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Asking difficult questions about fetal alcohol spectrum
disorder in the context of the child, the mother, and
the systems in which they live

Sabrina HY Eliason, Anton R Miller, W Ben Gibbard, Gurpreet Salh, Nancy Lanphear

Alcohol is a known teratogen and prenatal alcohol exposure remains a major ongoing public health concern. Fetal
alcohol spectrum disorder has become the diagnosis for describing individuals who have been affected by prenatal
alcohol exposure. In this Viewpoint, we raise major concerns about its continued use as a diagnostic term in how it
perpetuates a misleading and outdated narrative about child development and maternal health. We argue that
the term fetal alcohol spectrum disorder has contributed to a culture of racism and discrimination for many who are
diagnosed with it. The term fetal alcohol spectrum disorder fails to capture the progress made in our collective
understanding of neurodevelopment through advancements in the field of genetics and in understanding the effects
of trauma and adversity. We call for urgent international collaborative action to review the use of it as a diagnostic
term and, more broadly, to reconsider the practice of diagnosing disabilities as medical illnesses. We suggest that this
practice fails to recognise that outcomes of functioning and participation in individuals are not only the results of health
conditions, but are also the products of complex interactions and experiences of individuals within the families and
societies in which they live.

Eliason SHY, Miller AR, Gibbard WB, Salh G, Lanphear N. Asking difficult questions about fetal alcohol spectrum disorder in the context of the child, the mother, and the systems in
which they live. Lancet Child Adolesc Health 2024 Nov;8(11):835-842. doi: 10.1016/52352-4642(24)00188-3. Epub 2024 Sep 16. PMID: 39299258.



Objectives

1.

Consider the utility of FASD as a diagnostic term.

2. ldentify and evaluate the association of FASD as a

diagnostic construct with confidentiality, stigma,
access to care, and societal perceptions.

. 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.



TS

‘GENETIC
DISORDERS

DEVELOPMENTAL
COORDINATION
DISORDER

LANGUAGE
DISORDER

CEREBRAL

PALSY AUTISM FASD

SOCIAL
DETERMINANTS OF
HEALTH

MENTAL HEALTH




Vignettes: School-Aged Children

Functional Challenges

Risk Factors

e Attention

e Affection regulation

e Executive functioning
e Academics

e Communication

PAE

Maternal gestational diabetes with poor

control, nutrition, access to health care,
|PDV

Preterm delivery
Neonatal complications

Parental history for neurodevelopmental
and mental health difficulties

ACEs: threat and deprivation
Medical Factors



Understanding and Describing
Neurodevelopmental Conditions

e \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

ARE BOTH MEDICALLY AND SOCIALLY CONSTRUCT

ED



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 Diagnhoses: refer to a domain and severity:
* e.g. Gross motor delay/deficit (mild - severe)
* Phenomenological Diagnoses: described using
behavioral criteria
e e.g. Autism Spectrum Disorder or ADHD

* Etiologic Diagnoses: described in terms of a cause.
e 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 Diaghoses Matter?

* Anticipatory guidance and surveillance

e 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
e 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

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

Rosenbaum, P., & Gorter, JW. (2012). The ‘F-words’ in childhood disability: | swear this is how we should think! Child: Care, Health and Development,
38(4), 457 -463.D0I: 10.1111/i.1365-2214.2011.01338.x



Determining Causality

|s PAE the singular, summative or
primary cause of a person’s

functional differences? - - -




oM Multifactorial
Model: Theoretical
nfluences 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
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ove rla p pi ng Prenatal alcohol

exposure

Prenatal &

Other prenatal
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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

e 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

e Children without PAE can have similar functional
needs

e Evidence for FASD specific interventions is lacking

e Can create barriers to care for others

* PAE is an important risk factor suggesting need for
surveillance



Objectives

2. ldentify 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:

_ , | e Representative for Children and
Increasing Understanding, Support and Inclusion ) .. )
for Children with FASD and their Families YOUth N B”t'Sh COlU mbla;
Canada reviewed services and
supports for children with FASD
and their families

APRIL 2021

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

‘5 REPRESENTATIVE FOR
CHILDREN AND YOUTH




Racism, Stereotypes, and FASD

e 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”.

e 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

e 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 | tell people that my child has fetal alcohol spectrum
disorder, | feel like | am disclosing my personal and confidential
history to strangers. Not everyone in our school needs to know

my story ... Why do | have to relive my past to get help for my
child’s needs”

— Birth mother



“Causal Web” of FASD
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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.



Risk Factors for Maternal Prenatal ETOH Intake

e Nutrition * Antenatal care

* Maternal socioeconomic * Access to contraception
status * Prenatal stress

* Maternal age » Maternal mental health

* Other substance use * Intimate partner violence

* Religion » Alcohol use of partners and

* Parity family

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


https://goo.gl/XkZztY

BREAK THE CYCLE

GOOD HEALTH AND WELLNESS OUTCOMES Indigenous right to health
Self-determination and

Indigenous leadership INDIGENOUS SYSTEMS,
INDIGENOUS SYSTEMS, i
Cultural safety and humility KNOWLEDGE, PRACTICES +
KNOWLEDGE, PRACTICES
Arieaciam SUBSTANTIVE EQUALITY

HEALTH CARE
SYSTEM

COLONIALISM

NEGATIVE HEALTH AND
WELLNESS IMPACTS

Systems of Built on colonial
subjugation or underpinnings.
oppression, and a set History of segregation,

Widespread and ongoing stereotyping

of beliefs intentionally  racism and and racism:
cultivated about the discrimination.
inferiority of Less “worthy”
Indigenous peoples. Dnnkers/alcoholics
Drug-seeking
STEREOTYPES [t
Negatively affects health Frequent flyers
outcomes: SOr R ANk Non-compliant
Higher suicidation Less capable
Higher stress Gel 9 t“{f 'O"m
Reduced life expectancy ?,fm; v:ws of
Increased rates of o
chronic disease
Higher infant mortality
Leads to

discrimination
embedded in systems

DISCRIMINATION :
and experienced at the

Negatively affects :
access to health care: point of care:
Unwglcam‘ng LESS ACCESS Abusive interactions
environments Denial of service
Lower GP/NP attachment Ignoring and shunning
Geographic barriers Inappropriate pain management
Mistrust Medical mistakes
Avoidance of health care Disdain for cultural healing

Figure. Infographic depicting what Indigenous-specific racism looks like, how it operates, and the impacts it has on Indigenous peoples’ health and wellness.
Source: In Plain Sight: Addressing Indigenous-specific Racism and Discrimination in BC Health Care, full report, November 2020.



llustration by Lightspring/Shutterstock

https://www.rutgers.edu/magazine/fall-2020/rutgers-gets-grant-address-racism

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



Excluded:

Increasing Understanding, Support and
for Children with FASD and their Familit 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

s

APRIL 2021

" REPRESENTATIVE FOR
CHILDREN AND YOUTH




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

e 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.



Paediatrics

Child Health

» Paediatr Child Health. 2023 Mar 29;28(8):480-482. doi: 10.1093/pch/pxacl31 @

Rethinking diagnosis-based service models for childhood
neurodevelopmental disabilities in Canada: a question of equity

Angie Ip 123® Brenda T Poon %3, Tim F Oberlander 5782

» Author information * Article notes *» Copyright and License information

PMCID: PMC11022863 PMID: 38638540



Re-thinking Diagnhosis 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 Diagnhosis Based Service Models

* Diagnosis alone rarely describes

individual’s functioning or needs. Health Condition

(e.g., CP ASD)

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

e WHOQO’s International Classification of

I
Factors Factors
Functioning (ICF) - diagnosis neutral
model that allows us to better

un d e rsta N d h OW C h | |d ren fu N Ct lon 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
conseguences.



TS

‘GENETIC
DISORDERS

DEVELOPMENTAL
COORDINATION
DISORDER

LANGUAGE
DISORDER

CEREBRAL

PALSY AUTISM FASD

SOCIAL
DETERMINANTS OF
HEALTH

MENTAL HEALTH




Building Better Futures for Children

NEURODEVELOPMENTAL DIFFERENCES
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