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Abstract

Objective: The aim of this meta-synthesis was to synthesize and interpret the available qualitative studies to in-
crease our understanding and extend knowledge about how women with endometriosis experience health care
encounters.

Methods: The literature review was carried out using CINAHL, Psychinfo, Academic Search Premier, PubMed, and
Scopus, from 2000 to 2018, and was limited to articles in English. Articles were only included if they reported
original relevant research on endometriosis and women experiences.

Results: The meta-synthesis was based on 14 relevant studies. They included 370 women with diagnosed en-
dometriosis, 16-78 years of age. Three fusions were identified and interpreted in this meta-synthesis. The first
was: Insufficiency knowledge, where the physicians could judge the symptoms to be normal menstruation with-
out examining whether there were other underlying causes. The second fusion was Trivializing—just a women’s
issue, where the physicians thought that the symptoms were part of being a woman, and women’s’ discomfort
was trivialized or completely disregarded. The third fusion was Competency promotes health, where the insuf-
ficiency of knowledge became a minor concern if women had a supportive relationship with their physician and
the physician showed interest in their problems.

Conclusions: \Women with endometriosis experience that they are treated with ignorance regarding endome-
triosis in nonspecialized care. They experience delays in both their diagnosis and treatment and feel that health
care professionals do not take their problems seriously. In addition, it appears that increased expertise and im-
proved attitudes among health care professionals could improve the life situation of women with endometriosis.

Keywords: endometriosis; health care encounter; hermeneutics; meta-synthesis; qualitative research; women'’s
experiences

Introduction

Endometriosis is a chronic, inflammatory, and
estrogen-dependent gynecological disease associated
with pain and infertility that affects women of repro-
ductive age." Endometriosis has been here through-
out the ages and strikes women worldwide.” It is
estimated that 176 million women worldwide may
be living with endometriosis. Approximately 10% of
women of reproductive age are affected.” Endome-
triosis occurs when endometrial cells, which normally

line the uterus, grow outside the uterus. This tissue
implants in, and forms lesions on, other organs, in-
cluding the ovaries, bowel, bladder, and the Pouch
of Douglas.”

Gynecological symptoms of endometriosis include,
dysmenorrhea, dyspareunia, chronic pelvic pain, bleed-
ing, fatigue, and, in some cases, urological or gastro-
intestinal symptoms (such as dysuria, dyschezia).
Compromised fertility or infertility are other symp-
toms associated with endometriosis.™
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Laparoscopy is the most common procedure used to
diagnose endometriosis, ideally confirmed by histolo-
gy.”® Delay in the diagnosis of endometriosis may
have several causes such as false diagnosis and normal-
ization of symptoms,” but delay often occur because the
gold standard for disease confirmation is using laparos-
copy and histology. Such delays can adversely affect
reproductive potential and functional outcomes.®
Endometriosis affects a woman’s life considerably. A re-
cent systematic review,'’ found only 18 qualitative
articles on endometriosis. This review showed that en-
dometriosis affected all areas of a woman’s life; sex life,
social life, and work life, and medical experiences,
symptom, and infertility are in some way intertwined
and added distress to life.'"’ This review also pointed
out that there were few studies on women’s experiences
of endometriosis-associated infertility and of the im-
pact of reduced social participation on perceived sup-
port and emotional wellbeing. There are also few
systematic reviews or meta-analysis that address psy-
chological care for women with endometriosis.'"'?
These reviews focus on treatment or interventions that
may be promising in reducing endometriosis pain, anx-
iety, depression, stress, and fatigue. Another area where
there is little, or no research is how women with en-
dometriosis experience health care encounters. Such
knowledge is important for providing high-quality
care. Therefore, the objective of this meta-synthesis
was to synthesize and interpret the available qualitative
studies to increase our understanding and extend
knowledge about how women with endometriosis ex-
perience health care encounters.

Materials and Methods

This article is an update of a qualitative meta-synthesis
conducted by the Swedish Council for Health Technol-
ogy Assessment as part of a report on the diagnosis and
treatment of Endometriosis."> This is a qualitative
meta-synthesis, that is, an interpretive integration of
qualitative findings that offers more than the sum of
the individual data sets because it provides an innova-
tive interpretation of the separate findings.'*'® The
new findings and conclusions are derived from exam-
ining all the articles in a sample as a collective group,
presenting interpretations that are representative since
it is based on several articles.'* Qualitative meta-
synthesis allows for a broader approach to evidence-
based research and practice by expanding how knowl-
edge can be generated and used in the researched
area.'”'® A meta-synthesis is the outcome of a metadata
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method. It is a distinct approach to new inquiry based
on critical interpretation of existing qualitative studies.'®
“It creates a mechanism by which the nature of interpre-
tation is exposed and the meanings that extend well
below those presented in the available body of knowl-
edge can be generated. As such, it offers a critical, histor-
ical and theoretical analytic approach to making sense of
qualitative knowledge.”'® P> The review/meta-synthesis
was not registered in the international prospective regis-
ter of systematic reviews (PROSPERO), since the data
were already extracted, and the analysis was conducted.

Sample

Relevant qualitative research studies were retrieved on
two occasions. A comprehensive search in the biblio-
graphic databases CINAHL, Psych info, Academic
Search Premier, PubMed, and Scopus was conducted
on August 30, 2017. The articles had to meet the fol-
lowing inclusion criteria: (1) have a focus on women
with endometriosis; (2) make explicit references to the
use of qualitative research/studies or mixed methods,
where the qualitative findings were reported separately;
(3) have a focus on women’s perspectives and experi-
ences of living with endometriosis and how they experi-
enced the encounters with health care; (4) published
from 2000 to August 2017 and written in English. Exclu-
sion criteria were quantitative research and literature re-
views. An additional, selective, search in PubMed was
conducted in December 2018, using the search terms
endometriosis, women’s experiences, and health care en-
counters. As shown in the flowchart in Figure 1, 24 stud-
ies were retrieved for consideration. A complementary
search identical with 2018 was performed in December
2019. No more studies were retrieved.

Meta-method

The meta-method requires an analysis of the rigor and
soundness of the research methods used in each of the
studies reviewed to determine the appropriateness of
the methods."” The meta-method procedure had two
steps. First, the studies were evaluated, with an empha-
sis on research design and data collection methods, to
ensure that the article met the study’s inclusion crite-
ria.'® Of the 54 articles, 30 were excluded. One of
these evaluated a training program and used a survey
with open-ended questions. This article was retained
for validation of our results. Second, the studies were
appraised; incorporating the reading guide for both
an individual appraisal of each possible study consid-
ered for inclusion, together with comparative appraisal
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FIG. 1. Flowchart of the literature search process.
G J
across studies. Key features of the studies were summa- The size of the research sample reported in each ar-

rized, and a cross-study display was developed present- ticle ranged from 9 to 74, with a total sample size of 370
ing the 14 articles selected for the study (Table 1). (mean sample size 26). The women in these studies
There is a large amount of data in each study, so the were 16-78 years of age and represented different
recommendation is that 10-12 studies is an ideal num- countries: Australia,'®?! Great Britain,?>>° Italy,26
ber for a meta—synthesis.17 The studies represented the New Zealand,?”*® South Africa,”® and Sweden.’®*!
following disciplines: sociology, medicine, nursing, and The data from the 370 women were based on individ-
physiotherapy (Table 1). ual interviews, in one case combined with focus group
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interviews, and one study was based on focus group in-
terviews. All articles had been published from 2004 to
2018. In the second step, the appraisal process contrib-
uted to an understanding of how the methodology used
in the original research had been applied to study a phe-
nomenon and how that methodology had shaped the
researcher’s knowledge. The research designs of the pri-
mary research articles were compared and contrasted to
identify the underlying assumptions of research meth-
odologies, as well as the findings reported.">'> The au-
thors of the articles meeting the criteria for inclusion in
this study described the methods used as qualitative,
that is, the studies used phenomenology, narrativism,
thematic analysis, grounded theory, and constant com-
parative analysis. Some researchers used thematic anal-
ysis and narrativism for secondary analysis. Analysis
revealed that there was a variation in the rigor with
which the tenets of the identified method were applied,
as well as a range in the quality and quantity of direct
quotes available to the analysts of this meta-synthesis.

Preparing the findings for meta-synthesis

The quality of the way in which findings were pre-
sented in the articles varied; most articles presented
raw data as thematic surveys and/or direct quotations
from participant interviews. The metadata analysis
used the technique of hermeneutic appraisal® to ex-
tract statements from the articles’ findings to evaluate
the horizon of the text. The analysts then interpreted
these statements within the context of a guiding ques-
tion: Is this about being perceived or about the health
care encounter. Working inductively from these inter-
pretations, the researchers were able to identify possi-
ble fusions.">'®

Results

The meta-synthesis resulted in three fusions: Insuffi-
cient knowledge, Trivializing—just a women’s issue,
and Competence promotes health.

Insufficient knowledge

The women often stated that they had repeated prob-
lems that the cause of the symptoms seemed to be un-
known and they had not been diagnosed. The women
felt that the physicians lacked knowledge of the disease,
which led to the diagnosis being delayed and that they
did not receive adequate treatment. The insufficient
knowledge could be demonstrated in several ways.
The physicians could judge the symptoms as normal
menstruation without examining whether there were
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other underlying causes. The physicians were annoyed
when the women pointed out that their symptoms were
similar to those of other women with diagnosed endo-
metriosis. In other cases, incorrect diagnoses were
made. The handling of the women’s case, both before
and after diagnosis, was often based on medical
myths."”** In this fusion of insufficient knowledge,
three themes were identified: normalization of pain as
menstrual pain, incorrect diagnosis, and treatment
was decided based on medical myths.

The women felt that the physicians dismissed their
pain as a menstrual pain and as such something that
was normal and that was part of being a woman, some-
thing all women live with. The women might re-
ceive the comment that they were unlucky that they
belonged to the group of women who have severe men-
strual pain. It also happened that the physicians be-
lieved that the women did not know what pain was
(not experienced real pain) and therefore did not toler-
ate ordinary menstrual pain, even though the women
had problems going to the toilet, having intercourse,
ot 19:20.23-2527,29,31,32

The normalization meant that physicians usually did
not search for some other underlying cause of the pain.
Instead, they often focused on the relief of symptoms.
Sometimes lifestyle changes were recommended for ex-
ample, physical exercise, and the physicians prescribed
contraceptive pills to reduce bleeding and pain, even
to very young teenage girls. Sometimes the physicians
prescribed pain killers and sometimes the women
themselves had to suggest the type of pain relief that
suited them. Some women refused to take birth control
pills because they wanted to know what caused their
pain. By extension, the normalization led to the diagno-
sis being delayed,1$2022-26.28.3031

If the women’s problem remained after treatment
with painkillers and contraceptive pills, the physicians
looked for simple causes. The physicians, however,
were not inclined to accept that women’s symptoms
could be caused by any gynecological disorder or ill-
ness. Instead, the physicians gave other, incorrect diag-
noses. The pain and the problem were located in the
abdomen. Women who reported that they had simulta-
neous problems with the abdomen or intestines could
receive diagnoses such as Irritable Bowel Syndrome, ap-
pendicitis, or muscle stretching. The problems could
also be seen as mental. Some physicians thought the
problem was in the head and not in the body. The
women were diagnosed with depression or the physi-
cian blamed the symptoms on possible early abuse of
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alcohol or other drugs, on infection, or on previous mis-
carriage. Young women, students, were treated as being
persons who did not take care of themselves.'>**%2°32

The women were referred to specialists such as psy-
chiatrists or gastroenterologists before finally getting to
meet a gynecologist. Some physicians put faith in so-
called medical myths, which women knew were
wrong, for example, that young women or teenage
girls were too young to have endometriosis. Other
myths concerned treatment when the women had
been diagnosed. The women could receive the recom-
mendation to remove the uterus, even though they
were only in their twenties. Another myth that the phy-
sicians referred to was that the women’s pains would be
cured if they gave birth to children. Some arguments
were that the hormones would restore the balance in
the body or that the endometriosis would shrink and
would not grow further,?*>>2426:27,29,31,32

The recommendation for childbirth could be per-
ceived as particularly offensive. Some women recalled
that doctors recommended pregnancy as a treatment,
even if they were infertile. Some other women were
in such a situation that it was not suitable to have chil-
dren at that time.

Trivializing—just a women's issue

The women in these studies felt that no one took their
problems seriously. Their discomfort was trivialized or
completely disregarded. The physicians meant/felt that
the symptoms were part of being a woman. The wom-
en’s problems did not generate much interest and did
not lead to continued investigation. The attitude was
to take some painkillers and live as usual.

The approach of the physicians was described as of-
fensive and sometimes blameful. There was little un-
derstanding of the fact that the problems could affect
women’s social life and quality of life.>">*>72*3!

In this fusion of incorrect diagnoses three themes
were identified: Not being taken seriously, no interest
in women’s problems, and insensitivity to women’s
situation.

The women felt that their symptoms were more dif-
ficult than painful menstruation and referred to their
menstrual history and compared themselves with fam-
ily and friends. The most common cause of dissatisfac-
tion or anger by women was the feeling that physicians
did not take their symptoms seriously. As their prob-
lems were not taken seriously, the physicians did not
refer them for further investigation and treatment.
The women felt denied since the physicians’ attitude
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was that women exaggerated or imagined their symp-
toms, like having a form of “fantasy pain,” or had
low pain thresholds. The women were requested to
learn to handle their pain. Other women felt that the
physicians wanted the women to feel that they had
failed morally because they could not cope with their
pains like other women. There was always a struggle
to be taken seriously.** *"*1*?

The women who, after years of rejection and nor-
malization of the pain, were referred for examination
and received a diagnosis felt that they had finally re-
ceived “evidence” that they had a disease and thus
were able to discuss treatment options. The diagnosis
was a relief. It was a confirmation that they had a dis-
ease and it was not just something in their head. How-
ever, even when the disease was verified with, for
example, image evidence, physicians could question
whether the pains really were proportional to the size
of the lesions.> 71

The women felt that their symptoms were not very
interesting or exciting for the physicians, or as it was
expressed in a study— “endometriosis is not a sexy dis-
ease.” They felt invisible when the physicians were not
interested in understanding them and their pain prob-
lems. Others felt that they were wasting their physi-
cians’ “time” because the physician believed that the
trouble “was in the head”. The physicians showed
lack of interest and distance when the women talked
about their problems. They sighed, drummed their fin-
gers on the table, avoided eye contact, and responded
monotonously or with specialist terms. When simple
explanations or jargon did not work, the physicians
switched to normalizing or trivializing the problems.

The most difficult thing was when the physician
moved the burden over to the women by asking how
they wanted to be helped.*~>>*7*7~%?

There were also physicians who in a more brutal way
showed their lack of interest. The physicians could
argue that there was no diagnosis called menstrual
pain, and that it was only stupid women who expressed
themselves like this.>* 2%%3"32

The physicians could show insensitivity to the wom-
en’s situation, which could be experienced as verbally,
psychologically, and physical violations. For example,
the physician could convey the information about the
woman’s endometriosis and infertility in an insensitive
manner. It could be positive to get all this important in-
formation about endometriosis, but if the physician in
the same breath mentioned infertility, it became too
heavy. When the women raised the issue of children,
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they were abruptly informed that they would probably
need to adopt. The physicians had not endeavored to
find out about the women’s life situation. There were
women who had always longed to create a family but
who were given the message about their infertility in
an insensitive way, and this affected them for a long
time to come. Some women even considered suicide
because they had always wanted to have a family, and
this dream had been totally crushed.**">>2°73

The women described that they were in a difficult
and vulnerable situation, filled with anxiety and frus-
tration, which was mentally devastating. It was then
difficult to be called stupid, crazy, and mentally
111.22,24,25,27,28,31,32

The women also felt physically vulnerable. Painful
gynecological examinations could feel like abuse even
though they were routine. The women did not want
to undergo such examinations, but they had to.

Competence promotes health

The third fusion describes positive experiences of
meetings with physicians, and four studies contribut-
ed.*>*>*”*13 Although the women mostly experienced
ignorance and lack of interest in primary care, there
were physicians who were interested in their problems.
The insufficiency of knowledge became a minor con-
cern if the women had a supportive relationship with
their physician. Such physicians could help by listening
and not delaying the referral to a specialist. One
woman also said that the physician was not aware of
endometriosis during the first visit but had done his
homework before the next meeting.

Transferring from general to specialized care could
offer a positive change. The women were reassured
by knowing that they would be treated by physicians
with special skills and competency. After several
years of suffering they received a diagnosis and an ex-
planation of why they had these problems. They ac-
knowledged that the gynecologists showed that they
cared, actively listened, and took them seriously. Such
dedicated gynecologists took the time to explain and
provide relaxation tips that could make the examina-
tion procedure easier. Women with fertility problems
reported that their disease burden was alleviated by
the physician communicating well about fertility. It
also meant a lot that the gynecologist shifted focus
from only the disease to how it affected the woman’s
life and situation. This strengthened and promoted
women’s health, helping them to continue their lives.
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Validation of the findings using a survey study

The analysts used a large qualitative survey study, in-
cluding open questions to validate or “member check”
the findings and interpretations from the metadata
analysis/synthesis.”* This survey study included 135
women with endometriosis who evaluated a training
program about social support, treatment, as well as
professional and health care system performance.
Because our study is a meta-analysis/synthesis of
text, we did not have the opportunity to “member
check” the findings with participants of the study.
Since this survey study was performed with other par-
ticipants and in another country (Germany),”> the
findings from this survey study can be used for valida-
tion and triangulation of this meta-synthesis. The
findings of this survey study pointed out some impor-
tant factors.

Knowledge and competence were found to be among
the most important factors when making the women
with endometriosis feel confident and cared for. The
second factor of importance was that the physi-
cians/gynecologist believed in the women’s descrip-
tions about the symptoms and problems, that is, the
women were taken seriously. The care encounters
should be imbued with understanding and empathy.
The third factor that was experienced as supportive
was open and clear communication, based on interest
and sensitivity. Obstacles and hindrances for women
with endometriosis concerning managing their situa-
tion were ignorance, insufficient empathy, and nonsen-
sitivity. These findings are in great agreement with
those in the meta-synthesis, which strengthens its
trustworthiness.

Discussion
In this meta-synthesis, data from 14 research studies
on women with endometriosis were reinterpreted to
gain a deeper understanding of how they were per-
ceived or about the health care encounter. We used
the women’s quotations presented as raw data and
the text in the findings to draw an interpretation
and gain an understanding of the phenomenon
under study. It is interesting to note that even though
the studies are from 2004 until 2018, the experiences
of the women seem to remain. There are still the
same issues and approaches perceived, but medical
progresses are made.

The credibility (validity) of the data interpretations
in this study is supported because they are the result
of a systematic approach'® and can always be arbitrated
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for or against a variety of other interpretations. The
data analyzed and interpreted in this study comprised
primary research conducted on women from different
cultures and contexts, but all having an endometriosis
diagnosis. There are several other reviews that have
synthesized qualitative research on how endometriosis
affects women’s lives and how they handle the prob-
lems.'®?*** One of them focused on experiences of
care and patient centering,”” whereas the others had a
broader perspective. However, the selection of studies
differs in part between our meta-synthesis and the
other overviews. In addition, new studies have been
added that are only included in our overview. The arti-
cle by Dancet et al.*® also combined quantitative and
qualitative articles, but in our meta-synthesis we only
used qualitative articles. The fusions identified in our
overview have not been highlighted as much in the
other overviews. Some of our findings regarding expe-
riences, how being approached from health care, are
unique to women with endometriosis.

Insufficiency knowledge and its underlying themes
could be found in the overview.'° This overview, how-
ever, emphasized mainly that the women sought
knowledge and that the doctors compensated for their
lack of knowledge by being more responsive. Insuffi-
cient knowledge was made visible in incorrect diagnoses
and delayed diagnoses in three of the reviews,®’
whereas the fourth found that it was about the lack of
information.

The findings in this meta-synthesis may seem dis-
couraging; the treatment of the women revealed per-
ceived with ignorance about endometriosis and they
experienced that their problems were trivialized; it
was just a “women’s issue.” This fusion was a strong
theme based on the women’s statements in the various
studies that we included. In the overview articles, this
“woman issue” was described as normalization of
the problems and damaged wellbeing'®*® and also a
cause of delayed diagnostics due to normalization
and trivialization of women’s problems.”” Dancet
et al.’® mentions what lies in the subthemes of this fu-
sion, namely to respect women’s problems and to let
the women be trusted. Others seem to be shared with
persons with other types of chronic pain, mainly mus-
culoskeletal and where most studies capture experi-
ences from primary care. One common experience is
the sense of not being believed since the pain is not vis-
ible or measurable was, for example, captured in qual-
itative evidence syntheses about chronic pain
conditions*® and focusing on pelvic pain.*' The hard

540

work to get a medical diagnosis was also central. Focus-
ing on these issues there are some suggestions for de-
veloping endometriosis and pain centers, by using
patient navigators, and working multidisciplinary.**

Our third fusion that competence promotes health,
which is included in this theme, is the only fusion
that brings forth some positive aspects acknowledged
in the analyzed studies. That competency promotes
health is often mentioned in one or two sentences
here and there in the overviews.'®*® The fact that our
three fusions are not clearly found in the overview ar-
ticles that we compare in this study may be because
these (three out of four) are merely descriptive and re-
flect what we already know. The fourth review article
used “interpretation,” but on a combined material;
quantitative and qualitative articles. This causes a
methodological difficulty to extract material narrative-
ly/interpretatively from quantitative results.

We performed a meta-synthesis to, through inter-
pretation, lift research results/findings to the next
level and not only repeat what we already knew with
some certainty.'* The meta-synthesis used in this
study was grounded in hermeneutic theories.'®** In
this way, we clarified the women’s experience of the en-
counter in endometrial care. We have interpreted and
synthesized fusions and therefore it seemed relevant
to discuss the results against other reviews—bringing
forth synthesized data. Trying to broaden the one per-
spective view.

When we validated our fusions with the survey
study,” there was a finding showing that there are pos-
sibilities to make a positive difference regarding these
women, by showing empathy and adopting a profes-
sional and competent approach. In a quite recently
published article®® it was shown that medical education
needs to equip physicians with the skills to acknowl-
edge and incorporate women'’s knowledge of their bod-
ies within the medical encounters. It was also
highlighted that the women should be acknowledged
and treated as partners in their health.

Conclusion

The present meta-synthesis demonstrates that the “jour-
ney of endometriosis care” takes its starting point in pri-
mary care and there is a struggle to convince health care
professionals that the symptoms are not ordinary men-
strual pain and bleeding. There was also a struggle in
that discomfort was trivialized and seen as women’s
issue. Transferring from general to specialized care
could offer positive changes. The women were reassured
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by knowing that they would be treated by physicians
with special skills and competency.

Clinical Implication

Living with endometriosis and how one is perceived in
the health care encounters have a great impact on these
women’s lives. The results of the present study high-
light the importance of providing support for women
who have endometriosis, so they are able to manage
their everyday lives. Health care professionals need to
be aware of endometriosis as a disease and be more
sensitive for individual pain pattern among women,
which could facilitate manageability. ESHRE** presents
clinical practice guidelines regarding medical progres-
sion, but health care professionals need to make their
own clinical decisions based on their competency, con-
sidering the circumstances, and collaborate with the
women.
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