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1. Executive Summary
1.1 Purpose of the Report
This quality check was commissioned by West
Sussex County Council (“WSCC”) under their
Autism Framework and Plan: 2012-2015. Its
purpose is to monitor the appropriateness of
the Mental Health Services (“MHS”) being
offered to people with Asperger’s Syndrome
(“AS”) and Higher Functioning Autism (“HFA”)
in West Sussex (Council, Smith, & Glover, 2013,
p. 9). Impact Initiatives have worked in
conjunction with members of Asperger’s Voice
Self-Advocacy Group and the West Sussex
Asperger’s Awareness Group, so that the
following criteria could be investigated:
1. The views of Autistic Users;
2. The views of the Carers of Autistic
Users;
3. The views of the Sussex Partnership
NHS Foundation Trust ("SPT"); and
4. The views of Time to Talk (Sussex
Community NHS Trust)

1.2 What We Did
In order to get the views of the concerned
parties we adopted a two-pronged approach.
The first was to send out three SurveyMonkey
questionnaires: one for the Users with an ASC;
one for the Carers of Users with an ASC; and
one for the Mental Health Professionals. The
second was to set-up interviews so that we
could compile case studies for each group.

1.3 The Key Points of Our
Findings
Listed below are the key points from our
SurveyMonkey questionnaires.
1.3.1 Key Users Findings
 40% (n=19) of respondents had used
MHS in the last two years.








67% (n=18) of respondents had
accessed services for anxiety, and 56%
(n=15)
accessed
services
for
depression.
70% (n=32) of respondents had
received an ASC diagnosis. More than
half of those had received their
diagnosis since 2008.
21% (n=10) already had a diagnosis of
an ASC when they accessed MHS.
17% (n=8) felt that MHS staff
understood their needs relating to
having an ASC condition.
Only 23% (n=11) were satisfied with
the support they received from MHS.

1.3.2 Key Carers Findings
 79% (n=15) of the Carers’ Dependents
have used MHS at the SPT:
o 58% (n=11) CMHT; and
o 21% (n=4) Acute MHS.
 None of the dependents had used
Time to Talk Services.
 71% (n=12) of Carers thought that the
person they cared for had not
benefited from the MHS they used.
 41% (n=12) felt that MHS failed to
recognise the person they cared for
had ASC.
 20% (n=4) felt that the person cared
for gained a better understanding of
ASC through using MHS.
 44% (n=7) of the Carers who
responded have accessed MHS
services for themselves.
 24% (n=6) thought that MHS could be
improved by providing more ASC
awareness training to its staff.
1.3.3 Key Mental Health Professionals
Findings
 87% (n=95) of respondents have
worked in mental health for more than
5 years.








38% (n=41) of respondents have been
in their current roles less than 3 years.
79% (n=84) of respondents described
their level of Autism knowledge as
either ‘Limited’, or ‘Fair’.
59% (n=63) of respondents have
received no Autism training within the
past two years.
83% (n=86) of respondents have
worked with fewer than 5 clients with
Autism within the last year.

1.4 Recommendations
Based upon our findings we have made 10
recommendations, split between three
categories:
1.4.1 Improved ASC Training for Mental
Health Professionals
We believe that ASC training could be
improved in the following ways:
1. All staff in mental health services
should have ASC awareness training as
part of their induction, so that they are
able to refer Users to the ASCs for
diagnosis;
2. Users with an ASC whom have had
experience of the mental health
services should be involved in
delivering the training;
3. Training should focus on adapting
existing practices to meet the needs of
people with an ASC; and
4. Training should include the role that
Carers play in the treatment of
someone with an ASC, more
specifically their communication
difficulties.

Spectrum Conditions Service (“ASCS”)
and Time To Talk;
6. Time to Talk should be represented at
the Autism Planning Group;
7. More communication should be made
between the ASCS, the SPT and Time
to Talk, in order to share information
on the services currently available to
people with an ASC, as a means of
providing on-going support; and
8. The SPT and Time to Talk should keep
statistics about how many Users they
encounter with an ASC.
1.4.3 Specialized Mental Health
Services for Users with an ASC
9. Each mental health team should have
an ASC Specialist who regularly
corresponds with the ASCS in order to
ascertain current best practice on
working with Users on the spectrum.
This person can then share their
knowledge about ASCs with the rest of
their team, facilitating the adaptation
of therapy to suit Users with an ASC;
and
10. When mental health symptoms arise
from having an ASC, e.g., anxiety, the
mental health services on offer should
focus on the improvement of coping
strategies, rather than recovery.

1.4.2 Increased Awareness of the
Services on Offer to People with
an ASC
5. Better communication links should be
established between the Autism
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2. Introduction

M

ost people want to be understood; that’s as true for someone with an Autism Spectrum
Condition (“ASC”) as it is for a neuro-typical person (“NT”). Misunderstandings can lead
to social isolation, which in turn can result in depression and anxiety. Unfortunately, we
who have an ASC have difficulty expressing ourselves; ergo it should come as no surprise that the
National Autistic Society believe that up to 65% of people with Asperger’s Syndrome (a form of autism,
see glossary) have some form of psychiatric disorder (NAS, 2012, p. 1).

2.1 The Purpose of the Report
This report was commissioned by West Sussex County Council (“WSCC”) under their Autism
Framework and Plan: 2012-2015. Its purpose is to monitor the appropriateness of the mental health
services being offered to people with Asperger’s Syndrome (“AS”) and Higher Functioning Autism
(“HFA”) in West Sussex (Council, Smith, & Glover, 2013, p. 9). Impact Initiatives have worked in
conjunction with members of Asperger’s Voice Self-Advocacy Group and the West Sussex Asperger’s
Awareness Group, so that the following criteria could be investigated:

1) The views of
Autistic Users

4) The views of
Time to Talk
(Sussex
Community NHS
Trust)

Mental Health
Services
provided in
West Sussex
over the past
two years

2) The views of
the Carers of
Autistic Users

3) The views of
the Sussex
Partnership NHS
Foundation
Trust ("SPT")

Figure 1: Criteria under investigation

Based on our findings, we aim to suggest improvements that can be made to the mental health
services in the county, which should facilitate a better understanding between all parties concerned.
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2.2 The Team
When the term “we” is used in this report, it is referring to the following team members:
Name
Alex Wilkinson
Amanda Shepheard
Anna Lansley
Becky Heaver
Dot Rae
Harriet Wilson
Lesley Durbin

Vicky Littlejohn

Organisation
West Sussex Asperger’s
Awareness Group
Impact Initiatives – Workability
Service
West Sussex Asperger’s
Awareness Group
Asperger’s Voice Self-Advocacy
Group
N/A
Impact Initiatives – Advocacy
Services
Impact Initiatives – Advocacy
Services
West Sussex Asperger’s
Awareness Group

Role
West Sussex Asperger’s
Awareness Group Member
Team Leader
West Sussex Asperger’s
Awareness Group Facilitator
Asperger’s Voice SelfAdvocacy Group Facilitator
Carer of someone with
Asperger’s Syndrome
Self-Advocacy Supporter
West Sussex Asperger’s
Awareness Group
Supporter/Team Leader
West Sussex Asperger’s
Awareness Group Member

Figure 2: Team Members

2.3 User Confidentiality
Where the thoughts and opinions of others are stated, they will be cited appropriately in accordance
of the Data Protection Act 1998 (The National Archives, 1998).
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3. Research Methodology
3.1 Setting out a plan
Initially, the group met to discuss how this project would be undertaken. We decided that the best
way forward would be for us to gain as much information as possible to begin with, before focussing
in on a smaller sample of case studies. During our initial meeting, we agreed upon the following
points:
3.1.1 Regarding the Users of Mental Health Services
A mixed method approach to this research would be taken:
1. A questionnaire would be sent out to a larger number of Users, from which greater
quantitative data could be accumulated (see Appendix 7.1, p. 84); and
2. Some qualitative detailed work with a small number of mental health service Users would be
used to provide case studies (approximately 6 – 2 from each region of West Sussex).
3.1.2 Regarding the Carers of Users whom have used Mental Health Services
We decided to interview a sample of the Carers of people with AS/HFA, in order to determine their
experiences of the services provided by Time to Talk and the SPT (Sussex Partnership NHS
Foundation Trust). This would be conducted by:
3.
4.
5.
6.

Establishing contact with West Sussex Carers Support;
Observing a meeting of Carers to establish common themes/concerns;
Asking those Carers to fill out a questionnaire on behalf of the person they represent; and
Conducting a small number of case studies.

3.1.3 Regarding the SPT and Time to Talk
To begin with it was important to establish what services were on offer and how they were linked.
From there:
7. In order to raise awareness we would ask all the Staff to complete a short survey online;
and
8. We would then interview a small sample of Staff, encompassing Administrative Staff,
Psychologists, Psychiatrists, CPNs (Community Psychiatric Nurses), Social Workers, and
Support Workers.
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4. Research Results
4.1 Services on Offer
According to the NHS West Sussex website, the mental health services available in the county fall into
three broad categories:
1. Psychological therapies in GP and community setting – i.e. workshops and courses, guided
self-help, CBT1, counselling, and group therapy sessions;
2. Specialist mental health support in inpatient settings or the community; and
3. Services provided by the voluntary sector (Trust, 2010).
More information on the services on offer can be found on the mental health services page of the NHS
West Sussex website: http://www.westsussex.nhs.uk/services-mental-health.
4.1.1 The Geographical Regions of West Sussex
One aspect which will affect the person is their locality within the county. For the provision of services
West Sussex is broken down into three regions:




West Sussex North – covering the Burgess Hill, Crawley, East Grinstead, Horsham, and
Haywards Heath area;
West Sussex South – covering the Arun and Adur Valley, Littlehampton, and Shoreham area;
and
West Sussex West – covering the Bognor Regis, Chichester, Midhurst and Petworth area.

4.1.2 The Stepped Care Model
In November 2011, the National Institute for Health and Care Excellence (“NICE”) published a
commissioning guide for “people with common mental health disorders” (NICE, 2011, p. 1). In this
guide:
“NICE recommends that a stepped-care model is used to organise the provision of services
and to help people with common mental health disorders, their families, carers and
healthcare professionals to choose the most effective interventions. In stepped care the
least intensive intervention that is appropriate for a person is typically provided first, and
people can step up or down the pathway according to changing needs and in response to
treatment.” (NICE, 2011, p. 8)
This stepped care model is illustrated below in Figure 3. Both the SPT and Time to Talk follow these
guidelines when providing services, irrespective of whom they are treating.

1

Cognitive Behavioural Therapy – see glossary, p. 81
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Figure 3: The Stepped Care Model

4.1.3 Pathways for Referral
In the first instance, a person’s GP will always act as a gatekeeper to the services being offered. As
such, accessibility to these services will initially be dependent upon a person’s relationship with their
GP, and the level of funding at their GP’s disposal. Therefore it is imperative for someone with an ASC
to see a GP that is aware of their condition, and more specifically how it affects them as an individual.

12
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4.2 Users’ Results
4.2.1 Users’ SurveyMonkey Questionnaire
4.2.1.1 Demographics of Respondents
47 people responded to the questionnaire, a copy of which is in Appendix 7.2, p. 84. They found out
about the questionnaire by various means including: Autism Spectrum Conditions Service, The
Corner House in Southwick, by direct email, Action Northbrook Partnership, Sussex Autistic Society,
Assert Brighton & Hove, a friend (2), Impact Initiatives, a parent received an email, Carers Support
Services (3), West Sussex Asperger’s Awareness, Asperger's Voice Self-Advocacy Group (2).
4.2.1.1.1 Age Groups

11

11

10

10

1
16-17

18-25

26-35

36-45

46-55

1

1

1

56-65

65+

PREFER
NOT TO
ANSWER

Age in years

Figure 4: Age of respondents.

4.2.1.1.2 Gender

23

FEMALE

22

MALE

0

1

0

TRANS-GENDER

NEITHER

PREFER NOT TO
ANSWER

Figure 5: Gender of respondents.
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4.2.1.1.3 Diagnosis Status
70% (n=32) of respondents had received a diagnosis of an ASC including Asperger’s Syndrome and
High Functioning Autism. More than half of those had received their diagnosis since 2008 (see
Figure 6). It is worth noting that the Autistic Spectrum Conditions Service (“ASCS”) has only been in
existence since 2006.
“Learning about Asperger's has made a huge positive difference to my mental health and
well-being because it has given me the means to start to understand myself and why
things have the impact on me that they do and to begin to learn how to manage things in
a way that works for me (instead of continually beating myself up for not being 'normal').”

8
7
6
5
4
3
2
1

2013

2012

2011

2010

2009

2008

2007

2006

2005

2004

2003

2002

2001

2000

1999

1998

1997

1996

1995

1994

1993

1992

0

Figure 6: Year of diagnosis of respondents.

4.2.1.2 Contact with Mental Health Services
Of the 47 Users who responded to the survey 57% (n=27) reported using Mental Health Services
(“MHS”) whilst living in West Sussex. 40% (n=19) had used these services in the last two years.
However 17% (n=8) reported that they had been put off accessing MHS in the future because of
previous experiences, including 2 respondents who had accessed services in the last two years. 8.5%
(n=4) of respondents had asked for help from MHS in the last two years and had been refused.
The following sections are divided into three categories:
-

Group A – 19 respondents who have used MHS in West Sussex in the last two years;
Group B – 8 respondents who have used MHS in West Sussex but longer ago than in the last
two years.
Group C – 20 respondents who either have not used MHS in West Sussex or declined to
answer the question.

4.2.1.2.1 Services
Figure 7 shows the services accessed by the respondents.
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14
12
10
8
6
4

Group B

2

Group A

0

Figure 7: Number of respondents accessing Mental Health Services by service.

4.2.1.2.2 Reason for Accessing Services
The Survey asked respondents to indicate the reason for their referral to MHS (see Figure 8). The
majority of the 27 respondents who completed this question were referred for anxiety (67%, n=18)
and depression (56%, n=15). 5 respondents from Group A whom selected ‘other’ were referred for
autism spectrum condition diagnosis (2), self-harming (1), bipolar disorder (1) and anger (1).
20
18
16
14
12
10
8
6
4
2
0

Group B
Group A

Figure 8: Reason for accessing Mental Health Services

4.2.1.2.3 Mental Health Service Staff Member Seen
1 respondent from Group B who indicated ‘other’ saw a Case Worker.

16

12
10
8
6
4

Group C

2

Group B

0

Group A

Figure 9: Mental Health Service staff member seen.

4.2.1.2.4 What Help was Offered
1 respondent from Group A, who selected ‘other’ was still waiting to be seen.
12
10
8
6
4

Group C

2

Group B

0

Group A

Figure 10: Type of help offered.
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4.2.1.2.5 Geographical Location

7
6
5
4
3
2
1
0

Group C
Group B
Group A

Figure 11: The locations respondents accessed Mental Health Services.

4.2.1.2.6 Meeting Needs
21% (n=10) of respondents already had a diagnosis of an ASC when they accessed MHS. Only 17%
(n=8) of respondents felt that MHS staff understood their needs relating to having an ASC condition.
4.2.1.2.7 Satisfaction
Only 23% (n=11) of respondents were satisfied overall with the support they received from MHS.
4.2.1.3 Suggested Future Improvements
4.2.1.3.1 Background Information
All participants, whether or not they had recently accessed MHS, or had accessed MHS in West
Sussex, were asked to state how much difference the following suggested improvements would
make to their experience of MHS. Ratings ranged from no difference (rank 1), to the most difference
(rank 5). 17 people responded to this part of the questionnaire.
The following improvements were derived from a pilot questionnaire of 6 participants using a free
text version of the questionnaire.
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4.2.1.3.2 Staff Knowledge and Training
Table 1: Staff knowledge and training

Suggestion
1. All staff including admin staff (e.g., the person on reception)
should receive basic training on autism/Asperger’s and related
neurodiversity.
2. In addition to basic training, clinical staff (e.g., the CBT worker or
psychiatrist you see) should receive in-depth training on autism/
Asperger’s.
3. People with autism/ Asperger’s should be involved in delivering
the training to staff as part of the council’s training agenda.
4. Each team should have an autism/Asperger’s expert who sees
patients and advises other staff.
5. Clinicians who are not expert should refer the person directly to
someone who is (whether inside or outside the team).
6. All staff should be familiar with the referral process for an
autism/Asperger’s assessment and be able to explain it clearly.

Average score
(out of 5.0)
4.15
4.33
4.26
4.19
4.26
4.27

4.2.1.3.3 Communication
Table 2: Communication

Suggestion
7. Staff should speak clearly, precisely, using plain English, avoiding
use of metaphor and jargon.
8. Staff should listen and check understanding.
9. Verbal information should also be provided in a written form.
10. Staff should be honest about waiting times and apologise
accordingly for delays.
11. Staff should treat clients with respect and understanding.
12. Clinicians should clearly explain who they are, what they do,
what is happening and why, and what will happen at future
appointments.
13. Care plans should be clear and understandable to the person
that they are about.

Average score
(out of 5.0)
4.04
4.11
3.96
4.04
4.26
4.11
4.07

4.2.1.3.4 Therapeutic Approach
Table 3: Therapeutic approach

Suggestion
14. Clinicians should avoid asking too many questions and too
quickly.
15. All therapy with a person with autism/Asperger’s should take the
autism/Asperger’s and related neurodiversity as the starting point,
even when it is not the presenting issue.
16. Therapy and medication should be modified to be
autism/Asperger’s-friendly according to individual responses (e.g.,
increased sensitivity to medication, difficulty processing emotions).
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Average score
(out of 5.0)
3.93
4.62
4.62
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Suggestion
17. People with autism/Asperger’s should be able to have more than
6-8 appointments for therapy, given the extra time needed to
process information and build trust.
18. People with autism/Asperger’s should be able to choose one-toone sessions rather than a therapy ‘group’ if they wish.
19. People with autism/Asperger’s should be able to see the same
staff member, for continuity and trust (e.g., trainee psychiatrists
move on very quickly).
20. Ongoing support needs should be considered beyond the
treatment period with effective signposting and follow up.
21. Autism/Asperger’s-specific treatment protocols should be
offered (e.g., social mentoring, visual schedulers, and life skills
guidance).

Average score
(out of 5.0)
4.54
4.70
4.70
4.74
4.11

4.2.1.3.5 Physical Surroundings
Table 4: Physical surroundings

Suggestion
22. There should be the option to wait somewhere other than the
main waiting room if it is being used by other people.
23. Waiting areas should be sensory-friendly with thought given to
layout, lighting, seating, ambient noise, temperature etc.
24. Therapy should take place in a pleasant, non- oppressive room
away from locked security doors.

Average score
(out of 5.0)
3.88
4.04
4.08

4.2.1.3.6 Other Suggestions
Table 5: Other suggestions

Suggestion
25. GPs’ understanding of autism/Asperger’s needs to be improved
so that people can access the Mental Health Services appropriately.
26. People with autism/Asperger’s should not be discharged back to
their GP because they fail to attend or respond to correspondence.
27. People with autism/Asperger’s should not be discharged back to
their GP because they do not fit a quick IAPT or CBT model ‘fix’.
28. Repeated access to Mental Health Services should not be used as
a reason to deny further help, when previous treatment may have
been ineffective because autism/Asperger’s was not taken into
account.
29. Mental Health Services should be more joined up and
communicate within the team and outside the team (e.g., with
Social Services).
30. Mental Health Services need to stay up to date with what else is
available to people with autism/Asperger’s for signposting, including
the inclusion criteria and contact information.

Average score
(out of 5.0)
4.46
4.72
4.77
4.68

4.50
4.54
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Of the 30 suggested improvements 90% received an average score of at least 4, indicating that they
would make lots of difference to the respondents’ experience of MHS.
4.2.1.4 Additional Improvements
4.2.1.4.1 Additional Suggested Improvements
13 respondents provided additional suggestions for improvements. These included the following
areas.
Staff knowledge and training:
“Staff and family members need to and should go on training courses to fully
understand the person(s) on the autistic spectrum including my close family and my
father, who is too stuck in his university ways.”
“Help carer [normally a parent] to understand the condition and not be afraid to allow
the cared for to be honest about the condition they have.”
Communication:
“…eliminate stereotypical, arbitrary conflations of various attributes like ‘high
functioning’… [and] …’Asperger’s syndrome’.”
“Staff not responding to emails/lack of communication by service.”
“…if I were to come into contact with mental health services again, I would need to
know that they will listen to me now (i.e. as someone who understands themself) and
not assume that whatever may have been (wrongly) written in my notes in the past
must, therefore, be correct because someone wrote it down.”
Therapeutic approach:
“Alternative therapies: meditation, mindfulness etc., can help people with AS who
struggle to understand conventional CBT procedures.”
“More help for young adults.”
“I was disappointed that there was no-one at Time to Talk with Asperger's experience. I
said I didn't want group therapy and wanted it to be local; I was offered group therapy
in Worthing which is 9 miles away.”
“I was not happy about explaining to a mindfulness group my social and communication
difficulties.”
Physical surroundings:
“People with Autism should have access to a quiet room so that if they become too overstimulated they have somewhere to feel safe.”
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“Not having to speak through a window at reception to a receptionist who ignores you
for 5 minutes, then doesn't seem to respond as if she has heard you but must do because
she eventually does something with the phone and says sit down. I dread having to
speak through the window.”
General suggestions
“The general service could be improved.”
“[The service should] employ people on the spectrum who understand 'systems'.”
“Information about the mental health service and what you can expect should be
publicly available on an easy to use website, including a short bio of the staff member
with a photo so you can prepare for the person with whom you will be meeting.”
Address issues in specific services:
“GP (and GP staff) - useless and obstructive about diagnosis referral.”
“Time to talk - helpful and acknowledged problems, but unable to help with ASD issues.”
“[Psychiatrist] obstructive and contradictory in his initial 'assessment' and months to
produce a letter.”
Implementing improvements:
“Be willing to move on from the mistakes of the past and start afresh in evaluating and
assessing people who are now aware that they (may) have Asperger's etc., instead of
relying on whatever may have been (wrongly) written in their notes in the past, as a
result of both them and the mental health staff not understanding, recognising or taking
account of their autistic nature, and as a result of the failure to take account of the
communication difficulties of asking someone with Asperger's to explain what the
problem is when they don't know why nothing works for them the way (i.e. non-autistic
way) that they've always been told it should.”
4.2.1.4.2 Most Preferred Improvements
16 respondents provided summarised a single most important improvement. These included the
following areas.
Staff knowledge and training:
“In-depth training on Asperger's and Autism for all clinical staff with a commitment to
refer on anyone who may have Asperger's (whether raised by themselves or others) to a
clinician with Asperger's-specific expertise.”
“[Training for] police and my close family members including my father if they
understood myself being the person on the autistic spectrum.”
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“Staff knowledge of Asperger’s and ability to incorporate this knowledge into the
therapy provided.”
“I think that the level and method of training needs to be addressed to include the views
of those of us on the spectrum.”
“That staff receive adequate training. The nurse I saw was very honest and said that she
had learned a lot about Asperger's from me during our appointment.”
Communication:
“A lot of the new [doctors] I find difficult to understand … they are quite nice but don’t
seem to understand or listen to my problems.”
Therapeutic approach:
“More groups for young adults.”
“People with Autism should have access to an advocate who is specialized in Autism to
attend meetings and assessments with regards to their health, e.g., ESA, DLA,
assessments.”
“…one [doctor] told me I ought to join a football team to make friends. I don’t like
contact sports and find sports like this frightening. They only seem to be interested in
whether I’m going to kill myself.”
“CBT should be adapted to suit the person with Asperger’s and the CBT should last
longer than the usual 6-8 weeks in order to build trust.”
“Seeing the same doctor at the mental health clinic. The doctors are always moving on
and it’s very confusing and I have to start all over again with the new one.”
“Spent years 'ping ponging' between services.... a team member with expertise and up
to date training/resources would be a huge help.”
“People recognising how stressful going to mental health clinic is.”
“Hate talking on phone so told the girl who phoned not to call again I didn’t want any
help from someone I can’t see face to face.”
Physical surroundings:
“Sensory-friendly places.”
General Service:
“One improvement is time management.”
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“Official acknowledgement and recognition that the AS mental
health services in West Sussex is officially completely useless –
and cannot recognise let alone cope with higher-functioning
AS adults, let alone women on the AS clinic.”
“Commitment for high-functioning adults who need help too,
not just kids and lower-functioning adults.”
“Knowing that I know all the service choices out there. I always
think there must be more because there is such a lack of
services for young adults with Asperger’s. It seems to be
unrecordable. A clear flow chart to help make decisions about
where to turn to next would help.”
“Having a mentor at University is one thing but has anyone
thought what happens when degree status is achieved and
there is no further contact with anyone? E.g. What can the
young person realistically expect in terms of a job and who will
keep in touch with them? The cut-off is abrupt and very
lonely.”
4.2.1.5 How the Mental Health Services in West Sussex
could Demonstrate that they have Listened and
Made Improvements
10 Respondents shared how the NHS Mental Health Services in West
Sussex could show that things had improved. These included:
“Don't allow doctors to have ableist, wrongful beliefs about
autistic people. One [practitioner] wouldn't believe I was
disabled because I was "intelligent" and could talk.”
“Provide a written document detailing what changes they have
made and why (e.g., as a result of feedback) and
demonstrating a clear commitment to treat people with
Asperger's and other Autistic Spectrum Conditions with respect
and understanding, whether they have been diagnosed or not,
and to give them the support they need.”
“Provide the name(s) and contact details of the person/people
responsible for implementing changes and ensuring that they
are carried through in practice, with the understanding that
we can refer any on-going difficulties and failures to
implement these improvements to them to be resolved.”
“Give accessible presentations (e.g., to self-advocacy groups
and others), including question and answer sessions,

Key Points
 40% (n=19) of
respondents had
used mental health
services in the last
two years.
 67% (n=18) of
respondents had
accessed services for
anxiety, and 56%
(n=15) accessed
services for
depression.
 70% (n=32) of
respondents had
received an ASC
diagnosis. More
than half of those
had received their
diagnosis since 2008.
 21% (n=10) already
had a diagnosis of an
ASC when they
accessed MHS.
 17% (n=8) felt that
MHS staff
understood their
needs relating to
having an ASC
condition.
 Only 23% (n=11)
were satisfied with
the support they
received from
24MHS.

explaining that they've listened and what changes they've made and how they are being
implemented throughout the county. NB The people giving the presentations would
need to be familiar with and able to answer specific questions about what's happening
e.g., in Horsham and other areas.”
“One single named, accessible and contactable person pro-actively working as an
advocate right from the word go (i.e., when I approached my GP about diagnosis for
Asperger's).”
“By having an Autistic support group, run by Nurses who are experienced in the needs of
Autistic people.”
“Not ask ‘how does it feel to sit in silence?’”
“I think they would need to acknowledge where they had failed in the past.”
“By keeping doctors longer and getting them to read my notes before they see me. I
always have to repeat everything and this makes me feel worse.”
“I always find the staff as helpful as can be (except reception) but they seem to be
caught up in the quagmire themselves. It (the needs of Asperger’s people/families) just
seems to be too complex a problem for a simplistic system to handle.”
“Make it known that some people could have had a previous negative experience but
the door is still open.”
“By not just offering me a telephone appointment. I have telephone anxiety, so I never
rang the service and struggled on my own.”
3 respondents were unsure that MHS could demonstrate that they had implemented improvements:
“They cannot.”
“No I can't think of any at the moment.”
“I'm not sure that they could.”
4.2.1.6 Follow up
11 respondents were willing to participate in a follow up interview about their experiences.

4.2.2 User Case Studies
In total we interviewed 5 people with an ASC whom have used Mental Health Services in West
Sussex over the past two years. Here are their stories.
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4.2.2.1 Case Study 1: B’s Story
4.2.2.1.1 Communication Issues
B finds social communication challenging and
exhausting; it can be hard for him to
understand what others are really implying in
their words and actions. Figurative language is
particularly
challenging,
while
facial
expression, eye contact and intonation can be
confusing and overloading for him; as a result
he is rarely confident about what other people
are thinking or feeling. In order to combat
these issues, he needs to think carefully about
what he says to others. For these reasons B
finds meeting people for the first time anxiety
provoking; it’s still difficult for him to converse
with people he does know, since it takes time
for him to establish a rhythm with a person,
regardless of how long he has known them.
4.2.2.1.2 Sensory Issues
B is highly sensitive to sensory stimulation,
finding physical touch, certain smells, harsh
bright lights, and high pitch noises, extremely
unpleasant. These reasons partly explain why
he dislikes medical appointments. He has
always felt uncomfortable in his own skin,
although in the past he thought that this was
owing to hormonal imbalances as a result of
puberty.
4.2.2.1.3 Seeking Help
As he approached his mid-twenties, B realised
that he had been feeling depressed and that
owing to this he exhibited feelings of
frustration and anger. When his mother was
diagnosed with cancer and he knew that she
was going to die, he was finally motivated to
seek some support from his doctor. He had
always struggled with his relationship with his
mother and felt that he wanted to resolve his
issues and be in a better place for when she
reached the end of her life. At this point he did
not know that he had Asperger’s Syndrome.

After a referral from his GP, B was initially
assessed by a CPN at his GP surgery in October
2010, followed by an assessment by a social
worker a month later, after which he was
referred to a clinical psychologist. After he had
been sent a questionnaire that he found
abstruse to fill in, a third assessment took place
at the Bedale Centre in January 2011. B found
these events stressful. They involved meeting
people that he did not know, waiting for
appointments that ran late, and being in an
environment that over stimulated his senses.
4.2.2.1.4 Enduring Therapy
It was eventually suggested that B would
benefit from some Cognitive Behavioural
Therapy (CBT). During the third assessment
with the psychologist a student psychologist
was also present, in whose presence he was
asked if he objected to the latter being his
therapist; something he reluctantly agreed to.
At this point B did not really understand what
CBT was and did not come away with a clear
idea of how regular his therapy would be or
how long it would last. Nevertheless, he was
cautiously optimistic that it would help him to
get to a better place.
B had 24 CBT sessions over a period of 7
months, during which he lost his job and his
mother died. The therapy originally focused on
his feelings of anger, but as events unfolded,
the focus changed to supporting him with his
depression. He was disconcerted about his
Care Plan, which was constantly adjusted. He
always felt unclear what his care pathway was
meant to be, and was often confused by the
direction his therapy was taking him. B found
his therapist quite difficult to understand,
which in part may have been owing to the fact
that she was born outside of the UK. She often
used abstract and long winded language, this
meant that he came away from sessions not
really understanding what had been said. In
one session his therapist said that “she had the
memory of a goldfish”, something that he took
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literally, and this further eroded his confidence
in his therapist. The frequency of the sessions
was quite irregular, particularly when his
therapist was on study leave; consequently at
times there would be a month between
sessions.
4.2.2.1.5 Reading between the Sessions
Sometimes B was given reading to do between
sessions, and wanting to feel better, he read
everything he was asked to conscientiously; he
wrote notes to help his comprehension levels.
This took up quite a lot of time, particularly as
some of the articles were geared towards
Psychology graduates, whereas others used
figurative language to illustrate their point.
During his sessions B struggled to understand
what his therapist was actually meaning;
sometimes losing concentration whilst she was
mid-sentence. CBT involved a lot of metaphors
which B found difficult to understand. He was
also keen to see empirical data that showed
how CBT worked and how successful it was. B
started to do his own research and reading
around CBT, but found the evidence he was
seeking hard to find and started to lose faith in
both his therapist and in CBT.
4.2.2.1.6 Seeking Answers
During his therapy, B was told by his mother
(herself a SEN support worker) that she
thought he had Asperger’s and he began to
suspect that she was right. He mentioned this
to his therapist, but she did not pick up on this
or suggest that he should be referred to the
Autistic Spectrum Conditions Service to be
diagnosed.
B found the therapy setting of the Bedale
Centre difficult, as there was just too much
sensory stimulation, meaning that he was
anxious and over stimulated. He expressed to
his therapist that going for a walk would make
the whole experience easier for him. His
therapist agreed to do this, but then was told
that she was not able to. The fact that his
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therapist had said she could do this and then
did not actually do it made B lose some trust in
her as a therapist. B’s trust in his therapist
continued to decrease until he was eventually
told the therapy was going to end and he was
going to be discharged. At this point B felt far
worse than when he started his course of
therapy. He had invested a lot of time and
energy into it in the belief that he would feel
better at the end of it.
At this point in his life, B was very socially
isolated; a lot of his friends from school and
university had moved away or on with their
lives. Making new friends is not easy for him,
due to his social anxiety.
As already
mentioned, he had lost his job and the social
contact that came with this, and his mother
had died.
4.2.2.1.7 Feelings of mistrust
B had opened up to his therapist about his
feelings, and because of his social isolation this
client therapist relationship was very
important. At the end of his therapy, B was left
feeling worse than when it had begun; he also
had a void where his relationship with his
therapist had been.
B felt more depressed than ever, but was told
that he was being discharged from mental
health services. He went back to his GP seeking
further support and to be assessed for
Asperger’s. He was told that he needed to wait
for a discharge letter from the Community
Health Team before he could be referred, a
wait which lasted 5 weeks. This wait made B
extremely anxious and unable to move on in
any way, leaving him to his over-complicated
thought processes, which in turn made him
suicidal.
When the discharge letter finally arrived, B
found the contents upsetting. The letter had
lots of inaccurate details in it. Accuracy is
important to B, it equates to professionalism
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for him. For the letter to have inaccuracies
made him feel that his therapist had not
listened to him properly or had not read her
notes. He also felt exposed by the letter. It
contained details of things that he thought he
had told his therapist in confidence and now
they were written in a letter to his GP which
would be held in his notes. B felt that some of
the things that he had told his therapist were
written into broad judgemental statements
about his personalities, which were hurtful. In
addition some of the remarks were
misconstrued out of context, or simply
unsubstantiated.
4.2.2.1.8 Moving forward
Despite trying to cope with severe depression,
anxiety and grief, B was now faced with having
to find the energy to challenge the discharge
letter and to make a complaint about the
service that he had received. This process took
six months, and it was only after taking his
grievances to the Health Professions Council
that his concerns were in any way satisfactorily
addressed.
In April 2012, B was finally seen by the Autistic
Spectrum Condition Service (ASCS) and was
diagnosed with Asperger’s Syndrome. He has
subsequently seen a psychiatrist at the ASCS
which he also found unhelpful, and has lodged
another complaint with the SPT. He was also
assessed for Social Care Services, but after a
stressful assessment process was told that he
is not eligible for any support. B has now been
left still suffering with depression and anxiety,
but with no support. He also now feels unable
and unwilling to put the effort in to develop
any new relationships with other Mental
Health Professionals.

4.2.2.2 Case Study 2: C’s Story
4.2.2.2.1 Depression, Anxiety & CBT
C is now in her 60’s, but has suffered with
depression and anxiety since she was 17 years
old. She was 32 when her depression was
initially diagnosed and has been on medication
on and off since then. C believes that
medication helps to a certain extent but she
still feels depressed, particularly when life
events cause her extra pressure.
Over the years C has had mental health talking
therapies; most recently she had CBT therapy
with a Clinical Psychologist through the
Community Neurological Rehabilitation Team
(“CNRT”, part of Sussex Community NHS Trust)
about 2 years ago. Even though C emailed her
ASC report to her therapist, said therapist did
not change or adapt her therapy due to this.
She went along with all the CBT therapist said
to do but at the end of the session felt no
different from at the start
4.2.2.2.2 Belated Diagnosis
C got her diagnosis for Asperger’s in 2012. She
feels that having the diagnosis has helped in a
way to explain a lot about why she is how she
is; but because of the age that she was
diagnosed she does not know anything
different. C got divorced 3 years ago and
wonders if having the diagnosis earlier would
have enabled herself and her husband to have
been better at sorting out their problems.
4.2.2.2.3 Present Problems
Last winter C’s house flooded quite badly and
now she is faced with having to move out for 3
months while repairs are done, a task which
she finds overwhelming at the moment. C is a
wheelchair user and needs an accessible flat
and this is proving very difficult to find. She
hates change and all the tasks involved in
moving house just seem overwhelming for her.
This has caused C’s depression and anxiety to
take a turn for the worse.
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C had eventually gone to see her GP to explore
whether some more psychological therapy
would help. The GP referred her to Time to
Talk. C told me that she had an initial interview
over the phone which was okay. In this
interview she shared with the person that she
had Asperger’s, and that she had previously
not found CBT that useful. They did not ask any
questions about her Asperger’s or how this
affected her, but C was very clear in saying that
she did not want Group Therapy. C had also
requested that she could see someone quite
locally, as she was not that comfortable
travelling further away, and her physical
disability could make this quite difficult as well:
“I am a very reserved and shy
person and I find it difficult to talk
in a group; I made it very clear
that I did not want Group Therapy.
I also asked that I could be seen
somewhere quite local to me, I
find travelling too far quite
stressful. I felt a bit let down when
they offered me Group Therapy in
Worthing (a town 7 miles away).
It was also at 5.30 in the evening;
I am not comfortable being out at
that time”
C felt disappointed when Time for Talk offered
her Group Therapy session in a town about 7
miles away and at 5.30pm in the evening. The
only other thing they suggested was to be
referred back to the CNRT for more CBT. They
did not offer anything further and C was left to
cope with her depression on her own.
4.2.2.2.4 An Uncertain Future…
At this point C’s daughter referred her to the
Prevention and Assessment Team and now C
has a support worker who is supporting her
with her housing problem. C has found this
useful, but explained that her support worker
is leaving at the end of the month and she is
unsure who is going to support her now. She
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had tried to get an advocate but was told she
was not eligible as she is over 65.
Since her depression has gotten so bad, C now
feels that no amount of talking is going to help.
She has gone back to her GP and is being
referred to a psychiatrist and has an
assessment for this next week. C feels that she
now needs a change in medication to try and
feel happy for once.

4.2.2.3 Case Study 3: K’s Story
4.2.2.3.1 An Unwelcome Change
K reported that things changed dramatically
for him when he lost his job in 2009. He had
worked in off licences for nearly 20 years, and
his life had been his job. He only really knew
customers and work colleagues. Work was
everything – there was nothing else in his life.
Even though his job made him very tired and
stressed out, it was as if his whole world
collapsed when he was made redundant. His
whole world shrank, and he became very
isolated and depressed.
4.2.2.3.2 CBT – A Step toward Diagnosis
K stopped eating properly and started walking;
often walking up to 12 hours a day. He realised
that he needed to get some help when he
started to feel suicidal. At this point K did not
know he had Asperger’s. K went to his GP and
was referred to Time to Talk and ended up
having about 20 sessions of CBT. The therapist
was very bright and a nice lady and it was not
a complete waste of time, in fact K felt that it
was important part of his route to finding out
he had an ASC.
K had always felt like 2 people: one person who
could read well and was an intelligent adult;
and the other person who got hysterical over
things, could not understand people and could
not stop alienating everyone he met. K used to
just assume he was crazy and that was why he
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felt like this. It was his fault that he was alone
and felt this way.
The CBT process made K think about his past,
and to focus on the routes of his feelings of
social alienation, with the idea of challenging
some of his thought patterns. K was so
embarrassed of some of his past behaviour
that he found it difficult to do, for example he
used to ignore people if they had no use for
him, but doing so made K start to think how
similar he was to his younger brother who was
on the Autistic spectrum. K started to wonder
if there was a variant of autism for people who
did not have a learning disability; he started to
research about the condition and learnt about
Asperger’s.
In K’s penultimate CBT session he told his
therapist that he thought that he may have
Asperger’s. She told him that she did not really
know anything about Asperger’s but would
look it up. During the last session, the therapist
said that there was not really any more that
she could do about, or anywhere to go with
this; she said she was not able to refer to the
ASC service and that K would have to go to his
GP. K felt that all CBT therapists should have
some training around Asperger’s so that they
can identify the signs and help someone
recognise what it is. He also felt that Time to
Talk should be able to refer to the ASC service
directly, as this meant that getting his
diagnosis was delayed by 6 months.
4.2.2.3.3 Sharing Thoughts
K discussed concerns with his brother and his
landlady, but sadly they were extremely
dismissive; this made him feel that he should
not even have suggested this as he did not
have the problems his brother had. This
plunged K into further depths of depression
and he became more and more suicidal; again
he walked obsessively for 12 hours each day
and even planned how he would kill himself.
Eventually K went to the Samaritans who

suggested he phoned the National Autistic
Society and see his GP. K was then referred to
the Community Mental Health Team. He had
good support from a mental health worker
there who immediately referred him to the
ASC service and told him about The Corner
House in Southwick. K did not want to take
antidepressants, but had regular contact with
his mental health worker.
4.2.2.3.4 The Corner House – a Step
toward Recovery
K feels that The Corner House has been
amazing in helping him toward recovery. He
explained how isolated he felt before going to
the Corner House and how he was absolutely
terrified of other people. The staff there were
incredibly supportive and encouraged him to
feel relaxed:
“I think I was about 6 or 7 when I
stopped telling people what I
really thought as they just got
angry with me. At the Corner
House it was the first time I could
tell people what I was really
thinking and they would not
condemn me for it. That really
helped me feel less lonely – to be
able to tell someone what I felt
and to just be myself was good.”
The centre offers classes, health information,
food, and company. One of the people who
worked there supported him to start going to
the gym and he did a food and drink course,
which helped him to have a much more
balanced diet. They also helped K cut his
walking down to 8 hours a day. He still pops
into The Corner House, but because he is
feeling better he has not needed to as much
during the summer.
K was recently helped regarding benefits. He
was on Job Seeker’s Allowance and was getting
quite worked up, trying to apply for about 20
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jobs a fortnight and then being absolutely
terrified when someone phoned to say he had
an interview. The staff at The Corner House
helped K to convert to ESA. This has helped a
lot, since it means he can focus on getting well;
that he can start to think about getting a part
time job that is right for him. This is something
that K would like to do in the New Year.
4.2.2.3.5 Receiving a Diagnosis & Looking
to the Future
When K finally got his diagnosis it was a bit of
an anti-climax in a way; it only took about an
hour. He said he thought that it was pretty
obvious to them that he had Asperger’s. But
having a diagnosis has helped him to make
sense of things, and to realise that he’s not a
bad person. He feels that he has had 34 years
of pretending to be someone and is now
having to work out who he really is and that is
going to take some time.
K’s family has struggled a bit to accept his
diagnosis. However he feels that in a way his
mother has always treated him differently, and
in a way she had known that he was not the
same as everyone else. She has taken extra
care of him, for example still going to the
dentist with him when he was 25, and he still
cooks at his parents’ house now, in case
something goes wrong. K believes that his
mother does not have a very good
understanding of Asperger’s, nor what it
means.
K is now in a much better place with his mental
health. He still has the occasional day when he
does not want to get out of bed, but he is not
suicidal. He is still currently under the mental
health team, but has been told that he will be
discharged soon. However having Asperger’s
means that K does have massive problems with
everyday things which others take for granted.
He feels that in a lot of ways his mental health
is quite fragile, with it not taking that much to
make him feel stressed or at breaking point. K
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also feels a deep sense of loneliness on a day
to day basis, but he thinks this is part of having
Asperger’s. At least by having somewhere like
the Corner House to go to he has the
opportunity to have some company for part of
his week, and this has made all the difference
to him.

4.2.2.4 Case Study 5: L’s Story
4.2.2.4.1 OCD & Anxiety in Childhood
L started to use mental health services in
October 2007 because she had developed
severe OCD (hand washing/contamination
fears) and anxiety (fears that she would come
to harm or have an accident), which prevented
her leaving the house other than to attend
university. She could not travel, shop, visit
family, nor lead a normal life. Retrospectively,
she believes that her undiagnosed Asperger’s
had triggered her mental health problems:
“I have always been a very
anxious person, and often
misinterpret what people mean.
For example, when I was at
school, I took instructions very
literally. When the teacher told
the class to wash their hands
before lunch, I could not work out
how long to wash them for, so
overcompensated by washing
them for an incredibly long time.”
The school were concerned by L’s actions, and
she was assessed by an Educational
Psychologist at the age of ten. However, the
school did not follow through with the
psychologist’s recommendations, and other
than a couple of hours in the learning support
room per week, L received no support at
school:
“I became more and more isolated
during my teenage years, and had
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no friends. I regularly had
tantrums at home when things did
not go to plan, and I struggled to
regulate my emotions.”
4.2.2.4.2 Facing her Problems
Initially, L was in denial about her problems,
but her parents encouraged her to see a GP,
who made a home visit. Fortunately this GP
was very understanding and sympathetic, and
referred her to the mental health team. She
received 8 sessions of Cognitive Behavioural
Therapy from a Clinical Psychologist. She also
had support for an hour a week from a mental
health support worker, and saw a Psychiatrist
once a month:
“The Psychologist got me to
challenge my thoughts and beliefs
in hourly, weekly sessions. The
support worker helped me to walk
around town, enter shops, eat at
cafes, and to become comfortable
around people. The Psychiatrist
reviewed my progress.
The good aspects were being able
to talk to someone about my
problems; someone who would
not judge me, and who would help
me to look at things in a different
way. I had no friends, social
contacts, or structure to my week,
so the support prevented me from
becoming totally isolated.”
4.2.2.4.3 Self-Diagnosis
Outside of the meetings, L started to research
various conditions that might explain her
difficulties, and came across a website about
Asperger’s Syndrome. Reading about other
people who also struggled with emotions and
making friends, who experienced intense
interests and chronic anxiety, was very
therapeutic for her. Up until that point, L was
worried that she might have a personality

disorder, and that she was a horrible person.
When she told her parents that everything
now made sense, they told her that they had
always suspected Asperger’s, but were waiting
for the school to take the initiative. However,
the Psychologist failed to identify her
Asperger’s, and kept on insisting that her
problems making friends and relating to
people were all due to her OCD. In the end L
had to push for a referral to the Autism
assessment service on her own.
4.2.2.4.4 A Critique of CBT
This is what L had to say about her experiences
of the mental health services used up to that
point:
“The
CBT
therapy
was
inappropriate because it focused
heavily on feelings and was too
abstract. It was all very well
talking about my issues in the
confines of an office, but I could
not apply what I had learnt in the
real world without more concrete,
‘hands on’ support.
The Psychologist often cancelled
appointments at the last minute,
which made me feel very anxious,
and the therapy was temporarily
terminated while I was waiting for
my Asperger’s assessment.
I
would have liked to have talked
things through with the Therapist
while I was waiting.
The first Psychiatrist I saw
inappropriately diagnosed me
with a social phobia (I am not shy
at all!), and decided after one
hour that I could not have
Asperger’s as I ‘interacted too
well’. You cannot diagnose
Asperger’s in an hour, and this
Psychiatrist was trained in
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Psychosis and Depression, not
Autism! During the meeting, she
did not ask me once why I felt I
might have Asperger’s, and no
developmental history was taken.
Instead, she focused on my
present day anxieties, and
recommended medication.
The Psychiatrist I saw for a second
opinion asked me detailed
questions about my past and
schooling. He agreed that I might
have Asperger’s; but he was
honest enough to admit that he
himself could not diagnose me
because he was not an expert on
the condition, so he referred me to
the Autism Assessment team.
However, he called Asperger’s a
‘disease’, which deeply offended
me because it is a neurological
difference, not an illness!”
4.2.2.4.5 Ideas for the Improvement of
Mental Health Services
When asked how Mental Health Services could
be improved for people with Asperger’s
Syndrome, this is what L suggested:
“Psychologists should be given
training on how to spot potential
Asperger’s, particularly the more
subtle manifestations, and how it
might present differently in
women. Any patient who does not
respond well to the standard CBT
approach, and who has a history
of relationship difficulties, should
be flagged up as possibly having
Asperger’s. The Psychologist
should explore the possibility with
the patient, who might not even
know about Asperger’s in some
cases, and offer the patient the
chance to be referred. The patient
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should not have to be the one to
broach the subject in the first
instance.
Psychologists and Psychiatrists in
mental health teams, however,
should never diagnose Asperger’s
themselves, or claim that the
patient does not have the
condition. Only professionals who
are trained in Autism diagnosis
can
provide
the
complex
assessment that is required.
Patients with Asperger’s often
need to receive therapy over
several months, instead of the
standard 6-8 weeks, because it
can take longer for someone with
Asperger’s to build trust with
people. Therapy needs to be
consistent (ideally once a week)
and the patient should be given
advance notice of any changes.
Patients with Asperger’s should
receive
therapy
from
a
Psychologist who has been
trained in the condition, and
knows how to adapt their
approach
accordingly.
Psychologists should understand
that people with Asperger’s can
struggle to identify their thoughts
and feelings, and often struggle
with communication. Despite
being very verbally articulate and
having an above average verbal
IQ, I struggle to understand
things, and often take things too
far. Miscommunication can easily
trigger new phobias!
Therapy should not be terminated
while someone is waiting to be
assessed for possible Asperger’s,
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because the person might want to
talk things through with the
Therapist; this can often be a very
confusing time for someone with
suspected Asperger’s.
Alternative treatment approaches
should be offered on the NHS, like
meditation and hypnosis, sensory
rooms etc. If necessary, the person
should be referred to a support
worker, who can help the person
to practise what they have learnt
with their Therapist.”
4.2.2.5 Case Study 6: E’s Story
4.2.2.5.1 A Depressed Life
E first started to feel depressed when she was
7 years old, after her family moved to West
Sussex. She had a difficult childhood and a
difficult time at University, which was followed
by problems with work. In fact she feels that
she has little experience of what life could be
like if you did not feel depressed at all. E ended
up feeling very stressed and overloaded by life
and this led to her depression. She began using
Mental Health Services in West Sussex in the
late 80’s, when feeling very depressed and
suicidal; she was referred to see a psychiatrist.
She ended up going to 2 or 3 appointments,
but then stopped attending as she did not feel
that it was helpful, particularly as it was always
a different person that she saw. All the people
that she saw were Asian male doctors and she
felt that they did not relate to her or her
situation.
4.2.2.5.2 Medication & Extreme Anxiety
Eventually in 1996 E saw a different female GP,
whom she found really helpful. The GP
prescribed Prozac and, for the first time in her
life, she felt that she had a choice about how
to react to her emotional internal state.
However, after 6 months she was encouraged
to come off Prozac and after 6 months she was

once more really struggling. She was put back
onto Prozac, but started to suffer from bouts
of extreme anxiety. She was then put on some
other antidepressants, but felt that they just
turned her into zombie. She felt that she was
in a daze, and could not function properly. She
was living on chocolate and put on a lot of
weight.
4.2.2.5.3 The CMHT – a Succession of
Psychiatrists
Eventually things became overwhelmingly
pointless and E tried to commit suicide. E
ended up back at the Community Mental
Health Team, and saw another psychiatrist.
This psychiatrist was actually a lot better than
the previous ones. He suggested that she try a
different SSRI antidepressant. This was more
effective in treating E’s depression, but came
with some unpleasant side effects, which E
found disturbing... This psychiatrist moved on
after 6 months, something that seemed to
happen a lot, and E saw a succession of
psychiatrists. Most she only saw a couple of
times before they too moved on. None of the
psychiatrists ever explained to E what their
role was; all they ever wanted to do was just
increase the level of her medication.
“Someone recently told me that
this is what psychiatrists do, they
monitor medication. I know it
sounds stupid but I never knew
this. I thought that they were
going to make me feel better; I
thought they would offer some
therapy. I was expecting them to
make me feel better but they
never did.”
4.2.2.5.4 Waiting for Therapy
In addition to medication, E was referred to
have counselling and remembers once having
to wait for 9 months to have 6 sessions. The
counsellor she had was really nice and it was
positive seeing her, but was so short term that
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the impact it had was minimal. She was
eventually referred back, but saw someone
else. This person attempted to offer E CBT. The
therapist kept asking E what she was thinking
or feeling. E really struggled with this, because
often she was not really aware of thinking or
feeling much at all. The therapist would then
get a bit frustrated and ask her what someone
else in a similar situation would be thinking or
feeling, but E did not have a clue what to say. E
found this therapy no use whatsoever.
4.2.2.5.5 Help from a Different Place
In 2002 E started seeing a counsellor through
her Church. She saw this Counsellor for a total
of 8 years. From the start E found her
counsellor very helpful. She felt that she was
different from other mental health
professionals that she had seen, in that she
actually believed what E said. This intense
counselling really allowed E to work on some
of her issues from her past, and allowed her to
move on. It was this Counsellor who first
suggested to E that she thought she may have
Asperger’s.
E did not know much about Asperger’s and
when she started to Google the condition. She
was amazed to discover that there were other
people out there like her. This was a light bulb
moment for E:
“I realised that I am not just a
rubbish person. I always thought I
was really bad because I was not
able to do all the things that I am
supposed to be able to do. I am
intelligent and am supposed to be
able to do the things that other
people do so easily. I realised that
the belief that I was a rubbish
person was the reason I had been
depressed all my life”
Recognising that she had Asperger’s, and that
her problems were due to her different way of
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thinking, gave E a
understanding herself.

positive

way

of

4.2.2.5.6 Seeking a Diagnosis
E decided that she wanted to get a formal
diagnosis, and approached her GP. She was
referred back to the Community Mental Health
Team for an onward referral to the Autistic
Spectrum Conditions Services. However, even
though the E felt her mental health was now
relatively good, the psychiatrist was reluctant
to refer her, telling her it would be a 2 year
wait. E had to really push for him to refer her.
The psychiatrist wrote a letter to her GP,
detailing her mental health medical history and
reluctantly saying that she should have an
assessment for Asperger’s. E was upset when
she saw a copy of this letter as it was full of
inaccuracies, and was based on the
interpretations of all the mental health
professionals that she had seen over the years.
No one had bothered to check whether what
they were writing was accurate, but somehow,
because it was written in her medical file, it
had somehow become the truth. For example,
it said that E had had a succession of two week
relationships – a statement that portrays E in a
certain way. In reality E had never had a
relationship. Such inaccuracies were hurtful for
E and increased her mistrust of the mental
health services.
In reality the wait for the ASCS, was much
shorter than she had been told. Initially E saw
a clinical nurse specialist, who recognised E’s
autistic traits and having carried out diagnostic
tests, said he was 90% certain that E was on the
Autistic Spectrum. However when E was
referred for formal diagnosis she had a very
different experience. She found the way the
assessment was carried out extremely
stressful, particularly when the psychiatrist
told her at the start of the session that, even if
all the evidence pointed to someone having an
ASC, in some situations they would discount
the diagnosis. The psychiatrist also said that he
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did not like labelling people or giving a
diagnosis because there was nothing that
could be done to help clinically, and with a
diagnosis, there might be a reluctance on the
part of other medical professionals to treat any
other condition the person may have. The
diagnosis assessment involved meeting 3
professionals in a room, something that E
found overwhelming:
“The psychiatrist had a strong
Irish accent, which I found really
hard to understand. I asked him if
he would speak clearly as I wanted
to understand him. He made a
joke out of this, and they all
laughed. I felt like they were
making fun of me.”
4.2.2.5.7 An Enduring Impression
E’s experience of getting a diagnosis has put
her off so much that she would no-longer
consider using mental health services,
regardless of how depressed she felt. E feels
that mental health services have no experience
of Asperger’s as it is lived by real people.
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4.3 Carers’ Results
4.3.1 Carers’ SurveyMonkey Questionnaire
Our research questionnaire regarding the Carers of people with an ASC had two parts:
1. The services used by people with an ASC who have Carers; and
2. The services used by the Carers themselves.
A copy of the questionnaire that we sent out on SurveyMonkey can be viewed in Appendix 7.3, p.
84.
4.3.1.1 Services Used by People with an ASC Who Have Carers
A total of 37 Carers of adults with an ASC responded to the SurveyMonkey Questionnaire. Of these
responses 19 had used mental health services in West Sussex in the last 2 years.
Figure 12 below shows the age range of the people with ASC (Carers’ dependents) who had used
mental health services.
Figure 12: Demographics of Carers' Dependents

Age of People with ASC
5%
10%

16-17

21%

18-25
26-35

11%

36-45
46-55
56-65

21%

32%

65+
Prefer not to answer

The chart shows that the majority of mental health service users (53%, n=10) are younger than 25.
This may indicate that a higher number of younger adults are getting diagnosed with an ASC. It may
also suggest that younger adults with ASC are living at home and need support from family carers.
4.3.1.1.1 Mental Health Services Used
Our findings from the Carers’ Questionnaires show that 58% (n=11) had used Community Mental
Health Services and 21% (n=4) had used Acute Mental Health services. No-one surveyed had used the
Time to Talk Service, which is illustrated in Figure 13, below.
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Figure 13: Mental Health Service used

Which Mental Health Services have they used
within the last two years? (multiple answers)

57.9%

31.6%
21.1%

Child & Adolescent Mental
Health Service

Specialist Mental Health
Services (e.g., Early
Intervention in Psychosis,
eating disorders, personality
disorders, recovery services,
secure or forensic services)

In-patient hospital treatment
(e.g., acute services, crisis
support)

5.3%
Community Mental Health
Team

Primary Mental Health Nurse

10.5%

These findings would suggest that people with ASC are more likely to use the services of the SPT. The
reasons for this would need to be explored more fully, but it could indicate that people with ASC
become more mentally unwell before seeking support, or that GPs are more likely to refer someone
with ASC directly to the SPT. It might also indicate that if someone with ASC has more serious mental
health issues then they are more likely to have family carers supporting them.
Figure 14 below shows the reasons that people with an ASC used mental health services. The biggest
reasons were depression (59%, n=10) and anxiety (53%, n=9).
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Figure 14: Reasons why Mental Health Services were accessed

5.9%

17.6%

5.9%

29.4%

35.3%

58.8%

52.9%

REASONS WHY MENTAL HEALTH SERVICES
WERE ACCESSED?

4.3.1.1.2 Users Response to Treatment
Carers were asked whether they thought that the mental health of the person they care for had
improved as a result of using Mental Health Services. 71 % (n=12) thought that the person they cared
for had not benefited from the mental health services they used. This shows that the large majority
of Carers felt that Mental Health Services are not meeting the needs of people with an ASC.
Figure 15: The effects of mental health services on mental wellbeing

Has the mental health of the person you care for
improved as a result of using mental health services?

29%
Yes
No

71%
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4.3.1.1.3 Negative Aspects of Mental Health Services on Offer.
To explore further why Carers felt that Mental Health Services were not meeting the needs of
people with ASC, they were asked for their views on the negative aspects of Mental Health Services.
This is illustrated in Figure 16.
Figure 16: Negative aspects of Mental Health Services

Negative aspects of mental health services
Mental Health Professionals not
recognizing ASC and failing to refer for
diagnosis
Treatment ineffective/inappropriate.

7%

Nothing

10%
41%

10%
7%
4%

Appointments changed at short
notice/having long gaps between
them.
Not enough mental health support
Failure to listen to carers perpective

21%
Transition between CAMHS and Adult
Services

The results below show that Professionals in Mental Health Services not recognising that someone
has ASC was the biggest issue, with 41% of the respondents (n=12) saying this was an issue:
“She's upset that in spite of continued visits to Mental Health Services, they failed to
diagnose ASD. …Subsequently they gave her inappropriate help. I had to pay for private
psychiatric specialist help in order to determine what was causing her extreme
difficulties.”
Carers felt that Mental Health Services should have picked up quicker that the person that they cared
for had an ASC. The therapies and services were not adapted to someone who had ASC because
nobody recognised that they had it. It is likely to be that for this reason 21% of respondents (n= 6)
thought that support offered was either ineffective or inappropriate:
“I do not think they took my son’s ASC into consideration when making appointments…. I
have attended every appointment with him and feel that I have very much been in the
role of a facilitator or an advocate. Most of the doctors tended to be foreign with broad
accents that my son struggled to understand. The doctors always seemed to be looking
back through old notes and misquoting bits of information and my son felt befuddled by
it all.”
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“What tends to happen with services is that they do not understand the needs of people
with ASC and then the support is ended either by the professional or by the service users
[because it is ineffective].”
Not listening or involving the Carer enough was also reported as an issue by 10% of the Carers (n=3)
questioned. Carers felt that they knew the person that they cared for well, and should be involved in
their support:
“As a supporter for someone with an ASC it is important to me to be listened to and
consulted about their support. I see my daughter on a day to day basis and have learnt to
read what is going on for her.”
“Sometimes he struggles to answer a specific question so it is helpful for my son if I, the
person who knows him best, [am] able to sometimes answer those questions for him and
become a form of translator or middle person between him and the service. If he is asked
to do some homework in an appointment he would have forgotten about a minute [after]
he walked out of the door …and this means that in his home life if he is finding something
difficult I can remind him about what was said in therapy sessions.”
Carers thought that not getting enough mental health support was also an issue. For some Carers this
was about Mental Health Services being ended too quickly, before the person had made any
improvement.
“His CPN went off sick for 6 months. During this time P was leaving school and needed the
most amount of help he has ever needed and there was nothing ...I received a letter from
WAMHS informing me that the CPN was off sick and asking if any help was needed and I
immediately requested some further CBT. I received a letter in reply saying that they did
not really agree that he needed CBT.”
For others it was about the services being offered being so minimal. The people they cared for were
seen quite infrequently by a Psychiatrist or CPN but not offered any further support. The lack of social
care support was mentioned by several individuals:
“[He] sees his psychiatrist as and when and has a Care Co-ordinator who sees him weekly,
but that is it that is the sum total. He has the right to a purposeful life and to have support,
activities, something but there is nothing.”
Finally a number of Carers mentioned about how difficult the transition was between child and adult
Mental Health Services. Transition is a time that is quite stressful for many people with an ASC, since
there are many changes as they finish school and enter adulthood. People with an ASC often had
previously had mental health support from CAMHS and now needed to use Adult Mental Health
Services. Carers felt that there should have been a much better transition between the 2 services.
“CAMHS reassured me that once [he] reached the age of 18 they would not just shut the
door on him, but there would be a transition period …all in all this transition took 3
months! ...The CPN from WAMHS came out to meet me and [my son] but from the initial
meeting it was very clear that he would never go back to CAMHS. One nurse from CAMHS
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Key Points














79% (n=15) of the
Carers’ Dependents have
used MHS at the SPT:
o 58% (n=11)
CMHT; and
o 21% (n=4) Acute
Mental Health
Services.
None of the dependents
had used Time to Talk
Services.
71% (n=12) of Carers
thought that the person
they cared for had not
benefited from the MHS
they used.
41% (n=12) felt that
MHS failed to recognise
the person they cared
for had ASC.
20% (n=4) felt that the
person cared for gained
a better understanding
of ASC through using
MHS.
44% (n=7) of the Carers
who responded have
accessed MHS services
for themselves.
24% (n=6) thought that
MHS could be improved
by providing more ASC
awareness training to its
staff.
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did attend one of the early sessions …to say goodbye because
she had worked with him since he was 11 years old. It would
have been quite a big change for anyone, but for someone
like [my son] it was a really big step.”
“[She] had just turned 18 and was entering adulthood, lots
of new things were happening like leaving school and
starting university. This knocked her confidence, we were just
left to cope. We were given a list of numbers which was a
minefield. I just had to wade through services and sort it out
myself.”
4.3.1.1.4 Positive Aspects of the Mental Health Services
on Offer
Carers were also asked about what they had found positive in
mental health services; Table 6 below illustrates their responses.
The biggest positive that 20% (n=4) of carers mentioned was that
through accessing mental health services the person with
Asperger’s gained a better insight into their condition.
“…now he knows he’s got it [Asperger’s] he’s got better and
better and better. From then on it was uphill.”
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Table 6: Positive aspects of the Mental Health Services on offer

Response
Carers able to attend appointments as well
Don't know/None
Enabled person to access other services
Staff member- skilled at working with ASC and
listened
Individual staff members were liked by person with
ASC
Medication/therapy improved person's mental
health
One to one counselling/therapy
Person with ASC gained better understanding of
ASC

%
10%
10%
15%
10%
15%
10%
10%
20%

15% (n=3) of Carers said that individual staff members working in mental Health Services had been
friendly and were well liked by the person with an ASC:
“J supports my son and she is nice, she offers good advice and he likes her.”
15% (n=3) of carers talked about individual members of staff who seemed skilled at working with
people with ASC and seemed to really listen.
“My son has a new psychiatrist who actually listens to him and has a much better
approach. He does not say a lot but listened and was honest with my son. He explains the
situation with medication and outlines a plan. He will say if he does not know something
and asks my son what he would like to do about something.”
“She was brilliant because she understands. She came out to our house and my daughter
really engaged with her. To start with she had sent a photo so my daughter [would] know
what she would look like and details of what to expect from the meeting.”
4.3.1.1.5 How Mental Health Services Could be Improved
Carers were also asked how they thought Mental Health Services could be improved. The chart below
(see Figure 17) demonstrates the ways in which Carers felt that Mental Health Services could be
improved. It can be seen that staff training features prominently, with 24% (n=6) saying that staff
doing initial assessments should have ASC awareness so they can recognise if someone might have an
ASC early on and refer them to assessment services. 20% (n=5) of Carers said that staff offering
therapies should have up to date training about current research and approaches to working with
people with an ASC.
“The CPN is very nice but when it actually comes to treating someone with ASC, there are
certain little things that have come up where I have thought that the CPN does not realise
that my son would not be able to do that. I do not know how many people with ASC the
CPN has on his caseload and whether he could be described as a specialist.”
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Figure 17: Suggestions for service improvements

Suggestions for how Mental Health Services
could be improved
People who assess to have ASC
awareness training so people are
referred for diagnosis quicker.
Professionals to get regular training
on how to adapt therapy for people
with ASC

8%
24%

12%

carers should be given information
about support service.

8%
20%

16%
12%

Professionals should listen to and
communicate with carers
People with ASC should be given
support in mental health meetings
Appointments times and dates kept
whenever possible.
People should not be passed
between services

4.3.1.2 Services used by Carers of people with an ASC
The second part of the Questionnaire focused on the Carers’ own mental health. Interestingly, Figure
18 shows that 44% (n=7) of carers had accessed Mental Health Services themselves. The main reasons
for Carers using Mental Health Services are anxiety (43%, n=3) and depression (86%, n=6), as
illustrated in Figure 19. Most of the Carers questioned mentioned the impact of caring for someone
with an ASC, and particularly the frustration of trying to get the right mental health support for the
person that they cared for.
“I have felt desperate at times and this has affected my own physical and mental health.
I get increased depression and anxiety because of the situation, because we feel we are
left to it.”
“It was left to me to try and care for him. I got to the point where I could not carry on
working because it was clear that the system was failing. I had to give up a job I really
enjoyed in order to care for my son, because no-one else was there for him.”
“Every stage of his life, when he has needed help, I have had to fight for it.”
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Figure 18: Percentage of Carers whom have used mental health services

Chart showing the percentage of carers who have
used Mental Health Servcies themselves.

44%

Yes

56%

No

In contrast to the people they care for, Figure 19 shows that 86% of Carers (n=6) have used the Time
to Talk Service.
Figure 19: Mental Health Services used by Carers

Mental Health Services used by Carers
Primary Care Mental Health &
Wellbeing (e.g., “Time to Talk”,
talking therapies, IAPT, by
telephone or face-to-face at GP
surgery or community venue)

14%

Community Mental Health Team

86%

Finally, the Questionnaire asked Carers if they had received a Carers’ assessment. Interestingly, only
47% (n= 8) responded that they had.

4.3.2 Carer Case Studies
Following our SurveyMonkey Questionnaire, we decided to interview 4 Carers. Here are their stories:
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4.3.2.1 Case Study 1: Diane’s Story
Diane has a 28 year old daughter (Julie) who
was diagnosed with Asperger’s 11-12 years
ago. At the time of diagnosis there was a lack
of services and the family felt that they have
had to fight for support. Alongside Asperger’s,
Julie has severe OCD, chronic depression, and
anxiety. As a teenager she was admitted to
hospital on one occasion. However the family
ended up discharging her after just one night
after staff said she was manipulating and
withheld her dietary food required for a
medical condition, because they viewed it as a
‘treat’. As a young adult Julie’s battle with
depression has seen her close to the point of
admission on three occasions, but Julie refused
to go to a specialist hospital in London and it
was so far from her home and such a dramatic
change. Such periods of ill health have been
extremely traumatic for her and the family.
Julie now lives in council accommodation and
the family, led by Diane, has set up a care team
to look after her.
4.3.2.1.1 Use of Mental Health Services
Diane supported Julie to first access Mental
Health Services. The family currently has some
social work input, but this is minimal due to
their unique situation of Diane being involved
in Julie’s care. Diane reported that getting
mental health support was not easy, as there
seems to be a lack of awareness of Julie’s
needs. There also seemed to be a lack of
resources available to support Julie in the way
she needed.
“It seems that Mental Health
Professionals are looking for
outcomes, or indicators of
recovery, and the needs of the
person at the centre get lost.
Sadly, the result that sometimes
[a] mental health intervention,
rather than helping
makes
matters worse.”

Julie has been under the care of the Mental
Health Team for 12 years. Recently after a
referral she received a letter inviting Diane and
her for an appointment with a psychologist.
This worked well as Diane was able to act as a
‘translator’ for her daughter. After this first
appointment, it was suggested that Julie
attend on her own. For Diane there are 2 sides
to this: Julie is a grown woman and should be
attending such services on her own; however
Julie does not understand all of the
information given to her as therapy tends to be
client-led and this is too abstract for her to
cope with.
4.3.2.1.2 Communication Difficulties
One such example would be email. The family
found this method of communication helpful,
but Julie will forward emails to Diane and ask
what she needs to do with it! Julie finds it
difficult to undertake abstract thought. The
opening question to the session was ‘What
was your week like?’ Julie would not be able
to answer this as it is too vague, rather than
‘What did you do yesterday?’ which would be
preferable in that instance. Julie found the 1:1
session helpful but found group sessions
difficult, due to her Asperger’s and OCD.
Diane felt that Julie could have done with
someone to talk and be signposted to. On
speaking to their Social Worker, she suggested
that Julie should bring up any issues with the
psychologist, but this is not something Julie will
instigate. Julie needs services that can offer
flexible thinking in their approach and at times
lead by giving two or three choices of action
rather than just offering open discussion with
no plan for the week ahead. She needs to be
informed of the structure of her meetings, and
explanations need to be made as to what will
happen in them. Too much information is
overwhelming and Julie needs to be working to
a plan:
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“What tends to happen with
services is that they do not
understand the needs of people
with ASC, and then the support is
ended, either by the professional
or by the service user.”
4.3.2.1.3 Providing Feedback to Services
Diane is worried about providing feedback
because it might jeopardise the service that
her daughter gets. She worries that services
see her as a mother who is interfering, rather
than a person trying hard to translate life for
her daughter:
“People with Asperger’s need
someone to translate things for
them. They then understand and
engage better with services. If
services were more structured and
included family/carer initially then
Julie would engage.
As a
supporter for someone with
Asperger’s, it is important to me
to be listened to and consulted
about their support. I see my
daughter on a day to day basis
and have learnt to read what is
going on for her. That has taken
me 28 years and even now I
sometimes get it wrong. It would
help
if
they
recognised
communication styles already in
the family i.e. three way
communication in early days or if
worried about a particular thing
the young person has raised. This
helps client safety as it provides a
back-up who knows the young
person who can advocate for
them if they feel they can’t.”
4.3.2.1.4 Worried About the Future
Diane is worried about Julie’s future:
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“What will happen when I’m not
here? She is a huge risk as she is a
very vulnerable person. In the
past she might have been on
eligible for more support, but
today’s changes means she is not.
There have been several points in
Julie’s life where she has been
‘section-able’, but we have relied
on the skills and support from the
team that cares for her.”
Diane reports that Julie’s needs are clearly not
being met. She feels that this isolates her and
the rest of family as they feel they have no-one
to share the support with.
‘I have felt desperate at times and
this has affected my own physical
and mental health. I get increased
depression and anxiety because of
the situation, because we feel we
are ‘left to it’. Since Easter this
year we have asked for help but
we have not had any. Julie has
stopped working with the
psychologist, the GP has felt out of
their depth at times, and it’s
difficult to get hold of the autism
specialist due to the nature of
their workload’.

4.3.2.2 Case Study 2: Christine’s Story
4.3.2.2.1 Acute Mental Health Problems
Christine supports her 23-year old son who has
high functioning autism (HFA) and quite acute
mental health issues as well, which as yet are
not totally diagnosed – he has psychosis and/or
possible schizophrenia.
4.3.2.2.2 Pushed Around Services
Her son was originally allocated to the Learning
Disability Team because he attended a
Learning Disability school and initially
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presented with depression. It then became
increasingly obvious that the Learning
Disability Team were not the most appropriate
team and the family spent some time yo-yoing
because no one wanted to take ownership of
his problems.
When Christine’s son’s mental health began to
deteriorate she asked for him to be referred to
the Mental Health Team. However this referral
was not accepted as the mental health team
said he did not fulfil their criteria. Christine felt
that her son did not really fit into the learning
disabilities team criteria either, because he had
ASC and it is a complex condition he does not
fit neatly into any particular box.
4.3.2.2.3 Fighting for Help
Christine felt that the Mental Health Team
waited until things got really bad and then it
was only when they had to take him on that
they did. Christine can remember that they
had a big case conference where she was
pleading for someone to do something and
help her son.
The psychiatrist with the Learning Disability
Team had previously felt that Christine’s son’s
psychosis was related to his OCD but as time
went by Christine could see that it clearly was
not. She felt that they wasted several years
trying different medication and telling him to
try to keep busy, during which time he was
really suffering.
The same psychiatrist eventually made the
referral to the Mental Health Team, at
Christine’s repeated request, because the
Learning Disability Team could not provide any
support. Christine kept saying to them that her
son’s case was clearly beyond their remit and
requested them to pass him on to someone
who could help. Christine’s son’s mental health
had deteriorated so much that he took an
overdose.

4.3.2.2.4 Communication Problems
The referral process had its issues. It took a
long time and Christine had to keep phoning up
different people. There was an admin process
that the referrals had to go through, so it was
neither quick nor easy. Once the initial contact
was made by the Mental Health Team,
Christine’s son did not understand what
people were saying to him or what was
expected of him; they spent a lot of time
repeating things. Christine feels that her son
lost faith in the services but that he went along
with it because he was ill and realised that he
needed help. Christine does not think that he
had a huge amount of faith in the services then
and does not think that he has a huge amount
of faith in them now either.
Her son saw different doctors, which for
someone with autism was especially difficult.
Then he saw a psychiatrist specialising in
epilepsy, whom found that he had epileptic
activity without seizures, so he was put on an
anti-epileptic drug. Christine feels that he was
a guinea pig for lots of different tablets and this
situation has continued.
Christine does not feel that the NHS took her
son’s autism into consideration when making
his appointments. She attended every
appointment with him and feels that she has
very much been in the role of a facilitator or an
advocate.
“Unfortunately most of the
doctors tended to be foreign with
broad accents that my son
struggled to understand. The
doctors always seemed to be
looking back through old notes
and
misquoting
bits
of
information and my son feeling
befuddled.”
It got to the point where Christine could not
carry on working because it was clear that the
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system was failing. Christine had to give up a
job that she really enjoyed in order to care for
her son because she felt that no one else was
there for him.
4.3.2.2.5 A New Approach
Now Christine’s son has been allocated a new
psychiatrist who actually listens to him and has
a much better approach. This current
psychiatrist seems to really listen. He does not
say a lot but he listened and was honest with
her son. He explained the situation with the
medication and outlined a plan.
“He does not come out with
platitudes; if he does not know, he
will say that he does not know. He
asks my son, ‘What would you like
to do about this?’ This all makes
my son feel better and makes him
feel that he is being listened to.
This is the first time that this has
happened“
4.3.2.2.6 Suggestions for Improvement
To improve the system, Christine feels that the
politics need to come out of the equation. She
feels that there needs to be honest, cohesive
work between the Teams:
“I seemed to be on the phone to a
never-ending round of people,
explaining it over and over again.”
Christine feels that she sounded like a terribly
over-anxious mum, but she could see what was
happening and she knew that help was
needed. She believes that people shouldn’t
have to wait until things get so bad. The Teams
do a lot of work and go to a lot of reviews and
meetings, but the actual people – the Tim’s of
this world – get lost. Her son was just left
indefinitely so that she would be phoning up
pleading for someone to do something and not
leave her son in that situation:
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“Why should it get that bad?
There needs to be more honesty
and less waffle.”
Generally, Christine would summarise her and
her son’s experience as very poor. She feels
that he was let down:
“If I had not been around for him,
goodness knows what would have
happened to him. He would have
just fallen apart completely and in
pure monetary terms it would
have been a much bigger case for
them to deal with. He wouldn’t
have coped; he wouldn’t have
managed.”
4.3.2.2.7 Moving Forward
For Christine, aside from having to give up
work, the experience has put a huge personal
strain on her. Her son has a Care Package now
where he is funded for 3 hours a day for
support in his flat. However, for the remaining
hours of the day Christine is his Carer and feels
that if anything, she is doing more, not less.
This is a worry for Christine because she knows
that she can’t keep up that level of support
indefinitely. Christine appreciates that she is
getting older and would desperately like to
know that her son is going to be supported and
cared for, but she feels the opposite. She feels
that it will all fall apart because the resources
and the system are not there, so her son will
end up going into care long-term: ‘It shouldn’t
be that way really because it’s not his fault.’
Christine feels that there is a lot of
misinformation and ignorance about autism
within Mental Health Services, yet she knows
that there is a high prevalence of mental health
issues for people with autism. She feels mental
health should be at the top of the list, not right
at the bottom, and that it should not be
shunted off to some charity. She feels that it is
a growing problem.
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Christine has worked in Special Education and
knows that there are more children than ever
with autism and knows that when they leave
school they ‘fall off the edge’ in terms of
services, which makes them even more
predisposed to mental health issues and yet
she feels that if they are in the ether, then
something happens and services have to take
them on. But when the services take them on,
Christine asks what does it mean? Tim sees his
psychiatrist as and when. He has a Care Coordinator who sees him weekly because he’s
still in great need, but that’s it – that’s the sum
total.
“They have a right to a purposeful
life and to have support, activities,
something, but there’s nothing.’
Christine always hears, ‘Funds are
low but we do what we can,’ or,
‘funds are being cut again.”
As an example, a couple of years ago Tim had
9 hours funded support per week. He was also
attending Frame of Mind which he loved. Then
due to funding cuts his Social Worker made
Tim choose between cutting back those 9
hours and giving up Frame of Mind. This
caused Tim great distress and it took months
to recover from a serious depression. Christine
knows of many practical examples of that kind
of thing but feels that the Commissioners don’t
see how real people are affected. She knows
that it takes weeks for Social Workers to apply
to Commissioners for extra funding and feels
that there has to be a better way as at the
moment it is a waste of money in the long run.

4.3.2.3 Case Study 3: Kate’s Story
4.3.2.3.1 Asperger’s Syndrome and
Sensory Difficulties
Kate’s eldest daughter Gemma was diagnosed
with Asperger’s last year, she was 18 years old.
School had been difficult for Gemma but this

had not stopped her from starting University
and enrolling on a degree course. Due to
Gemma’s condition she does not have a sense
of danger or pain. She finds crossing the road
hard due to the amount of information going
on (i.e. cars, pedestrians, noise and the
instructions you might undertake would
change with the environment), and has
sustained some traumatic injuries. On one
occasion she scolded herself with a kettle, and
on another she fell from a 12 foot climbing
wall. After the latter Gemma had not realised
what she had done and continued with
lectures even though her leg was clearly
broken.
4.3.2.3.2 Referral for Safety Concerns

Gemma has recently been referred to Mental
Health Services for an assessment regarding
her condition and safety issues. Kate informed
me that the referral was completed in June and
contact had been made in early September.
The family had met the ASC Specialist when
Gemma was diagnosed:
“She was brilliant, because she
understands. She came out to our
house and Gemma really engaged
with her. To start with she had
sent a photo so that Gemma knew
what she would look like and
details on what to expect from the
meeting. Gemma coped really
well with the meeting as she
doesn’t normally get on well with
new people/strangers.”
Although the first appointment was a success,
Kate felt that there seemed to be no follow up:
“Gemma has just turned 18 and
was entering adulthood. Lots of
new things were happening, like
leaving school and starting Uni.
This
knocked
Gemma’s
confidence. We felt we were just
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left to cope. We were given a list
of numbers which was a minefield,
I’ve just had to wade through
services and sort it out myself as
Gemma isn’t able to.”
Kate has felt that because Gemma received her
diagnosis later (at the age of 18) that the family
have not been able to develop any networks of
support. The family feel very isolated.
Kate feels that she is a ‘translator’ for her
daughter and that this isn’t always accepted
due to Gemma’s age. Kate worries about
knowing how to deal with problems that arise
and doesn’t know where she can get support
should it be needed. Kate feels that she has
been constantly chasing services:
“There’s loads of forms to fill in
and you have to put things in
writing, which is not always easy
when it comes to Autism, it’s
difficult to explain.”
4.3.2.3.3 Worried About the Future

Kate worries about the future:
“What happens when I’m not up
to it any longer? The whole
medical side of things has been an
utter nightmare! Gemma has had
different times of health issues,
and these haven’t been helped by
professionals
that
don’t
understand Gemma’s condition.”
Kate reported that it makes a huge difference
when people know or have an insight into a
condition. It will take Gemma longer than a
neuro-typical person to build up trust and
there have been times in the past where she
hasn’t been taken seriously.
“If there was a better education
about
the
condition
to
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professionals it would make such
a difference.”
Kate wants support for Gemma so that she can
achieve her goals in life. However, as a family
they also need support. Kate commented that
she has no life. Kate is on-call 24 hours a day,
7 days a week to her daughter: ‘When Gemma
experiences different situations it increases my
anxiety’. Gemma is just about to engage with
Mental Health Services, but Kate is worried
about how this is going to pan out.

4.3.2.4 Case Study 4: Natalie’s Story
4.3.2.4.1 New Situations & OCD
Natalie’s son James is 20. He was diagnosed
with Asperger’s when he was 5 years old in
Kent, where they lived at the time. James’ main
issue is doing new things. He needs a lot of
support if he’s undertaking anything new and
would need a Carer with him. James cannot
travel independently either.
James also has OCD which he is able to control
quite well when he is outside the home
environment, but it does impact on him
greatly. James’s OCD centres upon germs and
cleanliness; he washes his hands a lot and
worries if he does not know where something
has been. For example, if he is handed a pen
and he does not know where it has been, it will
trigger his OCD. James is very intelligent and
knows that his OCD is irrational, so he tries to
control his symptoms when he is out in social
situations. However, when he returns home he
has a lot of pent-up emotion from trying to
control the OCD and because he is not
inhibited within the home setting he can then
‘freak out’.
4.3.2.4.2 Delayed CBT
In terms of Mental Health services, James’
referral came about because his Asperger’s
and OCD are so restrictive. He came over from
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Child and Adolescent Mental Health Services
(CAMHS). Once James reached the age of 18,
he was in transition from CAMHS to Working
Age Mental Health Services (WAMHS). At
CAMHS, James was receiving CBT for both his
Asperger’s and his OCD. Natalie explained that
it had taken so long for them to get access to
CBT that by the time it was actually in place and
helping, James had to leave CAMHS. On
transferring to WAMHS there was no
continuity of the CBT or any other care or
therapy, so all the trust and relationshipbuilding that had been established for James
was lost and he had to start again from scratch.
It took Natalie 20 months to get CBT in place
for James again, so the transfer to WAMHS for
James was ‘a massive backwards step.’ Natalie
feels that everything that she ‘had fought for in
CAMHS was just lost.’
4.3.2.4.3 Transition between CAMHS and
WAMHS
James was initially referred to Mental Health
services at the time of his Asperger’s diagnosis
at the age of 5, when he was referred to a
Paediatric Psychologist. From there, James
went into the CAMHS system and has never
come out. For James accessing Mental Health
services was a natural transition.
When it came time for James to be transferred
to WAMHS, Natalie remembers that the initial
contact from the team was not too bad.
CAMHS had reassured Natalie that once James
reached the age of 18 they would not just shut
the door on him, but that there would be a
transition period. All in all this transition took
approximately 3 months.
The CPN from WAMHS came out to meet with
James and Natalie. Future appointments were
held at CMHT venue, but from that initial
meeting it was very clear that James would
never go back to CAMHS. One of the nurses
from CAMHS did attend one of the early
sessions with James and the CPN to ensure that

the transition was going well, and also to say
goodbye to James because she had worked
with him since he was 11 years old. It would
have been quite a big transition for anyone,
but for someone like James it was a really big
step.
When asked how often James would like to see
his new CPN, Natalie said once a month or once
every 6 weeks. She noted that there was some
surprise because the CPN was used to seeing
the people on his caseload more often. Natalie
tried to explain that James would not have
been able to cope with more frequent
appointments due to his Asperger’s.
Additionally, she explained that for someone
with Asperger’s to have CBT and be expected
to practice the exercises, they would need
more time between sessions. A neuro-typical
(NT) person could be told to practice
something for a week and then come back, but
someone with Asperger’s may have to build up
for a week before they could even look at what
they were supposed to be practising, let alone
actually do the exercises. Natalie was a bit
concerned that this was not understood by
WAMHS. She still does not know how many
other patients with Asperger’s the CPN has on
his caseload and whether he could be
described as an Asperger’s ‘specialist’. Natalie
feels that the CPN is very nice and they get on
very well, but when it comes to actually
treating somebody with a disability like
Asperger’s, there are certain little things that
have come up where she has thought that the
CPN doesn’t realise that James would not be
able to do something.
For example, when James had been seeing the
CPN for approximately 6 – 8 months, the CPN
asked Natalie how long she thought James
would be seeing him for, whether she thought
that they were making any progress, and
whether she thought that James would need to
be seen for more than a year. Natalie could not
believe that he was asking her those questions,
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as it was obvious that at that time there had
been no progress.
Natalie could not
understand how WAMHS could try to put a
time limit on someone with a mental health
issue: ‘That made alarm bells ring.’
4.3.2.4.4 Another Delay, followed by a
Reprieve
James’s CPN then went off sick for
approximately 6 months. This period was,
‘right at them time that James was leaving
school and needed the most amount of help he
has ever needed – there was nothing.’ Natalie
received a letter from WAMHS formally
informing her that the CPN was off sick and
asking if there was any help that James
needed. Natalie immediately requested CBT
for James because of everything that was going
on for him at the time. She received a letter in
reply saying that WAMHS did not really agree
that James needed CBT: ‘I was absolutely
furious.’ The letter was from someone who had
never even met James or spoken to Natalie,
whom was very upset:
‘I felt as though I was really having
to bang my head against a brick
wall because James had this
treatment at CAMHS, it was
working, and then it had just
stopped.’
When Natalie asked for it to be reinstated
someone who had never met James had said
no. It was at this point that James was
allocated a therapist who could provide
specific CBT for James’s OCD.
Once Natalie and James met the therapist, it
was clear to Natalie that there was no further
denial of services and that if she had said that
James needed to see her once a week then the
therapist probably have sorted something out.
Natalie explained to the therapist that James
would not attend the appointments unless she
accompanied him due to his fear of new people
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and places. She explained that it is hard for
anyone to discuss their mental health failings,
let alone for someone with Asperger’s, and
that James sometimes would struggle to
answer a specific question. Consequently it
would be helpful to James for her, as his mum
and the person who knows him best, to be able
to sometimes answer those questions for him
and to become a form of translator or middle
person between him and the service.
4.3.2.4.5 Applied Therapy
Natalie knows that if the therapist had asked
James in an appointment to do something like
homework, then he would have forgotten
about it the minute he walked out of the door.
She feels that her role is to oversee the
appointment; to remember what has been said
and apply it into their home life. For example,
if James was finding something difficult,
Natalie could say, ‘Oh do you remember that
your therapist spoke about that and what she
suggested was…’ and be able to talk it through
with James. If James was on his own then it
would not be very helpful, because he would
not remember what had been said in the
appointment due to his short-term memory
problems.
The therapist and Natalie have now come up
with a system together so that James goes in
by himself for the first half an hour of the
appointment and then Natalie joins them for
the last half hour when she can add in anything
that has been forgotten, make notes, arrange
the next appointment, discuss homework etc.
Natalie feels that this is good for James:
‘He can’t take a back seat; it
challenges him and he doesn’t like
it, but he does need to be
challenged.’
4.3.2.4.6 Suggested Improvements
When the CPN went off sick, Natalie feels that
several things could have been done which
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would have improved the experience for
herself and James. She believes that someone
could have contacted her by telephone; to
actually speak with her and listen to what she
had to say.
Natalie feels that it was unacceptable that
James was left for 6 months with no input at
all, only then to be contacted by someone who
‘had looked at his file.’ WAMHS did say that
they could see from James’s file that the CPN
‘had been giving him CBT and that they did not
want to interrupt someone else’s therapy by
putting another therapist in because they
thought that would be detrimental.’ She felt
that this was just an excuse because James was
not receiving structured CBT from his CPN. The
CPN had told Natalie that he was trained to
deliver CBT, but Natalie felt that he was more
of a talking therapist or counsellor. Previously
the type of CBT that James had been receiving
and which Natalie feels he needs was far, far
more structured and would need to be
delivered by someone who understands not
just CBT but OCD and Asperger’s too.
4.3.2.4.7 Overall Impressions
Overall, Natalie would summarise
experience as:

The experience of being a Carer has affected all
of Natalie’s family in a very negative way. It is
likely that Natalie’s husband is about to be
diagnosed
with
fibromyalgia,
which
undoubtedly in her opinion has been made
worse by the stress. Natalie feels that the
stress of having someone in the house with
OCD is probably one of the worst afflictions for
a family. Natalie’s daughter also has health
needs: she has Type 1 Diabetes and needs an
awful lot of support with this condition. Natalie
feels that her ‘whole life has been overtaken by
this.’ When James was diagnosed the fight
began to get him statemented, then the fight
to get him support in the classroom.
Subsequently she had to withdraw James from
school because of their experiences, so he was
out of the school system for 2 years. After this,
Natalie had another fight on her hands to get
him some tuition at home, then to get him into
a special needs school where the staff were not
properly trained. Put succinctly:
‘At every stage of his life when he
has needed help, I have had to
fight for it.’

her

‘…difficult, disorganised and
constantly having to fight to get
what you want.’
She feels that any parent going through the
same situation would say the same thing
because the structure for looking after
someone with Asperger’s is just not there.
Every time Natalie has tried to get something
she has been told, ‘we haven’t got the funds /
he doesn’t meet the criteria / he’s not bad
enough etc., etc.’. When she is told this, Natalie
instantly thinks that they don’t know what they
are talking about and they don’t understand
Asperger’s.
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4.4 Mental Health Practitioners’ Results
4.4.1 Mental Health Practitioners’ SurveyMonkey Questionnaire Results
To begin with, the group published an online survey, which sought to cover the following areas:
1. The number of years that Staff have worked in mental health services;
2. The Staff’s level of knowledge and expertise in treating people with an ASC;
3. The amount and type of training that Staff have received regarding ASC; and
4. The recommendations of Staff to improve the services on offer.

We sent links to managers at the SPT and Time to Talk and received a combined total of 109 responses
from their members of staff (encompassing administrative, clinical, and managerial, see Appendix 7.3,
p. 84); a copy of the survey is included as a PDF in Appendix 7.3, p. 85.
4.4.1.1 Staff’s experience working in mental health
The first question we asked (together with the results) is displayed in below in Figure 4.
Figure 20: Number of years working in a mental health capacity

How long have you been working in a
mental health capacity?
4% 3%

6%

87%

Less than 12 Months

Less than 3 Years

Less than 5 years

More than 5 years

As can be seen, the vast majority of respondents (n=95) have been working in a mental health capacity
for over 5 years. This suggests that most of the staff should be well acquainted with the services that
they are able to offer; it also implies that most of the staff will have come into contact with clients
diagnosed with an ASC.
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Figure 21: Time spent in current role

How long have you been working in your
current role?
18%
38%

19%

25%
Less than 12 Months

Less than 3 Years

Less than 5 years

More than 5 years

When we looked at how long those mental health practitioners had been in their current role (see
Figure 5), the results showed that just over a third (n=41) of the respondents had been in their current
roles for less than three years, which is the same as the number of people who had been in their roles
longer than five years. High staff turnover may disrupt the services being offered. As a result, it may
be that some of these staff have been less exposed to people with an ASC over the past two years, if
at all, depending on how long they have been in post.
4.4.1.2 Staff’s level of knowledge and expertise working with clients with an ASC
Figure 22: Level of Autism Knowledge

Which of the following words best describes
your knowledge of High Functioning Autism
(HFA) and Asperger’s Syndrome?
46.2%

33.0%

14.2%
2.8%
NONE
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3.8%
LIMITED

FAIR

GOOD EXCELLENT
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The majority of respondents stated that their level of Autism
knowledge was either ‘Limited’ or ‘Fair’, totalling 79% (n=84) of
those whom answered the question (see Figure 6, p. 59). This
is further corroborated by the amount of training they have
received in their post.

Key Points
 87%
(n=95)
of
respondents
have
worked in mental
health for more than
5 years.
 38%
(n=41)
of
respondents
have
been in their current
roles less than 3
years.
 79%
(n=84)
of
respondents
described their level
of Autism knowledge
as either ‘Limited’, or
‘Fair’.
 59%
(n=63)
of
respondents
have
received no Autism
training within the
past 2 years.
 83%
(n=86)
of
respondents
have
worked with less than
5 clients with Autism
within the last year.

4.4.1.3 ASC specific training received by staff
within the past two years
Within the past two years, 59% (n=63) of respondents stated
that they had received no Autism specific training whatsoever.
Figure 23: Number of clients with an ASC

In the past 12 months,
approximately how many people
have you worked with on the
autistic spectrum?
7.7% 0.0%
9.6%

Less than 5
Less than 10
Less than 50
More than 50
82.7%

Figure 7 proposes that, despite mental health problems
affecting an estimated 65% of people on the autism spectrum
(NAS, 2012, p. 1), the number of people with an ASC accessing
services is limited, as evidenced by the fact that most of the
respondents (82.7%, n=86) have worked with less than 5
Autistic clients in the past year, suggesting that people with an
ASC are not experiencing equal access to mental health
services. This could explain why limited training has been
offered, however if services are to be improved then this is
something which needs to be addressed in the future. Of the
training that has been conducted, the most popular types
included:
Attending lectures/workshops given by mental health
professionals (19%, n=20);
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 Obtaining information from a reputable online source, such as the NAS website (17%, n=18);
and
 Reading textbooks (17%, n=18).
This is something which should be considered by the Council as it rolls out its training scheme as part
of the Autism Framework Plan. It’s interesting to note that of the 109 respondents, 2 have a family
member with Autism, and 1 has Asperger’s Syndrome themselves.
Table 7: Making adjustments to the way you work

Which of the following adjustments might you make when working with a person with HFA/
Asperger's?
Response
Percent

Response
Count

73.1%

76

65.4%

68

74.0%

77

Be consistent in your actions (i.e. to do as you say you will)

76.9%

80

Be punctual for appointments

73.1%

76

To ensure that your knowledge of Autism is adequate for the
services you offer

69.2%

72

To use clear and concise language, which is neither abstract,
nor figurative in nature (i.e. no metaphors)

79.8%

83

Where possible, offer the person a choice of venues to suit
his or her needs

52.9%

55

None of the Above

4.8%

5

Answer Options
Minimise changes to appointment times and dates unless
absolutely necessary.
Set out clear guidelines in reference to the services being
offered (i.e. how and when it will be offered / administered,
what its objectives are, and how long it will last.)
Ask the individual how their needs are affected by their
condition, and ask if there are any adjustments you could
make that they would think helpful

answered question
skipped question

104
5

The majority of respondents are making adjustments to they work with Autistic clients, as evidenced
by Table 1 (above), which suggests that they are learning through experience.
4.4.1.4 Staffs’ recommendations for improving the service in the future
When asked the most open-ended question, “In your opinion, what could be done to improve mental
health services for people with Asperger’s Syndrome/HFA?” the responses became a little more
diverse; however some themes have appeared, as illustrated by Figure 8.
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Figure 24: Themes of responses received

Themes of Responses Received
6%

57%

7%

Miscellaneous

9%
3%

No Response
Raising Awareness

18%

Resources
Specialized Services
Training

Here, broken down by theme, are some of the responses we received:
4.4.1.5 Raising Awareness
9.6% (n=10) of staff commented on raising awareness of ASCs, both within and outside the service.
One person said that we should:
“Ensure that there is greater awareness and understanding of the impact of HFA on
learning and social relationships in schools amongst all teaching and support staff.”
This implies that whilst it is important to improve mental health services, raising awareness in the
community will facilitate better mental health during childhood and adolescence, thus negating (or
reducing) the need for mental health services later on.
More specifically in relation to the services on offer, one person claimed that:
…they [people with an ASC] often fall between mental health and other services especially
if there is mixed diagnosis. Ideally services should work more in partnership people should
not fall between the gaps. RAP panel being quick to withdraw SDS hours slow to provide
support when needed and costing PCT/ccg more when they become so ill they need
sectioning. Other cases where people request diagnosis from a GP and not being referred
for assessment.
This suggests that more awareness of the services on offer, and the benefits of early intervention, will
in turn improve both services and the mental health of the user; that it will facilitate quicker and
smoother treatment. Consequently gaps in the services on offer will also be identified, and hopefully
rectified, depending upon available resources.
4.4.1.6 Resources
We received a few comments suggesting that the resources (or lack thereof) are having a negative
effect on the services on offer, for example:
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“[I have] Insufficient experience of working [with] this client group to comment but would
imagine that closing of buildings and teams being amalgamated into smaller spaces
would make services less adaptable to clients who have specific needs of this kind.”
4.4.1.7 Specialized Services
One of the most common themes identified was that some form of ASC specialized service would be
welcome (18%, n=19). 55% (n=58) of our respondents have referred clients/patients to the ASCS for
assessment, but they admit that a diagnosis does not mean that a person with an ASC will get the help
they need. Here are a number of quotes to that effect:
“It seems relatively easy to have a client assessed by [the] AS service but, even when
diagnosis is confirmed, there appears to be no specialised follow-up. Often these clients
do not have severe / enduring mental health conditions - rather anxiety / depression as a
reaction to their condition.”
“Specific IAPT service for people with this condition as the usual IAPT services in the UK
have neither the capacity nor the framework to fully meet the needs of such individuals.”
“Staff should have an in-house resource that they can access for advice and support to
assist them when working with clients with a diagnosis of ASC and mental health.”
“People on the Autistic Spectrum are not appropriately placed in the Mental Health
Service, it is specialist work. You would need to have smaller caseloads, as there are a
multitude of problems that one person can have, and not all people are at the same
functional level. There are common characteristics but each person presents differently.
Also people on the spectrum can have OCD, ritualistic behaviour, a combination of
emotional intensity disorder, risky behaviour or a learning disability etc.”
“I am concerned people with Asperger’s are expected to receive a service from a general
CMHT. A more specialist service would be ideal. If not possible CMHT members need
regular training”
At this point in time the purpose of the ASCS is to diagnose and sign-post clients to appropriate
support/services, although this is not always possible:
“More staffing to provide non-medical support, in particular to carry out
recommendations provided by autistic spectrum services. Often assessments are done
with rigour, recommendations are made, and there are no services to carry the follow
through on the recommendations.”

4.4.1.8 Training
The most common theme centred on the training provided to staff, with 57% (n=59) of respondents
commenting that more training is needed, and where possible for each team to have an ASC specialist:
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“Further training for mental health professionals on how they could help people with
Asperger’s Syndrome. Having one team member in each team 'specialise' in working with
people with Asperger’s Syndrome. Have regular input from people with the syndrome as
to how they would benefit from the service and its improvement. Have input from third
sector colleagues about services for people with Asperger’s within the county.”
“More information and teaching. It has become a "fashionable" add on diagnosis and is
used too loosely. Because of changes in the way services are organised people with ASD
are now seen more by people not used to managing their problems and more training
needs to be done to recognize service deficits.”
“More training and information about the condition and about the long term services
available for the people with autism to help them cope with the condition and to have a
better quality of life.”
There also appears to be links with some of the other themes highlighted above. It would appear that
staff would appreciate a specialized service they can rely on for support in treating people with an
ASC, a service which could provide training in addition to support. Some respondents also appeared
to be in favour of receiving training from people with an ASC:
“Further training given by service users with ASD to all staff and making staff aware of
the things above (i.e. ask the individual how their needs are affected by the condition and
any adjustments made in their care) so that treatment is individualised and the person
feels understood at all times to help engagement.”
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4.4.2 Sussex Partnership Trust Interview Results
4.4.2.1 Background Information
The SPT Adult Mental Health Services teams provide:
“…community, crisis and inpatient services focussing on outcomes and meeting the needs of each local
population” (Sussex Partnership NHS Foundation Trust, 2013, p. 5)
Over the past three years, these teams have been in a state of transition. The services on offer are
split among three areas within the region: North West Sussex; South West Sussex; and West Sussex
West. A breakdown of the location of some of their services (as we’ve ascertained them), is provided
below:
Figure 25: SPT Service Locations

SPT Adult Mental Health
Services

Longley House (AOT)

Linwood Community
Mental Health Centre
(ATC)

Midhurst Cottage Hospital (ATC)
New Park House (ATC)

Barnfield House (AOT)

Liverpool Gardens (ATC)

Swandean & Meadowfield (AOT
& Acute Services)

Chapel Street (ATC)
The Bedale Centre (ATC)

To summarise, ATC denotes an Assessment & Treatment Centre, while AOT stands for Assertive
Outreach Team. As can be seen from Figure 9 there is at least one of each for every region of the
county. In addition to these services there is the ROCK (Recovery Orientated Community Kit), an
online resource designed to provide guidance and assistance to those users in recovery:
“It puts patients in touch with local support groups to maintain their wellbeing. It includes a directory
of social inclusion recovery services, a toolkit to help people set personal goals and plan activities.”
(Sussex Partnership NHS Foundation Trust, 2013, p. 7)
More information on the services offered by the SPT can be found at
http://www.sussexpartnership.nhs.uk/services.
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4.4.2.2 Booking interviews
The SPT currently employs 4,072 members of staff (Sussex Partnership NHS Foundation Trust, 2013,
p. 19), including 242 medical staff and 1,756 nursing staff. We managed to conduct interviews with
staff in the following roles and locations:
Table 8: SPT interviewees by location and role

Location Role
N/A
Mental Healthline Operator
North
CPN
South
Clinical Psychologist
South
Consultant Psychiatrist
South
Lead Occupational Therapist
South
Senior Social Work Practitioner
South
Ward Manager
West
Care Co-ordinator
West
Care Co-ordinator
Given the size and the nature of the organisation, it has proven difficult to arrange interviews,
particularly in the North of the county. This was further compounded by recent management
restructuring. Nevertheless we interviewed 9 staff in total: 56% (n=5) of whom worked in the South
of the county.
4.4.2.3 SPT Interview results
The SPT staff we interviewed appeared to be keen to learn from us. From this point of view, the
interviews were a good awareness-raising exercise.
Figure 26: SPT Interviewees' Level of Autism Expertise

The interviewees’ self-proclaimed knowledge of Autism appears to be commensurate with the views
of those whom completed the SurveyMonkey questionnaire (see p.59), with most of the knowledge
being derived through practical experience. On average, these mental health practitioners have
worked with 11 ASC-diagnosed clients in the past year, ranging between 0 and 45 clients.
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Overall the training provided has been limited up to this point; it would appear that there is an onus
on staff to read and do research on conditions in order to fill knowledge gaps. One interviewee in the
South said that the training she has been given has mainly involved mini bite-sized sessions in team
meetings. She said that all information is shared throughout her team – for example if someone finds
an interesting article, then it is shared amongst team members to facilitate a better understanding.
Another interviewee from the North has had no formal training whatsoever, so it would appear that
there is some disparity in the training provided.
In order to give a clearer impression of what affects these staff, we have prepared four case studies.
4.4.2.4 Case Study 1: The Consultant Psychiatrist (CP)
The CP has worked has been in post for 7 years, based in the South of the county. In his current role,
he holds a weekly neurodevelopmental clinic. It involves a diagnostic aspect, combined with providing
support to teams in Arun, Adur and Worthing (the Southern part of the county). Over the past 18
months, he has also worked at a specialist clinic held in Brighton, where he is able to diagnose people.
He also works with CAMHS, since the transition period can be a difficult time and people might need
more support.
The CP described his knowledge of ASD as “good”. With regard to training, he attended a 2 day course
held in Cambridge which was given by Simon Baron-Cohen. In the past he has:





Attended lectures by people with an ASC.
Obtained information from websites.
Read text books.
Been to 2 conferences on ASD, consisting of a lecture in the afternoon on diagnostic
service and one lecture by a Carer.
 Received regular emails from the APG.
When asked whether he makes adjustments when working with people on the Spectrum, the CP said:
“Yes – all the time. Each person is an individual and is different. I might go out and see
them rather than expecting them to come to clinic. If they are in transition between child
and adult service I tend to visit them at home as using adult mental health services can
be difficult. During interaction I make adjustments to try and promote and help
communication. [For instance] I might adjust language or avoid physical contact – i.e.
hand shaking.”
The CP has used the ASCS “many times”. Sometimes he attends the monthly clinic held at Arun House.
As part of his work, some people may need a specialist diagnosis; as a result he may work with the
ASC service to meet this end. In the past year he has worked with between 40 and 50 people on the
Spectrum.
With regard to service improvement, the CP said:
“Within teams there is little knowledge about how they can help, so a big thing is training.
[The ASCS practitioner] can come to teams and talk about her service but not really offer
advice about how teams can work with people with ASC. There needs to be some
specialism within teams and better knowledge about the support that is available to
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people with ASC, for example there is the social communication service that work within
the community. User led training would be useful- there is a plan to work with the recovery
college to develop some user led/professional led training.”
He went on to state that:
“[It] needs to be recognised that for many people with ASD there is a longer transition
into adulthood, [since] development may be slower. Parents can be very anxious when
their children move into adult services and they are suddenly not so involved with the care
or their child.
Care plans should have a degree of flexibility in terms of service delivery. For the
individual, having something in black and white is very useful and obviously not changing
things too often. By flexibility I mean in the way that SPT deliver the Care Plan.”
When asked about gaps in services, he replied:
“Lots of people fall between services, i.e. is it mental health or not. Often someone sits
with mental health but the team have very broad mental health knowledge. Asperger’s
can be seen as a special condition that mental health teams cannot deal with. I do not
think there is a need for a specialist team – I think by adding resources in terms of extra
training we can build specialism within existing teams.”

4.4.2.5 Case Study 2: The Senior Social Work Practitioner (SWP)
The SWP has been in post for 15 years. Her role includes:
1. Assessing people who may need to be admitted to hospital under the Mental Health Act 1983;
2. Acting as a Care Co-ordinator, where she reviews care and conducts assessments;
3. Supervising a care team, comprising 3 social workers, 3 support workers, and a CPN.
She said that the Support Worker’s Role is different to a Social Worker in that they provide on-going
practical support, e.g. getting benefits, helping get to appointments etc.
The SWP thought she had “fair” knowledge of ASCs, but that this is “not typical of people generally in
mental health”. She has done no Autism-specific training over the past two years, although she has
gone to a WSCC Autism Awareness training session in the past.
Regarding adjustments she makes for clients with ASC, she stated:
“One man I work with does not like face to face. I have worked with [The ASCS] to get
some advice and I started working with him by introducing myself by email or text. This
included a brief introduction of who I was and what I was going to be doing with him. I
have worked a lot with his carer [in attendance], as he knows this carer well and dislikes
face to face contact, particularly with new people. Resources were put in gradually, using
specialist workers.
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For other people we might do more domiciliary visits with psychologists and psychiatrists;
people do not generally like coming into [our offices]. I also make sure I do not make
things too complicated and keep interviews short and make sure that I also provide
written information. I try to always be on time and at a time that they specify. I make
timetables with one person to help with structure and time.”
The SWP has used the ASCS services “several times”. She said that the ASCS had provided her with an
information pack regarding the services available to people with an ASC; however upon closer
inspection it appeared to be out-of-date. She reported that she receives a high percentage of people
with Asperger’s on her case load; she currently has 3 clients with an ASC and 1 whom she suspects is
on the Spectrum. Her typical caseload is between 28-30 clients. She said:
“Social workers generally get people with an ASC on their case load as they are seen as
having social care needs. [We] ...have experience of a spectrum of care groups, rather
than just having experience in mental health.”
The SWP stated that while it is “great” to have the ASCS Practitioner she is a limited resource. Looking
forward, she thinks:
 It would be good to have a specialist team doing care coordination for people with an ASC.
 That there were a lot of skills in the learning disabilities teams which could be shared better
with mental health.
 That there is a deficit in mental health teams in terms of confidence and skills.
 That there is a lack of interest in working with people with an ASC.
 It would be good to have speakers on spectrum talking about their own personal experience
and more forums directly from people describing their experience.
 That there is a lack of training at the moment, and if there is not a specialist team developed
then teams should be trained and opportunities should be given for people to share their
knowledge and skills.
4.4.2.6 Case Study 3: The Ward Manager (WM)
At the time of interview the WM was in charge of an open acute admissions ward (which means that
there are no locked doors). There are mixtures of people who reside there; some who have been
sectioned under the Mental Health Act, and others who have not.
The WM rated her knowledge of HFA and Asperger’s as limited. The training she has been given has
mainly involved mini bite-sized sessions in team meetings; however she said that information is shared
in the team – for example if someone finds an interesting article, then it is shared amongst team
members to facilitate a better understanding. In addition she has used the Autistic Spectrum
Conditions Service: both for support and input with a patient; and also to get a formal diagnosis. She
had been waiting for a report from a psychiatrist to support with getting funding for a patient.
In the past year the WM has worked with 2 people with Asperger’s, but typically she works with less
than this. One of her current clients with Asperger’s has been on the Ward for a year. This is mainly
because there is no suitable placement for him to move onto.
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With regard to service improvement, the WM believes that more specialised placements for people
to move onto would help, since:
 Often people end up in hospital at the point when their previous accommodation has broken
down, so there is nowhere for them to return to; and
 People often need on-going support with things like personal care and maintaining a tenancy.
She also believes that more training should be made available to current service providers so that they
felt more able to provide the specialist support required:
 One individual was supposed to move into supported living and after an overnight stay the
provider changed their mind and said they could not accept this person because their needs
were too difficult;
 She thought that this was not right as staff at the hospital had managed to support him quite
well with 17 other people to work with.
More money to fund care packages would also improve services, because there are often
disagreements about who should fund care packages, i.e. adult services or mental health.
In addition the WM believed that more specialised advice should be available, and that more training
should be given in a formal classroom setting (instead of e-Learning). She also felt she would benefit
from both staff and user input in a training situation.

4.4.2.7 Case Study 4: The Care Co-ordinator (CC)
Regarding her role, the CC said:
“My background is in OT, but my role now is a community care practitioner/Care Coordinator. Sometimes I work on call whilst on duty, so if there is an emergency or someone
urgently needs mental health services we do a risk assessment and plan their care.
I will do assessments and work out what someone needs. This could be psychological
input or medical input or what is appropriate for the person. I then support the person
and make sure that the support they get is sufficient; it may be that they need a care
package as well.”
In relation to her autism knowledge, she thought:
“I would say that my knowledge is fair – it is such a vast spectrum. I work with one person
who does not speak and then others are very high functioning. Most of my knowledge has
been acquired by working with individual people with Asperger’s.”
She has not had any official training in the past 2 years, however she did say:
“Have done this in the past. I did this as part of my learning disability nurse training; I
think I understand what Asperger’s is. A lot of the psychiatric nurses here do not have to
do Asperger’s in their training and are really unconfident in working with this client group.
What I need from training is how to manage and support people with complex mental
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health issues and Asperger’s, for example someone with ASC, learning disability and
emotional instability, or OCD, depression and ASC. We have to work with some really
complex mental health difficulties.”
When asked about how she works with ASC clients, she said:
“It often does not work if I bring someone with Asperger’s into the office - it is too formal
and stressful. It might work better in someone’s home or outside somewhere; somewhere
quite where they can concentrate.
Sometimes people’s support needs are more than what is offered by Care Co-ordination;
they may have on-going or more intense support needs. For these people I will try to
organise a package of support, for example I was working with someone who needed
extra support around understanding his sexuality and relationships.
This care is tripartite funded, i.e. 20% learning disability, 40 % adult services and 40%
mental health and needs agreement from 3 teams. As Care Coordinator I see people every
2 weeks so if their support needs are greater than these then they may need a package of
care. The care should also be about developing skills so that someone can move on.”
In the past, the CC has referred people to the ASCS:
“Yes. Recently I was working with someone who was known to services for 20 years and
just thought of as eccentric and odd; they have recently been diagnosed with Asperger’s.
I am not sure the diagnosis particularly helps her but [it] helps others in it gives them a
better idea of how to work with [her].”
Unlike a lot of the people with interviewed, the CC had a higher proportion of people with an ASC in
her caseload:
“I have a case load of about 40 and a range of people, lots with ASC, some with additional
mental health like Bipolar and Personality Disorder.”
She said that during her career she has worked with at least 12 people whom have had Asperger’s or
HFA.
Regarding service improvement, the WM said:
“I do not think Asperger’s support should come under mental health services; they should
have their own specialist team. Needs are so different from people with mental health
issues alone. Most people working in mental health teams have only had general training
and do not understand people with Asperger’s and the complex mental health difficulties
that can arise from this.
There is also a focus in mental health services around pathways and moving people on
and then services are withdrawn. People with Asperger’s do not move on or recover from
their Asperger’s, so this is at odds with mental health services. Sometimes there is a
conflict as to which service a person sits in – i.e. is it mental health, Adult service or
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learning disabilities. It is all about someone’s primary diagnosis – i.e. is it mental health,
learning disabilities or Asperger’s and people can get passed between services. Also some
people come to get a diagnosis alone and they do not have mental health problems and
they have to come into mental health services for a diagnosis, and this can be
overwhelming. For example one person recently came for a diagnosis, but was working,
had a family and had not had mental health issues but had to come into a mental health
service to get diagnosed.”

4.4.2.8 Records & Complaints
We were disappointed to find that the SPT does not keep records of the diagnoses of their patients.
In an attempt to gain some statistics about the number of users with ASCs we asked if they could
answer some questions, but unfortunately they were unable to do so. Consequently, we are unable
to identify how many autistic clients have been seen by the SPT over the period in question, nor are
we able to ascertain the number of complaints they have received from this client group.

4.4.3 Time to Talk Interview Results
4.4.3.1 Background information
Time to Talk is a talking therapies service run by the Sussex Community NHS Trust, comprising 5 teams
covering three locations of West Sussex:




The Northeast Locality – three teams based in Crawley, Horsham, & Mid Sussex;
The South Locality – a team covering Shoreham, Lancing, Worthing, Littlehampton; and
The West Locality – a team covering Bognor, Arundel, Chichester, Manhood Peninsula,
Southbourne, Midhurst, Petworth, Pulborough, Loxwood (Sussex Community NHS Trust,
2013).

The service operates as part of the national programme of Improving Access to Psychological
Therapies (IAPT). It offers a range of therapies, including CBT, Counselling, Interpersonal Therapy, and
Mindfulness Based Cognitive Therapy
The staff were very enthusiastic about this Quality Check and were keen to get involved. We
interviewed 5 members of staff from the North East Locality, and 3 from the West Locality. This
included 4 CBT Therapists, 2 Counsellors, and 2 Psychological Wellbeing Practitioners.
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4.4.3.2 Time to Talk Interviewees’ Level of Autism Knowledge
Figure 27: Time to Talk Interviewees' Level of Autism Knowledge

As can be seen from Figure 11, the interviewees’ level of knowledge was fairly consistent. Again, the
staff have received no Autism-specific training and were keen to learn as much from us as possible;
both in terms of best practice, as well as the services on offer to people with an ASC. Similar to the
interviewees at the SPT, the staff at Time to Talk have learnt through experience rather than
instruction.
4.4.3.3 Awareness of the Autism Spectrum Conditions Services (ASCS)
Most of the people we talked to (n=5 out of 8) were not even aware of the Autistic Spectrum
Conditions Service. Of the 3 who were, two were hesitant to refer on to that service if they suspected
a client had an ASC, and another had only heard of the service after talking to a colleague we had
previously interviewed. For the benefit of their clients in the future it would be advisable that the two
services liaise to establish a rapport. It might also be worthwhile to invite some members from Time
to Talk to join the WSCC Autism Planning Group so that they may be more informed of the services
available to people with an ASC.
In order to gain a clearer perspective, we have prepared three case studies:
4.4.3.4 Case Study 5: The Psychological Wellbeing Practitioner (PWP)
When asked about her role, the PWP said:
“I work at step 2 in the step to care model, so I work with people with mild to moderate
symptoms of depression and stress. I do guided self-help - I provide the tools that people
can then take away and use. I offer face to face and telephone support. Most people have
4-6 session fortnightly.”
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She described her level of Autism knowledge as “fair”. In the past she’s completed a two hour course
on ASC, read textbooks and referenced the NAS website.
When working with clients, the PWP stated:
“With all people I work on an individual basis. I would ask them about what their needs
were, find out how their Asperger’s affected them, and discuss together any changes that
could be made. Generally I would give people extra time, explain things well, and make
sure that they had understood. I have two people with Asperger’s in my case load, [but
there are] more in the assessments that I do. There are quite a few who I would suspect
have an ASC.”
Regarding service improvements, she said:
“With one person I worked with he was frustrated that every time he came into contact
with someone new, he had to explain his condition and how he needed people to work.
He wanted someone who was trained - in the end he declined counselling as he did not
want to see someone who did not know about ASC. I do not have any training specifically
to ASC and CBT and this would really help. To have some ideas of what I can do in the
limits of my role. At the moment if something does not work for someone it is up to me to
try and develop worksheets, etc. This can be shared in the team informally but not in a
formal way. The people I have worked with an ASC are very clear about what their
problem is but I have not had lots of success in changing the problem. For example for
some people writing down a thought journal can be helpful, but with the person with ASC
they became obsessive about this. Also not much success in things like thought
challenging - for example we sometimes do work around self-esteem - and for other
people we may get them to challenge negative thoughts about how others do not like
them, or they are different to others. ...some people with ASC are different and other
people do not understand them, or are judging them harshly and their negative thoughts
are based on some reality.”

4.4.3.5 Case Study 6: The CBT Therapist (CBTT)
Regarding her role, the CBTT said:
“I’m a CBT therapist. I work one to one with clients, doing approximately 20 face to face
contacts with people and 2 over the telephone. 3 or 4 months’ worth of sessions is the
most time people can have - this is enough time for most people and people can be rereferred.”
She said that she had a good level of knowledge:
“I know a lot as I have 2 daughters who have special needs and know a lot of people with
Autism; some with autism and learning difficulties, and some with high functioning
autism.”
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She has received no official training whilst at Time to Talk, but has read books and researched on the
internet in her spare time.
With regard to working with clients on the spectrum, she said:
“People go for therapy often because they are worried about how they are. CBT is about
changing the way that people think; we work out strategies to think differently.
Sometimes work is around planning and strategies and organisational skills. But I always
start with finding out about someone’s learning style and I moderate the way I work to
this. I use mind maps a lot and I might for example give someone visual material if reading
is more difficult, i.e. Youtube. Some CBT can be adapted - pictures may not be clear. I just
try and work in a way that fits the individual. Also some people can take things very
literary and there can be a lot of metaphors in CBT so I will try and avoid this if someone
finds this difficult.”
At the time of interview, the CBTT had 2 or 3 clients with an ASC, out of a caseload of 30.
Regarding service improvement, she said.
“I think that there should be neurodiversity training, so Asperger’s, dyslexia, dyspraxia,
ADHD, and language disorder, etc. People are unlikely to develop expertise by
themselves.”

4.4.3.6 Case Study 7: the counsellor (Co)
The Co has been working for Time to Talk for 3 years. Her role involves offering patients up to 6
sessions of counselling and dealing with referrals. This involves:
1. A paper assessment; then
2. A telephone assessment, and possibly a counselling assessment; finally
3. The team meet and decide which intervention is most suitable (CBT or counselling).
This is what she had to say about her role:
“Appointments normally always run on time; they start on the hour and finish 50 mins
later. If someone is late for their appointment [then] they miss part of their session.
There is less goal setting in counselling [than in CBT]; we offer 6 sessions so we talk about
what someone would like to achieve in those sessions – something realistic in 6 weeks.
The suitability for someone to have counselling is decided during the assessment phase;
it might be for example if someone is suffering bereavement or if they did not have time
to do the CBT home work. Part of my role may be about sign posting people to local
services for information.
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As I am at level 3 [of the Stepped Care Programme] I cannot refer people back down; but
I could refer them on to a wellbeing course, or on to SPT, or sometimes it may be suggested
that someone waits another 3/6 months and then is referred back to Time to Talk –
perhaps to tackle another issue.”
The Co describes her knowledge of Autism as “Fair”. She has had no specific training as part of her
role, although she is personally interested in the topic and has read textbooks.
When working with people on the Spectrum, the Co said:
“With any patient I will try and meet them on their level. This might mean that you would
change your body language or language so it suits someone, for example one man did not
like it if you went too close to him. As it’s quite a small room I try to avoid intrusive body
language - like hand waving. I may simplify what I am saying.”
At the time of interview, she had received two clients with an ASC diagnosis within the past year; she
see approximately 150 people annually.
With regard to service improvement, the Co believed that raising awareness and training were the
most important issues to be addressed. Looking forward, she felt that sharing resources and
information would be useful; she continually updates the information she receives to this effect, and
then shares it with her colleagues. She doesn’t believe that she works with as many people on the
Spectrum as she should be, stating that more should be done to encourage people to use the Time to
Talk service.
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5. Discussion of Results
Figure 28, below, illustrates the main themes identified from the results of our research.
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Figure 28: Themes from our Research

In this section we will briefly discuss all of them.
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5.1 Users
Three main themes appeared from the Users’
Results:
1. That the Mental Health Professionals
are not ASC aware, and that they are
unaware of the impact this will have on
un-diagnosed Users;
2. That Users require on-going support,
which is not currently available at
either the SPT or Time to Talk; and
3. That staff require in-depth ASC
training, which will allow them to
adapt their services to incorporate the
needs of people with an ASC.
5.1.1 Raising Awareness of ASCs
Only 21% (n=10) of the respondents were
diagnosed with an ASC when they first
accessed mental health services. This suggests
that not having a diagnosis may have
negatively affected their mental health, which
in turn would possibly explain why they were
accessing those services in the first instance.
Raising awareness amongst mental health staff
might have enabled those people to have been
diagnosed sooner, which may have resulted in
ASC-suitable services being offered.
5.1.2 On-going Support
The nature of the support being offered by
mental health services, which is primarily
talking therapies, is to be fast and costeffective. This does not help Users with ASCs,
who may struggle to comprehend what is
being asked of them, so they might not get as
much help as they need owing to budgetary
and time constraints.
There is a lack of on-going support for many
people with an ASC, which may contribute to
or exacerbate their existing mental health
difficulties. Unless they tick enough boxes to
be eligible for Social Care or live with a Carer,
these people are less likely to be able to
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incorporate what they have learnt from
therapy into their daily lives.
5.1.3 In-Depth Staff Training
Irrespective of how a person with ASC presents
their difficulties they are still present. Some
Users may not show knowledge of or be aware
of how their issues are affected by having an
ASC. Consequently, it’s important for mental
health staff to have had training on ASCs,
specifically:


Communication issues;



Sensory issues; and



Possible comorbid conditions, such as
Attention

Deficit

Hyperactivity

Disorder (“ADHD”), Alexithymia, &
Irlen Syndrome (see glossary for
definitions of these terms, p. 86).
Given the social and communication
difficulties of most Users with an ASC, which in
turn can cause anxiety, 1-1 therapy should be
offered to people with these conditions
wherever & whenever possible.
To prevent further anxiety, it would also be
advisable for the User to have the same
therapist for the duration of their therapy. It’s
often difficult for users with an ASC to explain
their situation once; doing so for every mental
health professional they meet will not help
them to overcome this issue.
Another area of concern is that of the recordkeeping of mental health professionals. If they
kept a list of Users they have treated with an
ASC on file then they might be able to spot
patterns (i.e. which Users responded well to
therapy and how said therapy was adapted for
those Users), which in turn might lead to more
effective services being offered. It would also
highlight that the Mental Health Services are
doing enough to serve the people with ASCs.
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5.2 Carers
The three main themes picked up from the
Carers’ Results were:
1. Awareness training;
2. Involvement in therapy; and
3. User-specific therapy
5.2.1 Awareness Training
The Carers felt that the Mental Health
Professionals’ inability to recognise the ASC of
the person in their care had a detrimental
effect on the mental health services on offer.
One way around this would be for ASC
Awareness Training to be provided for all
mental health professionals, which would
enable them to adapt the therapy on offer to
suit the needs of Users with an ASC.
Examples of these adaptations could include:
 The User seeing the same therapist
over the duration of the therapy on
offer;
 A fixed time and place for all
appointments; and
 Where possible, the User’s sensory
needs would be taken into account,
e.g. light, touch, and smell.
Where a User with an ASC has not been
diagnosed, Awareness Training would enable
the Mental Health Professionals to refer them
on to the ASCS for diagnosis.
5.2.2 Involvement in Therapy
Another issue identified was that Carers did
not always feel like they were included in the
therapy that was delivered. In their opinion,
this created communication problems
between the Therapists and the Users, which
had a detrimental effect on the benefits of the
therapy on offer. A common theme is that the
Carers act as a ‘translator’ for the Users they
care for.
They also felt that if Carers attended the
therapy sessions then it would allow them to

ensure that the Users in their care would be
more able to complete the agreed tasks set by
the Therapists.
5.2.3 User-Specific Therapy
This is linked to section 5.2.1. Carers felt that
the therapies on offer should be tailored
towards people with ASC. This could mean the
exclusion of figurative language (for example
similes, metaphors, and abstract concepts)
where possible, in order to facilitate a better
understanding between User, Mental Health
Professional, and Carer. Once again, this
demonstrates the need for more training.

5.3 Mental Health Practitioners
Themes picked up from looking at the Mental
Health Practitioners’ Results suggested the
need for:
1. Specialized services;
2. ASC training; and
3. Raising awareness of ASCs
5.3.1 Specialized Services
Based upon the SurveyMonkey Mental Health
Professional Questionnaire, 55% (n=58) of the
respondents believe that a Specialized ASC
Service would improve upon what they are
able to offer. At the moment, getting an ASC
diagnosis does not ensure that a person will
get the help they need.
They believe that a specialized service would
facilitate training on ASCs, especially if there
was a designated ASC specialist in each team.
5.3.2 ASC Training
Linked to the Specialized Services theme
above, 5.7% (n=59) of the respondents to our
survey appear to want a resource to consult
when they require assistance to provide
suitable therapies for users with an ASC. This
would facilitate a better understanding of
ASCs. At the moment this responsibility falls to
the ASCS, so perhaps more resources are
needed to support this team.
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In terms of how the training should be
delivered, there appears to be a number of
mental health professionals who would
welcome training to be conducted by people
on the spectrum. While some form of elearning may be useful as a resource (for
example, an e-manual), staff would prefer to
attend seminars or lectures where time allows.
5.3.3 Raising Awareness of ASCs
This theme comprises two areas:
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The first would involve raising
awareness of ASCs in the community,
which might allow for a better
understanding
of
how
these
conditions affect learning and social
relationships; and
The second would involve a distinction
of the services on offer to Users with
an ASC, since they currently fall
between the gaps of the services on
offer.
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6. Recommendations
Figure 29: Themes for Recommendations
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Training
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Figure 29 (above) illustrates the themes for our recommendations.
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6.1 Improved ASC Training for Mental Health Professionals
We believe that ASC training could be improved in the following ways;
1. All staff in mental health services should have ASC awareness training as part of their
induction, so that they are able to refer Users to the ASCs for diagnosis;
2. Users with an ASC who have had experience of the mental health services should be involved
in delivering the training;
3. Training should focus on adapting existing practices to meet the needs of people with an ASC;
and
4. Training should include the role that Carers play in the treatment of someone with an ASC,
more specifically their communication difficulties.

6.2 Increased Awareness of the Services on Offer to People with an ASC
5. Better communication links should be established between the ASCS and Time To Talk;
6. Time to Talk should be represented at the Autism Planning Group;
7. More communication should be made between the ASCS, the SPT and Time to Talk in order
to share information on the services currently available to people with an ASC as a means of
providing on-going support; and
8. The SPT and Time to Talk should keep statistics about how many Users they encounter with
an ASC.

6.3 Specialized Mental Health Services for Users with an ASC
9. Each mental health team should have an ASC Specialist who regularly corresponds with the
ASCS in order to ascertain current best practice on working with Users on the spectrum. This
person can then share their knowledge about ASCs with the rest of their team, facilitating the
adaptation of therapy to suit Users with an ASC; and
10. When mental health symptoms arise from having an ASC, e.g., anxiety, the mental health
services on offer should focus on the improvement of coping strategies, rather than recovery.
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7. Appendices
7.1 Initial Questionnaire sent to Usersi
Quality Check First
Questionnaire.doc

7.2 Users’ SurveyMonkey Questionnaire
Survey_40649353.pdf

7.3 Carers’ SurveyMonkey Questionnaire
Survey_42376058.pdf

7.4 Breakdown of the staff whom took part in the SurveyMonkey Survey
Role

Response
Percent

Response
Count

Administration
Care Coordinator
CBT Therapist
Clinical Psychologist
Community Psychiatric Nurse
Community Support Worker
Counsellor
Educational Psychologist
Employment Specialist
Health Care Assistant
Inpatient RMN
Manager
Mental Health Liaison Practitioner
Occupational Therapist
Occupational Therapist & Mental Health Practitioner
Psychiatrist
Psychological Wellbeing Practitioner
Psychotherapist
Social Worker
Staff Nurse
Support Worker
Team Leader

2.8%
9.2%
11.0%
4.6%
18.3%
1.8%
0.9%
0.9%
1.8%
0.9%
4.6%
0.9%
1.8%
2.8%
0.9%
6.4%
2.8%
0.9%
5.5%
1.8%
2.8%
2.8%

3
10
12
5
20
2
1
1
2
1
5
1
2
3
1
7
3
1
6
2
3
3
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Ward Manager Registered Mental Nurse
Other

4.6%
9.2%

7.5 Mental Health Professionals SurveyMonkey Questionnaire
Survey_40647179.pdf
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8. Glossary of Terms
OTHER AUTHORITIES
ADHD: A neurodevelopmental condition in which there are significant problems of attention and/or
hyperactivity and acting impulsively that are not appropriate for a person's age .......................................... 79
Alexithymia: a condition where a person has difficulty in experiencing, expressing, and describing emotional
responses. ........................................................................................................................................................ 79
Asperger’s Syndrome (“AS”): a form of autism. People with Asperger syndrome are often of average or above
average intelligence. They have fewer problems with speech but may still have difficulties with
understanding and processing language. ....................................................................................................... 2, 8
Autism Spectrum Condition (“ASC”): a lifelong developmental disability that affects how a person
communicates with, and relates to, other people. It also affects how they make sense of the world around
them. .............................................................................................................................................................. 2, 8
CBT: Cognitive Behavioural Therapy - a psychotherapeutic approach that addresses dysfunctional emotions,
maladaptive behaviors and cognitive processes and contents through a number of goal-oriented, explicit
systematic procedures. .................................................................................................................................... 11
Higher Functioning Autism (“HFA”): a term applied to people with autism who are deemed to be cognitively
"higher functioning" (IQ>70) than other people with autism. ....................................................................... 2, 8
Interpersonal Therapy: a time-limited treatment that encourages the patient to regain control of mood and
functioning typically lasting 12–16 weeks ........................................................................................................ 72
Irlen Syndrome: a condition relating to the interaction of the central nervous system and the eyes at a
physiological level with light. It manifests itself most notably in terms of reading, although the symptoms of
the condition can be more general than this. .................................................................................................. 79
Mindfulness Based Cognitive Therapy: a form of psychological therapy which utilizes traditional Cognitive
behavioral therapy (CBT) methods and adds in newer psychological strategies, like mindfulness and
mindfulness meditation in order to prevent a reoccurence of depression. .................................................... 72
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This was the questionnaire that was sent out to users. By the term “users”, we mean people on the autistic
spectrum whom have used mental health services within the past 24 months.
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