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METHODOLOGY ELIGIBILITY CRITERIA
DESIGN |
Parents/Caregivers:
SemiStructured interviews and A 18+, with a child evaluated for FASDs
focus groups, held virtually while in their care
| MN: Minnesota residents
Key Audiences: | GA: child evaluated within last 5
A Parents/Caregivers years; received services at Emor
A Clinicians E Neurodevelopment Exposure
A Care Coordinators | Clinic (ENEC); residing within
Atlanta metro area
Interview Guide Domains.: Clinicians and Care Coordinators:
A Diagnostic journey A Both sites: experience in FASD
A Delays and challenges evaluation
A Services and supports A GA: employed by Emory for 6+
A Information Exchange months



GEORGIA PARTICIPANT DEMOGRAPHICS

m PARENT/CAREGIVER = CARE COORDINATOR AND
INTERVIEWS PROVIDER INTERVIEWS
A 15 interviews A 1 information specialist interviewed
A 93% adoptive parents A 11 clinicians interviewed
A 50% of children were under 5 years old at the | 5 psychologists
time of evaluation | 2 psychiatrists
A. 9J=FLAK "=Z=EG?J9H@A: Kn | 1clinical education specialist
| 93% NonHispanic White, 7% Black or | 1 consultant
African American | 1 neurologist
| 1 pediatrician




MINNESOTA PARTICIPANT DEMOGRAPHICS

m FOCUSED EVALUATION:
m PARENT/CAREGIVER INTERVIEWS WITH PARENTS OF
INTERVIEWS AMERICAN INDIAN CHILDREN

A 9 interviews conducted by an Ojibwe descendant
A 56% adoptive parents

A Children evaluated between 2003 and 2023

A 66% reside in the Twin Cities metro area

A 17 interviews

A 76.5% adoptive parents

A Children evaluated between 1996 and 2023
A 65% reside in the Twin Cities metro area

Al @AD<J=FAK "=ZEG?2J9H@A: K
| 500 female. 415 male = CARE COORDINATOR AND

| 77% white, 24% Black or African PROVIDER INTERVIEWS

American, 6% Native American/Pacific
Islander

A 3 focus groups and 1 interview with 14 clinicians from
across Minnesota

A Interviews with 6 care coordinators/information
specialists
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Immersion in the
transcripts

Deductive codebook
development

Inductive, sitespecific
codebook development

Comparisons of findings
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A Prenatal alcohol exposure (PAE) is difficult to document
| Most clinicians will not diagnose FASDs without prenatal alcohol exposure
confirmation

A There is a lack of FASD awareness among providers and not enough FASD
specialists

A Insurance coverage/affordability of evaluations and care can hinder access

A Care, support, and services are not always available to families even after
receiving a diagnosis

A Quality and affordable longerm care options are limited for many families,

contributing to caretaker burden and burnout



Prenatal alcohol exposure is difficult to document

a#N=F L@GM? @ O= LJQ 9 F <thefe@Gah &ligniabttadhe@dto K
[alcohol use during pregnancy]. That's where we try and correct the phrasing around It
QGM <GFML | 9<EALA LG ALJ] OQGM | 9;: CFGC

(MN Clinician)

'L O9K DAC=/1 a-)/ 7 GNI=Whyv@ald yeurdrnk @h@0/o A
were pregnantA , G: G<Q K9A< L@9L GML DGM</l : ML
(MN Parent) g




Most clinicians will not diagnose FASDs without PAE

aO= @9N= ; =JL9AF J=1I MAJ=E=FLK >GJ MK L (
exposure and we won't put it in there if there's any suspicion that there is a bias in the
J=HGJLAF?2 G>unl @9L AE=2GILEILAGFK KKKKGEEES
(GA Clinician)

al hat's the missing piece that | don't have right now, is that confirmation that mom
SN ECRE G ) AR SRR RSO @0y 2. 0= Q . <aGiEVEIE
[confirmed PAE] but they have the behaviors, they have the deficits in their working
Eo= E GRIECHIEEIERGES () | §RGIERO: . @9 Né g
(MN Parent)




There I1s a lack of awareness
around FASDs

a2@9LMK EQ >IJMKLIJ9LAGFK #N=JQ HJG
<A>>=]J=FL <A9?FGKAKYHY , G: G<Q ; 9F |
(MN Parent)

Prior to their first FASD evaluation, children from the MN sample had an
average of 3 behavioral/developmental diagnoses, most commonly:
ADHD (47%)

Anxiety Disorders (31%)

PTSD (30%)

S

4+9Q: = KGE= G> L@=K= H=<A9LJA; A9 F B
H=<A9LJA; A9FJ] ' <GFML CFGO O0O@9L L pam
(GA Parent is#

....



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

RN

a5=MN= HJIG: 9: DQ K== 9 EAFAEME G> «c)& =JLK 9DGEF
way, andnobody once has mentioned the word fetal N |
alcohol syndrome, or it would have turned the light N — N

. MD: GF >GJ E=pgA O+, . 9J=FLOZ

(/7R

a' >==D DAC= xxf0 G> L@= LAE-=
been going inall sorts of directions that actually aren't

the correct directions to go to. And it's very frustrating N
andtime: GFKMEAF? 9F< =PH=FKAN=gA 5
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Families experience long walit times for
appointments due to few clinicians
specializing in FASD diagnosis

a2 @9 LMK O@Q ALMK KG <A>>A
=;, 9OMK= L@=J=MK BMKL FGL
(GA Parent)

a'F ,GJL@=JF +AFF=KGL9/ LU
what they have. Everything was so far away where wega
9J= DG; 9L=<K¥ ©. JGNA<=JKe

F = = < = <l BNG RS ) = N}
(MN Parent)




FASD evaluations can be
unaffordable for GA families who
are underinsured

INSURANCE COVERAGE

A In both GA and MN, all foster and adopted kids are

automatically eligible for Medical Assistance (Medicaid s :

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

up to 21 years old with extensions "
A Insurance coverage for evaluations is limited _
A Evaluations needed for diagnosis are often unaffordabl§

for families to pay out of pocket .

a2 @=

OHKQ; @GDG? AKL
wants to take Amerigroup,
KGHQGM BMKL ?
around from place to place
and it's just so unfair
because what are you going
to do? You're gonna pay
Er 1TPRRJT Ep/1XP
price that | was guoted
>GJH@INAF?H9F
<GF=gA




b f STuU 2y @2dzNJ 2 4
AFTER RECEIVING A DIAGNOSIS, CARE COORDINATION AND SERVICES MAY NOB

-

B i F: = OWC] Ll 0= < AV/EEE G KAKATAL O9%IK KM

support after the diagnosis. [But it was] crickets. And it became just even more of a
KLIJM??D=Kg ©5= 0O=J= G>>=]J=<06e6

(MN Parent)

a0. JGNA<=JKe OADD OJAL= L@= J=HGJL/JZI 9FCc<

DAC= 1 =) J1 TF GOWC YV Cala =2t @ (IO RS S NETE
<A9?FGKAKK ' ME <GF=§A < BNEOTO: = | @9 L MK
EGJ = - ML= KGE-—SCEITNNE I == 00K KGE=L OH3

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

(MN Parent)}



Longterm care options are limited

Lack of adequate services and resources that are FASD
Informed
Aa©SAF<AF?e .! K OH=JKGF9D ;
a challenge. It's really hard to find them and they're not
getting paid enough within the system... | think we had
probably 5 before | said to [my husband], this is just not
OGJL@ AL DAC= O=MJ= :J=9CAF
(MN Parent)
The lack of help available to families can result in caretaker
burnout:
Aa' 2=L LAJ=<Kg 7GM ; 9FAL >A?
have to take a break from fighting. You can only fight so
DGF?/1 9>L=J KG E9FQ Q=9JKINA



Protective Factors

A Parents/caregivers had to be resilient and persistent in the face of so many
barriers and challenges with diagnosis and accessing care and services

A Social connectedness helped prevent feelings of loneliness and isolation during
times of uncertainty for families

A Good care coordination can help expedite appointments, diagnosis and care



