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Background



Definition

Fetal Alcohol Spectrum Disorder (FASD) is a diagnostic term used to describe impacts on the brain and body of 
individuals prenatally exposed to alcohol. FASD is a lifelong disability. Individuals with FASD will experience some 
degree of challenges in their daily living, and need support with motor skills, physical health, learning, memory, 

attention, communication, emotional regulation, and social skills to reach their full potential. Each individual 
with FASD is unique and has areas of both strengths and challenges.

“ ”

Canada FASD Research Network, www.canfasd.ca



www.canfasd.ca



• Many researchers reiterate the message that FASD 
prevalence is elevated among Indigenous peoples; 
this is problematic

• Limitations of FASD prevalence research

• Absence of obvious physical indicators3

• Significant variability in symptoms3

• Delayed emergence of full symptoms

• Lack of reliable biomarkers3

• No universal definition4

• Time-consuming and costly to diagnose5

• Under-reporting due to stigma, shame, 
blame6

Determining Prevalence is Complex

1. Popova, S., et al. (2019). Prevalence of fetal alcohol spectrum disorder among special 
subpopulations: a systematic review and meta-analysis. Addiction, 114, 1150 - 1172.

2. Warren, K.E. (2020). Collaborative on Fetal Alcohol Spectrum Disorder. Alcoholism: Clinical & 
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4. Di Pietro, N.C., & Illes, J. (2013). Disparities in Canadian Indigenous health research on 
neurodevelopmental disorders. Journal of Developmental and Behavioural Pediatrics, 35(1), 
74 - 81. 

5. Cook, J.L., et al. (2016). Fetal alcohol spectrum disorder: A guideline for diagnosis across the 
lifespan. Canadian Medical Association Journal, 188(3), 191 - 197.

6. Samaroden, M. (2018). Challenges and resiliency in Aboriginal adults with Fetal Alcohol 
Spectrum Disorders. First Peoples Child and Family Review, 13(1),  8 - 19.



• Many researchers reiterate the message 
that FASD prevalence is elevated among
Indigenous peoples; this is problematic

• Limitations of FASD prevalence
research

• Oversurveillance

• Referral bias

• Specific populations and regions, 
small sample sizes

• Pan-Indigenous representation

• Contextualizing within colonialism

• Residential school system

• Sixties and millenium scoops

• Violence against Indigenous women
and girls

Indigenous Peoples



• Unique etiological factors, rooted in colonialism, impact FASD 

prevalence and management for Indigenous children and families

• A need exists for a culturally safe, community-driven approach to 

FASD assessment, diagnosis, and support



Project Overview







• Strategic catalyst grant
• $200,000 over 3 years
• Beginning in May 2024
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Research Objectives

Document and establish the process of developing a national FASD 
Indigenous Framework through community engagement.

Establish the content of a national FASD Indigenous Framework for 
assessment, diagnosis, and support that is strength-based and 
leverages Indigenous knowledges and cultures.
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Centering Indigenous 

Knowledge

Following community 

and cultural protocols

Research as Ceremony

Community-based 

Participatory Research

Indigenous Research 

Methods

Community Advisory 

Circle

Research 
Approach
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Year 1

Community Advisory 

Circle

Community 

Engagment

Research Timeline

Year 2 Year 3

Foundational 
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Framework 
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Realist Review

Survey for Service 
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Framework 

Finalization
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Realist Review Qualitative Data Collection

(1) identify where Indigenous 

perspectives and knowledge are being 

incorporated in and left out of FASD 

assessment, diagnosis, and support, 

and (2) inform discussion topics for 

qualitative data collection.

Series of community dialogues with 

(1) Indigenous and non-Indigenous 

clinicians with experience in FASD, 

and (2) Indigenous peoples with lived 

experiences

Methods



Realist Review

Methods

21,795 
articles screened

(1) identify where Indigenous 

perspectives and knowledge are being 

incorporated in and left out of FASD 

assessment, diagnosis, and support, 

and (2) inform discussion topics for 

qualitative data collection.

• Research librarian

• Iterative process of searching and 

consulting with Community 

Advisory Circle



Qualitative Data Collection

Series of community dialogues with 

(1) Indigenous and non-Indigenous 

clinicians with experience in FASD, 

and (2) Indigenous peoples with lived 

experiences

Methods

• Year Two

• Community dialogues with 

Indigenous communities

• Goal is not to engage every 

Indigenous community in Canada 

but to ensure as much 

representation as possible



Framework Development

• Collaborative workshops with the Community Advisory Circle

• Ultimate aim to strengthen the implementation of sustainable 

FASD assessment, diagnosis, and support approaches that 

address structural inequities and health disparities 

disproportionately experienced by Indigenous children 



Emerging 
Findings



the
literature
An overview of the literature.

810
articles

articles after 

screening

What is the scope of the 

literature around FASD 

assessment, diagnosis, 

and support with 

Indigenous peoples?

search found

339



the
topics



publication        
When did artilcles get published?
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Next Steps



Tensions We Are Navigating

PreventionPan-IndigenizationPerceptions of 
FASD as an 
Indigenous 

Issue



Principles Undergirding 
Indigenous

Substance Use Interventions

Equity Approach

Person-
Centered, 
Family, & 

Community 
Approach

Perceptions of 
FASD as an 

Indigenous Issue
FASD is not 

Historical and ongoing colonization impacts FASD 
prevalence and management

Unique factors contribute to FASD prevalence



Tensions We Are Navigating

PreventionPan-IndigenizationPerceptions of 
FASD as an 
Indigenous 

Issue



Principles Undergirding 
Indigenous

Substance Use Interventions

Equity ApproachCultural 
Safety

Pan-Indigenization

Balancing community-specific and place-based knowledge 
with recognition of commonalities in worldviews

Building on potential synchronies and opportunities for co-
learning, collaboration



Tensions We Are Navigating

PreventionPan-IndigenizationPerceptions of 
FASD as an 
Indigenous 

Issue



Principles Undergirding 
Indigenous

Substance Use Interventions

Person-
Centered, 
Family, & 

Community 
Approach

Cultural 
Safety

Prevention

Tensions with a strength-based approach

Children as gifts 



Indigenous Counter-Stories: Dr. Brooke Madden

Restorying and 
Resurgence

ResilienceResistance

https://www.edcan.ca/articles/trc-education/



CREDITS: This presentation template was created by Slidesgo, including 

icons by Flaticon and infographics & images by Freepik

Thank-you!

mkd@ualberta.ca

http://bit.ly/2Tynxth
http://bit.ly/2TyoMsr
http://bit.ly/2TtBDfr
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