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After an FASD diagnosis, primary care shifts from
identification to long-term management. Family physicians

should translate diagnostic findings into a practical care plan
throughout childhood, adolescence and adulthood. FASD is

lifelong, and the needs of the individual often change over

time. The primary care provider can coordinate clinical care,

behavioral health, school accommodations, community
resources and transition planning.t*

1. START WITH FUNCTIONAL ASSESSMENT
Build from the diagnosis to clarify how FASDs affect daily
function. Ask about learning, attention, executive function,

emotional regulation, communication, adaptive skills, safety

and caregiver priorities. Screen for co-occurring physical,
developmental, behavioral and medical conditions. Treating

these conditions may improve outcomes and functioning.>”’

Screen for®: ADHD, anxiety, sleep concerns,
learning or language disorders or delays, sensory
processing differences, vision or hearing concerns,

seizures, feeding or growth concerns, gastrointestinal

symptoms, musculoskeletal abnormalities, renal
abnormalities, cardiac abnormalities and chronic
conditions

2. COMMUNICATE CLEARLY AND WITHOUT STIGMA
Use language that is accurate, direct and non-stigmatizing.
Frame FASDs as a brain-based condition that requires

structure and realistic expectations alongside consistent care

rather than a behavior problem or a parenting failure.®*

Suggested language: "This diagnosis helps

us understand how your child learns, regulates
emotions and manages daily expectations. It gives us
a starting point to choose strategies that fit how your
child’s brain works.”

3. START SERVICES AND CARE COORDINATION EARLY
Prioritize referrals and care that address the family’s most

urgent functional concerns and schedule follow-up visits to

confirm access and benefits by:

 Prioritizing behavioral health, parent/caregiver training,
indicated therapies and school accommodations (i.e.,

Section 504 or individualized education program [IEP]).”*13

— Section 504: Students who meet the disability
requirements “under Section 504 are entitled to
receive regular or special education and related aids

and services that are designed to meet their individual

educational needs as adequately as the needs of
students without disabilities are met."? Physicians
contribute to this process through diagnoses,

recommendations for medication and schedules, and

notes about physical or health-related needs.

— Individualized education program: For public school
children with disabilities who qualify under the
Individuals with Disabilities Education Act (IDEA),
an |EP is a legally binding document that outlines
specific goals, services and accommodations tailored
to the student’s individual needs to help them make
meaningful progress in school. Physicians contribute
to this process through diagnosis, documentation of
functional concerns, medication needs, related health
needs and recommendations that may inform school-
based supports.

Considering medication management for targeted

symptoms or co-occurring conditions when clinically

appropriate.”**

4. MAKE PRIMARY CARE THE CLINICAL HUB

Primary care is often the place where various
recommendations become a cohesive care plan. Family
physicians can help caregivers close referral loops, document
effective strategies, revisit the school plan and address
behavioral and family needs by?*:

ldentifying priority needs and documenting a shared care
plan.

Coordinating with behavioral health specialists, medical
specialists, school officials and community partners.
Tracking whether referrals were completed and the care
plan still fits the current needs.

5. SUPPORT CAREGIVERS AND CONNECT FAMILIES TO
COMMUNITY SUPPORTS

Caregivers are often the consistent people engaged in
attending medical visits, school meetings, behavioral health
visits and solving issues for patients with an FASD. Supporting
caregivers is also part of the FASD treatment plan. Family
physicians can ask caregivers about their strain, sleep, access
to respite, and ability to manage patient behaviors and family
needs. Transportation barriers, school advocacy needs,
isolation, financial strain and difficulty finding FASD-informed
services are common issues for caregivers.215

Family physicians can offer a caregiver check-in by:

Empathizing about caregiver fatigue and asking what
would make daily care more manageable.

Framing expectations about developmental and adaptive
functioning, not chronological age alone.

Connecting families with practical supports, such as care
coordination, family navigation, peer support, respite,
behavioral health support, disability service organizations
and trusted local programs.

Revisiting community supports as the patient moves
through childhood, adolescence and adulthood. Needs
may shift from early intervention and school services to
care coordination, vocational rehabilitation, transportation
planning, benefits counseling and supported living or
adult disability services.
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» Encouraging caregivers to maintain their own medical
care and to seek behavioral health support before stress
or burnout affects functioning.

Physician prompt: “Who helps your family manage
day-to-day needs?” A short question such as this
directed at a caregiver can identify trusted support,
unmet needs and community resources that should
be reflected in the care plan.

6. ADOLESCENCE: REASSESS, ADAPT AND PREPARE
Adolescence often exposes new gaps between what the
patient is expected to manage and what they can reliably do
without support. This transitional stage brings about changing
school demands, emerging autonomy, social complexity and
behavioral health needs.

For teens with FASDs, executive functioning, emotional

regulation, adaptive skills and risk recognition may not align

with chronological age, making proactive planning essential

by3,4,15,17—21:

» Ensuring preventive health care is adequately addressed
(e.g., immunizations).

o Reassessing mental health, sleep, behavior, substance use
risk, sexuality, safety concerns and family stress.

e Updating supports to match developmental, school and
vocational expectations.

e Building youth participation in care while maintaining
caregiver strategies.

e Continuing to coordinate with schools around transition
goals, IEP planning, vocational support and life skills.

* Beginning a structured transition plan before services
change with age.

7. PEDIATRIC TO ADULT CARE: A HIGH-RISK GAP

The transition from pediatric to adult care systemsis a
predictable risk point for patients with FASDs.# School-

based services, specialty supports and care coordination
may change or end. A concise medical and functional
summary can help preserve the lessons learned by the family
and pediatric care teams. Family physicians are uniquely
positioned to reduce care gaps as patients transition from
pediatric to adult systems.

As youth with FASDs approach adulthood, caregivers may need
guidance on health care decision-making, consent and privacy,
legal rights, safety, finances, daily living and the appropriate
level of caregiver support or involvement. These conversations
should begin well before the transfer to adult care, so the

plan can be revisited as needs, capacity and available supports
change. Care teams can assist this transition by*1%-2":

» |dentifying the adult care providers and clinicians early.

e Preparing a concise medical and functional summary,
including diagnosis, co-occurring conditions, medications,

effective strategies, accommodations, communication
needs and caregiver roles.

e Ensuring continuity of behavioral health therapy and
medication management where possible.

e Discussing consent, privacy, release-of-information forms,
supported decision-making and care-partner roles before
the age of 18.

e Reuvisiting transition readiness at multiple visits rather than
treating transfer as a single event.

8. ADULTHOOD: SUSTAIN FUNCTION, PARTICIPATION
AND SAFETY

In adulthood, clinical focus shifts toward sustaining health,
function, safety and participation. Adults with FASDs continue
to benefit from primary care, behavioral health, medication
management, practical assistance and community support
tailored to their functional needs.?

9. SUPPORTED DECISION-MAKING AND ADULT HEALTH
CARE PLANNING

Supported decision-making is an approach that allows
individuals to retain decision-making authority while
receiving assistance from trusted supporters. Supporters may
help the person understand information, compare options,
communicate preferences, organize tasks and follow through
with decisions, while the individual remains the decision-
maker whenever possible. Health care providers can assist
with supported decision-making by asking some of the
following questions’23-25;

* Health care: Who will schedule appointments, help the
patient understand treatment plans, attend visits and/or
assist with HIPAA releases?

» Medications: Can the patient manage refills, dosing, side
effects and pharmacy communication independently?

» Finances and benefits: Does the patient need help with
banking, budgeting, insurance, disability benefits or need a
representative payee arrangement?

* Housing and daily living: \What level of support is needed
for safety, meals, transportation, home routines and crisis
planning?

o Education and employment: \What accommodations,
vocational support and job coaching would improve
success?

» Safety: How will risks related to exploitation, coercion,
unsafe relationships, substance use and legal involvement
be addressed?

Supported decision-making exists on a continuum. Options
may include informal family support, supported decision-
making agreements, release-of-information forms, health
care proxies, durable powers of attorney, representative
payee arrangements or guardianship when necessary.?5%*
The least restrictive approach that promotes safety, dignity,
communication and participation should generally be
considered first, with legal guidance as needed.
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Closing message: Diagnosis is the starting point. Since FASD is a spectrum, each patient’s strengths, challenges
and support needs will differ. Primary care helps patients and families turn the diagnosis into coordinated services,
practical strategies and continuity across the lifespan.2®
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