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United We Stand!

Introduction

Peer Support Fife is an emerging voluntary organisation, created in January 2008,

and working to promote the model of Peer Support in the mental health setting,
with a focus on recovery, mutuality and empowerment.

In April 2008 the Convener, Chrys Muirhead, organised an event ‘Celebrating
Recovery!" in Cupar, sponsored by the Scottish Recovery Network, which did what
it said and encouraged over 120 local people and others to participate in
workshops on recovery and to hear about recovery inifiatives. As this was such a
successful and positive conference Peer Support Fife looked at holding another
local event, firstly trying to access local funds but subsequently being awarded
monies from the Scottish Community Foundation to hold ‘United We Stand’.

With only 2 months to organise the event, held during the college holiday week,
the Convener contacted local and guest organisations regarding workshop
participation, and was delighted to have the commitment of14 workshop
presentations. We also received confirmation from HUG's Graham Morgan that
he would be happy to give the keynote address. Graham had previously agreed
to speak at a conference earlier in the year which did not materialise and we
were very pleased that he was able to join us on the day. HUG (Highland User
Group) is a well-respected collective advocacy organisation representing the
views of mental health service users across the Highlands, and which has
undertaken many surveys of its membership on a variety of topics eg challenging
stigma, medication, inclusion - www.hug.uk.net/reports.htm .

Wendy McAuslan, VOX's Development Co-ordinator, helped on the day and will
be capacity building in Fife, following up the Action Points from the delegate
discussions. VOX [Voices Of eXperience www.voxscotland.org.uk ] is a national
mental health service user led organisation with a membership and is mentioned in
Scottish Government’s mental health improvement plan ‘Towards a Mentally
Flourishing Scotland’.

In response to the local situation, Peer Support Fife is widening its focus to include
user/carer involvement and peer advocacy, helping people to have a voice and
make a difference personally and in service planning and provision. This will
include continued partnership working with allies in mental health locally and
nationally, delivering workshops on peer support and other training to enable
participation and informed decision-making. And we are planning to set up a
Clubhouse Fife steering group to look at ways of bringing in the Clubhouse model
to the local area, a community centre, member-led with an approach that is
holistic, inclusive, sustaining, responsive and cost-effective.

[International Centre for Clubhouse Development - www.iccd.org ]
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Programme

10.30 am Registration & Refreshments

11.00 am Welcome & Infroduction
Chrys Muirhead - Convener, Peer Support Fife

11.10 am Keynote Speaker
Graham Morgan MBE
Advocacy Project Manager, Highland Users Group

11.40 am Workshops 1 2 3
Parallel sessions, guest & local facilitators

1.00 pm LUNCH
1.45pm  Afternoon Intro & Discussion

2.00pm Workshops 4 5 6
Parallel sessions, guest & local facilitators

3.00pm Roundup Speaker
Wendy McAuslan
Development Co-ordinator, Voices Of eXperience

3.30 pm Farewell .....

For united we stand. Divided we fall. And if our backs should ever be against the wall. Wellbe together, together, you and |
[Brothethood of Man 1970]
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Keynote Address — Graham Morgan MBE, HUG

GOOD PRACTICE IN USER INVOLVEMENT

Hello my name is Graham Morgan and I have been asked here today to talk about good
practice in user involvement.

Most of you will not have heard of me or of HUG who I work with so I had better do a
wee bit of explaining to set the scene and maybe give a glimpse about why user
involvement is so important and can change so many things for us all.

HUG is the Highland users group which is a network of 360 people who have all
experienced mental health problems. We meet in 14 different places across the Highlands
to talk and talk and change the world into a better place.

The reason a group like HUG exists and the reason groups in other parts of the country
and at a national level exist are numerous but as a rough shorthand I have 6 thoughts
about the need for us to join together and speak out for a just world.

1. Users of mental health services have traditionally been discriminated against and
marginalised — the involvement of people with mental health problems in a group like
HUG is because we want to challenge this situation — we are a movement for social
justice aimed at changing the lives we lead and the ways we are treated

2.  As users we have an experience that no one else has — this experience is very
precious and vital when we try to develop a voice and comment on our lives and the
services we use

3. As users there is a power and integrity to our voice that cannot be found elsewhere
4.  As users we are relatively free to speak out in ways that professionals cannot

5. By speaking out we show and demonstrate the need for respect, equality and
communication that everyone deserves — the very act of getting together is a
powerful statement

6. By speaking out some of us benefit ourselves and feel a sense of value and
belonging and support and purpose we didn’t have before.

In HUG we speak out to achieve fair and just lives for people with a mental illness in the
Highlands, We want an end to discrimination and stigma, we want help when we need it,
given in a manner that will make us want it. We want to stop so many of our members
living in poverty, we want those who want and are able to work to have the opportunity to
do so and for those for whom benefits are a better option to be able to receive them in a
blameless guilt free atmosphere that acknowledges that we can all contribute in different
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ways and that, for some of us, this doesn't involve payment for how we live or what we
do. We want to inspire hope in our members to celebrate what we have to give to each
other. We want (maybe in vain hope) the abject misery that comes along with mental ill
health to be as limited as possible, after all mental illness is horrible enough as it is. It is a
duty for all of us to stop all the horrid bits that come along once we are given a diagnosis
and enter a system and life that is so often not one we want or choose to be in.

So how do we do this in HUG? We rely on our workers (who are all users) and our
members (who are all users) to be central in changing the world into a better place and
we rely on and expect the allies and supporters we have around us to accompany us on
our journey. It gets a bit boring describing a process but I'll give a description of each
different part of HUG and what it has achieved and hopefully we will see how something
like HUG which is all about user involvement achieves real change.

First of all HUG is divided into two bits ‘HUG speaking out’ which acts as the advocacy arm
of HUG or the voice of our members and then ‘HUG stopping stigma raising awareness’
that acts to increase awareness and understanding of mental health problems and tries to
eradicate the stigma so many of us face.

I work with HUG speaking out and will try as clearly as I can to describe what we do. The
Highlands is a huge place and our members are spread right across it, living in the city,
hospitals, towns, villages and crofts. We are mainly in our thirties, forties and fifties but
we have young and old members, people with disabilities, people who are gay, men and
women, the employed, the unemployed, prisoners and managers and people who
themselves work in the mental health system as members. We are a diverse, vibrant,
crowd of people with a multitude of experiences and views and beliefs and our job is to
combine these views into a voice.

To do this we travel the Highlands to find our members where they live and meet and
there we hold our meetings and at these meetings we celebrate the variety of opinion that
we have. There is a lot we hold in common and yet there is no one voice or one correct
opinion all opinions are valid however strange or bizarre they may appear to be.

A meeting is structured in three parts. We report on our activities since the last meeting
basically what the HUG team has done and achieved on behalf of its membership. In this
way we are accountable to our membership and can keep them informed and enthusiastic
about what we do by giving regular feedback on our accomplishments. The next bit of the
meeting is centred around discussion topics where we talk and converse on a subject that
has usually been selected by our HUG Round Table which is the HUG committee. This
discussion topic tries to be one to which all of our members can contribute and is set
around a series of key questions which are then written up and then compiled into a
report which is approved by our committee and other stakeholders before being sent out
to anyone who will read it before being put on our website. The last bit of the meeting is
arranged around picking up on any local issues that our members have or other issues of
concern that we need to know about and these are also acted on, turned in to reports or
local campaigns. In between meetings we meet officials, go to their meetings meet in
focus groups such as those run by our regular Friday forum and find other ways of
expressing ourselves.
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Key to what we do is making what we talk about interesting in its own right , making what
we write and say and do relevant and tangible and effective and if at all possible making it
fun. It is sometimes silly to say make it fun when what we are trying to change is the
echoes of lives that have lost their light and some of our memories are of those who didn't
survive but there is something in the solidarity of a shared cause and a common bond that
can inspire and provide comradeship.

So over the last 12 years we have produced about fifty reports raised hundreds of local
issues campaigned on local issues and attended zillions of boring and not so boring
meetings.

Our last but one report was on physical and mental health and like each report had its
own unique effect. It talked about how we sometimes have our physical illnesses
overlooked, about the complex inter-connectedness between physical and mental health
and about the atrociously poor health so many of us have. The effect on its release was as
follows:

Our chief psychiatrist said “thank you for sending me this extremely relevant and
interesting report.” Our associate medical director in the health board said “as ever I read
these reports avidly and with interest.” A consultant psychiatrist wrote to us and said
“would you mind if I forwarded it to the Royal College of Psychiatrists editorial group. We
are developing something on exercise in here and the information in here is brilliant... as
usual you have come up with some excellent work”

The report was used in training sports science students in Gloucester , it was placed on
the Royal college of psychiatrists website, it is quoted from and referenced in the latest
Scottish government publication on the same subject. It has been distributed by the
International Initiative on Mental Health and it has been heavily quoted in the wellness
update the E-newsletter of the Center for Mental Health Services which is run by the US
federal governments substance misuse and mental health services administration as well
as being used by professionals way out in New South Wales in Australia. And in this way
you can see the power of user involvement. The conversations and ideas we have in
places such as David’s house in Gairloch in a few short months have turned into a
document which has influenced policy locally regionally nationally and internationally and
there we can really make a difference.

It is these myriad threads and comments and ideas that circulate amongst us and grow
and grow that get talked about and spread that end up in quiet ways changing the world.
We are no longer confined to our homes and villages. In HUG we have worked with
Romania, Poland, Spain and Portugal to help them develop their own groups. We are in
regular contact with groups in Ghana, Kenya and Nepal and by these small gestures of
friendship and support we strengthen each others voice and gain strength for a struggle
that will take many years.

And yet I say it makes a difference, of course it does! it makes a huge difference but have
any of our members physical health improved as a direct result of this report? I have to
say I doubt it and that is where the grassroots stuff comes in because it is so, so
important too.
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When we hear of the concerns of our members we have to respond to them because here
we also make a difference. Over the years we have campaigned on behalf of drop in
centres, on behalf of employment projects both with funding and premises and by
supporting each other and listening to users we ensure their voice is heard. Perhaps the
longest running campaign was over a drop in centre in Nairn which was threatened with
closure over the development of the new hospital and because it was very run down and
yet the drop in was precious to its members so we campaigned for certainty and new
premises. We wrote letters, lobbied meetings, made DVDs, wrote to the press, arranged a
meeting with councillors and the chairperson of the health board and, after a long struggle
and the support of the health board and social work managed to get much, much better
premises for the users. The next task is to keep these premises permanent.

We have a group called the Friday forum. It meets between 11.00 and 3.30 on a Friday
and I struggle to say why it is so good. We look at consultation documents, we act as
focus groups we meet professionals and users which does not sound inspiring but maybe
above all we drink coffee and witter a lot. In the last five months the group has responded
to 7 major consultation documents, provided evidence to a parliamentary enquiry into
young peoples services provided questions for the health minister, campaigned on a
number of issues, acted as a focus group for two consultations, met with three
professionals, met with people from a user group, looked at recovery, looked at our
internal work and our international work as well as commenting on leaflets, reading poetry
and looking at the see me photo competition. And why do we enjoy it? I suppose it's the
good company and knowing at the end of the day when it is time to tidy up and go home
that we have all achieved something and that there is a place for us all to do different
things, sometimes a day spent stuffing reports into envelopes is just as fun and maybe
more therapeutic as when one of our members addresses a council meeting on their own
and there changes minds for ever.

I'm going on a bit aren’t I but let me begin to wind down my talk about HUG by talking
about our work in challenging stigma. It is here that we often make our real differences
and provide different opportunities for user involvement.

I'll start with our mental health awareness training. By providing testimony personally,
through group discussion, through DVDs and other exercises we can change in the space
of a few short hours minds and attitudes that years of text books never would. Our
members can give testimony about their lives participate in discussion sit in the
background act as shadows but above all participate in an environment that is safe for all.
We have become so used to reading evaluation forms at the end of the day that all say
what we have done is excellent that we have become blasé and may get overconfident
but, little replaces that surge of pleasure when you know you have done something
successful and worthwhile. We provide at least one awareness session a month and have
done them with students, psychiatrists, primary care workers, volunteers, employers,
managers, housing assistants, mental health officers, a whole myriad of different people.

Our young peoples’ work is wide and varied and perhaps the most demanding for our
members, we go into schools PSE classes to meet the young people, we help young
people educate each other through peer education projects, we make DVDs with young
people acting the story of a young person going through psychosis and lastly some years
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ago we took our play ‘stigma’ in partnership with Eden Court Theatre Company and the
Primary Mental Health Workers around the Highlands. In four years at least five thousand
people saw the play and an evaluation showed that 97% of young people said their
attitude had changed as a result of the play and workshops. HUG members accompanied
the play, educated the actors and provided all the raw material for the script.

Not everyone wants to stand up and speak in public so we make dvds where HUG
members can appear on film in a safer atmosphere and if they don't want to be filmed can
plan and help create projects. We have made many DVDs, especially DVDs on the mental
health act, mental health first aid, employment and borderline personality disorder. These
have been seen by thousands and thousands of people across the country. At present are
making DVDs on self harm, social exclusion and recovery. All big projects with a lot of
work involved in them .

Then there are the other bits, HUG members who try to maintain our website, HUG
members who write for our newsletter, those that distribute our postcards and those that
speak out in other ways maybe through creative writing or through photography or
painting. Lastly there are a few of us who give speeches one of the most successful being
one being one on the mental health act which featured on BBC radio 4 all in the mind
program and was quoted in questions asked in the House of Lords.

There are so many myriad forms of user involvement and this is where I'll begin to wind
up.

User involvement is a deeply boring word, I never got involved in this world to become an
involved user. I got involved because of a passion and a commitment to my community of
fellow users because of the need for justice and equality and a voice, and the need to be
listened to and heard, for our experience not to be ignored, dismissed or forgotten. So
when I think of HUG I don't think of user involvement I think of people, my friends and
comrades who join with me in mutual respect and friendship for a mutually agreed cause.

I hope you will have seen that user involvement is not about going to meetings with
professionals. We need to attend our networks and operations groups and management
groups, we need to have our say and know how an agenda works and what the words all
mean and how to participate but that is only one small tiny aspect of what makes a
difference in an unfair world. There is so much more that is more effective, more fun and
which really works. In many ways a well written poem can say much more than a year of
lobbying and committee meetings.

It is easy in the struggle to be heard to become disheartened and disappointed at the lack
of progress to see the paltry sums we have to work with as yet more evidence that ‘they’
the formless negative ‘they’ who do not understand why we do what we do are actively
through their own lack of interest conspiring to diminish our cause. It is easy to grow
bitter and cynical because the obvious never seems to happen. It is easy to see darkness
in our services because again and again we don't get what we want.

I would say the root to good user involvement is to put the ideas of recovery into our
work. Instead of concentrating on the awful let’s look at what we have to give, let's
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celebrate the wide variety of talents we have, let’s look to the positive and remember that
this is a long journey we are all travelling that there will be ups and downs and that all the
time we need to remember what we can do, what we can achieve. We need to remind
ourselves how much we personally have to give if that is what we want to do and how
much we can get from those around us. We need to concentrate on the respect and
comfort of our friends and community and a shared sense of where we are going and
what that journey involves. We need to realise that this journey takes over some of our
lives and for others we briefly dip a toe into the cause and that this is fine and lastly we
need to remember hope and responsibility hope, because it is easy to lose hope and
despair especially when faced with the lives so many of us live and responsibility because
this is our journey and our cause and our voice and we are in control of that. If we are to
be a voice we need to be an accurate voice that reflects our community not just a
disgruntled minority, if we are to change the world we need help in doing this and to do
that we cannot alienate our partners in this journey, if we are to lobby and press for
change we may have a well of righteous anger but how do we speak out? how do we
lobby using the media? Does it help people understand us and take them into our world or
does it turn them off and make everyone angry and defensive.

There is a world to say about the ways in which we support each other in all of this and
how we achieve what we do but I will finish with a last few points. Make the process good
in itself, a talking shop is disheartening but a wonderful conversation is a joy, make it
possible to achieve at least small things, each bit of praise and progress should be
treasured and stored and passed amongst us. Learn the joy that can be had in our very
companionship, make links with the people who are already doing this all over the world.
Remember we are trying to make the world a better place rather than to apportion blame
and, be realistic, we will never stop suffering or injustice but we can do a lot to do so and
know in our hearts that if only they knew how so can loads of the people around us. This
is @ common cause and a struggle for everyone but ours is a unique and precious voice
within it all.

Thank yow
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1

Moodcafé is a website that aims
to support self help for mental health
problems consistent with government
policy on mental health. It provides
information about mental health and
wellbeing, advice and guidance to
support self help and information
about local (fo Fife) and national
resources. The site was developed
by NHS Fife Clinical Psychology and
Public Health Departments in 2007,
with funding from NHS Fife. The site
has between 800-1000 visitors per
month. Findings from a recent online
questionnaire suggest the site is
valued and supports people who are
not in contact with any other service
as well as those who are:

Workshops Information

Health in Mind - raising awareness, responding to need - all of
their services aim to support people who experience mental health
difficulties and their carers to achieve a positive quality of life.
Covering Edinburgh and the Lothians, services include an Information
Resource Centre and Edspace — www.edspace.org.uk; re:discover
Befriending project; South Edinburgh Healthy Living Initiative; Orchard
Centre Services; Support Accommodation & Respite Service; Men-in-
Mind BME community project; Beyond Trauma Services; OCD Support

Group. www.health-in-mind.co.uk

The Playfield Institute aims to empower the workforce to promote
the emotional health and wellbeing of children and young people. It
provides assistance and support to frontline workers who are directly
or indirectly involved in the prevention, promotion and care of children
and young people’s mental health and wellbeing. They have recently
been successful in securing funding from the Scottish Government to
extend the HandsOnScotiand website — www.handsonscotland.co.uk -

www.moodcafe.co.uk

a Toolkit of helpful responses: www. playfieldinstitute.co.uk

2

Angus Mental Health Association is an
independent locally run voluntary organisation based in
Arbroath, working with groups and individuals to
support and educate. Their services include
befriending, information, drop-ins and activity groups,
and they promote user involvement, highlight mental
health initiatives and tackle stigma and discrimination
through the Outreach Learning Project. Empowerment
and equality of opportunity underpin everything that
AMHA stands for, and they encourage service users
and volunteers to have a voice personally and in the
wider community through forums and strategic groups.

www.amha.org.uk

LINK Adolescent Befriending Project works
with young people aged 12-18 years, in the East Fife
and Levenmouth areas, who have become lonely or
isolated due to mental health problems and may
benefit from assistance in using community

resources and activities: www.link.itgo.com

3

Fife Council Social Work Service has Mental
Health Officers who work closely with people who
are experiencing or have experienced mental health
problems. They also work with carers and in
partnership with NHS and voluntary organisation:

www.fife.gov.uk

Scotia Clubhouse in Glasgow is dedicated to the
recovery of people experiencing mental health problems,
by providing opportunities for their members to live,
work and learn, while contributing their talents through a
community of mutual support. Their goal is a high
quality of life for all members, ongoing recovery and the
ultimate elimination of stigma surrounding those with
mental health problems.

NHS Fife Gemini Community MH Team
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provide a flexible and intensive service to people
who have serious mental ill health, empowering
them to have a say and choice on care and

treatment: www.nhsfife.scot.nhs.uk
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more Workshops Information

4

Going Forth is a SAMH project in
Dunfermline, providing a programme of group
and individual activity that enables progression
towards recovery and improved employability.
Together with SAMH’s Pantry in Dalgety Bay
and Evergreen in Kirkcaldy, they are a Fife-
wide service offering more choices and
opportunities to people using mental health
services.

www.samh.org.uk

Jacinta Jaylo Barker is a trainer and
consultant working with ERACE Consultancy,
which provides a service in the field of
equality, diversity. inclusion and social justice.

5

NHS Fife are using the Tidal Model of Recovery in
their inpatient care and in the community.

“The Tidal Model is a philosophical approach to the
discovery of mental health. It emphasises helping

people rec/aim the personal story of mental distress,

by recovering their voice. By using their own
language, metaphors and personal stories people
begin to express something of the meaning of their
lives. This is the first step towards helping recover
control over their lives.”

www.tidal-model.com

User Carer Involvement Dumfries &
Galloway aims to involve as many service
users and carers as possible in having a say
about the services they receive:

“It is the active participation by users and
carers, as equal partners, in the planning,

6

monitoring and development of the public
services that effect their lives. Users and
carers, need to be involved at all levels, from
individual assessments and care planning to
reviews of government policy on community
care.”

www.userandcarer.co.uk

Mental Health Network Greater Glasgow
works in partnership with people interested in
mental health, and those living with mental ill
health, to promote service user involvement and
help service users have an influence on the
planning and provision of these services.

www.mentalhealthnetwork.uk.com

Contact Points in Kirkcaldy and Buckhaven
are Barony Housing Association’s open access,
community-based day services that aim to
promote and maintain good mental health
within the community. The resource provides
a safe, comfortable and informal environment
for people who are isolated, vulnerable and
have traditionally had limited access to
appropriate support.

Workshop Presentations are available on Peer Support Fife website -
www.peersupportfife.org.uk or Email Chrys - chrysmuirhead@aol.com.
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Discussion Points

Fife has no mental health association or umbrella organisation, last one
closed in 2007 — all areas surrounding Fife have MHAs which provide a
variety of services — how can we encourage the re-formation of a MHA or
the creation of an umbrella group in Fife?

Fife has no specific MH service user or carer involvement projects, making
it difficult for users/carers to be meaningfully involved in the design,
provision and evaluation of services — how might users/carers be included
and enabled to have a voice and make a difference?

Fife is a Kingdom of contrasts, rural and urban in parts, coastal and
touristy with pockets of regeneration — how can these differences be
managed in terms of a MH network Fife-wide, making the most of the
diversity and adding value to the MH projects that already exist.

User/carer led MH projects in Fife are thin on the ground, although some
service users and carers are involved in decision-making within projects —
how can Fife Council and NHS Fife support user/carer led, grassroots
initiatives to be established, other than the obvious financial
underpinning?

[discussion around these points happened in the workshops and in the larger
group at the close of the event]
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Workshop Discussion Feedback

Point 1
» Local groups together network & sharing — steering group, service user involvement
» Guest organisation outside Fife to share good practice & sustainability
» Living well website — updated, sharing information
» Service directory — hardcopy/web - statutory & voluntary
» Promotion — all services
» Mouth by mouth
» Using nationals eg SAMH as central information point for local services
» Qutside contact
» Newsletter or DVD

Point 2

« Supporting & training service users or carers to be able to represent

« Fife service user forum/network

» Fife carer forum/network

« Support by regional MHA

» Rotating meeting venues

« Safe, comfortable environment, time, dress code

» Health board responsible to take consultation to the people locally

« Supporting people to become strong, recovery-focussed & peer support

« Promoting services & user/carer involvement

« Can aforum be established where ‘all’ MH services/projects get together
and bring their aims & objectives, with urgency & priority2

» Service user & carer development worker, funded by council

Points 3 & 4

Taking services to service users

Sharing resources & premises

Promote in hospitals, GPs & teams, get on side
Community support

Difficult to get organisations time to go to hospitals
Try anything!

Local CVS

Fundraising

Fundraising officers/council

|dentifying resources from other organisations
‘Grassroots’ services are needed, not reliant on CVS or other orgs
Database of supportive employers

VVVVVVVVYYVYVYYY
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Action Poinfts

v Fenlink — user contribution to forum, ‘business model’

v Partners — DAMH, SAMH, Fife Council, CVS — contact with service users, support
forum

v Issue-based approach eg downgrading of hospital Dunfermline
v Clubhouse coalition — setting up help, talk to individuals & groups

v Organisations planning to meet up eg Gemini team, Contact Point & Rothes
Inpatient service in central Fife

v Involve service users in network — Fife Users Group or Fife Users Network
v/ One Stop Shop — info to all of Fife (CEFAMH)

v' Directory of services — up-to-date!

v" Share commonalities — duplication of consultation

v Marketplace

v Facilitator to visit groups

v Visit Glasgow groups — other projects, to find out things

v Be proactive returning to work setting — user involvement high on agenda, senior
management level

v" Networking & collaborative working — co-ordinated approach

v Journey of recovery — from hospital to community — user involvement — hope

‘working group’ ‘more days like this’ ‘communication’ ‘sharing’

‘workers — bring a service user with you' ‘if we all pull together more impact’

[these Action Points were suggested by delegates at close of event, to be
followed up in 2010 subject to funding]
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