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Introduction

This report outlines the planning and delivery of Gloucestershire LINK’s first
event for members with a learning disability, held in January 2010. The event
was part of an ongoing programme designed to enable members with a
learning disability to share their views and experiences of health and social
care services in an accessible way. The event was well received and a
second is planned for autumn 2010.

The report begins with the background and rationale for the event, followed by
the process undertaken in respect of delivery, including preparation of the
subject matter and keeping members informed. Following this, there is a
discussion around the identified gaps in health and social care services with a
conclusion and recommendations.

Copies of the report will be sent to commissioners, providers and regulators in
order to help future planning and delivery of services for those in the county
with a learning disability.

Background & rationale

‘Gloucestershire LINKk will help influence, improve or change the way local
health and social care services are planned and pro  vided’

The role of Gloucestershire LINK is to act as a ‘network of networks’, listening
to and gathering the views of the public on health and social care services and
passing them on to the commissioners and providers in the county. It does
this using a variety of communication and engagement methods including
holding regular public events.

Gloucestershire LINk aims to hold members’ events on a six monthly basis,
with the purpose of providing regular updates on activity and the opportunity
to discuss future priorities and themes emerging from public events. The first
members’ event was held in September 2009.

However it was felt that it was important for members with a learning disability
to have the opportunity to share their views in a more suitable environment.
Planning meetings were held to ensure that appropriate support was
available, the right communication resources were on hand and risk
assessments undertaken.

Many members with a learning disability registered with Gloucestershire LINk
following presentations to the county’s Locality Groups led by the Community
& Adult Care Directorate Participation Team during summer 2009.



Aims and objectives

The overall aims and objectives of the January 2010 event were to:

1.

2.

3.
4.

Reinforce members’ understanding of the purpose of Gloucestershire
LINk

Give members an opportunity to share their views and experiences of
health and social care services

Identify any potential gaps in the care pathway

Produce a report

Constraints

The time required to liaise with members’ support workers and day
centre staff

Limited time frame exacerbated by Christmas and adverse weather
conditions in the weeks that followed

Cancellation of facilitators’ briefing meeting due to heavy snowfall

Planning

Following the identification of an appropriate venue, planning meetings were
held to discuss the format of the event and communication methods. Further
details are provided below.

Venue

To ensure that members were able to participate fully, a venue was sought
offering the following:

Good accessibility, i.e. ramps, disabled toilets and hearing loop
Adequate space to accommodate wheelchairs and support workers
Good transport links

A venue familiar to members in order to foster a sense of confidence
Additional quiet space for privacy if required

Other considerations

To ensure all documentation was in Easy Read format

To produce a strategy enabling members to prepare for the event

To enlist the help of Day Centre managers and support staff

To ensure risk assessments were undertaken

To engage experienced facilitators

To ensure the event did not clash with Locality Group and Learning
Disability Partnership Board meetings

To arrange suitable transport

To take into account any special dietary requirements

To support those with a hearing and/or visual impairment



Pre-event questionnaire

To help members prepare for the event and be ready to participate in the
discussions, a simple Easy Read questionnaire was devised with identified
guestions about health and social care issues. The questionnaire was also
intended to give those who could not attend the opportunity to send their
views to the LINK. The information in the questionnaires was used as a
template for discussions at the event. The questions on health reflected
issues raised at the LINK public events across the county whilst the choice of
social care questions resulted from topics covered in the Valuing People white
paper (2001), Valuing People Now (2009) and The Big Plan consultation
paper (2009).

Communication: Phase 1

Invitations (Appendix 1) were sent to all Gloucestershire LINK members with a
learning disability. Twenty one members returned an acceptance slip
(Appendix 2) along with information of their requirements. These requirements
included the need to be accompanied by support staff, help with hearing,
visual aids and transport.

Communication: Phase 2

Contact was made with the relevant staff at Day Centres and those who
support members in ‘supported living’. Co-operation from Day Centres and
support staff was vital as members would need their assistance in completing
the questionnaires. In addition, a great deal of time was spent liaising with
support staff and the Day Centres in respect of risk assessments, transport
and seating arrangements. Some Day Centres were able to allow a member
of staff to support their clients at the event. A key worker was also permitted
to accompany a member in supported living. Support from the Day Centre
staff across the county was variable.

Communication: Phase 3

Immediately after the Christmas break, all members who had accepted an
invitation to the event were written to again and sent the following
documentation:

Confirmation of arrangements (according to individual requirements)

(Appendix 3)

A guestionnaire on health and social care services, to be completed in

readiness for the event (Appendix 4)

An agenda (Appendix 5)

A photograph consent form (Appendix 6)

Letters and questionnaires were also posted to non-attendees. Explanatory
letters/emails were sent to support staff along with examples of the
guestionnaires and paperwork for the risk assessments. Guidance notes
were compiled and sent to facilitators and scribes



The event

Twenty members attended the event along with four support workers. There
were four discussion tables each with a facilitator and scribe. A table plan
was put together beforehand with advice on where individuals should be
placed taking into account visual/hearing impairments and support
requirements. Support workers were placed at three tables and members in
‘supported living’ were grouped at the fourth table. Each table was colour
coded and members were given a name tag with a coloured dot
corresponding to the colour of their table. A set of traffic light cards was also
provided for each individual in order to facilitate communication.

The event began with a welcome from Thomas Dunleavy, a Learning
Disability representative and member of the Gloucestershire LINK
Communications sub group. Thomas introduced Barbara Marshall, Chair of
Gloucestershire LINK, who explained the purpose of the event and its aims
using a powerpoint presentation in Easy Read. The presentation ended with
an introduction to an icebreaker activity called Human Bingo, designed to
introduce health and social care themes in an informal way leading on to the
group discussions.

The first part of the group discussions (workshops) made use of the pre-
prepared questionnaire as a template to encourage discussion around what
was good and bad about health services and how they could be made better.
After a break, a similar period of time was allowed for discussion on social
care services using the same format. Flip charts were provided at each table
for the scribes to record members’ views.

The event concluded with a summing up by Barbara Marshall who also
thanked the members and support workers for their participation and
requested that they complete the evaluation sheet over lunch. Facilitators and
scribes helped members to complete the evaluation sheet using stickers
depicting different facial expressions.

'The aim of Gloucestershire
LIMEK

' Gloucestershire LIMNE will
help influence, improwe or

change the way local health
and social care service
planned and delivered




Workshop feedback

The following is a précis of the comments made at the event and information
received from non-attendees.

Heal

th

Hospital: A few members had been admitted to hospital. Explanation
before admission to hospital would help. Most comments on their
experiences were positive but there were occasions where
communication could have been improved. One member reported that
nobody spoke to him as an inpatient. It was not clear if the staff knew
about the traffic light system. It was felt that nurses needed to have
more training about Learning Disabilities. Attendance for breast
screening was felt to be a frightening process with a big machine.

GPs: It was felt that some GPs do not give enough time to listen —
need for double appointments. There were a number of positive
comments, however.

District nurses: There had generally been little contact with district
nurses but where this had happened the feedback was very good.

Pharmacists: Generally good service. On the whole the process for
delivering prescriptions to home appears to work well although one
member reported mistakes had been made when medicines delivered.

Dentists: Most comments were good and it was felt that they explained
what they were going to do. Some members had private dentists. One
member felt that they should be exempt from NHS payments for
dentistry.

Opticians: All visits to opticians seem to go very well. One member
commented “they talk to me not my carer and explain exactly what they
are going to do”.

Podiatry: Access to podiatry/foot care did not seem to be a problem for
the members at the event.

Health care plans: Despite the good comments received about GPs it
emerged that health care plans and annual health checks are not
universal. People with Learning Disabilities are much more likely to
have a health care plan if in supported living.

Ambulance: One member had had a bad experience when she had
had a fall on the stairs when being taken to an ambulance.

Community Learning Disability Team (CLDT): There were good
comments about support from the CLDT.



Social Care

Support in residential home: there was an almost universal feeling that
members receive good support. A member felt that they should be able to
do a bit more on their own and be more independent.

Support in own home: opinions varied greatly between too much support
and too bossy, to wanting support and not receiving it.

Being listened to: Members were asked whether they felt their views
were listened to and acted upon. There were a number of different
responses, ranging from no problems at all to the feeling that people were
impatient and did not listen properly. Some felt they were able to represent
other views as well as their own. Some members mentioned an attitude of
“in one ear and out the other” and some felt that some people did not listen
and tried to hurry them and push them around.

Being supported to make decisions: Asked if they felt supported to
make their own decisions, there was an almost entirely positive response.
Members felt that they could make their own decisions and had help and
advice to do so.

Making complaints: When asked if they were able to make a complaint,
almost all the members knew how to do this. However some members,
living with parents, felt it would be difficult to make a complaint.

Day Centres: The client committees in the Day Centres were felt to be
very good and enable members to have a say on how the centre is run.
“My views are respected and | have help to make decisions”



General comments:

0
0
(0]

Social worker changed without client or carer being informed.

Lack of frequent public transport e.g. Gloucester to Tewkesbury

Recent change to supply of meals by WRVS — special diets not always
available and portions too small

One member not keen on social workers — told “I could not have any
one to visit me anymore.”

“No nurse came to the house and | want one to”

“I have learnt to cook at the Day Centre”

“We socialise a lot at the Grange and meet up in other houses to watch
DVDs and listen to music”



Evaluation feedback

The results of the evaluation forms completed by members at the event are
summarised below. 67% were happy that they understood what the speaker
was saying and felt they had enough time to talk about their ideas. 57% were
happy that they understood what would happen next and 90% felt the event
had been good or OK.

Some members also made comments to support their response: “Wanted
more time to talk”; “Bit rushed”; “Really liked the schedule with clocks and
pictures”; “I enjoyed it but it was too noisy”.

Did you understand what the Did you have enough time to talk
speaker was saying? about your ideas?

Do you know what will happen Overall, was the meeting Good,
next? OK or Bad?




Conclusions

This is the first time that a separate event for LINk members with a learning
disability has been held. Preparation for the event took longer than had been
anticipated but will benefit from the lessons learned in planning any future
events. Comments from the attendees about more time for discussion will
also be incorporated in future events.

Health Care

Contact with the primary care services, particularly GPs, is satisfactory

The implementation of health care plans including annual health
checks is patchy across the county and appeared to be much better for
those members in supported living accommodation rather than those
living at home or on their own.

NHS staff, particularly within the acute hospitals, are not well informed
about the problems faced by people with a learning disability when they
come to the hospital either as an outpatient or inpatient.

Excellent easy read information leaflets and hospital assessment form
(traffic lights) are available but are not always used in practice.

Some health care staff including doctors and nurses do not give
enough time for patients with a learning disability to explain their
symptoms or ask relevant questions.

Social care

Help and support given to people with a learning disability is of a good
standard. They are able to make their own decisions with available
help and advice when necessary.

The CLDT provide an excellent service for their clients and the recent
addition of liaison nurses into the acute hospitals is much appreciated.

The procedure for making complaints is well publicised.
Members in supported living appeared to have much more opportunity

for social interaction and access to courses etc. than those living
elsewhere.



Recommendations

Although the conclusions have been divided into health and social care
sections the services are interdependent and therefore it has been decided to
make recommendations across the whole care pathway.

1.

Health care plans including annual health checks should be available to
all. This should be monitored on a regular basis.

Double appointments with their GP could be offered as a routine to all
patients with a learning disability.

More use should be made of the liaison nurses (CLDT) by the
Gloucestershire Hospitals NHS Foundation Trust (GHNHSFT).

Easy read documentation should be always available particularly for
planned admissions.

The traffic light hospital assessment form should always be used.

More training should be available for all health care professionals to
help them relate better to patients with a learning disability.

Efforts should be made to encourage more participation in outside
activities by those living at home or on their own.
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Invitation (page 1) Appendix 1

Name

Address 1
Address 2
Address 3

Post Code
Date

® &

Come to our H
EVENT Gloucestershire LINk Event

for Members with Learning
Disabilities

Churchdown Community Centre

# Parton Road
Churchdown, Gloucestershire

GL3 2JH




Invitation (page 2) Appendix 1

Glougestershire

I would like to invite you to the Gloucestershire
LINk event for members with Learning
Disabilities.

Come {0 our |

EVENT |

This event gives you the chance to find out
what the LINk has been working on over the
last six months.

And to take part in one of the workshops.

There will be lunch after the event at 12pm.




Invitation (page 3) Appendix 1

The Gloucestershire LINk wants to hear:

About your experiences when you last went
to your GP or into hospital.

‘ What you think about your Day Centre or

i ‘ Respite Care.
% The Gloucestershire LINk wants to know your

ideas of how the services can be made better.

: What do you want to be changed?

¥ How do you think this should happen?




Invitation (page 4)

Appendix 1

If you want to come to the event, please fill in the form.

faYaVat
% % %

December

Y23 4562
8 9 10111213 14
15 16 17 18 19 20 21
22 23 24 25 26 27 28
29 30 1

FREEPOST

Use the freepost envelope to send it

back to the Gloucestershire LINk
before 11th December 2009.

L

You don’t need to send the form, if you cant come
=) or you don't want to come.

\

Before the event, we would
questionnaire to fill in.

i

like to send you a

[

|

This way you can tell us about your experiences and
have your say, even if you don’t come to the event.

I do hope you are able to come.

Best Wishes

E /S baon MN Joll
o

Barbara Marshall
Chair

Gloucestershire LINk




Acceptance Slip (page 1) Appendix 2

Gloucestershire

LINk

® &
Come to our

EVENT Gloucestershire LINk Event
% For members with Learning Disabilities

Churchdown Community Centre

Monday 18" January 2010
10am - 12.30pm

Please tell us if you need special food.
D I am a vegetarian (I don‘t eat meat)
|:| I am a vegan (I don't eat meat or milk/cheese or eggs)

[ ] 1am allergic to this food:




Acceptance Slip (page 2) Appendix 2




Acceptance Slip (page 3) Appendix 2







Letter of Confirmation to Attendees  (page 1) Appendix 3




Letter of Confirmation to Attendees  (page 2) Appendix 3




Letter of Confirmation to Attendees  (page 3) Appendix 3







Questionnaires (page 1) Appendix 4




Questionnaires (page 2) Appendix 4




Questionnaires (page 3) Appendix 4




Questionnaires (page 4) Appendix 4




Agenda (page 1) Appendix 5




Agenda (page 2) Appendix 5




Agenda (page 3) Appendix 5







Photograph Consent Form Appendix 6







Evaluation Sheet Appendix 7




