
Mental Health in ID – A local perspective

Dr Cathy Franklin MBBS FRANZCP MPhil

A/Director, Mater Intellectual Disability & Autism Service

Senior Research Fellow, Mater Research Institute-UQ



A warning



About Me
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• Psychiatrist working with adults with ID / DD since 2004

• A/Director of the Mater ID & Autism Service

• Research work – Down Syndrome, Autism

• Education – teaching Psychiatry registrars, presentations to 

disability clinicians, support workers, families

• Committee Member of RANZCP Section of Psychiatry of 

Intellectual & Developmental Disability

• Secretary for AADDM (Australian Association of Developmental 

Disability Medicine)
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What is mental health?

A state of well-being in which every 

individual: 

-realizes his or her own potential

-can cope with the normal stresses 

of life

-can work productively and fruitfully

-is able to make a contribution to her 

or his community

(NB: Health - a state of complete 

physical, mental and social well-

being - not merely the absence of 

disease or infirmity)



Problems we face

1. Additional challenges for 

people with ID

2. Challenging behaviour = 

communication

3. Physical health in people 

with ID / DD

4. Health service-related 

issues



Low socio-economic 

status (SES)

Limited social networks

Trauma and/or abuse

Significant life events

Sedentary lifestyle

Limited or no choice and 

control

Limited or no functional 

expressive communication

Stigmatisation and 

marginalisation

1. Common experiences for people with 
an intellectual disability

Cognitive functioning –
memory, processing, 
executive functioning

Polypharmacy

Difficulties understanding 
feelings/emotions

Affects:

Quality of Life

Mental Health

Health outcomes



Resiliency factors = 'keeping mentally well’

Subthemes

- Importance of relationships with family and friends (n.b.

participants included staff from home, day centre as ‘friends’)

- Keeping busy

- Autonomy and happiness. 

Challenges for resiliency = 'mental illness’ 

Subthemes 

- Abuse

- Long-term stress 

Conder et.al. (2015) Qualitative NZ study of 25 women with ID

Resilience



Conclusions

Many of the women demonstrated remarkable resiliency, despite 

setbacks and exposure to risks, provided they were nested 

within a supportive context.

Those women who experienced major mental illness shared 

evidence of both higher risk factors and less support available 

at crucial times.

Resilience



2. Meaning communicated by behaviour

Behaviour
Sensory 

"This feels 
good / 

doesn't feel 
good for me"

Tangible       
"I want that 

object"

Escape         
"I don’t want 
to do this"

Stress    
“This is all 

too much for 
me”

Attention      
"I want 

attention"

Pain         
“This is 
hurting”

Control         
“I want more 
control over 

my 
environment 
and my life"



Hierarchy of Causes

Physical

Psychiatric

Environmental

Psychological



3. Physical Health and ID / ASD



Health Issues Commonly Missed

 Physical Causes of Pain

• dental pain

• musculo-skeletal

• gut  

 Mental Illness: 30-40% prevalence

 Psychological

• environmental

• abuse

 Gastro-intestinal system

• constipation

• H.Pylori

• Gastro-oesophageal reflux 

 Urogenital

• Undescended testis

• Hypogonadism



Medications - Neuroleptics

- Anti-convulsants

Epilepsy - Under- and over- diagnosis

- Inadequate review

Accidents, falls, burns

Infections

Health promotion - Immunisation, breast, skin, PAP smears

Lifestyle and nutritional problems - Obesity 

- Diabetes

- Osteoporosis and Vitamin D

Vision / hearing impairment

Poor oral health

Common Management Issues



4. Health service-related challenges

Lack of 
services

Lack of 
exposure in 

training

Lack of 
experienced 
professionals

Lack of 
advocacy for 

improved 
services



Challenge 1: Access to Mental 

Health Services

“Its not psychiatric, its 

behavioural”

“We don’t deal with disability,

that’s Disability Services / 

NDIS”

“Not eligible for psychiatric 

follow-up”



Challenge 2: Finding Expertise

Lack of 

specialist 

ID MH 

services

Lack of 

training and 

expertise in 

psychiatrists



Challenge 3: Reliance on the private sector

Borderline /

Mild ID –

compliance, 

attending

$150+ gaps 

Per consult

Comorbidities –

multiple 

specialists need 

to communicate 

Severe ID – waiting 

room challenges

Medicare (largely) only 

rebates face-to-face with 

patient



Solutions

1. Promoting mental health

2. Building resilience

3. Tips for obtaining a good 

assessment

4. Mater ID & Autism service 

– clinic, research, 

education, resources



Maximize opportunity for mental health

- Positive environment

- Promote sense of identity – photos, life story, strengths, hobbies 

etc

- Regular exercise

- Improve autonomy – control over decisions and offer real 

choices

- Work towards goals: involved in community, work, social life

- Recognize and promote social bonds – friends, family and staff

- Stay physically healthy– see a (good) GP

- Avoid mental illness – if on medications, these should be 

reviewed regularly. 

1. Promoting mental health in ID



Lifestyle Factors

Good evidence

-Sleep

-Exercise

-Diet

-Social interaction

Developing evidence

-Environmental factors

-Relaxation / Meditation

-Pet therapy



2. Biopsychosocial Model in Context

Environment

Biological

Psychological Social



Prevention and Building Resilience

• Early involvement and increasing involvement with GP: GP 

responsible for health screening and monitoring (use of CHAP tool)

• Advise GP re: routine (annual) monitoring for complications 

psychotropic medications

• Early identification of specialists to take over care

• Monitor for onset of major mental illness (as increased risk)

Biological



Prevention and Building Resilience

• Cognitive behaviour therapy – for anger, aggression, depression, 

anxiety

• Developing self-esteem and identity – build skills and celebrate 

these

• Sex education – early, for both individual and parents (ignorance is 

not bliss!)

Psychological



Prevention and Building Resilience

• Anticipation and expectation of change and loss: siblings, school 

environment, role change. e.g. social stories, photos, emotional 

support….helping the person define their own role and identity

• Family unit – support (unofficial vs official counselling), relationship 

counselling – before crisis point/s are reached; developing outside 

interests

Social



Prevention and Building Resilience

• Behaviour: Earlier consideration of training parents and 

caregivers in principles of positive behavioural support

• Speech Therapy: Ongoing emphasis on improving 

communication and providing motivation to communicate (e.g. 

provide real choices)

• Occupational Therapy: Developing sensory interventions from 

childhood to adulthood

• Disability Services (Social Needs): Start early and clearly to 

define existing options and then work to improve options. This 

process can take years.

Environmental



3. Obtaining a Good Assessment – Tips for Success



Before the appointment

-Collect as much information as you can – not just medical. 

-Meet with support staff to consider goals of the assessment and 

what questions will be asked 

-Meet with the person, explain what will happen and why, ideally 

provide written information in pictures or an easy read version

-Book a long appointment, earlier in the day is usually better

-Consider who should attend (too many people is impractical)

-If you can’t be there, send a letter with the information below:

-Compile a brief written summary of diagnoses, medication history 

(including side effects) and information on weight and sleep 

patterns 

Tips for Success - Preparation 
(written for DS Clinicians, Service Managers)



At the appointment:

-Have a collaborative approach, demonstrate respect for the 

process and time pressures

-Model a person-centred approach (e.g. suggestions for how best 

to communicate with a person with impaired communication)

-Begin with presenting the information you have and ask your 

questions early (not as you walk out!)

-Use simple language to explain what you have observed.

-Don’t be afraid to state what you think could be happening but be 

prepared to give reasons!

Tips for Success – On the Day
(Prepared for Disability clinicians, Service Managers)



Tips for Success –
Follow-up

-Continue to collect data to monitor 

response to treatment

-Make sure you and support staff 

understand possible side effects of 

treatment so you can monitor for 

these.

-Don’t become too fixed with a 

specific diagnosis: psychiatric 

diagnoses can change over time, but 

the medications used, psychological 

approaches and behavioural support 

are often similar.

-Regardless of diagnosis,                                                                     

a positive environment and                                                          

quality behavioural support                                                                 

are worth their weight in gold.



• Avoid use of the term “behaviour”

• Focus more on neurovegetative function (sleep, appetite, 

enjoyment of pleasurable activities, attention and concentration

• Try to give a longitudinal perspective – e.g. 2 years ago they 

were like this, now they are like this etc etc

• Consider using the PAS-ADD, be aware they likely won’t have 

any experience in using it (may need to point out the subscale 

scores)

• Consider taking the CHAP, which has some syndrome specific 

information, or other syndrome information

Extra Tips for dealing with 

Mental Health Services



• Mission: to improve the 

health and well-being of 

adults (age >=16) with 

intellectual or 

developmental disability 

through research, 

education and clinical 

practice.

• Formerly QCIDD – Qld

Centre for Intellectual and 

Developmental Disability

• Opened 1997, jointly 

funded by Disability 

Services and Qld Health 

Mental Health Branch

• Now funded by Qld

Health Mental Health 

Branch and Mater Health 

Services

4. Mater ID & Autism Service



Clinical Service

• Psychiatric assessment & management 

(face to face and telehealth)

• Comprehensive health assessments

• Clinical staff

3 part-time Psychiatrists (4 days total)

1.5 full-time Psychiatry Registrars 

1 part-time GP (1 day) 

1 part-time (4 days) Clinical Nurse 

Coordinator

Planned: Psychologist





Research

• Acute Regression and Catatonia in 

Adolescents and Young Adults with Down 

Syndrome Study

• Down Syndrome Health Registry 

• CHAP – Comprehensive Health Assessment 

Programme

• Living with Autism Cooperative Research 

Centre (CRC)

• Ask Project (Adolescent Health Intervention 

Study)

• Challinor Deinstitutionalisation Revisited

• HIP-Aus study - Prisoner Research

• SHAP – Students as Health Advocates Project

• Walk and Talk

• Healthy Living Study



• Increased health promotion, disease prevention and case-
finding activity was found in the intervention compared to 
control (n=453 cluster RCT)

• 6.6-fold increase in detection of vision impairment (CI 1.9–40) 
and 30-fold increase in hearing testing (CI 4.0–230)

• 9-fold increase tetanus/diphtheria immunisation (CI 4.2–19) 

• 8- fold Papanicolau smears (CI 1.8–35)

• 1.6 times detection of new disease by (CI 0.9–2.8)

• Implemented by three state governments, many NGO and 
overseas

• 2007 Announcement of Medicare item for health assessments 
in people with intellectual disability

CHAP



Education

- Psychiatry registrars

- Medical students

- Disability Services 

professionals

- Support workers

- GP / PHN / MH PHN groups



Resources



Education – AbleX MOOC



Able X Series – edX MOOC



See the Big Picture



NDIS





Dr Cathy Franklin

Email: midas@mater.org.au

Thank you



The “Normal” Grieving Process

After Kubler-Ross, 1969)

Clinical Assessment of Depression–June 2014© 2014 QCIDD, The University of Queensland.


