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Abstract

Background: Endometriosis as a chronic gynecological disease has several negative effects on women'’s life, thereby
placing a huge burden on the patients and the health system. The negative impact of living with endometriosis
(impaired quality of life, diverse medical experiences) is detailed in the literature, however, we know less about
patients’ self-management, social support, the meaning of life with a chronic disease, and the needs of patients. To
implement a proper multidisciplinary approach in practice, we need to have a comprehensive view of the complexity
of endometriosis patients'life and disease history.

Methods: Four focus group discussions were conducted between October 2014 and November 2015 by a team
consisting of medical and psychological specialists. 21 women (age: 31.57; SD =4.45) with surgical and histological
confirmation of endometriosis were included in the study. Discussions were audiotaped and transcribed verbatim,
and a 62,051-word corpus was analyzed using content analysis.

Results: Four main themes emerged from the analysis: (1) the impact of endometriosis on quality of life, (2) medical
experiences, (3) complementary and alternative treatments, and (4) different coping strategies in disease manage-
ment. All themes were interrelated and highly affected by a lack of information and uncertainty caused by endo-
metriosis. A supporting doctor-patient relationship, active coping, and social support were identified as advantages
over difficulties. Finding the positive meaning of life after accepting endometriosis increased the possibility of
posttraumatic growth. Furthermore, women's needs were identified at all levels of the ecological approach to health
promotion.

Conclusions: Our results highlight the need for multidisciplinary healthcare programs and interventions to find solu-
tions to the difficulties of women with endometriosis. To achieve this goal, a collaboration of professionals, psycholo-
gists, and support organizations is needed in the near future.
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Introduction the reproductive-aged and 50% of infertile women, and

Endometriosis is a chronic inflammatory disease that is
defined as the presence of endometrium-like tissues out-
side the uterus causing pain symptoms (dysmenorrhea,
dyspareunia, chronic pelvic pain) and infertility [1]. This
gynecological disease affects approximately 2-10% of
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women with endometriosis have increased risk of obstet-
ric outcome [2]. Because symptoms are not specific, the
diagnostic delay is almost 8—10 years [3].

Endometriosis has a negative impact on health-related
quality of life (HRQoL) [4]. Quantitative studies identi-
fied deterioration in physical wellbeing [5], psychological
functioning [6, 7], daily life activities and work produc-
tivity [8, 9], social participation [10], quality of sexual life
[11], and an increase in financial burden [12]. Decreased
HRQoL has a negative feedback effect on endometriosis
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progression [13, 14]. Furthermore, it is already known
that pain is a major cause of these physical, psychosocial,
emotional, and work-related difficulties among patients
[15-17].

Previously published qualitative data demonstrated the
negative impact of endometriosis on HRQoL and medi-
cal experiences but offered fewer findings of self-man-
agement, social support, femininity, the meaning of life
with a chronic disease, and future directions and needs of
patients. Therefore, this study aims to expand knowledge
of (i) the difficulties women have when living with endo-
metriosis and (ii) their opportunities and mechanisms
for coping with the negative impact of the disease. We
assume that by exploring these main areas we can help
to develop health promotion strategies to reduce further
negative effects on women’s lives.

Methods

Study design, procedure, and data collection

This qualitative study is part of a comprehensive study
on the psychosocial aspects of endometriosis conducted
by E6tvos Lorand University in conjunction with Sem-
melweis University, Budapest, Hungary. Participants with
surgical and histological confirmation of endometriosis
from our previous study [18] were invited via e-mail to
participate in exploratory focus group discussions, where
participation was voluntary. The invitation explained
the nature and details of the study. Four focus group
discussions were conducted in the department room of
the Institute of Psychology, Eotvos Lorand University
between October 2014 and November 2015. Within the
postpositivist qualitative paradigm [19] we followed the
phenomenological approach to inquiry. Focus groups
allow data to be collected through a group, where partici-
pants express their opinion more naturally and influence
one another, thus it is more likely that new issues will be
raised than in a one-to-one interview. Furthermore, focus
groups allow the perceptions, emotions, and concerns of
participants to be explored [20, 21].

Focus group participants were asked to articulate their
concerns and experiences on two topics: (i) living with
endometriosis, (ii) disease-management, and experiences
of medical or other treatments. All conversations were
guided by the first author and trained assistant, who took
field notes. Focus groups were audiotaped with their per-
mission and transcribed verbatim by the assistant. Over-
all, there were 462 min of recording which were then
transcribed into a 62,051-word corpus for the analysis.

Analysis

The verbatim transcripts included typical or relevant
non-verbal expressions (laughing, long pauses) that
were confirmed by the assistant who made observations
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during focus group sessions. The basic element of analy-
sis was the word. After checking the transcript (rereading
the text while listening to the voice recording), the text
was analyzed line by line using content analysis [22, 23]
in ATLAS.ti by two independent coders [24]. They dis-
cussed and compared collected codes from the data and
after reaching consensus code groups, defined categories
and created themes. Final themes and categories were
checked against codes [22].

Results

Sample characteristics

The study involved 21 patients diagnosed with endome-
triosis with a mean age of 31.57 (SD =4.45). Participants
(> 18 years) represented a homogenous group in terms of
socio-economic background and ethnicity. On average,
participants saw more than three gynecologists (range
1-15) and one alternative healer (range 0—4) before being
diagnosed with endometriosis. The diagnostic delay was
2.05 years (SD=3.32; range 0-12). Most participants
(66.7%) had endometriosis-related symptoms by the time
of the study. In all our participants, peritoneal endo-
metriosis was observed (21/21, 100%), ovarian endo-
metriosis was found in 11 patients (11/21, 52.3%) while
deep infiltrating endometriosis affecting the rectum and/
or the rectovaginal space was present in 6 cases (6/21,
28.6%). None of our patients had extrapelvic or abdomi-
nal wall endometriosis. Most patients of the whole sam-
ple used medical hormonal treatment at the time of the
conversation. From the whole cohort, 18 (18/21, 85.7%)
women received combined oral contraceptive therapy on
a continuous regimen. We have observed no difference
between the types of oral contraceptives since they were
all combined pills containing dienogest and ethinyle-
stradiol. Most of our participants (16/21) struggled to
get pregnant, only one of them had a successful clinical
pregnancy and delivery at the time of the conversation,
further 23.8% of participants were undergoing in vitro
fertilization (IVF). None of study participants had a
comorbid psychiatric disorder.

Thematic analysis findings

Four main themes emerged from the analysis: (a) impact
of endometriosis on quality of life, (b) medical experi-
ences, (c) complementary and alternative treatments,
(d) different coping strategies in disease-management
(Table 1). Notably, that all themes were highly affected by
a lack of information and uncertainty related to endome-
triosis, while all the emerged themes showed a dynamic
connection between them and present the patients’ cir-
cular pathways (Fig. 1).



Marki et al. BMC Women'’s Health (2022) 22:20

Page 3 of 11

Table 1 Themes, categories and subcategories that emerged from the data

Themes Categories

Subcategories

Impact on quality of life
Physical impacts
Psychological impacts
Psychosocial impacts

Medical experiences
Diagnostic delay

Treatment of endometriosis

Doctor-patient relationship

Complementary and alternative treatment

Lifestyle changes as treatment

Psychology

Social and family life
Intimate relationship
Sexual life

Fertility

Femininity

Employment and education
Financial impact

Normalization of symptoms
Doctor delay

Pharmacological treatments
Surgery and surgical experiences
Childbearing as a treatment option
ART treatment

Recurrence of endometriosis

Diet and nutrition
Physical activity

Naturopathy and other methods

Different coping strategies in disease-management
Obtaining information

Active control and emotion-focused coping

Social support

Information provided by doctors
Internet

Fellow patients

Self-care

Positive attitude

Personal relationships
Endometriosis community

Theme 1: Impact of endometriosis on quality of life
Physical impacts

Most women mentioned chronic pelvic pain, dysmen-
orrhea, and dyspareunia as leading symptoms of their
endometriosis. Most of them reported that pain killers
or special body positions did not significantly relieve
pain.

It was never-ending, so I lived like this every day.
I kneeled on the ground. I moved back and forth
because it was not good any other way and yet I
still held tightly onto my hair because I was in so
much pain.

Psychological impacts

Besides the physical burden, participants also reported
psychological consequences of endometriosis, namely
anxiety, stress, and helplessness, and sometimes these
were more confusing and annoying than the physical
symptoms. One participant described how depressing it
was to realize that she had lost 10 years of her life living
in permanent pain without receiving the correct diagno-
sis and treatment. Feelings of loss and shame were also
highlighted by participants. Uncertainty about the possi-
ble recurrence of the disease has been identified as a fur-
ther stress factor in women who wanted to take an active
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Fig. 1 A model of the dynamic relationship of endometriosis-related themes and negative impacts

role in their disease management. The negative emo-
tional state negatively shaped their way of thinking, and
subsumed their everyday lives.

You can’t do anything about the physical side any-
more, but the psychological aspects, they leave their
mark on you. I gave in to endometriosis, in fact, my
whole life revolved around it. It made me bitter, and
I realized after a while that I couldn’t think about
anything else.

The psychosocial effects of endometriosis

This category includes common and cumulative effects
of physical and psychological impacts. Endometriosis-
related uncertainty had several negative impacts on wom-
en’s life. Families and friendships were affected by a lack
of adequate information and a feeling of helplessness.

Friendships were ruined at that time. There was not
one aspect of my life that was not affected by endo-
metriosis. Within the family, you can release the
stress that you cannot release anywhere else. It was
common for me to cry during family dinners. Even
friends who were supportive did not always under-
stand what I was going through.

Intimate relationships were negatively affected by
uncertainties. Participants mentioned that explaining the
disease and giving reassurance to their husbands was dif-
ficult. Women agreed that a supportive partner can be
the biggest source of help and support, but not every rela-
tionship was able to handle the burden of endometriosis.

It [endometriosis] cost me my marriage... At that
time, we had already started in vitro fertilization.
The first one ended up in colonic obstruction and
I got a stoma for three months. Before the next
round of IVF started my ex-husband said it was
over for him.

Some women experienced sexual problems and the
inconvenience of sharing their experiences of dyspare-
unia due to the normalizing reaction of society and
health care providers. The non-sharable experiences led
in two cases to sexual aversion, when “sex was equal to
pain’,

Besides dyspareunia and sexual dysfunctions, the most
burden for most women were fertility problems. Partici-
pants stated that they pursued one of two options: some
women insisted on childbearing and did not give up even
after the defeats and inconveniences of IVF, because they
thought it was worth the sacrifice; others re-evaluated
pregnancy and went on to consider other options for
motherhood.

We try and we hope, and I don’t know. I have
learned a big lesson from this—that it would be nice
to have a baby, but what if I can never have my own
baby—because it could happen. Now I can say it out
loud: it is okay, I can adopt a child or choose other
options.

Female identity was negatively affected by infertility,
sexual problems, and impersonal medical examinations.
Repression and negative attitudes towards femininity
have been mentioned as possible causes of their disease.
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If you do not experience your femininity, it will come
back to haunt you at some point.

Endometriosis and its treatment had a significant
impact on participation in education and employment.
Women mentioned sick-leave and semester deferral due
to dysmenorrhea, as well as sleeping problems and sur-
gery. The impact on employment usually depended on
the boss and the flexibility of the workplace.

It can cause a lot of tension, finding where the line
is between asking your boss to let you leave and be
patient, or feeling that you are risking your job and
tomorrow maybe you don’t have to go to work any-
more.

The cost of gynecological consultations, medications,
surgery, healthy nutrition, and further treatments caused
a financial burden and required a considerable amount of
time and energy.

The costs associated with endometriosis are so high;
my family has an emergency budget just for this.

Theme 2: Medical experiences

Diagnostic delay

Participants usually experienced that health professionals
normalized symptoms of dysmenorrhea. It was not only
normalization but physicians’ lack of adequate knowl-
edge relating to endometriosis that caused misdiagnosis
and diagnostic delay.

I went from doctor to doctor for seven years and I
knew something was wrong because I could not con-
ceive, so we were looking for the reason behind it.
But a lot of doctors did not recognize the disease and
that was the biggest problem.

Treatment of endometriosis

The option of pharmacological treatments was divisive
among participants; most of them were concerned about
side effects. Participants reported being fearful before
surgery and stated that they were concerned about repro-
ductive organs and intestinal involvement or getting
stoma. Fear and uncertainty were pronounced concern-
ing recovery and lack of information right after surgery.
Participants reported that having a child was usually
expressly recommended by gynecologists as a potential
treatment option. These women often experienced medi-
cal and social pressure to have a baby, even if they did not
feel ready to become mothers.

A woman can find herself in this trap. Although
the gynecologist means well, saying you must have
a child as soon as possible is such a burden on the
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woman. It is unbearable and impossible to process.

Infertility was a sensitive topic in every discussion. Par-
ticipants who underwent assisted reproductive technol-
ogy treatment described it as impersonal, physically, and
mentally stressful, for men as well. Furthermore, the pos-
sible recurrence of endometriosis proved to be one of the
biggest uncertainty factors, and it placed a huge burden
on women.

Doctor-patient relationship

Most women agreed that having a good, reliable gynecol-
ogist specialized in endometriosis is one of the most
essential factors in managing endometriosis. Many par-
ticipants had negative experiences with doctors who
were negligent or had insufficient professional knowledge
of endometriosis, which increased diagnostic delay by
several years. Women highlighted that healthcare profes-
sionals’ uncertainty led to mistrust, increased fear, and
despondency, and caused them to go ‘doctor-shopping’
because they could not accept their doctor’s negligent
attitude towards their symptoms or recommended treat-
ment options. All the women agreed that physicians who
reassured and informed them properly as a specialized
professional in endometriosis engendered the most trust.

It was an odd experience, that even doctors can’t tell
me what is wrong with me and what will make me
feel better. So, you have to go until you find someone
you can at least trust.

Theme 3: Complementary and alternative treatments

This theme includes women’s motivation towards all
kinds of complementary and alternative treatments
which may supplement or substitute medical treatments.

Lifestyle changes as treatment

Despite a lack of scientific evidence and findings of the
positive effects of lifestyle change, women wanted to
achieve better physical health and HRQoL and long-term
recovery.

You have to be very conscious and responsible and
need an incredible amount of time to develop this
routine. I was exhausted and I wanted nothing more
than to go to bed, but I knew if I did not prep my
lunch for the next day, then I wasn’t going to have a
[healthy] meal.

These women were given a great deal of contradic-
tory information about their potential endometriosis
diet. Those following a strict diet said it was like being
a prisoner and they suffered because of the finan-
cial cost. When the diet was ineffective or too strict,
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women gave in and started to follow the needs of their
bodies and developed a unique, personalized diet.

When I accidentally ate something, which was for-
bidden in the diet I would hate myself. Now I lis-
ten to my body, the things it likes or does not like.

Although it is difficult to find enough time and
mobilize resources, all women agreed that physical
activity is an essential part of managing the disease.
Women were doing various sports (yoga, running,
cycling, Zumba, swimming, intimate muscle training,
and Pilates) regularly, but the efficacy of these sports
was not specified during discussions.

Psychology

Due to the unknown etiology of the disease, partici-
pants stated that they had thought about the psycho-
somatic, stress-related origin of endometriosis. Many
women sought psychological help by using cognitive
methods, schema therapy, EMDR (Eye Movement
Desensitization and Reprocessing), stress manage-
ment, autogenic training, meditation, and hypnosis to
alleviate their symptoms.

I went to a psychologist, and I opened up about
this stuff [dyspareunia]. She pointed out things
that I could not see myself, and for some reason, I
believe that if I defeat this misery the endometrio-
sis will disappear, too.
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Naturopathy and other methods

A wide range of naturopathic medicine (acupuncture,
reflexology, Chinese medicine, Ayurveda, kinesiology,
herbs) was mentioned in focus group discussions. When
women find no answer in western medicine, they seek
help through alternative treatments.

Then I decided to start taking a path which I nor-
mally would not take, as the path that I am cur-
rently on is not working.

Participants were not able to agree about the impact of
the aforementioned methods, because each woman had a
different view of those effects.

Theme 4: Different coping strategies

in disease-management

Obtaining information

One of the most important aspects of disease-manage-
ment was obtaining reliable information. Women were
motivated to access as much information as possible,
however, it was the area with the most obstruction. Con-
tradictory information increased the feeling of uncer-
tainty (see Fig. 2). Insufficient information from health
care professionals also increased uncertainty. Only some
women felt that they were properly informed by their
gynecologists, and many of them found that they had to
drag the information out of their doctors. After the diag-
nosis, some participants were sent home to read about
endometriosis on the internet.

When you are sent home to look into it on the inter-
net, it’s like being thrown into the sea in order to
teach you how to swim.

ACTIVE and EMOTION-FOCUSED | 4
INSUFFICIENT COPING COPING
LACK OF
INFORMATION | | OBTAINING PARTNERSHIPand | |
and INFORMATION FAMILY SUPPORT
UNCERTAINTY |
A ‘/l\
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CONTRADICTIONS RELIABLE |
and MISBELIEFS INFORMATION - N

Fig. 2 The model of sufficient and insufficient ways of coping with endometriosis
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All women experienced that the internet is full of con-
tradictions and misconceptions. Furthermore, destruc-
tive opinions, negative experiences, and rumors from
fellow patients on blogs and online forums often con-
fused them. Some women learned the most about
endometriosis from fellow patients in the waiting room,
where they were able to exchange experiences and
inform one another. However, they also drew attention
to the distress they had experienced.

We [fellow patients] can understand each other’s
problems because we are in the same boat, but if I
get no positive feedback and I can’t say anything to
her that she needs, it's not good.

Active control and emotion-focused coping

Women described a wide range of active and emotion-
focused coping mechanisms they need to be able to
use flexibly. In addition to obtaining information, most
women avoided passivity and took control, assuming
an active role and self-care in managing endometriosis.
Some women stated that since changing their lifestyle,
they have been able to live a full life. Others mentioned
the importance of listening to the signs and needs of
their bodies. Many participants coped with the dif-
ficulties and uncertainty of endometriosis by having a
positive attitude, trying to find the positive aspects, and
trying to remain optimistic.

Endometriosis taught me to take care of myself,
and try to heal myself, to listen to my body and my
inner voice, to look for methods that might help,
and to find those which really help.

Social support

All women agreed on the importance of social support
and support from their partners. “I cannot tell you how
much it helps when he [male partner| stands by you”
They were able to cope with living with endometrio-
sis, operations, and treatment thanks to the personal
support of relatives and friends. Several participants
mentioned the important role played by endometriosis
community members, who can give support by sharing
intimate experiences of endometriosis so that women
do not have to face their problems alone.

It is always nice to get support from others who
have experienced similar things and similar prob-
lems, so it feels good to talk about it. You are not
alone.
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Positive meaning of life after accepting
endometriosis

Women described the difficulties, uncertainties, and lack
of information surrounding endometriosis as pervasive
features of their lives. Nevertheless, despite many diffi-
culties and problems, women described a positive impact
(peace, patience, openness, personality development, and
gratitude) on their life after accepting their condition.

A whole new world has opened up before me. I am
not saying that it is good to have endometriosis, but
I have completely changed because of it. I would not
be the same person if I had not gone through this. 1
improved as a person, and the journey is not over
yet. I would not be as open towards people, I would
not have these kinds of relationships, my family and
my relationship would not be the same. I have a
sense of purpose.

Possible responses to “do patients know what they
need?”

Focus group discussions allowed women with endome-
triosis to demonstrate their desire to take an active role
in the management of their disease and to express their
needs and options for alleviating the difficulties and defi-
ciencies. These suggestions allow us to understand the
real needs of women with endometriosis and design a
proper health promotion program.

1. Giving proper information from reliable sources could
be one of the best ways of reducing uncertainty and
increasing HRQoL. Participants highlighted the need
for information about surgical results right after the
postoperative wake-up, which would reduce postop-
erative stress, anxiety, and uncertainty.

2. Women suggested that diagnostic delay, the risk of
misdiagnosis, and the normalization of dysmenor-
rhea could be reduced through more extensive train-
ing and by improving the specialist knowledge of a
broader range of health care professionals and medi-
cal students in all related medical areas in relation to
the recognition of endometriosis.

3. Almost every woman agreed that clinical or health
psychologists are needed in hospitals to help cope
with diagnosis and surgery and to process disease-
management.

4. All women agreed on the importance of raising
awareness of endometriosis by involving male part-
ners, friends, and colleagues. Educating and inform-
ing men about endometriosis would have long-term
advantages, as men could provide effective help and
support to women with endometriosis. Women
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highlighted the fact that it could also be very stress-
ful for men to be involved, and that because of many
uncertainty factors there should be educational and
supportive groups for men as well.

5. To prevent more severe conditions, participants
agreed that awareness of and education about endo-
metriosis is necessary from menarche. Preventive
and educational programs relating to endometriosis
in schools would help ensure the early diagnosis of
future patients.

6. Furthermore, women stated that it is a social respon-
sibility to increase publicity and awareness of endo-
metriosis in society, and a campaign like that for
breast cancer would help to educate all social groups.

Discussion

In our study, we first report a mutual dynamic connec-
tion between the main endometriosis-related themes
(HRQoL, medical experiences, complementary and
alternative treatment, and coping strategies), and show
that these areas are negatively influenced by the most
prominent themes: uncertainty and lack of information.
Exploring the connections between these themes will
also help to understand patient pathways, which is essen-
tial for planning the long-term management of women
with endometriosis.

Identified topics are comparable with previous findings
[25, 26], where negative impact on HRQoL and medical
experience of endometriosis appeared as essential top-
ics. Our results highlight that these themes are not inde-
pendent of one another (see Figs. 1, 2). Prolonged (pain)
symptoms of endometriosis decrease quality of life, and
direct women to health care, where patients can face a
variety of different experiences. An inadequate doctor-
patient relationship affects not only medical experiences
and the physical condition of patients but also impairs
adherence, compliance, and HRQoL. Ineffective medical
attention or treatment affects women’s relationship with
healthcare and leads them to use (non)evidence-based
alternative treatments. Patients need active, emotion-
focused coping strategies which are properly supported
by positive medical experiences, reliable information, and
effective social support. In their absence, patients may
use inadequate coping options, which can have a negative
impact on HRQoL. Lifestyle change as a potential cop-
ing and disease-management strategy [27] is an obvious
opportunity for women to have control over one aspect
of their condition. Nonetheless, the effectiveness of non-
medical treatments in endometriosis has not been suf-
ficiently explored by evidence-based medicine [3]. Our
results highlight the importance of finding a scientific
response to women’s questions because failed attempts
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have a negative impact on prognosis, quality of life, and
self-esteem [25].

Uncertainty and lack of information can have a direct
impact on HRQoL, medical experiences, coping, and
indirectly, on fertility as well [15]. The normalization and
rejection of symptoms as a general problem impact the
doctor-patient relationship before diagnosis and leads to
diagnostic delay and eliminates the benefits of early diag-
nosis [3].

The lack of information at health care centers causes
women to seek self-management strategies [15, 28, 29].
The lack of information causes women to seek self-man-
agement strategies. Women try to obtain information
from various sources, but they come across a great deal
of contradictory information, which needs to be dealt
with. Studies identified that becoming assertive and tak-
ing control can be a potential coping mechanism before
diagnosis and treatment [28], but there are fewer findings
of how women cope with endometriosis and achieve an
asymptomatic and fertile life after diagnosis. The women
in our study used positive emotion-focused coping strat-
egies to focus on the positive and optimistic aspects
of their lives. Besides, problem-focused coping (versus
non-adaptive focus on emotions) was found as an adap-
tive and assertive coping strategy that correlates with
lower stress and depressive symptoms. [30]. On the other
hand, catastrophizing is a negative cognitive and emo-
tional coping response to pain [31] and enhances pain
perception as a predictor among women with endome-
triosis [32]. Roomaney and Kagee [33] highlight—in line
with our results—that both problem-focused and posi-
tive emotion-focused coping strategies can be helpful for
women with endometriosis. A third means of coping is
based on the help and support provided by personal rela-
tionships and endometriosis communities. Strong rela-
tionships were characterized by admiration for women’s
courage, independence, and inner strength [34, 35]. Self-
help groups and endometriosis foundations can provide
effective support to women from the individual (see reli-
able information; health promotion programs) [36] to
society (see social awareness and publicity) [37, 38].

In addition to negative consequences and needs, there
were some interesting findings supporting the results of
Facchin et al. [22] about finding the meaning of life with
endometriosis. Women with positive emotion-focused
coping strategies and a lower level of stress can accept
the disease and find positive meaning in their lives from
endometriosis. These results suggest the possibility of
posttraumatic growth (PTG) in endometriosis. PTG is
defined as the “positive psychological change experienced
as a result of the struggle with highly challenging life cir-
cumstances” [39] (e.g. chronic disease as trauma or dan-
ger to health). Previous studies on women with chronic
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disease identified that PTG is negatively associated with
age, depression, and stress, while positively associated
with time since diagnosis, education, income, social
support, mental HRQoL, self-efficacy, self-esteem, and
optimism [40-44]. These characteristics show similari-
ties with predictors of mental health quality in endome-
triosis [18, 45], although to the author’s knowledge PTG
in endometriosis patients has not been measured yet.
The authors suggest that PTG may occur due to multi-
ple health behavior changes which improve active coping
and the patient’s sense of control [46—48]. Therefore, it is
recommended that the possibility of PTG be explored in
future endometriosis studies.

The authors acknowledge that are some limitations
to the current study. Firstly, the study sample was low
and consisted of participants with homogeneous demo-
graphic and disease characteristics. Secondly, we col-
lected our data retrospectively. We asked women about
their experiences about living with endometriosis with-
out making differences in the pre- and post-operative
period, because we wanted to collect all the affected areas
in their life. Although there can be differences before and
after the endometriosis surgery for example in the qual-
ity of sexual life [49]. These differences can be analyzed in
further qualitative studies.

Thirdly, as endometriosis is a benign disorder, the pri-
mary objective of any treatment should be to alleviate
symptoms, control progression, and improve quality of
life. Laparoscopic surgery is the most widely accepted
surgical approach in cases of peritoneal, ovarian, and
deep infiltrating endometriosis (DIE) [3, 50, 51]. Perito-
neal disease can be excised or vaporized using different
energy sources, while ovarian endometriosis can be man-
aged by cystectomy or ablation. According to the recent
data the ovarian cystectomy may lead to the loss ovarian
reserve [52]. The optimal type of colorectal resection in
case of bowel DIE, whether conservative (shaving, disc
resection) or radical technique (segmental bowel resec-
tion) has to be applied is under discussion [53-57]. It has
been suggested that the conservative surgical therapy of
colorectal DIE is associated with lower morbidity, how-
ever the unequivocal evidence supporting this hypoth-
esis is still lacking. The external validity of present data
regarding the surgical therapy of endometriosis should
be investigated in future multicentric prospective rand-
omized trials on a large cohort of patients. A clear limita-
tion of our study is that we did not assess the impact of
different surgical methods on the endometriosis related
quality of life in our group of patients.

Further, as a result of the recruitment process predomi-
nantly women with active coping strategies and an opti-
mistic attitude applied to take part in the study. Thirdly,
the themes that emerged were facilitated by means of
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predetermined questions, and participants would have
continued conversations in three areas. This may cause
some limitations to the possible themes and topics of
endometriosis discussed (e.g. symptoms, medical and
surgical experiences).

Finally, coping strategies and PTG in endometrio-
sis would have been identified by using appropriate
questionnaires.

Conclusions

Uncertainty and lack of information about endometrio-
sis as main challenges and difficulties have a significant
impact on women’s life. The present findings indicate that
cooperation between health care professionals, psycholo-
gists, and support organizations will be necessary for the
future to provide care and find possible solutions to the
needs of women living with endometriosis. Communi-
cation must be improved, and psychosocial problems
need to be recognized by health care providers to ensure
that empathetic care is provided. Having evidence-based
answers about the efficiency of alternative and comple-
mentary therapies could decrease the uncertainty and
lack of information. Furthermore, in order to reduce
diagnostic delay, health care providers’ knowledge and
society’s awareness of endometriosis should be improved
in the near future. Health promotion programs and sup-
port groups should be managed to facilitate coping and
posttraumatic growth in women with endometriosis.
Achieving these recommendations would allow women
to live an asymptomatic, fertile, and balanced life with
endometriosis.
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