Getting involved in health services
Tell us what you think?

Feedback from service users from
learning disability services

Introduction
As part of the development of Patient and Public Involvement (PPI) within the Trust the
Patient Experience Team recently held 3 local feedback sessions in Macclesfield, Chester and
Birkenhead. The aim of the local meetings was to capture the experiences of service users and
carers, who have been involved within PPI, which would then be fed into a trust wide meeting
planned for 20th November, where feedback would be turned into actions.
18 service users from learning disability services attended the local meetings. To ensure that
the service users were able to participate in the meetings, and contribute their own
experiences, a process of involvement was developed by the LD consultation network in
partnership with the patient experience team.
The process was structured to get feedback on the 5 ‘tiers of involvement’ outlined in the
Trust PPI strategy:
•
•
•
•
•

Individual Care Planning – getting involved in planning your own care
Receiving Information – getting information from health services
Consultation and Feedback – giving information to health services
Active Participation – getting involved in interviews, meetings and events
Strategic Involvement – talking to the managers

A booklet was developed to help the service users prepare for the local
meetings and to start to think about their experiences of being involved.
Support was available to help the service users to complete the booklet.

The booklet focused on the 5 tiers of involvement and asked the service users to think about

What was good about being involved?

What was not good about being involved?

Ideas to make things better?
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At the local meetings the service users were then supported, within groups, to talk about their
experiences of involvement within each of the 5 tiers.

Each of the tiers was looked at individually, using pictures as prompts within the discussion.
Feedback was recorded visually and in the service users own words. Service users who could
write themselves recorded their own thoughts.

This report highlights the main themes of feedback captured during the 3 meetings. The
service users own words have been used in the report to keep their original meaning and
avoid the risk of misinterpretation.
At the end of each section of feedback, actions have been highlighted. All actions have been
then been collated into an over all action plan summary which can be found at the end of the
report on page 14. The action plan summary will be then be discussed at the main event on
20th November.
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What is good?

They listen to me and that is

I tell the doctor what is up with

good.

me. If I don’t understand I ask
him to explain it again.

Staff show me my care
plan and help me with it.
Staff help me to write things
down that I want to say at
my CPA meeting.

Picture letters are good as not
everyone can read.

What is not good?

They use difficult words.

They don’t always ask what I

I had to ask my dad to

want to say – only sometimes.

explain. I just didn’t

They don’t ask who I want to

understand.

invite.

I need more time to say what I
want.
There are too many professionals
not saying the same thing.
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Ideas to make things better

I would like to get a letter

I would like to know who’s been

about my meetings and not

invited and who’s coming and

just get told.

who’s going to turn up and why.

Staff could spend more

I would like my meeting notes

time with me before the

with pictures as mine is all words.

meeting to explain it.

Individual Care Planning - Actions

Picture letters to be available for all service users who have requested one.

Service users to be involved in the planning of their meeting – who to invite,
what they want to say.

Service users to get the option of their care plan in an easy read format where
this would be appropriate.

Staff to think about the language used within the meeting and the
communication needs/involvement of the service user.
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What is good?

It was good taking part in helping to

I ask my staff to help me with

make information leaflets.

information.

We have good leaflets from health.

It would be annoying if I didn’t
have help.

Pictures and symbols help me to
understand.

What is not good?

I’ll help in a minute - but they

This is the first time we have heard

never came.

about PPI.
More information about these
meetings.

I get letters but I can’t read.
Someone has to help me.
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Ideas to make things better

We only want to get information that
concerns us as it gets confusing

Information on a tape

when we get information that we

would be helpful as there

don’t know.

are no words to read.

Computer information would help
but it needs to be simple and talking

Hospital and GP appointment letters
should be in pictures.

with pictures and big writing.

Receiving Information - Actions
All information needs to be in an easy read format for service users.
Consideration needs to be given prior to sending information to ensure it
is relevant and not just being sent to ‘everybody’.
Always ensure support is in place before sending out information –
otherwise it will be meaningless. This may mean talking to support
staff and explaining it to them first.
Awareness around the use of jargon e.g. PPI as service users may not associate their
involvement as being the same as PPI.
Consider alternative formats to providing information which don’t rely on
reading information – such as tapes and visual information.
Ensure information available on websites is in simple language, large writing
and browse aloud as standard.

Speak to health facilitation staff around the possibility of hospital and GP
letters being in an easy read format for people with learning disabilities.
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What is good?

It was good for someone to listen to

I like it when people talk and

my story. I could say what was good

listen to me.

and bad about my experience.
Talking on a tape is easier than
We have got an advocacy service

writing letters.

that helps us to speak up about
our views.
We have patient forums and staff
write down what is said and make
sure things change.

What is not good?

I’ve got use to people not

A lot of people cannot write or read.

listening to me.

I couldn’t write a letter myself and
it’s not easy to read.

I would use the phone to give
feedback but most people can’t use
Questionnaires are difficult – the

the phone.

questions and putting things in boxes.

People talk too quick on the phone.

You need to talk slowly at consultation

Please do not assume we

meetings so that people can understand.

understand. We may need support.
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Ideas to make things better
People like us should answer
the telephones and run the
consultation meetings.

People need to know a bit more
about the PALS service not just
in a leaflet.

Come out and talk – not forms to fill
in and no writing to do.

Need to go back after stories and tell
How about people who can’t

what has happened.

understand or talk – how will they
get their opinions heard.

Consultation and Feedback - Actions
Consultation network to discuss feedback methods presently used within
patient stories and identify any gaps.

PALS Officer to consider alternative approaches to make the service more
accessible to service users with learning disabilities.

When considering consultation always remember that service
users have difficulty with filling in forms, writing letters and using
indirect approaches such as telephones – always consider face to
face (direct) consultation.
Speakers at meetings need to consider the communication needs of service
users with learning disabilities and tailor their presentations to meet the
needs of everyone involved – support is always available from the learning
disability service.
Consultation network to look at ways of developing involvement of service
users in facilitating consultation and feedback from other service users.
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What is good?
Good to have a cheque to
take to the bank. I know I
We have a planning meeting to

have been paid.

talk about the interviews and

The forms for our money are

answer questions. If we didn’t

easy to fill in.

plan we wouldn’t know what we
We like to give the feedback

were doing.

to the formal panel.
Interviews help you to meet new

Meetings are good because we

people and it helps build my

can give our opinions but only if

confidence.

our thoughts are being used.

What is not good?

It’s not fair that some people
can get more money than
When people don’t turn up for

others as it affects benefits –

interviews they let us down.

should get vouchers instead.

They should have turned up or
rang to say they can’t make it.

I don’t think I got paid once.
Not sure if I got my money.

Speakers at meetings use
complicated words and move on

People like us need our own voice. People

to something else too quickly.

speak for us and we don’t like that.
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Ideas to make things better

Meetings need to start after
Need to have drinks and biscuits

10am and finish by 3pm or we

at meetings, directions to the

cannot come to the meeting.

meeting and transport.

We need a leaflet to explain the
interviews.
This would help people for their first time.

We should be part of interviews
for managers and mental health.
We need more time to talk and give
feedback.
Everyone should be involved in

If it’s too fast I don’t know what they are

planning and running interviews and

talking about.

events but support is needed.

Active Participation - Actions
Meetings need to be well planned with breaks, refreshments, directions,
support and increased awareness of communication needs– Better awareness
of the ‘things to consider’ leaflet developed.
Easy read information to be developed on ‘being involved in
interviews’ and what this means for the service users.
Service users are now always involved in giving feedback to the
formal panel – this is adapted dependant on the needs of the
service users.
Involvement of LD service users in Trust manager posts now being piloted.
A process has been agreed (and being piloted) with HR to adapt the candidate interview letter,
asking candidates to confirm their attendance 3 days before the interview date – this has
reduced the number of candidates who do not turn up – to be reviewed in 6 months.
Facilitators of interviews to contact service users 4 weeks after the interview
date to ensure they have been paid – this has been added to recruitment
and selection guidelines (under responsibilities of facilitator).
Consider whether alternative methods of payment are a possibility e.g. vouchers.
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What is good?

I feel confident talking to the
I know the feedback from our

managers but I’m not sure they

meetings go to the managers so

are confident talking to me.

they know what we think.
I think the managers want to know
what we think. They just don’t know
how to talk to us.

What is not good?

Bosses and managers sometimes
The manager should come and

make us feel uncomfortable.

talk to us – he’s talked to other

Sometimes they listen sometimes

people today.

they do not.

I couldn’t go to a meeting with
managers. I wouldn’t understand
what was going on.
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Ideas to make things better

We need to know their names

The managers need to learn how

and how to contact them.

to speak to people with learning
disabilities.

They should come to our meetings

I think they need a report from

to help them know what we want.

us.

They need to come to where we
are.

Strategic Involvement - Actions
Learning disability awareness/communication training needs to be available to
managers and governors.

Consider ways to break down the barriers that people with learning disabilities seem to
feel – reduce the ‘them and us’ feeling.

Develop opportunities for managers, governors and PPI leads to
meet with local learning disability groups.

Raise awareness of the reports that go to managers to highlight the views of
service users with learning disabilities.

13

PPI Action Plan Summary – Feedback from Learning Disabilities Nov 2009
Tier of Involvement
Individual Care Planning –
Getting involved in planning your
own care

Receiving Information – Getting
information from health services

Action
Picture letters about their care
planning meeting to be
available to all service users
who requested one.
Service users to be involved in
the planning of their meeting –
who to invite, what they want
to say (use of My Care Planning
Meeting Booklet).
Service users to get the option
of their care plan in an easy
read format where this would
be appropriate.
Staff to think about the
language used within the
meeting and the
communication
needs/involvement of the
service user.
All information needs to be in
an easy read format for service
users. Consideration needs to
be given, prior to sending
information, to ensure it is
relevant and not being sent to
‘everybody’.

Person/s Responsible
Care Coordinators - LD

Progress
Included within CPA training
presently taking place within
the LD service for all staff.

Care Coordinators - LD

Included within CPA training
presently taking place within
the LD service for all staff.

Care Coordinators - LD

Included within CPA training
presently taking place within
the LD service for all staff.

Care Coordinators - LD

Included within CPA training
presently taking place within
the LD service for all staff.

PET Manager – CWP
Communication Officer - LD

Consultation and Feedback –
Giving information to health
services

Ensure support is in place prior
to sending information to
service users.
Awareness on the use of
jargon and service users
understanding of terminology
e.g. PPI
Consider alternative formats to
providing information – such
as tapes and visual
information.
Ensure information on
websites is in simple language,
large writing and options such
as browse aloud available.
Speak to health facilitation
staff around the possibility of
hospital and GP appointment
letters being in an easy read
format for service users.
Consultation network to look
at present methods of giving
feedback to service users on
outcomes of their stories.
PALS Officer to consider
alternative approaches to
ensuring service users are
aware of PALS and how to
access support.
Alternative approaches to
consultation to be considered
to meet the needs of service
users.
Speakers to be aware of the
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PET Manager – CWP
Communication Officer -LD
PET Manager – CWP
Communication Officer -LD

PET Manager – CWP
Communication Officer -LD

Communications Team - CWP

Communication Officer –LD
Michele Bering – Nurse
Consultant - LD

Consultation Network - LD

PALS Officer – CWP

PET Manager – CWP
Communication Officer -LD

PET Manager – CWP

Active Participation – Getting
involved in interviews, meetings
and events.

Strategic Involvement – Talking
to the managers

communication needs of
service users when developing
their presentation and seek
support where this is needed.
Look at ways of developing
involvement of service users in
facilitating consultation and
feedback.
Awareness of the ‘Things to
Consider’ leaflet when
planning meetings and events.
Easy read information to be
developed on being involved in
interviews.
Involvement of service users
within Trust manager posts
Look at ways to reduce the
number of candidates who do
not turn up for interviews.
Facilitators to contact service
users 4 weeks following
interview to ensure they have
been paid.
Consider alternative methods
of payment for PPI – e.g.
vouchers.
Learning disability awareness
training to be available to
managers and governors.
Consider ways to break down
the barriers that people with
learning disabilities seem to
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Consultation Network - LD

PET Manager – CWP
Communications Team - CWP
Consultation Network – LD

PPI Coordinator - CWP
Communication Officer – LD

Process developed and
presently being piloted.

Consultation Network – LD

Process developed and agreed
with HR and being piloted at
present – review April 2010
Added to LD recruitment and
selection guidelines under
responsibilities of facilitators.

Consultation Network – LD

PET Manager - CWP
PPI Coordinator - CWP
PET Manager - CWP
Communication Officer – LD
Membership Recruitment
Officer - LD
PET Manager - CWP
Communication Officer – LD

feel – reduce the ‘them and us’
feelings.
Develop opportunities for
managers, governors and PPI
leads to meet with local
service user groups.
Raise awareness of the reports
that go to managers to
highlight the views of service
users.

Report completed by:
Lesley Gledhill
Communication Officer – Learning Disability Services
November 2009
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PET Manager - CWP
Communication Officer – LD
Membership Recruitment
Officer - LD
Communication Officer – LD

