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Note: A significantly heterogenous population of children with special needs may find social stories useful. These include children with ASD, among which  the degree of social deficit may vary, and intellectual impairment may be absent or present also to varying degrees. Each child with ASD, ID or other conditions  which may cause psychosocial and behavioural difficulties, and developmental delay is slightly different. However what is important is that these aspects of  symptomatology (social, intellectual/ cognitive or other developmental deficits and delays which result in difficulties with communication, difficulties with  understanding others and the world around them, difficulties in self-management of emotions and behaviour) can affect a child’s ability to understand and navigate the often overwhelming medical environment and complex medical scenarios; to cope with aspects such as disruption to their daily routines,  unpredictable waiting times and an unfamiliar and rapidly changing environment, potential sensory overload from many new sensory exposures (sights,  sounds, smells, textures), pain and discomfort from medical interventions, the many unfamiliar people and individuals (doctors, nurses, other health  professionals who may be involved in a child’s care), difficult to interpret or ambiguous behaviour and situations (especially from the point of view of a child  who may lack some ability to form a theory of mind; to understand the motivations and intentions of others), complex task demands and other aspects of  hospital environments and healthcare encounters which may cause significant distress even for a child without these difficulties. The interaction between  these difficulties with the environment and high levels of anxiety and distress may predispose these children to display maladaptive, or disruptive, self injurious and aggressive behaviours. 
1.4.A Disease State Fundamentals
	General Summary
	

	Autism spectrum disorder  (ASD) 
	• is a persistent developmental disorder characterised by symptoms  which manifest beginning from early childhood. 
• may occur in isolation, or as a component of other syndromes and  genetic disorders such as Fragile X syndrome, Prader Willi syndrome, Cornelia de Lange syndrome, Tuberous Sclerosis and Rett  
Syndrome.(1)

	Intellectual developmental  disorder (ID)
	• tends to develop before adulthood. 
• affects a person’s ability to learn, communicate, retain information and  their psychosocial functioning in a myriad of ways.

	Epidemiology 
	

	ASD 
	• In 2015, an estimated 164,000 people had autism, representing  about 1 in 150 Australians.(2) There are no specific statistics on  how many of these people are part of the paediatric population,  however approximately 43,500 people with autism accessed  
disability support services under the National Disability Agreement  (NDA) and 80% of those were under the age of 25.(2) 
o Males are ~4 times as likely as females to have autism  
(although this statistic may be skewed by underdiagnosis  
in females.)(2) 
o The prevalence of ASD is increasing across all age  
groups but in particular in children aged 5-14.(2)




	Intellectual, sensory or speech  and psychosocial disabilities 
	[image: ]• According to the 2015 survey of disability, ageing and carers, around  7.4% (329,000) Australian children aged 0-14 had some level of  disability, with the most common disability types being intellectual  (4.3%, 190,000 children) and sensory or speech (3.2%, 140,000  children.) Approximately 80,000 children also have some degree of  psychosocial disability.(3) 
[image: ]• Social determinants of health may also interact with disability, with  disability being more prevalent in children in low-income  
households, regional and remote areas and among ATSI 
populations.(3)

	Pathophysiology
	

	ASD 
	• The pathogenesis of ASD is unknown. It is surmised that that the  interaction between genetic factors and environmental factors, like  many neuropsychiatric and neurodevelopmental conditions, may  play a part in its pathogenesis. There are many known genetic  disorders which predispose children to the development of autism. In-utero exposures have also been linked to ASD.(1)

	ID 
	• Intellectual disabilities may be caused by genetic conditions (e.g.,  Down Syndrome), pregnancy and birth complications (e.g.,  
cerebral palsy), illness, traumatic brain injuries or environmental  factors. 

	Clinical Presentation
	

	ASD 
	• Autism Spectrum Disorders are characterised by:(4)




	
	o Persistent deficits in social communication and social  
interaction across multiple contexts and environments,  
including deficits in social-emotional reciprocity (e.g.  
reduced sharing of interests, emotions or affect and  
failure to initiate or respond to social interactions),  
nonverbal communicative behaviours used for social  
interaction (e.g. abnormalities in eye contact,  
abnormalities or deficits in understanding body language,  
tone of voice and facial expressions), as well as skills in  
developing, maintaining, and understanding relationships 
(e.g. difficulties adjusting behaviour to different social  
contexts, difficulties in imaginative play and absence of  
interest in peers.)  
o Restricted, repetitive patterns of behaviour (e.g., motor  
stereotypies, echolalia), interests (e.g. strong attachment  
to unusual objects or excessive or perseverative  
interests) or activities (e.g. insistence of adherence to  
routines and sameness, extreme distress at small  
changes, rigid thinking patterns) can be a significant  
feature of ASD.  
o Hyper or hyporeactivity to sensory input or other atypical  
sensory or perceptual difficulties (e.g., adverse response  
to specific sounds, textures etc.) are features of ASD. 
o Intellectual impairment and structural language impairment may be features of ASD. Comorbidity is high, with comorbid  
disorders including other neurodevelopmental disorders such  
as attention-deficit/hyperactivity disorder (ADHD) and  
psychiatric disorders such as anxiety disorders

	ID 
	• Intellectual Developmental Disorder is characterised by:(4) o Deficits in general mental abilities and impairment in  
everyday adaptive functioning, in comparison to an  
individual's age, gender, and socioculturally matched peers. 
o Adaptive functioning includes the social domain which  
involves awareness of others' thoughts, feelings, and  
experiences, interpersonal communication skills, social  
judgement etc. 
o Adaptive functioning also includes a practical domain which  involves learning and self-management across life settings,  
including personal care, self-management of behaviour and  
emotions etc. 

	Clinical Outcomes in the  Healthcare System
	

	
	• Decreased engagement or compliance with healthcare or medical  intervention/procedures  
o parents and carers may be deterred from seeking healthcare due to worries and anxieties about the psychological stress of  intervention or due to the stress of their child escalating and  
displaying aggressive or self-injurious behaviours which could  potentially lead to poorer health outcomes downstream 
▪ children with ASD/ ID and developmental disabilities 
are a vulnerable population and have high pre 
existing comorbidity of physical and mental health  
conditions




	
	o Not all children are diagnosed early; reduced contact with the  health system may decrease opportunities for diagnosis and  
early intervention which leads to poorer outcomes for children  with ASD 
• Care-related stress affects the wellbeing of carers and families and  may increase their mental health burden, which also feeds back to  affect the health and wellbeing of children with ASD 
• Long-term trauma, anxiety or acute psychological distress for children  in the setting of healthcare and medical procedures  
o Long-term trauma also possesses implications for the health  outcomes of children as adults 
▪ For adults with ASD, restraints and sedation may be  
used (these are both demeaning and inhumane)  
• Maladaptive behaviours may increase time to intervention and  procedures in time sensitive and emergency settings which may  impact health outcomes

	Economic Impact 
	Note: Could not find figures directly relevant to above health outcomes

	
	Direct Financial Costs  
o ASD results in an estimated annual national cost to Australia  of $4.5–7.2 billion that is borne by the individuals themselves,  their families, their community, and by government (5) 
o Population based studies of children with ASD reports that  they are more likely to be hospitalised than typically  
developing peers with longer lengths of stays and higher  
associated costs.(6) 
Indirect Financial Costs 
o Delay in diagnosis was associated with an indirect increased  financial burden to families 
▪ Early and appropriate access to early intervention is  
known to improve a child's long-term outcomes and  
reduce lifetime costs to the individual, family, and  
society 
Non-Financial Costs and Intangible Impacts 
• Quality of life impacts (psychosocial wellbeing)
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Plgure 1:Childran aged 0-14 with duabiiey, by dissbiiky group. 2015





