
Fetal Alcohol Spectrum Disorder: 
Diverse perspectives from our diagnostic program

Alison Faber, MD, FAAP

Mandeep Mahal,  MD, FRCPC

Sunny Hill Health Centre For Children At BC Children’s Hospital 

University Of British Columbia - Faculty Of Medicine 



Land Acknowledgement 



Positionality Statement And Disclosures

Disclosures - None

Alison Faber 

• Cis-gendered, able-bodied

• White woman

• 4th generation American settler 

Mandeep Mahal

• Cis-gendered, able-bodied

• Racialized woman

• 2nd generation Punjabi settler 



Outline

01

04

02

03

Background

Provider Perspectives

Caregiver Perspectives

Lessons Learned and Next Steps



BACKGROUND

 Dr. Alison Faber: Provider Perspectives on FASD Diagnostic Practices 

in BC

 Dr. Mandeep Mahal:  Caregiver lived experiences in accessing 

supports and intervention for their child following a diagnosis of Fetal 

Alcohol Spectrum Disorder

 Qualitative studies utilizing reflexive thematic analysis to analyze data 



BACKGROUND

FASD in BC 

 FASD Diagnostic Assessments conducted through CDBC

 The Excluded Report - 2021

 Call to action examining challenges facing children & families 

with FASD accessing equitable services

 Structural racism, stereotyping and bias lead to assumptions 

that can influence the referral and assessment processes for 

FASD

 Goal to apply learnings from the review of systemic bias 

(In Plain Sight report) to referral pathways & assessment 

process for CDBC diagnostic clinic



Provider Perspectives 



STUDY OBJECTIVES

1. What challenges do clinicians face when diagnosing children and youth with FASD?

2. How are clinicians approaching cultural and patient safety during FASD assessments?

3. How can the referral and assessment process be improved in BC?



METHODOLOGY

 Qualitative study exploring clinician’s lived experiences with the FASD diagnostic process

 Invited all clinicians involved in the FASD diagnostic assessment process in BC 

 Case managers, social work, dev peds, peds, psychologists, OT,  PT,  SLP

 24 Clinicians participated out of a total of 200 invited

 Focus groups, semi structured interviews and surveys conducted between April 2024 and July 2024

 6 Focus groups and 11 interviews conducted

 Reflexive thematic analysis used to analyze data
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RESULTS: CHALLENGES FACING PROVIDERS

• 1a. Inherent stigma & systemic anti-indigenous racism

• 1b. Difficulty confirming prenatal alcohol exposure

• 1c. Risk of misattribution and confounding factors
1.Moral Distress

• 2a. Need for a more function based approach

• 2b. Pressure to make a specific diagnosis

• 2c. Concern for what happens after assessment

2. Frustration and barriers 
within current health 

system

• 3a. Bias from foster families/ministry

• 3b. Legal guardianship challenges

3. Concern for children in 
care



RESULTS

• 1a. Inherent stigma & systemic anti-indigenous racism

• 1b. Difficulty confirming prenatal alcohol exposure

• 1c. Risk of misattribution and confounding factors
1.Moral Distress

• 2a. Need for more holistic intake category and assessment

• 2b. Desire for function based assessments and supports

• 2c. Concern for what happens after assessment

2. Frustration and barriers 
within current health 

system

• 3a. Bias from foster families/ministry

• 3b. Legal guardianship challenges

3. Concern for children in 
care

“Many times the biological mother is either passed away 

or might be unhoused or, you know, dealing with other 

barriers. So, if it’s not recorded in the medical records, and 

mom’s not involved, it can be really difficult to, you know, get that 

information that we need."



RESULTS

• 2a. Need for a more function based approach

• 2b. Pressure to make a specific diagnosis

• 2c. Concern for what happens after assessment

2. Frustration and barriers 
within current health 

system

• 2a. Need for more holistic intake category and assessment

• 2b. Desire for function based assessments and supports

• 2c. Concern for what happens after assessment

2. Frustration and barriers 
within current health 

system

• 3a. Bias from foster families/ministry

• 3b. Legal guardianship challenges

3. Concern for children in 
care

"And then as far as at the Ministry level, unless there’s funding, 

there needs to be, you know, at least equal funding for ASD for 

FASD. I mean, why would a parent go through all of this if – 

why? There’s got to be a more" 



RESULTS

• 3a. Bias from foster families/ministry

• 3b. Legal guardianship challenges

1.Concern for children in 
care

• 2a. Need for more holistic intake category and assessment

• 2b. Desire for function based assessments and supports

• 2c. Concern for what happens after assessment

2. Frustration and barriers 
within current health 

system

• 3a. Bias from foster families/ministry

• 3b. Legal guardianship challenges

3. Concern for children in 
care

“I think we see a lot of referrals for Indigenous 

children, and there’s this assumption that, like, if 

they’re in care and have sibs that have a diagnosis of 

FASD, it’s automatically assumed that this child 

will, too.” 



DISCUSSION

 Key Take Away:  Clinicians are seeking a more function based assessment process 

and more services and supports for children with PAE

 LIMITATIONS

 Potential bias, given medical director involvement as well as the nature of focus groups

 This is only one piece of the picture; only represents clinicians' points of view

 Additional viewpoints are very much needed, especially that of those affected by FASD and 

caregivers



Caregiver Perspectives 



Study Objectives

Explore caregiver 
experiences in 
undergoing the 

diagnostic process for 
FASD.

Explore caregiver 
experiences in 
advocating for 

supports and services 
in the first two years 
following diagnosis.

Identifying priority 
target areas that 
require further 
intervention to 

improve outcomes. 

2 31

Does receiving a diagnosis of FASD lead to improved functional outcomes through changes in supports 
and services for their child?



Methodology 

 Qualitative phenomenological study that focuses on individuals’ lived experiences 

 Semi structured interviews with caregivers of children (legal guardians or biological parents) diagnosed 
with FASD at our center between July 1, 2021 – June 30, 2022

 Participants recruited from a program database using non-random convenience sampling

 18 caregivers interviewed out of 70 children diagnosed during this time frame

 Interview questions inquired about:

 Experiences in undergoing the diagnostic process

 Supports accessed prior to diagnosis

 Supports made available to child after diagnosis 

 What would help the families now

 Reflexive thematic analysis used to analyze data



Demographics



Results
Four main themes were 

identified with several 
subthemes falling under each



“You just feel alone at this point…Most people just tell us, I’m 
so sorry what you have to go through. You’re so amazing. And 

then click, you’re done and you don’t see them all again,”

Quotes:

“You’re in the house all by yourself, depressed, you know, 
some are scared. And you’ve got to do this on your own…it 

seems bleak and almost futile.”



“..it probably made us more aware of challenges going forward. 
That it wasn't something that, oh she'll just like grow out of. Or 
like she'll catch up eventually. It's just, like, no, this is the 
difference, and this is how it's always going to be and work 
around it or work with it that way..."

Quotes:

"...there’s an assumption too that you take that report and give it to 
the school, and the school’s gonna know exactly what to do. But in 
my experience that’s not the case at all. …. there’s recommendations 
and, like, they’ll say, like they would benefit from visual supports uh, 
to aid comprehension and learning. Well, that might not always be 
realistic. The school, the school also doesn’t have enough funds to 
actually provide the right supports in the school. 



“I just think there’s not a lot of people understand [the 
struggles that kids with FASD face] or want to take the risk or 

liability. Honestly, that’s what we’ve been faced with, the 
declines. It’s a very heavy diagnosis. So a lot of people don’t 

feel like these kids can succeed”

“You feel like there’s this great ticking time bomb….you need 
to get [supports in place] now. But how do you find those 

supports, and who do you find [to provide them]? How do you 
build those people into your life?”

Quotes:



Quotes:

"It’s extremely hard to navigate, me with my cognitive issues as 
is. I wouldn’t be able to get my son the support that he needs by 

myself. Um, it’s been my mom that’s been able to do that 
luckily. Um, but it is so significantly hard to navigate. Um, my 
mom has done, like, resource work for people with disabilities 

for years. And it’s even difficult for her. "

"Leaving the parents to navigate without any support 
network, like that diagnosis, it’s not even half the issue... 
There needs to be more at the point post-diagnosis. And 

Sunny Hill could make the largest difference doing that, you 
know, helping us navigate where to go, what is the most 

modern thoughts. "



Lessons Learned

 A diagnosis of FASD in our region does NOT lead to improved functional outcomes 

for most children in the 2 years following a diagnosis in 2021/22, as experienced by 

their caregivers

 Clear disparities exist in accessibility of intervention and supports for children with 

developmental differences in our region

 We have identified multi-level priority target areas that could improve functional 

outcomes for children with FASD

 We need to advocate for increased access to function based supports for children 

and their caregivers 



Next Steps:

 A formal funding and support system, based on 

function, is essential for all children with developmental 

differences - including those with FASD

 Wrap around support is needed for children with FASD 

and their families as soon as functional impairments are 

recognized

o This should include systemic supports for caregiver 

emotional well being 

International Classification of Functioning, Disability and Health (ICF) framework.



NEXT STEPS 

 Advocating for support for children with neurodevelopmental differences in school 

based on function, not diagnosis.

 Creating a Cultural Safety Framework for CDBC assessments

 Working with CDBC providers and families on improving the assessment process. 

 Updating CDBC handbook for the diagnosis of FASD to address systemic racism, 

stigma, and bias.  
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QUESTIONS?
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