Morden (mainly in Merton)

SM5 Carshalton
SM6 Wallington

Note: Worcester Park is KT4

Living accommodation

Respondents living arrangements were as follows:
Supported accommodation: 26

0]
0]
0]
0]
0]

Hillcroome: 10

SCDT: 7
CCHA: 6
Together: 1
Hexagon: 2

In the community:

o

O O OO

Council/housing association tenants: 33

Private tenants: 11
Owner occupiers: 24
Temporary/emergency accommodation: 9
Homeless: 2
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Diagnosis and treatment

Most had experienced mental distress over a long period — 47 for less
than ten years and 47 for longer.

Length of Time Experienced Mental Distress

35
30
25
20 O Male

15 B Female
10
5 [ ]

o L I =N

1-5 6-10 over 10 can't
years years years recall

People’s voices

“After a while you start to become a non-person”

“l used to go to hospital a lot but now | get support from having the
Drop-in to go to — it’s a lifeline for me. | hate being lonely with voices
in my head.”

“| try to get by one day at a time”

“Sometimes | have a week or a couple of months when | am well and
then — bang — | get ill again”

64 people said they had been informed of a diagnosis; 24 that they
had not and 17 did not know what their diagnosis was. Many had
been given more than one diagnosis at different times.
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Informed/Aware of Diagnosis

40
35
30
25
20
15
10

O Male
B Female

Yes No Don't Know

People’s voices

“Doctors and others keep changing their minds or they give you a
diagnosis that sticks to you like glue”

“It's something they use to decide what drugs to give you”
“Now | know | am bi-polar | can start to get my life back”

“Labels don't help me. What helps is practical support and someone
believing me”

Of 52 respondents who said they had been informed of treatment
options only 14 said that they had been given a choice of treatments.
Most people were simply offered medication and 25 were concerned
that this had an adverse impact on their physical health.

5 out of 6 Caribbean respondents said that they had not been given
any choices.
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Informed of Treatment Options

40
35
30
25 O Male
20
15 [ ] B Female
[ ]

10

5 B

O ) )

Yes No Don't
Recall

People’s voices

“If you’ve got a heavy mental health problem all you get is drugs,
drugs, drugs”

“I like to have someone to talk to, someone that will listen but you
only get help if you get into a real crisis”

“Art therapy really helped me but all that's gone now”

“They decide what you get. It can be a lucky dip but | feel that if you
had money you would get better treatment”

“What choices are there?”

Care and support

Respondents were asked about their primary source of support and
care. 31 said they relied mainly on partners or children, 27 on parents
and 10 on friends. Peers (other service users) provided support to 14.
20 quoted “mental health staff”. When asked who they meant by this,
9 quoted voluntary sector providers (Mainstream, Sutton Reach,
Sutton Mental Health Foundation) and 4 their housing providers
(Surrey Community Development Trust, Hillcroome). There was little
or no reference to statutory service providers.
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Primary Source of Support and Social Care

25

= Male
20 B Female

15

10

Partners /

Children
Parents
Friends

Peers/other
Service users
Mental Health

Staff

Others

>]
>]
>]

Those being cared for by a parent were mainly men (21 out of 27). 8
of these said they were being cared for by an elderly parent. When
asked about the mental health staff to whom they looked for support,
9 of the 20 referred to non-statutory providers including Sutton
Reach, Mainstream and Sutton Mental Health Foundation. 4 referred
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to the staff of specialist housing providers (Surrey Community
Development Trust, Hillcroome).

People’s voices
“Whilst | was in hospital the peer support workers were there for me”
“Some staff are approachable but they are so busy”

“Some services make promises that they can’t deliver so you have to
find your own support”

“Being involved in the new network has made me feel less isolated”

“My wife has been the most important part of my care. She has been
so understanding but | know she gets s o tired when | am very manic”

“My CPN is good. She takes time to listen to me but | don’t get to see
her very often”

“My mother has taken care of me for a long time. | am worried how |
will cope when she dies.”

“My children care for me but | feel guilty that | have to rely on them.”
“I have been supported when ill by other people who had similar
experiences. They understand and | don’t have to keep repeating
myself.”

“Groups like No Panic should get more people from doctors”
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Contact with statutory mental health services

19 respondents had had their most recent contact with the staff of the
Mental Health Trust in the last week, 26 in the last month; 41 in the
last three months, 10 in the last six months and 9 had had no contact
in the last six months.

11 respondents had been admitted to Crocus Ward at Springfield (the
acute admissions ward serving Sutton residents) in the last six
months. 9 of these were men and 2 women. 2 of the men were black
British. 5 of the 11 had been admitted under a section of the Mental
Health Act. Prior to the move to Springfield in September 2009
patients were treated on Jasper Ward at Sutton Hospital.

<RX RQO\ JHW VHHQ LI WKH\ DUH FRRUF NRXUH & LDLBRXWFRXW FRSH
ZLWK \RX

0\ SV\FKLDWULVW LV JRRG DQG KH CRMM VO HR\D BWVRXM\|FR®FHUQ\
7KH WUXVW GR QRW SURYLGH PH ZIRHGEBPDWLRIQVW JUYH PH

‘KHQ \RX GR JHW DQ DSSRLQWPHQW EWNMWQRMWKHHBEOWDZDA® WR
PRYH \RX RQ
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Admitted In Last 12 Months

50
45

40

35

30

O Male
B Female

25

20

15

10

Yes No

People’s voices
“l ated Jasper (Ward). | felt like a caged bear — no air, no light”

“Crocus is OK if you are only there for a short time. Staff don't talk
to you very much —they’re too busy in the office”

“Being admitted to hospital stopped me from killing myself”

“It's good when you get the peer support workers coming in — they
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understand and don’t treat you like a failure”
“Jasper and Crocus are not safe places for women”
“My Mum says it’s the best place for me when | start to get ill”

“Yes, I've been on Crocus but | needed rest. It was so manic it
caused me more distress”

“Jasper was a bit like prison”
“Why can’t there be an alternative to hospital in Sutton?”

“I've been in both and to be honest its not where, it's the attitude of
staff. Some are just plain rude and disrespectful”

“They seem to section me because | don’t take my medication”

“They section you but if they need a bed they’ll soon put you on
leave”

Experience of treatment in the community

32 respondents said that they had a Community Psychiatric Nurse or
care co-ordinator; 28 said they did not. 46 were not sure. Of these, 24
said that they had had a care co-ordinator in the past but because
they had not been admitted to hospital recently or had been
discharged from the care of the Community Mental Health Team they
did not feel that anyone was overseeing their care. 15 of the 24 said
they were now supported by family (10 by parents).
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Community Psychiatric Nurse/
Care co-ordinator

30
25
20
15
10

O Male
B Female

Yes No Not sure

People’s voices

| got a phone call first contact in three months
What care have they ever co-ordinated | was just left to get on with it
My Mother made sure | had a Care Co-ordinator when | moved into a hostel

| think my GP should be doing it not really sure

They want you to fend for yourself and only get involved when you break down and then
they are all over you like a rash

| have a care co-ordinator she has been so supportive and has helped me get my life
back. | think she is a social worker not a nurse
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Care Plans

30 respondents said they had care plans, 33 that they did not and 42
were not sure. 18 said that they had been involved in developing
support plans together with community based workers in housing or
social care. 17 of those who said they had a CPA care plan said that
they had had hardly any input into developing it, either because they
were too ill or because the professionals did not involve them. 16 of
the 42 who were not sure whether they had a care plan said that they
might have had one in the past but that it had not been updated or
reviewed with their involvement. 6 respondents did not know what a
care plan was.

Do you have a care plan?

25

20 ]

15 @ Male
10 B Female

Yes No Not Sure

Of the 31 respondents who said they had care plans, only 9 said that
they had their own copy— and two of these said that their carer looked
after it. 16 said they did not have a copy and 5 were not sure if they
had ever had one. Of the 9 who had a written care plan, six said it
reflected their current needs but two said that it was out of date and
did not reflect their current needs.

6RPHWLPHY , JHW D SKRQH FDOO WKHWKHFN LI , DP VW

, WV MXVW D ELW RI SDSHU WKH\ QHYHU VHH LW WKUR

,WCV GHFLGHG LQ D ZDUG URXQG D BKIDUW K HR X DIQXW
GHFLGH ZKDWCV LQ LW ODLQO\ WKS \WRHEBWH \RXU FD
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Yes No Not sure
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Physical health

46 respondents said that their physical health care needs were being
met; 36 felt that they were not. 14 (of whom 10 were women) said
that they felt discriminated against because their needs were not
taken seriously.

Health care needs met?

Not sure
21%
YeS I:I YeS
44% ONo
B Not sure
No
35%

People’s voices

“If the doctor or other people in the health centre know that you've
been in hospital or have mental health needs they think that you are
not really physically ill”

“Some receptionists at GP surgeries treat you like second class
citizens”

“Yes, my GP is excellent and very supportive and has the time to
listen and explain things to me”

“The medication | take for my mental bits makes me put on weight.
The GP says that | need to watch my weight but doesn’t help me do
this”

“My doctor asks if | want to give up smoking. He never asked if | want
to stop being depressed”

Access to GPs
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64 respondents said that they were able to access GP services. 29
felt that they were not. 5 had been removed from GP lists; 16 found it
difficult to communicate with their GP or surgery receptionists. 3
found it difficult to get dental treatment.

Access to GP / Primary Care?

No reply
11%
No
28% OYes
ONo
B No reply
Yes
61%

Access to services in the Community

Respondents were asked which community services they used. The
results are summarised in this table:
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Contact with services

B \Women
O Men
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Advocacy

We asked whether respondents had accessed advocacy services
within the last twelve months. 12 had; 93 had not. Of the twelve who
responded positively, further discussion revealed that 5 were referring
to peer support. 2 said that whilst in hospital they saw an advocate
but that there was no follow-up to this contact.

Accessed advocacy within last 12 months

Yes
11%

ONo

No
89%

43 of the 93 who had not accessed advocacy services said they did
not know how to get an advocate. 9 said that they wanted to speak
for themselves but lacked confidence. None of the respondents being
served by supporting people schemes had any knowledge of
advocacy services.

People’s voices
| get advocacy from the staff and peer support workers at Belmont
Sometimes my friends help me

There is no publicity about how to access an advocate
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Direct payments

We asked respondents whether they had undertaken a self
assessment or had a supported self assessment in order to get a
direct payment or personal budget. 7 said yes; 89 said no.

Direct payment / personal budget self assessment?

Don't Know Yes
9% 7%
OYes
ONo
B Don't Know
No

84%

Of the 7 who said yes, 4 said that they were already receiving direct
payments. 33 out of the 89 said that they were aware of the changes
in social care and 21 had attended information sessions run at
Belmont by the Client Development Worker at Sutton Mental Health
Foundation. Many felt that only a small number of people with
enduring mental health needs would have any access to direct
payments.

Recovery

We asked whether respondents had been informed of and
encouraged to participate in the Mental Health Trust’s Recovery
College. 14 said yes; 73 no. 18 were not sure.
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Informed of recovery sessions?

Not sure Yes
17% 13%

OYes

OO No

B Not sure

No
70%
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Areas of perceived need

Art Therapy

IT Skills

Relaxation

Assertiveness

Anxiety

GP / Primary Care

Counselling

Understand lliness

Confidence

Training

Emotional

Advocacy

Htness/Lifestyle

Independence

Tenancy/Mortgage

Literacy/Numeracy

Accomodation

Benefits

Debt

Employment
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Times when support is needed

We asked respondents when they most needed support. Their
answers are recorded in the table below:

Times of most perceived need

&
e P & N, &
R X (&\" @ Men
Q% B Women
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Analysis and conclusions

Our survey of 105 people who use mental health services represents
almost one tenth of the number of users in Sutton identified by the
Mental Health Trust. Whilst they cannot be presented as a fully
representative sample, this group represents a significant sub-set of
users of mental health services in Sutton which cannot be ignored.

Housing

The people we interviewed came from all parts of Sutton and a wide
range of age groups and ethnicities. A quarter of them were in
supported accommodation, and just under a quarter were owner
occupiers. Most of the remainder were tenants but 10% were in
emergency or temporary accommodation or were homeless.

The questionnaire that was used as a basis for much of this report did
not address housing needs in detail. However, the Group was
concerned about the proportion of those interviewed who had no
permanent accommodation and was also aware of concern amongst
those in supported accommodation that new time limits have recently
been imposed on the length of time that people may stay there.

We believe that having a secure home is a prerequisite for recovery
and that no-one should be homeless or under threat of homelessness
whilst under the care of the statutory services. We recommend that
the needs of people with long term mental health conditions should
be addressed explicitly in the Borough Housing Strategy. We also
recommend that the Mental Health Partnership Board should ensure
that people with long term mental health conditions are involved in
decisions on housing in accordance with the User Involvement
Charter which it adopted earlier this year.

“Forgotten” people with mental health needs

_Many of those interviewed had been ill for a long time. This was
reflected in some of the comments, which suggest that the statutory
services pay them attention only when a crisis occurs. The Group
was concerned that there might be a significant group of “forgotten”
people who are not benefiting from opportunities for recovery or
receiving help to which they may be entitled (for example under
section 117 of the Mental Health Act). We recommend that the
Partnership Board should satisfy itself that continuing support is being
Sutton LINK Mental Health Working Group
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provided to everyone who is entitled to help. We suggest that the
Partnership Board should produce a qguide for people with long term
mental health conditions explaining simply the help to which they are
entitled.

Diagnosis and treatment

We were surprised by the number of respondents who told us that
they had not received a diagnosis, especially given the emphasis
placed by the Mental Health Trust on following NICE
recommendations. The comments made by respondents highlighted
the lack of medical certainty about many cases of mental illness. On
the other hand, some positive diagnoses were appreciated: “Now |
know | am bi-polar | can start to get my life back.”

Alongside the lack of clarity over diagnosis there seems to be a
disappointing lack of engagement with patients on their diagnosis,
treatment options and alternatives to drugs. Many service users
perceive the relationship with their medical advisers as one in which
they are told what to do, rather than treated as partners. This is at
variance with the recovery principle which has been embraced by the
Mental Health Trust and with the national policy that service users
themselves should take decisions on their treatment and care under
the guidance of their medical advisers.

The group takes the view that people who have experienced mental
distress should make their own decisions about their path to
recovery, with the support of relevant professionals where they
choose to take this up. We recommend that the Partnership Board
should engage with representatives of this group of people through
LINk and the Sutton 1in4 Network to establish what recovery means
to them and how best to support it through the work of the
Partnership Board.

Care plans
It is striking that whilst the Mental Health Trust recently reported that

66% of patients perceived that they had a care plan, the figure in our
survey was only 29%. (It may be that this is because different people
responded to the two surveys.) Only a minority of our respondents
could recall any involvement in the preparation or review of any care
plan and very few felt that any choices had been offered to them as to
how to manage their mental condition. In particular, the fact that only
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seven out of 105 had their own copy of a care plan suggests that the
Trust is not actively promoting patient engagement in care plans in
Sutton. This in turn means that people are unclear about what they
can expect by way of support. Care plan reviews are not given much
prominence, so there is little opportunity to take stock of progress in
recovery or changing experiences and needs. The Working Group
believes that more effort should be made to involve people in the
preparation and updating of their care plans so that patients and
those who care for them have a clear, shared picture of changing
needs and of the provision that can be expected to meet them. We
recommend that the Partnership Board monitors progress towards
this goal. We recommend that where patients and carers have been
involved in the preparation of care plans this should be recorded.

The Group felt that care plans should take into account the
circumstances of carers whose capacity to act in this role might be
diminished by illness, age or infirmity. We recommend that the Mental
Health Trust should consider this and ask that they report their
conclusions to the Sutton Mental Health Partnership Board.

Sources of support

It was notable that few respondents mentioned statutory services
when they were asked about their main sources of support. It
appears that some of the services provided by the voluntary sector —
albeit with funding from statutory sources — are highly valued and
trusted. As pressures grow on public funding it is important that these
sources of support are not lost, or even greater pressures will be felt
in the statutory sector. WWe recommend that the Partnership Board
should receive regular reports on the resourcing of voluntary sector
provision for people with mental distress and should take active steps
to ensure that funding remains available for non-medical aspects of
support for recovery.

Physical health and relations with GPs

A significant minority of respondents said that they had difficulty in
maintaining their physical health and/or had difficulty in their
relationship with their GP. As GPs take over the role of the Primary
Care Trust in commissioning mental health services, it is important
that they should understand the full range of needs of their mental
health patients, including their physical needs, and that efforts should
be made to resolve difficulties in access to primary care.
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We recommend that the Partnership Board should explore ways of
supporting people in their relationship with GPs, so as to reduce the
marked inequalities in outcomes which presently exist between
people with long term mental health conditions and the population at

large.

Support in the community

Most of the respondents to this survey were contacted through the
community services which they use. It is clear that these services are
important to them and are seen to provide support which is not
accessible through statutory sources. The responses given suggest
that the voluntary sector is making progress in raising awareness of
changes in the way that social services are to be provided and is an
important source of informal advice to people who are looking for help
which they cannot obtain from statutory providers.

It is a matter of concern that, at the time the survey was conducted,
awareness of the “personalisation” of services remained low and
many people did not know how to access advocacy. By contrast, it is
encouraging that many of those who had used the Trust's new
recovery college had found the experience helpful.

The group felt that the voluntary sector provides a vital link in
enabling people with enduring mental health conditions to understand
changes in the way health and social care services are being
delivered. We recommend that the Partnership Board should seek to
ensure that this function is supported throughout the radical changes
to the NHS and to social care provision which are now under way and
that it seeks reqular direct feedback on the impact of these changes
from people who use mental health services.
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Questionnaire for Carers of people with severe
and enduring Mental Health Problems

We received 8 responses to the Carers questionnaire, details of which can be
seen below.

The chart below shows the different areas in which the Carers live.

Age Range of Carers — majority of Carers were ages between 55 and 64.

L N " B ¥ S R — i |

45-54 55-64 65+

We asked how long the Carers had been Caring for a person with severe and
enduring mental health problems, this ranged from 1 year to over 30 years.

The following shows the conditions of which the people being cared for had been
diagnosed with.

Sutton LINk Mental Health Working Group
First report on severe and enduring mental health problems in Sutton
October 2010

39



Five out of the eight responses indicated that they were a sole Carer. With three
responses indicating that close friends or relatives supported them in this role.
The chart below represents the percentage of people indicating that they are the
sole Carer.

MYes HMNo

38%

62%

Services and Support

We wanted to investigate the services and support that Carers currently receive.
Of the eight responses, six people indicated that they had received a Carer’'s
Assessment, one of which was on the advice of the cared for's psychologist.

Of the remaining two, one person was not sure if they had received an
assessment and the other person indicated that the cared for will not accept any
help from outside the family home.

The list below details the different types of support received as a direct result of
the Carers Assessment.

!II
#

Other support/services Carers receive that are not as a direct result of the Carers
Assessment are as follows:

$
%

$ ro-

We wanted to know what Carers thought of the services/support they received.
The following details the responses.

Good points
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Majority of responses show that attending regular support groups provides a
good source of information and advice and good network of contacts. Some felt it
was good to talk to people with the similar problems.

One response indicated that the Early Intervention team held meetings about
mental illness which was very beneficial to them.

Another person was happy with the involvement in the Care Planning of the
Cared for.

One person found her GP to be an excellent help.

Two people mentioned they were satisfied with the Community
Psychiatrist/Psychiatric Nurse. One person indicated the Cared for has home
visits and felt this was beneficial.

The other person was happy as they felt they could talk to the Community
Psychiatric Nurse if they had any concerns.

Bad Points

Following on from the good points we asked people to advise us of the bad
points from the support/services they receive.

Comments as follows:

# ! Ay
# 0 ! +
#
I - . 1!
23+. !
+
& - %
+/ ! #
+ 4 - 5 Lo
+
# 6
5
+

Additional Services/Support
We asked carers if funding were available what additional or alternative
services/support would make their lives as a carer easier.

The following list is the responses taken from the questionnaires:
. 4 ! n
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Overview

The responses show that the majority of Carers have received a Carers
Assessment with only two Carers clearly indicating that they receive services
and/or support as a direct result of this assessment.

The Carers that attend meetings all felt that these were informative and useful in
various ways, including sharing information and knowledge and being able to
interact with people in similar situations to themselves.

Various comments and issues were made about the services and/or support they
receive. There did not appear to be any common themes as the issues were
generally down to the different set of circumstance in each case.

There were some suggestions made for improving services and if funding was
made available some additional services that Carers would like to have to help
enhance their lives as Carers.

Conclusion

We received a low response to the Carers questionnaire and as such it was
difficult to ascertain a wide picture of services and support that Carers receive.

It is clear that once a Carer has an assessment and they are signposted in the
right direction the services they receive are appreciated.

The additional services/support that the majority of Carers have requested is
more social activities including the weekends, more respite care. Planning future
care options came out as quite a high priority for Carers along with financial
planning for the future.

Next steps

This report is the first product of the Mental Health Working Group. It
brings together information about the extent and nature of mental
distress in Sutton and the means available to help people in their
recovery which has not previously been readily available.

The Working Group has brought together individuals and groups who
care deeply about the quality of provision for people with severe and
enduring mental health conditions. There is not always complete
agreement about what needs to be done but it is evident that, at a
time when resources are increasingly scarce, there is a good deal of
dissatisfaction with existing provision. Building effective engagement,
whether between practitioners and professionals and those who seek
their help or between interest groups and statutory services, is a key
element in identifying and acting upon opportunities for improvement.
The new role being given to GPs in commissioning services opens up
a new opportunity for such engagement and changes in the
management of social services in Sutton also open up the possibility
of new approaches.
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We believe that the focal point for such change must be Sutton’s
Mental Health Partnership Board, which brings together statutory and
voluntary agencies in the Borough includes representation from LINK,
carers organisations and the Sutton 1in4 Network. The
recommendations of this report are therefore addressed to the
Partnership Board, in the hope and expectation that this forum can be
used to strengthen the partnership which already exists.

The voluntary bodies which represent local people also have a key
role. This report could not have been produced without the active
engagement of the individuals and organisations represented on the
Working Group. We would like to thank in particular Alan Leader of
Sutton Mental Health Foundation, who conducted the interviews for
the user survey and the members of the new Sutton 1in4 group for
their help in putting together the results of the survey. We also thank
Sutton Carers’ Action Group for their work on the carer questionnaire.

We invite the Mental Health Partnership Board to review this report at
its next meeting and to seek agreement amongst its member
organisations on how the recommendations should be addressed and
a timescale for doing so.
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Summary of recommendations
Housing

We recommend that the needs of people with long term mental health
conditions should be addressed explicitly in the Borough Housing
Strategy. We also recommend that the Mental Health Partnership
Board should ensure that people with long term mental health
conditions are involved in decisions on housing in accordance with
the User Involvement Charter which it adopted earlier this year.

“Forgotten” people with mental health needs

We recommend that the Partnership Board should take active steps
to satisfy itself that continuing support is being provided to everyone
who is entitled to help. We suggest that the Partnership Board should
produce a quide for people with long term mental health conditions
explaining simply the help to which they are entitled.

Engagement

We recommend that the Partnership Board should engage with
representatives of [people who have experienced mental distress]
through LINK and the Sutton 1in4 Network to establish what recovery
means to them and how best to support it through the work of the
Partnership Board.

Care plans

The Working Group believes that more effort should be made to
involve people in the preparation and updating of their care plans so
that patients and those who care for them have a clear, shared
picture of changing needs and of the provision that can be expected
to meet them. We recommend that the Partnership Board monitors
progress towards this goal. We recommend that where patients and
carers have been involved in the preparation of care plans this should
be recorded.

The Group felt that care plans should take into account the
circumstances of carers whose capacity to act in this role might be
diminished by illness, age or infirmity. We recommend that the Mental
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Health Trust should consider this and ask that they report their
conclusions to the Sutton Mental Health Partnership Board.

Sources of support

We recommend that the Partnership Board should receive reqular
reports on the resourcing of voluntary sector provision for people with
mental distress and should take active steps to ensure that funding
remains available for non-medical aspects of support for recovery.

Physical health and relations with GPs

We recommend that the Partnership Board should explore ways of
supporting people in their relationship with GPs, so as to reduce the
marked inequalities in outcomes which presently exist between
people with long term mental health conditions and the population at
large.

Support in the Community

The group felt that the voluntary sector provides a vital link in
enabling people with enduring mental health conditions to understand
changes in the way health and social care services are being
delivered. We recommend that the Partnership Board should seek to
ensure that this function is supported throughout the radical changes
to the NHS and to social care provision which are now under way and
that it seeks regular direct feedback on the impact of these changes
from people who use mental health services.

Next steps

We invite the Mental Health Partnership Board to review this report at
its next meeting and to seek agreement amongst its member
organisations on how the recommendations should be addressed and
a timescale for doing so.
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