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SpeakEasy N.O.W. helps people take part in services

and say how good they are.
We have a network of self advocacy groups across
Worcestershire and hold monthly meetings for our

members.

We are run by a management committee made up of

people with a learning disability.

If you would like more information about the Health
Checkers Project or SpeakEasy N.O.W. please
contact:

01905 774247

mail@speakeasynow.orqg.uk

St Richard’s House, 22 Victoria Square, Droitwich,
WR9 8DS
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Introduction

SpeakEasy N.O.W. were given money from the
Learning Disability Development Fund for a 1 year
project to find out what people with a learning
disability in Worcestershire think about health care

. services.

It is important to find out about what people with a

learning disability think about their health care. We
know that they are more likely to have health
problems and have a shorter life expectancy than
others.

Report We also know from many reports like Mencap’s
‘Death by Indifference’ that people with learning

disabilities have not been getting the same level of

care and treatment as others.




The Health Checkers Team

A Project Worker has been coordinating the project.

We have employed 2 people with a learning
disability to be Health Checkers Research
Assistants. They have been interviewing people
about their experiences and attending meetings to

talk about the project.

We have a Steering Group of people with a learning
disability who have been helping to plan the project

and make decisions.

They have helped to write this report and decide

what changes are needed.

A volunteer supporter has been helping out at all of

our meetings.

We have paid people with a learning disability to be
Mystery Patients and tell us about health

appointments.

We have also paid people to visit GP surgeries.
They found out how easy it is to tell them you have
arrived and know when it is your turn. They also

looked at the information and leaflets available.



How we have found out the information

80 people have told us about their experiences.

We have met with people to ask them questions.

Both on their own and in small groups.

We have found out about the experiences of people
with higher support needs. We did this by asking
their carers to fill in questionnaires for them.
Worcestershire Association of Carers and some day

centres helped us to find people to ask.

What we have been asking people about

GPs
Health Action Plans
Annual Health Checks

Hospitals

Dentists

Hospital




Who have we been talking to?

How old were they?




Where do they live?

Kidderminster |35

Malvern 14 |
Redditch 8 |
Worcester 6 |
Evesham 5

Droitwich 4 ]
Bromsgrove 3 :|

Stourport 3 :|

Pershore 1 ]

* GP surgeries visited by Health Checkers Team
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G.P. Surgeries

GP Surgery

Most people are happy with their GP surgeries and
think that the doctors and nurses are friendly and

understanding.

Most people think that their doctor talks in a way

that they can understand.

1 person told us that their doctor always visited
them at home due to their anxieties. They thought

this was very helpful.

Some people have been to see doctors who did not

show understanding of their needs.

Lots of people said they liked seeing the same
doctor once they had found someone who showed
understanding and knew them and their health

needs.




Reception and booking appointments

Most people said they are able to get an
appointment with a doctor on the day and time they
want. Although a couple of people said this was
sometimes difficult because a Support Worker
needed to be available to phone at a certain time

and be available to come with them.

Most people told us that the reception staff are
friendly and helpful. A couple of people said that
they did not always understand the specific needs of

_ people with learning disabilities.

When you arrive

Most surgeries have touch screen computers to tell
them you have arrived. Most people think that this is
a good system. Although it is important that people
can choose, as some people are not able to use

them or do not want to.

When the Health Checkers Team carried out GP
visits 5 out of the 6 surgeries had a touch screen.
We thought that they were fairly easy to use with
questions people would be able to understand.



We did think that some more pictures or symbols

& | pictures
and may be helpful.
Waiting to see the doctor
Some people said that they often had to wait a long

time to see the doctor. This is something that made

! them feel anxious.

1 carer told us that her son waits in the car until it is

his turn.

When it is your turn

Most people told us that their surgery called their
name when it was time for their appointment. Others
said they are given a number and this appears on a

screen or their name appears on the screen.

Most people were happy with the system used in
their surgery. Some people said that they did not

like having their name on the screen.

When the Health Checkers Team visited GPs

surgeries we thought that 1 of the systems where

patient number and room number were called out
may be a bit confusing. Especially as the room

numbers went up to 25.



Information

wansy Look after
w\eps your heart

Al | Most people said they had not been given
“\* P | information by their GP surgery. No one had been

given any information or leaflets in Easy Read.

When the Health Checkers Team visited the 6 GP
surgeries we did not find any information or leaflets
about learning disabilities. We did not find any
leaflets in Easy Read. We did find some information

for Carers.

Changes GPs need to make —

Have more information about services and

support for people with a learning disability

| casy read | Make sure letters sent to people with a learning
: disability are in Easy Read

Have more information and leaflets in Easy
Read



25 nl Health Action Plans

65% of people we asked have a Health Action Plan.
About half were created by Community Nurses. The
rest were made by support workers and carers. 1

Health Action Plan had been made by a GP.

Most people who had a Health Action Plan said it

was updated regularly and that they thought it is

useful.

Many people told us that their support workers
updated the Health Action Plans after health

appointments.

Some people told us that they had taken their Health
Action Plans when they had been to hospital and
that this was helpful.

People thought that they were a useful record of
8 health issues and medication. They are being used

¥ to share information between support workers,

carers and health care staff.



Some people said that they did not understand
everything in their Health Action Plan. Some people
said they thought the Health Action Plans could be

made easier to read and understand.

Nobody talked about the Health Action Plans as a

way of planning future actions.

People with a learning disability seem to see Health
Action Plans as something that is written about them

o as a record, rather than something that will help

u them to manage their own health.



Health Action Plan Changes Needed

Make sure that Health Action Plans are used
for planning as well as keeping a record and

communicating

Make sure everyone has heard about Health

Action Plans and knows how to get one

Make sure everyone is offered a Health Action

Plan

Make sure that a Community Nurse or GP is

involved in helping someone to make a Health

Action Plan

< Make sure people understand what their Health
/_i l!, Action Plan is for
imx))
Wy

Make sure that people are involved with the

=

updating of their Health Action Plan

Future Actions for Health Checkers Team

Get more feedback from people with a learning

disability about how Health Action Plans are

being used and how useful people are finding

them






Annual Health Checks

67% of people we asked have had an Annual Health
Check.

Most people thought that they were useful and gave
them reassurance that nothing was wrong. People
liked having a chance to talk about things in a longer

appointment.

Most people thought that the doctors and nurses
who carried out the checks talked to them in a way
that they could understand and listened to what they
had to say.

Most people were supported to attend the Health

Check by a support worker or carer.

A few doctors visited people at their residential

homes to carry out their Annual Health Check. This

2~ was very helpful and reduced anxieties. This is

: something that other people suggested would be

helpful.
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There are still people who have not had an Annual
Health Check. Some people said their GP surgery
¥ " did not want to do them.

1 person has chosen not to have an Annual Health
Check as they were not sent information explaining
what would happen at the check and the checks
were being carried out by someone not from the

surgery.

A lot of people were not sent any information

explaining what would happen at the check.

Only a few people said that they had been sent
information in Easy Read. Lots of people said they

2" would like information in Easy Read to explain what

the checks were for.

Some people were a bit confused about what the
checks were for and could not remember much about
them or if they had had one. Some people confused

them with other types of check up they have had.

Some of the health checks were just with a doctor or

nurse. Less than half were with both a doctor and a

& nurse.



Most of the checks were under 40 minutes long.

Some lasted less than 20 minutes.

A lot of people did not remember being given an

‘action plan.

Only a few people thought that their Health Action
Plans had been updated at the Health Check.

Although quite a few people said that their support
workers or carers had updated them afterwards.
Some people had not taken their Health Action Plans

with them.

Some people said that there needed to be more of a
follow up. Some people were unhappy that their

Health Check was too quick.

Someone said that they could not be examined
properly, because the GP did not have the right
hoist. This meant the Health Check could not be
completed.



Annual Health Check Changes Needed

Make sure that Health Action Plans are

e — l discussed and updated at the Annual Health
) Check

GPs to tell people to bring their Health Action
Plans to the Annual Health Check

Information leaflet to be created in Easy Read

to explain to people and those supporting them

I eg;mcd ' what the Annual Health Checks are for and

what will happen at the check

GPs to send out information in Easy Read

before the appointment

Future Actions for the Health Checkers Team

Visit GP surgeries to look at the information
they are sending out about Annual Health
Checks and ask about how they are organising

them

Use Mystery Patients to feedback more

experiences of the Annual Health Checks



Dentists

Nearly everyone had been to the dentist in the last

year.

For about half of the people we asked going to the
dentist was something that made them feel worried

or upset.

Quite a few people have had treatment from the

specialist dental service.

Everyone who used the specialist dentist thought

that the dentists were very good.

But some said they had to wait a long time for the
treatment and there need to be more specialist

dentists.







Acute Hospitals

.!' e
Hospital

18 people told us about their experiences of
Worcestershire Royal Hospital, Alexandra Hospital

and Kidderminster Hospital.

We also asked people at group sessions about their

experiences of the Acute Hospitals.

13 of the 18 people we talked to were happy with the
care they received in hospital.

They felt that the doctors and nurses were kind and
understanding. They thought they showed them

patience and respect.

They said the doctors and nurses spoke in a way
they could understand. One said a nurse explained

what would happen using a book with photos.




A few people talked about specific nurses who had
been kind and understanding and made the

experience better.

Two people told us they were given a private room,

which was very helpful.

However some people were not happy with the care

they received.

They felt that the doctors and nurses did not always
have an understanding of the needs of people with a

learning disability.

Some people told us that they thought the hospital
staff were too busy to give the extra care they
needed because of their disability. A few people said
this meant they were not always treated with the

right dignity and respect.

In some cases this meant that patients’ personal
hygiene was not always attended to and hospital
staff did not always communicate with them in a way

they could understand.



Some carers and support workers told us they felt
that hospital staff did not listen to them when they
tried to explain about the person’s specific care

needs.

They also told us that because of the high level of
care needed they had to stay with the person they
care for 24 hours a day. They had to sleep in chairs
and sometimes could not have a break for the toilet

or refreshment.

Other carers told us that food had been left for
patients to eat without making sure they could eat it.
Food had also been taken away without checking
they had finished with it. 1 person said that once

they were not given any tea.

1 person said that she found a tablet her daughter

should have taken on the floor.

1 person told us that the hospital staff gave him a
cup he could not drink out of and did not know how
to help him go to the toilet, which he found very

upsetting.



He told us that he did not feel happy about the way
that the hospital staff used the hoist to move him.
He did not feel they listened to the advice given by
his support workers about how to move him. He got
sores when he was in hospital. He felt this was
because the bed was not appropriate for him and he

could not get up and about as much as usual.

He told us that the doctors and nurses spoke to his
support workers and not directly to him, to ask him

how he was. They did not make the effort to explain
things to him in a way that he would understand.

Half of the people we spoke to had a My Hospital
Book, but only a few said they were used while they
were in hospital. Some people said they would be
useful if they were used more and the hospital staff

had the time to read through them.

2 people said that they were unhappy they could not
take their own medication at the times they were

used to. They said this upset their routine.

2 people, whose families were not able to stay with
them all the time, told us that at times they felt a bit

lonely and upset when their family were not there.



Learning Disability Hospital Liaison Nurses

10 people had support from one of the Learning
Disability Hospital Liaison Nurses.

All of these people thought that their support was

extremely useful.

People said that she explained things to them and
made things clearer. She gave them support and
reassured them. She talked to the medical staff
about their needs. In some cases she met with them
before they went in to hospital to talk about what

would happen.

1 person said that her support was brilliant and
made the experience much better than when they

had been in hospital before.

1 person who had support from her said that if she
had been there when they arrived, their experience

in hospital would have been much better.

1 person said that the care they received got better
after the Learning Disability Hospital Liaison Nurse
had spoken to the hospital staff.



Some people raised the issue of their name. They
felt that Learning Disability Hospital Liaison Nurse is
quite a long title and something that people with a
learning disability may struggle to be able to say.

Accident and Emergency

9 people that we spoke to had been to Accident and

Emergency within the last year.

Generally people felt that they had received good
care and that staff were professional and

understanding.

Some people said that waiting was difficult and
upsetting. One person said that a private room to

wait in would have been helpful.

Someone else said they were given their own room,
but the hospital staff then forgot that they were

there.

A couple of carers told us that they did not feel that
the hospital staff had taken on board their advice

about the person’s care needs.



Health Checkers Hospital Visit

The Health Checkers Team carried out a visit to
Worcestershire Royal Hospital.

We looked around to see how easy it is to find your

way around.

We thought that it may be difficult for people with a
learning disability find the department they need to
go to. This is because there is a lot of writing on the

main board.

When following the signs we did take a few wrong
turns and thought that the corridors may seem

confusing for some.

We liked the colour coding of the floors and thought

this could be used more.

There was a volunteer available to help direct
people who were unsure about where to go.

We could not find any information or leaflets about
learning disabilities or about the Learning Disability
Hospital Liaison Team.

There was no information available in Easy Read.



We asked the volunteer on the information desk
about the Learning Disability Hospital Liaison
Nurses. She did not know about them and was not
able to find any information about them.

Acute Hospitals Changes Needed

Make sure staff have training about the specific

needs of people with a learning disability

Involve people with learning disabilities in

giving the training to make it more powerful

Make sure hospital staff have enough time to

give everyone the care they need

Start using new care pathways to make sure
that hospital staff know about everyone’s care
needs

Make sure hospital staff use and understand
the value of My Hospital Books

Make sure everyone who comes into hospital

has a My Hospital Book



Consider any improvements to the sign system
to make it easier to find your way around the
hospital

Make sure information is available about the
Learning Disability Liaison Team and that staff

are aware of the support available

Future Actions for the Health Checkers Team

Carry out more in-depth hospital visits over the
next year to find out about how new care
pathways are being used and if they are being

effective

Speak to more people to find out about their

experiences of the Acute Hospitals

Ask people about their experiences of

Community Hospitals






Conclusion

Things are being done in Worcestershire to help to
improve the health and health care of people with

learning disabilities.

People think that Health Action Plans are a good
idea. They are good for recording and sharing
iInformation. But they are not being used as a way of

planning future actions to improve people’s health.

People are now having Annual Health Checks. They
think that these are useful. There needs to be better
information given to people to explain the Annual
Health Checks. They need to link in better with the

Health Action Plans.

People think that the Specialist Dental Service and
the Learning Disability Hospital Liaison Nurses are
doing a really good job. They make a real difference

to the care people receive.




Unfortunately some of the people we spoke to about
hospitals told us that they did not receive very good
care. There needs to be better training and
understanding of the needs of people with learning

disabilities.

We have received money to continue the project for

another year.

Over the next year we will be asking more people
about what they think of the health care they

receive.

We will be finding out if the changes in this report

are being made.



