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Here’s Mr G...

INTERVIEWER: So if you need, if you’re feeling a bit stressed and you need a hand with something, do you 

have people you can phone?

RESPONDENT: I just go to my support workers, and just say hey, look…. Or I ring the 

helplines, like there’s anxiety lines out there and stuff, like there’s life line at night and stuff like 

that, and talk to people, or like if you’re feeling, especially if you’re feeling like suicidal or 

anything like that, it’s best to ring them and say; hey look.  Or there’s, here in Dunedin there’s 

EPS. There’s…. down at the hospital.

INTERVIEWER: so have you been to EPS before?

RESPONDENT: yeah I’ve been a couple of times

INTERVIEWER: a couple of times?

RESPONDENT: trust me I don’t make a habit of it. I only go when I need to.

INTERVIEWER: Absolutely, yeah.

RESPONDENT: you know

INTERVIEWER: So we’re thinking about when you have kind of gone to EPS or called 

somebody when things aren’t going so good, what kind of thing have you needed a hand with?

RESPONDENT: oh they’ve just, like they’ve just talked over with me, and with my support 

workers, like with… like straight….and it’s like; you know, like they try and piece the puzzle to try 

and take… why are you feeling like this, and how they can fix things to see if they can put your 

staff hours up or something, you know, support hours up and stuff. But then EPS just can’t do 

that automatically, because it’s got to go through the funding organisation. It’s got to go through 

the funding organisation…



Some key points:

 25% of adults with ID also have autism

 Most adults with autism have poor outcomes in adult life : QOL, 
employment, poverty, living situation, relationships, multiple 
mental health problems-compounded by difficulties with access to 
services

 Adults with ID+autism take more psychotropic medications than 
any other group

 Adults with ID+autism are the highest users of specialist behaviour 
services and the most likely to be subject to restrictive practices

 Adults with ID+autism are the least likely group to live 
independently 

 Adults with autism are not well understood by mainstream mental 
health services

A new funding model isn’t going to change any of this, 
something else needs to change…



What we 
know so far 
about the 
mental health 
of adults with 
autism...

Most ASD research is about 
children

Studies have identified that 
adult outcomes are negatively 
influenced by mental health 
problems (Howlin 2009)

A growing amount of research 
has looked at the mental 
health of adults with ASD



… the current evidence indicates ...

Anxiety Disorders Clinic pop 30%+
Community prevalence study 13.6%

Mood Disorders 30-50% MDE
No clear data for BPD

Psychosis Schizophrenia 0.4 to 0.6 % 
Catatonia 12-17%

ADHD 43% (in children & adolescents)



Otago 
Comorbidi
ty Study 
Aims

To identify the range of psychiatric 
disorders experienced by a sample of 
people with ASD

Examine similarities/differences in 
types of disorder experienced by ID vs 
Non-ID adults with ASD

To compare range and rate of disorders 
with ID only and general population 
studies

Identify effective treatments & support 
strategies

Identify service gaps & future needs 



All the people

68 individuals

31 with both 

ID and ASD

15 ASD, no 

ID
22 ID/No ASD



Study 
Design

6 component studies

SR 
psychopharmacology

SR Psychological 
treatments

QUAN psychiatric 
screening

Analysis of 
psychometric 

properties of tools

Quan:  detailed 
analysis of complex 

needs group

Qual: 10 x interviews 
with AS/HFA adults



Quantitative 
Study: 

Psychiatric 
Screening 

Process & Tools

Three processes for all 
participants:

• File review using DC-LD protocol 
(demographics, diagnoses, living 
situation, current treatment)

• The REISS Screen for Maladaptive 
Behaviour (Reiss S, 1988, revised 
2009)

• The ASD-A (Autism Spectrum 
Disorder Battery-Adult Version), 
(Matson, J,Terlonge, C & Gonzalez 
M, 2006)



Qualitative 
Study:

Face to face interviews 
with 10 people with lived 
experience of autism and 

mental illness. 

Digitally recorded and 
transcribed

Thematic Analysis using 
Braun & Clarke (2006) 

methodology



ASD - Assessment 
Battery

ASD-DA = a diagnostic scale 
measuring autism symptoms

ASD-CA = a assessment measuring 
symptoms of other mental health 
problems with subscales for 
depression, anxiety, ADHD, conduct 
& behavioural excess.

ASD-BPA = an assessment for 
ritualistic/repetitive behaviours, 
self-injurious behaviour and other 
challenging behaviours

Gives a total score for likely mental 
health disorders, and 

Subscales for behaviour, paranoia, 
psychosis, behavioural and physical 
symptoms of depression, avoidant 
and dependent personality 
disorders

RSMB - REISS Screen 
for Maladaptive 
Behaviour



Autism severity 
score distribution



ASD-CA total 

score

Percentage above 

clinical cut-off score

RSMB

Total score

Percentage above 

clinical cut-off score

ASD+ID 14.52 56.7% (n = 17) 12.10 60% (n = 18)

AS/HFA 11.80 53.34% (n = 8) 11.08 67% (n = 10)

ID Only 11.00 34.78% (n = 8) 11.30 52% (n = 12)

Combined 

Groups
12.78 49.25% (n = 33) 11.43 59.7% (n = 40)

Total Scale Scores for ASD-CA and RSMB

Screening Results



Results for 
people with 
severe ID and 
ASD

70% had clinically significant scores for one or more 
additional disorder

High rates of anxiety (40%) and depression (30%) 
found 

50% of group had ADHD symptoms, but no one 
receiving treatment

Results indicate that additional mental health
problems may have a major influence on the 
behaviour of adults with ASD

Medications for depression and anxiety don’t seem 
to be working very well…..and almost everyone in 
this group was taking multiple psychoactive 
medications



Results for 
people with 
AS/HFA

High rates of anxiety (60%) 
and depression (22%) found  

Medications for depression & 
anxiety don’t seem to be 
working very well…..

Only 2 of 15 had a job

Only 2 of 15 had a long term 
relationship



Ricky 

Me: Because you’ve known about 
your diagnosis for quite a long time, 
I’d like you to think about what 
impact that has on your life. What 
difference does it make for you, and 
the way you live, and the things you 
do? That’s a big question, I know

R: Well to be honest, I especially don’t 
like people my own age, yeah.  Well, 
Asperger’s combined with a lot of 
anxiety, er, really does prevent me 
from doing a lot of normal things, uh, 
yeah.  Don’t have friends, never been 
in a relationship. A lot of things, yeah, 
people my age have done, I haven’t. 



Themes

Autism prevents me doing 
normal things

Mental illness is a 24 hour a day 
thing

The diagnosis is important to me

The right support when I need it

Needing more time to process 
information

Useful strategies for dealing with 
anxiety and depression



The differences in results between those people in the ASD+ID, AS/HFA 
and ID groups gave me some more questions to think about:

•Does autism symptom severity, the severity of intellectual disability or 
the combination of both  have an effect on overall type and severity of 
mental health problems?

•Is the higher mean score for anxiety in adults with AS/HFA related to 
the severity of autism symptoms, or some other factor?

The Influence of Autism Symptom Severity and Severity of 

Intellectual Disability on Comorbidity.



A closer look at people with ID+ASD

A = Comparison group 
B = Complex needs group
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Rachel

• 26 years old

• Moderate to severe ID

• Good skills in personal care and 
household tasks

• Fun-loving personality

• Has some spoken language skills

• Significant history of challenging 
behaviours

• Own house with 24hr 1:1 support

• Scored in clinical range for ADHD and 
depression, but not being treated for 
either.



Brian

• 46 years old

• Very quiet and anxious

• An observer, often standing back against 
the wall

• High scores for anxiety and avoidant PD, 
despite high doses of Respiridone and 
Paroxetine



This bleak picture for those with severe 
learning disabilities and ASD got me 
thinking….so what really could help? 

ǒWhat answers can neuroscience offer?

ǒWhat about other models of psychological 
treatment?

ǒ Is there a role for Applied Behaviour
Analysis/PBS in treatment of mental health 
problems?

ǒWhat about quality of life?

ǒHow beneficial is medication really and why do 
we use so much of it?



Neuroscience and autism

ǒThe Amygdala and connected circuits perform multiple high level 

functions for humans:

 self monitoring of internal emotional state and moderating 

one’s response (Gaigg, 2012). 

 the management of fear response and other emotional states 

(Holland & Gallagher, 2004). 

 inhibition of inappropriate behaviours

 recognising and responding to threat (Gaigg & Bowler2007) 

ǒBachevalier & Loveland (2006) proposed a model which explains 

the emotional regulation issues experienced by those with autism.

ǒThese findings in relation to structural brain differences in 

individuals with autism may have significant implications for their 

susceptibility to comorbid psychiatric disorders. 





Putting it together: a model for mental 
wellbeing for adults with severe ASD+ID

Neuroscience ABA Positive Psychology Psychiatry

Activities and environments 
designed to reduce arousal 
and promote emotion 
regulation:
• Interaction
• Sensory
• Rhythm & predictability

Skill development 
focused on 
activities which 
increase 
communication and 
ability to have fun.

Aim to help people flourish: 
build on strengths and 
attributes

The right medications 
for the symptoms

Reactive strategies that shift 
cognitive focus and reduce fear 
response

Behavioural 
Relaxation Training
Behavioural 
Activation Therapy

Activities which increase 
pleasure/happiness 
responses (more happy = 
less depressed) e.g. 
engagement, creativity

Active medication 
reduction



The Journey

• From a place of thinking I knew quite a bit about autism.....to a place 
of knowing quite a lot about how brains work!

• From a place where I thought I had an understanding of mental 
illness...to a place where I'm getting to grips with the interaction 
between genes, brain architecture, childhood experience, trauma
and support systems/services

• Thinking about how values based support systems/services can use 
neurobiology/neuropsychiatry

• From treating the DSM-4 (not so much 5!) like a bible....to believing 
the whole approach to diagnosis of psychiatric disorders is 
fundamentally flawed. 



Getting the 
right 
balance…

Rights

Values

Science 
(Evidence-

based 
practice)


