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Background

Reach is a group advocacy 
project supporting adults with 
learning disabilities in
Stoke-on-Trent and 
Staffordshire. 

Reach is part of Asist, 
Advocacy Services in 
Staffordshire.

Reach supports people to 
speak up about Health and 
Social Care services.
Reach members share their 
personal experiences to 
help make services better for 
everyone.
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Reach members have been 
speaking up about healthcare 
issues for many years, sharing 
their experiences, thoughts 
and ideas about support and 
services.

Reach has organised big 
events and meetings so 
people can speak up and 
be involved in Health and 
Social Care Self-assessment 
reports for Stoke-on-Trent and 
Staffordshire.

The following quotes are from 
various meetings where Reach 
members have spoken up 
about healthcare.

Background
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Peoples’ thoughts and ideas

• “I think people with a learning 
disability should have the 
chance to look around and 
have things explained to 
them to help them feel safer.”

• “Hospitals are scary - I worry 
what is going to happen to 
me.”

• “I felt sick because I was 
alone.”

• “When I went to hospital I 
started to shake and feel sick, 
I really did not want to go 
inside.”

• “Healthcare is very good for 
some people but very bad for 
others.”

• “They should know about our 
needs, like I am scared of 
blood tests, they should know 
what to do.”

• “There needs to be more 
understanding of how 
people with disabilities 
communicate.”

• “Letters need to have larger 
writing and use pictures.”
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Peoples’ thoughts and ideas

• “Staff need training, training, 
training.”

• “Sometimes staff were too 
busy to spend time explaining 
things.”

• “Hospital could be made 
better by having a familiar 
person to talk to who had 
time to explain things and 
show you that the equipment 
wasn’t something to be 
scared of.”

• “People with a learning 
disability need to take part 
in training hospital staff and 
share their experiences with 
them.”

• “People with a learning 
disability need to know 
which of the hospital staff are 
trained as learning disability 
specialists so they can be 
contacted if someone needs 
extra support.”

• “I think it’s a good idea to 
have a Patient Council, more 
people should get involved.”
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Peoples’ thoughts and ideas

• “Hospital staff need to know 
that if they get these things 
right for people they can 
make everyone’s hospital 
stay better.”

• “They don’t explain what 
they are going to do and 
someone there for support 
could help to explain.”

• “Support to get the 
healthcare you need is 
important.”

• “There should be more clear 
information before going in 
for a procedure so it’s less 
scary and you can feel more 
prepared.”

• “They didn’t explain the 
consent form to me properly 
before a major operation.”

• “Difficult to challenge 
sometimes, so it’s a good 
idea for people to be trained 
by people with disabilities.”

• “We need a lot of support 
for care workers in the 
community.”
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Peoples’ thoughts and ideas

• “We couldn’t find where we 
needed to go at the hospital, 
there was only one desk 
to ask for help, not usually 
anyone who can show you 
where to go. There’s no clear 
information and the directions 
are never clear.” 

• “I would like someone to 
support me at appointments, 
someone who is not a family 
member so I can talk in 
confidence more.”

• “I don’t always get enough 
information, this makes me 
worry more, not knowing 
what is going on.”

• “Support - not everyone gets 
the support they need, that’s 
right for them.”

• “I have to go for healthcare 
with no support, the 
information they give me 
is not clear, sometimes 
they don’t give me any 
information.”

• “I have epilepsy, no one tells 
me what is happening.”

Peoples’ thoughts and ideas
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Case Study - Marie and Daniel

Marie and Daniel are married 
and live independently, 
supporting each other.

Marie talked about her 
experience as a patient 
and Daniel talked about his 
experience caring for his wife.

Marie and Daniel both have 
learning disabilities, epilepsy 
and physical health issues.

Marie and Daniel shared their 
recent experiences at the 
hospital.

Marie and Daniel (not their 
real names) shared their story 
anonymously, without anyone 
knowing who they are.
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The Patient - Marie’s Story

“I hate hospitals. The way they 
treated me. They prodded me 
with needles. I didn’t like the 
way they treated me, or an 
elderly woman on the same 
ward. It made me angry.”

“They never explained things 
to me. They didn’t talk to me. 
They just ignored me. They told 
me nothing.”

“There was a nurse who came 
up to an elderly lady and 
said ‘I’ve got to give you this 
needle.’ Just stuck it straight in 
her so she lashed out.”

“I felt angry and bitter and 
twisted with ‘em because 
of the way they treated 
me and talked to me. I felt 
uncomfortable and scared.”

“I was in there four days and 
I didn’t really know what was 
going on ‘til the third day. I was 
furious with ‘em.”
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The Carer - Daniel’s Story

“I hadn’t even got any idea 
what was going on. When she 
went in she was that scared 
she just wanted get back out 
through the door. They should 
tell you what’s happening.”

“When we were going home 
they said we had to get a bus. 
She’d gone up there in her 
pyjamas. She had to go home 
on the bus in her pyjamas.”

“One thing I didn’t like, when 
I went in with her there were 
just the normal nurses. There 
were no nurses for learning 
disabilities, liaison nurses.”

“I’ve got to be there for her. 
I’ve got no other choice 
‘cause there’s nobody else 
to support her. I tried find out 
what was happening and 
nobody’d tell me.”

Marie finds that hard to talk 
about. She said “the other 
passengers, were all laughing 
and sniggering at me. I broke 
down in tears on the bus and 
at home. I felt that low.”
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What should the hospital have done?

Marie - “They ought to show 
more respect and treat people 
with dignity. Take a bit more 
time to explain things.”

Daniel - “You need somebody 
to explain things to you. 
Somebody that’s trained 
and understands people with 
learning disabilities. A liaison 
nurse, they’d think of that.”

Daniel - “You go into hospital, 
they should tell you what’s 
happening, what you need 
and what’s going on.”

Marie - “They shouldn’t have 
made me go on a bus in 
my pyjamas like that. I’m a 
vulnerable person. They should 
think of that.”

Marie and Daniel felt ignored, 
confused and angry about 
their experience. They wanted 
someone to listen, understand 
and support them.
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Contacts

To find out more about the 
work Reach is doing to support 
people with learning disabilities 
to speak up, please get in 
touch.

To contact Reach, please 
telephone 01782 747872 or 
email reach@asist.co.uk

Reach is part of Asist, 
Advocacy Services in 
Staffordshire.

Thanks to Photosymbols for the 
images used in this report.


