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Section A

Introduction

Healthwatch Worcestershire gathers feedback about publicly funded health and
care services and uses this to make recommendations to those who run the
services about how they could be improved from the patient perspective.

We have been gathering feedback from people with Autism Spectrum Conditions
and their carers about their experiences of accessing healthcare services,
information, support and diagnosis. We have also been looking at the current
levels of awareness and understanding of Autism Spectrum Conditions within
health services in Worcestershire and ways in which services are currently
supporting and making adjustments for those on the Autism Spectrum.

I. Autism Spectrum Conditions

Autism is a lifelong developmental condition, which affects the way people
perceive the world and interact with others. In particular:

- Social communication - difficulties interpreting verbal and non-verbal language

- Social interaction - difficulties recognising and understanding others’ emotions
and intentions and expressing their own emotions

- Thinking in a flexible way - preferring routine, predictability and specific
interests

- Experience over or under sensitivity to sound, touch, smell, taste, light,
temperature or pain

- High levels of anxiety

Although Autism was first identified by Leo Kanner in 1943 and Asperger Syndrome
by Hans Asperger in 1944, it was not until the 1990’s that Lorna Wing and Judith
Gould developed a more formal diagnostic criteria. There has therefore been an
increased awareness, identification and diagnosis of Autism over the last 20 years.

Autism Spectrum Conditions includes Autism, Asperger Syndrome, Pathological
Demand Avoidance and other names that have been previously been given as a
diagnosis. It is now recognised that even though people may be affected in
different ways and have a variety of different intellectual abilities, they all share
common difficulties.



Due to the increase in understanding, we now know that approximately 1 in 100
people have an Autism Spectrum Condition. Between 44% to 52% of people with an
Autism Spectrum Condition have a learning disability and many people with Autism
experience mental health difficulties.

Information from National Autistic Society website - www.autism.org.uk

Il. Worcestershire - a local context

In 2015 Worcestershire’s All Age Autism Strategy was approved by the Health and
Wellbeing Board. The strategy sets out the objectives and outcomes for Autism
services and support in Worcestershire in line with the national Adult Autism
Strategy 2015 and the requirements set out in national guidance: Fulfilling and
Rewarding Lives 2010.

The Strategy identified eight key priorities and an action plan for each of these.
1. Pathway for diagnosis and support
2. Awareness raising and training
3. Securing successful and seamless transitions
4. Improving access to education, training and employment
5

. Independent living - improving access to universal, health, social care and
housing services

6. Local planning - partnership working and data collection
7. Listening to children, young people and adults and their carers

8. Supporting community based organisations and groups

The strategy was developed with and is monitored by the Autism Strategic
Partnership Board, which was set up and supported by Worcestershire County
Council. This is made up of adults with Autism Spectrum Conditions, family carers,
key professionals in Health and Social Care and Voluntary Sector representatives.

Annual updates about the progress of the All Age Autism Strategy are given to
Worcestershire’s Health and Wellbeing Board. The next update is due to be made
in May 2018.



http://www.autism.org.uk/

Demand and waiting times for diagnosis pathway

The Umbrella Pathway is the Worcestershire pathway for assessment of children
for Autism Spectrum Conditions. This involves assessments from two or more
professionals including: Community Paediatrician, Speech and Language Therapist,
Clinical Psychologist, Occupational Psychologist, Specialist Teacher for Autism,
Educational Psychologist. Following the assessments and completion of reports, a
decision is made by a panel about whether the individual meets the criteria for a
diagnosis. There has been a dramatic increase in referrals to the Umbrella Pathway
since 2010, meaning that of those who completed the Umbrella Pathway in
November and December 2017, the average time on the pathway was over a year
(327 days).

- Information taken from Assessment of children and young people who may have Autism -
Report to Overview and Scrutiny Performance Board, February 2018

The Family Psychologist service is currently commissioned to deliver the adult
diagnosis pathway in Worcestershire. In addition to diagnosis assessment, they
provide six follow up one-to-one sessions with the individual. There has also been
an increase in adults seeking a diagnosis and in March 2017 the average waiting
time to the point of diagnosis was 41 months. One off additional funding and a
temporary hold on new referrals was implemented to help to progress those still
waiting for diagnosis. An approximate waiting time for diagnosis is predicted to be
11 months over the coming year.

- Information from All Age Autism Strategy for Worcestershire: Action Plan Update 2017

lll. Why this issue?

Work on Autism Spectrum Conditions was chosen as one of Healthwatch
Worcestershire’s business priorities following feedback received through our
previous engagement and surveys and from members of our Reference and
Engagement Group, who represent and support people with an Autism Spectrum
Condition and their families. Concerns had been raised with us about: waiting
times for diagnosis for children and adults, lack of awareness and understanding of
Autism within health services and difficulties in accessing appropriate information
and support.

When we asked members of the public and representatives of local patient, service
user and carer groups who attended Healthwatch Worcestershire Annual
Conference in June 2016 what they wanted us to choose as a Business Priority,
work around Autism Spectrum Conditions received the highest humber of votes.




IV. Our work

Healthwatch Worcestershire carried out work to gather feedback and experiences
from people with Autism Spectrum Conditions and their Carers, to identify progress
made and further action needed in implementing the All Age Autism Strategy.

In particular we have focussed on the following elements of the priorities set out
within the Strategy -

e Priority 1: We will have a clear pathway for diagnosis and support for
children, young people and adults with Autism Spectrum Conditions.

e Priority 2: We will identify gaps in knowledge and understanding and make
sure that all organisations can access high quality awareness raising and
training.

e Priority 5: We will make sure that children, young people and adults with
autism spectrum conditions have access to universal and health and social
care services.

e Priority 8: We will promote the use of support groups in local communities
and ensure they can access information about local services that are
available.

Over the last 18 months we have undertaken a variety of work including:
Gathering feedback from people with Autism Spectrum Conditions:

e 34 people completed our survey

e 15 young people completed Easy Read surveys

e 29 people took part in group and individuals discussions as part of our
engagement

Gathering feedback from Carers of people with Autism Spectrum Condition:

e 101 Carers completed our survey
e 40 Carers took part in group and individual discussions as part of our
engagement

We have worked with and visited a number of organisations and groups to inform,
guide and promote the work we have been doing and enable us to carry out
engagement, including: ASPIE, National Autistic Society Companions Group,
Bromsgrove Autism Parent Support Group, Your Ideas, Autism West Midlands, Sky
Malvern Support Group, Bromsgrove District Housing Trust Autism Youth Group,
Blossom Vale additional needs parent support group, Parents Voice, Worcestershire
Parent Carer Forum, Aid for Asperger, SpeakEasy N.O.W. and Fortis Living.




Requesting feedback from Health services

We requested feedback about the levels of awareness and training of Autism
Spectrum Conditions amongst staff and any adjustments they make to support
patients with Autism Spectrum Conditions from:

e GP Practices across Worcestershire
Worcestershire Health and Care Trust
Worcestershire Acute Trust

Care UK

West Midlands Ambulance Service

Parent feedback on Umbrella Pathway

Providing parent and carer feedback to inform work being done by commissioners
and Worcestershire Health and Care Trust to develop information about the
Umbrella Pathway.

This included collating and reporting feedback about experiences of the Umbrella
Pathway gathered through HWW engagement and Parent and Carer Survey 2016;

helping to organise and facilitate a Parent Feedback Session and gathering further
parent feedback on revised leaflets and information about the Umbrella Pathway.

- Feedback and action plans relating to this work can be found on our website.

We have also been participating in meetings of the Autism Strategic Partnership
Board.



We gathered feedback from people with Autism Spectrum Conditions about their
experiences of going to the doctors, going to the hospital, finding useful
information, getting the right support and getting a diagnosis.

e 34 completed our survey

e 15 children and young people completed our Easy Read survey

e 29 took part in group and individual discussions as part of our engagement

34 people with Autism Spectrum Conditions completed our survey - 22 completed

paper copies and 12 completed this online.

Gender of respondents:

Female
37%

Male
63%

Age of respondents:

80%
70%
60%
50%
40%
30%
20%
10%
” [ ]

13to 18 19to 24 25to 50

51to 64

Over 65



Where respondents live:

35%
30%
25%
20%

15%
10%
m B B
0%

Worcester Woyre Forest  Redditch Wychavon Bromsgrove Malvern Hills
City

Going to the Doctors

1.1. How easy do you find it to make an appointment at the Doctors?

Very Difficult, 8,
24%

Very Easy, 5,
15%

Fairly Easy, 8,
24%

Not Easy, 12,
37%
Additional Comments

The most common explanation for why people found it difficult to make an
appointment were due to anxiety or difficulties using the telephone

‘l hate using the phone, | avoid it. | get tongue tied asking for an
appointment and explaining why. | am not assertive enough / skilled to get
what | require’

‘cannot always have an appointment with my trusted doctor. | feel the
receptionist don’t understand my needs well and don’t know another way to
make appointments’

1.2. What would make it easier to make an appointment?
- Booking appointments online (18 people)

- ‘My notes saying | have Autism so the receptionist can see this when booking an
appointment’ (15 people)



1.3. How easy do you find waiting to see a Doctor or Nurse?

Very Difficult, 5, very Easy, 1, 3%
15%

Fairly Easy, 17,
Not Easy, 11, 50%

32%

Additional Comments

14 people commented that waiting made them feel anxious due to: the length of
time they had to wait, being in a crowded environment, noise or not knowing when
it is their turn.

1.4. What would make waiting easier?

20
15

10

Quiet place to wait Appointment at a quiet Something to read or do
time of day while you wait

1.5. How easy do you find it to explain to the Doctor or Nurse about the reason
for your visit?

Very Easy, 4,

Very Difficult, 8,
ery Difficu 12%

24%

Fairly Easy, 7,
21%

Not Easy, 14,
43%
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Additional Comments

11 people told us this was due to difficulties with communication, especially
knowing what to say. Three of these comments said that they felt the Doctor was
not listening or was rushing them and this impacted on their ability to explain what
was wrong. Others said that anxiety made it difficult to explain.

‘l can never think of the right words to say’

‘l don’t find communicating with anyone easy, but Doctors are always in a rush and
this flusters me’

1.6. What would make it easier to explain things to the Doctor or Nurse?

25
20
15

10

w

Longer appointments Having support Pictures or visual aids

Other suggestions included being able to see the same Doctor and the Doctor
having an understanding of Autism Spectrum Conditions.

1.7. How easy do you find it to understand what they tell you about treatment,
medication or follow on care?

Very Difficult, 3, Very Easy, 5,
9% 15%

Not Easy, 13,
38%

Fairly Easy, 13,
38%

11



Additional Comments

Nine people said that they found it difficult due to the Doctor using words they did
not understand, complex language or speaking too quickly.

1.8. What would help you to understand what they are telling you?

A longer appointment

Someone to support me
Clearer language

Written information |

Easy Read information

25

o
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1.9. Additional comments about going to the Doctors

The majority of the additional comments expressed a need for a better
understanding of Autism Spectrum Conditions. Including comments specifically
about the need for understanding of sensory issues, for example bright lights,
noises and crowds.

‘the information screen when it dings. It makes me anxious as it goes off every
couple of seconds’

Other comments made related to: the receptionists having a better understanding
of how to communicate with people with an Autism Spectrum Condition; having
clearer information; having shorter waiting times; having Autism only clinics; the
practice knowing that they have Autism and the lack of services available for
people with Autism Spectrum Conditions.

12



Going to the Hospital

1.10. How easy would you find it to remember an appointment at the hospital?

Very Difficult, 2, Very Easy, 3,
6% 10%

Not Easy, 12,
39%
Fairly Easy, 14,
45%

Additional Comments

The main reasons given about why it was difficult to remember appointments were
about being forgetful or finding it difficult to remember things.

1.11. What would help you to remember an appointment?

Text message reminder My notes saying | have Reminder by post
Autism *

*So that they can see this when they send a reminder

1.12. How easy would it be for you to prepare and get to an appointment at the
hospital?

Very Difficult, 2, Very Easy, 3, 10%
6%

Not Easy, 12,
39%
Fairly Easy, 14,
45%

13



Additional Comments

People said that they found this difficult due to difficulties with journey planning
and time keeping or anxiety.

‘struggle planning journey and what to prepare’
‘nerves - fear of the unknown’

‘| get way too nervous and then the anxiety kicks in’

1.13. What would help you prepare for and get to an appointment at the
hospital?

Written information about what the
appointment is for and what will happen

Leaflet with map of the hospital and photos

Easy Read information about the
appointment

Online map with photos / mobile phone app

I
My notes saying | have Autism [N

|

I

I

Easy Read information about the hospital
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1.14. How easy do you find waiting for your appointment at the hospital?

- Very Easy, 2, 8%
Very Difficult, 7,

27%

Fairly Easy, 10,
38%

Not Easy, 7, 27%

14



Additional Comments

Reasons given for finding it difficult to wait for an appointment included: hospitals
being busy and crowded, they do not like waiting and that they would feel anxious.

1.15. What would make waiting easier?

20
15
10

5

0

Appointment at a quieter A quiet place to wait ~ Something to read or do
time of day while you wait

1.16. How easy do you find it to explain to the Doctor or Nurse about the
reason for your visit?

Very Difficult, Very Easy, 3,
5, 16% 10%

Fairly Easy, 8,
26%

Not Easy, 15,
48%

Additional Comments

The main reasons given were difficulties knowing what to say or explaining
themselves. Other reasons were: feeling rushed or under pressure, not knowing the
person and sensory issues relating to the environment.

‘hard to filter the detail and say in a nutshell why | am there’

‘you might not know what the clinician wants to know, exactly, and you would
need specific questions and prompts, no use of jokes / humour, ambiguous
language, subtleties in context.’

‘They don’t understand what it’s like with the bright lights, noises’

15



1.17. What would help you explain things to a Doctor or Nurse?

20

15
10
0 .

A longer appointment Someone to support me Pictures or visual aids

]

1.18. How easy do you find it to understand what they tell you about
treatment, medication or follow on care?

Very Difficult, 2, Very Easy, 3,
6% 10%

Not Easy, 12,
39%

Fairly Easy, 14,
45%

Additional Comments

Reasons given for not understanding included: the information is too difficult to
understand, difficulty with remembering and being anxious.

1.19. What would help you to understand what they are telling you?

A longer appointment

Someone to support me

Clearer language

|

Written information | —
|
e

Easy Read information

16



1.20. Additional comments about going to the hospital

Additional comments were made about difficulties relating to the environment,
waiting times, anxiety and the need for increased awareness and understanding of
Autism.

‘All doctors need to understand more about my condition and that | am not
naughty or argumentative for fun. | just like to be at home where | am safe.’

Information about support and services

1.21. Do you feel you have enough information about support and other
services and groups available for people with an Autism Spectrum Condition?

Unsure, 3, 10%
Yes, 7,22%

No, 21, 68%

1.22. What has been the most valuable?

Eight people told us that attending a support group or social group had been
valuable.

Three people said that they had received information from the Psychologist when
they received their diagnosis. One person mentioned a Facebook closed support
group.

1.23. What other information would you find useful?

Four people said they would like information about the support that is available.
One of these mentioned that generally this kind of information is aimed at parents
or carers of people with ASC rather than the individual themselves.

One person said that they would like information to support their partner and
family and coping strategies for being a parent with Autism.

Other suggestions were having more groups available, leaflets and up to date
information available on line.

17



1.24. Which of these would you find / have you found the most useful ways to
access information about support and other services for people with an Autism
Spectrum Condition?

Website - specific section on local health
service website

Information App for phone / tablet
Leaflets at health and community settings
Social Media e.g. Facebook / Twitter page

Local telephone contact number

Leaflets in schools and colleges

Drop in information sessions |

o
N
N
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Support for people with Autism Spectrum Conditions

1.25. Overall, do you feel you receive the support that you need related to
your Autism Spectrum Condition?

Yes, 7, 23%

Unsure, 9, 29%

No, 15, 48%

18



1.26. What support has been the most valuable?

Six people said that having Doctors or health professionals who understood had
been the most helpful support.

Four people said that their family or friends had been most valuable.

Three people made comments about the fact that they had not received support or
support had not been helpful.

Other support that was mentioned included: social or group support and one to one
support and in one case from a mentor at university. One person felt that receiving
the diagnosis itself had been the most valuable.

1.27. What other support would you find useful?

Local Autism support group

One-to-one support with day-to-day tasks at
home

Online support group

One-to-one support with attending
appointments e.g. Doctors

Drop in sessions for support and advice _

0 2 4 6 8 10 12 14 16 18

Someone also suggested that they would find it helpful to have support for parents
who themselves have Autism.

Diagnosis

1.28 Experiences of diagnosis

Ten of the people who completed the survey had received a diagnosis within the
last three years. They reported mixed experiences of the process. Some saying
that this had been quick and they had received information about the process.
While others reported a long wait for a diagnosis and did not feel they received
support during this time. Some had paid to gain a diagnosis privately due to the
waiting times for a diagnosis. Four had received a diagnosis via the Family
Psychologist Service. A few were unsure who had provided their diagnosis.

19



Additional Feedback

Twelve people made additional comments about how services can be improved for
people with Autism Spectrum Conditions.

Five of these were relating to the need for increased services and support:

‘We know what support we need to enable us to live more fulfilled lives and allow
us to function better, but we seem to always be fighting for it and never getting
anywhere’

‘everyone waits too long for a diagnosis and then there are only limited support
services available.’

Additional comments were also made about the need for increased awareness and
understanding:

‘| think everyone needs to understand more including Doctors, nurses, schools and
shops, they can help spread the knowledge’

Other comments included: the need for adjustments to be made to enable easier
access to health services and wanting to meet people with Autism Spectrum
Conditions who work to share experiences.

20



We gathered feedback from children and young people with Autism Spectrum
Conditions who attend groups run by Your Ideas, Autism West Midlands and Sky
Malvern Support group. 15 children and young people, between the ages of 12 and
24, completed the Easy Read version of our survey.

2.1 Going to the Doctors

Most of the children and young people told us that they found waiting at the
Doctors difficult, because it can take a long time and they don’t like waiting. They
also said that they can find it difficult to explain what is wrong and understand the
Doctor.

‘| find it quite stressful in the waiting room’

‘| get a bit anxious trying to explain what is wrong’

What would make it easier?

If they explain things in an easy way

A quiet place to wait

|
|
Something to do while you wait I
My notes saying | have Autism
Appointment at a quiet time of day NG
Someone to support me I
A longer appointment Il
.

Easy Read information

0 2 4 6 8 10 12

2.2 Going to the Hospital

Most of the children and young people said that they would feel anxious before an
appointment at the hospital. Many also said they would find it difficult to get to
the hospital and find the right department without support and that waiting would
make them anxious.

‘I would be scared’

‘If I was on my own | would not cope’

21



What would make it easier?

My notes saying | have Autism

Easy Read information about what will...
If they explain things in an easy way
Something to do while | wait
Map and pictures of the hospital before | go
Someone to support me

Appointment at a quieter time of day

A longer appointment

o
N
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(o)}
00
=
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2.3 Support

A number of children and young people said they had found going to a group for
people with Autism helpful. Some also said they had had support at school, support
to help with communication and support to find a job which was helpful.
Responses to what other support would be helpful included support at school and
employers who understand Autism.

29 people with Autism Spectrum Conditions took part in engagement through group
and individual discussions at ASPIE, NAS Companions Group and Bromsgrove District
Housing Trust youth group.

The majority of the feedback given by groups and individuals we spoke to
reiterated the feedback given in the surveys, about difficulties faced when going
to the Doctors and the Hospital. Many of those who took part in group discussions
felt that awareness of Autism was very important and that training for health
professionals should include meeting and talking with people with Autism Spectrum
Conditions.

Many of those who took part in group discussions told us how they valued attending
the group, as an opportunity to go somewhere where they felt understood and to
meet others with similar experiences.

Concerns were raised during group discussions about current waiting times for
adult diagnosis, the experiences of those who had not received a diagnosis when
they were younger and how this had impacted on their mental health, at work and
in relationships. There were also examples given within the group of difficulties
accessing mental health support and lack of understanding of Autism Spectrum
Conditions amongst mental health services.

N
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Section C -
Feedback from Carers of people with Autism Spectrum Conditions

We gathered feedback from parents and carers of people with Autism Spectrum
Conditions about going to the Doctors, going to the Hospital, finding useful
information, getting support for the person they care for and themselves and about
the process of getting a diagnosis.

e 101 Carers completed our survey

e 40 Carers took part in group and individual discussions as part of our
engagement.

4, Survey for Carers of people with Autism Spectrum Conditions

101 carers of people with Autism Spectrum Conditions completed our survey - 31
completed paper copies and 70 completed this online.

The majority (94%) of the carers were female and age between 25 and 50 (71%).
Gender of the person they care for:

Female
32%

Male
68%

Age of the person they care for:

40

30

20

10 .
0

Under 8 9to 12 13to 18 19to 24 25to 50 Over 50

Where respondents live:

40
30
20

P B N
0

Worcester City Wyre Forest Redditch Wychavon Bromsgrove Malvern Hills

23




Going to the Doctors

4.1. How easy do you find it to make an appointment at the Doctors for the
person you care for?

Very difficult

Very eas
11% Y y

24%

Not easy
31%

Fairly easy
34%

Additional Comments

The reasons given for how easy people found it to book an appointment for the
person they care for varied greatly. Many of the comments, both positive and
negative, related to the availability of appointments and how easy they found it to
use the particular system for booking appointments, such as use of a triage system.
Particular issues raised included the ability to book appointments with a named GP
and arranging appointments to enable the carer to provide support.

‘| wish it was possible to make appointments in advance, rather than having to ring
on the day for a phone call - it has to be made at a time when we are together, as
he struggles to speak on the phone’

‘l am trying to get consistency and a relationship between our child and the GP,
this is impossible to implement’

4.2. What would make it easier to make an appointment?

81% of carers said that they thought that it would be helpful to have something in
their notes to say they have Autism, so that the receptionist can see this when
making the appointment and make appropriate adjustments.

Some carers also commented that it is important for receptionists to have an
understanding of Autism, so they can identify the need for flexibility with the
booking system. For example, where possible: booking appointments in advance,
having appointments with a named GP and arranging appointments when carer is
able to provide support.

24



4.3. How easy does the person you care for find waiting to see a Doctor or
Nurse?

Very easy
2%

Very difficult Fairly easy
31% ’. 27%
Not easy
40%

Additional Comments

Most carers told that the person they cared for found this difficult because they
found waiting and / or sitting still very difficult. Sensory issues were also
mentioned, such as the crowded and noisy environment. Other issues raised were
related to the person’s fears about hygiene or infection when sitting with others
who are ill and the need for them to have something to fiddle with or do while
they wait.

‘People on the autistic spectrum crave routine and predictability. They are also
highly anxious at all times. If they are told an appointment is at a certain time
they cannot understand why they are not seen at that appointed time.’

4.4. What would make waiting easier?

60%
50%
40%
30%
20%
10%

0%

Having a quiet place to wait Appointment at a quiet time Something to read or do
of day while you wait

Additional comments suggested in addition to appointments running to time, that
it would be helpful if they could be notified and / or updated about waiting times
as this would help them to manage expectations and explain to the person the care
for.

Suggestions about things to do while waiting included having something to fiddle
with or interactive screens. Many carers said that they would bring an activity with
them such as electronic games device or music with headphones.

25



4.5. How easy do they find it to explain to the Doctor or Nurse about the
reason for their visit?

Very easy Fairly easy
0% 12%

Very difficult
49%

Not easy
39%

Additional Comments

Carers told us that this was due to difficulties in communication and explaining
themselves, in some cases because they were non-verbal. Some said that this was
also due to anxiety.

‘He cannot easily express what his symptoms are, and would say something like ‘I
am not well’, but will have to be asked specifically to explain why, and he can’t
always say if there is a pain, irritation, headache etc.’

‘If you have a person with order processing problems, understanding and then
trying to answer the question can be very stressful.’

4.6. What would make it easier to explain things to the Doctor or Nurse?

80%
70%
60%
50%
40%
30%
20%
10%

0%

Someone to supportthem  Longer appointment time  Pictures / visual aids to help
explain

Additional comments suggested that some carers thought that being able to see
the same Doctor or the Doctor taking time to make the person feel at ease, for
example by asking about a special interest, would be helpful. Carers also said that
the Doctor having an understanding of Autism is important.

26



4.7. How easy do they find it to understand what they are told about
treatment, medication or follow on care?

Very easy
Very difficult 4%

28%

Fairly easy
29%

Not easy
39%

Additional Comments

Carers told us that this was mainly due to a difficulty understanding and processing
verbal communication. They also said that the use of jargon made it more difficult
and that communication needed to be simple and where possible written down.
Some carers also told us that they would find it difficult to remember what they
had been told or have a poor attention span to listen to the information being
given.

‘The doctor, nurse and receptionist always use their own jargon. They often give
too many instructions to follow, and they are given too quickly.’

‘Instructions need to be specific and broken down into manageable tasks. It takes
longer for information to be processed.’

4.8. What would help them to understand what they are being told?

80%
70%
60%
50%
40%
30%
20%
10%
0%
Someone to Use of clearer Longer Easy Read Written
support them language appointment information information

Other suggestions included use of pictures and symbols and being able to see a
Doctor that they know. Further comments about the language included not using
figurative language and being aware that people with Autism prefer more clear
and precise information as uncertainty and ‘grey areas’ can cause anxiety.

27



4.9. Additional comments about going to the Doctors

The majority of additional comments made related to the importance of training
and awareness of Autism Spectrum Conditions for GP practice staff, including
medical staff and receptionists. Many suggested that it would be helpful to have a
specialist or lead GP in each practice.

‘Why not have a GP at each practice that has a passion for the Spectrum and is the
go to person.’

A number of carers also gave positive feedback about their GP practice.

‘We feel extremely fortunate that our surgery provides an excellent service: this
includes both the reception team and the medical team.’

Going to the Hospital

4.10. How easy would the person you care for find it to prepare for an
appointment at the hospital?

Very easy | Fairly easy

1% 15%
Very difficult
31%

Not easy
53%

Additional Comments

Carers told us this would be difficult due to anxiety and not knowing what to
expect.

‘Anxiety goes through the roof’
‘Not being sure what is going to happen or going to an unusual place is distressing.’

‘Appointments always cause anxiety; we always discuss at length what the
appointment might entail so there are no surprises. A picture of a waiting room etc
would be helpful for people with Autism too.’
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4.11. What would help them to prepare for an appointment?

100%
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0%

Notes saying that Written Leaflet with map Easy Read Easy Read
they have information  and photos of the  information information
Autsim* about the hospital about the about the
appointment appointment hospital

*So that this can be taken into account when sending information and making adjustments
for the appointment

Some carers also told us that they would use pictures or symbols to help them
prepare for an appointment. One carer told us that a film about someone else
having the same operation had been very helpful.

4.12. How easy would the person you care for find waiting for an appointment
at the hospital?

Very easy || Fairly easy
2% 15%

Very difficult
35%

Not easy
48%

Additional Comments

Carers told us that this would be difficult due to difficulties waiting, especially if

the appointment is delayed or it is unclear how long they may have to wait. Many
also said that being in a crowded waiting room would be difficult due to noise and
sensory overload and being in an unfamiliar environment.

‘Waiting especially in a crowded and noisy place for a long time is extremely
stressful.’

‘Noise, lighting, general sensory overload. Strange environment. New people.
Unknown doctor.’

29



4.13. What would make waiting easier?

80%
60%
40%
20%

0%

A quiet place to wait Appointment at a quieter  Something to read or do
time of day while they wait

Some carers also told us that being given information about how long they may
have to wait when they arrive would be helpful. Suggestions for activities for
people to do while they wait included having fiddle toys and a sensory room or
space.

4.14. How easy does the person you care for find it to explain things to the
Doctor of Nurse?

Very easy Fairly easy
0% 17%

Very difficult
45%

Not easy
38%

Additional Comments

The main reasons given by carers were communication difficulties and not being
able to explain themselves. Others said that anxiety would be an issue and a lack
of understanding about how much information and what information they should
be giving to the Doctor.

‘Cannot find the words to explain themselves clearly.’

‘Not sure how to prioritise information, or how much detail is necessary to give
initially and how much can wait for the doctor / nurse’s questions.’
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4.15. What would help them to explain things to a Doctor or Nurse?

90%
80%
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60%
50%
40%
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0%

Someone to support them Having a longer Pictures / visual aids
appointment

Some carers said that the Doctor having an understanding of Autism and being
patient would help. Other carers suggested understanding why as an adult
someone may still want support at an appointment. A couple of carers mentioned
that the person they cared for found it helpful to make some notes beforehand to
help them to remember what to say at the appointment.

4.16. How easy would they find it to understand what they are told about
treatment, medication or follow on care?

Very easy

2%
Very difficult ’ o Fairly easy

29% 25%

Not easy
44%

Additional Comments

Carers told us this was because they would find it difficult to understand the
information and would need simple explanations, extra time, visual aids or written
information.

‘A lot to take in in a pressured situation. Won’t ask the questions he needs until
we are alone later.’

‘May not say anything at the time and doctors will assume they have understood.’
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4.17. What would help them to understand what they are being told?
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Somone to Using clear Having a longer Easy Read Written
support them language appointment information information

A number of carers told us that the use of pictures and symbols would help as well
as precise language.

‘No metaphors!!! Very precise and full description with clearly defined time scale.’

4.18. Additional comments about going to the hospital

The majority of additional comments related to the need for staff to have an
awareness and understanding of Autism Spectrum Conditions.

Other comments related to issues previously covered, such as the use of visual
prompts and pictures, quieter areas to wait, understanding of anxiety and a
flagging system to identify patients with Autism Spectrum Conditions. Another
issue mentioned by a few carers, was anxiety caused by parking difficulties.

‘People not making quick judgements based on appearances.’

‘It would help if all hospital staff were trained in Autism awareness and for staff to
remember that people on the autistic spectrum are wired differently, think
differently and learn differently.’

‘Provide visual guides and explanations about procedures and visits. Also make
sure that there is a bank of resources to keep children entertained to take their
mind off the visit and alleviate anxiety.’
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Information about support and services

4.19. Do you feel you have enough information about support and other
services and groups available for people with an Autism Spectrum Condition
and their carers?

Unsure Yes
13% 11%

No
76%

4.20. What has been the most valuable?

27 carers told us that support or social groups had been the most valuable
information. Groups that were specifically mentioned were - Aspie, Autism West
Midlands, Your Ideas, Rainbow Autism, Sky, What Makes You Different Makes You
Beautiful and Little Stars.

Other responses given by more than one carer included - Paediatrician, online /
Facebook group, information about social activities, school, and other parents.

Other responses were - family, friends, self-advocacy group, Portage service,
diagnosis and Child and Adolescent Mental Health Service (CAMHS).

12 carers made negative comments in response to this question, stating that they
had not received any information, that there is not much information available or
that they had not received any useful information.

4.21. What other information would you find useful?

The highest response was information about support available. 30 carers said that
they would like information about support including: support groups for people
with Autism Spectrum Conditions, family and siblings, and support via helpline,
specialist website or a dedicated Facebook page.

Other responses given by more than one carer included: information about
specialists, especially in relation to mental health and available therapies;
employment support; information about social events and activities to do in the
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holidays and at weekends; a single point of contact for local information and
relevant books and DVDs.

Other responses included information about sensory issues, overcoming social
barriers, playgroups and general understanding of Autism.

‘An informed single point of contact who could provide a reliable up-to-date list of
services and activities explaining what they do, where they do it, who they do it
for and how to contact them, preferably accompanied by Easy Read information.’

4.22. Which of these would you find / have you found the most useful ways to
access information about support and other services for people with an Autism
Spectrum Condition?

Website - specific section of local health
service website

Social Media - e.g. specific Facebook or
Twitter page

Drop in information sessions

Leaflets in health and community settings

Leaflets in schools and colleges

App for phone or tablet

Local telephone contact number

0% 10% 20% 30% 40% 50% 60% 70%
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Support for people with Autism Spectrum Conditions and their carers

4.23. Overall, do you feel the person you care for receives the support that
they need related to their Autism Spectrum Condition?

Unsure Yes
14% 17%

No
69%

4.24. What support has been the most valuable?

15 carers told us that support at school, by teachers or from the School SENCO had
been the most valuable.

13 carers said that support from a support group, social group or charity had been
most valuable, including: Aspie, Autism West Midlands, Your Ideas, Worcestershire
Parent and Carer Community and What Makes You Different Makes You Beautiful.
Carers told us that in addition to providing them with opportunities to socialise and
gain peer support, this had helped them to develop their understanding of Autism.

Other responses given by more than one carer were - CAMHS, receiving direct
payments for respite care, Paediatrician, GP, receiving early support when child at
nursery and having a support worker.

Other responses given were: help getting work; private speech and language
therapy; Portage service; Snoezelen; the Family Psychologist Service; support from
Mentor Link; Autism and Me workshop for children by Autism West Midlands; and
information sessions for parents previously run at Perdiswell by professionals giving
understanding of Autism and suggestions for support.

12 of the responses to this question stated that either: they had not received any
support; that any support received had not been appropriate as not Autism
specific; or that support that had previously been available was not any more,
either due to funding or transition to adult services.
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4.25. What other support would they find useful?
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Support Group for information support to attend support at home group
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e.g. Doctors

Other main areas carers felt that support was needed were -
- Support at school and planning for future education and training

- Life skills, developing independence and dealing with issues such as mental
health and emotional wellbeing.

- Developing social skills and accessing social opportunities
- Employment
Other types of support included mentoring and a buddy system.

Further comments about Autism support groups included having groups that are
more local, groups specific to Asperger Syndrome and groups for girls.

4.26 As a Carer, do you feel you receive the support you need?

Unsure Yes
14% 8%

78%
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4.27 What support has been most valuable?

The most popular responses were support groups and clubs, other support received
through voluntary organisations and talking to other parents, including on line such
as Facebook.

Support from teachers was also valued by a number of carers, as well as support
received from other professionals including: CAMHS, Adult Social Care Carer’s
Assessment, Paediatrician, GP, Family Support Worker, Social Worker and
Worcestershire Association of Carers.

4.28 What other support would you find useful?

The majority of responses from carers said that they would find it useful to have
access to family support, information and guidance via organised parent / carer
groups or drop in sessions.

Many carers said that having access to mental health support and social care for
the person they care for would be the most useful support for them.

Other support that carers would find useful were -

- Advice on transition, adult services and employment

- Advice on supporting with day-to-day tasks and life skills

- Support worker to help child access activities outside of school

- Updates from professionals involved, such as school / advocacy support

A few of the carers told us that they would benefit from one-to-one emotional
support or mental health support. Some also said that support that enabled them
time to themselves or to manage better financially would also be helpful.

Diagnosis

30 carers told us that the person they care for had received a diagnosis in the last
3 years.

e 21 children had received a diagnosis via the Umbrella Pathway
e 7 adults had received a diagnosis from the Family Psychologist Service

2 had paid to have a diagnosis privately due to waiting times
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4.29 Umbrella Pathway
Satisfaction with time taken for diagnosis -

The majority of the carers rated the time taken as either poor or very poor. Many
commented that the process as a whole, including referral to the pathway had
taken many years and some felt there was a reluctance to refer to the pathway in
the first place. A few commented that they had been forgotten during the process
or had to chase up progress made.

Information and support to understand diagnosis -

Three carers rated this as good and five as ok. The remaining 12 rated it as poor or
very poor. The majority of additional comments stated that they had not received
any information, while a few said they had been given a leaflet or a letter.

4.30 Family Psychologist Service

Feedback about the waiting time for a diagnosis was mainly rated as poor or very
poor. Information and support to understand diagnosis was generally rated as good
or ok. Comments showed that the one-to-one sessions following diagnosis were
valued, although some felt that the number of sessions was too limited and that
further sessions would be useful.

Additional Feedback

4.31 Do you have any other feedback about health and care services for people
with Autism Spectrum Conditions and their Carers?

15 carers made additional comments about the lack availability of support, need
for additional services, lack of funding for services or the need for better planning
and joint working between services.

10 carers raised concerns about mental health services. This included the lack of
mental health support available, the lack of understanding within mental health
services of Autism and people with Autism Spectrum Conditions being excluded
from receiving mental health support, by CAMHS in particular. Some also
commented about the need for mental health support for parents and carers, due
to the difficulties supporting someone with Autism Spectrum Conditions
experiencing mental health difficulties.

Other issues raised included the need for: a greater understanding of Autism
Spectrum Conditions, both generally and within services; better access to
information and advice; quicker diagnosis and support for parents.
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5. Engagement and other feedback from Carers

40 Carers took part in group and one-to-one discussions as part of our engagement,
which included visiting a number of support groups.

Feedback at these groups reflected feedback given via the survey about difficulties
people with Autism Spectrum Conditions experience when going to the Doctors and
the Hospital; and accessing information and support.

Issues that were specifically raised as concerns by parents and carers of children
with Autism Spectrum Conditions were: difficulties and delays with diagnosis
process; accessing appropriate support at school and getting the school to
recognise the needs of children with Autism; accessing emotional wellbeing and
mental health support for their children.

Issues that were specifically raised by parents and carers of adults with Autism
Spectrum Conditions were: concerns about their lack of employment and / or
social activity and the impact of this on t