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Abstract

Objective Partners of patients with RA often take on supportive roles given the debilitating nature of
RA. Our objective was to explore the perspectives, attitudes and experiences of partners of female
patients with RA regarding reproductive experiences and decision-making.

Methods We conducted a qualitative study involving semi-structured interviews with partners of fe-
male patients with RA. We defined a partner as an individual within a romantic relationship.
Constructivist grounded theory was applied to interview transcripts to identify and conceptualize
themes.

Results We interviewed 10 partners of female patients with RA (10 males; mean age, 35 [23-56]
years), of whom 40% had at least one child with a female patient with RA and did not desire addi-
tional children. We identified four themes representing stages of reproductive decision-making: (1)
developing an understanding of RA, (2) contemplating future family decision-making, (3) initiating repro-
ductive decision-making with partner, and (4) reflecting on past reproductive experiences. Participants
contemplated their attitudes and perspectives regarding pregnancy and used available information to
support their partner’s medication decisions. When reflecting on their reproductive experiences, partici-
pants shared the impacts of past reproductive decisions on their romantic relationship and their mental
health and wellbeing.

Conclusion Our study highlights the need for comprehensive support for both female patients with
RA and their partners at all stages of reproductive decision-making. Health-care providers can identify
opportunities for intervention that involves female patients with RA and their partners to minimize stress
and its negative impacts on the family.
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Key messages

o Partners of female patients with RA supported their reproductive decision-making.

o Participants underscored the impacts their reproductive experiences had on their romantic relationship and
mental health.

e Partners of female patients with RA require support from health-care professionals when making reproductive
decisions.
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Introduction

RA, a chronic inflammatory autoimmune disease, dispro-
portionately affects females [1] and often during their
childbearing years [2]. Despite pregnancy historically be-
ing associated with disease remission [3, 4], recent evi-
dence shows that ~20% of patients with RA experience
moderate to severe disease activity during pregnancy,
and 40% encounter at least one post-partum flare [5, 6].
Female patients with RA face complex reproductive
decisions related to fertility, timing of pregnancy and
medication management. The daily impacts of RA, such
as RA-related pain, functional limitations and disability,
in addition to fear and anxiety related to perinatal medi-
cation use, further complicate reproductive decision-
making [7]. However, recent evidence suggests that
treatment of RA during pregnancy has improved consid-
erably in the past decade, because a greater proportion
of women are now able to reach low disease activity or
remission by the third trimester with the use of medica-
tions such as TNF inhibitors [8]. Despite the advances in
RA treatment, qualitative studies exploring pregnancy
experiences of patients with inflammatory arthritis, in-
cluding RA, have demonstrated additional barriers re-
lated to limited pregnancy planning support, information
availability and care coordination among patients’
health-care teams [9].

Partners of female patients with RA play an important
role in making reproductive decisions. A recent study by
Rebic et al. [10] has highlighted the supportive role of
partners of female patients with RA when making repro-
ductive decisions. Recent research has discussed the
need to understand the complex factors that influence a
couple’s pregnancy decision-making as they set repro-
ductive goals together [11]. Nonetheless, no research to
date has explored the role of partners in reproductive
decision-making with female partners with RA. In order
to inform optimal care for both patients with RA and
their partners, we aimed to explore the perspectives,
attitudes and experiences of partners of female patients
with RA when making reproductive decisions.

Methods
Design

We undertook semi-structured interviews, guided by a
constructive grounded theory approach, to explore the
reproductive decision-making perspectives and experi-
ences of partners of female patients with RA. This ap-
proach aims to generate theory to explain social and
human phenomena [12], for an in-depth understanding
of the participant’s lived experiences. This study was
approved by the University of Columbia Behavioral
Research Ethics Board.

Recruitment

Our study is an extension of a current qualitative study
exploring the reproductive and disease management

decisions of female patients with RA (MOTHERS study)
[10]. We used snowball sampling to recruit participants
through female patients with RA who completed their
participation in the MOTHERS study, were >18years of
age and able to communicate in English. For the pur-
poses of our study, we defined a partner as an individ-
ual within a romantic/intimate relationship.

Data collection

We collected data through semi-structured video/tele-
phone one-to-one interviews, which aimed to explore
participant’s experiences, perspectives and attitudes re-
lated to making reproductive decisions alongside their
partner with RA, in addition to accessing support and in-
formation related to RA and pregnancy. No changes
were made to the interview guide during data collection.
All interviews were conducted by the first author (R.G.),
digitally recorded and transcribed verbatim. Data collec-
tion and analysis were carried out simultaneously.

Analysis

Our coding procedure included the following three steps:
initial coding, focused coding and theoretical coding.
Coding using grounded theory allows for the establish-
ment of a framework for analysis and the construction of
theory for describing novel phenomena [11], a method
that members of our team have used successfully to de-
scribe behaviours in rheumatology patients previously
[13]. We used line-by-line coding to conceptualize initial
codes. Next, we used focused coding to develop emerg-
ing categories and themes from significant and/or fre-
quently identified codes. Lastly, we used theoretical
coding to interpret relationships between constructed
themes and categories [12]. Throughout the analysis, we
applied constant comparative method and memo-writing
to ensure the reliability of our results. Data analysis was
conducted by the first author (R.G.). The findings and any
discordance were discussed among the research team,
and themes were refined to reach consensus when nec-
essary. Data saturation was identified after eight partici-
pants were interviewed. Two additional participants were
then interviewed to confirm saturation, indicated by a
lack of new insights into the constructed themes and cat-
egories. Data analysis was preformed using NVivo 12
(QSR International, Doncaster, Australia).

Results

We interviewed 10 male participants with a mean partic-
ipant age of 35 [23-56]years (see Table 1). Fifty per
cent were married to their partner with RA, 40% had at
least one child with their partner with RA, and 40% did
not desire additional children. Disease characteristics of
participants’ partners with RA are presented in Table 2.
We identified four dynamic stages of reproductive de-
cision-making experienced by partners of female
patients with RA: (1) developing an understanding of RA,
(2) contemplating future family decision-making, (3)
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TasLe 1 Participant characteristics

Characteristic Statistic

Age, mean (range), years 35 (23-56)
Sex, n (%)
Male 10 (100)
Canadian province of residence, n (%)
British Columbia 4 (40)
Ontario 3(30)
Other (i.e. Alberta, New Brunswick or Nova 3 (30)

Scotia)
Geographical residence, n (%)
Rural® 1(10)
Urban® 9 (90)
Ancestry, n (%)
White 6
Asian 2
Hispanic 1
Middle Eastern 1
Highest level of education attained, n (%)
Post-secondary (university, college, techni-
cal school, etc.)
Secondary or high school
Current employment status, n (%)
Employed full time (>40 h/week)
Self-employed
Household income, n (%)
Low® 1(1
Moderate® 22
High® 7(7
Current members of household, median (inter- 4 (2
quartile range)
Marital status, n (%)
Married 5
Common-law or co-habiting 2
Single, never married 2
Separated 1
Duration of current intimate partner relation-
ship, n (%), years
>10 5 (50)
5-10 00
<5 5 (50)
Plans to have future children, n (%)
Future reproductive options considered, n (%)’

Childbearing 5(83)
Adoption 2 (33
Other (i.e. surrogacy or assisted fertilization) 1 (17)
Previously had children with current partner,n 4 (40)
(%)
Number of children with current partner, me- 2(1-2)

dian (range)

aFewer than 400 people/km?. PMore than 400 people/km?.
°A total annual household income of <50% of the area
median income. 9A total annual household income of
>50% and <80% of the area median income. °A total an-
nual household income of >80% of the area median in-
come. 'Cumulative percentage can be >100, because
multiple categories can be relevant to each participant.

initiating reproductive decision-making with partner, and
(4) reflecting on past reproductive experiences. Repre
sentative quotations are presented in Table 3.
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RA and reproductive decision-making

Stage 1: developing an understanding of RA

Before meeting their current partner, many participants
expressed a lack of awareness regarding RA, particu-
larly the challenges and limitations it might pose on their
partner’s daily life. As one participant stated, ‘I was ig-
norant of how RA would affect individuals’ (Participant
3). Predominantly, participants received education sur-
rounding the burden of RA spanning pain and functional
limitations from their partner, which allowed participants
to gain an understanding of the impacts of RA on vari-
ous aspects of their partner’s life. Additionally, many
participants had been informed that pregnancy might re-
quire extensive planning owing to RA disease and medi-
cation management by their partner during the early
stages of their romantic relationship. At this stage, par-
ticipants did not consider the implications that RA and
pregnancy might impose on both their partner and
themselves, because participants felt that barriers re-
lated to pregnancy and RA would be addressed better
once the couple was ready to have children. For exam-
ple, one participant stated, ‘It’'s tough to imagine the
sort of things that may come up until it comes up’
(Participant 1).

Stage 2: contemplating future reproductive
decisions

Once participants began to consider the prospect of
having children with their partner, they described con-
templating the implications of RA and pregnancy for
both their partner and themselves. To support this pro-
cess, participants might also gather information regard-
ing RA and pregnancy.

Initially, participants considered how RA and preg-
nancy might impact their partner’s physical health. For
example, one participant expressed concern for the po-
tential that their partner becomes physically ‘disabled’
(Participant 6) secondary to DMARD discontinuation for
pregnancy purposes. Many attributed their concerns to
uncertainty regarding disease severity during pregnancy,
fluctuation of RA symptoms perinatally, and the proba-
bility of achieving disease remission during pregnancy.
Relatedly, participants questioned the discontinuation of
DMARDs before pregnancy, because they worried
that this might lead to their partner experiencing perina-
tal RA flares. As an alternative to pregnancy, three par-
ticipants considered adoption, because they believed
adoption would allow their partner to forego physical
challenges secondary to pregnancy and/or medication
discontinuation.

Next, participants considered the implications of RA
on a pregnancy. A primary concern was the risk of birth
defects secondary to use of DMARDs during pregnancy.
Participants expressed discomfort with the use of bio-
logics owing to the lack of consensus regarding effects
on fetal development. One participant stated, ‘The bio-
logics is still fairly new, and we don’t know what the
long-term effects are’ (Participant 4). Of the four partici-
pants who previously had children with their partner with
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TaBLE 2 Partners’ disease characteristics

Characteristic Statistic

Age, mean (range), years 32 (21-42)
Sex, n (%)
Female 10 (100)

Years diagnosed with RA, median (interquartile 7 (4-17)
range)
Parity, n (%)

Multiparous 5 (50)
Nulliparous 5 (50)
Current medications taken for RA, n (%)
Conventional synthetic DMARDs
Antimalarials (i.e. HCQ, chloroquine) 8 (80)
MTX 9 (90)
SSz 5 (50)
LEF 2 (20)
Biologic and targeted synthetic DMARDs
Anti-TNF agents 7 (70)
Others (e.g. abatacept, rituximab, tocilizu- 4 (40)

mab, tofacitinib)
Used medication for RA during pregnancy, n (%) 3 (60)

&Cumulative percentage can be >100, because multiple
categories can be relevant to each participant.
PMedications taken for RA by female patients at the time
of their demographics survey.

RA, two supported their partner’'s use of perinatal
DMARDs, because they perceived RA disease activity to
be unmanageable without the use of DMARDs. Other
participants were concerned that RA might be heredi-
tary, and some considered the impacts of their partner’s
RA on a child’s upbringing. Consequently, participants
worried about their capability to care for both their child
and their partner, particularly during periods of RA
flares. As a result, many couples sought support from
their extended family and considered moving closer to
their own parents to ensure access to childcare support.

Finally, participants considered their personal readi-
ness for children and expressed concerns related to fi-
nancial security, career trajectory and pre-existing
health conditions when considering future reproductive
decisions. Ensuring financial security before having their
first child was a priority for many participants. Some
considered their current career and whether they would
have the flexibility at work to provide care and support
to both their partner and their child. For example, one
participant stated, ‘Freedom to not be kinda like locked
into a set schedule or again like that | have to decide oh
... she [partner] can’t really move today ... but | have to
go to work’ (Participant 9). One participant, who had a
pre-existing health condition, expressed needing to take
into account his own health in addition to that of his
partner when considering their future reproductive
decisions.

At this stage, participants might also gather informa-
tion to aid their future reproductive decision-making.
Most participants relied on their partner to share and
discuss information and resources with them.

Participants acted as a ‘sounding board’ (Participant 6)
for their partner, through consoling their concerns and
providing support as they sorted through new informa-
tion. At times, participants turned to online resources to
search for research articles regarding specific questions,
such as the frequency of RA flares during pregnancy
and the effects of perinatal medication use on fetal de-
velopment. Some participants expressed a desire to
consult their partner’'s rheumatologist once their partner
became pregnant, because they foresaw having addi-
tional questions and did not want to receive ‘third party’
(Participant 5) information through their partner.

Stage 3: initiating reproductive decisions with
partner

Once participants initiated reproductive decision-mak-
ing, they described their experiences supporting their
partner’s medication decisions, applying available infor-
mation regarding pregnancy and RA and interacting with
their partner’s health-care team.

Participants described supporting their partner’s med-
ication decisions, as their partner navigated decisions
related to perinatal medication use. Couples engaged in
conversations related to their reproductive options, and
participants contributed their opinions and concerns re-
garding perinatal medication use, such as RA symptom
management and the risk of fetal side effects. If couples
anticipated RA symptoms to be well managed without
DMARDs or were hopeful for disease remission while
pregnant, participants supported their partner’s decision
to discontinue DMARDs, because they opted to ‘play it
safe’ (Participant 10) rather than risk fetal harms sec-
ondary to medication use. Conversely, if couples antici-
pated RA activity while pregnant, participants supported
use of perinatal DMARDs. Many participants worried
that perinatal discontinuation of medication might cause
their partner to experience RA flares and/or functional
limitations, which might subsequently impact their part-
ner’s ability to perform self-care and parenting activities
independently.

Next, participants shared their struggles with applying
information regarding pregnancy and RA to their own re-
productive decisions with their partner. Couples made
decisions concerning medication based on the rheuma-
tologist’s guidance and their own assessment of the
perceived risk to both mother and fetus as a result of
medication continuation/discontinuation. However, many
participants desired a definitive answer for whether their
partner should continue or discontinue perinatal use of
DMARDs and expressed that their final decision was
based on a ‘guess’ (Participant 4). Participants found
‘research articles’ (Participant 9) to be inconclusive and
believed that topics such as impacts of medication use
during pregnancy require further research. Although
some participants indicated that information gathered
from other people’s experiences provided reassurance,
they also struggled to use this information because they
were uncertain how it might apply to their own situation.
For example, one participant stated, ‘It's not for a lack
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RA and reproductive decision-making

TasLe 3 lllustrative quotes for stages of reproductive decision-making experienced by partners of women with RA

Category Representative quotations

Stage 1: developing an understanding of RA

“I don’t feel like | am worried about it, then | haven’t really thought of those things, because it’s the kind of thing that it’s tough
to imagine, the sort of things that may come up until it comes up.” (Participant 1, no previous children, intends to have children
in the future)

“My knowledge of it pre [partner with RA] was, was almost to the point that | thought arthritis was what old people get; | was
one of those people.” (Participant 2, does not have children, intends to have children in the future)

Stage 2: contemplating future reproductive decisions

Impacts on child “From my understanding, | could be 100% wrong, but | mean what could we pass, what could
development be passed on to children as well?” (Participant 5, no previous children, intends to have children
in the future)

“We thought that just having family as well close by that could help, you know, with the baby,
and knowing that it would be harder for [name] to do certain tasks as well, | think that was a big
part of our discussions.” (Participant 7, has children with current partner, finished growing

family)
Impacts on partner’s “l think that is sort of the worry, because | saw what the first flare-up was like and how tough
physical health that was, so to be able to see her go through something that like but trying to, you know, enjoy,

enjoy what kind of cultivating a life is supposed to be.” (Participant 9, no previous children,
intends to have children in the future)

“So, | was trying to understand what is the likelihood of, like, the negatives that are involved, so
what’s the likelihood of, of her flaring up, what, from a statistical basis, how many people went

through, you know, symptomatic issues during pregnancy which didn’t.” (Participant 2, no pre-
vious children, intends to have children in the future)

Gathering information “The first source would be her [partner], her rheumatologist or one of the specialists. And then |

about RA and pregnancy would go take a look at WebMD and a bunch of other websites to see and just see what other
people’s opinions are and, and forums.” (Participant 8, has children with current partner, fin-
ished growing family)

“| know there’s a lot out there but it’s, | guess, finding it is, it’s a bit tough. And yeah, because
it’s not a very, very, very common disease . .. what are the risks and what are the chances of
bad things happening and stuff like that.” (Participant 6, has children with current partner, fin-
ished growing family)

Personal readiness for “Our relationship in itself is complicated without the factor of rheumatoid arthritis, ‘cause we
children are in a long-distance relationship, so I'm based in Australia, she’s Canadian.” (Participant 2,
no previous children, intends to have children in the future)

“So the same thing we’re going through now, where maybe not being able to father again, and
I’'m now ‘as much a man as | used to be’. | guess as you get into your 50s you feel like, ‘Okay,
is this midlife? Am | just wanting to have a child because | want to prove I'm still man?’ That
was my concern, like, ‘Why am | really getting involved in this?’.” (Participant 3, has children
from previous relationship, intends to have children in the future)

Stage 3: initiating reproductive decisions with partner

Applying information “When you start reading all the experiences online, then your expectation or anticipation is

about pregnancy and RA guided by what you’re reading and you’re expecting, you know? That’s the problem with self-
learning and especially when you’re doing the population. There’s a distribution. Which side
are you on of the curve?” (Participant 3, has children from previous relationship, intends to
have children in the future)

“It definitely gives you more information, but | guess it doesn’t make it extremely easy to make
the decision. It’s more of a what risks are you comfortable making sort of thing.” (Participant 6,
has children with current partner, finished growing family)

Interacting with partner’s “So, | know she had her previous immunologist, she did not have a good relationship with him,

health-care team and it seemed that the doctor seemed to push her regimen for medications that she believed
everyone should be taking. So, methotrexate.” (Participant 3, has children from previous rela-
tionship, intends to have children in the future)

“They coulda looked it up and they coulda seen the safety, they didn’t have to take you off all
the drugs, and if they called us, they coulda told us you didn’t have to suffer all that pain. As a
result of that, her fingers are now permanently like, like this, a lot of ‘em, they’re like twisted

(continued)
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TaeLe 3 Continued

Category Representative quotations

Supporting partner’s RA
medication management
decisions

and you know? So that made me a little upset because it was mishandled.” (Participant 8, has
children with current partner, finished growing family)

“[Partner with RA] was going through some bad flare-ups and so we were trying to kind of
make the right decisions and obviously mostly with [the rheumatologist] trying to figure out how
her medication management would affect kind of family planning.” (Participant 7, has children
with current partner, finished growing family)

“I would say but definitely we had worries about, about that medication plus pregnancy, so |
think we decided to play it safe, and | think she stopped the medication. | mean she stopped
everything but at that point.” (Participant 10, has children with current partner, finished growing
family)

Stage 4: reflecting on past reproductive experiences

Making future reproduc-
tive decisions

Factors that supported
their past reproductive
experiences

Impacts on their individ-
ual mental health

Impacts on their intimate
partner relationship

“After [partner with RA] went through that experience that we essentially kind of decided that
we would likely not go through that again, that it would be too hard for [partner with RA] to get
back to a state where she felt good enough again to do day-to-day and then only just to say
okay, well now you have to get off medication for 6 months before we can even try to have an-
other baby.” (Participant 7, has children with current partner, finished growing family)

“We did want to have two kids, and | think her RA was not at a point where the pain would, you
know, prevent us from having another kid.” (Participant 10, has children with current partner,
finished growing family)

“We’ve found, like, the information that we needed out of them and again through, | think hav-
ing again that professional that can bridge that gap is really important as well, like, so ... [the
rheumatologist has] been able to really kind of synthesize and put it all together for us.”
(Partner 7, has children with current partner, finished growing family)

“l think we’ve always been on the same page to be honest, it’s ‘cause we’ve been, yeah, just
throughout the years it’s been, like | said, it’s been a lot, like a lot of little conversations
throughout the years and that’s helped.” (Partner 4, no previous children, intends to have chil-
dren in the future)

“There were definitely times that it’s, you know, when you really, really think about it, it, it is
emotionally draining and does affect you mentally because, you know, naturally, we always fo-
cus on the negatives.” (Participant 2, no previous children, intends to have children in the
future)

“Absolutely, it has. I’'m not as stable as | used to be. | lose control every now and then.”
(Participant 8, has children with current partner, finished growing family)

“l think the fact that we can talk about these things makes anything else not taboo, in a sense.
If we can talk about conceiving and all of the options, | think it does allow us to open up about
other things.” (Participant 3, has children from previous relationship, intends to have children in
the future)

“l can’t have you be at home and then you’re cursing me the rest of your life saying that | took
away the one thing that you like doing because | wanted to have kids. Right? So that’s the
thing, so that’s why it was a tough pill to swallow, but we both did.” (Participant 8, has children
with current partner, finished growing family)

of information; it’s really just trying to find the most rele-
vant one ... the situations that you’re trying to address’
(Participant 7).

Participants also described their experience of inter-
acting with their partner’s health-care team, which might
include a rheumatologist, an obstetrician and a family
doctor. Although several participants expressed grati-
tude for the support provided by their health-care team,
some expressed concern regarding their partner’s
unmet care needs. Two of the 10 participants desired
greater support from their rheumatologist when trying to
conceive; for example, one participant stated, ‘We were

told by doctors that you’re never gonna have kids’
(Participant 8), reporting feelings of frustration as they
felt that their female partner’s ability to conceive was
not prioritized by their rheumatologist. Additionally, par-
ticipants were often frustrated by the lack of communi-
cation between their partner’'s many health-care
providers, which they believed caused a ‘lag in care’
(Participant 3). Three participants also described feeling
‘disappointed’ (Participant 8) by the care their partner
received from non-rheumatologist providers. Notably,
two participants described instances of abrupt discon-
tinuation of medication by non-rheumatologist providers

https://academic.oup.com/rheumap



during pregnancy. Consequently, in most cases, once a
rheumatologist was consulted the medications discon-
tinued by a non-rheumatologist were later found to be
compatible with pregnancy. In cases of wrongful discon-
tinuation of medication, participants believed their part-
ner was caused unnecessary harm.

Stage 4: reflecting on past reproductive experiences

While supporting their partner’s reproductive journey,
participants reflected on their past reproductive experi-
ences. Specifically, they described supporting factors
and how their past experiences impacted their future
decision-making, their relationship with their romantic
partner and their own mental health.

When engaging in reproductive decision-making with
their partner, participants identified supporting factors
such as a proactive rheumatologist, access to diverse
sources of information, insight gained from their part-
ner’'s previous pregnancy experience(s), and honest
communication with their partner. Many participants em-
phasized the importance of an attentive rheumatologist,
who maintains focus on their partner’s quality of life and
is able to synthesize medical information in a patient-
friendly manner. Additionally, access to multiple sources
of information, such as the opinion of a secondary care
provider, research articles and the lived experience of
other female patients with RA, provided participants
with reassurance that they had assessed all available lit-
erature before making a decision. For example, one par-
ticipant stated, ‘Once we have all the information and
we can judge for ourself’ (Participant 10). Lastly, all par-
ticipants highlighted the importance of honest communi-
cation with their partner. Many described how open
discussions regarding their perspectives and expecta-
tions allowed couples to remain ‘on the same page’
(Participant 4), which relieved anxiety related to repro-
ductive decision-making.

Often, participant’s perspectives were shaped by their
past reproductive experiences. Participants who wit-
nessed their partner undergo a painful previous preg-
nancy secondary to perinatal RA flares decided to have
fewer children than desired initially. For many partici-
pants, the relationship between their partner’'s RA medi-
cation management and pregnancy became evident after
a reproductive experience was shared with their partner.
They described learning about the complicated process
of adjusting RA medication before pregnancy and the
need for RA management and their reproductive deci-
sions to ‘intersect’ (Participant 7). However, one partici-
pant shared that his partner’s disease activity before and
during pregnancy remained stable. As a result, his partner
did not require DMARDs perinatally, and the couple’s re-
productive decisions were not influenced by RA.

Some participants shared the impact that reproduc-
tive decision-making had on their relationship with the
romantic partner. A majority of participants expressed
feeling closer to their partner after starting a family to-
gether, as they embarked on an ‘intimate’ (Participant 3)
journey. However, other participants feared that this

https://academic.oup.com/rheumap
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process might cause a strain on their romantic relation-
ship. One participant was concerned he might experi-
ence feelings of frustration owing to the physical
limitations his partner might face once she changes her
DMARDs for pregnancy purposes. Another participant
feared that his desire for children might cause his part-
ner to develop feelings of resentment towards him and
that she might blame him for any functional limitations
experienced after pregnancy.

Finally, many participants acknowledged the impact
that supporting their partner’s reproductive decisions
had on their own mental health and wellbeing.
Participants expressed feelings of constant worry for
their partner’s physical health and wellbeing, as one par-
ticipant shared, ‘It takes up extra real-estate in my
mind’ (Participant 9). Others shared how they struggled
initially to accept that they might not have additional
children with their partner. Although the decision not to
have additional children was made in agreement be-
tween participants and their partners, because they did
not want to risk negative impacts of pregnancy on their
partner’s health, participants still required time to pro-
cess this decision, as one participant stated, ‘It was a
tough pill to swallow’ (Participant 8). However, despite
the added labour of caring for their partner, all partici-
pants expressed gratitude for their romantic relationship,
their children, and the ability to explore alternative child-
rearing options with their partner.

Relationship between the themes

Partners of female patients with RA may encounter four
dynamic stages of reproductive decision-making, as
represented in Fig. 1. Near the beginning of the relation-
ship with their romantic partner, participants developed
an understanding of the limitations and challenges that
RA might pose on their partner’'s daily life (stage 1).
As couples began to consider the prospect of having
children, participants contemplated the implications of
pregnancy and RA (stage 2) on their partner and them-
selves. Subsequently, they initiated reproductive deci-
sion-making with their partner (stage 3). At various
points throughout the reproductive decision-making pro-
cess, participants reflected on their past reproductive
experiences (stage 4). The process of reproductive deci-
sion-making is dynamic, and participants can move
back and forth between stages as they contemplate var-
ious aspects of decision-making, initiate decisions and
reflect on their past reproductive experiences.

Discussion

In this constructivist grounded theory study, we used
semi-structured interviews to understand the experien-
ces of partners of female patients with RA while making
reproductive decisions. Our analysis led to the develop-
ment of a conceptual framework represented by four
stages of reproductive decision-making: (a) developing
an understanding of RA, (b) contemplating future
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Fic. 1 Complex stages of reproductive decision-making encountered by partners of female patients with RA
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reproductive decisions, (c) initiating reproductive deci-
sions with a partner, and (d) reflecting on past reproduc-
tive experiences. Participants contemplated factors
related to pregnancy and RA and attempted to use
available information to support their partner’s medica-
tion taking. When reflecting on past reproductive experi-
ences, participants shared the impacts of reproductive
decision-making on their romantic relationship and men-
tal health and wellbeing.

To our knowledge, this is the first study that has ex-
plored the role of partners of female patients with RA in
making reproductive decisions, in addition to their per-
spectives, attitudes and experiences of supporting their
partner’s reproductive journey. Prior qualitative research
has focused on the partner’'s perceptions of their
spouse’s pain, fatigue and limitations related to RA [11],
the impact of caregiving for a partner with RA [9], and
unmet support needs among partners of patients with
RA [13]. Additionally, previous work by Mann et al. [14]
has highlighted the presence of heterogeneity related a
couple’s approach to RA management. Although some
couples chose to engage in shared decision-making re-
lated to RA management, others decided that the indi-
vidual with RA would lead disease management
decisions [14]. However, some couples experienced
conflicts when the partner without RA felt that they were
unable to provide input to their partner’'s RA manage-
ment [14]. Our study also contributes to the literature by
addressing how couples approach RA management in
the context of making reproductive decisions.

Our results suggest a need for comprehensive sup-
ports for both female patients with RA and their partners
as they make reproductive decisions. Health-care pro-
viders, including rheumatologists, can play an important

role in supporting female patients with RA and their
partners by engaging in shared decision-making and
dissemination of available information. For example,
health-care professionals can provide partners of female
patients with RA information and resources regarding
medication use during pregnancy, in addition to facilitat-
ing discussions regarding the current evidence sur-
rounding RA and pregnancy to aid the couple’s abilities
to make informed decisions. Moreover, developing com-
munity groups for partners of patients with RA might
help to support their wellbeing and information needs,
such as extended learning sessions for partners to pro-
vide further education regarding RA and its
management.

The strengths and limitations of our study also warrant
discussion. Our collaboration with rheumatologists and
patient research partners informed the design, proce-
dures and interpretation of research findings.
Recruitment of study participants through their partners,
who were themselves participants in the MOTHERS
study [12], facilitated linkage to female partner’s RA dis-
ease characteristics. However, given our interest in the
partner’s perspective, we did not collect specific infor-
mation on the female partner’s pregnancy, such as the
time since pregnancy, medication use during pregnancy
and fertility status. We conducted telephone and video
interviews, which allowed us to capture perspectives
from geographically diverse locations, although this also
limited recruitment to individuals with access to those
technologies. Although we aimed to recruit individuals
from diverse backgrounds, all participants identified as
male and a majority were highly educated. Our intention,
however, was not to represent all partners of patients
with RA, but to use a sampling strategy that allowed for

https://academic.oup.com/rheumap



in-depth exploration of partners of female patients with
RA who participated in the MOTHERS study.
Nonetheless, there is need for future research that con-
siders perspectives from diverse health literacy, gender
and sexual identities.

Altogether, this study provides insight into the per-
spectives of partners of female patients with RA and
has led to the development of a conceptual framework
on the partner’s role in reproductive decision-making.
Given the supportive role of partners of female patients
with RA when making reproductive decisions, health-
care providers and arthritis organizations need to in-
clude partners in their scope of care and service delivery
in order to support both patients with RA and their part-
ners throughout the process of reproductive decision-
making.
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