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Abstract

Background: To conduct a systematic review and thematic synthesis of qualitative studies on the pregnancy and
early parenting experiences of patients with inflammatory arthritis (IA).

Methods: We searched online databases for English-language, qualitative studies capturing the experiences of
females with IA or their healthcare providers with pregnancy and/or early parenthood. We extracted findings from
included studies and used thematic synthesis to develop descriptive and higher-order analytical themes.

Results: Of 20 included studies, our analysis identified 5 analytical themes among patients and 3 among providers.
Patients’ reproductive desires, the impact of IA on their ability to experience pregnancy, and the availability of
information to guide preparedness informed their pregnancy decisions. Patients’ IA management, pregnancy
expectations, and access to support influenced their reproductive experiences. Patients’ experiences seeking
information and care revealed substantial gaps in reproductive care provision to patients with IA. Reproductive
uncertainty related to IA placed a heavy burden on patients’ emotional and psychological wellbeing. Reproductive
care provision was influenced by providers' perceived professional responsibility to address patients’ reproductive
goals, fears of negative outcomes, and capacity to harness patient trust, incorporate reproductive care into
rheumatology practice and facilitate multi-disciplinary care coordination.

Conclusions: Our review illuminated several barriers to experiencing pregnancy among patients with IA, particularly
related to pregnancy planning support, availability of information, and care coordination among the patient’s healthcare
team. To improve care, these barriers may be mitigated through the provision of relevant, practical, and consistent
information as well as patient-centred multi-disciplinary approaches for managing pregnancy among patients with IA.
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Background
Inflammatory arthritides (IA), including rheumatoid
arthritis (RA) and systematic lupus erythematosus (SLE),
are chronic inflammatory diseases that commonly affect
female patients of reproductive age [1, 2]. As disease
activity and associated medication use may cause
pregnancy complications, patients with IA face unique
challenges related to planning and managing pregnancy [2].
The reproductive health needs of individuals with 1A
are often inadequately managed. In a 2012 international
survey of female patients with chronic inflammatory
conditions, including IA, the majority of respondents
reported pregnancy was not sufficiently addressed in
clinical practice and only 40% received consistent repro-
ductive guidance from healthcare providers [3]. Indeed,
there is a body of research indicating patients have
substantial information needs about pregnancy and early
parenting, particularly related to medication use [4-6].
Poor dissemination of medication information for preg-
nancy can lead patients to discontinue beneficial medica-
tions due to fear of foetal harm, which may result in
poorer outcomes for both mother and baby related to
active disease [7]. Given the complexity of managing
pregnancy with IA, we aimed to systematically review
the qualitative literature reporting patient and provider
perspectives of reproductive care provision for female
patients with IA.

Methods

Search strategy

We developed and refined our search strategy parame-
ters in consultation with two health sciences librarians
(UE, VK). We searched Ovid MEDLINE, Ovid EMBASE,
CINAHL, PsycINFO via EBSCOHost, and Social Sciences
Citation Index from inception to February 2020. Addition-
ally, we conducted a hand search of relevant bibliographies.
We mapped subject headings and keywords of unindexed
terms related to IA, pregnancy and parenthood, and quali-
tative methods (see Additional file 1) to identify citations
meeting our inclusion criteria: primary research article;
study sample of female patients with IA (i.e., RA, SLE,
ankylosing spondylitis [AS], juvenile idiopathic arthritis
[JIA], psoriatic arthritis [PsA]) or their healthcare pro-
viders, qualitative study design capturing participants’
pregnancy and/or early parenthood experiences, and
published in English. The enhancing transparency in
reporting the synthesis of qualitative research (ENTR
EQ) statement guided our reporting [8].

Study selection

Two authors (NR, RG) independently reviewed titles
and abstracts of identified records. Studies meeting
the inclusion criteria received full text review. There-
after, those that continued to satisfy inclusion criteria
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were forwarded for quality assessment and systematic
review. Disagreement was resolved by consensus. We
extracted information on the publication year, country,
diseases studied, participant characteristics (i.e,. age, sex,
patient/provider), study objective, data collection, and
analysis methods, reported reproductive topics.

Quality assessment

We used the Critical Appraisal Skills Programme
(CASP) Qualitative Research Checklist [9, 10] to assess
the quality of included studies. This checklist comprises
10 questions assessing research aims, design, method-
ology, recruitment, data collection, data analysis, ethical
issues, participant-researcher relationship, findings, and
research value [9]. Two authors (NR, RG) independently
evaluated studies and resolved disagreements through
discussion.

Synthesis

Included studies were imported into NVivo 12.6.0. We
analysed study results data, including primary quotations
and authors’ interpretations included in the text, tables,
and supplementary materials. One author (NR) preformed
the thematic synthesis, a method combining grounded
theory and meta-ethnography approaches [11, 12]. This
involved conducting line-by-line coding to develop an ini-
tial coding framework which was subsequently applied
across all articles [11]. Similarities and differences between
codes were used to inform their hierarchical grouping into
descriptive themes [11]. Relationships within and between
descriptive themes were analysed to generate analytical
themes of higher-order constructs that addressed our re-
view objectives [11]. Two authors (NR, MDV) reviewed
the coding framework and discussed developing themes.

Results

Our search (Fig. 1) identified 1347 articles. After exclu-
sions, we included 20 studies for thematic analysis
(Table 1). The majority (1 =19) reported on 368 female
patient perspectives and 3 studies reported on 51 pro-
vider perspectives. With respect to disease, 14 studies
limited inclusion to a single diagnosis (8 examined RA
patients, 4 SLE, and 2 JIA) with remaining studies in-
cluding a mix of IA patients. Studies reporting provider
perspectives compromised primarily rheumatologists as
well as midwives, general practitioners, nephrologists,
and health visitors.

The CASP Checklist appraisal is summarized in
Table 2. All studies clearly stated their aims, appropriately
used a qualitative research methodology, and adequately
justified its use. Most studies collected, analysed, and
reported data adequately, used rigorous data analysis, and
clearly stated research findings.
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Included synthesis of qualitative research

20 citations

Fig. 1 Selection of included studies

Our synthesis identified 5 analytical themes among pa-
tients: making decisions about planning and experiencing
pregnancy, experiencing pregnancy and parenting, navigat-
ing caregiving with chronic disease, seeking information
and resources for pregnancy planning, and interacting with
healthcare providers. We additionally identified 3 analytical
themes among providers: providing reproductive health
care, interacting with patients, and coordinating patient
care with other providers. Our coding framework and
representative quotations are presented in Table 3.
Relationships between analytical and descriptive themes are
depicted in a conceptional model (Fig. 2).

Patient perspectives

Making decisions about planning and experiencing
pregnancy

Making decisions about having children comprised a dy-
namic balance of patients’ reproductive desires, the im-
pact of disease on their ability to experience pregnancy,
and the availability of information to guide preparedness.
We identified 5 descriptive themes related to patients’
reproductive decision-making in 17 studies [4, 5, 13, 14,
16, 17, 19-24, 26-30].

When discussing making decisions about becoming
pregnant, patients emphasized the role of their disease
within this process [5, 13, 16, 17, 19-24, 26, 29, 30].
Many expressed concerns about disease activity and
management during pregnancy and post-partum [5, 24,
29, 30] and shared fears of being unable to care for a
child due to their IA [20, 21, 24, 29, 30]. Some patients
expressed strong desires to bear children despite these
concerns [20, 26, 29, 30] or sought information about al-
ternatives to childbearing (e.g., adoption) [5, 16, 29].
Others chose not to have children or limited their family
size [17, 18, 20, 21, 23, 24, 29, 30]. Factors influencing
childbearing decisions included their medications [5, 17,
20, 22, 29], disease severity [5, 17, 20, 30], previous preg-
nancy experiences [20, 30], and support from partners,
family, and healthcare providers [5, 19, 20, 30]. Patients
in one study discussed navigating contraception plan-
ning and pregnancy termination [30].

Making decisions about using medications (4, 5, 13, 14,
20, 22, 26, 27, 29] and breastfeeding [5, 20] were closely
intertwined with reproductive decisions. Patients reported
desiring more information about medication safety related
to fertility, pregnancy, and breastfeeding [4, 5, 20, 29],
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Analytic theme Descriptive theme

Topics covered

Example quotations

Patient perspectives

Making decisions  Making decisions about
about planning becoming pregnant
and experiencing

pregnancy

Making decisions about
using medications

Making decisions about
breastfeeding

Needing to prepare for
pregnancy and
parenthood

Prioritizing the needs of
mother and child

Experiencing Trying to conceive
pregnancy and
parenthood

« Factors impacting pregnancy decisions

« Fear of IA impeding ability to raise a child
« Childbearing alternatives (e.g., adoption)

« Pregnancy prevention and termination

« Factors impacting medication decisions
+ Wanting more information and decisional
support about taking medications

« Factors impacting breastfeeding decisions
+ Wanting more information and decisional
support about breastfeeding

« Factors influencing conception and pregnancy
planning

- Parenting while managing post-partum flares

- Establishing support systems (e.g., family
members, mothers with |A)

« Trade-offs between pregnancy/breastfeeding
desires and potential harms of IA management
+ Self-advocacy

+ Challenges with fertility, disease activity, and
conception
« Emotional impact of conception with IA

[Women] were careful in considering their capacity
to manage pregnancies and motherhood. These
considerations were important in their decision-
making, and based on, as one participant commen-
ted: "..an honest appreciation of the reality of the
situation” which is unlike that of ‘other couples
[who] get pregnant and then consider the
consequences’.

One woman, who expressed fear of not being able
to take care of a child and therefore had chosen not
to have children, confronted another participant in
the group.

‘You had the courage to have children ... despite
this (fatigue). I know that it is not an option for me
... where would | get the energy for that from?’

Medication safety was an important topic, and
members expressed concerns over the use of
biologics and prednisone during pregnancy,
indicating that they would rather not take
medications during the pregnancy if there were
even a slight risk to the foetus.

‘But nobody's told me what the side effects of
steroids are during pregnancy, they just say it's kind
of the safest option really and that they'll judge it
when they get to it depending on how bad I am.
So I'm walking into the unknown, | have no idea.’

‘By about 4 weeks my mum was saying please stop
breastfeeding and she’d been very pro-
breastfeeding, but she could obviously see | was
struggling (with mobility and pain), but I marched
on and then at 6 weeks | dropped the child.’

The process of acceptance necessitated planning, as
spontaneity regarding conception is not an option
for women with RA. For some, it meant facing
realities such as financial burdens: ".it is really
important ... to have significant savings in the bank
prior to falling pregnant. | did, which helped
immensely because | was unable to continue the
biologic medication, | was unable to work and had
to rely on my savings to pay for medicine, doctors,
etc/

[One participant], who had been pregnant once,
described openness in her pregnancy timeline
because of her Lupus diagnosis: ‘Yeah, so if I'm like
26, and they are like, yeah, you are in remission, and
I'm in a good place with everything else, | figure
that might be the time. So | would not want to wait
necessarily in case | get sick again.” Although [she]
would prefer to wait until age 27 or 28 to become
pregnant, she also recognized the need for flexibility
in those plans because she could not predict the
status of her lupus [...] Because of this, she said,
‘Family planning for me would probably go around
when I'm in remission.’

Another member described why, even after
discussing the risks of pregnancy and the
appropriate medications to take, women may move
forward with their own pregnancy plan even against
their rheumatologist's recommendation, ‘I know
[getting pregnant] is not the best for me...but |
want to get pregnant.’

Two years, no child. Some of them [in-laws] are
going to say, “You must take this one out, this is a
barren [woman].”

‘With the rheumatologist advising certain

[20]

[27]

[26]
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Table 3 Topics covered and illustrative text excerpts for descriptive themes (Continued)

Analytic theme

Descriptive theme

Topics covered

Example quotations

Ref.

Navigating

pregnancy and
parenting with
chronic disease

Experiencing disease
activity during
pregnancy & post-
partum

Experiencing the
impacts of disease on
ability to be a mother

Making adjustments

Needing support

Worrying about
unknown effects of
disease on pregnancy
and parenting

Struggling to cope with
personal limitations

Facing judgement from
self and others

« Perinatal flares and pregnancy complications
« Perinatal medication use

+ Impacts of 1A on motherhood (e.g, caring for

children, breastfeeding)

« Impacts of IA on children
- Parenting strategies

+ Childcare support
+ Emotional and peer support

+ Uncertainty of pregnancy progression,
perinatal disease management, and ability to
meet parental responsibilities

« Coping with personal limitations (e.g., ability to
meet reproductive goals)

+ Navigating guilt and stigma
« Encountering judgement from healthcare

professionals and peers

medication-free timeframes before conception and
the obstetrician/gynaecologist recommending surest
ways to conceive on the first try, | felt like a science
experiment for a while.

‘It was the last four weeks of my pregnancy that |
finally had some relief from RA but within a week of
giving birth again I was in severe pain and not
being able to lift my baby’.

[One participant] said she felt very depressed after
giving birth, and it was hard to know if it was a
post-partum flare in her RA or post-natal depression:
‘Well they could not pinpoint it really, whether it
was the flare in my arthritis or post-natal depression,
all 1 did was cry, | felt like | was going mad.’

Two patients reported that the disease had limited
their family size, in one case preventing her from
having any children.

‘You get to learn to do things differently as a parent
with a chronic illness. My kids know | cannot pick
them up too often, so they climb up onto me for
cuddles. Some days we had PJ days and they loved
it as much as | did".

‘| would not have been able to make this decision if
| did not have the support from family and my
husband'.

‘I'm just so nervous about taking anything it's like
my gut instinct telling me not to. If | do and
something goes wrong then I'd never forgive myself
you know. At the same time | do not want to end
up in so much pain that | cannot care for my baby.
It's so scary.’

‘I'm hoping and praying that none of the [my]
children will get this [RA] ... because | would hate for
any of them [my kids] to get arthritis. Well, you do
not want them to be ill anyway, but you know, it's a
condition that's not very kind.

Informants who were mothers were concerned
about shortcomings in care and participation in
their children’s life, and about the children’s health
and chances of inheritance of rheumatic diseases.

For many women, their [autoimmune rheumatic
diseases] led to them feeling restrained by their
physical symptoms, and they felt that they were
unable to do some of the things that ‘normal’
mothers do.

The sense [feeling] of not feeling entitled to
something; it's painful. It's a bit emotional. If | cannot
wash my clothes, if | cannot clean for myself or
cannot carry heavy things, how is it going to be
possible for me to maintain kids, you know?’

‘| find it hard to come to terms with that. My mantra
has always been, ever since | could speak as it were,
that | wanted to have children. But | never had the
nerve to take the initiative ... There are too many
obstacles and limitations, | reckon, which stop me
from ever having children. Those fears run deep. |
would dearly love to have children, but | do not
have the courage!

The women perform self-stigmatization in the form
of self-blame and guilt when they cannot accom-
plish what they want in the role of mother because
of fatigue, pain, or physical limitations. One of the
women who had just given birth was disappointed
and sorry that she did not live up to the expecta-
tions she had of herself as a future mother.

[20]
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Table 3 Topics covered and illustrative text excerpts for descriptive themes (Continued)

Analytic theme

Descriptive theme

Topics covered

Example quotations

Seeking
information and
resources for
pregnancy
planning

Finding value in
motherhood

Creating a self-identity
beyond their disease

Encountering poor
understanding of
disease

Seeking high quality,
timely, consistent, and
accessible information

Seeking support
services

Learning from peers
with similar experiences

« Source of purpose and motivation

« Impact of self-identity (e.g., as a parent, care-
giver, employee) on reproductive decisions

« Feeling uninformed about pregnancy and IA
management

+ Encountering poor understanding from family,
community members, and public agencies

- Patient-specific pregnancy information (e.g.,
disease heredity, fertility, pregnancy complica-
tions, perinatal disease management, birth
choices, and breastfeeding)

+ Information for early parenthood (e.g., practical
strategies for managing pain/fatigue)

« Information addressing prevailing
misconceptions about IA

+ Avenues for emotional support (e.g.,
counseling; peer support groups)

+ Role of practical support services (e.g., social
workers, hired help)

- Barriers to accessing support

« Pragmatic information and resources
+ Source of emotional support and motivation
« Role of online forums/support groups

‘My son and the baby that grows within me are my
shining light. They are the little beings that get me
out of bed in the morning when | am so stiff and
sore and riddled with pain that | do not know if |
can face the day'.

The women prioritize and direct the bulk of their
time and energy to their working life. This is
interpreted as, first and foremost, their desire to
identify with the role associated with working life,
rather than the identity that is solely associated with
motherhood or with [rheumatoid arthritis]. The
women feel that the role of worker is attractive
because it gives status, and because it allows them
to be self-supporting.

The impact on women'’s identity was often
discussed, with women wanting to be a ‘normal’
parent and to be seen as a whole person not a
disease.

‘I'd say the first five years of having [rheumatoid
arthritis] ... | had no idea, information was scarce, |
had done millions of Google searches and went to
libraries and there was nothing. Nothing about
pregnancy, breastfeeding and [rheumatoid arthritis].
And even my doctors were really... did not seem to
know much about what medications were safe, and
they'd have to go and ring other doctors, and it was
really just like... | thought gee, am I the first person
in the entire world to have RA and be pregnant?’

‘Some practical information as to how to do certain
daily tasks without the use of certain limbs. So, you
know, if my hands are so swollen that | cannot dress
myself, how do | pick up my baby using my
forearms, how do I...how can | carry my baby to
minimise the impact on my arms and shoulders and
back and wrists etc. Clothing to put the baby in...
that was a big thing for me, you know, most baby
clothes have... stupid press-studs, yeah, which were
just the bane of my life back then. So and | man-
aged to find clothing that was much easier for me
to get on and off the baby - so that was, you know,
that was a big thing. And, you know, even just...
every day household tasks, you know, tips as to how
to, you know, reduce your fatigue and cut down on
your household duties and to...minimise your en-
ergy output’

| think my problems differ from older people. | was
just looking for people who work, for people with
young children and how they manage their lives
while having a rheumatic disease. | also wonder
how | could combine work and home.’

Some commented on the lack of resources for
mothers with arthritis and desired a person or place
to go to when facing specific challenges.
Participants referred to 3 types of support: practical
(help with child care or cleaning), emotional (help
dealing with feelings), and moral (someone to listen
and share). Sources of support included family and
friends, health professionals, and hired help.

Members stated that participating in the online
community was a positive way for them to share
concern, anxiety, or questions they had about
arthritis and pregnancy.

Discussing with others how best to talk to your
children about your rheumatic disease

[...] Hearing from others how they involve their
partner in child care

[...] Hearing from fellow patients how they decided
whether or not to have children
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Table 3 Topics covered and illustrative text excerpts for descriptive themes (Continued)

Analytic theme Descriptive theme

Topics covered

Example quotations

Ref.

Interacting with
healthcare
providers

Receiving care from
several providers

Discussing pregnancy
planning

Seeking and receiving
information

Requiring
compassionate and
holistic care

Provider perspectives

Providing
reproductive
healthcare

Understanding
professional
responsibility

« Value of multi-disciplinary healthcare
+ Barriers to patient satisfaction (e.g., care

coordination/continuity, provider knowledge)

+ Value of timely, collaborative discussions
« Barriers to discussing reproductive goals (e.g,,

patient-provider relationship)

+ Information on medication use and safety pre-

conception and during pregnancy

« Role of trust in patient-provider relationship

« Approaches to compassionate patient

communication

« Value of provider knowledge about IA and

reproductive care

+ Rheumatologists' role in reproductive care
« Role of interdisciplinary collaboration

Desiring more guidance - Challenges of clinical decision-making and pa-

Fearing negative
outcomes

tient counseling for pregnancy

« Need for increased knowledge about IA,

pregnancy, and motherhood among
healthcare providers

« Impact of rheumatologists’ fear of managing

high-risk pregnancies on patient-provider
relationship

Women's experiences varied widely, but most felt
that there was a lack of well-coordinated multi-
disciplinary management between different second-
ary care departments, as well as primary care, and
this could undermine women's trust.

‘'ve always been the go between, the departments
do not really talk to each other and I've many a
time been in a position when |, I've said to either
my GP [general practitioner] or my consultant you
have lied to us because you are both telling me
different things.’

‘It's confusing — the doctors from haematology told
me that chloroquine is not safe for the pregnancy, |
must stop it. At rheumatology the doctors said it's
OK for the baby. At haematology they told me that |
must stop breastfeeding her because | must go back
to the medication.’

Most women, regardless of education level or socio-
economic status, reported feeling intimidated by
their rheumatologist and therefore hesitant to speak
up about their true pregnancy desires.

Younger women described feeling that they needed
to get the doctor's permission if they wanted to
embark on a pregnancy.

Focus group participants also expressed trust in
their rheumatologist, but regularly sought additional
sources of information (primarily from online
sources) in order to make informed treatment
decisions.

Good communication, clear advice, being open to
questions, compassion, kindness, understanding,
encouragement, and honesty from health
professionals were viewed as being important
aspects of care.

All rheumatologists expressed a sense of
responsibility to provide some aspects of [family
planning counseling and reproductive health care]
to female patients of reproductive age. When asked
how they defined [family planning counseling and
reproductive health care], rheumatologists’
definitions unanimously centred on clarifying
women'’s pregnancy intentions and timing,
educating patients about the associations between
their diseases and pregnancy, and optimizing
women'’s health and anti-rheumatic drug regimens
in anticipation of pregnancy.

‘There is a tendency to say, “well, somebody else will
talk to [patients] about contraception, somebody
else will talk to them about family planning””
Rheumatologists consistently expressed that they
wanted access to consensus guidelines that gave
them clear recommendations for managing diseases
and anti-rheumatic drugs for women before, during,
after pregnancy, and through lactation.

We suspect that these knowledge gaps and the
rheumatologists’ lack of confidence in drug safety
make it difficult for them to discuss medication use
in pregnancy with their patients in a way that
would encourage a woman to take the medication.

Most rheumatologists could recall at least one
pregnancy conceived on a teratogenic medication
or during a period of high disease activity. Some
were afraid of managing this complicated situation
and having little control of the outcome: “That's part
of the fear, | think ... They come in crashing, and

[25]
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Table 3 Topics covered and illustrative text excerpts for descriptive themes (Continued)

Analytic theme Descriptive theme

Topics covered

Example quotations Ref.

Having time restrictions

Interacting with
patients

Discussing pregnancy
planning

Providing counseling
and managing
medication use

Building the patient-
provider relationships

Coordinating
patient care with
other providers

Collaborating on
patient care planning

Providing support
services

« Impact of time restrictions on reproductive

care provision

« Engaging patients in reproductive health

discussions

« Importance of understanding patients’

pregnancy intentions

« Factors facilitating pregnancy planning

discussions

+ Approaches to reproductive care and perinatal

medication use counseling

+ Challenges managing IA pregnancies and

providing medication information

+ Challenges building patient-provider

relationships

+ Role of patient trust in adherence to medical

advice

« Value of multi-disciplinary collaboration
« Barriers to patient care coordination

+ Role of tailored support services for IA (e.g.,

pre-conception counseling, social/

then it's like you are responsible, and you are not
sure that you are going to be able to fix that

Most rheumatologists expressed that competing [25]
priorities during clinic visits limited their ability to
provide [family planning counseling and
reproductive health care]. As one rheumatologist
stated, ‘[There is] pressure to see patients in the
shortest amount of time... | focus on things that
only I as a rheumatologist could focus on— the
disease process... there is a tendency to say, “Well,
somebody else will talk to [patients] about
contraception, somebody else will talk to them
about family planning.”

As one rheumatologist stated, ‘When you asked me  [25]
about how many pregnant patients that | have had,
despite the fact that | feel pretty comfortable

discussing contraception, my heart did skip a beat.

And | thought, you know, it's not one of the most
pleasant things to deal with in my practice. And it's
because of the fear. There is a fear that, what if
something goes wrong?... I think that we are all

always concerned that anything could happen,
something could go wrong...'

Another rheumatologist noted the importance of [26]
bringing up the topic of pregnancy to aide in

pregnancy planning, saying, 'If you do not bring it

up, they'll just get pregnant.’

Some rheumatologists use a different approach to [26]
discuss medication use in pregnancy that appealed
to the patient’s desire for a healthy baby. These
rheumatologists discussed medication use in
pregnancy as a benefit to the baby, not primarily
the mother:

‘| think they care more about the baby’s health than
their own, so if | show them that there’s data that
the baby actually has better outcomes in pregnancy
if they are on the [medication], then they are more
willing to do it. But if you say, “You're gonna do
better,” then they are not as convinced. So you have
to convince them that it's better for the baby.’

Another rheumatologist described how feelings of ~ [25]
fear and anxiety fractured the relationship with a
newly pregnant patient, 'l think | wasn't able to
build up a very good physician-patient relationship,
because | think that | got so scared that | kind of
blurted out all the data for every single one of the
drugs that we were talking about. | think that kind
of scared her [patient]. She did not follow up very
well... the pregnancy went well, but she never
really did the follow-up as well as she should, and |
felt it was because she wasn't trusting my
judgment.

One rheumatologist described the patient dilemma  [26]
when receiving care for their disease during

pregnancy as, ‘does this person want to hurt me

and my baby, or do they want to help me and the

baby?’

As one rheumatologist described: ‘Rheumatology [25]
and OB-GYN [obstetrics-gynaecology], it should be a
collaboration. | do not think it's reasonable to expect
family practitioners [to manage reproductive care]

when they manage so many diseases and so many
medications.’

‘It's actually getting everybody that might need to [5]
be involved to see it in a more holistic way.’

Health professionals also felt that it was important [5]
to consider the specific support needs of women
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Table 3 Topics covered and illustrative text excerpts for descriptive themes (Continued)

Analytic theme Descriptive theme Topics covered

Example quotations Ref.

psychological supports)

with [autoimmune rheumatic diseases].

‘I'm just thinking about the, there’s very specific
anxiety and concerns that come for these women in
the context of their parenting role having a chronic
sort of autoimmune disorder.’

consequences of changing or discontinuing medications
on disease activity and subsequent medication efficacy
[4, 5, 20, 29], alternative or adjunct (e.g. folic acid sup-
plementation) therapies [4, 29], and lifestyle modifica-
tions [4, 29]. Factors influencing medication decisions
included concerns about medication impacts on foetal
development [29] and medication discontinuation on
disease management and pregnancy [20, 27] as well as
desiring to experience pregnancy [26] and breastfeeding
[5, 20]. Sources of medication information comprised
healthcare providers, including rheumatologists, nurses,
and pharmacists [4, 26, 27, 29], as well as online
sources [26, 29]. Patients indicated desiring more deci-
sional support related to medication use, particularly
guidance from providers [4, 5].

Patients recounted needing to prepare for pregnancy
and parenthood, including timing conception, making
medication adjustments, achieving low disease activity,
and recognizing potential complications (e.g., miscarriage)
[5, 16, 20, 27, 29, 30]. Patients also identified needing to
prepare for parenting while managing post-partum flares
and establishing support systems that include family
members and mothers with similar experiences [5, 20, 29].

Many patients described having to balance prioritizing
the needs of mother and child [4, 20, 24, 26, 28-30].
Patients shared grappling with trade-offs between their
desires to become pregnant and breastfeed and to avoid
potential harms from medication use, disease flares, and
permanent joint damage [4, 26, 29]. They reported self-
advocacy was instrumental to realizing their reproduct-
ive goals [4, 28-30].

Experiencing pregnancy and parenthood

Patients’ experiences of pregnancy and early parenthood
were intertwined with their disease management, expect-
ation of pregnancy and parenting, and ability to access
support, which was captured by 5 descriptive themes in
16 studies [4, 5, 13-15, 17-21, 24, 26-30].

Patients reported challenges when trying to conceive
related to fertility, disease activity, and pressure to
conceive quickly after discontinuing certain medications
[13, 15, 18-20, 28, 30]. These were noted to be sources
of stress, fear, and emotional hardship [18, 20, 28, 30].
Some patients felt they needed permission from their
provider to conceive [19, 28]. Many reported experiencing

disease activity during pregnancy and post-partum, de-
scribing worsening symptoms, limitations preforming daily
tasks, requiring support from caregivers, and experiencing
pregnancy complications and hospitalization [4, 13-15, 20,
27, 29, 30]. For some, these hardships impeded their ability
to work and posed financial challenges [20, 29]. While
some patients resolved not to take medications perinatally
despite experiencing disease-related challenges [14, 29],
others described needing to use medications due to disease
severity or worsening symptoms [4, 20, 29]. Some patients
experienced disease remission during pregnancy [14, 20,
29]. Several patients who restarted medications post-
partum found they were no longer effective and had to
seek new therapies [20].

Patients described experiencing the impacts of disease
on ability to be a mother, which included navigating pain
and fatigue, difficulty physically caring for children, and
being unable to breastfeed due to physical limitations or
medications used for post-partum flares [5, 14, 15, 17,
20, 21, 24, 28, 29]. Patients reported making adjustments
to accommodate for personal disability [5, 13-15, 20, 24,
29]. Parenting strategies included choosing to stay at
home or arranging flexible work hours, prioritizing rest
and self-care, planning family activities requiring limited
physical activity, and teaching children to self-sooth [14,
20, 24, 29]. Some patients reported pride in raising highly
independent children, although this was also a source of
guilt [14, 20]. Ultimately, patients reported needing sup-
port for the practical and physical demands of pregnancy
and parenthood [5, 13, 14, 17, 20, 21, 26, 29]. Many
depended on support enlisted from extended family, while
others received limited assistance [5, 13, 14, 17, 20, 21,
29]. Additionally, patients valued emotional and peer sup-
port from online communities [5, 26, 29].

Navigating caregiving with chronic disease

Reproductive uncertainty related to IA placed a heavy
burden on patients’ emotional and psychological well-
being. We identified 5 descriptive themes about the im-
pacts of being a caregiver with a chronic debilitating
disease in 17 studies [4, 5, 13-20, 23, 24, 26—30].

Many patients reported worrying about unknown effects
of disease on pregnancy and parenting [4, 5, 13, 15-18, 20,
23, 24, 27-30]. Patients struggled with uncertainty related
to managing their disease activity during pregnancy and
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Relationships between themes

Relationships between categories
across and within themes

Provider Perspective

Theme 6 PROVIDING REPRODUCTIVE HEALTHCARE
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Provider Perspective
Theme 8 COORDINATING PATIENT CARE WITH OTHER PROVIDERS

2. Desiring more guidance
3. Fearing negative outcomes
4. Having time restrictions

Patient Perspective

1. Trying to conceive

4

H
v

4. Making adjustments

5. Needing support

Theme 2 EXPERIENCING PREGNANCY & PARENTHOOD

2. Experiencing disease activity during pregnancy and post-partum
3. Experiencing the impacts of disease on ability to be a mother

Provider Perspective
Theme 7 INTERACTING WITH PATIENTS
1. Discussing pregnancy planning
2. Providing counseling and managing medication use

4

3. Building patient-provider relationships

1. Collaborating on patient care planning
2. Providing support services

Patient Perspective
Theme 5 INTERACTING WITH HEALTHCARE PROVIDERS

1. Receiving care from several providers

2. Discussing pregnancy planning
3. Seeking and receiving information
4
H
v

4. Requiring compassionate and holistic care

Patient Perspective
Theme 1 MAKING DECISIONS ABOUT PLANNING & EXPERIENCING PREGNANCY

1. Making decisions about becoming pregnant
2. Making decisions about using medications

«-——->

4. Needing to prepare for pregnancy and parenthood
5. Prioritizing the needs of mother and child

3. Making decisions about breastfeeding

Patient Perspective
Theme 3 NAVIGATING CAREGIVING WITH CHRONIC DISEASE

1. Worrying about unknown effects of disease on pregnancy and parenting
2. Struggling to cope with personal limitations
3. Facing judgement from self and others

4

A4
4. Finding value in motherhood

Patient Perspective
Theme 4 SEEKING INFORMATION & RESOURCES FOR PREGNANCY PLANNING
1. Encountering poor understanding of disease

2. Seeking high quality, timely, consistent , and accessible information
3. Seeking support strategies and services

5. Creating a self-identity beyond their disease

4. Learning from peers with similar experiences

delivery (Theme 5 and 6)

Fig. 2 Thematic map of identified analytical and descriptive themes of patient and healthcare provider perspectives. Legend: Making decisions
about planning and experiencing pregnancy (Theme 1) is related to experiences of pregnancy and parenting, which are shaped by patients’
disease experience, ability to make adjustments, and secure support (Theme 2). Together these impact pregnancy and parenting with chronic
disease (Theme 3). Psychological hardships (Theme 3) are counteracted by expanding individual identity and disease knowledge (Theme 4).
Collectively, Themes 1 and 4 influence patient-provider interactions (Theme 5). Providers' knowledge, fears, and priorities (Theme 6) shape
patients’ interactions (Theme 7) and care experiences (Theme 5). Multi-disciplinary care coordination (Theme 8) facilitated reproductive care

post-partum [4, 15, 16, 20, 28-30]. They shared concerns
about fertility [5, 18, 28, 30], timing conception [5, 20],
passing their disease to their children [5, 13, 16-18, 23,
30], experiencing pregnancy complications [5, 17, 18, 27,
28, 30] or disease progression [5, 18, 20, 24], causing foetal
harm with medication use [18, 20, 29], and being unable
to meet their parental responsibilities (e.g., taking care of
children, financially providing for family) [5, 16, 18-20,
29]. Accordingly, patients described the emotional impacts
of struggling to cope with personal limitations related to
their disease [4, 5, 15, 19, 20, 24, 28-30]. Patients felt
isolated, anxious, frustrated, beaten down, and useless
[4, 5, 15, 18, 20, 28-30] as well as restricted in their
ability to meet their reproductive goals [18, 30].

Patients described facing judgement from self and
others [4, 14-16, 20, 24, 26, 28, 30]. They associated
stigma with their disease, describing IA as an ‘invisible
disability’ [24]. They recounted feeling guilty for requir-
ing help at home and accommodations at work, as well
as their children having to develop independence at an
early age [15, 16, 20, 24]. Patients shared experiencing
judgement and lack of understanding from healthcare
professionals regarding their pregnancy intentions,
medication decisions, and uptake of medical advice
[4, 14, 26] as well as members of their community
regarding their ability to become pregnant and fulfil
their parental responsibilities [15, 28, 30].

Despite challenges, patients described finding value in
motherhood as a driving force for pursing pregnancy and
their children as a source of purpose and motivation
[5, 15, 20, 24, 28, 29]. Additionally, they depicted cre-
ating a self-identity beyond their disease as a parent,
caregiver, and employee [5, 13, 15, 20, 24]. Patients
who had children wanted to be seen as ‘normal parents
[5, 15], while those who perceived parenthood was not in
their best interest found other goals to pursue [20].

Seeking information and resources for pregnancy planning
Regarding knowledge gaps concerning pregnancy plan-
ning with IA, we identified 4 descriptive themes related
to seeking information about pregnancy planning and
disease management in 11 studies [4, 5, 13-15, 20, 23,
26, 28-30].

Patients reported encountering poor understanding of
disease personally and from their family, community
members, and public agencies providing support resources
[4, 14, 20, 28, 30]. Patients voiced feeling uninformed and
receiving limited information about pregnancy and disease
management from healthcare providers [4, 5, 15, 20, 30].
Overwhelmingly, patients shared challenges when seeking
high quality, timely, consistent, and accessible information
about perinatal disease management [4, 5, 15, 23, 26, 29,
30], emphasizing the importance of specific and tailored in-
formation given maternal stage and health literacy [4, 5, 23,
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29]. Prior to pregnancy, patients wanted to receive informa-
tion about disease heredity, fertility, pregnancy planning,
pregnancy complications, perinatal disease management
(e.g., medication use and discontinuation), birth choices
(e.g., natural birth, caesarean), and breastfeeding [4, 5, 15,
23, 29]. Additionally, patients emphasized wanting informa-
tion and support for early parenting related to pain and
mobility, including practical strategies for adjusting to daily
challenges [4, 5, 23]. Most reported seeking written infor-
mation that can be accessed electronically [4, 15, 26, 29].
They also identified needing information addressing pre-
vailing misconceptions about IA to be available for family,
friends, employers, and public agencies [4, 5, 30].

Relatedly, patients described seeking support strategies
and services [4, 5, 13, 14, 23, 29]. Patients emphasized
wanting more avenues for emotional support, including
counseling and peer support groups, for addressing
feelings of uncertainty and isolation [4, 5, 14, 29]. Pa-
tients depicted the role of practical support services,
such as social workers, nurses, and hired help, for assist-
ing in household tasks, childcare, and activities of daily
living [4, 5, 13, 14, 23]. Patients also described seeking
practical strategies for minimizing pain and fatigue when
caring for a baby (e.g., bathing, dressing, and feeding
tasks) and information about assistive devices [4, 5, 14].
Barriers to accessing support were regional variability of
available services, travel requirements for specialized ser-
vices, existing services not accounting for the needs of
patients with IA (e.g., perinatal classes that are physically
strenuous), and receiving continuity of care [5].

Finally, patients expressed valuing learning from peers
with similar experiences through shared personal con-
cerns, experiences, and advice [4, 5, 23, 26, 29]. Patients
were interested in pragmatic information and resources
used by peers and further identified peers as sources
of emotional support and motivation [4, 23, 29]. The
majority of patients participated in online forums or
support groups [5, 26, 29].

Interacting with healthcare providers

We identified 4 descriptive themes in 9 studies related
to patients’ experiences interacting with healthcare
providers [4, 5, 14, 15, 20, 26, 28-30].

Patients discussed their experiences receiving care from
several providers, including rheumatologists, primary
care physicians, obstetricians, counselors, physiothera-
pists, occupational therapists, midwives, and pharmacists
[4, 5, 20, 29, 30]. They valued receiving care from a
multi-disciplinary team when possible [5, 29]. Patients
who reported dissatisfaction with their care team men-
tioned issues of inadequate care coordination, a lack of
care continuity, and a high frequency of appointments
[5]. Some described receiving advice and encountering
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judgement from allied health professionals with poor
disease understanding [4, 5, 14, 30].

Patients also shared diverse experiences discussing
pregnancy planning with their providers [4, 5, 14, 15, 20,
26, 29]. They emphasised desiring timely and collabora-
tive conversations about pregnancy planning [5, 15, 26].
Patients who reported positive patient-provider relation-
ships shared establishing a plan for when they decide to
start trying to conceive [29]. Those who reported con-
cerns discussing their reproductive goals with providers
shared feeling intimidated, fearing judgement, wanting
to avoid confrontation, and not receiving support for be-
coming pregnant [5, 14, 15, 26, 29].

Nevertheless, patients turned to their healthcare pro-
viders when seeking and receiving information about
pregnancy planning [4, 5, 15, 26, 29, 30]. Information
from providers predominantly pertained to medication
use and safety pre-conception and during pregnancy
[29]. Rheumatologists were identified as the primary
source of medical information, although some patients
also obtained information from online sources, including
forums and social media [4]. Trust in their provider in-
fluenced whether patients decided to follow providers’
recommendations or seek information from other
sources [4, 26]. Factors influencing provider trust in-
cluded the amount of information shared about preg-
nancy with IA, the consistency of information received
from their healthcare team, their information prefer-
ences, and the provider’s confidence as perceived by the
patient [4, 5, 30].

Overwhelmingly, patients indicated requiring compas-
sionate and holistic care from providers [5, 14, 15, 28,
29]. Patients valued providers who were educated in
their disease, particularly relating to reproductive care,
supported their health and reproductive goals, and pro-
vided proactive care based on their individual patient
needs beyond medication use [5, 14, 15, 28, 29].

Provider perspective
Providing reproductive health care
Reproductive care provision was influenced by the pro-
vider’s perceived professional responsibility for meeting
their patients’ reproductive goals, their fears of responsi-
bility for negative outcomes, and their capacity to incorp-
orate reproductive care into their practice. We identified 4
descriptive themes related to the provider’s perspective of
delivering reproductive care in 4 studies [4, 5, 25, 26].
Providers, primarily rheumatologists, discussed under-
standing their professional responsibility [5, 25]. Overall,
rheumatologists believed providing some reproductive
care was within their professional responsibility, including
clarifying pregnancy intentions, educating patients about
pregnancy with IA, and optimizing patient’s medication
and disease management in anticipation of pregnancy
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[25]. This definition did not include contraception or
abortion care [25]. While rheumatologists recognized it
was their responsibility to ensure reproductive age pa-
tients on teratogenic medications were using contracep-
tion, they focused on managing their disease [25]. They
preferred that primary care physicians or gynaecologists
prescribe contraceptives [25]. Generally, providers agreed
pre-conception counseling was necessary for patients with
IA; however, they were unclear about which profession
should provide this service [5].

Providers emphasised desiring more guidance for
providing reproductive care [5, 25, 26]. Rheumatologists
reported that clinical decision-making and patient coun-
seling was challenging given gaps in clinician knowledge
about medication safety in pregnancy [26]. They consist-
ently expressed wanting consensus guidelines with clear
recommendations for managing diseases and medication
use for patients before, during, and after pregnancy and
for breastfeeding [25]. Both providers and patients rec-
ognized the need for increased awareness of IA and its
impact on pregnancy and motherhood among healthcare
providers caring for IA patients [5].

Notably, rheumatologists described the impacts of
fearing negative outcomes on their patients [25, 26].
Most rheumatologists described experiencing tension
between respecting patients’ autonomy to become preg-
nant and fear of managing high-risk pregnancies and
having limited control of pregnancy outcomes [25, 26].
Many had difficulty understanding why patients chose to
pursue pregnancy given their risk of complications [26].
Some rheumatologists recognized their own fear may
influence how they counsel patients [25]. Additionally,
having time restrictions was reported as a barrier to pro-
viding reproductive care [4, 25, 26].

Interacting with patients

Providers’ experiences interacting with patients were
influenced by their abilities to hold space for patient’s
desires amidst their personal beliefs, to harness trust,
and to engage patients in discussions about reproductive
health, which was captured by 3 descriptive themes in 3
studies [5, 25, 26].

Providers shared their experiences discussing preg-
nancy planning with their patients [5, 25, 26]. Some
rheumatologists recognized they may overestimate the
magnitude of pregnancy risks and that their caution may
discourage patients from discussing their reproductive
goals and place undue pressure on patients to avoid
pregnancy [25]. As pregnancy needs to be planned care-
fully with IA, rheumatologists acknowledged the import-
ance of being aware of patients’ pregnancy intentions and
usually respected their patients’ autonomy to pursue preg-
nancy [5, 25, 26]. Factors facilitating pregnancy planning
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discussions included patient initiation, reproductive de-
cisiveness, and having a female provider [25, 26].

Providers also discussed providing counseling and
managing medication use [5, 25, 26]. Rheumatologists
felt most comfortable discussing medications for perinatal
disease management [25]. Some recommend pre-natal
folic acid supplementation; however, most felt uncomfort-
able prescribing contraceptives [25]. Providers described
medically ill-timed pregnancies (i.e., conception while tak-
ing a teratogenic medication or experiencing high disease
activity) and medication non-adherence during pregnancy
as dilemmas in care [26]. Noted challenges of providing
medication information were communicating medication
risk to patients, knowledge gaps about medication safety
in pregnancy, and confidence in available data [25, 26].
Given the recognized desire to avoid foetal harm among
patients, some rheumatologists noted the value of framing
discussions about medication use as a benefit to both
mother and baby [26]. Overall, providers underlined need-
ing to offer patients pre-conception counseling and timely
high quality written information for pre-conception, preg-
nancy, and post-partum [5].

Finally, providers discussed challenges of building
patient-provider relationships [5, 25, 26]. Several rheuma-
tologists acknowledged that a ‘gloom and doom’ approach
towards pregnancy planning diminished patient trust
[25, 26]. Trust was recognized to contribute to pa-
tient adherence to medical advice [26]. Distrust of the
medical community was noted to persist in marginal-
ized communities [26].

Coordinating patient care with other providers
We identified 2 descriptive themes related to coordinat-
ing patient care in 3 studies [5, 25, 26].

Providers, like patients, recognized the value of collabor-
ating on patient care planning with a multi-disciplinary
team, including obstetrician-gynaecologists, nurses, mid-
wives, and occupational therapists [5, 25, 26]. Key barriers
to patient care coordination included limited communica-
tion between providers and regional infrastructure for
specialized multi-disciplinary teams, leading to un-
necessary lab testing and inconsistent medication
recommendations [5, 26].

Moreover, providers recognized the need for providing
support services and tailored care to IA patients [5, 25].
Identified services included pre-conception counseling,
social and psychological supports for the emotional im-
pacts of high-risk pregnancy and parenting with IA, and
social support for the practical challenges of pregnancy
and early parenting [5, 25].

Discussion
We thematically synthesized 20 qualitative studies on
the pregnancy and early parenting experiences of 368
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patients with IA and 51 providers. Our conceptual
model illuminates the complex relationships between pa-
tient and provider perspectives about reproductive care
provision, patients’ experiences of IA and pregnancy,
and patients’ processes for seeking information and
making reproductive decisions. Our analysis suggests
how informed patients felt, how well their IA was man-
aged, and how capable they were of accessing support
informed the acceptability of their pregnancy and early
parenting experiences.

For providers, our results illuminate the necessity of
collaborative, comprehensive, and patient-centred ap-
proaches to delivering reproductive care. There is room
for improving how providers build trust, support patients’
reproductive goals and expectations, and collaborate in
making decisions, while in turn building their professional
confidence in reproductive care provision to patients with
IA [5, 14, 15, 25, 26, 28, 29]. Moreover, patients would
benefit from comprehensive care beyond medication use
for IA through multi-disciplinary care coordination of
their healthcare team, connecting to peers with similar
experiences, and receiving referrals to psychological and
social services and resources [4, 5, 14, 25, 26, 29].

For patients, our review highlights measures within
a patient’s control with the potential to improve their
reproductive care experience. It is important that pa-
tients have conversations with their providers about
pregnancy planning early to reduce potential hard-
ships related to achieving low disease activity pre-
conception, timing pregnancy, making medication ad-
justments, and preparing for potential complications
[5, 20, 29]. As such, patients must feel comfortable
discussing pregnancy planning and their pregnancy
intentions with providers. When seeking a referral for
alternative or additional support, patients may con-
sider asking potential providers about their knowledge
and experience providing reproductive care to patients
with IA. Beyond clinical disease management, patients
may benefit from practical and emotional support ser-
vices to mitigate the personal impacts of pregnancy
and parenting with IA [5, 25].

It is important to contextualize our review with the
release of perinatal guidelines for medication use in
IA in 2016 and 2020 [31-34]. We included articles
published from 2006 to 2020. Studies specifically ex-
ploring pregnancy [4, 5, 20, 25, 26, 29, 30], as op-
posed to parenting with IA, first appeared in 2012
with the majority published between 2018 and 2020.
This included few studies (# =3) on the provider per-
spective [5, 25, 26], which depicted the need for pro-
fessional guidance for rheumatologists providing
reproductive care, including recommendations for
managing perinatal disease activity and medication
use, despite the release of aforementioned guidelines.
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Strengths and limitations of our review warrant discus-
sion. We developed and employed a comprehensive search
with research librarians to capture published studies report-
ing on pregnancy and early parenting among female pa-
tients with IA. We used established methods for evaluating
reporting of qualitative studies and synthesizing qualitative
results [9, 11, 12], which provided transparency of our data
analysis and interpretation processes. An inductive ap-
proach ensured themes were derived from the data and
two authors reviewed the coding framework and thematic
synthesis to enhance the credibility of findings. Some stud-
ies provided limited participant demographic information,
which may affect the adaptability of our results. It is also
possible that the identification of relevant studies was lim-
ited by publication bias; however, as qualitative synthesis
aims to provide interpretive explanation rather than predic-
tions, sampling is meant to be purposive as opposed to
exhaustive [12, 35]. Finally, our analysis was limited by the
scope of research in this area, which to-date has not
extensively explored the intersectional influences of
gender and race on patient’s reproductive experiences
or their experiences managing contraception and ter-
minating pregnancies.

Our review provides a conceptional understanding of
the reproductive care experiences of female patients with
IA and their providers. It is critical for providers to
recognize the toll of uncertainty felt by patients ‘walking
into the unknown’ of navigating pregnancy and early
parenthood. Enhancing the degree of support felt by in-
dividuals with IA by engaging in open conversations
about pregnancy planning and shared decision-making
may empower patients and strengthen patient-provider
relationships. Interventions focused on facilitating access
to reliable and timely information and practical and
emotional support may help lessen the personal impacts
of pregnancy planning and parenting with IA.
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