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Focus of todays presentation

 Bring awareness to the issues faced by people 

with ASD and ID

 Highlight the inequalities that currently exist in 

the health care system

 Gain information for everyday practice

 What we can do to change moving forward. 

 Take home messages



What is Autism Spectrum Disorder (ASD)?

A neurodevelopmental disorder defined by:

Persistent challenges in social interactions and 

communications

As well as 

Restricted, repetitive behaviours or interests.

The symptoms must be present from an early age and the 

ability of a person to function can vary widely.

Sensory abnormalities are present in a significant proportion. 



Sensory processing abnormalities

 Studies are reporting up to 100% of people with ASD 
have sensory processing abnormalities.

 Abnormalities occur mainly in -auditory, tactile and 
visual

 Less frequently in olfactory, gustative and 
proprioception

 Hypersensitivity – innocuous lights, sounds or fabric 
can cause sever discomfort or pain

 Results in avoidant behaviour or Behaviours of 
Concern (BoC)



Intellectual disability (ID)

Intellectual disability also has its onset in childhood

Defined as having deficits in Intellectual functioning and 

adaptive functioning

ID is classified as Mild, Moderate and Severe depending on the 

persons support needs. 

ID affects 2-3% of the population 



ASD +/- ID

Having ASD does not mean the person will also have an ID. 

However an ID exists in up to 61% of people diagnosed as having 

ASD.

Common features shared in both ASD and ID include:

 Difficulties communicating and expressing needs and desires

 Challenges to change

 Decreased understanding of social situations and social norms

 BoC (often a means of communication)



Comorbidities associated with ASD and 

ID
Higher rates of-

 Mental health and psychiatric conditions (Up to 70% of people Dx with 

ASD will also have a Dx of a psychiatric condition and up to 40% will have two or more concurrent psychiatric 
conditions)

 Bowel disorders,

GORD, oesophagitis and varices, 

 Epilepsy,

 Autoimmune disorders,

 Sleep disorders,

 Thyroid and other hormonal imbalances. 



NSW Statistics

 Median age at death of people with ID is 57 V 81. 

That’s a 24 year difference!

 76% of deaths occurred in people aged < 64 V 18% of 
the general population. 

 People between 20-24 had a 4 times higher death rate 
compared with the general population.

 31% of all deaths that occurred in the ID population 
were potentially avoidable!



Barriers to health care- Individual 

 Communication barriers- lack of ability to identify a 

condition is in need of treatment.

 Unaware of what services are available 

 Decreased comprehension and health literacy

 Reliance on family or carers for advocacy and care



Barriers to health care- Services

 Lack of health care worker’s (HCW) knowledge of health 

conditions

 Attitudes of HCW

 Lack of resources within services to allow timely access

 Services refusing to take responsibility when another service 

“might” provide care

 Refusal or lack of resources by GP’s to perform home visits, 

resulting in crisis admissions

 Refusal of hospitals to admit



Communication- implications for people 

with ASD/ID

 Receptive

 Expressive

 Augmented (AAC)– Pictures, signing, Makaton, 

text to talk, picture to talk apps, social stories. 

 Behaviours



Communication cont

 People with ID and ASD process information with 

visual data better than aural.

 People with a communication barrier will need 

significantly longer in each incident of care. 

 Extra care must be taken to obtain as much 

information as possible from a non verbal patient. 



Communication in the healthcare setting

 Allow sufficient time for delays in receptive and 

expressive communication. 

 Involve and listen to the parents/carers- they know the 

person the best, they are their voice

 Exceptional documentation-

admission/discharge/handover

 Use a health passport containing important information 

regarding the patient (NHS has a great one)

 Speech pathologists can be a useful resource with AAC



Behaviours of Concern (BoC)

 Behavior of concern- considered socially 
inappropriate, disruptive, aggressive to self or 
others and destruction of property. 

 Historically it has been seen as naughty or 
attention seeking 

 Behavior is actually a means of communication. 
Usually something that is of concern to the person 
displaying the behavior. 



Causes of BoC

 Pain- dental, GORD, headache, bowel obstruction, 

ear ache, surgical…

 Agitation, anxiety or fear

 An underlying psychiatric disorder

 Frustration

 Impending seizure or even seizure activity

 Change in routine

 Boredom

 Sensory overload



Case study- Diagnostic Overshadowing or 

attitudes?
 12:34 20YO Obese male presents to ED- triage Cat 2

 RR 30

 SpO2 75% RA

 Mod/Sever WOB

 SOB+++

 BP 150/95

 P 100

 Facial swelling

 Past history of ASD + ID known to be aggressive when threatened



 12:50 Nurse attempts IVC not successful, notifies Dr.

 13:44 RR 28, SpO2 94% HM, BP 170/95 P 98

 14:10 Personal care, Nurse attempts venipuncture, Pt very irritable and 

withdrawing arm

 14:25 O2 decreased

 14:53 Oral Diazepam given

 15:06 S/L Olanzapine given

 Approx 15:30 THREE HOURS AFTER TRIAGE 

Dr attempts multiple times for IV, in multiple locations and with the aid 

of U/S.- Pt non compliant with monitoring, won’t remain still for 

procedure

 15:30 Anesthetist called Oral Midazolam given. 

Anesthetist cannulates Pt approx. 15:50

 16:04 Patient arrests. THREE AND A HALF HOURS AFTER TRIAGE



Why tell you this?

 Could be your hypoxic pt in PACU.

 With increasing numbers of people diagnosed with ASD and 

or ID, we will come across these patients more frequently.

 Spread knowledge 

 Minimise the impact of the health care environment on 

people with ASD/ID

 Increased comorbidities = multiple episodes of care. One 

bad experience can make subsequent episodes of care 

problematic and traumatic ongoing.



Diagnostic over shadowing 

 Did the HCP assume his aggression was due to his 

ASD rather than hypoxia. Did they miss the bigger 

picture, pain illness and hypoxia resulting in poor 

choice of treatment and inappropriate use of 

benzos ultimately resulting in his arrest?



Perioperative Environment

Preop anxiety can have negative consequences in 

the post op environment including: 

 Increased analgesic requirements, 

 Increased agitation and emergence delirium 

 Ongoing behavioural changes that may last 

months.



Preop

 Admission

 Streamline

 Work with family- social stories

 Minimise change

 Low stimuli environment

 Work with the patients routine if possible

 Consider premedication  



Intra op

 No holding bay if possible

 Walk in

 Minimal people- Surgical set up in setup room or after 

induction

 Allow for adjustment time

 Role play

 Do not restrain- cx if not urgent case

 Work with parents/carers

 Pre-emptive antiemetic and pain relief.



ASD and Pain processing

Historical belief- people with ASD did not feel pain

Today- Nadar et al suggest individuals with ASD may have a 

hypersensitivity to pain. 

Tordjman et al observed an increase in self-injurious 

behaviours post procedure. 

Tordjman et al study showed an ^ of B-endorphins and ^ HR 

indicating ^ distress. Participants did not however express 

this with the same emotional response or social 

communication as the control group.



ASD and ID communication of pain

 McIntosh et al - patients may not have learned that 

showing facial responses to pain will be perceived by 

the HCP that they are experiencing pain.

 Similar could be said depending on the severity of 

communication deficit present in a person with an ID. 

Implications for PACU

Have a low tolerance for treating pain or PONV!



Post op

 Low stimuli PACU

 Carer involvement

 FLACC pain assessment-paediatric tool-

https://www.powtoon.com/c/f8IcfQZqJMV/1/m

 Refer back to carer for indications of pain

 Favourite food

 Early discharge

 BoC? Consider pain or PONV

https://www.powtoon.com/c/f8IcfQZqJMV/1/m


NHS and Nurse Liaison
 The UK have implemented the use of Disability Liaison Nurses. 

 Benefits include:

Advocating pt needs and rights Facilitating Communication

Facilitating reasonable adjustment Education of staff

Practice and policy development Modify fixed hospital routines

Care co ordination Identification of specific needs 

A resource for both staff and carers Benefits and cost outstrip cost of 

Cx, delay or a sentinel event!!!!!! 



What can we do with minimal effort and maximum 

impact?

 Early identification that a person with ASD or ID is coming to 

theatre, make reasonable adjustments

 Create a social story that can be given to patients at time of 

booking, prior to admission

 Work with carers!!!! You are the nursing specialist, they are 

the person’s specialist

 Modify the environment where possible



What we can do cont.

 Communication- try different methods especially visual.

 Seek to find a meaning behind a behaviour 

 Raise the potential to abort the situation if it is not entirely 

necessary to avoid a negative and traumatic experience for 

all involved

 Encourage your work place to create a Disability Liaison 

Nurse.

 Work with carers!



Take home messages

Communication -

 Take extra time

 Visual over aural

 Behaviours have meanings

 Work with the pt’s carers they understand the pt. best

Environment -

 The person can not change but the environment can

 BoC may stem from an issue with the environment



Behaviours of concern -

Often a means of communication- find the 

cause or ask someone who knows the patient 

well. 

Avoid Restraint! 

One bad experience may last a lifetime.

Kimberley Ritchie



Useful information-Handle with care A. Jolly

Knowledge of ASD Enc. carer involvement

Identify best Communication method Schedules- avoid change where 

possible

Continuity of staff Minimise environmental stimulation

Identify triggers- De-escalation 

techniques/what rewards work

Involve a multidiscipline team

Support and encourage 

family/carers, they are the people 

specialist and your best resource

Take note of these tips 



References
 Alison, J. and Calder, A. (2013) ‘Anaesthesia for children with special needs, including autistic 

spectrum disorder’, Continuing Education in Anaesthesia, Critical Care and Pain. doi: 

10.1093/bjaceaccp/mks065.

 Bagshaw, M. (2011) ‘Anaesthesia and the autistic child.’, Journal of perioperative practice. doi: 

10.1177/175045891102100904.

 Bailey, L. (2010) ‘Strategies for decreasing patient anxiety in the perioperative setting’, AORN 

Journal. doi: 10.1016/j.aorn.2010.04.017.

 Berglund, I. G. et al. (2017) ‘Management of Children with Autism Spectrum Disorder in the 

Anesthesia and Radiographic Context’, Journal of Developmental and Behavioral Pediatrics. doi: 

10.1097/DBP.0000000000000432.

 Blair, J. et al. (2017) ‘A protocol for the preparation of patients for theatre and recovery’, 

Learning Disability Practice. doi: 10.7748/ldp.2017.e1772.

 Castles, A. et al. (2014) ‘Experiences of the implementation of a learning disability nursing 

liaison service within an acute hospital setting: A service evaluation’, British Journal of Learning 

Disabilities. doi: 10.1111/bld.12070.



References
 Gibbs, S. M., Brown, M. J. and Muir, W. J. (2008) ‘The experiences of adults with intellectual 

disabilities and their carers in general hospitals: A focus group study’, Journal of Intellectual 

Disability Research. doi: 10.1111/j.1365-2788.2008.01057.x.

 Hwang, Y. I. (Jane) et al. (2019) ‘Mortality and cause of death of Australians on the autism 

spectrum’, Autism Research. doi: 10.1002/aur.2086.

 Johnson, N. L. et al. (2014) ‘Attributed meanings and strategies to prevent challenging 

behaviors of hospitalized children with autism: Two perspectives’, Journal of Pediatric Health 

Care. doi: 10.1016/j.pedhc.2013.10.001.

 Jolly, A. A. (2015) ‘Handle with Care : Top Ten Tips a Nurse For a Hospitalized Child with Autism 

Spectrum Disorder’, Pediatric Nursing.

 Kennedy, R. et al. (2016) ‘Continuous service quality improvement and change management for 

children and young people with autism and their families: A model for change’, Comprehensive 

Child and Adolescent Nursing. doi: 10.1080/24694193.2016.1178357.

 Kohane, I. S. et al. (2012) ‘The co-morbidity burden of children and young adults with autism 

spectrum disorders.’, PloS one. doi: 10.1371/journal.pone.0033224.



References
 Mellado-Cairet, P. et al. (2019) ‘Behavioral training and mirroring techniques to prepare elective 

anesthesia in severe autistic spectrum disorder patients: An illustrative case and review’, 

Paediatric Anaesthesia. doi: 10.1111/pan.13566.

 Moore, D. J. (2015) ‘Acute pain experience in individuals with autism spectrum disorders: A 

review’, Autism. doi: 10.1177/1362361314527839.

 Muskat, B. et al. (2015) ‘Autism comes to the hospital: The experiences of patients with autism 

spectrum disorder, their parents and health-care providers at two Canadian paediatric 

hospitals’, Autism. doi: 10.1177/1362361314531341.

 O’Sullivan, M. and Wong, G. K. (2013) ‘Preinduction techniques to relieve anxiety in children 

undergoing general anaesthesia’, Continuing Education in Anaesthesia, Critical Care and Pain. 

doi: 10.1093/bjaceaccp/mkt014.

 Taghizadeh, N. et al. (2015) ‘Autism spectrum disorder (ASD) and its perioperative 

management’, Paediatric Anaesthesia. doi: 10.1111/pan.12732.

 Thompson, D. G. and Tielsch-Goddard, A. (2014) ‘Improving management of patients with autism 

spectrum disorder having scheduled surgery: Optimizing practice’, Journal of Pediatric Health 

Care. doi: 10.1016/j.pedhc.2013.09.007.



References
 Trollor, J. et al. (2017) ‘Cause of death and potentially avoidable deaths in Australian adults 

with intellectual disability using retrospective linked data’, BMJ Open. doi: 10.1136/bmjopen-

2016-013489.

 Tuffrey-Wijne, I. and Hollins, S. (2014) ‘Preventing “deaths by indifference”: Identification of 

reasonable adjustments is key’, British Journal of Psychiatry. doi: 10.1192/bjp.bp.113.142299.

 Vlassakova, B. G. and Emmanouil, D. E. (2016) ‘Perioperative considerations in children with 

autism spectrum disorder’, Current Opinion in Anaesthesiology. doi: 

10.1097/ACO.0000000000000325.

 Weise, J. et al. (2016) ‘Primary health care for people with an intellectual disability: an 

exploration of demographic characteristics and reasons for encounters from the BEACH 

programme’, Journal of Intellectual Disability Research. doi: 10.1111/jir.12301.

 Whippey, A. et al. (2019) ‘Enhanced perioperative management of children with autism: a pilot 

study’, Canadian Journal of Anesthesia. doi: 10.1007/s12630-019-01410-y.


