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Background and Overview of the 
CDC iFASD Project 



METHODOLOGY 
DESIGN

Semi-Structured interviews and 

focus groups, held virtually 

Key Audiences:

ÅParents/Caregivers

ÅClinicians

ÅCare Coordinators

Interview Guide Domains:

ÅDiagnostic journey

ÅDelays and challenges

ÅServices and supports

ÅInformation Exchange

ELIGIBILITY CRITERIA

Parents/Caregivers:

Å18+, with a child evaluated for FASDs 

while in their care

ḬMN: Minnesota residents

ḬGA: child evaluated within last 5 

years; received services at Emory 

Neurodevelopment Exposure 

Clinic (ENEC); residing within 

Atlanta metro area

Clinicians and Care Coordinators:

ÅBoth sites: experience in FASD 

evaluation

ÅGA: employed by Emory for 6+ 

months 



GEORGIA PARTICIPANT DEMOGRAPHICS

PARENT/CAREGIVER 
INTERVIEWS

Å15 interviews

Å93% adoptive parents

Å50% of children were under 5 years old at the 

time of evaluation

Å.9J=FLӐK "=EG?J9H@A;Kӆ

Ḭ93% Non-Hispanic White, 7% Black or 

African American 

CARE COORDINATOR AND 
PROVIDER INTERVIEWS

Å1 information specialist interviewed

Å11 clinicians interviewed

Ḭ5 psychologists

Ḭ2 psychiatrists

Ḭ1 clinical education specialist 

Ḭ1 consultant

Ḭ1 neurologist

Ḭ1 pediatrician



MINNESOTA PARTICIPANT DEMOGRAPHICS

PARENT/CAREGIVER 
INTERVIEWS

Å17 interviews

Å76.5% adoptive parents

ÅChildren evaluated between 1996 and 2023

Å65% reside in the Twin Cities metro area

Å!@AD<J=FӐK "=EG?J9H@A;Kӆ

Ḭ59% female, 41% male

Ḭ77% white, 24% Black or African 

American, 6% Native American/Pacific 

Islander 

FOCUSED EVALUATION: 
INTERVIEWS WITH PARENTS OF 
AMERICAN INDIAN CHILDREN

Å9 interviews conducted by an Ojibwe descendant

Å56% adoptive parents

ÅChildren evaluated between 2003 and 2023

Å66% reside in the Twin Cities metro area 

CARE COORDINATOR AND 
PROVIDER INTERVIEWS

Å3 focus groups and 1 interview with 14 clinicians from 

across Minnesota

ÅInterviews with 6 care coordinators/information 

specialists



Analytic Methods
THEMATIC ANALYSIS

Comparisons of findings 

across sites 

Deductive codebook 

development 

Immersion in the 

transcripts

Inductive, site-specific 

codebook development 
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Findings



Healthcare System Barriers 
ÅPrenatal alcohol exposure (PAE) is difficult to document 

ḬMost clinicians will not diagnose FASDs without prenatal alcohol exposure 

confirmation

ÅThere is a lack of FASD awareness among providers and not enough FASD 

specialists

ÅInsurance coverage/affordability of evaluations and care can hinder access

ÅCare, support, and services are not always available to families even after 

receiving a diagnosis 

ÅQuality and affordable long-term care options are limited for many families, 

contributing to caretaker burden and burnout



Prenatal alcohol exposure is difficult to document 

ӑ#N=F L@GM?@ O= LJQ 9F< OGJC GF L@= KLA?E9 KA<= G> ALӅthere is a stigma attached to 

[alcohol use during pregnancy]. That's where we try and correct the phrasing around it, 

QGM <GFӍL ӏ9<EALӐ LG ALӅ QGM ӏ9;CFGOD=<?=Ӑ ALӅ JA?@LӅ 9F< KG>L=F AL L@9L O9QӄӒ

(MN Clinician)

ӑ'L O9K DAC=Ӆ ӑ-)Ӆ 7GMӍJ= L@= GF= O@G <A< L@AK LG @=Jӄ How? Why would you drink when you 

were pregnant?Ӓ ,G:G<Q K9A< L@9L GML DGM<Ӆ :ML ' >=DL DAC= L@=Q DGGC=< 9L E= L@9L O9QӄӒ

(MN Parent)



Most clinicians will not diagnose FASDs without PAE

ӑO= @9N= ;=JL9AF J=IMAJ=E=FLK >GJ MK LG HML AF 9 J=HGJL L@9L L@=J= O9K Ө9D;G@GDө

exposure and we won't put it in there if there's any suspicion that there is a bias in the 

J=HGJLAF? G> L@9L AF>GJE9LAGFӄ ӄӄӄKGE=GF= @9< LG G:K=JN= ӨL@= 9D;G@GD =PHGKMJ=өӄӒ

(GA Clinician)

ӑThat's the missing piece that I don't have right now, is that confirmation that mom 

<J9FC Ө<MJAF? HJ=?F9F;Qөӄ 2@=Q <GFӍL @9N= L@= >9;A9D >=9LMJ=KӅ L@=Q <GFӐL @9N=

[confirmed PAE] but they have the behaviors, they have the deficits in their working 

E=EGJQӅ L@=Q :GL@ @9N= "&"ӄӒ

(MN Parent)



There is a lack of awareness 
around FASDs

ӑ+9Q:= KGE= G> L@=K= H=<A9LJA;A9FK 9J= DAC=Ӆ 'ӍE 9 <=N=DGHE=FL9D

H=<A9LJA;A9FӅ ' <GFӍL CFGO O@9L LG <G OAL@ 9 ;@AD< L@9L ;GE=K AF OAL@ $ 1"ӄӒ

(GA Parent)

ӑ2@9LӍK EQ >JMKLJ9LAGFӄ #N=JQ HJG>=KKAGF9D ' ?G LG ?AN=K ӨEQ <9M?@L=Jө 9

<A>>=J=FL <A9?FGKAKӈ ,G:G<Q ;9F IMAL= >A?MJ= @=J GMLӄӒ

(MN Parent)

Prior to their first FASD evaluation, children from the MN sample had an 

average of 3 behavioral/developmental diagnoses, most commonly: 

ḬADHD (47%)

ḬAnxiety Disorders (31%)

ḬPTSD (30%) 



Lack of awareness can lead to missed 
diagnosis, wasted time and 
resources, and hinders early 
intervention

ӑ5=ӍN= HJG:9:DQ K==F 9 EAFAEME G> ҏҎ =PH=JLK 9DGF? L@=

way, and nobody once has mentioned the word fetal 

alcohol syndrome , or it would have turned the light 

:MD: GF >GJ E=ӄӒ Ӧ+, .9J=FLӧ

ӑ' >==D DAC= җғổ G> L@= LAE= O@=F O= K== CA<KӅ L@=QӍN=

been going in all sorts of directions  that actually aren't 

the correct directions to go to. And it's very frustrating 

and time-;GFKMEAF? 9F< =PH=FKAN=ӄӒ Ӧ+, !DAFA;A9Fӧ



Families experience long wait times for 
appointments due to few clinicians 
specializing in FASD diagnosis

ӑ2@9LӍK O@Q ALӍK KG <A>>A;MDL LG ?=L 9 ;@AD< K==F AF L@9L ;DAFA;

:=;9MK= L@=J=ӍK BMKL FGL 9 DGL G> >GDCK O@G <A9?FGK=ӄӒ

(GA Parent)

ӑ'F ,GJL@=JF +AFF=KGL9Ӆ L@=Q F==< EGJ= J=KGMJ;=K L@9F

what they have. Everything was so far away where we 

9J= DG;9L=<ӄ Ө.JGNA<=JKө <A<FӐL @9N= L@= =PH=JA=F;= L@=Q

F==<=< LG := @=DH>MDӄӒ

(MN Parent)



INSURANCE COVERAGE

ÅIn both GA and MN, all foster and adopted kids are 

automatically eligible for Medical Assistance (Medicaid) 

through 18 years old. In MN, these children are eligible 

up to 21 years old with extensions

ÅInsurance coverage for evaluations is limited

ÅEvaluations needed for diagnosis are often unaffordable 

for families to pay out of pocket

ӑ2@=

ӨHKQ;@GDG?AKLKөӈFG:G<Q

wants to take Amerigroup, 

KGӈQGM BMKL ?=L CA;C=<

around from place to place 

and it's just so unfair 

because what are you going 

to do? You're gonna pay 

ẼҐӅҎҎҎӅ ẼҏӅҖҎҎӈL@9L O9K L@=

price that I was quoted 

>GJӈ@9NAF?ӈ9F 9KK=KKE=FL

<GF=ӄӒ

 (GA Parent)

FASD evaluations can be 
unaffordable for GA families who 
are underinsured



ά¸ƻǳ ŀǊŜ ƭŜŦǘ ƻƴ ȅƻǳǊ ƻǿƴ ǘƻ ŦƛƎǳǊŜ ƛǘ ƻǳǘέ 

ӑ-F;= O= ?GL L@= <A9?FGKAKӅ AL O9K KM;@ 9 J=DA=>ӄ F< ' L@GM?@L ' O9K ?GAF? LG ?=L EGJ=

support after the diagnosis. [But it was] crickets. And it became just even more of a 

KLJM??D=ӄ Ө5= O=J= G>>=J=<ө R=JG @=DHӄӒ

(MN Parent) 

ӑӨ.JGNA<=JKө OADD OJAL= L@= J=HGJLӅ 9F< K9Q ӏO=ӍDD K== QGM F=PL Q=9JӄӐ 2@=J=ӍK FG LA= AFӈ 'LӍK

DAC= ӏ-)Ӆ FGO 'ӍN= <GF= O@9L ' O9K ?GFF9 <Gӄ ' <A< EQ DALLD= L=KLӅ 9F< QGMӍN= ?GL QGMJ

<A9?FGKAKӄ 'ӍE <GF=ӄӐ F< E9Q:= L@9LӍK 9DD L@=Q ;9F <Gӄ ' <GFӍL CFGO L@9L L@=Q ;GMD< <G

EGJ=Ӆ :ML KGE=@GO A> L@=J= O9K KGE= LQH= G> :JA<?= LG ?=L ӨK=JNA;=K GJ EGJ= ;9J=өӄ ' <GFӏL

know how to answer that but getting the diagnosis is one thing. Moving forward is 

9FGL@=JӄӒ

(MN Parent)

AFTER RECEIVING A DIAGNOSIS, CARE COORDINATION AND SERVICES MAY NOT BE AVAILABLE 



Long-term care options are limited

Lack of adequate services and resources that are FASD-

informed

ÅӑӨ$AF<AF?ө .! K ӦH=JKGF9D ;9J= 9KKAKL9FLKӧ JA?@L FGO AK J=9DDQ

a challenge. It's really hard to find them and they're not 

getting paid enough within the system... I think we had 

probably 5 before I said to [my husband], this is just not 

OGJL@ AL DAC= O=ӍJ= :J=9CAF? L@=E AF 9F< L@=F L@=QӍJ= ?GF=ӅӒ

(MN Parent)

The lack of help available to families can result in caretaker 

burnout:

Åӑ' ?=L LAJ=<ӄ 7GM ;9FӐL >A?@L ;GFLAFMGMKDQӅ KGE=LAE=K QGM

have to take a break from fighting. You can only fight so 

DGF?Ӆ 9>L=J KG E9FQ Q=9JKӅӒ Ӧ+, .9J=FLӧ



Protective Factors

ÅParents/caregivers had to be resilient and persistent in the face of so many 

barriers and challenges with diagnosis and accessing care and services 

ÅSocial connectedness helped prevent feelings of loneliness and isolation during 

times of uncertainty for families  

ÅGood care coordination can help expedite appointments, diagnosis and care 


