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Executive Summary

Thi s report outlines the planning
second event for members with a learning disability, held in October 2010.
The event was delivered in partnership with Gloucestershire Hospitals NHS
Foundation Trust (GHNHSFT) in order to gather views of the outpatient
experience from our members with a learning disability, as well as convey the
responses from the first event report. The event was well received and the
views gathered will be shared with the GHNHSFT Outpatients Experience
Working Group. They will also be used to inform the development of an
Action Plan to improve services in the Outpatient departments at both
Gloucester and Cheltenham hospitals.

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, suggestions
are made around possible improvements to Outpatient department services,
with conclusions and recommendations.

Copies of this 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.
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Introduction

0G|l oucestershire LI Nk wild@ help influence,
| ocal health and soci al care services are |
The role of Gloucestershi r e LI Nk i s to act as a O6net wor

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.

Gl oucestershire LINK holds membersd event s
regular updates on its activity, informing them about national developments

and giving them the opportunity to discuss future priorities and themes

emerging from public events.

In order that LINk members with a learning disability may also to have an
equal opportunity to share their views, separate events are held for them.
Planning meetings are held to ensure that appropriate support is available; the
right communication resources are on hand and risk assessments undertaken
of the attendees and venue.

Background

The first of these events was held in January 2010. This concentrated on
finding out the experiences of members on accessing health and social care
services throughout the county. The event resulted in recommendations being
made in a report which was sent to the providers and commissioners of local
health and social care services. NHS Gloucestershire and Gloucestershire
Care Services Joint Commissioning Team responded with an action plan in
relation to the LINk recommendations.

The Gloucestershire Hospitals NHS Foundation Trust (GHNHSFT has an
Outpatient Experience Working group looking at how the outpatient pathway
could be improved, particularly from the patientsé point of view. LINk was
approached by Gill Brook (Head of Patient Experience) to see if we could help
obtain views from patients with a learning disability about their experiences.
Meetings were held with staff from the Outpatient department together with
one of the Learning Disability Liaison nurses, to explore the type of
information they were interested in gathering. A questionnaire (Appendix 1)
was developed by LINk and Trust representatives. It was agreed that the
questionnaire would be used in the discussion groups at the 2" event held in
October 2010.



Aims and objectives

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

1. Report back on the outcomes from the report of the previous event
(January 2010)

2. Give members an opportunity to share their views and experiences of

accessing outpatient services, particularly in GHNHSFT

Identify any potential areas for improvement in outpatient services

Make recommendations to commissioners and providers of health and

social care services.

Pre - event planning

Invitations were sent to all 48 Gloucestershire LINk members with a learning
disability. Sixteen members returned an acceptance slip along with
information of their requirements. These requirements included the need to be
accompanied by support staff, help with hearing, visual aids and transport.

Hw

Contact was made with the relevant staff at Day Centres and those who
support membenedi fSondeDayg@nires were able to allow
a member of staff to support their clients at the event. Support from the Day
Centre staff across the county varied considerably.

All members who had accepted an invitation to the event were sent:

e Confirmation of arrangements (according to individual requirements)

e A questionnaire on outpatient services to be completed in readiness for
the event (Appendix 1)

e An agenda (Appendix 2)

¢ A photograph consent form

For those who were unable to attend:
e Letters and questionnaires were sent out

e Explanatory letters/emails were sent to support staff along with
examples of the questionnaires

A pre-meeting was held with the facilitators to discuss how best to run the
discussion groups and guidance notes were circulated.



The event

Sixteen members attended the event along with two support workers. As five
of the attendees were also Learning Disability Locality Representatives who
sit on the Gloucestershire Learning Disability Partnership Board (LDPB), a
Personal Assistant* also attended. .

There were four discussion tables, each with a facilitator and scribe. A table
plan was put together in advance with advice on where individuals should be
placed, taking into account visual/hearing impairments and support
requirements. 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. Flip charts were provided at each table for the scribes to
record membersdé views.

The event began with a welcome from Thomas Dunleavy, a Learning
Disability representative and member of the Gloucestershire LINk
Communications sub group. Thomas also introduced Barbara Marshall, Chair
of Gloucestershire LINk, who talked about the plan for the day and then
reminded members aboutthef i r st event held in January.
there were workshops in which members commented on their experiences in
accessing health and social care services. The findings from these
workshops were written into a report which resulted in recommendations
being made to health and social care providers and commissioners. Barbara
Marshall presented the outline (in Easy Read) of these recommendations,
along with the responses from the providers and commissioners for health
and social care services. These recommendations and the responses are
summarised as follows:

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

e More people with a learning disability in Gloucestershire (73%)
are being offered an annual health check.

e There is a O6My Health Book and Heal't
will be offered to all new clients by the Community Learning
Disability Teams (CLDT) and Intensive Health Outreach (IHO)
during initial assessment and at inpatient units. In 2011, there
are plans to offer this book to all people with learning disabilities
on GP registers.

*The role of a Personal Assistant is to support the involvement of Learning
Disability Locality Representatives at meetings and help them speak up for
other people with a learning disability.



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

. The practice of GPs offering double appointments as a routine to
all patients with a learning disability is being established.

3. More use should be made of the liaison nurses (CLDT) by the
Gloucestershire Hospitals NHS Foundation Trust (GHNHSFT):
The two Learning Disability Liaison Nurses have made a significant
difference to the care of those with a learning disability who attend
either of the two main acute hospitals as an inpatient or outpatient.
With their support, the Hospitals Trust has:

¢ Developed an alert system so that staff know that a reasonable
adjustment is required

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

e The two Learning Disability Liaison Nurses have further
developed the range of easy read literature in the two main
acute hospitals.

5. The traffic light hospital assessment form should always be used:

e The Traffic light assessment is increasingly used in
Gloucestershire and is being promoted by Learning Disability
nurses in all departments in Gloucester and Cheltenham
hospitals

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

e The Hospitals Trust has developed an e-learning tool for staff to
raise their awareness of the needs of those with a learning
disability

Following this update, Barbara Marshall gave another presentation outlining
the purpose of the event and its aims. The presentation ended with an
introduction to an icebreaker activity called dduman Bingod (an informal
introduction to health and social care themes) which led onto group
discussions.

The group discussions (workshops) made use of the pre-prepared
guestionnaire as a template to encourage discussion around what
improvements could be made to Outpatient services.

The event concluded with a summing up by Barbara Marshall who also
thanked members and support workers for their participation. The workshops
ended with an event evaluation activity.



Workshop and Questionnaire
Feedback
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Two attendees, Jane and Val, prepared for the event by creating a poster (see
above) to illustrate aspects of the Outpatient experience that they felt required
improvement. The issues featured in their poster ranged from problems with
car parking and waiting time, to clear communication and mobility within the
hospital. Jane and Val created the poster instead of completing the
questionnaire. This is a method we may use for future events.

The feedback comments from the completed questionnaires are denoted in
italics. Non-italic quotes are taken from the workshop flip charts.

Section 1: Were you told anything before your appointment?

Were you told who you were going to see?
75% of members said that they knew who they were going to see.

Were you told why you were going to see them?
75% of members knew why they had an appointment.




If you got a letter about your appointment, was it easy to understand?

37.5% of members said they could understand the appointment letter

although quite a few qualified their comment by saying that their carer had

read/explained the letter. The consensus was that the use of easy read would

be better. The comment, i Needed help from support st
under stand. Woul d understand it ,somge if it
up the general feeling.

Were you told what would happen when you went for your hospital
appointment? 75% of members knew what to expect when they attended
their appointment. When asked how visits to the hospital could be improved,
there was the suggestion that those with a learning disability could be
provided with, il nf or mati on on what was going to ha

Were you able to choose what time your appointment was? 43.75% of
members were given the option of choosing the time of their appointment.

Was the appointment time given, ok for you? 81.25% of members were
happy with appointment time allocated to them, despite the lack of choice
regarding appointment times (see above).

What could make your visits to the hospital better? It was felt that waiting
times should be made shorter and the waiting area should be quieter and
calmer. Some of the comments included, Wé had to wait a long time in the
wai t i n g nrdegibudy; causes worry. 00ne member commented that
parking could be improved while another felt that it was important t o respett
and listen to carera It seems this varies on wards and departments. In some
cases more information would also be appreciated and in relation to reception
one of the comments was,Ai Somebody showing me where to

Section 2: How was your appointment?

Did you bring your Traffic light assessment form? It appears that the

traffic light assessment form is seldom used in the outpatient department. It

was not requested from any of our members bar one (6.25%). Members felt

that this was a good form of communication and that it should be used by all

staff. Some of the comments included, A Tr af fi c | i ght form i
problems etco, and AShpaddl demmsreidc dtyi @an ad .

Did hospital staff talk to you as well as your family or supporters?

68.75% of members said they were spoken to as well as their family and/or

supporter. One member noted that in their case, ¢
spoke sitting down, made me feel at ease. Positive J 0 There were a couple

of comments about reception however, where they felt they would like to

speak for themselves. One member highlighted the importance of good eye

contact, with the disgruntled comment of, ist af f |l ooki ng at t he ¢
not | ooking at meo.

Did they give you time to ask any questions you had? 62.5% of members
felt that they had time to ask questions during their appointment, although
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there was the comment thatitis, i Di f f er ent in areas. Rushi
anxi.etyo

Did they speak to you in a way you could understand? 68.75% of
members agreed that they were spoken to in an understandable way.

However, the following comments were made, i €é s o me o f It but my
could explain in more detail if | as ked he.rAnaheryconimenteg,f
ANot speaking to you in a way you underst al

How could this be made better? There were a couple of positive
comments, sucH tasvaé. bavevdrpthere were a number of
members who still felt that there should be more time for people to talk to
them using words that they understand. For example, Explain things better in
my own words not using words | do not understando  a Nate ciinsideration
for me and my situationd .One member added the proviso, NGt patroni sing

Another member suggested that, Al ot would be good i f, wh €
hospital appointment, my name is fofl agged?éd
|l ong because a |l ong time stresses me. o0

One of the discussion groups at the event came up with the following
comments and suggestions:

e 1 | linic ranning late i could be offered a pager/Bleep. Allows patient
and carer to go out/to canteeno

e fMandatory update for staff with regards to Traffic Light systemo
e fBignage in Easy read with clear directions and easy to follow.0
This group also talked about the Communication pathway

e No information books/communication books used. This could be used
as necessary.o

e fliaison nurses (ward/Outpatient Department) would be helpful i.e.
reasonable adjustmento

Section 3: About your time with the doctor/nurse/hospital staff

Did the doctors and nurses tell you what they were going to do? When
asked if doctors and nurses told members what they were going to do (in
terms of examination or procedure) 87.5% of members made it clear that in
most cases doctors and nurses do their best to explain what is going to
happen. Some of t he ¢ o mnihey explainechsorheutdngsdout
not allo It seems that carers have a part to play in this process, too - fives, but

I still | i ke t o go .UOnderstandindiof whatss sawdicarh my car
be further compromi sed if English is not
language.

Did they use pictures to explain things to you? Only 37.5% of members
said that doctors/nurses did not use pictures to help explain things. It was felt

11



that communication aids such as pictures and traffic light assessment forms
(and demonstration dummies in some cases) would be useful. Members

observedPitchtautr,es i woul d have hel ped?o and
mammogr am, AWoul d have been useful i f t
demonstrateo.
If they asked questions, did you feel rushed to answer them? 25% of
members felt rushed to answer questions from the doctor or nurse. Members
repor t eNbquestians werefaskedo ,Not Buredo  a Khydmuin asked the
questionso . One commented that, Thiie doct or rde ahything. as k
He/she only spoketo mymumandd a d o .
What could be made better about when you met with the doctor or
nurse? Member s 6 s unglgledst i ons
e flLonger appointment timeo
e Trained nurses that specialise in learning disabilities and different
forms of communicationo
e BSpeaking to you directlyo
e More consideration requiredo
e Alrained nurses specialising in communication and learning disabilitieso
e Al f you could call them by their Christ.]
e Al would I|Ii ke to have things explained
flu jab,  would have paini n my backo
e ANot hingbo
e Mlt made me f eel better to meet themo

e fNothing. They were nice. 0

How did you feel when you went to hospital? - In this section of the
questionnaire (Appendix 1), members had a choice of three emoticons
which denoted; 6 Happy & & BMiried x&e Stressedd drelaxed &
Boredd6 One member added, drelaxed & Boredd The pie chart below
represents membersd responses.

How did you feel when you
went to hospital?

12



Section 4: When your appointment finished how did you feel?

Were you told what would happen next? Members were asked if they were
told what would happen next. 62.25% of members said that they were told,
athough one wasnot g i, M kiew vehat tvas gang ® happer
next . But di d whieoan oktnhoewr wieenntéi oned t hat th
get enough information - A Not al ways tol d what woul d
Someti mes they said and other times they d

Do you have anything else to tell us? The following observations were
made:

e A still see the consultant every year f
e "Bl acWwhtaformdsit hey need col ourfulland the
e AfHospital staff thought | wasnét capabl

the District nurse said | was T if the hospital had discussed it with me |
would have had the chance to say that | cana

How did you feel about the appointment you had? In this last question

members had a choice of five e mot i cons whiVeh yd &n@da@adl§ o6
60 OKd, 0 Ba d.dbFromdh¥ pie chart Bedod ih can be seen that members

felt much happier and more positive on the whole about Outpatient
appointments than their expectations (see previous pie chart) indicated.

How did you feel about the
appointment you had?

No reply
13%

@ Very Bad
6%

Good
25%

Other Workshop Comments

AJust because we have speci al needs, we ar
want to be treated likec hi | dr en o .

13



Evaluation

feedback

The results of the evaluation forms completed by members at the event are
summarised below. All attendees were happy that they understood what the
speaker was saying during the presentation stage and just over 81% felt they

had enough time to talk about their ideas.

75% were happy that they

understood what would happen next and they all felt the event had been good
or OK. Some members also made comments to support their response:
fCould have asked more about a lot of thingso ;Moré time to explain yourselfo ;

fenjoyedo ;Feel good to be involvedo .

Did you understand what the speaker
was saying?

Did you have enough time to talk
about your ideas?

Do you know what will happen next?

Overall, was the meeting good, OK or
bad?

14




Conclusions

On the whole the members had positive experiences when they attended the
Outpatient departments. No major issues were identified in the workshop
discussions. However, there were a number of minor points which could
considerably improve the experience of outpatients with a learning disability.

Generally, information about Outpatient appointments is satisfactory in
terms of who the patient will see, and why they need to attend the
appointment. Overall, the timing of appointments for those with a
learning disability appears to be acceptable.

Appointment letters are not easily understood by the majority of people
with a learning disability. They invariably need help from a carer or
supporter in order to understand them. The use of easy read should be
considered.

Appointment letters would be better in large print for those with a visual
impairment.

On the whole, communication between staff and patients was good, but
there is still a tendency to talk to the carer/supporter rather than the
patient. The use of computer screens tends to make the experience
more impersonal.

Those with a learning disability are not always told where they can get
a drink or more crucially, where to wait. In addition, waiting areas are
sometimes very busy and noisy, which can be especially challenging

for them. One member commented that busywai t i ng r oo ms

worry.o

Patients sometimes felt there should be more time to explain their
symptoms or ask relevant questions. There were comments such as,
flLonger appointment timeo ,  &are corfsideration requiredo .

During appointments, adequate explanations of procedures were given
but pictures were not used very often. As one member commented,
fPictures would have helpeda

The two Learning Disability Liaison nurses are not used regularly in the
outpatients department.

A considerable number of members felt that they were not given
enough information about what would happen after their appointment.

15
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Recommendations

. The referral should indicate that the patient has a learning disability and
the hospital record should then be flagged up accordingly.

. Additional time should be allowed for Outpatient appointments for
patients with a learning disability. This is difficult with the present
@hoose and Bookdsystem.

. All appointment letters should be written using simple language with
pictures (Easy Read).

. Waiting times should be kept to a minimum and waiting areas should
be kept quiet. Where this is not possible, staff should be encouraged
to be flexible (for example, use mobiles / text messaging so that
patients can seek a calmer environment in which to wait).

. Increased use should be made of draffic lightdassessment form so that
staff are aware of any problems that might arise.

. The use of pictures to explain procedures if required could be
encouraged. An excellent example of this already exists in the
phlebotomy clinic.

. Efforts by hospital staff should be made to ensure those with a learning
disability understand what will happen following their appointment.

. More use should be made of specialist Learning Disability Liaison

nurses in the Outpatients department, both to educate staff and also to
help individual patients and their carers with particular difficulties.

16
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Questionnaire(age 1) Appendix 1

Your visit to the hospital

This questionnaire is about appointments at the
hospital.

Hoﬁhital

We want to find out how you were treated when you last
went to hospital.

We want to know what we can do to make hospital
appointments better for people with learning disabilities.

Please can you fill in this questionnaire?
You could do this on your own or you can ask a supporter to
help you fill it in.

You may want your supporter to go through the questions
with you and write your answers down.

If you need extra paper to write on you can give us this as
well.

You don't have to answer all the questions

Which hospital did you go to?

[ ] Gloucester

[ 1 Cheltenham

21




Questionnaire(age 2) Appendix 1

Were you told anything before your appointment?

Were you told who you were going to see?

o
X

Were you told why you were going to see them?

o
X

If you got a letter about your appointment was it easy to
understand?

x Q

Were you told what would happen when you went to your hospital
appointment?

x

Were you able to choose what time your appointment was?

Was the appointment time you were given, ok for you?

o
b4

What could make your visits to the hospital better?

22



Quegionnaire (page 3 Appendix 1

How was your appointment?

(v

id you bring your traffic light hospital assessment form?

QL

If yes, were you asked for it?

~

xR

Did hospital staff talk to you as well as your family or
supporter?

M Yes, they spoke directly to me.

l No, they spoke to my supporter instead of to me.

Did they give you time to ask any questions you had?

* &

Did they speak to you in a way you could understand?

x

How could this be made better?

=

23



Questionnaire(page 4

Appendix 1

About your time with the doctor/nurses/hospital staff

Did the doctors and nurses tell you what they were going to
do?

o

X

¢ o p-‘(““es :_“
and |

Did they use pictures to help explain things to you?

X

If they asked questions, did you feel rushed to answer
them?

of
X

What could be made better about when you met with the
doctor or nurse?

How did you feel when you went to the hospital?

[] Happy and relaxed

[_] Worried and stressed

[_] Unhappy and sad

Do you have anything else to tell us?

24




Questionnaire(page 5 Appendix 1

When your appointment finished how did you feel?

Were you told what would happen next?

g
o

Do you have anything else to tell us?

How did you feel about the appointment you had?

@ Very good |:|
@ Good D
© oK ]
® Bad []
® Very bad [ |

25




Agenda(page 3 Appendix 2

AGENDA

10.00 am

Sign in your name and have tea \4‘) v\‘ li/‘ ! )
T~

10.30 am

Welcome from Thomas and
Barbara Marshall

10.35 am

Ice Breaker - A fun way to get
to know each other

26



Agenda(page 2) Appendix2

10.45 am

Talk - what has happened
because of what members said
last time we met.

10.55 am

Talk about what views the
LINk wants to hear today

11 am

Group work - part 1
Talking about Out Patient
Appointments (visit to the
hospital)

11.45 am

Lunch

27



Agenda(page 3 Appendix2

12.30 pm

Group work - part 2
Talking about Out Patient
Appointments (visit to the
hospital)

1.15 pm

We will have a break

and

Evaluation - What did you
think about the event?

1.35 pm

What will happen next?

2 pm

Finish

28



Outcomes from i' Eventage

]

Appendix3

January
1s* Event for Members with a
Learning Disability

PLAN FOR THE DAY

Talk about what has happened
because of what you said in
January.

Talk about what we are doing today
in partnership with the hospital

B B

A game with prizes

&% Group discussions

Lunch at 12pm ﬁ
12:00

(‘% Group discussions

rD Tea break and Evaluation
% \ Talk about what will happen
\ next

You told the LINk
what you thought

of your health and

social care

services

9 l ¥ i
| DayCentre |

And we listened to your ideas
of how services can be made
better.

29




Outcomes from i' Event(page 2

Appendix3

My Health Book

Action Plan

for everyone

This report was sent
- The LINK "
to the people who
wrote your
’ run the health and
ideas for
. . social care services
with a Learning Disability change |n1-°
e i a report R
&Hm
- - More people with a learning
I
| Thie Is et disability have a health check
1 1 happened every year.
| because of
P iiass
J what you told
i 3 o EE—— |
§ us
Next year

Learning Disability
Nurses should be

used more.
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Outcomes from i' Event(page 3 Appendix3
Since January
they've been working Everybody can
very hard and have see how good (@‘
been supporting more they are . ?'_?

people

”
They train people
who work in the
hospitals They have
helped to write
leaflets in
They are working Easy Read
on a lot more wards
X inthe hospital as
N peoplq with LD
The hospital is
putting more
information into
Easy Read Traffic Light
aried forms

2gether Trust with Simon Shorrick's
team do this all the time.
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Outcomes from i' Eventpage 3 Appendix3

32



