The newborn screening experience of the Marshallese
population in Northwest Arkansas

Caroline Statler Williams




Background
Specific Aims
Outline Methods

Results and Discussion

Acknowledgements




Background
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Figure I: Marshall Islands in Oceania (TUBS, 2012)



Marshallese in Northwest Arkansas

= Compact of Free Association (COFA) (Brown, 2014)

= Medicaid for COFA migrants (Bill Track 50,2021)

= As of 2019, 50% of the 12-15,000 Marshallese migrants in Arkansas were uninsured
(McElfish et al., 2019;Williams & Hampton, 2005).



Structural Barriers

= Negotiating insurance

= | anguage Barrier

= Accessing transportation

Ayers, Hawley, et al., 2018; Ayers, Purvis, et al., 2018)



Socio-economic Barriers

Ayers, Hawley, et al., 2018; Ayers, Purvis, et al., 2018)




Why Newborn Screening and the Marshallese

Heartland Regional Genetics Network

Universality of newborn screening

Gateway to genetics clinics

No NBS in the RMI

Need for more studies assessing perspectives of Marshallese patients and health care providers.



Methods




Methods

= Qualitative

= Semi-structured telephone interviews with novel questionnaires

= UAMS IRB #206716



Study Populations

Arkansas Newborn

Health Care SaraE i
Marshallese Mothers Professionals (HCPs) &
(AR NBS) Staff
* 18 - 40 years old * |18+ years old * |8+ years old
* Pregnancy within the * Provide care to * Work for the AR NBS
last 2 years Marshallese newborns program

or pregnant mothers
» Live in NWA in NWA



Results and Discussion




Content Analysis

= None of the mothers had experienced positive NBS results.

= None of the mothers remember receiving educational material about NBS.

= All but one of the mothers remember using a professional Marshallese interpreter
during their prenatal visits.

= All agreed that NBS was important to the health of their children.



Would NBS
work in the
RMI?

Mother | - “There’s not enough
resources, | feel like they wouldn’t have the
stuff to work with.”

Mother 6 - “...some parents would say
‘No’ because they don’t believe in
vaccination.”

Mother 2 - “...some parents may feel
sorry [for the baby] and not allow them
[the health team] to prick their heels.”




Discussion

= Educational programming has the potential to shift parental opinions about NBS in
the RMI.



Themes from Marshallese Mothers

|. Marshallese mothers’ understanding of NBS.

2. Marshallese mothers’ preferences regarding NBS education.



= Mother | = “Isn’t when the baby is being

screened to see if the baby has jaundice and
Theme | stuff like that? Uh, | forgot what they tested
MET B S him for but... they took him right after birth
and run labs on him, | think.”

mothers’

understanding of

NBS = Mother 5 - “...they should have told me
what they did if | had fallen asleep after
delivery.”




= Mother 4 -“‘| wish that they would explain
more on what they’re doing or explain like

Theme 2 more on what they’re providing me and baby

~NEMe £ with so | can understand. That’s why | didn’t

Marshallese understand the NBS part [of the

mothers’ interview]... because they just said they
would put this on her but they didn’t really

Pl’efel’ences explain what was going on.”

regarding NBS

education = Mother 2 - “...we usually don’t understand

what the materials are about and for what
because they’re all in English.”




Themes from AR NBS staff and HCPs

3. Positive outcomes following a connection with a Marshallese family.

4. Perceptions about the NBS education process for Marshallese mothers.



= NBS4 and NBS5 reported they never had a
Marshallese newborn lost to follow-up.

Theme 3

. o L i i
B s e G Ee A Effectiveness of Marshallese community

health workers.

following a
connection with the

= Pl ="They are the best! We love them so
much, I'm like they don't pay you people
enough... Y'all can find anybody, anywhere,
no matter what.”

family




= Pll ="l really love the Marshallese
population.They're so compliant. Once you
get them in there, they're compliant. It's just
getting them in there so that you can identify

Theme 3 problems early on...”

Positive outcomes = P4 -"...|feel like if they have shown up for
their initial appointment with us...they are
more likely to follow up because, you know,
we've kind of established that relationship
family with them and...[the interpreter] is really
good about working with families... maybe
because we haven't been able to kind of
make that connection and establish that
rapport with them.”

following a
connection with the




Discussion

= No Marshallese newborns lost to follow up were reported, but that is not the only
metric of success.

= Marshallese community health workers are major players in increasing health care
access for Marshallese patients.

= Relationship building and up-front education are crucial for positive health outcomes
for Marshallese patients.



Theme 4

Perceptions about

the NBS education
process for
Marshallese mothers

Of the pre-NBS HCPs, only one reported
providing NBS education.

All HCPs expressed interest in NBS
educational material in Marshallese.

None of the HCPs knew about the

Marshallese NBS brochure on the ADH’s
website.

No HCPs mentioned having educational
material in Marshallese.



= P4 - | do not know if we have anything in

Theme 4 Marshallese.’

Perceptions about
the NBS education = P9 - "“We don’t have anything [educational

material] in Marshallese with us, we have
them in English and Hispanic...they never
read the documents provided to them but
we give them anyways.”

process for
Marshallese mothers




= P5 - “ don't know that those mothers
understand that that test has even been

done.”
Theme 4 = P7 - “...ultimately, | don’t think a lot of them
O T [Ny understand what the NBS and the process of
P it.”

the NBS education

process for
Marshallese mothers = P8 - “...if it's a Marshallese patient, the

nurses always tell me if they needed
interpreting and some of them say no and
some of them say yes but I've never come
across any PKUs or NBS with the
Marshallese there.”




Theme 4

Perceptions about

the NBS education
process for
Marshallese mothers

= P5 - “lt would be helpful, it would be very,
very helpful.”’

= P10 - “If they had explained to them, you
know, that they were doing this test, and you
may hear from the doctor, if you don't hear
anything, everything's fine, [that would be
beneficial].”



Theme 4

Perceptions about

the NBS education
process for
Marshallese mothers

= NBS4 -...| think the system needs to be
changed state wide, not just for the
Marshallese...if they were better educated,
and told ‘If you get a phone call from the
Department of Health, or some newborn
screening, please call them back it's very
important’ | think that would help.”



Discussion

= Marshallese mothers are not provided the level of education on NBS that they or
their HCPs would like them to have.

= Prenatal education on any topic is not adjusted for Marshallese mothers.



Practice Implications

= |mproved NBS education for everybody.
= Before NBS occurs
= Appropriate language

= Simple

= |Improve knowledge of existing resources.

" |ncrease access to trained Marshallese medical interpreters.
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