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An Exploration of Sexual and Reproductive Health of Australian 
Women Living with Inflammatory Bowel Disease: A Mixed Methods 
Study

Kate O’Reillya , Eleanor Holryodb , Wenpeng Youa  and Kath Petersa 
aFaculty of Health, Western Sydney University, Penrith, Australia; bFaculty of Health and Environmental Sciences, Auckland 
University of Technology, Auckland Central, New Zealand

ABSTRACT
Inflammatory bowel disease (IBD) is an unpredictable condition that is more prevalent 
in females (57%) and commonly presents during reproductive years. This study explored 
the sexual and reproductive health of women who live with IBD in Australia using an 
online survey and interviews (March–November 2024). Survey responses from 64 
women and qualitative data from 14 interviews highlighted menstrual changes, 
misinformation received regarding fertility, and the impact of IBD on women’s sexuality. 
Findings from this study highlight the need to ensure discussions about sexuality are 
more actively incorporated into clinical care for women with IBD.

Introduction

Inflammatory bowel diseases (IBD) including Crohn’s disease (CD) and ulcerative colitis (UC) are chronic 
gastrointestinal diseases that present as unpredictable relapsing conditions. CD and UC both include 
inflammation of the intestinal tract that may result in abdominal pain, rectal bleeding, diarrhea, con-
stipation, and bloating. Extraintestinal manifestations may also be experienced, which are characterized 
by several symptoms including, but not limited to, joint pain, painful skin conditions, inflammation of 
the eyes, and fatigue, all of which significantly impact on quality of life (Rogler et al., 2021; Woods, 2022).

Despite significant advances in medical management, IBD continues to pose major public health 
challenges with the worldwide prevalence estimated to be 6.8 million people (Global Disease Burden 
2017 Inflammatory Bowel Disease Collaborators [GIBDC], 2020). Within Australia, the prevalence of 
IBD was projected to reach 100,000 by 2022 (Department of Health, 2019). The GIBDC (2020) 
identified that from the years 1990 to 2017 IBD was more prevalent in females (57%) than males 
(43%). The disease commonly manifests during the second to fourth decade of life (Armuzzi et  al., 
2022). This adds specific complexity for women as these are the years in which most women begin 
to menstruate, consider reproduction, and may begin perimenopause (Prior, 2020). While it is rec-
ognized that IBD can have far reaching negative impacts on a person’s life, one aspect that remains 
underexplored is that of sexual and reproductive health. The sexual and reproductive health needs 
for women who live with IBD are not well understood. Additionally, the degree to which health 
professionals have the expertise to guide and support women regarding their sexual and reproductive 
health is not clear. A notable omission that was identified in a literature review (O’Reilly et  al., 2025) 
was the lack of understanding about the impact that IBD has on women’s sexuality more broadly. 
Many women have a sound understanding about the symptoms and management of IBD. However, 
it is unclear what the sexual and reproductive health needs are for women who live with IBD.

Women with IBD experience distinct challenges with findings from previous studies highlighting 
that many women who had active IBD reported higher rates of sexual dysfunction compared to women 
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who did not have a diagnosis of IBD (Bel et  al., 2015; Marín et  al., 2013). Women with IBD have 
reported issues with vaginal lubrication and painful intercourse and a lack of reproductive knowledge 
with many believing all medications should be discontinued in pregnancy (Huang et  al., 2015; Shmidt 
et  al., 2019; Toomey & Waldron 2013; Walldorf et  al., 2018). Achieving and maintaining disease 
remission before and during pregnancy is critical to optimize maternal and fetal outcomes (Prakash 
et  al., 2024). Despite this, patient-centred guidance on family planning remains limited (Armuzzi et  al., 
2022). Additionally, Fourie et  al. (2024) highlights that a changing body due to incontinence, stoma 
formation or placement of a seton drain for perianal disease, impacts on body image, placing strain 
on sexual well-being. Rather than self-initiate discussions about sexual and reproductive health due 
to initial discomfort, women wanted health care providers to raise the topic (Picciarelli et  al., 2022).

This article presents findings from a mixed methods study exploring the sexual and reproductive 
health needs of women who live with IBD in Australia. The aim of this article is to present data 
that is specific to women’s sexual and reproductive health. This has been done to inform and improve 
delivery of health care across the lifespan for women who live with this chronic health condition.

Methods

Design

The research was conducted using an equal weighting concurrent mixed methods design that included 
an online survey and qualitative interviews that aimed to explore the sexual and reproductive health 
needs for women who live with IBD in Australia. This article provides the analysis of the quantitative 
and qualitative data and uses the Good Reporting of a Mixed Methods Study (GRAMMS) checklist 
to report the findings (Supplementary File 1) (O’Cathain et  al., 2008). Using mixed methods in 
research can be complementary (Thierbach et  al. (2020). Using an online survey and qualitive inter-
views for this research allowed for each method to provide a more detailed and richer understanding 
of Australian women’s sexual and reproductive health needs. A critical feminist standpoint is under-
pinned by the principle that experiences are informed by the social worlds in which we live (Naples 
& Gurr, 2014). Therefore, due to sex differences in reproductive anatomy for men and women, as 
well as socialized roles as indicated by Chrisler et  al. (2020), using a feminist lens to bring women 
to the center was critical in all phases of the research from design to analysis and dissemination.

Survey

A search of the literature was conducted to explore whether there was an existing tool that explored 
women’s sexual and reproductive health specific to IBD. No single comprehensive instrument was 
found by the authors. However, incorporating validated instruments following permissions into a 
single survey helped to answer the research question: What are the sexual and reproductive health 
needs for women who live with IBD? Prior to implementation, the survey was reviewed by two 
women who had a confirmed diagnosis of IBD to ensure suitability for the demographic. Minor 
adjustments were made following feedback to assist with readability and following ethics approval 
(H15913) the survey was uploaded onto the electronic platform Qualtrics™ and was live from March 
to November 2024. The anonymous online survey was arranged into six sections.

Demographic Information

Section A of the survey sought demographic information from participants such as age, diagnosis, 
relationship status, education, and employment status.

General Health

Section B pertained to women’s general health (see Table 1) and used the SF-12 questionnaire designed 
by Ware et  al. (1996). The scoring of the SF-12 was done using the standard regression-based scoring 
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algorithm developed by Ware et  al. (1996). Scores are divided into two summary measures that 
comprise the Mental Component Summary (MCS) and the Physical Component Summary (PCS). For 
both of the previously named sections of the SF-12, scores above 50 indicate a better than average 
health related quality of life, whereas scores below 50 indicate below average health related quality 
of life (Ware et  al., 1995).

Reproductive Health

Section C asked women about their reproductive health (see Table 1) and used the Women’s Health 
Questionnaire (adapted with permissions) (Hunter, 1992). As not all questions were used from the 
Women’s Health Questionnaire (WHQ), scoring was not carried out and data is presented as descrip-
tive statistics.

Sexual Satisfaction

Section D asked participants about sexual satisfaction (see Table 1) using the Sexual Satisfaction 
Scale, adapted from the Sexual History Form by National Multiple Sclerosis Society (1997). Four 
questions are included in the scale and scoring can range from 4 to 24 with higher scores indicating 
greater sexual dissatisfaction.

Pregnancy Related Knowledge

Section E asked women about their pregnancy related knowledge (see Table 1) and used the Crohn’s 
and Colitis Pregnancy Knowledge Scale developed by Selinger et  al. (2012). As all participants in our 
study were women with a diagnosis of IBD, one question that related to the fertility of men with 
IBD was not included, leaving a total of sixteen questions. A score of 1 was given to the correct 
response with a possible range of scores between 0 and 16. Higher scores indicated participants had 
higher pregnancy related knowledge. Scores equal to or above 14 indicate very good IBD pregnancy 
knowledge (see Table 6).

Self-Esteem

Section F asked women if they felt their bodies looked different compared to before their diagnosis 
of IBD and if they were satisfied with their physical appearance. Additionally, section F asked women 
about self-esteem (see Table 1) using the Rosenberg’s Self-Esteem Scale (Rosenberg, 1965). Scores 
above 25 indicate high self-esteem and scores below 15 indicate low self-esteem.

Reliability of a tool is rated between 0 and 1, with 0 indicating poor reliability and 1 indicating 
perfect reliability. Reliability ratings greater than 0.70 are considered optimal to ensure consistent 
measurement and accuracy of analysis that is important in this study and if comparative research is 

Table 1. V alidated tools incorporated within the sexual and reproductive health survey.
Tool name Purpose Reliability*

SF-12 Questionnaire (Ware et  al., 1996). Health-related quality of life measure. Internal consistency: 0.91 Physical 
component

0.91 Mental component
Adapted (with permission) Women’s Health 

Questionnaire [WHQ] (Hunter, 1992).
To assess women’s menstrual cycles, 

screening practices and pregnancies.
Cronbach’s alpha coefficient >0.70

Sexual Satisfaction Scale (Adapted from the 
Sexual History Form by National Multiple 
Sclerosis Society, 1997)

To assess women’s satisfaction with sexual 
relationships.

Cronbach’s alpha coefficient 0.91

Adapted (with permission) The Crohn’s and 
Colitis Pregnancy Knowledge [CCPKnow] 
Tool (Selinger et  al., 2012).

Assessing pregnancy knowledge related to 
inflammatory bowel disease.

Internal consistency: 0.94

Rosenberg’s Self-Esteem Scale [RSES] 
(Rosenberg, 1965).

Evaluation of individuals self-esteem. Internal consistency: 0.80
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undertaken on this topic (Findler et  al., 2001). All tools demonstrated reliability, with Cronbach’s 
alpha coefficients ranging from 0.70 to 0.94. These are summarized in Table 1.

Interview

An interview guide was developed by (KO’R, EH, KP), all registered nurse academics, who have 
doctoral qualifications. The interview guide included questions such as: Can you tell me about the 
sexual and reproductive health changes felt or experienced since a diagnosis of IBD? Do these changes 
present challenges to you as a woman and how do you manage them? Can you tell me about your 
experience as a woman accessing health services. In what ways do you think being a woman with 
IBD has impacted your identity and how have you navigated this?

Data Collection

Australian women who self-identified as having a confirmed diagnosis of IBD, either UC or CD, 
were invited through Facebook™ and Twitter™ to complete an online survey and/or participate in 
semi-structured interviews between March and November 2024. Invitation to participate was also 
through online and print magazines and newsletters through Crohn Colitis Australia and Ostomy 
Australia. A participant information sheet was included at the beginning of the online survey 
outlining the study aims. Before interviews commenced and at times throughout conversations, 
concepts of what sexual and reproductive health included were discussed. Semi-structured con-
versational interviews were conducted via online video conferencing tools by the first author 
from March to November 2024. After obtaining verbal consent from participants, interviews were 
conducted in English, audio-recorded, and transcribed verbatim by a professional transcription 
service.

Analysis

In total, 75 survey responses were collected via Qualtrics™ and analyzed using Statistical Package 
for the Social Sciences (SPSS v29.0.1.0). Fourteen women participated in qualitative interviews, which 
were uploaded to NVivo software for management. As identified by Braun and Clarke (2021), the 
authors ensured data sufficiency through collection of rich data from interview participants. Accuracy 
of transcription was checked by listening and reading transcripts simultaneously, which was done 
repeatedly by (KO’R, EH, KP). This was a critical step in feminist research analysis as it ensures 
that women’s voices were authentically reflected in the findings (Anderson & Jack, 1991). For this 
article, the data from interviews that align with the six sections of the survey described previously 
are presented. The combined approach of surveys and interviews provided a comprehensive assess-
ment of the sexual and reproductive health of women who live with IBD. The data offers valuable 
insights into the interplay of participants’ physical, mental, and emotional well-being on their 
sexuality.

Results

After excluding survey data (n = 11) that did not meet the inclusion criteria of woman, diagnosis of 
IBD, and living within Australia, 64 records were included in the analysis. Survey participants ranged 
in age from 19 to 59 years, with a mean age of 36 years and responses were anonymous. Geographically, 
most respondents resided in New South Wales/Australian Capital Territory (31.8%) and Victoria (28%) 
(see Table 2). Over half of the survey participants reported having CD (73.4%) with the remaining 
respondents reporting they had UC (26.6%) (see Table 3).

In the qualitative phase, 14 interviews with women who reported having CD (n = 12) and UC 
(n = 2) were conducted (see Table 3). Participants for whom pseudonyms are used to report findings 
ranged in age from 24 to 54 years, with a mean age of 34.1 years. The duration of interviews was 
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between 42 and 67 minutes with a mean duration of 53 minutes and a total of 12 hours and 51 minutes 
of data being recorded. At the time of interviews, most participants lived in New South Wales/
Australian Capital Territory (34.3%) and Victoria (28.1%). No women from Tasmania or the Northern 
Territory volunteered to participate in an interview (see Table 2).

A majority of survey participants reported being married or in de facto relationships (68.7%). 
Most women reported living with their spouse, partner, and children or just their spouse or partner 
(64%). In terms of income, a majority of women were employed for wages (46%) and in the 12 months 
prior to completing the survey had incomes between $60,001 and $100,000 (40.6%) (see Table 4). 
This was followed by 20.3% of women earning between $25,001 and $60,000. A smaller proportion 
reported incomes exceeding $100,000 (14.1%), while lower-income groups earning less than $25,000 
comprised 18.8% of the participants. This data highlights a diverse economic profile, with represen-
tation from all income groups reflecting variability in socioeconomic backgrounds among the 
participants.

Health Related Quality of Life

Sixty-three respondents completed all items on the SF-12 tool (Ware et  al., 1995); one record was 
excluded due to a missing response to question 7. In this study, 81% of respondents reported scores 
below the midpoint of 50 in the MCS section, indicating poorer than average mental health. In 
contrast, physical health scores were slightly more favorable, though still concerning with 67% of 
participants scoring below the midpoint of 50 in the PCS section (see Figure 1).

The correlation between PCS and MCS scores was analyzed, with the best-fit trendline following 
a second-order polynomial (y = 0.0172x2 − 1.6116x + 74.368, R2 = 0.0343, n = 63). When converted 
to a bivariate correlation, the relationship was very weak (r = 0.185, p = 0.1461, n = 63), suggesting that 
physical and mental health scores were largely independent of one another (see Figure 2).

Table 2.  Residence of survey and interview participants.
State/Territory Survey Interview

New South Wales/Australian Capital Territory 22 4
Victoria 18 4
South Australia 7 3
Western Australia 6 2
Queensland 10 1
Tasmania 1 0
Northern Territory 0 0

Table 3. D iagnosis of survey and interview participants.
Diagnosis Survey Interview

Crohn’s Disease 47 12
Ulcerative Colitis 17 2

Table 4. D emographics—survey respondents.
Relationship 
status N = 64 Living situation N = 64 Employment N = 64

Income past 12 
months N = 64

Married 22 Living with spouse / 
partner and children

21 Employed for wages 46 Less than $6,000 1

Defacto 22 Living with spouse / 
partner

20 Self employed 4 $6,001–$25,000 11

Single 19 Living in shared 
accommodation

7 Out of work and 
looking

4 $25,001–$60,000 13

Divorced 1 Living alone 5 A homemaker 2 $60,001–
$100,000

26

Living with parent/s 5 A student 5 > $100,000 9
Living with parent/s and 

sibling/s
4 Retired 1 Don’t know 1

Living with children 2 Unable to work 2 Prefer not to 
answer

3
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The findings reveal a nuanced relationship between PCS and MCS in women IBD. Women who 
rated their physical health as “Poor” or “Fair” often displayed higher mental health scores. Conversely, 
those who rated their physical health as “Excellent” or “Good” frequently reported lower mental 
health scores. As illustrated in Figure 1, this divergence highlights that emotional challenges can 
persist even when physical health is optimal.

The following quote provided by Carol highlights the importance of supporting physical and mental 
health simultaneously in women living with IBD. A holistic approach that considers both dimensions 
is essential for understanding overall quality of life.

I talk about it, I guess, because it is such a big thing in my life, especially at the moment. A lot of other 
things in my life are impacted by it. It’s like, oh, why don’t you play sport anymore? It’s because I was 
diagnosed with Crohn’s disease and dealing with that. It is a little embarrassing to talk about, especially at 
university, at work. It’s like, I can’t come in today [laughs]. Disclosing that… There is a little bit of a mental 
block there, I suppose, with getting back into it. I’m not sure it’s like, [laughs] I do want to, but it’s a bit 
of a scary thing at the same time. (Carol, 25 years old, CD)

Figure 1. P hysical and mental component scores.

Figure 2. C orrelation between SF-12 physical and mental component scores.
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Reproductive Health

Little is documented in the broader research literature about changes to women’s menstrual cycles 
when they have a diagnosis of IBD. More than half of the survey respondents in this study (n = 34; 
53.1%) reported a change in their menstrual cycle.

The survey findings revealed diverse menstrual experiences, including changes in cycle regularity. 
Over half of the participants (53.1%) reported changes in their menstrual cycles following their 
diagnosis of IBD, although a notable portion (45.3%) described their cycles as regular without 
contraception or with contraception (23.4%). Tender or uncomfortable breasts were a common 
symptom, with many women indicating either definitely (28.1%) or sometimes (25.0%) experiencing 
discomfort. Abdominal cramps were reported by 37.5% of respondents as a definite characteristic 
of their menstrual cycle and 35.9% of respondents highlighting this was a feature sometimes. A 
bloated abdomen was another frequently reported concern, with almost half of the respondents 
(46.9%) identifying this as a definite issue. Heavy periods were a significant challenge, with 21.9% 
of survey respondents reporting them as definite characteristic and 25.0% of women reporting this 
occurred sometimes.

The open-ended responses provided by women at the end of the survey and from interviews 
underscore the substantial impact of IBD on menstrual health. Participants described exacerbation 
of IBD symptoms around their menstrual cycles even though many reported having regular cycles.

I will say my Crohn’s does get worse when I’m on my period in general, just the need to go to the loo 
[toilet] more with diarrhea. Not so much any stomach pains of period cramps, but specific to the Crohn’s, 
it’s just really the need to go to the toilet. I feel that urgency when I’ve got my period. I did actually bring 
that up to a couple of my doctors, and they said going on things like birth control pills might help,  
obviously, in stopping the period that would maybe then stop the flares every month [laughs]. I did try  
that for a couple of months, and I maybe noticed a slight improvement, but I don’t know if it was just 
coincidental timing with something else because I did come off of them [contraceptive pill]. I didn’t feel 
like the benefit outweighed all the other symptoms that come along with taking birth control pills. (Carol, 
25 years old, CD)

Some women in this study reported having more intensified bowel related pain during their menstrual 
cycle, which they attributed to hormone fluctuations. The following response from a survey respon-
dent highlights bowel related symptoms impacted them individually. “I know that my periods affect 
my bowel and I struggle on managing pains due to not having NSAIDS [Non-Steroidal Anti-Inflammatory 
Drugs] but they lacked an understanding of the physiological underpinning of why this was happening 
stating They were “unsure why the periods give me bowel symptomology.” Productivity within the 
workplace was also affected yet repercussions of this were not always well understood by employers 
as highlighted in the following excerpt. “Probably just how hard it is to manage work if you’re taking 
days off for pain that comes with menstruation but then also when colitis is flaring up but it’s not 
something workplaces necessarily see as a disability” (Survey respondent).

Of the records that were included in the analysis, 25 women (39.1%) had been pregnant following 
a diagnosis of IBD with most pregnancies resulting in live births. The women’s pregnancies that did 
not result in live births were due to miscarriage, still birth, or abortion. In total 26 women who 
responded to the survey reported having children, and this ranged from having one child to five 
children. The discrepancy with the pregnancy following IBD data indicates that one woman had a 
pregnancy before diagnosis.

Only one survey respondent elaborated on their experience of pregnancy and living with a diag-
nosis of IBD, highlighting that pregnancy was the catalyst to a flare-up of her otherwise well managed 
disease. The survey respondent explained that “in my experience my disease was well managed for 
nearly 20 years until I had a baby. Pregnancy really caused a lot of flare-ups for me.”

A flare-up during pregnancy was also described by Diane following advice from her gastroenter-
ologist to cease her medication. Diane explained that her first pregnancy resulted in a still birth. 
This was attributed to poor placental growth due to uncontrolled disease in the first trimester. Her 
description highlights advice provided by health professionals did not always align with best practice 
guidelines.
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So I fell pregnant. So I was like, okay, stop my medication, like I was told to do. Then yeah, consequently 
got a flare… throughout the whole pregnancy it was very much, like, the care plan was all over the place. 
(Diane, 34 years old, CD)

Conversely, Pari laughed joyfully as she explained that her disease had settled during pregnancy, 
highlighting the vastly different experiences of pregnancy. Pari who at the time of interview was 
54 years old reflected that during her pregnancies, “I was great. I always went into remission so I 
loved being pregnant. It was like, wow, this is amazing. This is what normal people are like” (Pari, 
54 years old, CD).

Sam highlighted that her experience of becoming pregnant was made more complex by a constel-
lation of diagnoses that impacted her fertility.

So I’ve been given a diagnosis of PCOS [Polycystic Ovary Syndrome]… then I got a diagnosis of adenomy-
osis not long after that. Then I obviously got diagnosed with Crohn’s disease. I was struggling with infertil-
ity, went through IVF [in vitro fertilization] unsuccessfully and then after that… I actually had a baby. (Sam, 
45 years old, CD)

More than half of the 63 women who completed the reproductive health screening section of the 
survey related to cervical screening (n = 47; 74.6%) had a pap-smear test within the previous five 
years. Conversely more than half of the 64 respondents (n = 38; 59.4%) reported that they did not 
complete a self-examination of their breasts each month and half (n = 32; 50.0%) had not had a breast 
examination by a physician or a nurse.

As highlighted from the survey, many women who participated in interviews reported feeling their 
general practitioners (GP) were very proactive in regard to cervical screening. Kelly highlighted that 
this was an important part of her care given the complexity related to anatomical changes following 
a colectomy.

My GP’s amazing, she’s on top of everything. Unfortunately with all my scar tissue from fistulas, they’re 
unable to do the cervical screening now in the rooms. It normally gets done under anaesthetic because my 
uterus has moved… my cervix has tipped forward because my abdomen, and everything is so empty. (Kelly, 
36 years old, CD)

Pari and Belinda both indicated that they had maintained cervical cancer screening; however, as also 
identified on the survey, self-examination of their breasts was not something they routinely did. 
Nicole who had CD, explained that at 23 years of age, reproductive health screening with a doctor 
was not something she had done yet. Nicole explained that cervical screening and breast checks were 
“definitely always at the forefront of my mind.” However, she identified factors such as “just even 
getting in with GP’s is, it’s quite difficult, especially after COVID” were barriers to actioning her 
responsible, health aware intentions.

Sexual Satisfaction

Of the 64 survey respondents, 56 women completed the sexual satisfaction section of the survey. In 
this study, there were a range of scores from 4 to 24 reported by women. Over half of the respon-
dents to this section of the survey (n = 30; 53.6%) scored from 4 to the midpoint of 15 with the 
remaining respondents (n = 26; 46.4%) scoring 16 to 24, which indicated a higher level of sexual 
dissatisfaction (see Table 5).

Open-ended responses shared at the end of the survey and in interviews provide further context 
about factors that negatively impacted sexual satisfaction. Participants below described the physical 
and psychological challenges such as pain during flare-ups, perianal fistulas, limited knowledge, and 
self-consciousness negatively impacting sexual intimacy.

…Also sex life feels less comfortable because of the disease, often feel full, like I need the bathroom but 
then can’t go so don’t really want to have sex if I feel like I need to go to the toilet to empty my bowels. 
(Survey respondent)
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Like can you even have sex when you have a seton? I don’t know. Do I want to know the answer to that? 
No. Because I know how much it hurts and pains, and then someone has to do the dressing for it. Which 
is like a humiliation max out… Then you’re meant to find this person attractive? (Maggie, 30 years old, CD)

The example of Maggie raising questions in the above quote shines a light on the internal tension 
she has about her sexual partner also providing intimate care to manage her seton. The underlying 
tone during the interview revealed her worry that her partner would no longer see her as desirable.

The following excerpts provided by Nicole and Belinda highlight additional factors that impacted  
negatively on sexual intimacy. Women in this study believed anal skin tags that they considered to be 
unsightly and a body that they did not have full control over made them less desirable. The cascade of 
IBD symptoms and feeling less desirable also left many women in this study feeling desireless.

My disease was so severe when I was diagnosed, I actually had really large skin tags across my anus. They 
hadn’t been removed because they weren’t hurting or harming, they weren’t bleeding or anything; it wasn’t 
a priority. So when I was, I think 16, I actually asked for them to be removed because I didn’t want to 
explore any relationships with people because I didn’t want them to see that or anything. So I think there 
was a tough period where my disease—not even it’s—it wasn’t as active, but just the previous issues from 
it were sort of preventing me from wanting to be in relationships with people, which is quite an important 
part of that time of your life. You’re exploring that, so yeah. (Nicole, 23 years old, CD)

Yeah, definitely, and also a bit of leakage. So, and that too, with having partners and things, that’s—you don’t 
feel very sexy when you have to keep going to the bathroom, or—yes, something’s leaking out of your rear 
end, or you’re afraid that’s going to happen. There’s a real anxiety around that. (Belinda, 41 years old, CD)

These findings highlight the complex interplay between IBD symptoms, self-perception, and sexuality.

IBD Pregnancy Knowledge

A total of 60 women completed the pregnancy knowledge section of the survey, and the mean score 
was 8.7, which sits at the low end of the adequate IBD related pregnancy knowledge range. Very few 
women (n = 5; 7.8%) had very good IBD related pregnancy knowledge.

The following quotes relate to women’s fertility concerns. Open-ended responses from the survey 
showed that consistent information about fertility was at times difficult to obtain with one survey 
respondent reporting “information online can be contradictory.” This added an additional layer of 
anxiety as she highlighted that she was worried that past decisions related to her health may have 
implications on her fertility further down the track stating: “decisions I made for my health will 
affect my ability to have children.” Another survey respondent said that soon after their diagnosis of 
IBD they “received a lot of misinformation about an inability to conceive.” The survey respondent 
explained the negative impact this had on their mental well-being, sharing that this caused “significant 

Table 5. S exual Satisfaction Scale.
Sexual satisfaction score N = 64 (%)

4 10 15.6
5 2 3.1
7 2 3.1
8 6 9.4
9 1 1.6
10 2 3.1
11 2 3.1
12 5 7.8
13 3 4.7
14 1 1.6
15 4 6.3
16 3 4.7
18 2 3.1
19 4 6.3
20 3 4.7
21 1 1.6
22 1 1.6
23 1 1.6
24 3 4.7
Missing Data 8 12.5
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anxiety and depression.” The same survey respondent explained that it took them a protracted period 
to gather correct information, stating “thankfully I now know different. Took 13 years to learn 
otherwise.”

The responses above and below highlight that there is a substantial knowledge gap regarding fer-
tility related issues among women with IBD, which aligns with the Crohn’s and Colitis Pregnancy 
Knowledge (CCPKnow) scores collected in the survey (see Table 6). Additionally, women’s responses 
highlight that clinicians’ knowledge regarding fertility and best practice IBD pregnancy management 
may also be lacking.

How pregnancy is for people with Crohn’s? Do they require a C-section? Are they able to give a vaginal 
birth? I know some drugs they recommend not taking if you’re planning to get pregnant. I’m not sure what 
one’s exactly. (Carol, 25 years old, CD)

Self Esteem and Body Image

Of the 64 surveys included in the analysis, only 59 respondents completed the Rosenberg’s Self-Esteem 
Scale (RSES). The results for the completed the RSES showed a relatively narrow range of scorers 
from 12 to 19 with the mean self-esteem score being 15.7 (see Table 7), which is on the lowest end 
of the normal self-esteem score. A majority of women (76.2%) who completed RSES reported 
self-esteem within normal rage as can be seen in Table 7; however, 19 was the highest score, which 
is only the mid-point of the normal self-esteem range. There were no women who participated in 
this study with a high self-esteem score.

Of the 64 surveys included in the analysis, there were 58 responses to this question. In total, 42 
women (65.6%) reported perceiving their bodies looked different compared to before their diagnosis 
of IBD, while 16 women (25%) indicated a neutral response. Women were also asked if they were 
satisfied with their physical appearance. Of the 64 records analyzed, 59 responses to this question 
were recorded. Almost half (n = 29; 49.2%) of the women who responded to this question reported 
that no, they were not satisfied with their physical appearance. A total of 10 women (16.9%) said 
that yes, they were satisfied with their physical appearance, and 20 women (33.9%) offered neutral 
responses. The following quotes elaborate on the profound impact IBD had on women’s self-esteem 
and body image. This impact was related to anticipatory fear of surgery. One survey respondent 
stated “I constantly fear the thought of surgery and seeming weird to everyone else.” This response 
emphasized that surgery may result in a deviation from what are considered normal societal expec-
tations related to physical appearance.

Pari explained the juxtaposition of the lived reality of surgery. In one sense, her surgery was life-
saving, but the excoriation from fecal matter and the worry about leaking in front of people negatively 
impacted her self-confidence:

I looked so sick because I’d lost so much weight. Like, you know, you don’t look healthy when you lose 
that type of weight, so I was just gaunt. I went down to, I think, about 50 kilograms or something. I lost 
all my confidence. I’m quite a confident person, I could easily lecture in front of 200 people, and it wouldn’t 

Table 6. CCP Know scale scores.
CCPKnow score N = 64 (%)

Poor (0–7) 19 29.7
Adequate (8–10) 19 29.7
Good (11–13) 17 26.6
Very Good (≥ 14) 5 7.8
Missing Data 4 6.2

Table 7.  Rosenberg self-esteem scale scores.
Self-esteem scale N = 64 (%)

Low self esteem (0–14) 14 23.7
Normal self esteem (15–24) 45 76.2
High self esteem (25–30) 0 0
Missing data 5
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bother me at all… Because I never knew when this stupid ileostomy was going to leak because all of a 
sudden, I’d just be thinking it’s leaking. I could feel like it burning my skin. It wasn’t pleasant and it wasn’t 
pleasant for people. I didn’t want people to see that or be near me. (Pari, 54 years old, CD)

Fluctuating weight due to periods of active disease and remission was identified by women in this 
study. In the excerpt above, Pari identified that she did not look healthy due to rapid weight loss. 
Carol below identified that her nutritional state impacted the health of her hair and skin, which may 
have also been compounded by side effects from medications:

I’m not sure if my hair was thinner just because of the Crohn’s because I was quite malnourished and I was 
extremely anaemic. My hair was a lot thinner. I remember just going through that and then pulling out 
clumps, but I’m also aware some of the medications can… cause you to lose some hair sometimes. The 
period that I was on the steroids, my skin texture went a bit funny. I actually started to get an increase of 
facial hair, which I was very surprised about… It was a bit of an unexpected symptom… Oh [felt], very 
self-conscious. I’m like, oh gosh, I’m going to have to start getting my face waxed. (Carol, 25 years old, CD).

Danielle explained that prior to her diagnosis of CD she already experienced self-consciousness about 
her body size. The need for a seton drain for a perianal fistula extended this self-consciousness 
further, to include her genitalia:

Growing up a bigger girl, I’ve been self-conscious about just about every part of my body before. Never, 
never my genitals, so it was—oh, it’s been a really hard couple of weeks since having this diagnosis and 
since having the seton. I haven’t been sexually active since. (Danielle, 24 years old, CD)

These examples all highlight that socialized norms of what is considered healthy, attractive, or normal 
influence self-perception and thus self-esteem for women who live with IBD.

Discussion

The aim of this study was to explore the sexual and reproductive health of women who live with 
IBD in Australia using an online survey and interviews. Participants shared insights into the delete-
rious impact IBD symptoms have on their sexual well-being, which aligns with findings from Fourie 
et  al. (2024) and Ma et  al. (2020). Pelvic pain due to the inflammatory nature of IBD and fistula 
formation in participants who had a diagnosis of CD was identified in this study as a significant 
factor that impacted upon sexuality. While the relationship between physical and mental health using 
the SF-12 in this study was weak, we argue that there is a nuanced relationship. As identified by 
Howard (2003), there are several conditions that contribute to chronic pelvic pain in women, with 
IBD being one of these. The relapsing remitting nature of IBD and the chronicity of living with pain 
led to invasive surgical procedures such as placement of seton drains, bowel resection or stoma for-
mation for some women this this study. Wall et  al. (2024) highlights that chronic pelvic pain and 
surgical procedures to treat pain have the potential to impact on a person’s mental health and may 
even cause post-traumatic stress. This may help to explain the nuanced relationship between physical 
and mental health components of the SF-12. After a participants’ physical health had returned to 
some level of equilibrium following a flare-up of their disease participants may continue to experience 
a negative impact on their mental health. The impact of pain along with delay, misinformation and 
contradictory advice in relation to medications and pregnancy as highlighted by some women in this 
study may further contribute to negative experiences (Trotter-Ross et  al. 2023).

Many women who participated in this study were in their reproductive years and a gap in 
knowledge regarding reproductive health and family planning was evident. These findings are 
not unique to our study and align with what Toomey and Waldron (2013) reported. The fact 
that this knowledge gap is evident in studies that are more than ten years apart emphasizes the 
need to ensure equitable access to clear, evidence-based guidelines that address fertility, precon-
ception counseling, medication safety, and multidisciplinary antenatal and postnatal care such as 
those compiled by Godney et  al. (2023). Additionally, women in this study identified a link 
between hormones and intensified gastrointestinal symptoms, which is also reported by Walker 
and Gaidos (2019). These hormonal variations that increased feelings of fecal urgency, flatulence, 
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abdominal pain, and increased blood loss during menstruation reported in this study must be 
considered in the ongoing care of women who live with IBD. Drawing attention to women’s gaps 
in knowledge, and access issues is a critical element of feminist research as it highlights an 
historical disparity related to women’s health research that Patwardhan et  al. (2024) identify 
continues to be reflected in women’s disease burden.

Wall et  al. (2024) explained that little research has been done that explores chronic pelvic pain; 
however, this is growing in relation to women who live with endometriosis (Armour et  al., 2023; 
Netzl et  al., 2022; Wall et  al., 2024). As previously stated, Howard (2003) outlined that IBD is one 
of many conditions that can result in chronic pelvic pain. Some women in this study reported living 
with IBD in addition to adhesions as a result of surgeries, endometriosis, polycystic ovary syndrome, 
and adenomyosis, all of which Howard (2003) identifies may contribute to more complex pelvic pain. 
Chronic pelvic pain along with increased diarrhea and flatulence when menstruating, concerns about 
fecal incontinence during sexual intercourse, visible seton drains, scarring, and skin tags were reported 
by various women in this study. Weight loss and weight gain, thinning hair, and the growth of facial 
hair were also outlined. All these factors were identified by participants to impact negatively on 
self-esteem, which Elias et  al. (2025) and Knowles et  al. (2013) found can also impact on intimate 
relationships.

It is recognized within the literature that there is a need to increase research that specifically 
focuses on women’s health. Further to this, research that considers women’s sexual and reproductive 
health requires further exploration. As explained by Chrisler et  al. (2020), such research is critical 
to raise consciousness in an effort to promote well-being. While there is research available, it is often 
considered through a lens of dysfunction (Boudiaf et  al., 2021; Shmidt et  al., 2019). This focus on 
dysfunction is at odds with the World Health Organization (WHO) (2015) definition of sexual health, 
which is defined as “a state of physical, emotional, mental and social wellbeing in relation to sexu-
ality; it is not merely the absence of disease, dysfunction or infirmity” (p. 5). The WHO highlight 
that there have been various iterations of this working definition over several years, which they 
critique as not always being inclusive of the broader dimensions of sexuality that extend beyond 
reproduction. The WHO (2015) highlight that, to ensure the promotion of sexual health and human 
rights, the definition of sexual health above must also be considered in conjunction with the following 
definition of sexuality described as: “a central aspect of being human throughout life; it encompasses 
sex, gender identities and roles, sexual orientation, eroticism, pleasure, intimacy and reproduction. 
Sexuality is experienced and expressed in thoughts, fantasies, desires, beliefs, attitudes, values, behav-
iors, practices, roles and relationships. While sexuality can include all these dimensions, not all of 
them are always experienced or expressed. Sexuality is influenced by interaction of biological, psy-
chological, social, economic, political, cultural, legal, historical, religious and spiritual factors” (p. 5). 
These definitions are an important underpinning when considering the findings from this study. 
Findings from this study highlight that clinicians must think well beyond conversations that are 
limited to fertility and reproduction to ensure discussions are comprehensive and truly reflect the 
broader aspects of sexuality as outlined in the WHO (2015) definition.

Conclusion

This study provides important insights into the sexual and reproductive well-being of Australian 
women who live with IBD, highlighting critical gaps in knowledge, communication, and care delivery. 
The authors caution against the generalizability of findings given the focus on the Australian context. 
However, the findings do draw attention to the importance of contextual factors, emphasizing the 
need for holistic, person-centred approaches that address the physical, psychological, and social 
dimensions of living with chronic conditions for women globally. Evidence-based education, proactive 
communication by healthcare providers, and integrated care strategies are essential to improve out-
comes and to empower women who live with IBD. By addressing these unmet needs and implementing 
targeted interventions, healthcare systems can enhance quality of care by incorporating the concept 
of sexual well-being into models of care.



Women's Reproductive Health 13

Acknowledgements

Early Career Fellowship grant funding from Western Sydney University bought out teaching time for first author 
to conduct the research. Kate O’Reilly: Conceptualization (equal); Methodology (equal); Funding Acquisition 
(Equal); Researcher (Lead); Analysis (lead); Writing original draft (lead); Writing—review and editing (lead); Eleanor 
Holroyd: Conceptualization (equal); Methodology (equal); Analysis (supporting); Writing—review and editing (sup-
porting); Kath Peters: Conceptualization (equal); Funding Acquisition (Equal); Analysis (supporting); Writing—
review and editing (supporting). Wenpeng You: SF-12 Analysis (Lead); Writing SF-12 analysis (supporting).

Author Contributions

CRediT: Kate O’REILLY: Conceptualization, Data curation, Formal analysis, Funding acquisition, Investigation, 
Methodology, Project administration, Writing – original draft, Writing – review & editing; Eleanor Holryod: 
Conceptualization, Formal analysis, Methodology, Supervision, Writing – original draft; Wenpeng You: Formal 
analysis; Kath PETERS: Conceptualization, Formal analysis, Investigation, Methodology, Project administration, 
Supervision, Writing – original draft.

Disclosure Statement

No potential conflict of interest was reported by the author(s).

Ethical Approval

Ethical approval was through Western Sydney University H15913.

ORCID

Kate O’Reilly  http://orcid.org/0000-0001-8644-3803
Eleanor Holryod  http://orcid.org/0000-0002-2993-8823
Wenpeng You  http://orcid.org/0000-0002-6229-1064
Kath Peters  http://orcid.org/0000-0001-5299-2863

Data Availability Statement

The participants of this study did not give written consent for their data to be shared publicly due to the sensitive 
nature of the research.

References

Anderson, K., & Jack, D. (1991). Learning to listen: Interview techniques and analyses. In S. Berger-Gluck, & 
D. Patai (Eds.), Women’s words: The feminist practice of oral history (pp. 11–26). Routledge Publications.

Armour, M., Ciccia, D., Yazdani, A., Rombauts, L., Van Niekerk, L., Schubert, R., & Abbott, J. (2023). Endometriosis 
research priorities in Australia. The Australian & New Zealand Journal of Obstetrics & Gynaecology, 63(4), 
594–598. https://doi.org/10.1111/ajo.13699

Armuzzi, A., Bortoli, A., Castiglione, F., Contaldo, A., Daperno, M., D’Incà, R., Labarile, N., Mazzuoli, S., Onali, 
S., Milla, M., Orlando, A., Principi, M., Pugliese, D., Renna, S., Rizzello, F., Scribano, M. L., & Todeschini, 
A. (2022). Female reproductive health and inflammatory bowel disease: A practice-based review. Digestive 
and Liver Disease, 54(1), 19–29. https://doi.org/10.1016/j.did.2021.05.020

Bel, L. G. J., Vollebregt, A. M., Van der Meulen-de Jong, A. E., Fidder, H. H., Ten Hove, W. R., Vliet-Vlieland, 
C. W., Ter Kuile, M. M., de Groot, H. E., & Both, S. (2015). Sexual dysfunctions in men and women with 
inflammatory bowel disease: The influence of IBD-related clinical factors and depression on sexual function. 
The Journal of Sexual Medicine, 12(7), 1557–1567. https://doi.org/10.1111/jsm.12913

Boudiaf, R., Bouchard, D., Rivière, P., Brochard, C., Laharie, D., Abramowitz, L., Pigot, F., & GREP Members 
(Groupe de Recherche en Proctologie). (2021). Assessment of sexual dysfunction in patients with perianal 
Crohn’s disease. Colorectal Disease, 23(1), 114–122. https://doi.org/10.1111/codi.15375

Braun, V., & Clarke, V. (2021). To saturate or not saturate? Questioning data saturation as a useful concept for 
thematic analysis and sample size rationales. Qualitative Research in Sport, Exercise and Health, 13(2), 201–216. 
https://doi.org/10.1080/2159676X.2019.1704846

http://orcid.org/0000-0001-8644-3803
http://orcid.org/0000-0002-2993-8823
http://orcid.org/0000-0002-6229-1064
http://orcid.org/0000-0001-5299-2863
https://doi.org/10.1111/ajo.13699
https://doi.org/10.1016/j.did.2021.05.020
https://doi.org/10.1111/jsm.12913
https://doi.org/10.1111/codi.15375
https://doi.org/10.1080/2159676X.2019.1704846


14 K. O’REILLY ET AL.

Chrisler, J., Ussher, J., & Perz, J. (2020). Introduction. In J. Ussher, J. Chrisler, & J. Perz (Eds.), Routledge in-
ternational handbook of women’s sexual and reproductive health (pp. 1–9). Routledge Taylor & Francis Group.

Department of Health. (2019). Inflammatory bowel disease: National Action Plan. https://www.health.gov.au/sites/
default/files/documents/2019/09/nationalstrategic-action-plan-for-inflammatory-bowel-disease-inflammatorybowel
-disease-national-action-plan-2019_0.pdf

Elias, S., Nandi, N., Fourie, S., Grover, L., & Newman, K. (2025). Addressing factors that impact sexual well-
being and intimacy in IBD patients. Current Gastroenterology Reports, 27(1), 10. https://doi.org/10.1007/
s11894-024-00956-2

Findler, M., Cantor, J., Haddad, L., Gordon, W., & Ashman, T. (2001). The reliability and validity of the SF-36 
health survey questionnaire for use with individuals with traumatic brain injury. Brain Injury, 15(8), 715–723. 
https://doi.org/10.1080/02699050010010013941

Fourie, S., Norton, C., Jackson, D., & Czuber-Dochan, W. (2024). Grieving multiple losses: Experiences of in-
timacy and sexuality of people living with inflammatory bowel disease. A phenomenological study. Journal 
of Advanced Nursing, 80(3), 1030–1042. https://doi.org/10.1111/jan.15879

Global Disease Burden 2017 Inflammatory Bowel Disease Collaborators. (2020). The global and regional nation-
al burden of inflammatory bowel disease in 195 countries and territories 1990 – 2017: A systematic analysis 
for the global burden of disease study 2017. The Lancet, 5(1), 17–30. https://doi.org/10.1016/S2468-1253(19)30333-4

Godney, L., Svolos, V., Williams, A. J., Czuber-Dochan, W., Aloi, M., Ibarra, A., O’Hanlon, D., Dragoni, G., 
Biron, I., Campmans-Kuijpers, M., Collins, P., Eder, P., Pfeffer-Gik, T., Jäghult, S., & Wall, C. (2023). 
Multidisciplinary perinatal care in IBD. Journal of Crohn’s and Colitis, 17, 663–680. https://doi.org/10.1093/
ecco-jcc/jjac189

Howard, F. (2003). Chronic pelvic pain. Obstetrics and Gynecology, 101(3), 594–611. https://doi.org/10.1016/
S0029-7844902002723-0

Huang, V. W., Chang, H. J., Kroeker, K. I., Goodman, K. J., Hegadoren, K. M., Dieleman, L. A., & Fedorak, R. 
N. (2015). Does the level of reproductive knowledge specific to inflammatory bowel disease predict childless-
ness among women with inflammatory bowel disease? Canadian Journal of Gastroenterology & Hepatology, 
29(2), 95–103. https://doi.org/10.1155/2015/715354

Hunter, M. (1992). The women’s health questionnaire: A measure of mid-aged woman’s perceptions of their 
emotional and physical health. Psychology & Health, 7(1), 45–54. https://doi.org/10.1080/08870449208404294

Knowles, S. R., Gass, C., & Macrae, F. (2013). Illness perceptions in IBD influence psychological status, sexual 
health and satisfaction, body image and relational functioning: A preliminary exploration using Structural 
Equation Modeling. Journal of Crohn’s and Colitis, 7(9), 344–350. https://doi.org/10.1016/j.crohns.2013.01.018

Ma, S., Veysey, M., Ersser, S., Mason-Jones, A., & Galdas, P. (2020). The impact of inflammatory bowel disease 
on sexual health in men: A scoping review. Journal of Clinical Nursing, 29(19-20), 3638–3651. https://doi.
org/10.1111/jocn.15418

Marín, L., Mañosa, M., Garcia-Planella, E., Gordillo, J., Zabana, Y., Cabré, E., & Domènech, E. (2013). Sexual 
function and patients’ perceptions in inflammatory bowel disease: A case–control survey. Journal of 
Gastroenterology, 48(6), 713–720. https://doi.org/10.1007/s00535-012-0700-2

Naples, N., & Gurr, B. (2014). Feminist empiricism and standpoint theory. In S. Hesse-Biber (Ed.), Feminist 
research practice (pp. 182–232). SAGE.

National Multiple Sclerosis Society. (1997). Multiple Sclerosis Quality of Life Inventory: A user’s manual. https://
www.nationalmssociety.org/For-Professionals/Researchers/Resources-for-MS-Researchers/Research-Tools/
Clinical-Study-Measures/Sexual-Satisfaction-Scale-(SSS)

Netzl, J., Gusy, B., Voigt, B., Sehouli, J., & Mechsner, S. (2022). Chronic pelvic pain in endometriosis: Cross-sectional 
associations with mental disorders, sexual dysfunctions and childhood maltreatment. Journal of Clinical 
Medicine, 11(13), 3714. https://doi.org/10.3390/jcm11133714

O’Cathain, A., Murphy, E., & Nicholl, J. (2008). The quality of mixed methods studies in health services research. 
Journal of Health Services Research Policy, 13, 92–98. https://doi.org/10.1258/jhsrp.2007.007074

O’Reilly, K., McInnes, S., Holroyd, E., & Peters, K. (2025). Sexual and reproductive health for women who live 
with inflammatory bowel disease. An integrative review. Nursing Open, 12(7), e70269. https://doi.org/10.1002/
nop2.70269

Patwardhan, V., Gil, G. F., Arrieta, A., Cagney, J., DeGraw, E., Herbert, M. E., Khalil, M., Mullany, E. C., 
O’Connell, E. M., Spencer, C. N., Stein, C., Valikhanova, A., Gakidou, E., & Flor, L. S. (2024). Differences 
across the lifespan between females and males in the top 20 causes of disease burden globally: A systematic 
analysis of the Global Burden of Disease Study 2021. The Lancet. Public Health, 9(5), e282–e294. https://doi.
org/10.1026/S2468-2667(24)0053-7

Picciarelli, Z., Stransky, O. M., Leech, M. M., Michel, H. K., Schwartz, M., Kim, S. C., Gray, W. M., & Kazmerski, 
T. M. (2022). Exploring reproductive health decision experiences and preferences of women with paediatric-onset 
inflammatory bowel diseases. Crohn’s & Colitis 360, 4(1), 1–7. https://doi.org/10.1093/crocol/otab083

Prakash, P., Dua, A., Blumenfeld, Y., Chen, P.-H., Parian, A. M., & Limketkai, B. N. (2024). Longitudinal trends 
in pregnancy outcomes among women with inflammatory bowel disease in the era of biologics: A 20-year 
nationwide analysis. Inflammatory Bowel Diseases, 30(10), 1788–1795. https://doi.org/10.1093/ibd/izad250

https://www.health.gov.au/sites/default/files/documents/2019/09/nationalstrategic-action-plan-for-inflammatory-bowel-disease-inflammatorybowel-disease-national-action-plan-2019_0.pdf
https://www.health.gov.au/sites/default/files/documents/2019/09/nationalstrategic-action-plan-for-inflammatory-bowel-disease-inflammatorybowel-disease-national-action-plan-2019_0.pdf
https://www.health.gov.au/sites/default/files/documents/2019/09/nationalstrategic-action-plan-for-inflammatory-bowel-disease-inflammatorybowel-disease-national-action-plan-2019_0.pdf
https://doi.org/10.1007/s11894-024-00956-2
https://doi.org/10.1007/s11894-024-00956-2
https://doi.org/10.1080/02699050010010013941
https://doi.org/10.1111/jan.15879
https://doi.org/10.1016/S2468-1253(19)30333-4
https://doi.org/10.1093/ecco-jcc/jjac189
https://doi.org/10.1093/ecco-jcc/jjac189
https://doi.org/10.1016/S0029-7844902002723-0
https://doi.org/10.1016/S0029-7844902002723-0
https://doi.org/10.1155/2015/715354
https://doi.org/10.1080/08870449208404294
https://doi.org/10.1016/j.crohns.2013.01.018
https://doi.org/10.1111/jocn.15418
https://doi.org/10.1111/jocn.15418
https://doi.org/10.1007/s00535-012-0700-2
https://www.nationalmssociety.org/For-Professionals/Researchers/Resources-for-MS-Researchers/Research-Tools/Clinical-Study-Measures/Sexual-Satisfaction-Scale-(SSS)
https://www.nationalmssociety.org/For-Professionals/Researchers/Resources-for-MS-Researchers/Research-Tools/Clinical-Study-Measures/Sexual-Satisfaction-Scale-(SSS)
https://www.nationalmssociety.org/For-Professionals/Researchers/Resources-for-MS-Researchers/Research-Tools/Clinical-Study-Measures/Sexual-Satisfaction-Scale-(SSS)
https://doi.org/10.3390/jcm11133714
https://doi.org/10.1258/jhsrp.2007.007074
https://doi.org/10.1002/nop2.70269
https://doi.org/10.1002/nop2.70269
https://doi.org/10.1026/S2468-2667(24)0053-7
https://doi.org/10.1026/S2468-2667(24)0053-7
https://doi.org/10.1093/crocol/otab083
https://doi.org/10.1093/ibd/izad250


Women's Reproductive Health 15

Prior, J. (2020). The menstrual cycle: It’s biology in the context of silent ovulatory disturbances. In J. Ussher, J. 
Chrisler, & J. Perz (Eds.), Routledge international handbook of women’s sexual and reproductive health (pp. 
39–54). Routledge Taylor & Francis Group.

Rogler, G., Singh, A., Kavanaugh, A., & Rubin, D. T. (2021). Extraintestinal manifestations of inflammatory 
bowel disease: Current concepts, treatment, and implications for disease management. Gastroenterology, 161(4), 
1118–1132. https://doi.org/10.1053/j.gastro.2021.07.042

Rosenberg, M. (1965). Society and the adolescent self-image. Princeton University Press.
Selinger, C., Eaden, J., Selby, W., Jones, D., Katelaris, P., Chapman, G., McDonald, C., McLaughlin, J., Leong, 

R., & Lal, S. (2012). Patients’ knowledge of pregnancy related issues in inflammatory bowel disease and val-
idation of a novel assessment tool (‘CCPKnow’). Alimentary Pharmacology & Therapeutics, 36(1), 57–63. 
https://doi.org/10.1111/j.1365-2036.2012.05130x

Shmidt, E., Suárez-Fariñas, M., Mallette, M., Moniz, H., Bright, R., Shah, S. A., Merrick, M., Shapiro, J., Xu, F., 
Sands, B., & Saha, S. (2019). A longitudinal study of sexual function in women with newly diagnosed in-
flammatory bowel disease. Inflammatory Bowel Diseases, 25(7), 1262–1270. https://doi.org/10.1093/ibd/izy397

Thierbach, C., Hergesell, J., & Baur, N. (2020). Mixed methods research. In P. Atkinson, S. Delamont, A. Cernat, 
J. Sakshaug, & R. Williams (Eds.), SAGE research methods foundations. SAGE Publications. https://doi.
org/10.4135/9781526421036932545

Toomey, D., & Waldron, B. (2013). Family planning and inflammatory bowel disease: The patient and the prac-
titioner. Family Practice, 30(1), 64–68. https://doi.org/10.1093/fampra/cms035

Trotter-Ross, W., Snydey, B., Stuckey, H., Ross, I., McCall-Hosenfeld, J., Hawkins, G., & Smith, C. (2023). 
Gynaecological care of women with chronic pelvic pain: Patient perspectives and care preferences. International 
Journal of Obstetrics and Gynaecology, 130, 476–484. https://doi.org/10.1111/1471-0528/17355

Walker, H., & Gaidos, J. (2019). Beyond pregnancy, women’s health in inflammatory bowel disease. Current 
Opinion in Gastroenterology, 35(4), 288–295. https://doi.org/10.1097/MOG.0000000000000552

Wall, C., Carson, J., Brown, G., & Bailey, R. (2024). “It’s a right pain in the pelvis!”: Post traumatic stress and 
post traumatic growth in a sample of females experiencing chronic pelvic pain. Women’s Reproductive Health, 
11(3), 717–728. https://doi.org/10.1080/23293691.2024.2323737

Walldorf, J., Brunne, S., Gittinger, F. S., & Michl, P. (2018). Family planning in inflammatory bowel disease: 
Childlessness and disease-related concerns among female patients. European Journal of Gastroenterology & 
Hepatology, 30(3), 310–315. https://doi.org/10.1097/MEG.0000000000001037

Ware, J. E., Kosinski, M., & Keller, S. (1995). How to score the SF-12 Physical and Mental Health Summary 
Scales (2nd ed.). The Health Institute New England Medical Centre.

Ware, J. E., Kosinski, M., & Keller, S. (1996). A 12-item short form survey: Construction of scales and prelim-
inary tests of reliability and validity. Medical Care, 34(3), 220–233. https://doi.org/10.1097/00005650-199603000-
00003

Woods, M. (2022). Principles for nursing practice: Chronic diseases of the bowel. In E. Chang & A. Johnson 
(Eds.), Living with chronic illness and disability principles for nursing practice (4th ed., pp. 391–406). Churchill 
Livingston.

World Health Organization. (2015). Sexual health, human rights and the law. https://iris.who.int/bitstream/ 
handle/10665/175556/9789241564984_eng.pdf

https://doi.org/10.1053/j.gastro.2021.07.042
https://doi.org/10.1111/j.1365-2036.2012.05130x
https://doi.org/10.1093/ibd/izy397
https://doi.org/10.4135/9781526421036932545
https://doi.org/10.4135/9781526421036932545
https://doi.org/10.1093/fampra/cms035
https://doi.org/10.1111/1471-0528/17355
https://doi.org/10.1097/MOG.0000000000000552
https://doi.org/10.1080/23293691.2024.2323737
https://doi.org/10.1097/MEG.0000000000001037
https://doi.org/10.1097/00005650-199603000-00003
https://doi.org/10.1097/00005650-199603000-00003
https://iris.who.int/bitstream/handle/10665/175556/9789241564984_eng.pdf
https://iris.who.int/bitstream/handle/10665/175556/9789241564984_eng.pdf

	An Exploration of Sexual and Reproductive Health of Australian Women Living with Inflammatory Bowel Disease: A Mixed Methods Study
	ABSTRACT
	Introduction
	Methods
	Design
	Survey
	Demographic Information
	General Health
	Reproductive Health
	Sexual Satisfaction
	Pregnancy Related Knowledge
	Self-Esteem
	Interview
	Data Collection
	Analysis

	Results
	Health Related Quality of Life
	Reproductive Health
	Sexual Satisfaction
	IBD Pregnancy Knowledge
	Self Esteem and Body Image

	Discussion
	Conclusion
	Acknowledgements
	Author Contributions
	Disclosure Statement
	Ethical Approval
	ORCID
	Data Availability Statement
	References


