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10 years on…



Prenatal 
genetic 
screening



Language

a condition not compatible 
with life vs a baby with a life 
limiting condition

risk vs chance

value of life



https://hass.uq.edu.au/research/
we-need-to-talk



https://throughtheunexpect
ed.org.au/

https://prenatalscreening.or
g.au/prospective-parents/ 



Breastfeeding

"Breastfeeding is an integral part of the 
reproductive process, the natural and ideal way of 
feeding the infant, and a unique biological and 
emotional basis for child development." Joint 
WHO/UNICEF Meeting on Infant and Young Child 
Feeding in Geneva, 1979. 



Breastmilk is

Anti-anorectic: Easily digestible, 
reduces constipation

Anti-inflammatory: Boosts immune 
system, protect against illness

Anti-oxidant: Reduces oxidative 
stress



Mitigates against
  Gastrointestinal infections

  SIDS

  Sepsis in premature babies

  Respiratory infections

  Ear infections

  Necrotising enterocolitis in premature 
babies

  Dental malocclusions

  Overweight and obesity

  Lower IQ



Promotes

•Forms close mother-baby bond

•Reduces emotional impact of 

diagnosis

•Provides control during uncertainty

Promotes cognitive and emotional 
development through bonding, eye 
contact, touch, smell, and sensory 
experiences 



Childhood 



Health care for 
adolescents/young 
adults during the 
period of transition 
addresses…

 a. Physical health

b. Pubertal health

 c. Medications

d. Developmental/cognitive/academic progress

 e. Sexual health and education

 f. Nutrition, exercise, and other health promotion 
activities

g. Mental health

h. Relevant entitlements such as disability allowances 
and benefits, health care subsidy systems

 i. Substitute decision-making and guardianship laws. 

 j. Ethical decisions such as need for respiratory support, 
end of life decisions, major surgical interventions.

Royal Australian College of Physicians (2014)



Adulthood



Genetic testing & 
pharmacogenetics

https://www.nhmrc.gov.au/about-us/publications/personalised-medicine-and-genetics



Technology



Mobile  phone 
technology

Social connection – text messages, audio 
calls, video calls, or chat

Convenience

Physical health monitoring

Stay updated with information e.g. 
YouTube, specific websites MyLived ID

Communication



Ageing

Complications for ageing

Advanced care directives 

Advanced care planning 

Palliative care



Death & 
dying

Dying is a normal part of life 
and a human experience, not 
just a biological or medical 
event



A good death



Mark, 
Community 
Learning Disability 
Nurse

 “Supporting someone who was dying was all 
very new to me. It was the first time I ever had 
to deal with something like this. ….we 
managed to sort things out for him, but at the 
time I felt like I was a passenger in the back 
seat of a fast moving car. Now, I accept that 
things can feel out of control and not 
ordered. …maybe next time I would be a bit 
more proactive. I would want to make sure 
that everyone involved knows what is 
happening, and that we plan for the changes 
as much as possible.” 



Conclusion

The role of intellectual disability nurses 
is vast and vital across the lifespan 

We advocate, educate, and support 
individuals and families to navigate 
healthcare with dignity and respect 

Reflect on your practice and the impact 
you can make now and 10 years on



References

  Anderson, Lynda Lahti, Hall, Sarah, Kramme, Julie E. D., & Stancliffe, Roger. (2023). Transition to retirement: The lived experiences of adults with intellectual 
disabilities. Journal of Applied Research in Intellectual Disabilities, 36(3), 547–557. https://doi.org/10.1111/jar.13078

 Australasian Journal on Ageing, Vol 33 No 4 December 2014, E36–E40 DOI: 10.1111/ajag.12086

 Cheong, J. L. Y., Anderson, P. J., & Doyle, L. W. (2020). "Survival and neurodevelopmental outcomes in extremely preterm infants: A review of the literature and 
evidence-based guidelines." Journal of Perinatology, 40, 1188–1196. doi:10.1038/s41372-020-00814-9.

 Doody, Catriona M., Markey, Kathleen, & Doody, Owen. (2013). Future need of ageing people with an intellectual disability in the Republic of Ireland: lessons 
learned from the literature. British Journal of Learning Disabilities, 41(1), 13–21. https://doi.org/10.1111/j.1468-3156.2011.00716.x

 https://palliativecare.org.au/

 https://www.redsearch.com.au/resources/australian-mobile-statistics/

 National Consensus Statement: essential elements for safe and high-quality end-of-life care

 Needham, H. (2016). Training staff to support people after the death of loved ones. Learning Disability Practice (2014+), 19(4), 18. 
https://doi.org/10.7748/ldp.19.4.18.s20

 Northway, R Journal of Intellectual Disabilities 2015, Vol. 19(2) 101–102 The Author(s) 2015. DOI: 10.1177/1744629515578347

 Reppermund, S, Srasuebkul, P, Dean, K, Trollor, JN. Factors associated with death in people with intellectual disability. J Appl Res Intellect Disabil. 2019; 00: 1– 
10. https://doi.org/10.1111/jar.12684,

 Stancliffe, Roger J., Wiese, Michele Y., Read, Sue, Jeltes, Gail, Barton, Rebecca, & Clayton, Josephine M. (2021). Does talking about end of life with adults with 
intellectual disability cause emotional discomfort or psychological harm? Journal of Applied Research in Intellectual Disabil ities, 34(2), 659–669. 
https://doi.org/10.1111/jar.12835

 Submission to the Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (2023).

 Transition of Young People with Complex and Chronic Disability Needs from Paediatric to Adult Health Services. Royal Australi an College of Physicians (2014)

https://doi.org/10.1111/j.1468-3156.2011.00716.x
https://palliativecare.org.au/
https://www.redsearch.com.au/resources/australian-mobile-statistics/
https://doi.org/10.7748/ldp.19.4.18.s20

	Slide 1: Cradle to Grave   The Role of Nurses Supporting and Advocating the Health Needs of People with Intellectual Disability Across the Lifespan
	Slide 2: 10 years on…
	Slide 3: Prenatal genetic screening
	Slide 4: Language
	Slide 5: https://hass.uq.edu.au/research/we-need-to-talk
	Slide 6: https://throughtheunexpected.org.au/      https://prenatalscreening.org.au/prospective-parents/    
	Slide 7: Breastfeeding
	Slide 8: Breastmilk is
	Slide 9: Mitigates against
	Slide 10: Promotes
	Slide 11: Childhood 
	Slide 12: Health care for adolescents/young adults during the period of transition addresses…
	Slide 13: Adulthood
	Slide 14: Genetic testing & pharmacogenetics
	Slide 15: Technology
	Slide 16: Mobile  phone technology 
	Slide 17: Ageing
	Slide 18: Death & dying   
	Slide 19: A good death
	Slide 20: Mark,  Community Learning Disability Nurse 
	Slide 21: Conclusion
	Slide 22: References

