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Abstract 

 

Purpose 

Evidence of drug use and pregnancy is scarce and often inconsistent. This study 

aims to explore questions women with rheumatic diseases have and answers they 

retrieve on drug use and pregnancy. 

 

Method 

Trough the Rheumatism Patient Federation website, women with rheumatic 

diseases who desire to become pregnant (now or in the past), who are pregnant, 

or recently gave birth could request a questionnaire. Information about patient 

demographics, current and intended drug use, and questions on drug use and 

pregnancy were asked. 

 

Results 

Of the fifty women returning the questionnaires, 66.0% judged their questions to be 

answered satisfactory, 42.0% found information available to them sufficient. 61.2% 

reported that doubts and/or fears did not change or increase after receiving the 

information. 

 

Discussion 

Most women find their questions on drug use and pregnancy answered but 

information available to them is insufficient. Doubts and/or fears remained or 

increased after receiving the information. 
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Introduction 

In many chronic conditions pharmacotherapy is required as part of disease 

treatment, however, when pregnancy is considered, questions about 

(dis)continuation of drugs arise. 

Lack of evidence on drug use during pregnancy in rheumatic diseases affects 

patients as well as rheumatologists. For some drugs recommendations are clear1: 

methotrexate, presently the anchor drug in rheumatic diseases, can not be used 

during pregnancy due to its teratogenic effects2-4. Sulfasalazine can be used 

safely, although teratogenic risk can never be excluded2. For other drugs, 

information is considered to be less clear[1]; for the use of azathioprine and 

hydroxychloroquine benefits of continuation may outweigh potential risks for the 

fetus2-5. For other drugs such as Tumor Necrosis Factor alfa (TNFα) and 

leflunomide information on use in pregnancy is scarce2,4,6,7. 

Women with rheumatic diseases who desire to become pregnant may not only 

have questions about the disease and how to care for the child once it is born, but 

also may have  questions about pharmacotherapy before, during or after 

pregnancy. In seeking answers to their questions, women might consult their 

rheumatologist, general practitioner (GP) or community pharmacist8. Answers to 

their questions might influence the woman’s decision to become pregnant or 

choices on drug use before, during or after pregnancy. In order to provide the care 

needed by these women, health care-providers must know about the need for 

information on drug use and pregnancy. To our knowledge no studies have been 

performed to investigate these needs and questions. Therefore, this study aims, 

from the perspective of women with a rheumatic disease to survey: whether 

women have questions about drug use and pregnancy; whom they ask these 

questions; and whether their questions are answered. 
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Methods 

Trough an announcement on the Rheumatism Patient Federation (Reuma 

Patienten Bond) website women were invited to participate in our study. 

Respondents were asked to fill out a questionnaire which was sent to them by mail 

with an explanation letter and free return envelope. 

The questionnaire consisted of three sections. The first section contained 

questions about the woman’s demographic features, including age and diagnosis. 

In addition women had to indicate if she was pregnant, recently gave birth, if she 

desired to become pregnant or if she had had the desire to become pregnant in the 

past but no longer at the time of the questionnaire.  

The second section focused on drug use before, during pregnancy and after 

pregnancy, if appropriate. Every woman was asked to report on drug use in the 

periods before pregnancy: one period in which the woman did not yet have the 

desire to become pregnant and a second period in which she consciously wanted 

to become pregnant. Drug use had to be reported separately for both periods. Via 

a multiple-choice question, the woman was asked to indicate reasons for choosing 

these drugs; answers included own initiative, initiative of the rheumatologist or GP.  

Women, who were not pregnant (yet) at time of the questionnaire, were asked their 

intention of taking drugs during and after pregnancy and why they would choose to 

do so. Women who were pregnant had to indicate their drug use during pregnancy, 

and if and why they intended to use drugs after pregnancy. Women, who recently 

delivered a baby, were asked to report their drug use during and after pregnancy 

and their reasons for this. Women, who had the desire to become pregnant in the 

past but no longer at time of the questionnaire, were asked to indicate why they 

gave up this desire and if this involves doubts or fears about their drugs or disease. 

They were asked to indicate where these doubts or fears originated.  

In the third section of the questionnaire patients were asked if they had any 

questions about drug use and pregnancy. The questions were divided into five pre-

defined multiple-choice topics: drug use before and during pregnancy, drug use 

during breastfeeding, disease relapse after pregnancy, and harmfulness of the 

drug to their baby. Questions not directly related to these predefined topics were 

reported as other.  
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By means of pre-defined answers women were asked to indicate where or to 

whom they asked their questions (e.g. rheumatologist, GP, pharmacist, Internet, or 

other). If a question was not answered to a woman’s satisfaction, she had to 

indicate if she posed her question(s) somewhere else.  

The National Association of Rheumatic Patients (Reuma Patienten Bond) and 

Dutch league against Rheumatism have a leaflet on rheumatic diseases, genetics 

and pregnancy and their website contains information on pregnancy. Women were 

asked to indicate whether they have read this information and if they were satisfied 

with the information given. The section ended with five propositions which could be 

answered on a 6-point-Lickert scale (strongly disagree to strongly agree). 

Respondents were asked to indicate to what extent they agree or disagree on the 

following topics: sufficiency and clarity of the information available to them, 

appreciation of a specific leaflet on pregnancy and drugs, reassurance due to the 

information on drug use during pregnancy. Finally, patients were asked to indicate 

if the information available to them decreased, did not change, or increased any 

doubts and/or fears about drug use during pregnancy. The authors based the 

analysis on descriptive statistics.  

 

Results 

During a period of three months (February 1st to May 1st, 2007) 55 women 

requested a questionnaire, 50 questionnaires (90.9%) were returned (table 1, 

Demographics). Thirty-one women (62.0%) desired to become pregnant, eight 

women (16.0%) were pregnant, seven women (14.0%) had recently given birth, 

and four women (8.0%) expressed a past desire to become pregnant. 
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Table 1. Demographic results, including average age at time of the questionnaire 

and at time of diagnosis and the reported diagnosis of all women (N=50) 

Age at time of questionnaire (mean, ±SD) 33.2 (±4,1) 

Age at time of diagnoses (mean, ±SD) 24.7 (±6.0) 

Diagnoses 

Rheumatoid Arthritis 

Ankylosing spondylitis (Bechterew’s disease) 

Psoriatic arthritis  

Fibromyalgia 

Systemic Lupus Erythematosus  

Sjögren's syndrome 

Polyarthritis 

Mixed Connective Tissue Disease  

Arthritis 

 

33 (66%) 

11 (22%) 

2 (4%) 

2 (4%) 

1 (2%) 

1 (2%) 

1 (2%) 

1 (2%) 

1 (2%) 

 

Reported drug use 

Reported drug use showed that the use of methotrexate and TNFα drugs 

decreased as soon women consciously want to become pregnant, reported use of 

sulfasalazine increased during this period. Besides DMARDs women reported 

using NSAIDs, corticosteroids, or no drugs. The choice for a certain drug regime is 

mainly based on advice of the rheumatologist or on the woman’s own initiative after 

consulting her rheumatologist. Of the women who reported using sulfasalazine 

(n=17) or other DMARDs (gold or azathioprine (n=5)) at any time before their 

(potential) pregnancy, around 80% reported receiving a satisfactory answer to their 

question(s) (table 2). 
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Table 2. Percentage of women receiving a satisfied answer to the questions asked 

and percentage of women who reported a decrease, increase or no change in 

doubts after reading or receiving information on the use of their drugs during 

pregnancy among women who reported a certain drug use before their (potential) 

pregnancy.  

Satisfied 

answers to 

questions 

Doubts, after reading/receiving all available 

information, about their drug use during 

pregnancy* 

Reported drug use before 

(potential) pregnancy 

(N=50)  % 

 N % < = > 

Methotrexate 27 66.7 29.6 55.6 14.8 

Sulfasalazine 17 82.4 41.2 35.3 35.3 

Hydroxychloroquine 10 40.0 30.0 40.0 20.0 

TNF-α 14 37.1 35.7 42.9 21.4 

Other DMARDs1 5 80.0 40.0 60.0 0.0 

NSAID 38 63.2 44.7 42.1 10.5 

Corticosteroids 22 59.1 31.8 50.0 18.2 

Miscellaneous 18 61.1 38.9 44.4 11.1 

No drugs 7 57.1 57.1 28.6 14.3 

*<decreased, =did not change, >increased1 Other DMARDs including: ciclosporin, 

aurothiomalaat, azathioprine, and leflunomide 

 

Of the women who reported using TNFα-drugs (n=14) or hydroxychloroquine 

(n=10), respectively 37.1% and 40.0% reported being satisfied about the answers. 

Of the women who reported not using drugs (n=7) before pregnancy, 57.1% 

indicated a decrease in their doubts and/or fears. For women using methotrexate 

(n=27), corticosteroids (n=22), or other DMARDs (n=5), respectively 55.6%, 50.0% 

and 60.0% reported no change in doubts and/or fears about their drug use. Of the 

women who reported to use sulfasalazine (n=17), 35.3% indicated an increase of 

doubts and/or fears. Four women gave up their desire to become pregnant, mainly 

due to fears and doubts about their medication and disease as a result of a lack of 

information available to them. 
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Information 

The information leaflet from the Dutch Association of Rheumatic Patients was read 

by 30 women (60.0%), of whom 17 (56.7%) were satisfied with the information in 

this leaflet. Seventeen women (34.0%) read the information available on the 

website of the Dutch League Against Rheumatism, 41.2% (n=7) of these women 

were satisfied with this information. 

In general, the information on drugs and pregnancy available to them was found to 

be sufficient for 42.0% (n=21) of the women, 48.0% (n=24) found the information 

clear. For 62.1% (n=30) of the women, possible doubts and/or fears increased or 

did not change due to information available to them. For 86.0% of the respondents 

(n=43) a specific leaflet on pregnancy and drugs would have added value.  

 

Questions 

All women reported having questions, mainly about drug use before and during 

pregnancy and about potential harm of the drug to their baby. There is no 

difference between the questions from women with a current or past desire to 

become pregnant and those who are pregnant or recently gave birth (table 3).  

 

Table 3. Number of women (percentage) who reported to have asked questions 

about these topics in a group of women with a current or past desire to become 

pregnant and in a group of women who are pregnant or recently gave birth at time 

of the questionnaire. 

 

 

Question 

Women with a current 

or past desire to 

become pregnant 

(n=35) 

Women who are 

pregnant or recently 

gave birth (n=15) 

Medication before pregnancy (N (%)) 34 (97.1) 14 (93.3) 

Medication during pregnancy (N (%)) 35 (100) 14 (93.3) 

Harmfulness for my baby (N (%)) 32 (91.4) 14 (93.3) 

Relapse of disease after pregnancy (N (%)) 26 (74.3) 12 (80.0) 

Medication and breastfeeding (N (%)) 26 (74.3) 13 (86.7) 

Other questions (N (%)) 10 (28.6) 2 (13.3) 
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Two-thirds of all women (n=33) received satisfactory answers to their questions, 

32.0% (n=16) did not. The latter were mainly women who wanted to become 

pregnant at time of the questionnaire. Fourteen out of the 16 women reported re-

asking their question(s), three women received a sufficient answer(s) the second 

time. Table 4 shows that questions were posed to professionals, mainly the 

rheumatologist. Women with a current or past desire to become pregnant also 

used the media (48.6%), friends and family (17.1%), and others (14.2%) as a 

source of information. Women who were currently pregnant or recently had given 

birth reported using the media (33.3%) as another source of information.  

 

Table 4. Number of women (percentage) who reported to have asked questions to 

a certain medium e.g. professionals, media, etc in a group of women with a current 

or past desire to become pregnant and in a group of women who are pregnant or 

recently gave birth at time of the questionnaire. 

 

 

Medium 

 Women with a current or 

past desire to become 

pregnant (n=35) 

Women who are 

pregnant or recently 

gave birth (n=15) 

Professionals N (%) 35 (100) 15 (100) 

 Rheumatologist N 35 15 

 Gynaecologists/midwives  N 13 7 

 Rheumatology nurse N 11 2 

 General practitioner N 10 3 

 Pharmacist N 5 2 

Media* N (%) 17 (48.6) 5 (33.3) 

Direct environment* N (%) 6 (17.1) - 

Others N (%) 5 (14.2) - 

Not asked N (%) 10 (28.6) 2 (13.3) 

*Media includes Internet, Rheumatism call centre, Rheumatism patient Federation; 

direct environment include family and friends 

Discussion 

Our survey of women with rheumatic diseases and a (recent) pregnancy or (past) 

desire to become pregnant showed that these women have many questions about 
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drug use and pregnancy. The questions were mostly answered to their satisfaction. 

However, the majority of the women found the information available to them 

insufficient and reported that doubts and/or fears about drug use and pregnancy 

increased or did not change due to the information. 

It is generally believed that uncertainty and insufficient information may increase 

fear9. 

A recent study1 among rheumatologists showed that recommendations towards 

drugs such as azathioprine and hydroxychloroquine were found less clear, this 

might lead to uncertainty for rheumatologists and patients. It is possible that the 

information available to them was insufficient for the women and led to questions. 

These questions were then posed to and answered by, for example the 

rheumatologists. This might explain why 66.0% reported to be satisfied with the 

answers they received. To what extent this is true for participants in our study 

could however not be determined. Leeners et al.9 reported 31.4% satisfaction with 

medical information received by a group of women with hypertensive disorder in 

pregnancy. Although these groups can not be compared, it is clear from both 

studies that available information is often insufficient.  

Katz10 reported that concerns about medication issues and being able to care for a 

child most commonly affected childbearing decisions in women with a rheumatic 

disease. Women in our study reported that fears and/or doubts about their 

medication and disease were indeed the main reasons for giving up the desire to 

become pregnant.  

Reported use of sulfasalazine increased when women consciously want to become 

pregnant. Sulfasalazine is thought to be safe during pregnancy which was found to 

be well-defined by rheumatologists1,2. This might explain why the majority of the 

women using sulfasalazine before pregnancy reported their questions to be 

satisfactorily answered. However, a relative large proportion (35.3%) indicated that 

doubts and/or fears about their drugs and pregnancy increased. Reluctance 

towards using drugs during pregnancy may exist, and safe use of sulfasalazine 

during pregnancy might be hard to believe for these women.  

Reported methotrexate and TNFα-drug use decreased as soon as women 

consciously wanted to be become pregnant. Guidelines recommend to stop 
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methotrexate least one ovulatory cycle before trying to conceive1-4. When using a 

TNFα-drug effective measures towards contraception should be taken2. Women 

using TNFα-drugs before their pregnancy were less satisfied with the answers. 

This might be explained by a lack of evidence on use of TNFα-drugs during 

pregnancy. Recommendations for hydroxychloroquine use during pregnancy were 

less clear1, which might explain why only 40.0% of the women using 

hydroxychloroquine before pregnancy reported receiving a satisfactory answer. Six 

women reported not using any drugs at time she consciously wanted to become 

pregnant. The results from this study are consistent with the study among 

rheumatologists; they indicated a preference to stop medication if possible, or, if a 

drug had to be used, they preferred sulfasalazine1. 

Our study suggests that the rheumatologist, as the primary health care provider, is 

the major source of information9. And, although not suggested by the results of this 

study, physicians and GP’s are also often consulted about drug use during 

pregnancy11. The Internet, an almost unlimited information source9, was used by a 

small proportion of the participants in our study, which was also seen by Norum et 

al.12.  

Questionnaires can have a low response rate, though the response to our 

questionnaire was high (90.9%). The high response rate was possibly due to the 

way women were invited to participate. Women had to send in a request for the 

questionnaire, therefore indicating a willingness to fill out the questionnaire. The 

number of women who in principle were eligible for inclusion in our study and yet 

did not request a questionnaire is unknown. The results from this study are not 

representative of the general population since the questionnaire was specifically 

designed and set up for patients with a rheumatic disease.  

In conclusion, women with a rheumatic disease who want to become pregnant 

have a lot of questions about drug use before, during, and after pregnancy. 

Fortunately, most of these women get their questions appropriately answered. 

Available information on drug use during pregnancy is insufficient and doubts 

and/or fears on drug use and pregnancy remain or have increased. 

Rheumatologists should regularly be updated about drugs they prescribe to women 

of childbearing age in order to respond to their patient questions and needs with 
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most current knowledge. To gather more knowledge on drug use during pregnancy 

in women with a rheumatic disease, setting up a monitoring system following these 

women from start of diagnosis throughout pregnancy should be considered.   
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