
Page 1/15

‘A day to day struggle’: A comparative qualitative
study on experiences of women with endometriosis
and chronic pelvic pain
Mike Armour  (  m.armour@westernsydney.edu.au )

Western Sydney University https://orcid.org/0000-0001-7539-9851
Alexandra Hawkey 

Western Sydney University https://orcid.org/0000-0003-0851-9117
Sowbhagya Micheal 

Western Sydney University
Helene Diezel 

University of Queensland https://orcid.org/0000-0002-6696-2996
K Jane Chalmers 

Western Sydney University https://orcid.org/0000-0001-6991-559X

Research Article

Keywords: Endometriosis, chronic pelvic pain, diagnostic delay, stigma, chronic pain

Posted Date: March 2nd, 2021

DOI: https://doi.org/10.21203/rs.3.rs-289745/v1

License:   This work is licensed under a Creative Commons Attribution 4.0 International License.  
Read Full License

https://doi.org/10.21203/rs.3.rs-289745/v1
mailto:m.armour@westernsydney.edu.au
https://orcid.org/0000-0001-7539-9851
https://orcid.org/0000-0003-0851-9117
https://orcid.org/0000-0002-6696-2996
https://orcid.org/0000-0001-6991-559X
https://doi.org/10.21203/rs.3.rs-289745/v1
https://creativecommons.org/licenses/by/4.0/


Page 2/15

Abstract
There is an increasing body of research that considers the lived experiences of women with
endometriosis. However, less attention has been paid to women’s lived experiences with non-
endometriosis related chronic pelvic pain (CPP). The aim of this study was to explore similarities and
differences in experiences of women with endometriosis and non-endometriosis related CPP. A total of 17
participants aged between 21 and 48 years old participated in three focus groups between June 2017
and February 2018. Using thematic analysis three main themes were found. In “the struggling women”
women with both endometriosis and non-endometriosis related CPP described the impact that pain had
across signi�cant aspects of their lives including; intimate relationships, fertility, parenting and work. In
the “unheard women”, participants shared similar accounts of not being listened to or taken seriously by
healthcare professionals leading to incorrect or delayed diagnosis, and unnecessary treatments. In the
�nal theme, “the self-silenced women” all participants described how a societal normalisation of heavy
menstrual bleeding, pelvic pain and dyspareunia led to women to silence their experiences. While all
women wanted to resist such silencing through information and support seeking, women with non-
endometriosis related CPP described fewer avenues to accessing credible resources or networks for
support. Greater awareness, education and support resources are needed for women who experience non-
endometriosis related CPP.

Introduction
Chronic pelvic pain (CPP) in women is a term that encompasses a range of conditions, including
endometriosis, vulvodynia, painful bladder syndrome, adenomyosis, and chronic pelvic in�ammatory
disease 1. CPP is characterised by intermittent or constant pain below the umbilicus that is unrelated to
pregnancy or normal menstruation, and lasts over six months 2. Primary symptoms of CPP include pain
either during or in the 24 hours following sexual activity (dyspareunia), painful urination (dysuria), pain
during menstruation (dysmenorrhoea), and pain outside menstruation (non-cyclical pain) 3, 4. CPP is also
commonly associated with feelings of fatigue, anxiety, and depression 5. Many women report social
isolation, di�culties with sexual intimacy, and decreased work productivity6, all of which contribute to
decreased health-related quality of life 4, 7. Interactions with health care providers for women with CPP
often tend to be unsatisfactory 8 , with pain often not being taken seriously or alternate diagnosis such as
irritable bowel syndrome being given 9, 10.

Chronic pelvic pain is highly prevalent, affecting more than one in �ve Australian women 11.
Endometriosis and vulvodynia are two of the most commonly diagnosed CPP conditions in women of
reproductive age, with estimated lifetime prevalence rates of around 11% in Australia 12 and 8-16% for
vulvodynia 13, 14.

Endometriosis advocacy and lobbying in Australia has resulted in the �rst Australian National Action Plan
for Endometriosis 15, with signi�cant funding being allocated to increase awareness of endometriosis,
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reduce diagnostic delay and increase treatment options for women with endometriosis. There has been
previous research into the lived experience of endometriosis in Australian women 8, however, women with
CPP who do not have a diagnosis of endometriosis have received much less attention both in Australia
and worldwide 16. Given quantitative data from Australia shows a similar healthcare burden 17 and
similar impact on their social, sexual, and academic lives 6, it is important to explore any differences in
the lived experience of these two cohorts of women with CPP.

In this study we used focus groups to explore any similarities and differences in experiences of women
with endometriosis and non-endometriosis related CPP. This information could provide a better
understanding on the women’s journey through the healthcare system, the impact a diagnosis, or lack of,
might have, and to help identify similar and dissimilar experiences between the two cohorts. This
information will allow us to better support women and ensure adequate support and resources exist,
regardless of the cause of the CPP.

Materials And Methods
Study Design

This research was approved by the Western Sydney University Human Ethics committee (H12019) in
January 2017. This study was part of a larger national program of research which explored the impact of
chronic pelvic pain and endometriosis in women in Australia. The quantitative results of the survey
component of the study including the cost of illness burden 17 and on diagnosis and impact 6 have been
published. This article reports on the qualitative component of the study, which utilised focus groups to
explore in depth women’s lived experience with endometriosis or CPP.    

Participants and Procedure

Participants were recruited utilising a number of avenues. Firstly, at the end of the Australian EndoCost
survey women were invited to indicate whether they would be interested in participating in a focus group.
In addition, the research team’s personal and professional networks were used as part of a snowball
sampling strategy to disseminate the invitation to those who did not �ll in the survey; this included social
media postings by Endometriosis Australia, Pelvic Pain Foundation of Australia, and EndoActive, the
three largest support and advocacy groups in Australia at that time, with over 50,000 combined followers
on social media.  

Three focus groups were conducted between June 2017 and February 2018, one conducted online
comprising of �ve women with non-endometriosis related pelvic pain, and two conducted in person in
Sydney comprising of women with endometriosis. The seventeen participants were aged between 21 and
48 and on average participants were 32 years old.

Face-to-face focus groups took place at a metropolitan location that was convenient to women. This
included a library and community centre. Prior to completing the focus group women were provided with
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written and verbal information about the study outlining the study aims and involvement requirements.
All participants provided informed consent to participate by signing a consent form. Focus groups were
audio-recorded and lasted between 90 to 110 minutes.   

Analysis

Thematic analysis was utilised to analyse focus group data 18. All audio transcripts from interviews were
professionally transcribed verbatim, and integrity checked for accuracy. Analysis was inductive, with the
development of themes being data driven, rather than based on pre-existing research or theory. Firstly, two
members of the research team read through all of the focus group transcripts, noting down key concepts
or descriptive codes that were present in the data. These concepts or ‘initial codes’ were then collapsed
and re�ned through discussion with the broader research team to formulate the coding framework. The
coding framework was then uploaded onto the computer software NVivo and the entire data set was
coded by (HD). A senior member of the research team (MA) read through all coded data to ensure
consistency in coding across the data set. Individually the research team then read all of the coded data
and came together to discuss central themes, that is concepts or similarities across the data 18. Through
a process of discussion and re�nement, using a thematic map, three key central themes were apparent in
the data, as discussed below. When presenting data, participants are identi�ed as “EP” or “PP”, to
distinguish whether women were in endometriosis pain or pelvic pain focus groups. Pseudonyms have
been allocated to all focus group participants.

Results
Analysis of data from both women with pelvic pain disorder and endometriosis revealed complementary
themes. The results from both participant groups are presented together to compare women’s
perspectives across each of the themes below. These include; The Struggling Woman, The Unheard
Woman and The Self-Silenced Women.

The ‘Struggling’ Woman

Across accounts from women with both pelvic pain and endometriosis, pain was described as
“absolutely horrendous”, “agonising”, “excruciating” and “so intense”. For many women, “the pain
impacts everything you do” (Tara, EP) and “really invades a vast majority of my life” (Elise, PP). However,
the areas that women most commonly found “hard”, “tough” and “struggled” with were sexual intimacy,
fertility, parenting, and work.

Kate (PP), described her sex life with her husband as a “day-to-day struggle” and that for her, sex “hurts
every time. It’s never been really a super positive experience but I just have to get through it.” Similar
sentiments were re�ected in Elise’s (PP) account, for her negotiating painful sex as a newlywed was, “one
of our biggest struggle[s] just because you go into marriage with these expectations”. Women with
endometriosis similarly described sex as “not enticing” due to pain. Amy (EP) told us, “all those years of it
hurting, in your brain, [your] automatic response is, “No, thank you.  I don’t really feel like it because it’s



Page 5/15

going to hurt.” For some women, not being able to have sex impacted on both their current and future
relationships. Tara (EP) described that her “relationships suffer” because she tries to “keep everybody
away” when she is experiencing pain, and Juliette (PP) said, “like dating relationship[s], that’s a constant,
when do I bring this up, how do you mention that sex is off the cards?” A number of women also
described the impact that avoiding sex, or not being able to have sex, had on their sense of self and
identity as a woman. Participants said, “you feel awkward because everyone is naked and you’ve just
proved that you’re not a woman, nothing there is working” (Ella, EP) and that not being able to have sex
“impact[s] your self-con�dence…[it’s] almost an area to avoid because you don’t want to necessarily have
these conversations or face the rejections” (Juliette, PP). 

Addressing fertility issues was a struggle that was consistently brought up among women with
endometriosis. Participants told us, “infertility is one of the hardest things” (Amy, EP) and that “I was
diagnosed when I was 17. It’s affected my life really severely. I’ve had lots of miscarriages. I’ve had a lot
of trouble when I was falling or trying to fall pregnant” (Sarah, EP). While infertility was less often brought
up amongst women with pelvic pain, Elise (PP) re�ected how the “�ow on effect” from her vulvodynia
pain has impacted on her capacity to become a mother. She said,

The �ow on effect from that lack of sex life which is my husband and I would really love to start a family
but, you know, we can’t, and I’ve got friends all around me having babies and that side of it is really very
tough to deal with.  The pelvic pain as a whole really invades a vast majority of my life.

While some participants successfully conceived through IVF, their struggles with infertility contributed to
women feeling “defeated”, with some describing its negative impact on their mental health. As Sarah (EP)
said, “the mental health…having so many miscarriages, I think that really messed with my head”.

Where women did have children, the impact of pain on women’s capacity to parent was discussed across
both groups. Alison (PP) told us, “my two boys…when they were young…I couldn’t even pick them up, and
they would see their mother lying on the couch in pain…every single day for six years”. Similarly, Tara (EP)
described,

I have three boys and we’d wrestle, but I always have a sore tummy and I feel like such a horrible mum
because I’ll suddenly go, “No, you don’t.  You can’t touch my tummy.”  We’ve just been having the best
time I’m suddenly in all of this agony, and it ruins the moment…it stops all of that connection.

The ability to parent was particularly compromised when women who had endometriosis needed to take
strong pain medication. Nicole (EP) adopted the position of a “terrible” and “disgraceful” mother after
forgetting to put the rail up on her child’s cot because she was in so much pain and taking strong pain
medication. She said;

I know that makes me sound like a really terrible mother that I did that…I just think you're a disgrace as a
mother that you did that, and all because of pain that I don’t know how to manage it any other way, I don’t
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know what to do. So that’s my biggest thing that I can’t be the mother that I thought I would be and that I
wanted to be.

In a similar account Natasha (EP) described sacri�cing taking pain medication so that she could drive to
pick her daughter up from school, saying, “When I’ve had an attack at work and she [co-worker] was like,
“Oh, have you got pain?” I’m like, “Yeah, I do but I can’t drive home if I take that”, and I’ve got a two-year
old daughter so I have to pick her up and then I have to function with her.” The inability to be the mother
that women wanted to be resulted in distress, with women feeling “sad”, “horrible”, “disappointed” and as
though “they were letting their children down” (Tara, EP).

Across both groups of women, participants frequently described that pain signi�cantly impacted on their
ability to work, resulting in lost opportunity. Lucy (EP) said, “I get �ve minutes an hour to get up and go for
a walk, so it’s really di�cult. I’m in a lot of pain, I’m so uncomfortable, even when I do my heat pack” and
Elise (PP) told us, “if I’m having a really bad �are up day, my vulval pain, it just distracts me, it’s horrible
constantly sitting there at the back of your head, like you’ve got this burning.” For some participants, the
chronic pain they endured meant they could not go for a promotion or had to leave their chosen career
pathway. For instance, Holly (EP) said, “One of the things that upset me the most was I actually had to
quit my job as a police o�cer in [city name] because my endo was so bad” and Alison (PP) described,

I have not been able to work full-time, I have not been able to pursue my career…I had often been asked to
take on the role of becoming an assistant principal. I have not been able to and I have not been able to
tell anybody why either.

As eluded to in Alison’s comment, what made matters worse for both groups of women, but particularly
women with pelvic pain, was their inability to communicate to their colleagues why they could not work.
Emma (PP) for example, said she struggled to tell colleagues why she needed to miss a meeting, telling
us, “I’m not going to sit here and go, “actually, guys, I can’t come into this meeting because I’ve got
chronic urethral pain…I feel like I’m weeing razor blades” and Juliette (PP) said, “you can’t just say to your
boss “Hey, look, I need to go home because my vagina is burning,” I can’t say that.” In many instances,
this led to women silencing their pain in the workplace.

The Unheard Woman

Women with both pelvic pain and endometriosis described a long journey to diagnosis, with some women
still experiencing undiagnosed pelvic pain. For instance, women said, “it was a long story to being
diagnosed” (Alison, PP), “eight years later is when I found out it was all from endo” (Amy, EP) and “I don’t
really have a diagnosis…It’s been a long road” (Kate, PP). For many women, not being listened to and
having their pain being dismissed resulted in a delayed diagnosis. Despite women across groups
describing knowing that “something is not right” (Elise, EP) women were told by family or healthcare
professionals that, “I was hypochondriac” (Tara, EP), that it “it wasn’t that bad” (Sarah, EP), and that
“people assume that women or females exaggerate the pain” (Elise, PP).  Where no explanation for
women’s pain was seemingly apparent by healthcare professionals, their pain was often completely
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dismissed, as Kate (PP) said, “my local gynaecologist just thought it was all in my head I think, which is
really painful”. Internalising this diagnosis left women feeling as though they were “absolutely crazy
because no one believes that you’re in pain” (Tara, EP) and that “you’d start to believing that you were
crazy and it was all made up” (Susan, EP). Even when women did receive a diagnosis, for some women
across groups, it “took ages to come to terms” with the diagnosis (Elise, PP), positioning it as “really
confronting” (Emma, PP) and the “most devastating thing” (Susan, EP). For women with endo, it was
more likely to be positioned paradoxically, both a “relief” because they now had “permission to feel sick”
(Michelle, EP) but also “devastating”, as women realised they had a chronic disease with “no set thing
[treatment]” (Susan, EP) for cure.

Across both participant groups, women also described a lack of ‘deep’ listening from healthcare
professionals when they were describing their symptoms. For example, Alison (PP) said, “my GP
continuously for four or more years kept telling me it’s simply referred back pain… I’m telling them that I
have got deep, deep abdominal pain…for them to simply say, “Oh yeah, it’s just referred back pain” and
Rosa (EP) telling us, “[the doctor] was like, ‘I think you’ve got malaria’, I worked in Kenya and had malaria…
I’m like, ‘I can de�nitively tell you I know what malaria feels like. This is not malaria.’” Not having
symptoms listened to meant that many women experienced multiple incorrect diagnoses, as women told
us, “I kept getting told I had UTI” (Anna, EP), “the registrar in the ED department told me I had an
infection…probably just ingrown hair” (Natasha, EP), “a doctor tells me I had Chlamydia” (Susan, EP) and
“It’s because you are overweight” (Tara, EP).

In many instances, these misdiagnoses led to unnecessary drugs or invasive procedures, and distress.
Participants told us, “[the doctor] was saying it [chlamydia] was some special strain and I had to put acid
suppositories into my vagina…it was the worst thing I’ve ever seen in my life” (Susan, EP), “I still spent
about a year on antibiotics which probably did me a lot of damage” (Anna, EP) and “the amount of
different treatments I had…pudendal nerve block, I had Botox, I had some pulsed radiofrequency “(Kate,
PP). For some participants, this led to signi�cant mistrust in healthcare professionals, with Tara (EP)
telling us, “I just had more surgery that just made things worse. I’ve got adhesions, I’ve pleural
endometriosis now which is everywhere, and I don’t trust anyone. I don’t want to go see doctors” and
Nicole (EP) saying she tries to “to avoid doctors now. I’m just so sceptical because everything I do it just
ends up worse.”

Contrary to women’s experiences above, some participants did describe positive experiences with
healthcare professionals. The key commonalties across women’s accounts was the importance of
empathetic care, underpinned by being listened to and feeling “heard”. As Elise (PP) told us, “thankfully I
found a GP and she’s been really good all along, as in she listens and she’s quite empathetic… they don’t
minimise pain and that they really listen” and Kate (PP) described,

My specialist now…they're kind of the opposite…you go there and you feel like you’re being heard…they're
trying their best to understand and piece all the pieces of the puzzle together, rather than just clutching at
straws.
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The Self-Silenced Woman

Across participant’s accounts, women spoke of the normalisation of sexual pain and menstrual pain by
doctors and other women in their lives. This meant that when women did experience pain, they silenced
their concerns and were less likely to seek help. The normalisation of sexual pain was brought up across
both groups of women but was particularly apparent among women with pelvic pain. For instance, Kate
(PP) said, “when I started to try to have sex and it was quite painful…I realise[d] that things weren’t quite
right…advice from my friends and even mum [was] to maybe just keep trying to make it better.” In a
similar account Elise (PP) described trying to have sex on her honeymoon, telling us,

It was very agonising and not pleasant, the worst holiday I’ve ever had in my entire life.  But shortly after
that, we battled through for a little while, maybe a month or so trying to work out what was going on. 
Again, I had mum in my life and ladies saying, “Oh, it’s normal to have pain.”

Menstrual pain was similarly normalised, with Amy (EP) saying, “pain for me was normalised, I didn’t
really pursue having it looked after or checked” and Susan (EP) telling us, “I thought it was normal up
until last year when – last year it got worse and I was taking like two days off each month.” The
normalisation of menstrual pain was often reinforced by mothers, when they too had experienced di�cult
menstrual cycles. As Nicole (EP) described,

My mum started early, had a lot of problems, early menopause, all the rest of the hormonal imbalances,
my sisters also both have it. Because my mother experienced a lot of pain, a lot of bleeding, it was normal
for her…there was like, “Yeah, stay home,” but there wasn’t like, “Let’s investigate this further,” because in
her mind it was normal.

The sociocultural silencing of women’s bodies, particularly with regard to reproductive health also
contributed to women having limited health literacy, including not knowing about their anatomy or what
was “normal” menstrual pain or bleeding. Elise (PP) described, “I’m ashamed to say it, before I started
going down the journey of getting help for this pain, I didn’t know about how my body works and I didn’t
know anything”. Women told us that, “no one really talked about it. They said you bleed and that’s it. No
one said it was painful, no one said it was heavy” (Tara, EP), and that “it’s always been like, “You're on
your period, don’t talk about it, just deal with it,” type of thing and so you never learn about it” (Lucy, EP).
For participants who experienced pelvic pain, fear of judgment and embarrassment acted as a further
mechanism to silence women’s experiences. This for some women, led to feelings of isolation or not
being able to reach out for support. As Alison (PP) said, “I don’t talk about it at all…it is secret women’s
business…It’s shocking…So it’s secret and it shouldn’t be” and Juliette (PP) said,

I was too embarrassed or too confronted by my condition to even tell anyone…I didn’t tell friends or family
or anyone else because – I don’t know if it’s because it was sex related or vagina related, but for some
reason I just didn’t know how to open my mouth and either ask for help or express what was going on.
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In contrast to the accounts of silencing above, some women, especially participants with endometriosis,
described talking about their condition and reaching out to seek support. Many women with
endometriosis described seeking support from online forums, Facebook, or reaching out to leading
advocates; “there’s Facebook groups as well Endometriosis and Me, and Endometriosis Australia” (Lucy,
EP); “Facebook groups completely rescued me…Jill from Endo Warriors, oh my God, she runs this group
that’s international on Facebook and if you message her, she will respond to you personally about any
questions” (Susan, EP). While women with endometriosis described that they “feel like there’s like an endo
movement really starting…everybody is talking about” (Nicole, EP), it was apparent that less avenues for
support were available for women with pelvic pain. Participants with pelvic pain did seek support from
online Facebook pages and found this helpful, but for some, the sharing of “negative stories…I �nd that it
fuels my symptoms and fuels my anxiety, which then fuels my urethral burning” (Emma, PP). Women
with pelvic pain also described more commonly that when reaching out they, “found it really, really hard to
�nd credible information online… it’s so hard to �nd something that’s decent and credible” (Kate, PP), or
that resources were “very general and very broad” (Juliette, PP) and that reading available information on
Google, “scared me” (Alison, PP).

Discussion
Using a qualitative approach, this study aimed to explore similarities and differences in the lived
experiences of women with pelvic pain and endometriosis.

Our �ndings mirror recent quantitative research which highlights that chronic pelvic pain and
endometriosis impact women across varied life domains at a similar level 6. Our �ndings support past
endometriosis literature which highlights the profound impact that pelvic pain and other endometriosis
symptoms have on all aspects of women’s lives 6, 19-22. However, we also found that the impact of CPP
was far beyond the effect of pelvic pain on penetrative sex and intimate relationships, which has been the
focus of literature examining conditions such as vulvodynia 23, 24. Our �ndings show that like
endometriosis, chronic pelvic pain has a signi�cant impact on other aspects of women’s lives including
fertility, parenting and work.

Women with chronic pelvic pain and endometriosis often report signi�cant issues with work; mostly due
to absenteeism or presenteeism 17, 25, 26. Women in our study in both cohorts reported that the taboo
nature of menstruation was a key factor in not being able to discuss their need for sick leave. While the
taboo on openly discussing menstruation itself is well known and often causes women to self-silence 27,

28, women with chronic pelvic pain conditions such as vulvodynia had even more di�culty, as they had to
speak speci�cally about pain or discomfort in their genitals themselves. Women with genital pain
struggle to discuss their pain with romantic partners, friends, family, and colleagues, often attributing this
di�culty to embarrassment and the taboo surrounding sex 29, 30. While there is an increasing debate on
the potential bene�ts and harms of menstrual leave 31, it is unclear if women with non-menstrual pelvic
pain would be covered by such leave or if they would feel they were entitled to it. 
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Women who experienced pelvic pain and endometriosis related pain reported its negative impact on their
capacity to parent, as has been reported previously among women with chronic diseases 32, 33. Women in
our study positioned themselves as ‘terrible’ mothers, due to limitations in their mothering associated with
chronic pain or pain medication. Adopting this position re�ects normative cultural constructions of
motherhood, where “good” mothers are expected to be self-sacri�cing and always physically or
emotionally available to meet their children’s need 34. Where women do not meet these idealised
discourses of motherhood due to chronic ill health, they may report feelings of failure and psychological
distress 32, as was reported by women in our study.

While there are a number of prominent endometriosis support, education and advocacy groups in
Australia who often have educational and awareness programs 35, 36, the same is not the case for women
with pelvic pain who have far fewer groups and overall less representation on social media. This was
re�ected in our participants di�culties �nding relevant and reliable information online. A lack of tailored
information and support for pelvic pain could lead to isolation, poor support networks and lack of coping
skills7. Lack of reliable information is especially concerning given that over half of young Australian
women report non-cyclical pelvic pain at least once per month 37, but often report they think it is not
necessary to speak to a doctor about this or other pelvic pain symptoms such as pain during urination 38.
Awareness of endometriosis in young Australian women is still relatively low, with only 52% of
adolescents having heard of endometriosis, while other forms of chronic pelvic pain almost unknown,
with a vanishingly small percentage of adolescents (less than 10%) having heard of vulvodynia 38.
Additionally, while there is a National Action Plan for Endometriosis in Australia 15 and over nine million
dollars of funding has been committed to endometriosis in 2020 and beyond, there are not similar
initiatives in Australia for those without endometriosis whose pelvic pain symptoms have a similar
impact on their lives.

The silencing of women and lack of open discussion around their reproductive bodies can have
signi�cant consequences in critical areas of their lives. The normalisation of menstrual and sexual pain
reported by our respondents is common 8, 38 and results in embarrassment 10, with women often
suffering in silence despite regularly missing work 39 or academic studies 40. Across reproductive
conditions, women frequently report distinct experiences of having their symptoms being dismissed, not
being taken seriously or being misdiagnosed, all leading to serious implications for women’s ongoing
health 41. Feeling dismissed by medical professionals is not uncommon in those with endometriosis 9, 42

or primary dysmenorrhea 43, and re�ects a persistent attitude, reported by our participants, that women’s
pain is taken less seriously or conceptualised as emotional or hysterical. Dismissive attitudes may be
why so few young women, regardless of location, seek medical help for their menstrual symptoms 44 and
may explain why there is a two and a half year delay on average in Australian women between the onset
of their pelvic pain symptoms and visiting a doctor to speak with them about these symptoms 6.
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Additionally, medical practitioners’ lack of understanding of the extent of pelvic pain 45, 46 , inability to
provide comprehensive biopsychosocial care47 and physician frustrations of managing endometriosis 48

also contribute to women’s negative experiences with medical professionals.  Participants reported
positive experiences with the health care system after �nding a supportive and caring physician, with a
balance of pelvic pain knowledge and sensitivity to address their concerns.  Satisfaction with medical
support is also dependent on information and support provided for pain management, fertility and mental
health support 49. Referring women with pelvic pain for holistic wellbeing with multidisciplinary
professionals 50 or support groups can be critical to improving their lived experiences with pelvic pain.   
Increasing physician and medical student understanding of how to provide patient-centred care51 for
women living with pelvic pain, viewing women as experts of their own bodies, continuity of care, and
shared-decision making in treatment plans can all contribute to more positive health outcomes and lived
experiences of women with pelvic pain. 

A strength of this study is its qualitative approach allowing for the complexity and depth of women’s
narratives to be explored, and the inclusion of women with lived experiences of both endometriosis, and
uniquely; pelvic pain. The limitations include small sample size, particularly women with non-
endometriosis related pelvic pain and that the majority of research participants were Caucasian. Future
research is needed to examine experiences of women from different cultural backgrounds, where
meanings associated with menstruation, sexuality, fertility, motherhood and work may differ, and where
discussion surrounding such topics may be even less acceptable 52, 53.

Conclusions
Women with chronic pelvic pain reported similar impact on their lives to those with a diagnosis of
endometriosis, but often felt like they had less support and information available. Normalisation of
menstrual, pelvic and sexual pain in combination with the taboo nature of discussing these issues openly
contributes to delays in health seeking behaviour.  Delays in diagnosis, with multiple incorrect diagnoses
occurring, often left women feeling like they did not have a valid illness. Most did not feel like their pain
was taken seriously by health care professionals. Diagnosis was often a relief due to having a ‘valid’
disease but those with chronic pelvic pain often did not have a formal diagnosis and leaving them feeling
like their condition is somehow less real.
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