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Conclusions
Background Results

* Hemolytic Disease of the Fetus and . PRISMA flow chart
, Identified d
Newborn (HDFN), is a red blood cell entiried recoras
disorder in which maternal
alloantibodies attack the red blood

- Atotal of 1571 unique data No. records identified through database search: N=2101
sources were identiﬂed Embase, n=1414; Medline, n=684; PsycINFO, n=3

A diagnosis of HDFN is known
to cause increased levels of

cells of fetuses and newborn babies'’ through the database . | anxiet
searches; none were eligible Duplicates: N=530 maternal anxiety
 HDFN can have critical outcomes for in the initial database search
infants such as anemia, organ e Six records were identified No. records screened (by title and abstract): N=1571
damage or death through unautomated hand- .
. . Searching Exclusion 1t pass: N=1491
° Study d , =876
Although HDFN is asymptomatic for e by desien, 1% ‘
mothers, it may negatively impact * No qualitative research - Population, n=190 ‘
maternal emotional wellbeing and publications in an exclusively Language, n=12
. . . - Review/Editorial, n=13
psychosocial functioning’? HDFN population were
il No. full icl d for eligibility: N=80
oy . . 0. Tull-text articles assessed rtor eligibility: N= M M M
— Positive a.ntlbgdy s;]creeplng :esults . Findings are primarily based ItdI(S:I.fc:.hall.engmg};c t(])c IC_IIIBCI::el\Il‘n the
are .aSSO.CIate with perinata on data obtained from b|OgS Exclusion 2" pass: N=80 Identified via hand-searching: N=6 a itive Imp,aC O i
anX|ety INn Women as they UndGI‘QO or Stories Written by patients No abstract, n=49 « Patient advocacy group websites, n=3 |nduced anX|ety frOm any
fyrtzher monitoring to assess HDFN and published on publicly P Confoen e existing pregnancy-associated
risk available patient group , anxiety
 Patient-reported outcome (PRO) oS, anq fmdmgs ot Included data sources, N=6
relevant qualitative research Patient advocacy group website, n=3

measures assess patients'
perceptions of how they feel and
function, for example evaluating
mental well-being and ability to
perform daily tasks

Conference abstract, n=2
Research publication, n=1

studies published in
conference posters

Summary of included data sources

* Regulatory and best practice
guidance outlines the need to ensure

) - Patient advocacy group website Three patient advocacy group websites: ‘ The true extent of HDFN-

that PRO measures used in clinical patient written blogs or stories 3 Alloimmunization®, Fetal Health foundation”and Allo Hope Foundation8 . .
: Fit_for- : | related maternal impacts is
trials are fit-for-purpose in the 010 " L ..
. Conference abstract 5 Two conference abstracts presented at ISPOR 20249.10 describing the findings of unknown due to limited
context of use and population of qualitative research to explore patient experience of HDFN in a US patient sample : S
interest3-5 | published qualitative data,
Research publication 1 | Acontrolled longitudinal survey describing attitudes towards prenatal screening? pOSSibly due to the summative

measures exist to assess HDFN-
related emotional/psychological
burden to mothers  Impacts were identified across five domains: Emotional functioning, Physical functioning,

Social, Family planning and Work

Key findings research during pregnancy and
In a rare condition

* The first step in providing evidence
that a PRO measure is appropriate
for the population of interest is to
obtain an understanding of the

patient experience of HDFN

 Anxiety" was identified across all six records as a key concept to the maternal experience of
HDFN; primarily related to the current pregnancy, but also regarding future pregnancies and
family planning

*Anger . .
: *“l felt anxious and afraid of what was .
o T
.érgﬁlfe:gis:d Worry happening. | didn’t have experience in advocating .Q}J?I'tat've rese?rch hE.IS be.en
.Depression for medical care” initiated to provide insight into
Obiecti \BiEeamneean frem [l *“This diagnosis crushed us. My husband and | the patient experience of HDFN
Jectives Emotional -Extreme distress wanted a lot of children, and now we were left and identify relevant outcomes
- Atargeted literature review was functioning *Fear wondering whether we could even have a for future patient-centered
: : PR : second.” 8
conducted to .|dent|fy qualitative ﬁz;'tlessness -l already felt extremely guilty and worried about resea rch9’10, however .futu re
patient experience data and -Sadpness things like, ‘did | miss a knock to my bump?’” 8 qgualitative research, in a global
determine outcomes of -Shock *“l had an anxiety attack post procedure while | sample, is recommended

importance to characterize the
maternal experience of HDFN

L. : " -
(Uniteeriati was still being monitored—scary!

*Bodily pain and/or discomfort
Difficulty with normal exercise
and activities

*“You know, um, the days that | got the IVig, |
would just come home and try to wr- wrap up my

Physical : : work day and rest, and then those days were
. . *Fatigue, tiredness, and reduced . . .
functioning energy levels usually the worst days just in terms of just
Methods -Mobility physically and mentally just feeling so tired, um, Acknowledgments

so tired from it.” 1° | .
This study was sponsored by Janssen Global Services, LLC.

*Self-care
Review of the poster abstract was provided by Lori Alquier,
« Data sources searched through Marie Fitzgibbon, May Lee Tjoa, Sheryl Pease and Jannine

OVId (In FEbrua ry 2024) induded: . “HGViI’)g a support e s 6 e []/ TS G Williams, all employees of Janssen Global Services.

AARTREIEE ([PEENTS ENie | HEGETE) upset after reading Dr Google and not knowing

- Embase, Medline and PsycINFO Social 211 RIS NIZES ({131 [P IR, what to expect. My mum found the Facebook
other children, family, friends) : :
_ . ’ ’ page and the information there cleared up so
- Hand-searching of: FDA & EMA Support networks much stuff.” 8
Websites for relevant meetings, Disclosures
workshops or forums; reference - Advice from medical -“We have decided not to have any more children INB and AB are emplayees of janssen Global Sevices, K and
lists of included StUdl?S} patient professionals (both positive based on the anti-K antibodies.” 8 Janssen for this analysis.
advocacy group websites or Family and negative) «“IM]y maternal fetal specialist had pretty much
online forums planning *Decisions about future told me it probably wasn’t a good idea [to have
o . pregnancies (both positive and another baby]. So | don’t think | ever really
* Eligible sources described the negative) seriously thought about it.”
maternal experience of HDFN, .
including descriptions of *“For my ultraso.unds, | thankfully didn’t need to
symptoms, side effects, and " gaII;e off an entire Ic(lgy, bzt / chs gonle forbat C;east
health-related quality of life Sence . SIS Ol WD Lo, it CLOMRILELY (HOe0L)
Work *Performance decline does ultrasounds after business hours, so Hem OlytiC DiSGﬂSG of the
_ Publications were not restricted *Support needs (laughs)... Um, for my procedures, they were a full-
b day thing. And so | had to take an intermittent Fetus and Newborn (HDFN)
y date leave...” 10
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