Report of the Wealden District Community Network

World Mental Health Day

at Weald Hall, Uckfield Civic Centre, Uckfield
Friday 10 October 2008

Aims

1) For service providers and service user groups to share good
practice on how to improve services so that mental health needs
of service users are met

2) To promote good mental health and reduce the stigma that
surrounds it

3) Aimed at statutory and voluntary service providers

Objectives

To hold information provider displays and other displays that
promote good mental health

To have five speakers who will each bring a different perspective
to their presentation

To hold five workshops focusing on the following:- Addressing the
stigma that surrounds mental health: Innovation and advances in
mental health services: Suicide — Risks, Warning Signs and What
to Do?: Supporting people with severe mental health issues in
recovery: Dual diagnosis - Carers, Questions and Crises

Planning of the Event

At the last annual review of Wealden District Community Network
(September 2007), it was decided that the network should focus on
mental health and well-being for the year. A working group to plan the
event was set up, involving members of Wealden Community Network
(Val Biggs - Development Worker, Reg MacLaughlin - East Sussex
Disability Association and Peter Aston - East Sussex Downs & Weald
PCT) and the Sussex Partnership Trust (Jeanette Waite). There were
seven planning meetings in total.



Outcome

93 people attended this event, which included four speakers, five staff
members of South Downs CVS and nine musicians. The majority of people
who attended the event represented different organisations from the voluntary
and statutory sectors, of which 18 organisations/ service user groups held
information displays. The displays had lots of valuable information promoting
well - being and awareness around mental health issues.

Hearing Voices Display



Southdown Housing Display

Feedback Analysis from Representatives of Organisat  ions/Service
User Groups

42 responses were received (approximately 50%) and overall, feedback
was very good, with representatives saying that they found the event
informative, positive and a good opportunity to network. People liked
the variety of the day, found the speakers insightful about their work
and workshops were very useful covering a range of areas.

Minor criticism about lunch being brought in when speakers had not
finished speaking, which made it difficult to hear at the back and that it
would have been better to have all displays together in the main hall
(Feedback Analysis — See Attached Document )

Speakers
Majorie Holmes — Poet
Majorie opened the event and said that this was a great occasion to celebrate

World Mental Health Day . Majorie read some poems of her own and also
some poems by Dean Thorpe (See P.10 - poems in APPENDIX ONE )



Matthew Stone — Children & Adolescent Mental Health Services

CAMHS works from a whole system approach, involving different
multi-agencies who work together to nurture positive mental health of
children and young people. It provides continuing care for children

and young people, focuses on early intervention and ensures that those
children with severe distress receive specialist services. Resilience of
young people is key.

What young people want — DVD Film
Total Confidentiality

Respect — children and young people come first, they should be listened
to in all respects, consulted on all issues and their views valued
and taken into account. Building up trust is crucial and may take time.

Information — what children and young people need to know to feel safe
and included. Young people need to be informed about CAMHS, what
other services are out there so that they know and can decide who to talk
to, and they should be informed about Help Line and Drop In telephone
numbers. Mental health issues should be covered in schools.

Communication - professionals need to work together and communicate
with each other on follow up referrals, to avoid young people having to
repeat the issues several times over.

lan Watling — Sussex Partnership Trust
Wellness & Recovery

lan emphasized that this is the 16" year to celebrate World Mental Health
Day and that mental health is a global priority. 450 million people are living
with mental health issues today worldwide and only half are getting help.

People are developing their own wellness & recovery plan. For example,
in New Zealand there is a service (run by people who have experienced
mental health issues) where people can refer themselves. It has had
positive results. Nairobi State psychiatric hospital — hard working staff
and only four different drugs available to treat people. Their community
based nursing system (which works in towns/villages and in many ways
is more developed than in the UK) has built up good relations

and working with local medicine men.



The Sussex Partnership Trust is focusing more on the person

and what they can achieve, monitoring outcomes rather than treatments,
improving access to psychological services and making therapies more
easily available. It is also addressing stigma and promoting good mental
health e.g Get Moving Campaign

Jane Lawrence — Rethink
A Carer’'s Perspective

4.27 million people are carers of which 3 million work part/full time. 50%
are men and 3 million come and 2.3 million go annually. Without carers the
NHS bill would be more than doubled.

Paid staff need certain qualities in order to work with a range of people with
different complex needs. They receive support, training and advice, have
leave, sick pay and a time to go home. Unpaid carers (Carers’ Allowance
£55) provide emotional, practical and financial support to a relative or friend
daily and receive very little respite. Compared with the rest of the population
unpaid carers are more than likely to develop physical and mental health
Issues.

Solutions - Regular breaks for unpaid carers.

Information about issues, treatment and where to get support.
Confidentiality

Sussex Partnership Trust has issued a new policy to address issues.
Involvement and participation of carers in decision-making, value their
expertise which would help prevent some of their frustration and anger.

Question and Answer Session

Panel — Jacky Nicholson-Hook (MIND), lan Watling (Sussex
Partnership Trust), Matthew Stone (CAMHS)

Q. Can you expand on what you as a service are doing or planning, to
address poverty (addressed to lan)?

A. In 1975, we thought about diagnosis, labels, symptoms, relief, however
now we recognise that income affects mental health and that social networks
are important. It is necessary to provide training so people can get a job

and also to work with agencies, to ensure benefits are re-instated, once
someone has come off benefits to get a job and then leaves that job.

Chair. Debt is an issue and there needs to be advice on how to prevent
people getting into debt in the first place.



Hastings CAB have set up a Mental Health Project (funded until March), to
address the rising number of debt cases referred to the CAB. This project
works in schools and with social landlords, and provides training on financial
capability.

Mentoring schemes are important and support resilience of young people,
as long as a good relationship is developed between mentor and the

young person. A body of mentoring volunteers is an idea to work on

e.g pilot mentoring project in Crawley aimed at young people.

The value and role of volunteering is important in promoting good mental
health and supervision is essential when returning back to work.

Q. SIS is contracted by Sussex Partnership Trust to interpret

and translate. Translation of key leaflets into community languages is
crucial for people who are excluded and isolated.

A. SPT website can be confusing and information needs to be provided in
a range of formats accessible to all e.g headline leaflets to signpost people
with literary difficulties to SIS.

Q. Why is it that Polish people in Eastbourne don’t or don’t know how to
access healthcare in U.K?

A. CAMHS have employed a new worker to work in schools on language
issues, to facilitate communication and accessibility for many people who
don’t know how to access our systems. Within mental health we need to
use different language (other than Eurocentric language) so that people
understand more and can access the therapies and support.

Q. I helped set up a Womens’ Black Counsellor Service in Brighton & Hove
for women to use and | struggle sometimes to work out if someone is from a
BME or LBGT community — what services are there in your organisation

to tell people you understand the barriers?

Chair. In Brighton & Hove and Hastings where the populations are larger
there may be more opportunity to develop such a service.

A. (MIND) We identify needs that are made known to us, we need to engage
more with different minority groups so we can work together. Information
needs to be made available about the different services that exist and letting
people know that the information exists.

Chair. It is not just about making services accessible to the whole
population, but also to learn about other different cultural approaches to

ill health which some people are used to and may prefer.



Q. What support/protocols are there for people seeking asylum in the U.K,
who have been service users and then discharged?

Q. If mental health recognise the evolving agenda, are they putting
infrastructure in place for many organisations who provide support for
different BME communities in particular for people seeking asylum?

A. Government released cash through the Primary Care Trusts nationally
to deliver Race Equality in mental health services — people have been
recruited. These posts will link in with the various BME populations,
including people seeking asylum.

A. They will advocate to provider organisations, ensuring we work with
communities and provide for needs and we will learn more about what
communities want in East Sussex. The Asylum Seeker Project in Hastings
is linked to the Sussex Partnership Trust and a colleague provides mental
health services in the Gatwick area, working with the detention centre
service. Schemes have been developed, which we can look at for clues to
move forward.

End of Q & A Session
The Referrals
A group of musicians who make music and entertain others (e.g Bexhill Gig)

for their own enjoyment and to improve their well — being. They played for
20 minutes during lunch.



Workshops

The quality of all the workshops was of a very high standard focusing on
different areas of mental well-being.

Innovation & Advances in Mental Health Services —|  an Watling

Moving Forward — A Few Key Points Raised from the W  orkshops

Addressing Stigma

Good quality information in different formats
Influence the press

Campaigns — S. Radio 6 week slots for positive information on
mental health

Talk to people first (service users)

Get groups of young people together to share experience and
exchange ideas (See P.11 - APPENDIX TWO for presentation
notes )

Dual Diagnosis, Carers, Crises, Questions

Address stigma

Holistic relationship between patient, carer, professional
Listening to their issues and discussing their choices with them
realistically

Empowerment — explain all, which will reduce stress

(See P.14 - APPENDIX THREE)



Innovation & Advances in Mental Health Services

Mental distress could be reduced if issues such as unemployment,
poverty and social exclusion are addressed

The advances to consider when providing services, such as taking
note of what young people say now which could dictate what we
need in ten years time e.g on DVD some young people said they
would like to interact with providers in a variety of ways e.g
internet, appointment

As we get to grips with providing more direct services to the
changing needs of East Sussex communities, we will find new
ways and solutions to meet these needs using cross cultural ideas
and concepts (See P.17 - APPENDIX FOUR).

Suicide

Looked at personal histories, current behaviours and what we
could do with the information

Look at limits/boundaries of confidentiality

Be open and talk to people about suicide and how they feel
Importance of trust, respect and being listened to

(See P.18 - APPENDIX FIVE)

Supporting People with Severe Mental Health Issues in Recovery

Need to understand more about what recovery means and about
the recovery approach

The importance of on-going support e.g from an individual, or the
source

Empowering people and giving them the tools to support
themselves so they have control over their care and life

(See P.19 - APPENDIX SIX)

Overall, this was a very positive event, that provided a lot of valuable
information and will hopefully give people material to reflect, discuss
and act on.

Val Biggs - Development Worker
Wealden District Community Network

October 2008



APPENDIX ONE - POEMS
Colours of my life by Dean Thorpe

Green, colour of life, so fresh and new

Red, blood flows so deep, deep within you

Blue, how | do feel, life full of doubt

Pink, my flesh so weak, mind so worn out

Black, my mood can be, so full of pain
White, future unknown, random like rain

The Fracture Clinic by Majorie Holmes

Some bones knit together well
Locking into place.

See their injuries dispel

as they interlace.

Tell me there’s a parallel

Hope | can embrace.

Broken minds returned from hell;
Families to trace.

Tell me love will break the spell.
Bodies have no clue.

Crashes are emotional,
Temperamental too.

Don’t be merely physical,
Yesterday erase.

Knit their lives together well,
‘til they seize the days.
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APPENDIX TWO
Addressing Stigma — Presentation Notes

1. Introduction — it is now beyond doubt that widespread discrimination
adds to the disability of people with mental illness. People with direct
experience of mental health issues, as service users, carers or
professionals, have long been aware of the impact of discrimination
ageist people with psychiatric diagnoses. The basic problem is this:
many people with mental iliness are subjected to systematic
disadvantages in most areas of their lives. These forms of social
exclusion occur at home, at work, in personal life, in social activities, in
healthcare, and in the media.

2. What is stigma

Defining stigma - the unavoidable starting point for this discussion is
the idea of stigma. This term was originally used to refer to an indelible
dot left on the skin after stinging with a sharp instrument, sometimes
used for a vagabond or slave. The resulting spot or mark or stain led to
a metaphorical use of ‘stigma’ to refer to stained or soiled individuals
who were in some way morally reduced. In modern times stigma has
come to mean ‘any attribute, trait or disorder that marks an individual as
being unacceptably different from the ‘normal’ people with whom he or
she routinely interacts, and that elicits some form of community
sanction.

a. Ignorance - strong evidence is by researchers is that most people
have little knowledge about mental illnesses, and much of this
information is factually incorrect. There is a pressing need to convey
more useful information, for example about how to recognize the
features of mental illness and where to get help, both to the whole
population and to specific groups such as teenagers.

b. Prejudice fear, anxiety and avoidance are common feelings both for
people who do not have mental iliness (when reacting to those who
have), and for people with mental illness who anticipate rejection and
discrimination and therefore impose upon themselves a form of
‘self-stigma’ or internalized stigma.

c. Discrimination , the scientific evidence and the strong message from
service users and their advocates are clear that discrimination blights life
for many people with mental iliness, making marriage, childcare, work,
and a normal social life much more difficult. Actions are needed to
specifically redress the social exclusion of people with mental iliness,
and to use the legal measures intended to support all disabled people
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(such as the Disability Discrimination Act) for physical and mental
disabilities on the basis of parity

3. Mental Health User Survivor prospective

a. What are users themselves saying

I. ’'m a human being, with all the feelings that brings, but stigma makes
my life harder to bare.” Maria

ii. ‘Some of the worst experiences | have had have been in psychiatric
hospitals. | recognize the need to be kept safe but often | have felt that
my rights and dignity had been stripped away. Being intimately
searched again and again and constantly followed whilst under ‘close
observation’ just leaves me feeling singled out and perceived as little
more than a nuisance (‘there’s to be no trouble on my shift’). | have
seen, unofficially, my hospital notes and there is more than one
occasion when nurses have actually lied to cover their own backs after |
have self-harmed (just when | feel at my most vulnerable), | have
encountered a wall of silence — as if talking about it will only encourage
me to do it again. This is without the stigma attached to self-harm by
many of my fellow patients. | have heard comments along the lines of
‘oh she’s cut again -why doesn’t she just do it properly and kill herself’.
Sandra

iii. * | feel lucky to have a supportive family .... and a loving husband who
looks after us. He is also my carer...if he wasn’t around | wouldn’t be
able to cope. Just before | met him | was going downhill, surviving on
one meal a day and depressed, and no one noticed. Then | met my
husband and together we look after our one year old’ Barbara

b. Action needed to ensure that the voice of Mental Health
users/survivors are heard

I. Advocacy — empowerment has been described as the opposite of
self-stigmatisation. Policy makers should therefore provide specific
financial support for ways in which individuals with mental illness can
empower themselves or be empowered including the following:

1) Participating in formulating care plans and crisis plans

2) Using Cognitive Behavioural Therapy to reverse negative self-stigma
3) Running regular assessments of consumer satisfaction with services
4) Creating user-led and user-run services

5)Developing peer support worker roles in mainstream mental health
care

6) Advocating for employers to give positive credit for experience of
mental health illness

7) Taking part in treatment and service evaluation and research

12



ii. Support to individuals and their families . A series of changes are
necessary to assist individual people with mental illness and their carers
and family members:
1. Develop new ways to offer diagnoses
2. Have information packages for family members that explain
causes, nature and treatments of different types of mental
illness
3. Actively provide factual information against popular Myths
4. Develop and rehearse accounts of mental illness
experiences which do not alienate other people
lii. Employment - Research shows that less than 40% of employers
would consider employing someone with a mental health problem. Not
surprisingly, people with mental health problems have the highest levels
of unemployment among any disabled group — yet also have the highest
‘want to work’ rate.
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APPENDIX THREE
Dual Diagnosis — Carers, Questions And Crises

1. HOW CAN PROFESSIONALS AND AGENCY WORKERS
SUPPORT THE SERVICE USER BY SUPPORTING THE CARER?

E.g., During referral process:

explaining diagnoses, characteristics to carer.
Explaining the difficulties around dual diagnosis.
directing carer to voluntary agencies for further info/advice.
Whenever possible, listen to carers’ input and respect their role.
*If there is an issue of confidentiality, then explain why to
carer = informing is empowering.

During therapy/detox/ward rounds:
Respond to reasonable carer enquiries .
Reassure carers in laypersons’ language.

Discharge:

Try to ensure carer is invited & has opportunity to ask appropriate
& reasonable questions.

Inform carer of discharge meeting (even if not appropriate for carer
to be present)

Consult carer/include in CPA for S.U. (Post-discharge support is
vitally important-carer must know ‘what to expect’) and how to
cope.

ASWSs’ work in supporting S.U. with carer & encourage S.U.s’ to
cooperate where possible.

Any others?

2. HOW CAN WE ACTIVELY WORK TOWARDS REDUCING STIGMA
FOR BOTH THE CARER AND THE SERVICE USER?

By proliferating the fact that mental iliness is just like any other- no one
wants it, it just happens.

By understanding that some people are especially susceptible (perhaps
genetically) to addiction to various substances and what starts as an
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experiment or recreation can take over and wreck someone’s life.
Some people, especially young people or those experiencing mental
iliness, are particularly vulnerable to exposure to substance misuse and
are targeted by dealers.

By understanding that cultural/societal influences can contribute to
pressuring vulnerable people into substance misuse and precipitate
mental illness - and that the onset of ‘natural’ mental illness per se can
motivate sufferers to seek ‘medication’ in drugs and alcohol.

By being aware that many ordinary public just don’t know about the
nature of mental illness, apart from damaging media sensationalism. (in
fact, overwhelmingly more incidents of serious harm against the person-
including GBH and murder- are committed every day by assailants who
are deemed clinically sane!) Those with mental iliness are much more
likely to self-harm.

By assuring carers that families and upbringing are not the prime causes
of mental illness in themselves.

By acknowledging that recovery can and does happen in many cases
and that the carer can have a vital role to play in this ‘journey’.

TWO SCENARIOS — PRACTICAL EXERCISES

1. Mrs. X, a58 yr old widow who works part-time, has a 30 yr old son,
Y.

Y started to smoke Cannabis at age 15 and is an alcohol user (although
not a alcoholic as such). Y began to truant from school and was arrested
for shoplifting several times over the years. He began to defy his mother
and stay out for two or three days at a time. Between the ages of

16 — 20, he only had three menial jobs, each of which he either gave up
or was dismissed from for absence. His behaviour at home became
increasingly bizarre and his mother was his sole support with food,
money and clothing; she often felt threatened by his demands for money
and irrational, hostile behaviour towards her. He stopped washing, and
would not allow her in his room, which was in an appalling state. He
would jam the door shut and leave and enter the house by the window.
Y was diagnosed with paranoid Schizophrenia at age 23, after going
missing from home and found wandering a railway siding by police. He
was detained in hospital for six weeks under ‘section’ and received
antipsychotic medication (which made him ) and refused to see his
mother or allow medical staff to let her know what was happening.
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The staff were very sympathetic, but pointed out that due to patient
confidentiality, they were prevented from discussing Y, or any aspect of
his treatment, with her.

What realistic type of support might Mrs. X need?

2. ‘Jisa 46 yrold man, husband to ‘G’, 42. They live in a semi-
detached house, both have careers and they have one adult child,

aged 24. Recently, J has been acting rather strangely: last year his
mother, to whom he was very close, died. This was followed by a period
of redundancy, although he now has regained his career. It started with
J, usually a fairly quiet person, chatting excitedly to his wife at
‘inappropriate’ times — after the light went out in bed, through the
bathroom door, etc. He seemed to be constructing ambitious plans
concerning buying a bigger house, or taking out a second mortgage and
starting up in business for himself in the food industry (of which he
knows nothing). He booked a luxury holiday for two in Antigua, despite
the fact they have little savings, and purchased an expensive new car.
He would not listen to reason, taking days off work without letting his
employers know. After weeks of this, during which he (and his wife) got
little sleep, he began to ‘slow down’,gradually entering a very low mood,
although insisting there was nothing wrong. G had no idea what was
happening to her normally caring, thoughtful husband: she did talk to her
own doctor, who dismissed it as a ‘mid-life crisis’ .

One afternoon while at work, G received a call from the local hospital
telling her that her husband had attempted suicide and had been
detained there. On arrival, she was told that he was being detained for
72 hours for observation and that she would have to wait until the next
day before he was seen by a psychiatrist - no one would suggest a
diagnosis.

That day, the psychiatrist was reluctant to engage with her, but
confirmed that J had ‘Bipolar depression’, although this was not
explained, and G did not know what this illness was. She was not
invited to be involved in his discharge arrangements; his employers
were unsympathetic about his absence and did not seem to understand
it was not a physical illness.

It took her almost a year before she was able find out about this from
professionals, including the family G.P.
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APPENDIX FOUR

Innovation and Advances in Mental Health Services — workshop
notes

“A New Vision for Mental Health”, The Future Vision Coalition (June
2009),

we need more of;

An integrated approach to mental health, health & social care and
education and employment and benefits and.........

More emphasis on public mental health, funding for MH not just
from DoH,

Recovery of a good quality of life — recovery, employment, quality
of life outcome measures

Self-determination — increased control by self, choice, advocacy,
improved commissioning,

We are likely to see new advances - New types of se  rvices:

Self directed care — GP shared care, like chronic physical
conditions

Improving Access to Psychological Therapies

Telephone help & support

Vocational and employment support

Use of new technology

More choice, more providers, wider choice of treatments
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APPENDIX FIVE

Suicide — Risks, Warning Signs and What to Do?

Dealing with myths and misunderstandings surrounding suicide
Identifying signals that could mean somebody was considering suicide
Supporting someone who might be considering suicide

Organisations which should be involved if such situations occur
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APPENDIX SIX

Supporting People with Severe Mental Health issues in Recovery
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