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About Communication Matters

Communication Matters is a UK voluntary organisation which focuses upon the
needs of people with severe communication difficulties, who may benefit from special
communication systems to maximise their opportunities and enhance their life.

The aims of Communication Matters are:

e  to increase awareness, understanding and knowledge of good practice in
the field of augmentative and alternative communication (AAC).

®  to provide a forum for the exchange of information and ideas between
professional workers, AAC users and their families.

®  to promote the positive role of AAC in the empowerment of people with
severe communication difficulties in society.

e

Communication Matters is the UK branch of the International Society for
Augmentative and Alternative Communication (ISAAC).

About this Advocacy Pack

This Advocacy Pack has been produced by members of the Communication Matters
Advocacy Project Steering Group. As members of ISAAC and Communication
Matters we want to do what we can to make sure that people who use different or
additional forms of communication have the chance to make their views and feelings
heard. We want to help people speak up and speak out for themselves. This pack is
about communicating with AAC users; it is about advocacy; it is about self advocacy.
The project steering group has run pilot courses using materials in this pack and
we are grateful to the participants on these courses for their comments and feedback
which have been integrated into this final version. The steering group would also
like to thank the members of Chatterbox User Support Group (Scotland) for their
insightful comments on advocacy.

For more information on Communication Matters or this advocacy pack, contact
the Communication Matters Information Line on (0870) 6065463.

© 1998 Communication Matters
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Speaking Up, Speaking Out
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Handbook

This handbook is divided into eight sections:

1,

Introduction

What is advocacy?

Advocacy for people with communication difficulties
Commuhicating effectively

Towards self advocacy

Ethical issues

Who supports thg supporters?

Conclusion
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Introduction

Speaking Up, Speaking Out consists of a Handbook and Practical Guide. You do
not have to know about augmentative communication or advocacy in order to use
this package. We want to help people speak up and speak out for themselves and
that is what this Handbook and the accompanying Practical Guide are about. It is
about communicating with people with severe communication difficulties; it is about
advocacy; it is about self advocacy.

Why?

As members of ISAAC and of Communication Matters we want to do what we can
to make sure that people who use different or additional forms of communication
have the same chances as everyone else to make their views and feelings understood.
We want to give them the opportunities to make choices and decisions about how
they want to live and what they want (or don’t want) to do.

Who is this handbook for?

We have developed Speaking Up, Speaking Out for anyone who on a day to day
basis supports and works with individuals who have severe communication
difficulties. Communication partners (parents, family members, friends, key
workers, care workers, volunteers etc.) are very important.

Strictly speaking, an advocate should be someone who is not involved in any other
way with the person for whom they are advocating. However, there are practical
reasons for addressing this package to the people who are constantly communicating
and in daily contact with persons with severe communication impairments. They
are very important for the following reasons:

° It takes a long time to develop an effective communication partnership
and to have the background knowledge and understanding to realise that
something needs to be communicated.

®  People with communication difficulties need lots of time to get their
messages across and may transmit important information at unexpected
times. In practice, carers are most likely to ‘be there for them’ at the right
time and for long enough periods of time.

° Family, carers and day to day workers are often not recognised or supported
in their role as advocates. They themselves may need information and
support.

®  In the real world, independent advocacy services are not always available
locally. Where they exist, these services may have little experience of
advocating for people with communication difficulties.
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Introduction

How to use it!

The Handbook provides detailed information about advocacy and communicating
with people with severe communication difficulties. You can read this Handbook
on its own just like any other book. However, if you are involved in training or are
a member of an existing advocacy service, the Practical Guide will identify key
points for activity sessions or group discussions. If you are a key communication
partner for someone with a communication difficulty, you could use the package to
help you develop a realistic advocacy action plan for the person who you are
supporting. The coloured pages in the Appendix and duplicated in the Practical
Guide will allow you to create a personal advocacy plan for an individual you are
working with.

This Handbook and Practical Guide are both divided into the following sections:

Introduction

What is Advocacy?

Advocacy for People with Communication Difficulties
Communicating Effectively

Towards Self Advocacy

Ethical Issues

Who Supports the Supporters?

Conclusion

P N Oy th B )

Each section in the Handbook is accompanied by Case Stories. These case stories
illustrate key issues and the questions raised in each section. The case stories are
designed to be used either for small group discussion or as part of an individual
learning plan.

We hope that Speaking Up, Speaking Out will help you to Summary
help your communication partners out of immediate difficulties
and also to help them to develop their own advocacy skills. In
this way, we hope, people with communication difficulties will
gradually become more able to communicate and advocate for
themselves and will become less dependent on others to
advocate for them. Through using this package you will be
able to build realistic advocacy action plans which will help
your communication partners move towards greater confidence
in their own decision making, greater independence and greater
self advocacy. .
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What is Advocacy?

This section will cover:

The context for advocacy services

Examples of recent advocacy developments
Different models of advocacy and advocacy services
The aims of advocacy

Supporting self advocacy

The context for advocacy services

Two recent developments have helped to make advocacy services for people with
communication difficulties a priority. The first is a development which has its
roots in the everyday practice of workers and carers who support people with
communication difficulties; the second is a direct result of central government policy.
These two developments are:

®  The emergence of the inclusion movement.

e The introduction of care in the community.

The inclusion movement argues against any form of segregation and against the
notion that some people have deficits. It stresses the right of everyone, regardless
of their ability, to have a say in their life choices, to be an active and contributing
member of the community. Providing the appropriate supports to enable all people
to live actively and participate in their community is what inclusion values. It
wants society to move away from providing special treatment or care which separates
and hides away whole sections of the population.
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What is Advocacy?

Care in the Community was developed in the early 1990s. A fundamental
principle of this approach is that local authorities should consult with, listen to
and take account of the views of service users when drawing up and putting into
practice their community care plans for an area.

Consultation with the users of services takes place at two levels:

®  Ata collective level - in relation to care planning for the local community
as a whole.

®  Atanindividual level - in relation to drawing up an individual’s community
care plan.

The intention is that under community care, users of services should now have
greater control over their own lives.

The principles of user choice and consultation are now government policy. People
with communication difficulties can be enabled to speak up for themselves and
become more active members of the community care planning process. Advocacy
and self advocacy may help service providers to understand better what services
and supports people with communication difficulties and their carers actually need.

Different models of advocacy and advocacy services

A range of advocacy services has been developed to assist those individuals who
find themselves in circumstances or situations where it is difficult to speak up for
themselves and be heard. A few examples are:

®  Advocates for people receiving hospital care known as Patients’
Supporters.

®  Advocates for parents whose children are being assessed as having
special educational needs known as Named Persons.

®  Advocates for people with mental health problems and people with
learning difficulties, in their communications with the police known as
Appropriate Adults.

Advocacy services work in many different ways. Sometimes advocates are paid;
sometimes they give their services on a voluntary basis. Sometimes a person’s
need for advocacy is a short term one to help over a crisis. However, in most cases,
advocates need to be available to those they are supporting over a longer period of
time. :

Underlying most advocacy services is the hope that through being advocated for by
someone else, individuals will learn how to be better at advocating for themselves.
Good advocacy should enable individuals to grow towards self advocacy.
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What is Advocacy?

The aims of good advocacy are to:

° Enable all individuals to be treated with equal respect and equal
consideration.

®  Enable all individuals to have access to information about their rights in a
form that they can understand.

®  Increase the ability of all individuals to make informed choices and decisions
based on their own wishes.

®  Empower individuals to be more able to do things for themselves.

¢  Ensure the individual has real and relevant opportunities to take control
over their own life.

Underlying these aims is the long term goal of helping a person become more able
to speak up for themselves and move towards self advocacy. Good practice in
advocacy can lead to increased readiness to self advocate.

Supporting self advocacy

How can we know whether somebody needs advocacy or whether they are ready for
selfadvocacy? Self advocacy involves many different and important skills including:

®  Being able to communicate and get your message across.
e Making decisions.

®  Doing something about your decisions.

®  Knowing what your rights are.

®  Knowing your responsibilities.

e Asking for help when you need it.
®  Feeling good about yourself. Worksheet

Using the points above, think about people you know and
consider whether they might benefit from advocacy support.
Checklist 1: Personal Skills to Support Self Advocacy will
help you to identify the skills necessary to move along the
pathway to self advocacy.

Self advocacy and being able to move towards it are particularly important for
people with communication difficulties. In the next section we explain why, and we
consider some of the special challenges that advocacy work presents to those
supporting people with communication difficulties.
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Case Story 2.1

The facts:

Ryan is a 25 year old man with cerebral palsy and moderate learning difficulties.
Because his speech is difficult to understand, he uses a picture communication
book. He lives at home with his elderly mother who feels she knows what is best
for her son. Ryan has been attending a local further education college for the past
3 years. The college lecturers now feel they have nothing more to offer Ryan and
have asked for a reassessment of his placement by the Social Work Department.
This has not been discussed with Ryan. The Social Worker has completed her
assessment and has concluded that a placement in a local day centre would be
most appropriate. The Community Medical Officer in charge of Rehabilitative
Medicine has also been involved with this family for many years and feels that
Ryan would be better off in a residential setting where he might learn to become
moreuindependent. Ryan has been very open about his wishes and he wants to stay
at college.

There has been heated debate at many case reviews among all the professionals
and Ryan’s mother as to what is the best placement for Ryan. Ryan has not been in
attendance at any of these discussions.

The questions below are offered to help groups get started in discussion about the case
presented. Please add any additional questions your discussion group raises in the space
provided. As these cases are examples of real situations, we have provided you with what

really happened on the following page. You may want to look at this after your group
discussion.

Discussion questions:

1. How might an advocate start to help Ryan?

2. What can an advocate or advocacy service offer Ryan?

Additional questions raised by the group:

Key issues:
user consultation, participation,
advocacy support, empowerment
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Case Story 2.1

This is what really happened! Your discussion group might have come up with a different
scenario. There are no right or wrong answers.

An advocate has been made available to Ryan to help him become part of the decision
process and to ensure that his wishes are taken into account at every step of the
way. The advocate initially has met with Ryan to identify what he wants and how
he can help him to speak up for himself. A written record of Ryan’s wishes is made
and Ryan and his advocate are scheduled to attend the next case conference. The
advocate also helps Ryan to explore what he may want to study if he continues at
college and help Ryan to put it in a form that he feels comfortable with to explain to
the professionals. The outcome of the meeting is that Ryan will continue at college
for the next term and Ryan, his advocate, and the college staff will meet regularly
to plan an appropriate course.
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Case Story 2.2

The facts:

George is a 19 year old man who uses a communication aid. George has been
attending a residential college for the past 2 years and his course is due to finish in
a few months time. George is hoping to return to his home area and live in an
adapted bungalow. He wants to take responsibility for his day to day needs as
much as possible and make his own decisions. However he has never lived on his
own and is not sure what to expect. He is also not sure whether he will be able to
communicate all his wishes to the professionals and his family.

The questions below are offered to help groups get started in discussion about the case
presented. Please add any additional questions your discussion group raises in the space
provided. As these cases are examples of real situations, we have provided you with what

really happened on the following page. You may want to look at this after your group
discussion.

Discussion questions:

1. What would be the priority tasks for an advocate at this time ?

Additional questions raised by the group:

Key issues:
informed choice, advocacy support,
access to information, empowerment
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