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Objectives

1. Consider the utility of FASD as a diagnostic term.

2. Identify and evaluate the association of FASD as a 
diagnostic construct with confidentiality, stigma, 
access to care, and societal perceptions.

3. Explore new ways of understanding the origins of 
neurodevelopmental conditions and anticipating the 
consequences of any changes for individuals, systems 
and society.



Objectives

1. Consider the utility of FASD as a diagnostic term.





Vignettes: School-Aged Children

Functional Challenges

• Attention

• Affection regulation

• Executive functioning

• Academics

• Communication

Risk Factors

• PAE

• Maternal gestational diabetes with poor 
control, nutrition, access to health care, 
IPDV

• Preterm delivery

• Neonatal complications

• Parental history for neurodevelopmental 
and mental health difficulties

• ACEs: threat and deprivation

• Medical Factors



Understanding and Describing 
Neurodevelopmental Conditions

• With Scientific Evidence & Research Methods

• Using Medical Paradigms
• Disorder, disability, impairment etc

• Impacted by the Language of Labels

• In Cultural and Historic Contexts

• In Social Systems and framed by Socio-
Economic Factors

This Photo by Unknown Author is licensed under CC BY-SA-NC

ARE BOTH MEDICALLY AND SOCIALLY CONSTRUCTED

https://stats.libretexts.org/Textbook_Maps/General_Statistics/Shafer_and_Zhang's_Introductory_Statistics/05:_Continuous_Random_Variables/5.2_The_Standard_Normal_Distribution
https://creativecommons.org/licenses/by-nc-sa/3.0/


Diagnostic Language

• Functional Diagnoses: refer to a domain and severity:

• e.g. Gross motor delay/deficit (mild - severe)

• Phenomenological Diagnoses: described using 
behavioral criteria

• e.g. Autism Spectrum Disorder or ADHD

• Etiologic Diagnoses: described in terms of a cause.

• e.g. Fetal Alcohol Spectrum Disorder, Fragile-X

• Narrative Medicine: “recognize, absorb, metabolize, 
interpret, and be moved by stories of illness” 
(Charon, 2004).



Why do Diagnoses Matter?
• Anticipatory guidance and surveillance
• Functional:

• Match developmental need to proximal treatment
• Track trajectories & response to treatment
• Suggest possibility of a future pattern – e.g. SLD/ID

• Phenomenological: Match to specific treatment
• Etiological:

• Prevention
• Address underlying cause
• Answer human need for a reason “why”

• Services are often organized around one diagnostic pattern



Challenges of a Medical Model for NDDs

Rosenbaum, P., & Gorter, J.W. (2012). The ‘F-words’ in childhood disability: I swear this is how we should think! Child: Care, Health and Development, 
38(4), 457 – 463. DOI: 10.1111/j.1365-2214.2011.01338.x 

Assumes a diagnosis leads to interventions that change the underlying biologic 
impairment (”Fixing”)

Diagnoses are imprecise and heterogeneous

Complexity and co-occurrence

Limited understanding of biologic underpinnings

Few treatments that prevent or cure

Conflation of Diagnostic Categories



Determining Causality

Is PAE the singular, summative or 
primary cause of a person’s 
functional differences?



IoM Multifactorial 
Model: Theoretical 
Influences on the 
Expression of PAE

Institute of Medicine. 1996. Fetal Alcohol 
Syndrome: Diagnosis, Epidemiology, Prevention, 
and Treatment. Washington, DC: The National 
Academies Press. https://doi.org/10.17226/4991



Overlapping 
Prenatal & 
Postnatal 
Exposures
Lebel et al, Birth Defects 
Research, 2019



Multifactorial Causes

PAE

Other Prenatal Exposures

Postnatal Neglect or Maltreatment

Genetic or Medical Factors

Environmental/Social Factors



Risks of Over-Emphasizing the Role of PAE

• Diagnostic accuracy and validity

• Misattribution and over attribution

• Diagnostic overshadowing

• Telling the truth

• Maternal guilt and shame

• Missed diagnosis of other child, family and 
community factors

• Missed opportunities to address these factors



Specificity of Interventions

• An understanding of etiology or cause does not 
lead to specific practical supports and services

• Functional presentation is the best predictor of 
need for services

• Children without PAE can have similar functional 
needs

• Evidence for FASD specific interventions is lacking

• Can create barriers to care for others

• PAE is an important risk factor suggesting need for 
surveillance



Objectives

2. Identify and evaluate the association of FASD as a 
diagnostic construct with:
• Stigma and Discrimination
• Confidentiality
• Access to care
• Societal perceptions



Harm of Assessment & Diagnosis:

• Stigma - refers to negative attitudes, beliefs, and stereotypes that 
are associated with a particular characteristic or condition, including 
neurodevelopmental conditions. 

• Discrimination

• Confidentiality breaches

• Autonomy 



Excluded: Increasing Understanding, Support 
and Inclusion foRe

ddr Children with FASD and their Families

• Representative for Children and 
Youth in British Columbia, 
Canada reviewed services and 
supports for children with FASD 
and their families 

• Engaged with multiple children 
with FASD and their families 
across British Columbia.



Racism, Stereotypes, and FASD

• RCY often heard the concern that FASD is framed as occurring 
mainly in First Nations, Métis and Inuit communities.

• Literature review suggests in Canada FASD is overwhelmingly 
framed as an “Indigenous problem".

• Systemic racism could be leading to bias in identification, 
referral pathways and assessment outcome.



Bias in Research

•98% of publications with key words related to “Indigenous 

families in Canada” and “neurodevelopmental conditions”
focused exclusively on FASD. 

“Canadian studies on women’s use of alcohol during 
pregnancy, in particular in relation to FASD, disproportionately 
focus on [Indigenous] women and the geographic areas in 
which they live.”



Stigma & Systems  

• Families identified a lack of empathy and a lack of supports 
and services

• Families experience stigma and encounter messages such as 
“FASD is 100% preventable” 

• Problem with this framing: 
• Disregards the role of systemic issues such as trauma in alcohol use

• Fails to account for alcohol use before awareness of pregnancy

• Places blame on mother 



A Quote from Clinic: Confidentiality Breach

“When I tell people that my child has fetal alcohol spectrum 
disorder, I feel like I am disclosing my personal and confidential 
history to strangers. Not everyone in our school needs to know 
my story . . . Why do I have to relive my past to get help for my 
child’s needs” 

– Birth mother 



McQuire C, Daniel R, Hurt L, Kemp A, Paranjothy S. The causal web of foetal alcohol spectrum disorders: a review and causal diagram. Eur Child Adolesc Psychiatry. 2020 May;29(5):575-594. doi: 10.1007/s00787-018-1264-3. 
Epub 2019 Jan 16. PMID: 30648224; PMCID: PMC7250957.

“Causal Web” of FASD



Risk Factors for Maternal Prenatal ETOH Intake

• Nutrition

• Maternal socioeconomic 
status

• Maternal age

• Other substance use 

• Religion

• Parity

• Pregnancy complications

• Antenatal care

• Access to contraception

• Prenatal stress

• Maternal mental health

• Intimate partner violence

• Alcohol use of partners and 
family

• Genetics 
McQuire C, Daniel R, Hurt L, Kemp A, Paranjothy S. The causal web of foetal alcohol spectrum disorders: a review and causal diagram. Eur Child Adolesc 
Psychiatry.  2020 May;29(5):575-594. doi: 10.1007/s00787-018-1264-3. Epub 2019 Jan 16. PMID: 30648224; PMCID: PMC7250957.



Structural and Social 
Determinants of Health

Rai, N. (2017). Uprooting Medical Violence: Building an Integrated Anti-Oppression Framework for Primary Health Care. https://goo.gl/XkZztY

https://goo.gl/XkZztY




Attributing impairments to 
prenatal alcohol exposure 
alone can perpetuate 
stereotypes and ignore the 
effects of colonialism, 
poverty, racism and sexism.  
An international response to asking difficult FASD questions – Authors' reply, 
Eliason et al. The Lancet Child & Adolescent Health, Volume 9, Issue 3, e8

llustration by Lightspring/Shutterstock
https://www.rutgers.edu/magazine/fall-2020/rutgers-gets-grant-address-racism



RCY research shows families with children 
with FASD receive meagre supports and 
services compared to those whose 
children have other special needs. RCY 
repeatedly heard that this lack of services 
is a direct result of … eligibility criteria 
that is based on diagnosis rather than 
functional need



Objectives

3. Explore new ways of understanding the origins of 
neurodevelopmental conditions and anticipating 
the consequences of these changes for individuals, 
systems and society.



Opportunities

• Consider non-categorical approaches that 
acknowledge both cumulative risk factors 
and focus on functional need.

• Supports should be based on functional 
needs as they change over the lifespan to 
provide an individualized approach. 





Re-thinking Diagnosis Based Service Models

• “The model of providing diagnosis-based funding and services 
underserves children with neurodevelopmental disabilities because it 
focuses on categorical diagnoses rather than the support needs of the 
individual and their family.”

• “Factors that enable a child to access timely diagnostic services are 
influenced by social determinants (of health) and a diagnosis-based 
approach further widens health access inequities”



Re-thinking Diagnosis Based Service Models

• Diagnosis alone rarely describes 
individual’s functioning or needs. 

• Children who don’t fit into diagnostic 
labels are left without supports 
(including children with PAE - no 
history of confirmed exposure or 
subthreshold for symptoms FASD 
diagnosis)

• WHO’s International Classification of 
Functioning (ICF) - diagnosis neutral 
model that allows us to better 
understand how children function International Classification of Functioning, Disability and Health (ICF) framework.



Opportunities

• Importance of empirical approaches that are 
multidirectional, inclusive, and focus on the 
priorities and preferences of those with lived 
experience. 

• Anticipate downstream effects of any 
proposed changes to mitigate negative 
consequences.





Building Better Futures for Children
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