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British Insitute of Learning Disabilities

Welcome to BILD's advocacy newsletter. We very much hope you enjoy
reading the articles and stories in this May 2007 edition.

It will hopefully give you a flavour of what is happening in advocacy at the
moment and what kind of work people are doing to support people with learning
disabilities. As ever, this work is very exciting and groups want to spread the
word on their activities.

As well as being busy with our advocacy work, BILD are also running a series of
regional events on the Mental Capacity Act at the end of June. These will be
taking place in Taunton, Kidderminster, Wrexham, Sheffield and London. Places
are booking up quickly. If you are interested in any of these days please call our
events team on 01562 723016 or see the details on our website -
www.bild.org.uk.

May | take this opportunity to thank everyone who contributed to this edition.
Without your hard work, we would not be able to spread the great news of
advocacy and how much impact it is having. If anyone is interested in writing or
contributing anything for the next edition of the newsletter, please contact Hazel
Boon on 01562 723021 or email her at h.boon@bild.org.uk. We are happy to
include photos as well as words.

Best wishes from the Advocacy Team - Liz Brooks and Hazel Boon
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The following groups have contributed to this issue of Advocacy News:

ACE SUFFOLK PEOPLE FIRST
CHANGING PLACES : CHANGING LIVES
CORNERSTONE ADVOCACY

EQUAL SAY

PEAKS AND DALES

PEOPLE FIRST (LONDON)

PEOPLE FIRST NEATH PORT TALBOT
SOUTH WILTSHIRE ADVOCACY (SWAN)
SWANSEA PEOPLE FIRST

SWINDON ADVOCACY MOVEMENT

VALE PEOPLE FIRST

British Institute of Learning Disabilities
Campion House

Green Street

Kidderminster

Worcestershire

DY10 1JL

Telephone or e-mail the Advocacy Department on:

Tel: 01562 723021 e-mail: L.brooks@bild.org.uk _ or h.boon@bild.org.uk
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Changing places - Changing lives
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Equal Say
Parents who have learning disabilities

| have been active in the advocacy movement for many years as a volunteer, paid worker
and Project Manager. An increasingly common theme has been emerging over the last few
years that relates to the experience of parents with learning difficulties when in contact with
child protection authorities. Unfortunately, | have come to the conclusion that parents who
have learning disabilities are routinely discriminated against.

There are many reasons why | have come to this sad conclusion:

Unlike other people who may be struggling raising a family such as people who have
addiction problems, Child Protection Officers do not make genuine efforts to offer the
family meaningful support.

Where support is offered, it is often from support workers who often have neither the
skills nor experience of working with people with learning difficulties.

The support workers also have a dual role in providing support whilst at the same time
act in a supervisory capacity reporting to the Child Protection Team. Our experience of
this is that often support staff take a judgmental attitude leading to tension in the home
and the breakdown of relationships between the workers and the parents.

Care Managers from Learning Disability Teams are often viewed as subordinates to
their Child Protection colleagues and communication and relationships are often
strained.

Parents have no right to Legal Aid for representation at the Children’s Hearing and,
therefore, the only view taken into account is that of the Child Protection team.

Reports about the case can run to 12 or more typed pages of information and no one
seems to have the time to explain the content or consequences of their content to the
parent.

These reports are made available at very short notice before any hearing, sometimes
they are tabled on the day and the parent becomes a mere spectator to a fast moving
complex set of events over which they feel powerless.

No one is advocating that children are allowed to be neglected or put at risk. However, there
has to be an equality of opportunity for parents to be supported to learn to become more
confident and able parents.

There is little if any independent assessment for decision makers to consider which so often
leads to children being removed permanently resulting in broken families and broken hearts.
Our experience is not unique, there has been a lot of research [Booth T. McConnell D. Booth
W., British Journal of Social Work (2006) 36,997-1015] in this area that supports our findings;
the question is what can be done to address this injustice?

Sam Cairns, Equal Say, Glasgow, Scotland
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Peaks and Dales Advocacy

It is my own view that all advocacy starts or emdth self advocacy. Advocacy and
self advocacy are connected. But this has not avieen a view that everyone in the
advocacy field has agreed with. It doesn’t seeny lago that a manager of an advocacy
organisation said to me, “Oh we don’'t have anythioglo with self advocacy here,
we’re advocacy!”

| never understood that view. To me the bottom bhself advocacy is that it is about
speaking up for yourself and your group. And adegda helping people to speak up
for themselves.

Often in one to one advocacy the advocate hasstenlivery carefully to what their
advocacy partner says. It may be that this isisaad'small’ voice that lacks confidence.
It may even be that a voice is not used at allthatlsomeone communicates with sign
language, pictures or body language. But the fattat they are already, in some way,
communicating — speaking for themselves.

It is part of the role of the advocate to supploat pperson to gain confidence to say what
needs to be said, in a louder voice, to whoevedsigehear it.

There are people who have had advocacy supporthamd gradually gained the
confidence to say things for themselves, to ruir then meetings, to employ and direct
their own care workers and so on. They no longedren advocate. There are others
who may always want and need an advocate to stattekir corner, to back them up or
to voice for them or with them what is on their tieand mind.

Self advocacy groups have a similar role. Theytetassupport people to make a
positive impact, as a group and as individuals.

We are fortunate at Peaks and Dales Advocacy, thamkDepartment of Health’'s
funding, to be able to employ, in the near futs@neone with a learning difficulty to
support others to develop their own independerit ablocacy groups in our area of
Derbyshire.

Advocacy and self advocacy are not aliens to esobroWe know that each of the bits
of advocacy can learn from and contribute to, eaitier. They are part of the same
movement. If it is good advocacy and good self adeyg the results of both are
empowerment, better citizenship, and equality.

Peter Dawson — Manager of Peaks and Dales Advocacy
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People First's New Website !

We are very proud to announce our new website isre  ady for launch!
www.peoplefirstltd.com

People First is a user led, charitable organisation run by and
for people with learning difficulties. It provides training and
services to people with learning difficulties and professionals:
accessible information (Easy Read), conferences,
publications, and consultancy.

Like all People First’s work, it's in Easy Read and now with
colour pictures! Everything is very accessible: you can
change the colour and size of the words and background and
there is a free programme from BrowseAloud which lets you
listen to the site!

You can now purchase our range of publications online and
members can chat on the forum and meet the staff!

Here’s to the 21 ¥ century!
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www.peoplefirstlitd.com

This is a book of 10 life stories of people with
learning difficulties in and around London. It
tells of their struggle to get society to give
them the same chances in life as other
people and the impact of the self advocacy
movement in helping them to live the lives
they choose. This book shows that whatever
labels we have, we are all people first. It also
shows how wrong it is to assume that just
because some people are ‘different’ they are
less ‘able’.

This book has been written by people with learning difficulties
In easy read format so that it is accessible to people with
learning difficulties. We hope that people with and without
learning difficulties will enjoy it and learn from it: that people
with learning difficulties will be encouraged to pursue their
dreams of living like anyone else and that people without
learning difficulties will be encouraged to question the way that
certain groups of people are treated in society.

The personal is political.

Let’s build a better society for us all.

Available from People First at £15.
Tel. 020 7820 6655 or email: Tamanna@peoplefirstlitd.com
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SWINDON ADVOCACY MOVEMENT

Swindon Advocacy Movement (S.A.M) was established in 1995. Its aims are to provide
independent, accessible, Citizen, Parent and Peer Advocacy services for adults with learning
disabilities in the Swindon area, to promote social inclusion, to support people facing change,
those who cannot express themselves clearly and to empower people to improve their quality
of life.

With funding awarded by Department of Health, S.A.M will soon be adding Transitions
Support to its list of service offerings by allocating time and resources to support young
people with a learning disability between the ages of 16-25 as they move from school to adult
life.
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EFFECTIVE CONSULTATION

Swansea People First have been concerned regarding Effective Consultation for people with
learning disabilities to health professionals within Swansea.

Firstly, two presentations were given (see photograph of Andrew Evans) to staff from GP
practices that provided the chance to discuss the annual health checks for adults with
learning disabilities.

Swansea People First compiled a leaflet that contained general advice for GP’s:

Offer first or last appointments _ _
Explain what you are doing

Allow extra time for appointments

Speak with a patient first not carer - Use understandable language e.g.
_ (symbols or pictures) no jargon
Ask open guestions

Ask the patient to repeat in their own - Explain when medicines be taken e.g.
words what was talked about breakfast, lunch or teatime.

Another presentation was arranged that included role play between an audience of medical
students from Swansea University and adults with learning disability. The medical students
were able to learn from individual experiences when they (the adults with learning disabilities)
felt they had been excluded from information concerning their health, and not treated with
dignity and respect.

Two more presentations were given to student nurses from the University of Wales regarding
mental health problems suffered by adults with learning disabilities.
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A LITTLE ENCOURAGEMENT GOES A LONG WAY

Mary was referred to the South Wiltshire Advocacy (SWAN) group because her mother and
after-care worker were concerned because the college where Mary had been attending for
four years had told Mary they were not now able to provide 1:1 support.

When Mary was first introduced to her Advocate she was very upset and unable to say what
she liked or disliked. Her advocate realised that she must make Mary aware that she had a
right to say exactly what she wanted. The advocate thumped her fist on the table and asked
Mary to do the same and to say — | WANT!  Mary relaxed, smiled and said very loudly — ‘I
WANT TO STAY AT COLLEGE’

Mary explained to her advocate that she had felt upset because she did not know what
guestions she would be asked and how she would answer. When she was told she could just
thump her hand on the table it gave her confidence to say exactly what she wanted. She did
not want to leave college but she thought she would not be able to stay.

During her college review, she again lost her confidence. Her advocate encouraged her to
use a tape recorder to say that she wanted to do things ‘step by step’. She was also able to
convey how she was worried that if she could not stay at college to gain work experience she
would never be able to get a job.

Mary was allowed to go back to college for another year on a more advanced course and is
working really hard and making good progress (see photograph during her work experience).
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Vale People First would like to share the news that we have obtained Local
Authority funding from Vale of Glamorgan. This mo ney has enabled us to
move to an office based in Barry Town Centre.

Our advocacy group has also been able to continue b  ecause of further
funding from the Welsh Assembly Government. With t his money we were
able to host an awareness conference entitled ‘Vale Value Us’ at the Barry
Memorial Hall on 23 March 2006.

Two performances were given by Theatre lolo, acting a play about bullying
and there were also music workshops and yoga.

This conference enabled people with a learning disa  bility to say what they
wanted from their lives.
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SUMMARY OF ADVOCACY NEWS

Advocacy Newsletter — May 2007

Would like to know more
information?

If so, please ask one of your
supporters to help you.

What do you think about the articles
in Advocacy News?

We would like your ideas!

Telephone: 01562 723021
or
e-mail: |.brooks@bild.org.uk
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ACE SUFFOLK PEOPLE FIRST

ACE speaking up groups meet once a month in Bury, |  pswich, Lowestoft
and Surrey and are for young people aged 14 — 25

Education:

Some young people want to leave
school at 16 not 19

Not everybody wants to go to college

Jobs:
Have the confidence to find jobs

They would like to have their own
money to spend as they wish.

Independence:

Young people would like to live
independently

To be able to speak up for themselves.
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CHANGING PLACES — CHANGING LIVES

This campaign is for people with profound and multi ple
disabilities. They would like support to install Changing Places
toilets in all big public places, city centres, sho pping malls and

arts venues.

People with multiple disabilities need Changing Places toilets.
Rooms equipped to allow people to use toilets with assistance.
Rooms that include:

Adult sized adjustable changing bench

A hoist

A toilet with space either side for a carer

Without these facilities, carers are often forced to change family
members on:

Dirty toilet floors

With little or no privacy

WHY should disabled WHY should disabled

people have to put up people be limited to the

with unhygienic and times when they go out

dangerous toilets. OR not to go out at all.
16
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EQUAL SAY

Equal Say advocacy group based in Glasgow have conc  erns regarding discrimination
against parents when in contact with child protecti on authorities .

Parents must be supported to become more
confident

Parents have no right to Legal Aid

Reports are not easy to read

No one wants children to be neglected or put at risk.
BUT

No one wants children to be taken from their parents.
This results in broken families and broken hearts

Sam Cairns, Equal Say, Partick, Scotland
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PEAKS AND DALES ADVOCACY
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ADVOCACY is helping people to
gradually speak up for themselves.

A person may use sign language,
pictures or body language BUT they are

still saying what they would like or dislike

SELF ADVOCACY is speaking up for
yourself and make known what you like
or dislike.

There is not much difference between
ADVOCACY or SELF ADVOCACY.

They are both important and bring
EMPOWERMENT.
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PEOPLE FIRST SELF ADVOCACY
Hampton House, London

77215/3;;1 the Fower

From oppression t
independence

‘Taking the Power’ — a book that tells 10 stories
experienced by people with learning difficulties.

It tells of their struggle to gain equal rights.

It shows how wrong it is to assume that
because some people are different they are

less able.

How their self advocacy movement helped

them to pursue their dreams.

It encourages people with learning difficulties to

guestion the way they are treated.
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SOUTH WILTSHIRE ADVOCACY (SWAN)

Mary’s Story

Mary’s college could not provide support.

Mary joined an Advocacy group but was too
upset to say what she really wanted.

Her advocate suggested she thump the table —
and say — | WANT TO STAY AT COLLEGE.

Mary was not able to tell her tutor that she
wanted to stay at college.

Her advocate advised Mary to use a tape
recorder so that the tutor could hear what she
wanted.

Mary is now in her fifth year at college,
obtaining work experience and progressing well
(see photograph of Mary).
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SWINDON ADVOCACY MOVEMENT

S.A.M. provide independent, accessible, Citizen, Pa  rent and Peer
Advocacy services for people with learning disabili ties.

S.A.M. aim to promote social inclusion
and support people facing any changes in

their lives.

Help to empower people to improve their

lives and to say what they want.

The Department of Health have awarded
S.A.M. money to support young people
with a learning disability between the ages
of 16 — 25 as they move from school to
adult life.

The transition service will support one-to-
one a young adult to express what they

would like to do with their life.

The young adult will have access to all job
opportunities and be involved in meetings

concerning his/her future
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Vale People First have been given money
from their local authority.

It enabled them to move to an office based in
Barry Town Centre.

With other money from the Welsh Assembly
Government they held an awareness
conference entitled ‘Vale Value Us’.

Theatre lolo acted a play about bullying.

There were also music workshops and yoga.

This conference allowed people to say what
they wanted from their lives.
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