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Seven themes were identified in patients with
Q severe HDFN, including a need for more
information about their diagnosis, the
invasiveness of treatments, contributing to
emotional stress, the time-consuming nature of
monitoring, and the impacts on quality of life and
relationships

Background Methods

N¢Z Hemolytic disease of the fetus and newborn (HDFN) is a rare disease where maternal antibodies, or alloantibodies, Patients and Interviews
produced in a pregnant person’s immune system cross the placenta and attack fetal red blood cells, causing fetal
hemolysis leading to anemia’; severe HDFN is associated with substantial fetal/neonatal morbidity and mortality?

Transcript Analysis

e Qualitative data were analyzed using thematic
analysis; de-identified transcripts were entered

e Individuals who had a pregnancy that was affected by severe HDFN in the
past 5 years, who were 218 years of age at the time of that pregnancy, and

Q The findings highlighted the need for improved
communication regarding HDFN and its treatment,

The current standard of care for HDFN in the fetus involves regular Doppler monitoring with intrauterine who resided in the US or Canada were eligible into Atlas.ti to facilitate coding and analysis as well as subpbort for affected individuals
° 3 ° °
@ transfusions (IUTs) when needed. There. remains an un.met. need for treatmgnts tg iImprove outcomes and redug:e — Severe HDFN was defined as any 1 of the following: received an IUT for e Coding was based on an initial read of the first PP
the need for.IUTs, which can ?ave complications including increased risk of infections, emergency cesarean delivery, treatment of HDFN, had a loss of pregnancy after 14 weeks of gestation 4 transcripts - | . h . . del g
premature birth, or fetal loss due to HDFN, had an infant die within the first 28 days from birth due to . . . eveloping comprenensive support modeis an
e Two study team members independently coded the first 2 transcripts, . idel £ h
Methodologically sound studies are needed to ensure a greater understanding of the treatment burden and experience HDFN which were discussed to reach consensus; resulting changes were standardized gmde Ines for the management
of severe HDFN,® to inform preferences mothers may have in treatment decisions e Following an online survey (n=28), semi-structured 1:1 telephone interviews lasting *60 minutes made to the codebook and treatment of HDFN, informed by patient

were conducted with 27 participants from 5 Aug to 11 Oct 2024, interviews were recorded and

transoribed in a de-identified fashion preferences, could enhance care and support for

affected families

e Data patterns and relationships between codes were identified as
themes

Objective

Results

e Theinterview guide explored preferences and treatment experiences during a previous severely

To understand the treatment experiences and preferences of participants during their pregnancy affected by affected HDFN pregnancy, specifically with diagnosis, monitoring, birth, and post-partum

severe HDFN e Participants were recruited by the patient advocacy group Allo Hope Foundation

Sub-themes of diagnosis and information seeking included Navigating the treatment regimen: Sub-theme of positive

Participants: Baseline characteristics Seven major themes were identified . . Navigating the treatment regimen: Sub-theme of advocating for care . .
unmet information needs experiences with HCPs
Demographics (N=28 Participants) e Seven .themes were identified across interviews with :I'able 2. I?lagn08l§ & Overview Representative patient quote Table 3. Advocating for care Representative patient quote Table 4. Positive Representative patient quote
27 patients (1 patient was lost to follow-up; Table 1); information seeking experiences with HCPs
Age, median (range) | Currently pregnant Median (range) family size’ LTqutiple(ﬁrU%'lthe;nis) were identified for each of the main 9 P during monitoring ,P
. 00 emes (Tables 2-
I'_Z) 35 (26-40) years 4 (14%) pA 468
Table 1. Themes emerging from interviews At initial diagnosis, “They just said that | was Knowledge from personal “A lot of people wouldn't argue with a medical professional, but having . . . “She had explained the procedure [...] everything
Educati Reqi Quality and participants going to need extra scans research, support groups, the information that | had because of the women that | had talked Receiving specific that she was going to do. [...] She had explained
ucation egion comprehensiveness received varying throughout the pregnancy, the and social media empowered to, and the Facebook page ... Which was not easy mentally, to have information exactly how it was going to go”
Advanced degree _ 12 Callazda Diagnosis communication and information seeking of information levels of explanation Doppler scans, but they didn't patients to request specific to fight for things and have to try to be strong mentally while you're
= received from from HCPs about talk to me about how the baby medical procedures pregnant, and your hormones are raging”
College degree 9 HCPs the implications for would be affected, what to ot ap s . .
Some college or their pregnancy look for, or anything like that” Good bedside I think feeling like | was more connected to the
technical school _ ! Emotional journey at diagnosis Need to advocate for certain “There was one, where | had to be assertive with the doctor... he manner care team and t'lem Just having a really great
0O 2 4 6 8 10 12 14 tests to be done more wanted to do the scans only every other week. | said, no, that's not bedside manner
Number of Participants frequently than initially going to work for me. But they ended up doing them every week, | just
o ' . planned by their HCPs had to push a little harder that one time”
Di Characteristi Navigating the treatment regimen [i\}[ ti\] All participants . .
ISease Lharacteristics relied on other “l got a lot more information - . )
sources of o1 Tt SO G I’d communicated so much with my MFM up
i i i : : . til then, I'd il her, she'd il me back
@ viedian (range) Zf;e(;ed PrEnEEEs irll:;’::'?r(l:;::‘i’sn information besides LL LI OE LI R i ;l:a;ly qz'l?cklye:::!'sts;}sl headzn;:t{ o’? etfru(s,tc in
- : : : : : “I di ; esponsiveness b .
Skl el e el el araEe cuTG | BrEE e ‘ their HCP to going through the same .I did my research, anfallcalled.some of the best in the w.or.ld, and | . )
i ) A J seeking better understand thing as me, and that was Need to research own just got a lot of good information from them, those physicians. They :Z:’;Tmi’;‘; ?:; 7;‘:23 T:t‘g?”'t was scary, | felt like
Treatment for HDFN in the Most Recent Pregnancy alloimmunization very helpful” doctor to be sure.baby was referred me to somewhere that spec.lallses in it. | was so thankful to
and HDFEN expertly monitored have found them. So that's why she is here today because we were
SNNT treated by someone that is an actual expert in it”
Impacts on social life
IUTs per Participant IUT Timing P
“Again, | was super lucky that the doctor
. 7 121 1 Listening listened to me when I was like, ’'m not
6 | . . .. “ . . . . Kill comfortable with that MOM score. | think | need
‘2 6 g 10 Experience at delivery Participants Ny | Fe) S e T ‘Again, durmg COVID, it wasn t.easy. We had to‘ fight to have skills to have an IUT. She listened to me and | had
£ i - reported numerous relative’s presence during somebody with me the whole time. That was difficult. But | fought another IUT”
o 5 © 84 7 unmet information ; for my mom to be there because I could not have done it on my own,
e 4 = , 5 ) medical procedures , »
S 4 S . . . needs at the time There wasn't a lot of that's for sure
9‘6 3 - 6 5 Post-delivery adjustment and reflections Unmet of their diagnosis, information, at the time,
| 3 o 8 4 information including insufficient S U gL “I definitely appreciated that they were
£ - = d information help yourself. A lot of the toring it loselv. That actuall
3 £ 2 o _ . _ needs ided t dical ional . monitoring it so closely. That actually gave
z | 1 Z 5 e Participants felt inadequately informed about their dpro"]c ed tﬁ . ’O’I’,Z 'fz prof ess‘,f"“ S . > - “| think that also took a lot of mental energy and was very Frequent me reassurance that if the baby did develop
l diagnosis and experienced Signiﬁcant stress and anxiety un ers an eir ' n ’,,’OM,’ LU ) Exhausting : to advocate exhausting, was advocating for the right care [...] there was a lot of monitoring anemia, then it would only take a couple days or
0 0 condition and the difficult for the right care explaining to our nurses and doctors over and over, what my condition a few days before they caught it”
o 1 2 3 4 5-10 >10 <25 26/27 28/29 230 e They highlighted the difficulties of managing intense lack of clarity in was and what treatment | needed and why” |
Number of IUTs Gestational Week IUT Was Received monitoring and treatment regimens HCP eXplanatlonS \ o ) \,i\)
\_) \@) HCP, healthcare provider; IUT, intrauterine transfusion; MFM, maternal-fetal medicine specialist; MOM, multiple of the median.
“N=22-26. HDFN, hemolytic disease of the fetus and newborn; IUT, intrauterine transfusion. HCP, healthcare provider; HDFN, hemolytic disease of the fetus and newborn. COVID, coronavirus disease 2019; HCP, healthcare provider.
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