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INTRODUCTION

WHITE

An Invitation to the Table

The goal of the White Papers is to revisit and update the
existing 2009 FASD National Task Force Recommendations
to reflect progress in the field and the broader, growing
audience of the FASD movement. The 2009 National FASD
Task Force Call to Action provided recommendations for
agencies, research institutions, clinicians, and advocacy
organizations. The report stressed that the "responsibility for
addressing the many issues relevant to [FASD] transcends
the mission and resources of any single agency or program.”’
We take on this responsibility by prioritizing more varied
perspectives, especially those of people with living
experience.

HOW DO WE PARTNER THE FASD
COMMUNITY TO PROGRESS ON
THE NATIONAL, STATE, AND LOCAL LEVELS?

This White Paper is the second of a 3-part series and is the
resulting summary of FASD United's second-annual FASD
Symposium. Each year, FASD United hosts this national
discussion in Washington, DC, among individuals with
FASD, families, federal and state agencies, professionals,
organizations leading FASD work in their communities, and
researchers. The discussions are structured as individual
sessions ending with feedback collection from attendees.
That feedback is then analyzed, organized, and summarized
in the White Paper.




WHITE

Summary of Volume 1.1

SCAN FOR FULL WHITE
PAPER 1.1 REPORT

Outcomes from 2024 FASD Symposium

DIAGNOSIS &
SCREENING

CONTINUUM
OF CARE

AGENCY
COLLABORATION

A - A&

2024 FASD Symposium Recommendation

Enhance FASD screening and diagnosis by implementing
universal screening across all ages, establishing
standardized procedures, providing comprehensive, stigma-
informed training for professionals, and removing barriers to
diagnosis.

2024 FASD Symposium Recommendation

Promote a comprehensive and accessible continuum of care
for individuals with FASD, by implementing coordinated,
evidence-based interventions and policies that ensure
lifelong support, reduce stigma, and enhance education and
job training across all stages of life.

2024 FASD Symposium Recommendation

Enhance federal agency collaboration by establishing a
national framework that promotes shared leadership,
transparent objectives, and coordinated efforts among
stakeholders to integrate FASD awareness and support into
policies, education, and community resources across all
states.



GLOSSARY

DEFINITIONS OF IMPORTANT WORDS & PHRASES

TERM DEFINITION

A Federal education accommodation plan under Section 504 of the
Rehabilitation Act that provides supports and accommodations in

504 Plan school for students whose disabilities, including FASD, affect
learning or other major life activities.
A term to refer to Federal and state government organizations
Agencies responsible for certain aspects of government-regulated work and

policies.

Continuum of |An integrated system of services that guides and supports an
Care individual through various stages of a condition or life transition.

Evidence-Based |Research has shown that the program or practice works effectively.

Having a basic understanding of FASD, its general prevalence, and
its potential impacts on individuals and families.

FASD-Aware

Understands the characteristics, challenges, and support needs
associated with FASD and knows how to apply this knowledge in
interactions or decision-making.

FASD-Informed |Within the FASD Respect Act, FASD-informed is defined as the use
of culturally and linguistically informed evidence-based or practice-
based interventions and appropriate resources to support an
improved quality of life for an individual with FASD and the family of
such individual.

Has completed specialized education or professional training on
FASD-Trained |FASD and can effectively implement FASD-responsive strategies,
supports, or services.




GLOSSARY

Federal legislation passed in 2025 designed to improve
FASD Respect Act |diagnosis, prevention, research, and support services for
individuals and families affected by FASD.

The ongoing systematic collection, analysis, and monitorin
fdglgdyfllhl ydd kg
. of data related to fetal alcohol spectrum disorders to trac
FASD Surveillance prevalence, identify risk factors and protective factors, and
inform prevention and support services.

Grassroots Grassroots organizations are nonprofits and other groups
Organizations focused on providing services, resources, and advocacy for
the community.

A national framework serves as a set of principles,
National Framework |regulations, and strategic directions established to address
significant issues or achieve specific goals.

Prenatal alcohol exposure. This term refers to people who
PAE have been exposed to alcohol during pregnancy but do not
have access to confirmation of exposure or have not received
an alcohol-related diagnosis.

A task force is generally a subject- or goal-focused group
formed under local, state, and federal government agencies.
A coalition is usually a broader, long-term partnership of
organizations or stakeholders working together around a
shared mission or common interest.

Task Force and
Coalition

A formal discussion in which a facilitator asks open-ended
Socratic Seminar |questions, often based on a text (in this case, the 2009 FASD
Task Force Recommendations).

An individual, group or organization that is impacted by the

outcome of a project. Stakeholders have an interest in the
StakehOIder(s) success of the project and can be within or outside the
organization that is sponsoring the project




BACKGROUND

|\
N7 HELPFUL INFORMATION TO KNOW

The CDC defines fetal alcohol spectrum disorders (FASDs) as a group of conditions that can
occur in a person exposed to alcohol before birth. These conditions can affect each person
in different ways and can range from mild to severe. People with FASDs can have lifelong
effects, including problems with behavior and learning as well as physical problems.?

Reviewers noted the need to consider a standard definition for FASD that is
both accurate and encompassing of the strengths of people with FASD.

Prevalence & recent trends

Prevalence of FASD among children in the United States (US): 1in 20.°

Prevalance of alcohol use during pregnancy among adults in the US: More than 1in 7.*
The prevalence of alcohol-exposed pregnancies has increased over time.>®

Although FASD is common, it remains under-diagnosed and is often misdiagnosed.’

FASD across the lifespan

Prenatal alcohol exposure can affect how the brain and body develop, with lifelong
impacts.'® Individuals with FASD can experience a wide range of whole-body health
challenges." Symptoms and support needs can change throughout the lifespan.'? Every
person with FASD is impacted differently and has both unique strengths and support
needs."

Moving forward

We know that people with FASD can thrive and succeed when systems are FASD-informed
and people with FASD are "given a seat at the table,” meaning their voices and needs are
recognized and included. Recognition and accommodation of people with FASD and PAE is
crucial. Modifications and shifts in practices and policies will better support the complex
and unique needs of people with FASD."

The Impact of Grassroots Efforts

Grassroots efforts are initiatives where individuals engage with larger organizations and
systems to create change. In 2025, thanks to the advocacy of families and self-
advocates across the country, the FASD Respect Act was signed into law as a result of
the Support Reauthorization Act. This milestone in FASD policy supports a
comprehensive Federal response to prenatal alcohol exposure, empowering individuals
and families impacted by FASD and enhancing our nation’s public health.



BACKGROUND

Definition of FASD-Informed

According to the FASD Respect Act'®, which was enacted by Congress in 2025,
FASD-informed is described as the use of interventions and resources that are:
e culturally and linguistically informed
e evidence-based or practice-based
¢ supportive of an improved quality of life for an individual with FASD and the family
of such an individual.

Increasing the number of FASD-informed agencies, professionals, and interventions
can lead to more positive outcomes for people with FASD and their families.™

The Importance of FASD-Informed Professional Education

Students with FASD often have a challenging, disrupted school
experience. Positive relationships with FASD-informed educators,
however, can promote greater success for students with FASD."’
However, many teachers report having limited knowledge about FASD
and a need for more training.'®

Health professionals play an important role in both PAE prevention
and the care of people impacted by PAE. However, research shows
many health professionals hesitate to discuss alcohol consumption with
pregnant people due to limited confidence and insufficient clinical
resources for diagnosis and integrated care."

People with FASD are overrepresented in the justice system, yet FASD is
often unrecognized, undiagnosed, and misunderstood by legal
professionals.”’ Research shows that closing the legal field’s gap in
understanding of FASD can reduce recidivism (re-entry into
jails/prisons).”" Education is necessary among judicial officers, attorneys,
and forensic mental health clinicians, highlighting the need for FASD-
informed professional education and systems change.”




BACKGROUND

COLLECTING ROBUST AND ACTIONABLE FASD DATA

Public health surveillance is the ongoing, systematic collection, analysis, and
interpretation of health-related information. It is used to plan and implement public
health programs.”® Several public health surveillance methods are used to collect
information about PAE and FASD, including prevalence data. Brief descriptions of
the four primary methods are provided below.

ANALYSIS OF EXISTING ADMINISTRATIVE DATABASES

Uses healthcare/insurance claims data, including diagnoses and procedures.

Strengths: Large data source; efficient and cost-effective

Weaknesses: Undiagnosed cases may be missed; potential misclassification; not designed for
research purposes.

Examples: (Dorsey, 2025)**, (Deputy, 2024)*

MULTIPLE SOURCE RECORD REVIEW
Reviews existing health, administrative, justice, or other records to identify characteristics
of a child that meet a case definition consistent with an FASD.

Strengths: Large data source; existing resources
Weaknesses: Requires coordination with state or local jurisdictions
Examples: CDC's FASSNet | and 11?

PUBLIC HEALTH SURVEYS

Asks populations about health experiences.

Strengths: Often recurring, captures a variety of experiences representative of a specific population
Weaknesses: Self-reporting bias, not always conducted longitudinally

Examples: Behavioral Risk Factor Surveillance System (BRFSS),”” Pregnancy Risk Assessment
Monitoring System (PRAMS)?®

IN-PERSON, ACTIVE CASE ASCERTAINMENT

Works directly with communities to screen and evaluate individuals.

Strengths: Detailed, standardized data collection; can identify previously undiagnosed cases.
Weaknesses: Time and resource intensive

Examples: (May, 2018)° \



METHODOLOGY

HOW WE DID THIS PROJECT

WHY A SYMPOSIUM?

The participants are experts.

Synthesize, Co-Create,

A Symposium is a structured -~
Experts are Participants

discussion among a group of

diverse experts on a specific topic.

Engage,

Participants are named as Discuss

Contributors in the resulting
FASD Symposium White Paper.

Work-
shop

Skill-Build

Training

Accomplish
Clear
Objectives

Engagers are experienced Experts are

professionals who help facilitate Facilitators

the discussions during the

Symposium.

A white paper is a report or guide that informs readers
White Paper concisely about a complex issue and presents the authors’
perspectives on the matter.

1-2 sentence goals for progress in the FASD community and
Recommendations field that were written by summarizing feedback from the
Symposium discussions.

Specific suggestions to the FASD community, field, and
broader audience to: 1) advocate for policy; 2) conduct
research; and 3) encourage further discussion or consensus
around a topic.

Action Items




METHODOLOGY

Participants in the FASD Symposium discussions. Contributors are
considered experts as a result of having living experience with FASD

Contributors and/or professional expertise relevant to FASD.
The 2025 Symposium included 119 Contributors.
Facilitators of FASD Symposium discussions. Each discussion table has 1
Enqaaers Engager who has experience navigating conversations around FASD and
9ag ensuring all voices at the table are heard. In 2025, there were 14

Engagers.

Reviewers ensure content is evidence-based and accessible to our
Reviewers community. They provide feedback on design, structure, proofreading,
science & citations, accessibility, stigma, and plain language.

The Authors are FASD United staff responsible for designing the
Authors Symposium discussion, summarizing the Symposium data, and working
with Engagers and Reviewers to finalize the paper.

TIMELINE

September 2024 September 2025 September 2026
1st FASD Symposium Second FASD Symposium Third FASD Symposium

0 0 0 06 O

March 2025 Summer 2026 2027

White Paper 1.1 published ~ White P 1.2 publish White Paper 1.3
P P ite Paper 1.2 published will be published




%

| have living
experience as
a Caregiver

METHODOLOGY

Facilitators/Presenters

14 Tables in 2025

, , Each session started with a
There were 3 discussion brief presentation to
sessions; each centered on establish shared baseline

1 Recommendation. knowledge on the topic.

Seat labels represent (Y ]
different perspectives (e.g., @ () Fach table had 1 Engager

Social Work, Lived ‘ ‘ to facilitate the activity

Experience, Research), .
: : , . and conversation.
fostering diverse discussions .‘ "

at each table.

All participants were

Engagers guided mE encouraged to submit
activities and led . (= D8 personal takeaways from
discussions following the their table discussions,

Engagers’ Guide. - which informed the White
Paper recommendations.

10



METHODOLOGY

RSV L B 2009 National FASD Task Force

Recommendations (TFR)
e FASD United selected 3 Recommendations
from the TFR.
« The Background section of this paper was
outlined based on the 2009 TFR, then fully

The 2009 Recommendations updated with the most recent and relevant

data.
|dentify and understand _
the recommendations we  Contributors’ & Engagers' Guide
Original will be updating. » The Contributors’ and Engagers’ Guide
Recommendation 3-4 Recommendations \évere prowded to facilitate discussion for all
sessions.

are updated per year. « These guides were distributed virtually

before the Symposium and provided in print
on the day of the event.

« FASD United met with Engagers to review
the Guide and discuss the original
Recommendations.

Symposmm « Three sessions were held during the

September 15, 2025 FASD Symposium,
each dedicated to one recommendation.

Data Collection o Each session deconstructed a TFR through
multi-modal discussion and collaboration.
Data Points - « Contributors were seated in groups of
. . Conduct a facilitated approximately 10 and engaged in
° ° Symposium discussion facilitated socratic seminars led by
. Rl : , Engagers.
¢ S, .o with the‘FASD fle_ld and « Contributors provided feedback through
et community. Identify and live individual surveys and written group
I TP ¢ ° . collect data that reflect responses.
* L. LR the diversity of e Each session generated approximately 80—
’ . *  experiences within the 100 takeaways (data points).
° e ¢ FASD community.

1



METHODOLOGY

Post-Symposium

Data Thematic

Data Themes

0e°, . ..o. Identify and define
‘.o..'.. °‘ e ® themes in the data, and
oo °e® sortthe datainto the
.‘.'- ¢ thematic categories.
o.’.

Themes to Action Items

Agreed Action Items

Identify actionable

recommendations from
each Theme.

Updated Recommendation

Summarize Themes into a

O

Recommend i single sentence, updated

recommendation.

White Paper Published...

e For each Session, Authors identified
Themes in the dataset based on a)
keywords from the original
Recommendation, or b) by most-used
words in the dataset using word-cloud
generator.

 Authors then organized the individual
data points into those Themes.

e For each Theme, Authors drafted one
Action Item. These are specific
recommendations that organizations,
institutions, and agencies can use to
inform their work.

» Action Items often reference specific
data points in their wording or ideas.

 Finally, FASD United took the Themes
and Action Items to draft one
Updated Recommendation.

o With the recommendations updated,
the FASD White Paper was drafted
and sent to our Research Review
Team.

Repeat!

Each year, we will repeat the process of updating
3-4 of the original 2009 Task Force Recommendations.
By summer 2027, we will have reviewed and updated them all.

12



SESSION 1

Professional
Education
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SESSION 2

Grassroots Efforts

I
N
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SESSION 3

FASD Data
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OVERVIEW

SUMMARY OF RESULTS

2009 FASD Task Force Recommendation

Encourage comprehensive professional education on FASDs,
and assessment of knowledge gained, within multiple service
systems.

2025 FASD Symposium Recommendation

Build out systems that can disseminate standardized curricula of
FASD professional and public education across service systems.
The priority should be to center living experience and include

mechanisms for evaluating FASD awareness within communities.

2009 FASD Task Force Recommendation

Recognize grassroots family support and advocacy organizations
focused on FASDs, which are powerful and efficient agents of
change.

2025 FASD Symposium Recommendation

Create and sustain partnership opportunities with and among
grassroots organizations focused on FASD to expand funding
and resources to ensure longevity of programs and projects.

2009 FASD Task Force Recommendation

Improve ongoing national surveillance systems to identify
individuals with FASDs to better track prevalence, provide
needed intervention, and assess the impact of prevention
programs.

2025 FASD Symposium Recommendation

Build confidence in the FASD community to understand and
utilize relevant data. Priorities are to track prevalence, measure
effective interventions, assess the impact of programs, and
identify opportunities for sharing data among systems and the
FASD community.

13



2009 FASD Task Force Recommendation
P rOfeSSionaI Encourage comprehensive professional e.ducatio.n c?n
. FASDs, and assessment of knowledge gained, within
Education multiple service systems.

2025 FASD Symposium Recommendation

Build out systems that can disseminate standardized
curricula of FASD professional and public education across

—]
— service systems that are informed by lived experience and
include mechanisms for evaluating FASD awareness within

communities.

Living K-12 Higher Strong

Experience  Education  Education SC;%%?;ng

SESSION 1: THEMES

. System Supplementary Evaluating &
Prosfess[?.nal- Navigation & Follow-Up Promotigg
pecitic for FASD Supports Respectful

Language




PROFESSIONAL EDUCATION

THEMES AND ACTION ITEMS

Living Experience Professional-Specific
* Include people with FASD in the strategy,  Develop standardized levels of FASD
design, and review of education materials competency for professions relevant to FASD,
on FASD for every audience. Maintain an including clinicians, nurses, educators, social
accommodating and open space that workers, therapists, first responders, and
allows people with FASD to fully justice professionals.
participate.  Incentivize FASD professional education
 Strategically offer compensation to people through partnerships with professional
with FASD and birth parents for associations, licensing organizations, and
contributing living experience accounts relevant agencies.

and perspectives.

K-12 Education

 Integrate age-appropriate foundational
content on FASD into health and science
curricula, emphasizing prevention, human
development, and promoting respectful
understanding of FASD among students.

e Provide in-school training and resources
for teachers and school staff so they can Supplementary & Follow-Up
recognize FASD-related support needs Supports
and leverage FASD-specific
accommodations.

System Navigation for FASD

e Organizations should be able to educate and
support people and families impacted by
FASD to access services and navigate service
systems at the local, state, and Federal levels.

» Organizations and agencies must improve and
update these materials as systems change.

 Organizations should provide resources and
forums for professionals to continue learning

Higher Education and access personalized support after
receiving FASD training.

» Organizations providing services should
create strong pipelines for referrals to/from
professional associations and training

e Bring FASD education into relevant degree
programs (i.e., education, healthcare,
human services, and criminal justice) to
ensure future professionals understand

diagnosis, support strategies, and organizations.
prevention. . )

e Promote interdisciplinary research, Evaluating & Promoting Respectful
campus awareness initiatives, and Language
partnerships yvith community organizations « Create systems to keep organizations,
to expand evidence-based practices and businesses, institutions, and agencies

public understanding of FASD. accountable in creating respectful content

around FASD.
e Build out tools to evaluate and screen
e Form consensus around screening tools for content for risk of harm caused by
PAE and FASD in respective fields (i.e., perpetuating stigma.
justice, human services, education.)
» Share screening training tools among
associations and relevant organizations and
work toward mandating training for certain
fields.

Strong Screening Tools



2009 FASD Task Force Recommendation

Recognize grassroots family support and advocacy
G rassroots organizations focused on FASDs, which are powerful and
Efforts efficient agents of change
QD 1y p 2025 FASD Symposium Recommendation
~ - Create and sustain partnership opportunities with and

among grassroots organizations focused on FASD to expand

funding and resources to ensure longevity of programs and
projects.

(:Scl)jnp"pn?l‘lr?g(y Policy&l_ocal Awareness & Partnerships

Services Relationships Media & Coalitions

SESSION 2: THEMES

Training & Diagnostics Justice System Coordination
Education & Clinics Support with
Research

16



GRASSROOTS EFFORTS

Community Support & Services

o Strengthen current community supports and
services. This includes the creation of new
programs and projects, especially by
expanding geographical coverage and adult
services.

o Develop "safe spaces” where people with
FASD, birth parents, siblings, and
caregivers can engage in structured
interactions while also having opportunities
for separate reflection and processing.

Policy & Local Relationships

 Carry out relationship-building and
relationship-maintenance at local, state,
and Federal levels to grow representation
of awareness in government that matches
FASD's prevalence.

e Service and advocacy organizations
should be prepared to support service-
users to understand the policy landscape
that affects them.

Awareness & Media

e Document lessons learned in
communicating to the public, families, and
professionals about FASD and PAE in
consultation with people with lived
experience.

o Seek ambitious partnerships with
spokespeople, media agencies, and
media/news outlets.

Partnerships & Coalitions

o Create FASD networks that are supported by
local government structures (task forces), and
create mission-specific FASD networks to
conduct collaborative initiatives (coalitions).

e Generate interest and engagement from
outside the traditional FASD field/
community (i.e., corporate sponsors,
agencies, etc.)

THEMES AND ACTION ITEMS
Training & Education

e Grassroots organizations should be involved
in establishing state and federal standards in
professional education on FASD.

e Map out current training resources and
coordinate strong networks of referrals to
share existing resources and generate new
training modules and content.

Diagnostics & Clinics

 Service organizations and clinics should
coordinate efficient systems of referrals to
ensure people immediately access support.

» Grassroots organizations should be involved,
whenever possible, in plans of safe care
when in comes to responding to PAE and
FASD.

Justice System Support

o Grassroots organizations should partner with
local Court Appointed Special Advocates
(CASAs), judges, and attorneys to offer
education, briefings, and connect systems to
recent and relevant research.

o Strengthen parent networks and ensure their
voices are included in policies and
community solutions.

Coordination with Research

e Grassroots organizations should be
supported in accessing the most recent
data and research to support people and
families with FASD.

o Grassroots organizations should work in
partnership with research institutions to
inform them of community needs and build
trusting relationships with self-advocates.



2009 FASD Task Force Recommendation

Improve ongoing national surveillance systems to identify
FASD Dat individuals with FASDs to better track prevalence, provide
ala : ) ) :
needed intervention, and assess the impact of prevention

OOO programs.
E@y\ 2025 FASD Symposium Recommendation

ﬂ Build confidence in the FASD community to understand

and utilize relevant data to track prevalence, measure
effective interventions, assess the impact of programs,
and identify opportunities for sharing data among
systems and the FASD community.

...nnn

Integration .
with Partnered Surveillance

Systems Studies Mapping

SESSION 3: THEMES

Long-Term,
Effective
Policy

Building
Confidence
About Data

Novel Generalized Reducing
Approaches  Screening Harm
Stategies

18



FASD DATA

Integration with Systems

e Embed FASD into existing systems of data
and service systems (e.g., having FASD listed
under “Other Health Impairments” in
education so trends in prevalence and cost-
effectiveness in services can be tracked).
Develop partnerships within Medicaid and
Special Supplemental Nutrition Program for
Women, Infants, and Children (WIC),
acknowledging that public benefit program
data may skew demographic data.

Partnered Studies

e Seek out opportunities to partner on studies
with related conditions and experience (e.g.,
autism, traumatic brain injuries, other
exposures).

Include people with FASD in research on
interventions for other neurodiverse
conditions and developmental disabilities to
track varied outcomes and show a need for
FASD-specific care.

Surveillance Mapping
e Document current approaches in collecting
data around PAE and FASD that can be used
to strategize how to move forward.
Outline what data should be collected across
the lifespan of FASD (pre-exposure to the
aging individual), and where that data can be
accessed or asked for.

Long-Term, Effective Policy

Advocate for policies that reduce stigma
and increase screening to allow for more
identification, diagnosis, and tracking
across an individual’s life.

Design policies within education, health,
justice, and service systems to include
people with FASD to encourage routine
data collection within everyday operations
(e.g., adding PAE screening to postnatal
procedures).

THEMES AND ACTION ITEMS

Novel Approaches

Implement new screening and testing
methodology to allow for more efficient
screening and diagnosis, leading to more
data.

Build understanding around how the field can
utilize paternal health and pre-conception
data to gain a fuller understanding of FASD.

Generalized Screening Strategies

Build capacity to train medical and
social/human service professionals on
stigma-free screening for PAE and FASD to
increase diagnostic and data collection rates.
Continue to work toward universal screening
at the county, state, and Federal levels.

Reducing Harm

Encourage non-punitive responses to alcohol
exposure that encourage access to
community services and support.

Hold to higher-than-average organization/
institutional standards for informed consent
to protect people with FASD.

Building Confidence About Data

Researchers should understand and
communicate to clients, patients,
participants, and the general public where
information is going and how it's useful to
the field and community.

Whenever data collection is involved,
document how that knowledge can inform
interventions, support, and current living
experiences.

19



DISCUSSION

The FASD White Paper 1.2 was reviewed by a team of 12 Reviewers who
provided feedback on technical edits, design, substance, and tone. Feedback
that could not immediately be implemented is outlined below for future
consideration by other individuals and entities.

KEY TAKEAWAYS

The 2025 FASD Symposium emphasized that lasting progress requires more than
awareness and expanded services. Contributors highlighted the need for
collaborative, sustainable systems shaped by living experience. Key takeaways
include:
e People with FASD and their families should help shape the systems, services,
and policies that affect them.
o Grassroots organizations need sustainable partnerships and resources to grow
their impact.
e FASD education should be practical, accessible, and informed by living
experience.
e Data should be used to improve services, guide policy, and benefit the
community.
e Progress requires stronger partnerships across healthcare, education, research,
justice, and community organizations.

LIVING EXPERIENCE AS A FOUNDATION

In the 2025 Symposium, across discussions on education, advocacy, and
research, participants called for living experience to be incorporated into
program design, professional training, research priorities, and public
messaging. Contributors highlighted the need for meaningful compensation,
accessible engagement opportunities, and accountability mechanisms that
ensure living experience remains central to decision-making.

PARTNERSHIPS ACROSS SYSTEMS

Contributors and Reviewers highlighted the need for nurturing new or
stronger collaborations beyond traditional FASD organizations, including

e Schools

e Justice systems

e Government agencies

e First responders

20



DISCUSSION

RESEARCHERS

A notable sentiment from Contributors was a general mistrust and fear around
“national surveillance efforts” and data collection. Researchers should
consider how to build a sense of safety around community health data.
Contributors highlighted the importance of collecting data that are meaningful
to individuals and communities, while also ensuring transparency in how those
data are used. For instance, an idea for facilitation was adding questions
about FASD and alcohol exposure into existing surveys and studies.
Contributors also noted that the FASD research community is tight-knit and
generous with their work, but encourages researchers to seek partnerships
across disciplines. People remarked on the work of the Adult Leadership
Cooperative of FASD Changemakers, noting that people with FASD should be
involved more in research design and processes.

ORGANIZATIONS & AGENCIES

The “Grassroots Organizations” Recommendation changed fairly drastically
since the audience of this paper changed from government agencies to the
FASD community as a whole. It reads as a “to-do list” for organizations, but
can also act as a map for how agencies can work with and fund organizations’
work around FASD.

Grassroots organizations should lean on each other to share information and
resources, advocate, and strategize in areas where they are limited by funding,
resource-strain, geographical barriers, and more. Sustained partnerships and
resources can empower grassroots organizations to expand their impact and
turn awareness into action.

INDIVIDUALS & FAMILIES

Reviewers noted the power of Individuals partnering with organizations. Many
initiatives are not possible if people with living experience and organizations
do not work together every step of the way. Whether by using an
organization’s services, joining a board, volunteering, or making yourself
available to share your story, you have an impact on this progress.

Understand how to share your story. Reach out to local FASD and disability
organizations, and learn how to advocate by sharing your experience with
representatives and the community at large.

21
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