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About this Project

About Winterborne View

This project started because of the abuse people faced at
Winterborne View. Winterbourne View was a unit where
people with a learning disability were sent to live if they were
not coping very well at home or if the support they got in the
community broke down.

It was a big building over 2 floors and 46 people lived there,
they had staff all of the time. The staff were supposed to help
and support people to feel well and happy, and then get ready
for life back in their local community.

Instead people lived there for a long time, often getting
abused, dragged out of bed, restrained in ways that hurt them,
picked on and bullied.

The abuse at Winterbourne View was shown on Panorama on
BBC1, and there were a lot of stories on the news and in the
papers.

Lots of people who pay for, or work in, services were upset and
angry that this could happen to people, and wanted to do
something to try and make sure this NEVER happens again.
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What we wanted the project to do

There were lots of reasons why the abuse at Winterbourne
View happened. The government is working on ways to make
sure that this does not happen again.

We wanted to find out what it would take for people who end
up in treatment and assessment units to be able to speak up.

We think that people will be safer if they;

e arestrong

e confident

e know their rights

e and look out for each other

This pack tells you what we did and how we did it so you can
try it yourself.



What has advocacy got to do with it?

We all know that one of the ways of protecting people who live
in services is to listen to people themselves and the people
who love and care about them.

It is also really important that people know what should and
should NOT being happening to them, and what to do if
something bad is happening.

We know that when people can speak up for themselves, or
have someone who is on their side and will stick up for them, it
can make a big difference.

The word ‘advocacy’ is not always understood and can be
confusing for people.

As part of this project we are talking about advocacy as
speaking up for yourself or someone being on your side and
speaking up for you.

We are talking about this being EVERYONE’S job not just paid
advocates, as we now know that having a paid advocate is not
enough to keep people safe.

So this project did not focus on paid advocacy but looked at
self advocacy, and if we could support people to speak up
more and understand their rights in the services where this is
hard to do.



Mental Health Act 2007

This Pack

We worked with 10 people living in a specialist hospital on 2
treatment and assessment wards.

We worked with them for 3 months to explore things that are
important about speaking up, decision making and rights.

This pack is the result of that 3 months work; it gives you
examples of all of the exercises and activities we did.

At the back of the pack there are resources you can print or
photocopy to run these exercises yourself.

We hope that these resources will be helpful in supporting
people to gain the confidence to speak up and get the right
support.

It is worth remembering that supporting people to gain
confidence to speak up in any environment can take a long
time —this pack is just the beginning of thinking about this.

This pack can be used by anyone who finds it useful, but it was
designed in for people living in services which might be locked,
services which might have to stop people from doing certain
things and where people are held under sections of the Mental
Health Act.



Getting started

We started by working with some trusted colleagues from our
local hospital and asked them to be part of this work. We were
lucky they were very interested and very supportive.

We wrote to the board of the trust and the Chief Executive and
got them to agree to the work so that everyone was on board
and this couldn’t be stopped if it got ‘tricky’.

How to get started on the wards

— our top tips

e Meet with the people living there — in a group or
individually.

e Explain the project.

e Spend time in people’s environments, get to know them.

e Meet with the staff team, explain the project.

e Agree what will happen if people are concerned or
worried about how the project is going.
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Rules for working together

e If you have to staff support in the session get them
involved at the very beginning.

e Work ‘together’ with people setting out what you want
to do and how you are going to do it.

e Work with the staff to build confidence with them
listening to people when they are happy and UNHAPPY.

Checking if the project makes a difference

N =

i

e Do short questionnaires or interviews with people about
what they understand about speaking up. Do this right
at the beginning and again at the end. (There is an
example at the end of this pack)

e Do the same questionnaires with staff.

“Working with the
right people can help
make the project a

great success”



Forming a group — things to think about

e Where will you meet up — will it be on the ward or
somewhere else?

e How many people will be there?

e Open or closed group?

e Men and /or women?

e Staff involvement — ward staff or others.

rule®

Rules of the group.

e Length of the group session.

e Length of project over all.

e ‘In between work’ — home work.

e How the group the will work- group work, role play etc.
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Understanding self-advocacy

What is self-advocacy?

What are self-advocacy groups?

This is what members of the group in the North East said;

“If we don’t
speak up, no

one will know

what we e Speaking up for yourself.

e Learning how to speak up.

e Learning how to make it easier to speak up when it is

hard.

e Coming together as a group to support each other and

have a greater voice to change things.

e Leaning about rights and standing up for them.

“Speaking up is

hard, but you

have to do it”



What we did to explore this

Getting to know each other poster, we thought it was
important that we started the group with thinking about
who we are and sharing the great things about us.

We talked about other self-advocacy groups and what
they are doing, for example the Stay up Late campaign.

Practiced speaking up — a range of tasks were given out
to people they ranged from asking for a pen to finding
out when your next meeting is - people had great fun
doing this.

Home work — people had to find out and ask others
about self-advocacy.



Our ideas for the future

e Keep a group going for everyone to come together and

learn.

e Have people who have been in hospital or specialist
services come and help people run their own group.



Making decisions

Everyone likes to be in control of their life and making
decisions, big and small, is a really important part of being in
control.

When you live in services which might take some of this control
away - life can be really tough.

It can also be really hard to make decisions if you are not used
to making them.

It can be hard to make decisions if you are not well.

“It’s hard when you
have no say over being

here and all you want

to dois go home””




What we did to explore this

e Who decides game — who decides me or staff?

e 3 top decisions that people would change.

e Action planning to make people’s 3 changes happen.



Our Ideas for the future

e Make is easier for us to make more decisions.

e |If people didn’t have to live in these places for as long
some of this wouldn’t matter.



Good and bad support

‘Having good staff

makes you feel
better’

People have told us over and over again that having the right
support to live the life you want is so important.

Knowing what good support is often isn’t talked about.

We wanted to help people think what support they would
want and what support they would not want.

We thought that if people were really clear about what good
support was for them, they were less likely to put up with bad
support.



What we did to explore this

e Made a life sized drawing of a member of staff and
wrote on characteristics of good staff/bad staff.

e We used cartoon stories to explore what good and bad
staff would do differently in different situations.

e Homework was to make a job advert to get the staff they
want — good staff!



Our ideas for the future

e Interview the staff, even if the staff are just moving
around and are not new.

e Train the staff about being good staff and what makes
good staff.

e Train the staff about what makes good staff for each of
us individually and what works when supporting us.



Looking out for each other

“Having someone
through good times
and bad makes the

difference”

Having friends and feeling part of something can make a big
difference in your life.

When people are living in services this can feel really hard, you
might be away from all of your friends and feel lonely.

You also might not get on with some of the people you are
living with. This was a big problem for some of the people in
the group.

We said at the start of this pack that advocacy is EVERYONE’s
responsibility, and looking out for each other is a good way of
people speaking up and supporting each other outside of an
organised group.

“Don’t worry | can
help you if you find it

hard, we’ll work

more together”




What we did to explore this

e Did an exercise about what makes a good friend.

e Thought about ways we can look out for each other and
what we can tell new patients.

e Thinking about others, being on a ward is hard for
everyone — how can we stick together?

e We wanted to encourage people to keep an eye on each
other and make sure everyone is safe.
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Our ideas for the future

e Have buddies on the ward or in the service, someone
you can rely on.

e Introductions by patients for patients.

e Giving others the ‘heads up’ a real introduction to life on
the ward.



Having a say in your treatment

“If we all know

what we are trying
todo, I can helpin
my own treatment”

What is treatment? — This was the first thing we thought about
when planning this session.

People found it hard to tell us what their treatment was.
People often said that treatment was medication — even those
who didn’t take any.

If people do not truly know what treatment they are getting,
how can they be involved in it?

Being involved in this usually means being part of something
called CPA meetings. These meetings have to happen if you
are held under a section of the Mental Health Act and lots of
professionals have to go to them.

These meetings can be really scary because there are so many

people there to talk about you.
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‘Art gallery’ style questions, we had lots of cards all over
the walls, people had to wander around and write on
post it notes.

Made ‘what helps you?’ cards for meetings to help
people be comfortable, help staff include people better
and help people be more prepared.

Shared ‘easy read’ information about different
medication.
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Interventions

At Winterborne View we saw people being treated and abused
in the most horrible ways. Sometimes this was while people
were being ‘restrained’.

Sometimes people and those around them need to be kept
safe — ‘restraint’ is one way of doing this in dangerous
situations, it should be the last thing staff use.

Abusing people is never called restraint and part of this project
was to help people understand what should NEVER happen to
people.
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What we did to explore this

e Used role play looking at different interventions.

§ e Talked about what people should do if bad things were
JA happening.

e Used cartoon stories to think about different ways of
reacting to people who are upset or distressed.
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Our ideas for the future

e Make a DVD to show people exactly what can and can’t

happen.

e Show people first-hand how things should be done.

e Explain to people when they first come in, that this could
happen to them.

z oW’
%\ o e Make clear plans with people about what should happen
= o \ .‘:" W . .
E\ et before being restrained.
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Our group — what we learned

“I worked with people for one

month before the groups
started, just hanging out and
getting a better understanding
of how things might work for
people”

We had 10 to 12 people who were part of the group for 3
months, all of the people lived in a specialist hospital on 2
Treatment and Assessment wards.

We worked for a month before the group started, getting to
know people, understanding the environment, and working
together on resources etc.

The group was open and new people could join at anytime, this
did make it difficult. If you do this we suggest you need to
make time to work with new members outside of the group to
prepare them.

We held the sessions off the ward in a building used for
activities — all people liked that the group was not on the ward.
This did mean some people had to have staff to escort them to
and from the group.



My voice

The room was quite big and we had tea and coffee available
throughout the session, with a break in the middle.

We set the sessions up so at the beginning we talked for a little
bit, then did some activities.

We tried to make the sessions fun and always supported
people to work together to build the ‘looking out for each
other’ element into all that we did.

We encouraged people to speak up and join in. We saw big
improvements in people’s confidence over the 3 months.

Some people said it had made a big difference and that they
loved coming to talk about this stuff. Also people liked working
with others from different wards and felt the group was fun.

At the beginning we found out that no one knew what self-
advocacy meant and after the group 77% of people did. The
group helped people speak up for themselves and helped
people understand the rules were which staff had to follow.

People found that speaking up meant staff listened to them
more and felt that the group did support them in some areas,
but that with more long term work with people - the results
would be better.



We hope this resource pack helps you to think about some of
the important issues people face. We are still trying hard to
find new ways to give people a voice and make the changes
that are needed so people feel listened to, respected and
supported, wherever they are staying.

This resource pack is just the beginning of trying to explore
some of these issues with people.

We hope that this pack will build over time as other people
around the country try it, add to it and improve it.



