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Background and Research Aims

What we know from research:

1. Limited research with young people with FASD on their 
views of diagnosis and daily experiences of FASD (Wilson et 
al., 2023)

2. Positive and negative impact of a diagnosis for young 
people with different conditions (Sims et al. 2021)

3. Little understanding about disability identity in 
adolescence (Forber e-Pratt et al. 2017) and in FASD 

Research aim to explore:

1. Lived experiences of FASD as a disability in adolescents,

2. Views of their self and disability identity, views of the 
diagnosis and experience of accessing support

3. More accessible research method



Participatory Approaches -role and level

Drummer Boy, Curly Sue, Chloe, Max, Chris, Jack, 
James and Sean: Aged 12-19 from UK, with a FASD 
diagnosis and in education. Parents: birth, foster 
and adoptive.

Community Advisory group: consultation on 
research design, materials, ethics, 
recruitment and dissemination 

Young people as co-researchers: data 
collection, analysis of photos and 
dissemination 



Photovoice Method- online, dynamic, iterative, creative

Individual 
interview: talk 

about interests, 
family, friends, 

school and FASD

Group photo and 
ethics training in 2 
groups – activities 

on photo-taking

Taking photos 
over 3 weeks – 

decide, take, 
choose and send.

Individual 
interview about 
15-20 photos 
using adapted 

questions 

Group sessions – 
share photos, 

analyse photos

Larger group 
session to decide 
on dissemination 

and content

▪ Week 1 What’s 

important to me? 

Objects, people, places 

or activities

▪ Week 2 Who/what 

helps me? at home, 

school or elsewhere

▪ Week 3      Challenges 

and how I deal with 

them? home, school or 

elsewhere 



Group training session – online-interactive-purpose

• Introductions 
• Aims: why are we here?
• Group rules
• Ice breaker activity 
• Making and taking photos for 3 weeks
• Find, frame and focus (Allmark et al., 2017)
• What/who/when do you use a phone or 

camera? (Sharples et al ., 2003)
• Do and don'ts about photo-taking
• Post group session –a lanyard with key 

information 



Photo + Voice

Young people's analysis of photos:
1. Who is important? pets, activities, 

family, friends and being outside
2. What helps? pets, activities and 

things that relax you
3. Challenges and how I deal with them: 

things to help concentrate, being 
outdoors, socialising and activities



Voice and dissemination through research

Researcher-led analysis found adolescents:

• discussed the FASD diagnosis 
in terms of biological causation 
without blame or shame 
towards biological parents;

• engage in a process of 
disability identity formation;

• valued the need for supports 
and  parental and self-advocacy 
in their lives.

Knowledge exchange



Self and group advocacy: active role, and process 
supported communication and health literacy

• Making, taking and 
choosing photos

• Parent role facilitated 
organisation 

• Repeated questions 
extended answers

• Space to support health 
literacy



Journey and participation in research 
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Giving Voice to Birth Parents of 
Children with FASD

Speaker: Dr Stewart McDougall
Fetal Alcohol Advisory, Support and Training (FAAST) Team, 

University of Edinburgh, Scotland
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• Birth parents are under-represented in the FASD literature
• Few qualitative studies exclusively of birth parents: 

▪(Salmon, 2008; Thomas & Mukherjee, 2019; Zabotka et al., 2017) 

• Non-adoptive parents are currently under-represented in the research 
literature 
▪(Rennie et al., 2024)

• Qualitative meta-synthesis reports biological parents were 10% of 
pooled sample 
▪(Wilson et al., 2024)

• FAASTT had similar experience with no birth parents recruited 
to study of caregivers 

• Ensuring birth parents voices are included in vital for policy and 
practice to adequately respond to their needs

Background and Research Aims
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Research 
design and 
method
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Birth Parents voice: 
Limited experience and preferences 
for research

• Preference for interview-based 
methods, or focus-groups

• Surveys perceived as restrictive, 
and not allowing for the full 
story to be shared

“The thing it's, it's very hard to explain, 

especially when they're talking about like 

certain behaviours or how you feel about 

certain things. It's very hard to say in a 

never, sometimes, most of the time, always 

kinda thing.”

“Because I think a lot of times, especially 

birth parents, we feel … you want to tell your 

story. And if you're not allowed to do that, it 

almost seems pointless.”
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• Eagerness to participate in 
research when available

• Desire to share their story, and 
to 

• Perception that participating in 
research has benefit for other 
families

“So when I see things like this, I'd like to take 

part because I really think that we need to 

make this a little bit more open and clear.”

“I’ve got to try and find a way of helping. It’s 

not to make up for the losses, nothing is 

going too… However what I do from here on 

is what drives me”

“Now it literally is to try and get the other 

birth parents out from the shadows and 

make sure that every child in school learns 

about it”

Birth Parents voice: 
Motivations for participating in 
research
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• A fear of judgement, stigma, 
shame, and guilt was discussed 
in interviews

• Acknowledged as a barrier to 
families coming forward, 
discussing alcohol use in 
pregnancy with services, and 
seeking services, as well as 
participating in research

“I think there needs to be a lot more research 

out there. And I think ultimately, it’s the 

shame and the guilt - I think - that stops 

people, you know, of reaching out or, you 

know, going to the doctor and saying, you 

know what, I actually drank a lot of 

pregnancy and I know I shouldn’t’ve, but I 

think that, you know, my child might have 

this sort of thing. You know, there's that fear 

of judgement in that.”

Birth Parents voice: 
Barriers to participating in research
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• Birth parents often reported 
limited connection with other 
birth parents

• Raising and support children, 
including adult children, limited 

“I talk like if I know people with other kids like 

this, I actually don't, you know, not 

personally. So you know, the only people 

that I know that are the ones off the groups 

really, I've never actually met anybody else. 

So I think for me that would be nice to take 

part in something where, you know, you get 

to meet other people.”

“It's not so long since, you know, I've had 

(Child) back in with me… I can't even 

remember how long it's been … probably 

three or four years maybe... it might be even 

longer than that. I haven't even had time to 

connect with other families. (Emphasis 

added)” 

Birth Parents voice: 
Connection with other birth parents
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• Establishing an advisory group of birth parents to have 
input into the research project

• Advisory group meeting across the life of the project to: 
• Share the findings 
• Seeking input from the group for latter stage; 

research methodology, analysis, interpretation

Community of Birth Parents:
Consultation and Involvement  
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• Working with advisory group on the potential to act as 
co-authors on papers

• Connection with other birth parents; as identified in the 
first study, many birth parents had limited connection 
with other families 

Community of Birth Parents:
Connection



Inform a broader 
and balanced 
understanding of 
FASD across 
lifespan

Lessons learned for research 

• Acknowledge role of parents to support research - communication  and accessing IT

• Peer connection – across adolescents and parents  

• Life demands – COVID, adaptability and flexibility on the part of researchers 

• Fraudulent participants

• Level of insight of adolescents and birth parents adds to research and  impact

• Lack of access to diagnosis limits participation, identity and community 



Thank you and questions

Contact details
Miranda Eodanable – Miranda.Eodanable@ed.ac.uk 

Stewart McDougall – smcdouga@ed.ac.uk
www.faast.ed.ac.uk
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