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We are

• The national voice for over 25 years, 
supporting people and families living with 
Fetal Alcohol Spectrum Disorder (FASD).

What we do

• We are driven by our vision to prevent 
alcohol exposed pregnancies and improve 
the quality of life for people impacted by 
FASD. 

• As the essential bridge linking those with 
lived experience with researchers and 
clinicians we actively promote awareness, 
prevention, diagnosis and improved 
outcomes for individuals affected by FASD.

About NOFASD Australia
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Sophie’s Story
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The Power of a Diagnosis 
Diagnosis is a gateway to support and improved outcomes

Survey Results:

• 92% stated a FASD diagnosis helps health 
services, educators and other professionals 
to provide appropriate support 

• 91% claimed it provided greater 
understanding of strengths and challenges 

• 86% said it helped provide access to FASD-
informed services and supports through 
NOFASD Australia and FASDHub 93%

3%4%

DOES A FASD DIAGNOSIS IMPROVE LIFE 

OUTCOMES FOR INDIVIDUALS WITH 
FASD?

Yes No Unsure

"I was told my foster children had the ‘right to a normal childhood’ and that a label would do more harm than 

good. But changing paediatricians and getting a diagnosis changed everything.“ - Anonymous



Jessica Birch
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Survey Results:

• 86% - Difficulty in accessing 
diagnostic services

• 84% - Lack of knowledge and 
awareness about FASD in healthcare 
systems

• 60% - Fear of stigma, blame or 
judgement 

Barries to Diagnosis 

56%
36%

8%

EXPERIENCES OF STIGMA

Yes No Unsure

"I work in child protection. FASD is frowned upon. Professionals judge parents when they disclose a 

diagnosis.“ - Anonymous

"Any stigma my son has experienced and we as parents have experienced has been due to having a 

disability- not FASD specifically" - Anonymous 
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• Emotional Toll: Many caregivers expressed feelings of isolation, frustration, and 
exhaustion, citing constant blame and lack of support from both professionals 
and family members.

• Financial Strain: The cost of private diagnosis, therapies, and ongoing support 
was significant, especially for those supporting adults who could not access the 
NDIS* or DSP** without a formal diagnosis.

• Lack of Understanding: Family members, educators, and community services 
often viewed FASD-related behaviours (symptoms) as "naughtiness" or poor 
parenting rather than recognising the disability.

Impact on Families and Caregivers 

“Blame is automatically attributed, and assumption that the mother knowingly and deliberately drank large 

amounts of alcohol while pregnant. There is little knowledge in the community that this is not just an issue 

for children born to alcoholic mothers” – Anonymous 

*National Disability Insurance Scheme. **Disability Support Pension



Julie Woods
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Quotes from survey respondents 

• “My stepdaughter’s behaviours around those outside of her family, are often 
misunderstood, and labelled by outsiders to be as a result of “bad” parenting and not 
enough “tough love”.”

• “I work in the out of home care system and often see young people with FASD, likely FASD 
who do not have the appropriate behavioural support interventions in place and are being 
set up to fail every time.”

• “My mum works with disadvantaged youth, FASD is a big problem in the Northern Territory. 
More needs to be done to help save these kids futures.”

• “We have experienced challenges and barriers with understanding in multiple systems - 
education, child protection, justice, physical health, mental health, dental, community 
access e.g. sports, alcohol services, centrelink/welfare services, NDIS, family and friends. 
Our child looks ‘normal’, with an average IQ, yet functions as a small child.”
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How do we reduce stigma?

Respondents noted a need for: 

• Public awareness campaigns (88.5%)

• Training for healthcare and education professionals (95%) 

• Lived experience voices in policy and research (82%) 

• Changing how FASD is discussed in the media (72%)

• More research (78.5%)



Ange Bruce

Birth mums – speak to the stigma



Aims
• Increase Australians’ awareness of the risks associated with alcohol consumption during pregnancy 

and while breastfeeding, including Fetal Alcohol Spectrum Disorder (FASD)
• Increase the proportion of Australians who are aware alcohol should not be consumed during 

pregnancy and that it is safest not to drink alcohol when breastfeeding
• Increase the proportion of Australian women who intend to not drink any alcohol during pregnancy 

and when breastfeeding.

Streams

Every Moment Matters

Stream 1: 
National awareness 

campaign
(FARE)

Stream 2:
Support for priority 

groups
(NOFASD)

Stream 3: 
Information and training 
for health professionals

(FARE)

Stream 4: 
Health promotion 

programs for regional and 
remote Aboriginal and 
Torres Strait Islander 

peoples
(NACCHO)



Social Return On Investment

Every Moment Matters reduced the economic 
costs of alcohol consumption during 
pregnancy by $236 million in 2023. This 
means that every $1 invested generated a $9 
social return.



Lisa



Caleb



Quotes from families 

“I have spoken to many doctors, social workers and psychologists 
about the importance of asking mothers if they have consumed 
alcohol during pregnancy, but they are afraid to do so” - Anonymous

“I am a teacher who teaches special education this info helps me to 
plan for each child” - Anonymous

“With proper care, understanding and immense patience, I have been 
successful in getting the person engaged in regular activities, with 
positive response” – Anonymous 



WHO – creates the stigma? 

• Check for unconscious bias

• What is THE relationship with alcohol?

• Is screening universal?

• Ask THE question!
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Jennifer Catlin

A FASD diagnosis, it’s never too late



Thank you! – Stay FASD informed 

NOFASD Australia is dedicated to reducing the harm caused by 

alcohol- exposed pregnancies and improving lives for those living 

with FASD.

NOFASD National Helpline 7 Days a week 365 Days of the year

1800 860 613 www.nofasd.org.au
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