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What is Your Voice?

Your Voice is funded by NHS England and NHS
Improvement (South West) to help people with
learning disabilities and autistic people to have a
stronger voice.

We are helping people by bringing together self-
advocacy groups, advocacy groups and user-led
groups in the South West, so we can share ideas
and learn from each other. And by helping new
self-advocacy groups to start so more people can
have their say and be heard.

How did Your Voice start?

Inclusion Gloucestershire did some research into
the self-advocacy in the South West.

This piece of work was called “Your Voice, Your
Health, Your Life”.

This research showed us self-advocacy was not
as strong as it used to be in the South West.
People said they wanted a chance to speak up.



We spoke to two networks of self-advocacy
groups in the UK. One in the West Midlands and
one in the North West to find out what makes a
good network. We found out how they run and
what made them work well.

Your Voice began because of what we found out.
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Your Voice is run by a small team who work at
Inclusion Gloucestershire.

The team is made up of 3 project workers, who
”N@&USH@N are Experts by Experience. This means they
know what it is like to live with learning disabilities
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........................ and be autistic. They are supported by 2
coordinators, and a manager.




What we have achieved.

Your Voice has been listening to different groups
and individuals.

Your Voice is how a network of 17 groups, from
different areas across the South West of England.

Some self-advocacy groups are for people with a
learning disability.

We also have some advocacy groups,
independent supporters, and family carers who
are part of our network.

A family carers group helped us find out about the
barriers to health care people who communicate
without words face.

Our network has two different groups.

There is a network for learning disability self-
advocacy groups and their members and one for
autistic self-advocates and autism organisations.
We did this because we know that they are
different groups of people and we wanted to give
both groups a voice.



Both groups have monthly meetings over Zoom
but they are run in different ways.

We give an opportunity for the groups in our
network to share their work, and to encourage
and help each other.

We give self-advocates a strong voice about
things that are important to them

Our network meetings are accessible, relaxed
and fun. This helps people to tell their stories and
share what is important for them.

During our Learning Disability meetings, we have
talked about different health issues like DNACPR,
mental wellbeing, Mouth Health, Covid boosters
and flu jabs.

We have also talked about hate crime, the job
centre and housing.

We have shared good work that self-advocacy
groups are doing.
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We have heard about health projects, witness
support, sexual health and relationship courses
and safety around scams.

When we hear about these projects it helps other
groups to think of different work they can be
doing.

The autistic monthly meeting has become a
neurodiverse group. Neurodiverse means
people’s brains work in different ways. Most
people who come to this meeting are
neurodiverse without a learning disability. The
group gives them a safe space to talk about
things that stop them from getting health and
social care.

In September 2021, we co-hosted and presented
at NHS England’s co-production showcase. We
ran two workshops about self-advocacy over the
two days. We are working hard to improve co
production.

Co-Production means working together with the
NHS to make sure people with Learning
disabilities and Autistic people have a say in how
health care works.
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We have helped new self- advocacy groups to set
up in our area so more people can have their say
and be heard.

We have given a small grant (a bit of money) to a
small number of groups to help them to do more
self-advocacy work.

We are working hard to make things fairer for
people with a learning disability and autistic
people to get the health and social care they
need.

We are members of the Health Equalities
Improvement Group. This group is working to
make it easier for people with Learning disabilities
and Autistic people to get the health care they
need.

We have regular meetings with NHS England and
Improvement South West. We tell them what
people are speaking up about. We tell them what
they need to do to change things. We also listen
to what they are doing about it.



We are part of NHS England South West
Learning Disabilities and autism programme
team.

What people have told us

People have told us it is difficult to see their GP.

People have told us that the GPs are not making
reasonable adjustments (or small changes).

Small changes people say would help them are:

Being able to make an appointment in a
different way

Having their appointment at a better time for
them

Having a quiet space in the waiting room
Receptionists understanding more about
autism and learning disabilities

Having longer appointments

Having easy read and plain English
information.

We have heard that social care referrals can be
hard and can take a long time.



Autistic people say there is not enough support
for them before or after their autism diagnosis.
They have said people need support if they are
told they don’t have autism too.

We've heard about how people with a learning
disability and autism find it difficult to find work or
to get benefits.

What we would like to see

We would like to see some key changes to health
services.

We want to see better access to primary health
services. The first place you go when you need
health care.

We would like to see more specialist learning
disability and autism doctors.

We would like to see people having a named
doctor if they want this.



People need to have the reasonable adjustments
to give them access to health services in a fair
way.

We want to see reasonable adjustments being
made in all health services like vaccination
clinics, cancer screenings, and mental health
services.

We want it to be easier for people to get an
autism diagnosis. We want this to be especially
improved for women and girls. We want more
support for people before and after their autism
diagnosis.

We also would like to see improvements in social
care. We would like social care staff to have more
training so they can understand people with a
learning disability and autistic people better.

We want there to be more support for young
people transitioning between child services and
adult social services. And their families.

We want there to be more support for family
carers to access services.



What we do with what people tell us

We meet with the NHS England South West
Learning Disability and Autism team.

We meet with people responsible for adult social
services and local government from around the
region.

We tell them what we have heard and tell them
how we want things to change.

Since our project started, we have seen self-
advocacy improve in the South West. We have
also seen how some self-advocates have
become more confident in speaking up.

We play an important role in listening to real
people with real issues and making the changes
that are much needed.

We want to carry on talking to real people about
real issues.

We want to keep playing a part in making
changes that will make our own lives better and
the lives of others in the South West.



