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Learning outcomes
Management of Mental Illness in People with Intellectual Disability: business as usual and COVID-19 considerations

1. Identify risk factors for common mental illnesses in people with intellectual disability

2. Describe core elements of treatment of common mental illnesses in people with 
intellectual disability, and when/how they should be used

3. Support people with intellectual disability to navigate key aspects of mental health 
service system

4. Recognise risk and address key element of stress related to CVID-19 in people with 
intellectual disability
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ABOUT INTELLECTUAL DISABILITY



3dn.unsw.edu.au @3DN_UNSW

What is intellectual disability?

Below average 
intelligence

Deficits in adaptive 
functioning

Onset during 
developmental 

period
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Intellectual disability terminology 
Intellectual disability

Mental retardation

Learning disability

A person with intellectual 
disability
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Intellectual disability – Classification

Mild intellectual disability (IQ: 50/55 – 70)

Moderate intellectual disability (IQ 35/40 – 50/55)

Severe intellectual disability (IQ 20/25 – 35/40)

Profound intellectual disability (IQ less than 20/25)
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Intellectual disability – Prevalence
Variable across studies

About 1.2%of the population are people 
with ID who use services
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NSW Health service users with ID, FY 14-15

3.8% 
of people using ED services 
(4.3% regional, 3.6% metro) 

3.6% 
of people using inpatient non-
mental health services (3.8% 
regional, 3.6% metro)

5.6% 
of people using non-inpatient 

mental health services 
(6.2% regional, 5.5% metro)

6.3%
of people using inpatient 

mental health services 
(6.8% regional, 6.1% metro)

5.7% 
of people using any mental health 

services
(6.2% regional, 5.4% metro)
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MENTAL HEALTH: CONTEXT
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Primary health care needs
Australian study showed that people with intellectual disability averaged 5.4 medical disorders 
per person

• half previously undetected

• increased cardiovascular risks, medical consultation rates, hospitalisation and mortality. 

International research in general practice:

• people with intellectual disability have 2.5 times the number of health problems

More recent population-based cohort study of people with intellectual disability reported an 
average of 11.04 co-morbidities per person
Beange, H., McElduff, A., & Baker, W. (1995). Medical disorders of adults with mental retardation: a population study. American Journal on Mental Retardation, 99(6), 595-604.
van Schrojenstein Lantman-De Valk, H. M., Metsemakers, J. F., Haveman, M. J., & Crebolder, H. F. (2000). Health problems in people with intellectual disability in general practice: 
a comparative study. Family practice, 17(5), 405-407.
Kinnear, D., Morrison, J., Allan, L., Henderson, A., Smiley, E., & Cooper, S. A. (2018). Prevalence of physical conditions and multimorbidity in a cohort of adults with intellectual 
disabilities with and without Down syndrome: cross-sectional study. BMJ open, 8(2), e018292.
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Oral health
Higher prevalence of poor oral health

Less access to dental services, including preventative services.

Wilson, N. J., Lin, Z., Villarosa, A., & George, A. (2018). Oral health status and reported oral health problems in people with intellectual disability: A literature review. Journal of 
Intellectual & Developmental Disability (1-13).
Ziegler, J., & Spivack. E (2018). Nutritional and dental issues in patients with intellectual and developmental disabilities. The Journal of the American Dental Association, 149(4), 317-
321.
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Gastrointestinal system
Dysphagia (difficulty swallowing) rates between 8.1% and 14.4%. 

Reflux: GORD in 14.5%- 50%. 

Chronic constipation.

Krahn, G. L., Hammond, L., & Turner, A. (2006). A cascade of disparities: health and health care access for people with intellectual disabilities. Mental retardation and developmental 
disabilities research reviews, 12(1), 70-82.
Robertson, J., Chadwick, D., Baines, S., Emerson, E., & Hatton, C. (2018). People with intellectual disabilities and dysphagia. Disability and Rehabilitation, 40(1), 1345-1360.
Chadwick, D., & Jolliffe, J. (2009). A descriptive investigation of dysphagia in adults with intellectual disabilities. Journal of Intellectual Disability Research, 53, 29-43.
Kinnear, D., Morrison, J., Allan, L., Henderson, A., Smiley, E., & Cooper, S. A. (2018). Prevalence of physical conditions and multimorbidity in a cohort of adults with intellectual 
disabilities with and without Down syndrome: cross-sectional study. BMJ open, 8(2), e018292.
Robertson, J., Chadwick, D., Baines, S., Emerson, E., & Hatton, C. (2017). Prevalence of dysphagia in people with intellectual disability: a systematic review. Intellectual and 
developmental disabilities, 55(6), 377-391.
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Respiratory system
Aspiration

Pneumonia, pneumonitis and lung infections
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Metabolic and lifestyle related diseases
Thyroid diseases

Metabolic syndrome

Overweight and obesity

Poor diet

Cardiovascular and metabolic impacts of psychotropic medications

Less likely to meet recommended physical activity guidelines

Maiano, C. (2011). Prevalence and risk factors of overweight and obesity among children and adolescents with intellectual disabilities. Obes Rev., 12, 189-197. 
Melville, C. A., Hamilton, S., Hankey, C. R., Miller, S., & Boyle, S. (2007). The prevalence and determinants of obesity in adults with intellectual disabilities. Obüs Rev, 8, 223-230
Rimmer, J. H., & Yamaki, K. (2006). Obesity and intellectual disability. MRDD Res Rev, 12, 22-27.
Adolfsson, P., Mattsson Sydner, Y., Fjellström, C., Lewin, B., & Andersson, A. (2008). Observed dietary intake in adults with intellectual disability living in the community. Food & Nutrition Research, 52(1), 1857.
Nordstrøm M, Paus B, Andersen L.F, & Kolset S.O. (2015). Dietary aspects related to health and obesity in Williams syndrome, Down syndrome, and Prader - Willi syndrome. Food & Nutrition Research, 59, 25487.
Dixon-Ibarra, A., Lee, M., & Dugala, A. (2013). Physical activity and sedentary behavior in older adults with intellectual disabilities: a comparative study. Adapted Physical Activity Quarterly, 30(1), 1-19.
Dairo, Y. M., Collett, J., Dawes, H., & Oskrochi, G. R. (2016). Physical activity levels in adults with intellectual disabilities: A systematic review. Preventive medicine reports, 4, 209-219.
These all feed into a risk cycle which if unmitigated lead to poor outcomes and higher risk of death
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Markers for Premature ageing elevated
Osteoporosis

Frailty & multimorbidity: younger onset of frailty; similar rates of frailty at age 50 as the 
general population at age 75

Up to 4-5 X relative risk of dementia in DS; 2-3 times in people with non DS ID

Schoufour, J. D., & et al. (2013). Development of a frailty index for older people with intellectual disabilities: results from the HA-ID study. Research in Developmental Disabilities, 
34(5), 1541-1555.
Shooshtari, S., Martens, P., Burchill, C., & et al. (2011). Prevalence of depression and dementia among adults with developmental disabilities in Manitoba, Canada. Int J Family 

Med: 319574.
Morley, J. E., & et al. (2013). Frailty consensus: a call to action. J Am Med Dir Assoc, 14(6), 392-397. 

Sinai, A., Bohnen, I., & Strydom, A. (2012). Older adults with intellectual disability. . Current Opinion in Psychiatry, 25(5), 359-364.
Hermans, H., & Evenhuis, H. M. (2014). Multimorbidity in older adults with intellectual disabilities. Research in developmental disabilities, 35(4), 776-783.
Krahn, G. L., Hammond, L., & Turner, A. (2006). A cascade of disparities: health and health care access for people with intellectual disabilities. Mental retardation and 
developmental disabilities research reviews, 12(1), 70-82.
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Neuropsychiatric disorders
Epilepsy: meta-analysis of 38 studies in general populations with intellectual disability 

reported a pooled epilepsy prevalence of 22.2% (95% CI 19.6–25.1).

Dementia

Autism

Tic disorders

Drug induced movement disorders

Robertson, J., Hatton, C., Emerson, E., & Baines, S. (2015). Prevalence of epilepsy among people with intellectual disabilities: a systematic review. Seizure, 29, 46-62.
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Very high mental health needs
People with intellectual disability experience very high rates of mental health conditions, 

which are well in excess of the rates experienced by the general population. 

Rates for common disorders schizophrenia, affective and anxiety disorders and dementias, 
prevalence in people with intellectual disability are 2 to 3 times that of the general 
population.

Cooper, S. A., Smiley, E., Morrison, J., Williamson, A., & Allan, L. (2007). Mental ill-health in adults with intellectual disabilities: prevalence and associated factors. The British 
Journal of Psychiatry, 190(1), 27-35.
Einfeld, S. L., Ellis, L. A., & Emerson, E. (2011). Comorbidity of intellectual disability and mental disorder in children and adolescents: A systematic review. Journal of Intellectual 
and Developmental Disability, 36(2), 137-143.
Morgan, V. A., Leonard, H., Bourke, J., & Jablensky, A. (2008). Intellectual disability co-occurring with schizophrenia and other psychiatric illness: population-based study. The 
British Journal of Psychiatry, 193(5), 364-372.
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VULNERABILITY TO MENTAL ILLNESS
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Intellectual Disability Mental Health 
Prevalence 

General population People with 
intellectual disability
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Social risk factors
Social isolation

Communication difficulties

Fewer opportunities for meaningful activity

May have fewer family and friends

Stigma

Reduced social and interpersonal skills



3dn.unsw.edu.au @3DN_UNSW

Psychological risk factors
Poor coping strategies

Negative life events

Stress and worry

Low self-esteem or lack of confidence

Difficulty understanding and labelling emotions

Lower capacity to process multiple sensory and 

mental stimuli
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Biological / physical risk factors
Genetic risk

Changes in brain development or functioning

Physical disability

Pain and illness

Multiple medications and side effects

Sensory impairment
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Past experiences
More at risk of, and vulnerable to the effects of bullying, neglect and abuse

May not be able to express and manage feelings of grief 

due to reduced cognitive abilities

Greater likelihood of experiencing unwanted life changes
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Lifestyle risk factors
More likely to be underweight or obese

Less likely to exercise

Difficulties sleeping

More likely to have contact with the criminal justice system

Greater effects from drugs or alcohol
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Environmental risk factors
Living conditions

Financial difficulties

Support staff and organisational policies may not 

support mental health

Socioeconomic status
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ASSESSMENT

Importance of baseline and changes from baseline

Basics of assessment

Assessing changes in behaviour
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What is “Baseline”
Baseline 

• Well being and how this is expressed

• Physical health

• Cognitive abilities and how these are exercised

• Behavioural profile and responses

• Functional abilities
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What are some of the key sources of 
information about baseline?
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My Health Matters
https://cid.org.au/resource/my-health-

matters-folder/

https://www.youtube.com/watch?time_conti
nue=1&v=hV1uezdZj7c&feature=emb_l
ogo

https://cid.org.au/resource/my-health-matters-folder/
https://www.youtube.com/watch?time_continue=1&v=hV1uezdZj7c&feature=emb_logo
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A2D
http://a2d.healthcare/

http://a2d.healthcare/
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My Health Record
https://www.myhealthrecord.gov.au/

https://www.myhealthrecord.gov.au/
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Comprehensive Heath Assessment Program
https://qcidd.centre.uq.edu.au/resources/chap

https://qcidd.centre.uq.edu.au/resources/chap
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The Wellbeing Record
A resource about the person with intellectual disability
• can be used to record their wellbeing and any changes
• helps health professionals understand what wellbeing looks like for the person, and understand any changes

Who is the Wellbeing record for?
• Carers can write in the resource or help the person with ID fill it out
• Health professionals are the main ones who read the resource

How should the Wellbeing record be used?
• Normal Wellbeing section completed for everyone – to create a baseline
• “Changes” section is filled out any time the person or carer notices a change in wellbeing, include when it started, 

triggers, how long change lasted, etc

How is it used?
• Taken to all appointments with a health or mental health professional to aid discussion about the changes

https://www.3dn.unsw.edu.au/wellbeing-record

https://www.3dn.unsw.edu.au/wellbeing-record
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How does knowing about baseline assist 
your assessment?
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People with intellectual 
disability

People with mild-moderate 
intellectual disability

People with more severe 
intellectual disability, or with 
limited communication skills, 
or comorbid autism

What is normal 
and healthy for 
the individual

A basic normal functional 
baseline is assumed, and 
aspects unique to the person are 
gathered incidentally (e.g. 
someone’s preferences about 
social contact).

Baseline functioning has some 
similarities to someone without 
intellectual disability, but varies 
and is unique to the individual. 
Detailed knowledge of the 
individual’s unique baseline will 
greatly assist in identifying 
mental disorder.

Baseline functioning and 
behaviour are unique to each 
individual. Knowledge of the 
individual’s unique baseline is 
critical to recognising
presentation of mental disorder.

Presentation 
of mental 
disorder

• Changes in thought content
• Changes in thought form
• Emotional changes
• Changes in behaviour and 

functioning

• Changes in thought content 
(depending on level of 
communication)

• Changes in thought form
• Emotional changes apparent 

in the person’s expression, 
behaviour and functioning

• Greater emphasis on 
changes in behaviour and 
functioning

• Discrete symptoms can be 
difficult to identify

• Behavioural analysis and 
third party reports rather 
than self-reported symptoms

• Emotional changes apparent 
in the person’s expression, 
behaviour and functioning

• Greater emphasis on 
changes in behaviour and 
functioning
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“Changes caused by a mental illness are 
often overlooked and perceived as normal in 
the context of the intellectual disability”
Examples

• the expression of grandiosity in bipolar disorder may appear relatively mundane. eg
imitating a staff member, or talking about driving (when the person doesn’t actually 
drive)

• pacing or throwing furniture might be interpreted as an expression of anger or anxiety, 
when in reality the person is experiencing mania

• sleeping more and being less interested in normal activities may be interpreted as 
related to lower level of cognitive capacity instead of depression.
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Behaviours that seem to indicate a mental 
illness may have other causes
• An idiosyncratic response to a stressor that reflects a unique coping strategy may be incorrectly interpreted 

as bizarre or psychotic. For example, if the person is responding to stressful events with increasing agitation 
and giggling.

• Sleep disruption, reduced activity and increase in agitation may in fact be due to pain or discomfort from a 
medical condition such as arthritis, rather than depression or anxiety disorder.

• In a person with limited communication skills, no longer wishing to engage in an activity may appear to be a 
symptom of depression, but they may also have simply outgrown the activity or no longer find it rewarding.

• A person may appear to have depression or even dementia symptoms as a result of a medical condition 
which causes underactivity of the thyroid gland.

• Just as for the general population, increased crying and sleep problems may relate to grief/bereavement. 
This may include the loss of a close friend through means other than death, for example, a group home 
member who has moved out, or a co-worker who has left their job.
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PRACTICAL CONSIDERATIONS FOR 
CONSULTATIONS
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Before the Consultation
• Find out about the person’s:

- needs before the consultation from e.g. mobility or sensory needs

- preferred communication methods and any aids to communication that are required (from individual, referrer or 
support person)

- level of independence, and whether any support persons will need to be involved at the assessment

• Book extra time for the assessment:

- to build rapport

- consider longer appointment or 2 appointments

• Simplify appointment and referral letters; use easy read, make reminder phone calls

• Consider home visit, or if not possible consider suitability of the environment, pre-visit to the clinic for 
familiarisation

• Ask for consent to access other relevant health records

• Avoid cancelling at short notice; prepare the person for and changes to arrangements
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During the Consultation
• avoid long waiting times

• review in setting that is familiar to them e.g. their home, school or day centre;

• consider the need to reduce stimulation:
- waiting in quiet area

- see the person in a suitable space to reduce stress 

• greet the person with an intellectual disability first, speaking to them directly

• if a family member or support person is present, check if the person with ID consents 
for them to be involved in the consultation

• check whether the individual would like to speak with you alone.
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IMPORTANT CONCEPTS TO 
REMEMBER DURING FOR 

CONSULTATIONS
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Diagnostic overshadowing
• Behavioural change is a common reason for presentation to GPs, EDs and mental 

health services in people with an intellectual disability. 

• Diagnosis of a serious mental health issue can be missed if the behaviour is 
automatically attributed to the person’s intellectual disability. 

• This is termed ‘diagnostic overshadowing’

• Can result in under-diagnosis and under-treatment

• Always conduct an assessment, even if unsure whether the presentation indicates a 
mental disorder
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Complexity
• Assessment and diagnosis can be complex because of level of ID, complexity such 

as higher rates of comorbid medical/physical/sensory conditions, other disabilities, 
and polypharmacy.

• Medical conditions and medications can have a significant impact on a person’s 
psychological functioning

- May induce psychiatric disorder (e.g. depression)
- May mimic psychiatric disorder (e.g. sedation/amotivation side effects of 

medication may be mistaken for apathy/withdrawal of depression).

• Particular syndromes are associated with psychiatric and medical conditions, (e.g. 
Fragile-X syndrome is associated with anxiety, hyperactivity, hyper-arousal and 
autism spectrum disorders). 

• Remember: importance of detailed history and examination; knowledge about 
baseline
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Complexity
• Presentation may vary greatly in different contexts

– is it worse in some contexts? (home, day programs, time spent with 
specific people or places)

• Identifying the causes of changes in behaviour and functioning is more 
complex because of challenges in multiple areas (e.g. physical health, 
social situations and housing)

• Collect assessment information on all relevant dimensions:
– developmental, biomedical, psychiatric, 

psychological/cognitive/social, adaptive behaviour, functional abilities, 
environmental, cultural, and educational history.
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Behavioural Phenotypes
• Certain genetic disorders that cause intellectual disability are associated with 

particular patterns of behaviour called behavioural phenotypes

– e.g. Prader-Willi syndrome: poor impulse control, disturbance of satiety, 
obsessions, compulsions, and poor control over emotions such as anger. 

• Becoming familiar with behavioural phenotypes can help clinicians interpret 
symptoms and formulate management plans. 

• Information from medical records, research, and specialists. Also see the Society for 
the Study of Behavioural Phenotypes website for more information 
http://www.ssbp.org.uk/syndromes.html.

http://www.ssbp.org.uk/syndromes.html
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Atypical symptoms 

Symptoms of mental ill health are more likely to be atypical or behavioural in 
nature for people with an intellectual disability. Therefore, changes in 

behaviours should be investigated, rather than dismissed as ‘disruptive’ or 
a ‘learned’ behaviour.

• Observation
– Observation can be an important tool when assessing an individual with 

an intellectual disability, especially someone with communication 
difficulties. Behaviour to observe includes how the individual interacts 
with you and others.

– Using observational records such as sleep, weight and ABC charts are 
also valuable tools for others to observe behaviour when the mental 
health professional cannot.
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Assessment tools

• Assessment tools to aid understanding of the person’s presentation  

• Some assessment tools developed or adapted for people with an 
intellectual disability

• Self or informant reports 

• See Intellectual Disability Mental Health Core Competency 
Framework: A Practical Toolkit for Mental Health Professionals
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Diagnostic manuals
Diagnostic Manual – Intellectual Disability (DM-ID-2): A Textbook of Diagnosis of Mental 

Disorders in Persons with Intellectual Disability; Eds Fletcher, Barnhill, Cooper, 
ISBN# 1-57256-134-3

DC-LD (Diagnostic criteria for psychiatric disorders for use with adults with learning 
disabilities); Royal College of Psychiatrists 2001; ISBN 1-901242-61-7
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After the assessment
• Consider repeating if appropriate (e.g. if the individual was tired, unwell, or 

presentation was ambiguous).

• With consent, chase missing information

• From family, support persons and services, other health/allied health professionals 
and services,  schools and educational settings

• Communicate with the person with an intellectual disability and family and support 
networks about the preliminary outcome

• Prepare all involved for what the treatment process will involve, and tell them about 
informed consent and the right to participate.
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TREATMENT
The basics
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Recovery oriented practice
• View the individual with an intellectual disability as an expert in their own life

• Identify recovery outcomes

• Help people to take as much responsibility for their lives as possible

• Focus on holistic care

• Plan for long-term support and ongoing wellbeing

• Involve, as appropriate, the individual, mental health professionals, disability and health 
services, and support networks

• Devise a comprehensive mental health care plan including strategies for crisis prevention, 
early intervention, ongoing management strategies and, follow-up 

• Regular monitoring and review which includes support networks



3dn.unsw.edu.au @3DN_UNSW

Psychological interventions
First-line eg mild depression and mild anxiety

Adjunctive in more severe disorders

Use regular therapy techniques with some modifications

• Behavioural therapies- for irritability or aggression, and to help manage activity scheduling

• Cognitive behaviour therapy- for example depression, anxiety, eating disorders, substance 
use, personality disorders, trauma, anger and aggression. Adaptations: longer periods to 
build rapport, simplified explanations of models and concepts, less complex homework 
tasks and engaging a support person as a co-therapist.

• Dialectical behaviour therapy- esp for those who have a personality disorder

• Other therapies: supportive therapy, family systems therapy (for both individuals living with 
their family and in group homes) and psychodynamic therapy
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How to modify psychological treatments
See more information in our IDMH e-
learning, competency framework and 
competency toolkit
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Pharmacotherapy
• Common for psychotropic medications to be inappropriately prescribed for people 

with an intellectual disability

– Excess use, dose and poorly targeted in challenging behaviour

– Prolonged treatment 

– Polypharmacy common

– Poor monitoring for side effects

• Pharmacological interventions:

– are indicated as primary treatment in many mental disorder as with the general 
population

– principles of prescribing are the same as for the general population
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General guidelines for prescibing
See our article 

https://www.nps.org.au/australian-
prescriber/articles/prescribing-
psychotropic-drugs-to-adults-with-an-
intellectual-disability

See our 8 detailed podcasts 
https://www.3dn.unsw.edu.au/education-
resources/health-mental-health-
professionals/positive-cardiometabolic-
health-people-id/responsible-psychotropic-
prescribing-people-intellectual-disability-
podcasts

To manage cardiometabolic risk see our 
resources positive cardiometabolic health 
for people with intellectual disability

https://www.nps.org.au/australian-prescriber/articles/prescribing-psychotropic-drugs-to-adults-with-an-intellectual-disability
https://www.3dn.unsw.edu.au/education-resources/health-mental-health-professionals/positive-cardiometabolic-health-people-id/responsible-psychotropic-prescribing-people-intellectual-disability-podcasts
https://3dn.unsw.edu.au/positive-cardiometabolic-health-ID
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When should I seek specialised review?
• Symptoms do not get better

• Symptoms worsen despite treatment (e.g. depression symptoms do not get better with the 
standard age-appropriate intervention)

• Complex presentations (e.g. severe intellectual disability, the presence of a complex 
genetic disorder with medical comorbidity, and psychotic symptoms) 

• Nature of the problem is uncertain despite thorough initial assessments

• Condition or treatment requires specialised psychotherapeutic or pharmacological skills

• Deteriorating or unexpected course

• Continuing high risk to the individual despite treatment (self-harming behaviour or 
expressed suicidal ideation). 
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COVID-19 CONSIDERATIONS
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COVID-19 and Intellectual Disability
People with intellectual disability:

- Slow to be recognized as vulnerable group

- Often not included in initiatives to reduce risk and spread

- Specific vulnerabilities related to health, frailty, care context and proximity/mobility of 
care staff
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COVID-19 and Intellectual Disability
At risk population: NY example

Case rate 4 x

Mortality 2 x
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COVID-19 and Intellectual Disability
At risk population: Netherlands example

Mortality 14% (gen. population case fatality 
rate 11.8%)
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Why are people with ID vulnerable during the 
COVID-19 pandemic?

People with intellectual and developmental disability are:

• highly vulnerable groups and often have complex comorbidities and pre-existing health 
conditions

• likely to be at higher risk of acquiring COVID-19 and of poor health outcomes 
associated with COVID-19

• potentially more vulnerable to effects on mental wellbeing from the COVID-19 
pandemic

• need reasonable adjustments to be made to ensure their access to healthcare. 
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Why are people with ID more likely to 
experience mental ill health during the 
COVID-19 pandemic?
Mental illness and behaviours of concern may rise due to: 

• individual risk factors such as severity of disability, presence of autism spectrum disorder, age, 
experience of abuse, and pre-existing mental health issues and behaviours of concern

• difficulty adjusting to disruption of routine and to risk reduction strategies including social 
distancing, isolation or quarantine

• higher reliance on families, disability support workers and other service providers

• heightened concern and risk of poor health outcomes from COVID-19

• difficulty understanding COVID-19 information and necessary changes, expressing concerns, 
and accessing appropriate supports at this stressful time.
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What is the role of health and mental health 
professionals?
When providing support to a person with ID, health and mental health professionals should 

consider:

• proactively providing mental health check-ins with the person and their supporters

• ensuring people know when and how to access mental health and behavioural 
supports during the COVID-19 pandemic, and specifically discuss how consultations 
can be accessed (e.g. telehealth)

• update the persons mental health care plan and provide a copy for the patient, family 
and/or their disability support workers where appropriate.
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How can you help reduce anxiety and 
stress?
• encourage people with disability and those who support them to seek information from 

trusted sources at regular intervals.

• avoid focus on negative news items for both the person and their supporters.

• encourage the person and their supporters to proactively seek positive stories about 
coping during the pandemic and recovery from the virus.

• encourage regular opportunities for the person to express their feelings and check their 
understanding and use of social stories or materials that allow them to process the 
situation at their own pace.
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How can you help reduce anxiety and 
stress?
Disruptions to routines and changes in disability support staff can be difficult for people with 
intellectual or developmental disability:

• maintain usual routines that are aligned to COVID-19 safety recommendations

• incorporate new activities which reinforce COVID-19 preventive measures

• continue connection with loved ones and friends. If direct contact is not possible, 
consider using scheduled telephone and/or video conferencing

• ensure daily exercise and healthy eating and sleeping routines.
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How should I manage mental health and 
behavioural concerns?
• All treatment should be in accordance with  best practice guidelines

• Medical practitioners should be cautious about diagnosis and treatment of mental 
health conditions in people with intellectual and developmental disability in the COVID-
19 context, and a low threshold for seeking additional specialist mental health review is 
encouraged

• First line treatment for mild to moderate mental illnesses: psychological treatments and 
environmental strategies

• More severe mental illness may require psychotropic medication treatment
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How should I manage mental health and 
behavioural concerns?
• For escalations of behaviour:

– review adherence to the Behaviour Support Plan or advocate for behaviour support if none 
provided.

– ensure adequate input from the behaviour support specialist 

• Avoid initiation or escalation of psychotropic medication for behaviours in the absence of an 
underlying mental health cause. This does not represent best practice and can mask the underlying 
cause of the behavioural escalation 

• Minimise disruptions to therapy services and medications (e.g. online or telehealth appointments, 
scripts)

• Ongoing reviews of mental health by using telehealth appointments and telehealth MBS items, 
noting the bulk billing incentives currently in place

http://www.mbsonline.gov.au/internet/mbsonline/publishing.nsf/Content/news-2020-03-29-latest-news-March
https://www.health.gov.au/resources/publications/bulk-billing-incentives-australian-government-response-to-covid-19


3dn.unsw.edu.au @3DN_UNSW

COVID-19 Advice
https://www.health.gov.au/news/health-alerts/novel-coronavirus-2019-ncov-health-

alert/advice-for-people-at-risk-of-coronavirus-covid-19/coronavirus-covid-19-advice-for-
people-with-disability

https://www.health.gov.au/news/health-alerts/novel-coronavirus-2019-ncov-health-
alert/coronavirus-covid-19-advice-for-the-health-and-aged-care-sector/providing-
disability-support-services-during-covid-19

COVID-19 Health Professionals Disability Advisory Service: 1800 131 330

This service provides specialised advice to health professionals responsible for the medical 
care of people with disability diagnosed with COVID-19 or experiencing symptoms. 
Health professionals can call from 8am to 9pm (AEST) Monday to Friday. This service 
is available until 17 November 2020.

https://www.health.gov.au/news/health-alerts/novel-coronavirus-2019-ncov-health-alert/advice-for-people-at-risk-of-coronavirus-covid-19/coronavirus-covid-19-advice-for-people-with-disability
https://www.health.gov.au/news/health-alerts/novel-coronavirus-2019-ncov-health-alert/coronavirus-covid-19-advice-for-the-health-and-aged-care-sector/providing-disability-support-services-during-covid-19
tel:1800131330
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RESOURCES
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Comprehensive overview of Tools and 
Resources

https://www.3dn.unsw.edu.au/IDMH-CORE-COMPETENCY-FRAMEWORK

https://www.3dn.unsw.edu.au/IDMH-CORE-COMPETENCY-FRAMEWORK
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NEW TOOLS AND RESOURCES
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MySigns
• People with ID and communication impairments often display information about their 

mental health through unique behaviours, gestures and expressions

• Mental health clinicians may not know the person well enough to interpret these 
behaviours, gestures and expressions

• MySigns allows carers and other supporters to capture and share information they have 
observed with clinicians

• MySigns is:
– Free to use
– One of very few available digital mental health tools for people with ID
– Available to anyone with a phone or computer with internet connectivity

www.mysigns.health

http://www.mysigns.health/
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Mobile view – dashboard & mood library
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Mobile view – uploading assets
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Desktop view – dashboard & mood library
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Desktop view – uploading assets
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Mental Health Service Easy Read resources 
- Coming soon www.3dn.unsw.edu.au/projects/easyread

• People with ID and other cognitive disorders can experience communication difficulties 
that prevent them from accessing and participating in mental health care. 

• Accessible information is important to promote the best health outcomes.

• Scoping work identified gaps in the availability of Easy Read versions of key documents 
within NSW mental health services. 

• Easy Read materials adapt standard information into a briefer copy using simple 
language and pictures.

http://www.3dn.unsw.edu.au/projects/easyread
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Mental Health Service Easy Read resources
• 3DN has developed a series of Easy Read resources providing information about 

accessing and navigating public mental health services available within NSW across 4 
topic areas.

• Consultation was undertaken with:

– NSW Health Mental health services

– People with ID and their support networks

• Development of the resources used a co-design approach.

• A toolkit will also provide information on how to support individuals to use the resources.
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Easy Read resource topic areas
1. Navigating the mental health 

service sector and questions to ask

• Introduction to mental health 
services and professionals 
depending on level of need.

2. Introduction to key sections of the 
Mental Health Act

• Information on types of admission, 
CTOs, the Mental Health Review 
Tribunal, and the role of family and 
friends.
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Easy Read resource topic areas
3. Easy Read summaries of Statement 

of Rights documents 

• To support understanding of official 
documents provided to involuntary, 
voluntary, and CTO patients.

4. Orientation to inpatient mental 
health services

• Series of information sheets for 
people receiving care in inpatient 
services.

• Modifiable template that services 
can adapt to meet their needs.
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ID Health Data Portal

The Portal is an interactive web tool which 
provides a unique opportunity to access 
personalised data reports on the 
physical and mental health needs of 
people with intellectual disability in your 
LHD/SHN.https://idhealthdataportal.

unsw.edu.au/

https://idhealthdataportal.unsw.edu.au/
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ID Health Data Portal
Reports will provide you with a regional 

profile of the:
• demographics, 
• health profile, 
• health service use, and 
• associated costs for people with 

intellectual disability.
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ID Health Data Portal
Each of the reports allows you to compare 

data from your LHD/SHN to others in 
NSW 

Reports can be filtered by 

• population, 

• year range, 

• age, 

• sex and 

• presentation type.
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IDMH e-Learning for health professionals
About intellectual disability

• Introduction to intellectual disability

• Living with an intellectual disability

• Intellectual disability – Changing perspectives

Fundamental skills in IDMH

• Communication: The basics

• Improving your communication

• Equality in mental health care

• Consent, decision-making & privacy

Clinical foundations in IDMH

• Mental disorders in intellectual disability

• Assessment of mental disorders in intellectual disability

• Management of mental disorders in intellectual disability

Specialist topics in IDMH

• Challenging behaviour I – Introduction

• Challenging behaviour II – Assessment

• Challenging behaviour III – Management

• Emergency mental health care I – Understanding ID in the 
ED

• Emergency mental health care II – Journey through the ED

Cardiometabolic health

• Cardiometabolic health in people with intellectual disability 
– Understanding risk

• Cardiometabolic health in people with intellectual disability 
– Screening and intervention strategies
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IDMH e-Learning for disability professionals
IDMH introduction

• Why is it important to know about mental health?

• Introduction to mental health

• Mental illness in intellectual disability

IDMH practical skills

• A person-centred approach

• Recognising common mental illness

• How to support a person with a possible mental illness and intellectual disability

• Supporting behaviours of concern

IDMH advanced topics

• Enhancing interagency working with health professionals

• Treatments and supports for mental illness

• How to support a person in a mental health crisis

• Supporting carers, colleagues and self-care

Specific disorders in IDMH

• Mental health in people with intellectual disability and autism spectrum disorder

• Personality disorders in intellectual disability

Psychological support through difficult situations

• Supporting people with intellectual disability at risk of self-harm and suicide

• Identifying and responding to abuse of people with intellectual disability

Supporting mental wellbeing

• Supporting good mental health in people with intellectual disability

Supporting mental health through the life course

• Supporting people with intellectual disability to understand and cope with death and 
dying

• Engaging people with intellectual disability in end-of-life discussions and providing 
support at the end of life

• Providing mental health support to people with intellectual disability through 
transitions and life events
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IDMH e-Learning for carers and family
Foundations

• About intellectual disability

• About mental health

Mental health and illness

• Mental illness and intellectual disability

• Detecting changes in mental health and 
wellbeing

Specific mental illnesses

• Signs and symptoms of mood disorders

• Signs and symptoms of anxiety 
disorders

• Signs and symptoms of schizophrenia 
and other psychotic disorders

• Signs and symptoms of dementia
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IDMH e-Learning – healthy lifestyle interventions

Adapting healthy lifestyle interventions for people with intellectual disability

• What is intellectual disability?

• Understanding health challenges and barriers to healthy lifestyle participation

• Making practical adjustments to healthy lifestyle design and delivery

• Working collaboratively and managing challenging behaviours

• Tailored teaching resources



Healthy Mind and IDTWO Study
Website IDTWO Study Details

• Paid study for 
Australians 16 and 
over with ID

• Help us evaluate 
Healthy Mind!

• Help us understand 
how people with ID 
navigate digital 
health!

idtwo@blackdog.org.au

Website Details

• Free to all 
Australians

• 5 mental health 
activities

• EasyRead and 
audio prompts

• Explainer videos 
for all activities

healthymind.org.au
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Conclusions
• Providing appropriate mental health care to a person with an intellectual disability means

– Responding to the barriers experienced by people with intellectual disability

– Working in partnership with people with disability and their supporters, using a person centred 
approach

– Understanding the vulnerability to mental illness

– Understanding the assessment and drivers of behavioural changes

– Developing knowledge and skills in mental health assessment and treatment

– Being aware of resources that assist development of clinical skills and knowledge
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