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ABSTRACT

Objectives To explore the experiences and perspectives
of female patients with autoimmune rheumatic diseases
(ARDs) regarding sexual and reproductive health, including
contraception, family planning, and pregnancy.

Design Qualitative descriptive study using semi-
structured interviews.

Setting Specialised rheumatology clinic in a tertiary
hospital in Monterrey, Mexico.

Participants 21 female patients aged 18—49 with a
confirmed ARD diagnosis who were receiving care at

the clinic. Participants were selected using convenience
sampling, ensuring diversity in age, disease type and
stage, socio-economic and cultural background, sexuality
and disability status. All participants completed the study.
Results Four main themes emerged from the analysis.
First, participants expressed confusion and concern about
the safety and effectiveness of contraceptive methods in
the context of their disease and treatment. Second, many
participants shared anxiety about infertility, heredity and
the risks of pregnancy associated with their ARDs, leading
to uncertainty in pregnancy planning. Third, there was
concern about the safety of medications during pregnancy
and breastfeeding, indicating a lack of guidance and
information from healthcare providers. Lastly, patients
often deferred decision-making about contraception

and medication to their rheumatologists but recognised
the importance of a multidisciplinary care approach

for comprehensive sexual and reproductive health
management.

Conclusions The study revealed that women with ARDs
experience significant challenges and unmet needs
related to sexual and reproductive health, particularly in
understanding safe contraception, pregnancy planning
and medication use during pregnancy and lactation.
These findings emphasise the need for rheumatologists to
provide clearer guidance on these issues and collaborate
closely with gynaecologists and other specialists to
ensure comprehensive, patient-centred care. Enhancing
communication and education strategies in rheumatology
consultations could address these gaps and improve the
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study used a qualitative approach, allowing for
a detailed exploration of the perspectives and ex-
periences of women with autoimmune rheumatic
diseases (ARDs) regarding sexual and reproductive
health.

= This study highlights the concerns about heredity as
a relevant aspect impacting the well-being of pa-
tients with ARDs who want to plan a pregnancy.

= The inclusion of a diverse group of participants
across various dimensions enhanced the richness
of the data and made the findings applicable to a
broader range of patients with ARDs.

= The study was conducted in a specialised rheuma-
tology clinic, which might limit the generalisability
of the findings to patients in different healthcare
settings; however, it provides valuable insights into
patients receiving specialised care.

= The analysis was performed using rigorous thematic
analysis techniques, ensuring that the results were
systematically interpreted and validated by multiple

researchers.

sexual and reproductive health outcomes and decision-
making processes of women with ARDs.

INTRODUCTION

Autoimmune rheumatic diseases (ARDs)
mainly affect female patients of reproductive
age. Importantly, ARDs can increase the risk
of complications during pregnancy or even
cause a reduction in fertility during periods
of disease activity.' As such, topics related
to sexual and reproductive health, family
planning and high-risk pregnancy manage-
ment should be prioritised during the rheu-
matology consultation to encourage shared
decision-making.*
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In recent years, the rheumatology consultation has
begun incorporating sexual and reproductive health
counselling. In Mexico, a recent study’® found that
28.9% of patients with ARDs did not use any contracep-
tive method, despite 71% being sexually active. Finally,
patients conveyed little to no counselling about contra-
ception from their managing rheumatologist.*

Wolgemuth et al conducted a qualitative study with
women with ARDs in the USA, who reported wishing
that rheumatologists initiated conversations about sexual
and reproductive health and that they provided infor-
mation about any risks to the fetus related to the disease
or medication.” This study highlights the importance of
communication and follow-up of sexual and reproductive
health during the rheumatology consultation. Similarly,
a qualitative study done in Brazil highlights the lack of
use or improper use of contraceptive methods among
women with systemic lupus erythematosus (SLE), which
reflects an important limitation in the care of this group
of patients.”

Overall, people with ARDs have unmet information
and support needs regarding sexual and reproductive
health, including the lack of a multidisciplinary approach
to care.”

Considering the above, this study aims to describe and
analyse the experiences surrounding, and information
about, the sexual and reproductive health of patients with
ARDs in Mexico, using a qualitative approach. This study
was conducted in a specialised rheumatology clinic in a
tertiary hospital, which offers a unique opportunity to
explore the experiences and perspectives of women with
ARDs regarding sexual and reproductive health, as they
receive care in a multidisciplinary environment.”

METHODS

Study design

This was a qualitative descriptive study using semistruc-
tured interviews,” '’ in order to gain an in-depth under-
standing of the experiences, perspectives, knowledge,
attitudes and concerns of patients with ARDs in relation
to their sexual and reproductive health.

Study setting

The study was conducted at a specialised rheumatology
clinic in a tertiary hospital in Monterrey, Mexico. This
clinic provides comprehensive care for patients with
ARDs, including sexual and reproductive health counsel-
ling, and serves a diverse patient population with varying
socio-economic backgrounds.

Sample and study population
We recruited 21 female patients aged 18-49 with a
confirmed diagnosis of an ARD, including RA, SLE and
spondyloarthritis.

Participants were recruited from a specialised repro-
ductive health and pregnancy clinic that focuses on the
unique needs of patients with ARDs. This clinic employs a

multidisciplinary-care model'" incorporating rheumatol-
ogists, obstetricians, psychologists, genetic counsellors, a
paediatrician and social workers. The clinic is structured
into three stages: preconception, prenatal and postnatal
care. Access to the clinic is facilitated through referrals
from the Rheumatology, and Obstetrics and Gynecology
Departments. Notably, the services provided at this clinic
are offered free of charge, alleviating financial burdens
and enhancing access to essential care.

Convenience sampling was used to ensure a diverse
representation in age, disease type and stage, socio-
economic and cultural background, sexuality and
disability status. Inclusion criteria included being of
reproductive age, having an ARD diagnosis for at least
6months and being willing to participate in an in-depth
interview. Patients with cognitive impairments or severe
psychiatric conditions that could affect their ability to
participate were excluded.

Data collection

Semistructured interviews were conducted from June
2022 to December 2022, each lasting from 45 to 60 min
interviews.”'” Depending on the participant’s preference,
interviews took place either in a private setting within
the clinic or virtually via a secure video conferencing
platform. The interviews were conducted by a clinical
psychologist and a social worker, both experienced in
qualitative research. As part of the healthcare team at
the clinic, the interviewers were previously known to
the participants. However, interviewers reiterated their
position, background, and previous research experience
before each interview.

An interview guide (online supplemental file 1) was
carefully developed in consultation with researchers and
patient experts (two rheumatologists, two patients with
ARDs, a psychologist, a medical anthropologist and a
social worker), based on their experience in reproductive
healthcare and non-systematic reviews of the literature.
The guide was subsequently validated through a pilot
test with a subset of the participants. It encompassed key
topics such as contraceptive methods, pregnancy plan-
ning, medication use during pregnancy and lactation,
and decision-making related to sexual and reproductive
health. All interviews were audio-recorded and tran-
scribed verbatim for thorough analysis. Interviews were
conducted in Spanish.

Data analysis

Thematic analysis of the interviews was performed,
following Braun and Clarke’s framework: familiarisa-
tion with the data, generation of initial codes, search
for themes, review of themes, definition and naming of
themes and writing of results.'”® Transcripts were inde-
pendently coded by fourresearchers (CMS-T, LP-B, AYL-N,
IP-B), three of whom were women (rheumatologists and
a medical anthropologist) and one man (internal medi-
cine resident). Each researcher summarised their coding
in a table with representative quotes for each theme.
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Table 1 Participant characteristics
n=21
Mean age (range) 28 years (20-36)
Schooling
Primary 1 (4.8%)
Secondary 7 (33.3%)
High school or vocational school 4 (19.0%)
Undergraduate 9 (42.9%)
Marital status
Married 8 (38.1%)
Domestic partnership 7 (33.3%)
Single 6 (28.6%)
Family planning
Desire to bear children 8 (38.0%)
Pregnant 7 (33.3%)
Post-partum 3 (14.3%)

Autoimmune rheumatic diagnosis
Rheumatoid arthritis 10 (47.6%)
10 (47.6%)

1 (4.8%)

Systemic lupus erythematosus
Mixed connective tissue disease

Group meetings were held to discuss discrepancies, reach
a consensus on interpretations and finalise the themes.
The ATLAS.ti software was used to assist with data organ-
isation and coding. Data saturation was reached when
no new themes or information emerged from the inter-
Views,lg; this occurred after 18 interviews and any addi-

tional interviews were unlikely to provide further insights.

Patient and public involvement

Patients were actively involved in the development and
validation of the interview guide. A group of five patients
provided feedback on the clarity, relevance and compre-
hensiveness of the questions. Additionally, a subgroup of
participants reviewed the preliminary findings to confirm
that the themes accurately reflected their experiences,
perspectives and concerns. This feedback was incor-
porated into the final analysis, ensuring that the study
results were patient-centred and grounded in the real-
world experiences of women with ARDs.

RESULTS

We interviewed 21 female patients of reproductive age
diagnosed with ARDs (table 1). We identified four main
themes, each with various subthemes, as follows.

Theme 1: contraceptive methods

Participants knew several contraceptive methods but
reported doubts about their suitability, effectiveness and
safety in the context of ARDs. Many participants relied
on non-medical sources for information, such as family
members, friends, online forums, social media and other

patients with similar conditions, rather than seeking guid-
ance from their healthcare providers. The most common
concern was the potential interaction between ARD medi-
cations and different contraceptive methods, as well as
concerns about the possible impact on fertility (table 2).

Theme 2: considerations for reproductive health and
pregnancy planning

Participants expressed uncertainty regarding reproduc-
tive health, often feeling that they lacked the necessary
information to make informed decisions. The impact of
ARDs on pregnancy, concerns about heredity and fears of
infertility were recurring issues. Many participants voiced
concerns about the impact of their condition on their
ability to conceive and carry a pregnancy to term. Addi-
tionally, they expressed anxiety about passing on their
condition to their children, although they often felt ill-
informed about the actual risks involved (table 3).

Theme 3: care and medications during pregnancy and
lactation

Participants discussed the need for specialised care
during pregnancy and lactation, noting that the pres-
ence of ARDs made this period particularly challenging.
They reported feeling anxious about medication safety
and potential side effects during pregnancy and breast-
feeding, expressing that the information provided by
healthcare professionals was often inadequate or incon-
sistent. Many participants expressed a desire for clearer
guidelines and more comprehensive counselling from
providers (table 4).

Theme 4: reproductive healthcare and decision-making
Most participants shared that discussion of sexual and
reproductive health topics only occurred in the rheuma-
tology consultation when they explicitly asked. Addition-
ally, some reported feeling berated when asking questions,
discouraging further patient-initiated conversations. Even
so, participants frequently described delegating decisions
about their reproductive health to their rheumatologists,
indicating that patients trust the specialists’ guidance.
This included decisions such as choice of contraceptive
method, medication safety, pregnancy management and
difficult choices. Contrastingly, patients tended to deter-
mine for themselves when to get pregnant, regardless of
provider insights into the optimal timing for conception.
Participants expressed a desire for a more collaborative,
multidisciplinary approach to their care. Though partic-
ipants had access to a multidisciplinary care team in the
specialised clinic, some reported that this care was not
consistently available due to a lack of communication
between providers. They highlighted the importance of
care teams including specialists from different disciplines
to address the complexities of ARDs and family planning
(table b).

Overall, these findings indicate that patients with ARDs
face significant challenges in accessing clear, consistent
information about sexual and reproductive health, and
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Table 2 Theme 1: contraceptive methods

Knowledge of
contraceptive

methods prevent a pregnancy.” (20-25)

“Contraceptive methods mostly work to, well the condom works to avoid a sexually transmitted disease
but talking about the pill, the implant, the IUD [intrauterine device], um yeah many methods like that work to

“I never asked because |, well | wasn’t planning on using hormonal contraceptives anymore, the last one |
used was hormonal and | didn’t like it ... we ended up preferring a vasectomy.” (30-35)

Perceived
importance of
contraception

Safety of
contraceptive

methods me no method es 100% safe.” (25-30)

“Well, yes, because if | ended up pregnant it’'s my understanding that the medication I’m taking could hurt the
baby and myself, so yeah, that’s why | have to use some method of contraception.” (20-25)

“I've heard that the IUD is one ... Um, when | went to the health center they give some talks and they say it’s
one of the safest ones, um, in my case | disagree because | had it and ended up pregnant ... Well, they’ve told

“It depends on whether you visit your rheumatologists and it depends on your disease ... Obviously a barrier
method is always recommended because of sexually transmitted diseases ... It depends on tastes and

preferences.” (20-25)

“I’'m not sure, | really don’t know which [methods] could interfere. I've never wondered if my arthritis could

interfere with some method.” (20-25)

“Side effects related to my disease is something | don’t know anything about and | would like to know, but |
mean | also know that there are side effects for any person taking contraceptives.” (30-35)

Factors
influencing
the choice of
method

“My mom helped me decide. She gave me advice. I've always said ‘| have lupus.” When | was in the hospital
they told me at that moment, when they about to take me to the operating room they said ‘which device do
you want?’ and | asked ‘I have lupus, is there a problem with which one | choose or any recommendation?’
They’re not that flexible here, they don’t give good explanations, they just told me ‘whichever one you want

is fine or if you want to choose injections or pills, it’s your choice’ and | wasn’t that interested in the injections
because of my disease, what if they triggered something, and | chose the IUD.” (20-25)

Accessibility

“I mean it can be in any health center or if you have some type of insurance then wherever they tell you or

even if you have IMSS [Mexican Institute of Social Security] you can go to a, um, to a preventive medicine unit
... When they gave me mine they did give me a prescription ... | went to ask for it at the pharmacy, then | went
up for my consultation and that’s where they applied it.” (20-25)

many rely on their rheumatologists for guidance. Partic-
ipants emphasised the importance of multidisciplinary
care and expressed a desire for more comprehensive
support in making informed decisions about their sexual
and reproductive health.

DISCUSSION

The presentstudy highlights significant gaps in knowledge
about sexual and reproductive health among patients
with ARDs, as well as deficient communication about
these topics. We identified four main aspects of sexual
and reproductive health from the patients’ perspectives
and based on their experiences, which should be taken
into consideration for any interventions and incorpo-
rated into clinical care guidelines.

Our results show that, though the importance of contra-
ception is clear to many patients, steps are still needed to
facilitate its implementation. Most of the participants lack
sufficient understanding to discern between available
methods or use them inconsistently, like what has been
previously reported about patients with ARDs and other
chronic conditions.’ '*'® This knowledge gap often leads
to increased risks.” "*'° Tools such as ReproKnow could
be beneficial in assessing knowledge gaps in this area.'
Guidance on the safest and most effective options should
consider the characteristics of each particular patient,
including sociocultural and financial characteristics, their

ARD diagnosis and potential interactions with medica-
tions or active disease.”*’ Particularly concerning is that
patients using teratogenic medication or those with active
disease are not necessarily more likely to receive contra-
ceptive counselling or to use contraception, leading to
further risks in case of an unplanned pregnancy.®’

Another relevant issue is disparities in access to care.
Our participants mention barriers to access contraception
based on a person’s social security or health insurance
status; this gap in access to low- or no-cost contraception
for patients with rheumatic diseases has been previously
documented.”’ In addition to socio-economic back-
ground, patient characteristics such as age and race/
ethnicity are relevant to the use of contraception, poten-
tially causing further disparities.*®

Notable aspects of reproductive health identified in this
study are heredity and its implications for family planning.
The genetic basis of ARDs is complex, and while familial
aggregation has been documented,” ™ environmental
factors also play a significant role in disease development.
Many patients with ARDs are aware of the genetic basis
of their conditions or they may have noticed a tendency
in their own family histories, potentially leading them to
believe in genetic predispositions for ARDs. Therefore,
many patients are uncertain whether their offspring
are at significant risk of developing the same condition,
as has been reported in lupus and other ARDs.* This
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Table 3 Theme 2: considerations for reproductive health and pregnancy planning

Fertility with an
autoimmune
rheumatic
disease

[conceiving].” (20-25)

“I honestly don’t know, but | think that because of the medications that you take, then you could have some trouble

“I would say no, | mean I’'m not sure, but according to what | asked my rheumatologist, considering the um taking
the necessary precautions it [fertility] shouldn’t decrease, | mean | can have a normal life.” (30-35)

“That it was harder for me to get pregnant ... because of the medication.” (20-25, pregnant)

Heredity of the
autoimmune
rheumatic
disease

high.” (30-35)

“| spoke to my doctor, she said that there were three factors that um influence, um the genetic, the environmental
and the unrecognized factor, and um, each one has a small percentage of truth, and that um the probability was

“Well, there is a certain percentage according to what the geneticist told me when | went to see her. Um, | did

know something about it because my mom has rheumatoid arthritis and so do |, so | do know that there is a certain
percentage of probability or a higher probability, but not that it’s a fact that my baby will have it.” (30-35)

“| did read about that when | was pregnant, um, what | remember is that it was more likely that | would pass it on
to a girl than to a boy, but | don’t know if it’s because of the chromosomes or what the reason is, but it’s more likely
that a girl inherits a disease like lupus than a boy.” (20-25)

Risk perception

“Um, they could have health complications, or, | mean, the baby could be affected as well. There are many things

that could happen when a disease is active and there’s a pregnancy ... | would have to take more care of myself and
well | would have to be under control if | want my baby to be born healthy and if | want to be there for them as well.”

(35-40)

“Hmm, negative consequences well it could cause a stronger flare-up ... If that had happened to me um well | don’t
know if the medication that | need to get better could influence the pregnancy or cause a spontaneous miscarriage.”

(20-25)

“Well when your disease is active, | don’t know, that their kidneys are not working correctly or um that ... for
example, when | had my son, | had preeclampsia but | wasn’t feeling badly and the doctor told me ‘if you get
pregnant again and you have preeclampsia again’ something like that could happen.” (30-25)

“Yeah, | mean, the disease could progress more, it could be stronger right? It could be that the baby can’t be born
for the same reason, or that they’re born with something um or, | mean, they told me that the baby could also inherit
my disease. |, um, | think those are the risks of not planning them well, as they should be.” (25-30)

“The disease can be altered or the baby can be hurt. They run the risk of dying.” (20-25)

Special
preconception
care measures

Perceived
importance of
family planning

“Vitamins, so that my body is ready, because before that | think my arthritis would have been very altered and an
unplanned pregnancy would have been very different. Now that it has been asleep well that was an advantage, |
really think that if it had been active it would have been very different.” (20-25)

“| feel like I’'m preparing for the changes that my body could have, the reactions, and also the reactions that | may
have post-partum, how my disease will flare up again ... And that um that I’'m feeling well and healthy, because | did
notice a big change from when | started having arthritis. | mean it wasn’t like | was planning to get pregnant from the

start because | knew | wouldn’t have been able to handle it.” (20-25)

“Because first you have to make sure that everything is good with your health, for example people with autoimmune
diseases have to see that their disease is asleep, that nothing is altered, that everything is under control, that you
have time so that you can, um, let’s say to handle it if they take you off medication. | mean, that your disease has to
be fully asleep for you to carry on with your pregnancy without any complications.” (20-25)

concern was consistently expressed by participants in the
present study, even though most of them had high levels
of schooling and some had even received some previous
genetic counselling. Since uncertainty about the heredity
of ARDs often influences family planning,7 %7 and since
patients may over- or underestimate genetic risks, we high-
light the need for rheumatologists to provide guidance
on this topic. This should include information about both
genetic and non-genetic risk factors, enabling patients to
make informed decisions about family planning without
undue fear or misconceptions.

Disease activity and medication use also emerged as
key considerations for family planning. Many participants
viewed disease management as a priority when planning
for pregnancy, expressing concerns about the impact of
ARDs on preconception health and pregnancy outcomes.
This aligns with previous studies conducted in Brazil and
Iran, where women with lupus reported varying levels of
concern about disease activity and pregnancy risks.’ '° '
Similarly, many women with ARDs were uncertain about

which treatments were compatible with pregnancy,
reflecting a significant unmet need for clear and consis-
tent information from healthcare providers.19 * These
findings highlight the necessity of addressing disease
management and medication safety in reproductive
health education for women with ARDs as pregnancy
counselling plays a critical role in this process.” 27729

The rheumatologist—patient relationship plays a crucial
role in reproductive healthcare and decision-making.
There is often a disconnect between the need for guid-
ance and the willingness of rheumatologists to engage in
these discussions, with specialists frequently expressing
discomfort or uncertainty about addressing sexual and
reproductive health.”*

However, patients overwhelmingly prefer that their
rheumatologists initiate these conversations.” This
discrepancy may be due to concerns about managing

high-risk pregnancies, ethical considerations or a lack of

confidence in discussing topics such as contraception,
. . 30
pregnancy or genetic risks.
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Table 4 Theme 3: care and medications during pregnancy and lactation

Care in “Um, they did some bloodwork to see about the arthritis and sexually transmitted diseases, and to see how | was
pregnancy  doing in general. They also did the genetic ultrasound and, that’s generally it, and well my consultations, that | go get a
checkup each month.” (20-25)
“I saw my rheumatologist, um, the psychologist, the nutritionist, um | forgot the name, yeah the gynecologist and | also
went to the endocrinologist because the pregnancy altered my thyroid, it was out of control ... | don’t remember the
names of the studies they did, but there were a lot of studies to see that my disease and everything was ok. They did
some ultrasounds um well to see that the baby didn’t have any malformations and to hear that everything was ok. They
did studies just to see how | was controlled so that it wouldn’t affect the baby.” (20-25)
“l imagine that the follow-up [during pregnancy] is monthly. And the frequency, well um in my case | image that it might
be a little more frequently than monthly because of the lupus.” (30-35)
“No, we haven’t talked about frequency. | would think that every twomonths, | don’t know, because | imagine it’s like a
normal appointment for example for the lupus | go every 3 to 4 months, but it wouldn’t be like a monthly appointment
like with a gynecologist.” (30-35)

Counselling  “Hmm no, | haven’t asked. It’s just that, | mean, when she [the rheumatologist] told me ‘you know, if you get pregnant

on then | have to take you off so many medications and it’s a whole process’ so then | was like um no then and | never

medication  asked any questions.” (20-25)

use “Well, first | would look for my doctor’s counseling and | would ask if it affects the baby, | mean if it’s harmful or not.”
(85-40)

“Hmm no, but | won’t be able to breastfeed because well they can’t take me off hydroxychloroquine ... Look, since |
already have a little boy, when | had him, at the full health coverage center they did tell me that | should breastfeed but
nothing was coming out and it hurt a lot and, | mean, nothing else. | left and around two days after | think | came back
and they told me to stop because | was taking hydroxychloroquine and | don’t know what ...” (30-35)

Knowledge “Before, well |, still, | mean, they told me that I’d have to be off methotrexate 3 or 4 months before to detoxify the body
of to conceive, but | didn’t realize | was pregnant [laugh] ... Yeah, | stopped the medication when | knew | was pregnant
medication  and, um, afterwards | had an appointment with the rheumatologists and they, um, changed them.” (25-30)
use during “Well, the ones | was taking they told me that they were very strong and actually high-risk if | got pregnant, um, the
pregnancy  baby wouldn’t be born or would be born with malformations, so yeah, it’s a little bit worrying to take the medication and
and post not be cautious because well you’re worried that it’ll happen, you know. | don’t really know which ones they are now
partum that I’'m, that they prescribed new ones that I'm taking right now, ones that | can take during pregnancy. But really, |
don’t know in detail which medications to take, no ... | can’t remember, to be honest.” (25-30)
“The biggest greatest fear is always the malformations that babies can have, or that if when you’re breastfeeding
you’re taking a medication you can pass it on through um through breastfeeding. So um | think that the biggest fear
would be that for example the patients that are taking methotrexate that their babies would later have problems in their
development, in their [laughs] organogenesis ... very embryology but ... yeah, that would be the biggest issue, that they
had developmental problems.” (20-25)
“| know that there are a lot of myths that you can’t take medication or even eat certain foods when you’re lactating, |
mean, | feel like there’s a lot of disinformation about this and that really it’s a very limited number of medications that
interfere with breastfeeding.” (30-35)

* (s3gv) Jnauadns juswaublasug

According to our participants, reproductive health  of care.”’ Alternative models of participatory healthcare
decision-making is almost always delegated to the rheu-  are necessary for patients to fully exercise their agency 5
matologist, following a traditional model of care where ~ and autonomy in the context of their ARD, especially 3
the physician’s role is to provide information vertically  regarding sexual and reproductive health where consid- ;
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and unilaterally, instead of facilitating a dialogue with  eration for their life circumstances, and personal and g
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patients, encouraging equal contribution and partici-  cultural values is central. Understanding autonomy 2.
pating in horizontal exchanges for the co-construction from a relational perspective, rheumatologists, along S
Q

g

Table 5 Theme 4: reproductive healthcare and decision-making =
o

Reproductive “Um, | don’t really know...| trust in what most doctors tell me ... | trust their knowledge.” (20-25) <}
health decision- “Well, my rheumatologist should be in charge of that...um, my disease, if I'm in remission or not, etc.” (25— %-
making 30) @

“The rheumatologist only told me that when | wanted to, when | started planning, that | should tell her, for her
to start thinking about what changes to make, but that we would do it together. | mean, that | had to tell her
when | started looking and she would guide me.” (30-35)
Mutidisciplinary “I think that’s very important, because both the gynecologist and the rheumatologist work hand in hand and
care explain things and tell you ‘you know what, you’re doing great,” ‘you know what, this is wrong,’ | think it’s a
very positive way to do things for you as a patient...the way they’re caring for me and that makes me feel
safe ... | feel comfortable this way, the rheumatologist and the gynecologist, I’'m also seeing a nutritionists
and things like that, but yeah, the psychologist is also very good.” (R30-35)
“Hundred percent a gynecologist, right? Working hand in hand with the rheumatologist.” (30-35)
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with family and community, can help shape patients’ self-
determination and are central to their capacity to make
informed decisions.”*

Improving communication and shared decision-making
are necessary to enhance outcomes and adequately face the
ethically complex situations and dilemmas that arise in the
context of sexual and reproductive health, development and
the beginning of life. Rheumatologists might be currently
ill-equipped to ethically, sensitively and adequately navigate
these complexities” when they are required to act as facilita-
tors and not assume a role of moral authority over decision-
making which imposes their own values.**

The importance of a multidisciplinary approach was
also evident in our study as participants emphasised the
need for coordinated care involving rheumatologists,
gynaecologists and other specialists. This finding aligns
with existing guidelines from organisations such as the
American College of Rheumatology, the European Alli-
ance of Associations for Rheumatology and others, which
recommend collaboration among healthcare providers to
ensure comprehensive care for women with ARDs.” %%’

An overarching theme that should be considered in
sexual and reproductive healthcare is gender, consid-
ering that ARDs mainly affect the female population.
The intersection between gender identity, sexual orien-
tation, sociocultural expectations and chronic illness
creates unique challenges for women and people able
to conceive with ARDs, affecting their ability to navigate
reproductive health decisions effectively.!” * **. Recog-
nising these gendered experiences is crucial for providing
empathetic, patient-centred care that respects autonomy
and reproductive rights.” Importantly, though most
patients identify as cis women, including all of this study’s
participants, the gendered experiences of trans men, and
non-binary and gender nonconforming patients able to
conceive must be central to comprehensive sexual and
reproductive healthcare.

Some of the study limitations are related to the partic-
ipant population. Our participants generally had more
schooling than the average in Mexico. We only included
women from a single healthcare centre in the country,
which provides specialised sexual and reproductive
healthcare for patients with ARDs. These characteristics
explain the relatively higher knowledge of sexual and
reproductive health topics among our study popula-
tion compared with previous studies. However, informa-
tion and communication with rheumatologists remains
limited even considering these factors. An additional
limitation is the missing perspective from rheumatolo-
gists which could help contrast experiences and provide a
more complete understanding. Finally, social and cultural
aspects of pregnancy were not explored in depth.

In conclusion, the experiences of patients with ARDs
regarding sexual and reproductive health were varied,
reflecting a general scarcity of knowledge about sexual and
reproductive health, including family planning and prenatal /
postnatal care. Participants recognised the crucial impor-
tance of a multidisciplinary team, led by their rheumatologist,

to ensure consistency in the information provided. Such an
approach helps generate trust in the quality of the informa-
tion provided and facilitates better decision-making based on
patients’ beliefs, preferences and reproductive rights. Overall,
itis important to develop educational strategies that consider
the best available scientific evidence alongside the lived expe-
riences and perspectives of patients and, when appropriate,
their partners. Finally, incorporating a gender perspective at
the centre of these strategies is vital to address the unique
challenges faced by women and people able to conceive with
ARDs when navigating their sexual and reproductive health.
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