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Objective: Inflammatory arthritis (IA) often come with symptoms of pain, stiffness and fatigue, as well as fluctuating and unpredictable disease patterns. All of these symptoms can cause challenges in the role as a mother for women with IA. The main objective of this study is to gain a broader understanding of how mothers with IA experience motherhood and the challenges they encounter within a biopsychosocial framework.



Methods: The participants in this study were recruited through RevNatus, a Norwegian nationwide quality register. The sample consisted of women with IA who had given birth within the last 5 years. The data consisted of written answers to an open-ended question: “Is there anything, in particular, you have experienced as challenging with being a mother and having a rheumatic disease at the same time”? The data were analysed following Brinkmann and Kvale's qualitative content analysis.



Results: 186 women answered the open-ended question. The responses consisted of a total of 9,000 words. Motherhood with IA was described as a difficult balancing act, with practical and physical challenges affecting day-to-day life, medical dilemmas, as well as challenges on a deeper emotional level and worries for the future.



Conclusion: The main finding in this study is that the challenges these women meet are multifactorial and complex, including physical, mental and social issues that have a large impact on their everyday life. Focusing solely on improving medical treatment will not solve the challenges these women face. A multidisciplinary approach and focus on patient education and self-management strategies is important to help these women thrive in their role as mothers with IA.
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1 Introduction

Inflammatory arthritis (IA) is a term used to describe a heterogeneous group of chronic autoimmune diseases characterised by joint inflammation, such as rheumatoid arthritis, juvenile idiopathic arthritis, spondyloarthritis and psoriatic arthritis (1). Pain, stiffness and fatigue are common symptoms in IA, as well as fluctuating and unpredictable disease patterns (1, 2). All of these symptoms can cause challenges in the role as a mother for women with IA (3).

Very few women with IA are advised against having children, as we now have more effective treatment and less severe disease manifestations (4). Still, several studies show that IA is associated with higher rates of childlessness, and many women with IA have fewer children than desired (5–8). The reason behind this may be multifaceted with physical, psychological, social, hormonal, immunological, medical and personal challenges contributing (8–10).

The biopsychosocial model, a well-established framework, describes how biological, psychological and social factors interact and affect one another, contributing to a person's experience of his or her overall health (11). This model can help us understand the complexity of living with chronic diseases, such as IA, where biological (e.g., inflammation, sleep deprivation, pain) psychological (e.g., worrying, unpredictability, vulnerability) and social (e.g., living situation, work, family, support) factors dynamically and reciprocally affect one another. In the same way, this model can also be useful to understand the experience of motherhood, regardless of chronic disease, as a multifaceted experience where biological/physical (e.g., physical changes due to pregnancy and labour, sleep deprivation), psychological (e.g., increased vulnerability, expectations) and social (social network, family, work) factors all come in to play.

The vast majority of research on pregnancy and rheumatic diseases focus on medical treatment, risk factors, and pregnancy outcomes. There are some qualitative studies focusing on women's experiences related to pregnancy and the postpartum period, and the number is growing (10, 12–18). The qualitative studies have provided important in-depth insight into how the women experience motherhood while living with IA, and the challenges these women have to cope with. However many of these studies are more than ten years old. There has been a massive development both within the field of rheumatology in general and specifically relating to pregnancy and rheumatic diseases. Access to medical treatment for people with IA, including biologics when indicated is much better than ten-twenty years ago (4, 19, 20).

Having better insight into the possible challenges these women face in their life as mothers with IA can potentially improve patient/clinician communication, and be of great value when developing health services and resources to best support and guide them through this very important part of life.

The aim of this study is thus to gain a broader understanding of how mothers with IA experience motherhood and the challenges they encounter in a biopsychosocial framework.



2 Materials and methods


2.1 Study population

This qualitative study is nested within a larger Norwegian study not yet published, looking at health related quality of life in mothers with IA. Patients were recruited through RevNatus, a nationwide quality register where 17 out of 20 rheumatology departments across Norway contribute with data (21). RevNatus consists of data from women who are 16 years or older with an inflammatory rheumatic disease, who are planning pregnancy or are pregnant. Participants were eligible for this study if they were included in the register and fulfilled the diagnostic- or classification criteria for one of the following diagnosis M05.8, M05.9, M06.0, M07.3+ L40.5, M45, M46.8, M46.9, M08.0 or M08.9, and had registered a live birth within 5 years from 19th of august 2019.

Eligible patients received a letter in the mail with an invitation to participate in the study. After signing an informed consent, the participants answered a questionnaire including an open-ended question aiming to collect in-depth information about perceived challenges related to motherhood and rheumatic disease: “Is there anything, in particular, you have experienced as challenging with being a mother and having a rheumatic disease at the same time?”.

Age, diagnosis and disease duration were retrieved from RevNatus while educational status, number of children and months since last childbirth were self-reported through the questionnaire.

The data collection found place autumn 2019.



2.2 Data analysis

The responses consisted of a total of 9,000 words and were analysed as described by Brinkmann and Kvale (22). The first, third and last author inductively read and coded all the responses. The research team had several meetings to discuss the content and labels of the codes, during which different interpretations were developed until a consensus of interpretation was reached. The final analytical themes were agreed upon by comparing (finding similarities) and contrasting (searching for negative cases) codes. After reaching an agreement of the main themes, two of the authors went back and read thorough all written responses to see if all important aspects were covered by the themes as agreed upon, in addition to selecting quotes best illustrating the themes.



2.3 Research team

The research team consist of four females (3 MSc and one professor). All are trained nurses with extensive experience within rheumatology. Three out of four are currently working clinically specializing in pregnancy and rheumatic disease.



2.4 Ethics and patient involvement

Participation in the study was voluntary, and all participants signed a written informed consent. The study was approved by REK Sout/East Norway in April 2019 (2019/817/REK sor-ost). Continuous dialogue with two patient representatives have been important during the course of the project.




3 Results

Of the 375 questionnaires sent out, 233 questionnaires were returned, and three letters were returned because of incorrect address, i.e., 62% of eligible subjects responded. 186 of these 233 (80%) answered the open-ended question that this study is based upon. The remaining 47 (20%) left the open-ended question blank and only filled out the questions related to health related quality of life, which is investigated in a separate study.

Table 1 shows the demographic data of the women who responded to the open-ended question. Characteristics of the study population are presented as means and standard deviations or raw numbers and percentages.


TABLE 1 Characteristics of study population.
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3.1 Qualitative findings

The written answers from the open-ended question gave valuable insight to the challenges of motherhood for women with IA. Despite having focus on early diagnosis and good treatment options, mothers with rheumatic disease still describe many challenges related to motherhood.

When analysing the data it became apparent that being a mother with IA is a multifaceted experience. As both motherhood and having an IA diagnosis affects nearly all aspects of these women's lives, they sometimes experienced it as a balancing act. The women described practical and physical challenges that affected their day-to-day life, medical dilemmas, as well as challenges on a deeper emotional level and worries for the future.

One women described it in the following way, summing up many of the challenges these women encompassed, physically and emotionally:


“A lot of things. Where to start? Everything from not being able to breastfeed after giving birth (due to medications) and not being able to take care of the children (holding them,carrying them, picking them up at night). Dad had to take over. Of course it’s sad not being able to participate in activities and join them on trips to the extent I want when they’re growing up. Many thoughts on their dad. Afraid the kids will look back and think that I didn’t want to be involved” (#25, RA, three children- twins age 5 years and a baby age 1 month).



Two women described the difficult balancing act and feeling of “double trouble” when combining motherhood with a chronic disease as this:


“It’s challenging to be tired from having a toddler and being sick at the same time. I’m fully depended on my husband, who has been absolutely fantastic, not to break down” (#130, SpA, one child age 10 months).




“Lack of sleep is probably normal when having small children, but when the bechterew disease also wakes you up at night, it can be challenging” (#120, SpA, one child age 2 years).



The difficult balancing act stands out as an overarching main theme that is further divided into five sub-main themes as illustrated in Table 2, and described in further detail below.


TABLE 2 Qualitative results- main and subthemes.
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3.1.1 “Just everyday things”

Many women described how their disease, with symptoms such as pain, stiffness and fatigue, made everyday chores, as well as playtime and participating in activities with their children challenging. Having some physical limitations and difficulties with practical task was something that many of the women experienced to varying degrees since they developed IA. However, having challenges that affected their abilities to take care of their babies were described as a difficult and painful experience.


“To sit down/bend down to the child, both during play and when dressing the child. Carrying/lifting the child, fastening in the car seat. Sitting down on the floor to play with the child. It is emotionally difficult when the child (and myself) have an expectation to do something, which is not possible due to physical limitations and pain, but which really is just everyday tasks such as dressing, playing, bending down to the child and so on. Of course, in most situation you will find alternative ways to do things, which might be a bit untraditional, but that works. But it’s difficult at times to be a “different” mum, than “every other” mum. And baby-food, bottles, baby clothes should often have been more universally designed. I learned to avoid certain things because I had extra trouble with opening/buttoning etc.” (#61, JIA, one child age 2 years).



Some felt that the challenges in relation to handling the baby grew as the children grew bigger:


“Now that the child is bigger everything has gotten more difficult: holding her, putting her to bed, bathing her…yes, basically everything. Lack power and strength and get a lot of pain after various tasks with her” (#151, SpA, one child age 8 months).



Activities and playtime also change, as the children grow older. For mothers who are struggling with pain and fatigue it can be difficult to keep up with the high level of energy and physical demands, as this woman explained:


“Being tired, not having the energy to play, going for a walks, running after a bike and so on. This means there is less of these activities than what is normal. The child must be taken care of by others/their dad on days when everything is painful and tiring. It hurts not being able to take care of your own child all of the time” (#12, RA, one child age 4 years).





3.1.2 Feelings of inadequacy

Many women conveyed a strong feeling of inadequacy. This feeling was related to various aspects of their life as a mother with IA.


3.1.2.1 Emotional challenges

Not being able to be the mother they had pictured, and having trouble controlling their emotions due to pain and fatigue triggered many women to feel inadequate in their new role.

One mother expressed it like this:


“It’s a bit mentally challenging to realize you have limitations due to your illness that affect/will affect being a fully present mother. Feels like I'm failing somewhat in a role that I have chosen myself” (#130, SpA, one child age 10 months).



Another like this:


“You feel like you are never good enough, having to say no to things that the children wants to do because you're simply in too much pain, and are always tired and exhausted. Spend a lot of energy pulling yourself together, so that the children don't see how much you’re struggling with pain (…) You constantly have to pull yourself together on the worst days, so that you don't get angry with your kids and yell at them cause you are in pain. I often feel guilty because I feel I'm not patient enough and can get annoyed over little things” (#147, SpA, three children age 2, 5 and 8 years).





3.1.2.2 Relations – family and work

For some women the challenges and feelings of not being able to contribute and participate affected their relationship with their partner, and resulted in feelings of guilt and inadequacy.

These two women expressed it like this:


“Me and my partner can get a shorter fuse between us. He has to do more. I don't have the capacity I used to. He gets up every morning. Aching makes it difficult to fall asleep at times. Sometimes it can be hard on our partnership” (#131, RA, two children age 1 and 3 years).




“I often feel guilty that dad has to contribute more, especially in the mornings. And generally there’s a bit too much responsibility on dad” (#29, RA, one child age 2 years).



Being able to work full-time was described as important for many of the women. However, several expressed combining full-time work with family-life and a chronic disease as difficult. One women wrote that she often prioritized work to look good for her employer even though this made the afternoons with her family very hard. Another felt constantly tired/exhausted and experienced it as difficult to be present when being with her family and children because she worked fulltime. Being able to work fulltime was also depended on the type of job, possibilities for making adjustments and having some flexibility:


“If it wasn't for the fact that I have a very independent and flexible job (university-sector), I don’t think I would have been able to be both a mum and an employee. I hope this survey can contribute to increased political focus on us with rheumatic disease with “double responsibility”. For me, I think that only the possibility for rehabilitation in warm climate and/or some form of relief/childcare sometimes would make it possible to get enough a) rest and b) physical activity. I strongly want to work, also after giving birth to nr.2, but sometimes I worry that this won’t be possible. I often feel alone with my diagnosis in everyday life, and as a woman I think that one can experience very different expectations about being able to deal with both work and family-life compared to men, despite the fact that we are in 2019” (#32, SpA, one child age 2 years).





3.1.2.3 Self-care

Focusing on self-care, such as exercise and resting, were emphasised as important and as a way of keeping their disease under control. Many women experienced that it was difficult or impossible to prioritize self-care, which again had a negative impact on their health; as this mother described:


“I also feel/notice that to prioritize physical activity/exercise on my own has been difficult/non-existent, which in turn has a negative impact on my physical health and disease activity (…) With small children I also experience that there’s no time to relax and rest, and that sleep is limited. I notice that this also affects me and my disease negatively” (#74, PsA, two children age 3 years and 1 year).






3.1.3 Disease management

Pregnancy and the postpartum period led to some new dilemmas and problems regarding disease management and medication use. A few women felt that they did not get sufficient information from health professionals leading to unnecessary distress. Information about medication use during pregnancy and breastfeeding was described as inadequate and often conflicting. Some felt they had to do their own research, in addition to involving their partners:


“Decisions regarding medications, not enough knowledge among many of the doctors (especially regarding breastfeeding). I’ve used “tryggmammamedisin.no” (“Norwegian webpage with knowledge based information regarding medication in pregnancy and breastfeeding”) to check if it´s ok” (#160, RA, two children age 3 and 1 year).




“I also had bad conscience for my child because I took some painkillers prescribed by a doctor (very little), that the child’s father meant wasn’t good for the foetus. I felt I was “in a squeeze” where I experienced that the partner should get more information from the doctors, not just passed on by me” (#70, SpA, one child age 2 years).



Several expressed that they received insufficient information, making it challenging to manage their IA. The women wanted clear and understandable information, not only that it was important to stop certain medications during pregnancy, but also about alternatives.


“I had been asked many times if I was planning to get pregnant, but that was just concerning that I had to stop my medications in time, never to tell me that there were alternatives if I did get pregnant. When I then got pregnant and came on a routine follow up appointment to the rheumatologist, I was met by a doctor who questioned why I hadn’t let them know earlier. I said it as it was, that I didn’t know that there was any reason to let them know – cause I didn’t know that there was anything that they could do to help. Now I’m pregnant again and I feel I’m much more informed this time” (#124,RA, two children age 10 and 2 years).



Others described struggles with taking care of their babies after giving birth due to disease flares and inadequate follow up or treatment plans.


“I would have appreciated a better plan regarding medication and treatment after birth and before stopping breastfeeding. I wasn't physically able to take care of the baby on my own until several months after birth, I wasn't prepared for this” (#77, PsA, one child age 1 year).





3.1.4 What about the future?

Naturally, having children and a family brought some new thoughts about the future. Several were concerned about the disease progress, and how their IA could affect their children and family in the future. The unpredictability of the disease worried them, making them questioning whether they were able to combine motherhood with a fulltime-job. If they could not work full-time, they were anxious about the economic consequences:


“Unpredictability with regards to daily fluctuations in disease burden. Worries about worsening of the disease and that I will not be able to follow up the children” (#193, JIA, 2 children age 5 and 1 year).




«Worry a lot about how the economic situation will be if I can’t work fulltime in the future2 (#1, SpA, one child age 1 year).




«I am dreading going back to work. I want to function as a mother and a girlfriend, and I think my work is going to take a lot of my energy” (#116,RA, one child age 1 year)



Several women also feared that their children would inherit their disease. Some described feelings of guilt if this would happen even though it was beyond their control. Whether to have more children or not is a life changing decision. Many of the women struggled to make such a decision because their prior pregnancy or post-partum periods were challenging, and they were unsure if they would go through it again:


«I’m scared that the children may have inherited the disease, don’t want them to be in pain just because I brought them into the world” (#209, PsA, two children age 2 years and 3 months).




“I want my child to have siblings, but having to go through a heavy pregnancy and the pain afterwards makes me doubt” (#116, RA, one child age 1 year).





3.1.5 It’s not so bad

Even though many women described difficulties in their role as a mother with IA, some described a more nuanced and positive picture of the situation. Better treatment, family-support and a perspective that normalised feeling tired a natural part of being a parent, independent of having a chronic disease, were mentioned.

Several women expressed that having a good medical treatment plan had significantly improved their lives with IA:


“I’m much better after starting biologics. I live more or less like normal” (#154, SpA, one child age 5 months).




“More challenges after the birth of my two first children (born 2011 and 2013), and in the first years, than after my last child (born 2018). Started biologics after giving birth in 2018, and this has given me a whole new life”(#10, RA, three children age 8, 6 and 2 years).



While some women were a bit concerned about whether their partner took too much responsibility, leading to stress on the relationship, others expressed that the support from their partner made the situation easier. Being a mother could be difficult and demanding at times regardless of having a chronic disease. Some women reflected on this, and that it could be difficult to know whether the challenges were due to their disease or to motherhood in general:


“I’ve been lucky when it comes to my arthritis, so I don’t think it affects me that much + I’m lucky to have a husband who takes care of the children when I’m tired (which doesn’t happen very often)” (#189, JIA, two children age 2 and 6 years).




“I think it’s difficult to tell what is due to the disease and what is “just being a mother with small kids”. Most people in this phase are tired” (#103, RA, three children age 12, 10 and 2 years).



Several also mention, despite the challenges, that having children led to a more active lifestyle, which had a positive impact on the disease symptoms:


“At the same time I’ve experienced that having an active lifestyle, which you do when your home with small kids, is overall a good thing for the joints. I notice little from the disease during the day when I’m carrying, going for walks, playing and running. Its first when I sit down at night and when I wake up in the morning that I notice that I have a rheumatic disease” (#88, RA, 2 children age 3 and 1 year).







4 Discussion

The aim of this study was to gain insight into the challenges that mothers with IA encounter in their daily life. Many describe difficulties, both physically, mentally and socially that have a large impact on their everyday life. They describe life as a mother with a chronic rheumatic disease as a balancing act, trying to live up to the needs and expectations of their children, family and workplace, at the same time as they try to take care of their own needs in order to function in everyday life.

Experiences and expectations surrounding motherhood are strongly influenced by the culture and society one lives in. Norway is a welfare state, with universal healthcare and a developed system for parents with paid parental leave for up to a year, a free infant healthcare-programme and highly subsidised child-care (23). Studies on Norwegian cohorts of women with psoriatic arthritis, juvenile idiopathic arthritis and spondyloarthritis found altogether low and stable disease activity during pregnancy and the first year after birth (24–26). These are all important factors that potentially influence how Norwegian women with IA experience motherhood. Still, our findings are in line with previous qualitative studies on similar patient groups from other countries, reporting many of the same challenges (10, 12–16). Also Barlow et.al study from 1999 (15), going 25 years back, describe many of the same challenges as our cohort when it comes to parenting with small children. Troubles with everyday tasks, and feelings of guilt for missing out on activities, as well as frustration and inadequacy were also described in this study. Considering the vast improvement in medical treatment for patients with IA in the last two decades, also during pregnancy and breastfeeding (4, 19, 20, 27), one could assume that the described experience of motherhood also should improve. It is however clear from the literature, that despite recent improvements in medical treatment, many IA patients, including those with low disease activity/in clinical remission, have residual symptoms and significant unmet needs (28, 29). Studies have also shown that women with IA overall have a higher disease burden and more unmet needs compared to men (30).

The biopsychosocial model is helpful for clinicians to understand the complexity of how women with IA experience motherhood, and why improvement in medical treatment does not solve all of their challenges. Figure 1 illustrates various elements that has an impact on how women experience motherhood. The relations between the underlying factors are dynamic and intertwined. Many of these factors are relevant for how people with IA experience life with a chronic disease in all life stages, and pregnancy and motherhood can affect and intensify many of these elements contributing to the overall experience. When it comes to the psychological impact of having IA, studies have shown that people with IA are generally more at risk of both depression and anxiety disorders (31) and mothers with IA are more at risk of developing postpartum depression compared to mothers without IA (32, 33). In addition, poor mental health is linked to worse outcomes in IA (34, 35). We do not know if any of the women in this study had a comorbidity of anxiety or depression, but it is plausible that some did, and that this potentially affected their experience of motherhood.
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FIGURE 1
Illustration of elements affecting how women with IA experience motherhood, in a biopsychosocial framework.


Many women in our study expressed difficulties with prioritizing self-care and exercise, which had a detrimental effect on their function and disease activity, also contributing to the experience of inadequacy. The majority of the women in our study were also working, making prioritizing self-care even more challenging. The cultural expectations of motherhood in the western society, and how this affects women with various health challenges is thoroughly discussed in several studies (14, 36, 37). Attending to and prioritizing own needs, e.g., with exercise and resting, rather than always attending to their children and others needs first, means that the women might not live up to their own and their perceived expectations of others in the role as a mother.

A study by Bar and colleagues (38) gave some interesting insight from men with IA, and their experience of fatherhood. Despite arthritis interfering with specific tasks for these men in the same way that mothers in our study describe, it did not affect the way they perceived themselves as fathers. Strong social support, ability and possibility to prioritize themselves in regards to things such as exercise and rest, and taking ownership of their disease by changing priorities, pacing activities and normalizing their disease were all factors that contributed to a predominantly positive experience of fatherhood. Going back to the biopsychosocial model, these men expressed many positive experiences in the psychosocial domains, illustrating how these can be protective and positive factors in the overall experience of being a parent with IA. It is interesting that several women in our study felt guilty when the dad had to step in and at times do more, such as get up in the morning. No men in Bar et al. study mentioned feelings of guilt and they were not hesitant about seeking and accepting help and support, possibly a result of cultural expectations and differences in parenteral role of mothers vs. fathers (39).

Challenges with disease management and follow-up in relation to pregnancy and the post-partum period, as well as insufficient/contradictory information from various health professionals was brought up as problematic by many women in our study. This can lead to uncertainty and increased stress and worrying, non-compliance, increased disease activity and feelings of inadequacy, illustrating how everything is connected. The findings in this study adds to an already extensive number of studies highlighting problems with unmet information and support needed for this patient group (17, 40–42).

Empowering these women, and learning them good self-management strategies in order to deal with the practical, physical and psychological challenges they encounter in their role as a mother with a chronic disease is vital. Pregnancy and the post-partum period represents a massive life-changing event. EULARs recommendations on patient education (PE) for patients with IA (43) states that PE should be provided as an integral part of their care to increase patient involvement in disease management. They also highlight that the need for education and support might be more prominent when the disease interferes with daily activities, life-events and family roles, and that PE should include discussion on emotional issues and support. Increased focus on PE and self-management interventions in relation to pregnancy and the postpartum period is thus something that should be prioritized (3, 43, 44).

The findings in this study highlights the importance of providing high quality multidisciplinary care with a holistic and individualized approach for this group of patients, where the health care professionals have insights into the common challenges these women encounter. The team of health care professionals should provide advice and guidance on practical aspects of childcare, physical activity, exercise, patient rights, adjustments in work life, patient information, self-management and optimal medical treatment (17). Also encouraging the women to get in touch with peers through i.e., patient organisations, can be of great value (44).


4.1 Strengths and limitations

One of the main strengths in this study is that 186 of the 233 women responded to the open-ended question providing us with a rich material of written descriptions of experienced challenges among mothers with IA. On the other hand, a possible limitation with the written responses is that we were not able to ask the respondents to elaborate, as qualitative interviews could have, limiting the depth of the data (45). The open-ended question encouraged the respondents to write about their challenges related to being a mother with IA, and positive experiences might not be captured.

Even though the experiences described in this study do not apply to all women with IA, they provide great insights that are beneficial for clinical practice in further development of follow-up care.

This study only included Norwegian mothers. This might limit the reproduction of these results in other locations, especially less developed countries.



4.2 Recommendations for future research

This study gives valuable insights into the experienced challenges among mothers with IA. Hence, further studies should focus on the positive experiences of motherhood; on beneficial strategies to improve different challenging situations, and how health care personnel can best support women in planning their pregnancy, during pregnancy, and in the post-partum period. The experiences of becoming a father when living with IA is also less studied, and what kind of support they need in this phase of life.

Comparing the experiences and challenges of mothers with IA to women with other chronic diseases, or to healthy mothers could also give important insight into what challenges are unique to those living with IA, and what challenges are common for mothers regardless of diagnosis.




5 Conclusion

The main finding in this study is that the women with IA experience several challenges related to motherhood. The challenges are multifactorial and complex, including physical, mental and social issues that have a large impact on their everyday life. Focusing solely on improving medical treatment will not solve the challenges these women face. A multidisciplinary approach and focus on patient education and self-management strategies is important to help these mothers thrive in their role as a mother with chronic disease.
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