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Women'’s difficulties with endometriosis regarding
the diagnosis and the impact on their lives

Dificultades de las mujeres con endometriosis en cuanto al diagnostico y el impacto en su vida
Dificuldades de mulheres com endometriose quanto ao diagnéstico e o impacto causado em suas vidas

ABSTRACT

Purpose: To know the reality of women who had late diagnosis of endometriosis and the impact of this reality on their daily routine
and self-esteem. Methods: an observational study of documentary analysis and interviews, in which data were obtained from the
analysis of the answers given through a virtualized questionnaire. The data and information collected corresponded to [a] Patient
characteristics [b] Diagnosis-related questions, and [c] Main difficulties to reach the diagnosis. Results: A large portion of women
interviewed (83.46%) heard that their behavior in the face of menstrual cramps was exaggerated. A total of 78% of women repor-
ted that their doctors expressed that their behavior towards pain was exaggerated. In addition, “scheduling a specialist doctor's
appointment in the private sector” was the least reason mentioned as a difficulty that compromised the treatment (60.70%). Con-
clusions: Searching for alternatives in health policies, for this clinical condition, becomes essential and urgent.

DESCRIPTORS: Delayed Diagnosis; Endometriosis; Women's Health; Women's Health Services.

RESUMEN

Objetivo: Conocer la realidad de las mujeres que tuvieron un diagndstico tardio de endometriosis y el impacto de esta realidad
en su vida diaria y autoestima. Método: Estudio observacional de analisis documental y entrevistas, en el que se obtuvieron
datos del analisis de respuestas a través de un cuestionario. Los datos recolectados correspondieron a las [a] caracteristicas
del paciente; [b] Aspectos relacionados con el diagnéstico y [c] Principales dificultades para llegar al diagnostico. Resultados: La
mayoria de las mujeres entrevistadas (83,46%) escuché que su comportamiento ante los colicos menstruales era exagerado. El
78% de las mujeres informaron que sus médicos expresaron su comportamiento de dolor como exagerado. Ademas, “concertar
cita con un especialista del sector privado" fue el motivo menos mencionado como dificultad que comprometia el tratamiento
(60,70%). Conclusiones: La blsqueda de alternativas en politicas de salud, para esta condicion, se tornaimprescindible y urgente.
DESCRIPTORES: Diagnostico Tardio; Endometriosis; Salud de la Mujer; Servicios de Salud para Mujeres.

RESUMO

Objetivo: Conhecer a realidade das mulheres que tiveram diagnostico tardio de endometriose e o impacto dessa realidade na
sua rotina e autoestima. Método: estudo observacional, de analise documental e entrevistas, no qual se obteve dados a partir
da analise de respostas feitas a partir de um inquérito online. Os dados e informagodes coletadas correspondiam a: [a] Caracte-
risticas do paciente; [b] Questoes relativas ao diagnostico; e [c] Principais dificuldades para chegar ao diagnostico. Resultados:
Grande parcela de mulheres entrevistadas (83,46%) ouviu que seu comportamento perante a dor da célica era de maneira exa-
gerada. Um total de 78% das mulheres relataram que seus médicos expressaram que o comportamento frente a dor era exa-
gerado. Além disso, “marcar especialista no privado” foi o motivo menos apontado como dificuldade que comprometeu o trata-
mento (60,70%). Conclusdes: Buscar alternativas nas politicas de salide, para esta condicdo clinica, se torna essencial e urgente.
DESCRITORES: Diagndstico Tardio; Endometriose; Sadde da Mulher; Servicos de Satde da Mulher.
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INTRODUCTION

nown as the modern woman's
Kdisease, endometriosis is an es-
trogen-dependent gynecological
pathology that affects women of repro-
ductive age, which affects 6,5 million
women in Brazil and 176 million in the
world. '* Its pathophysiology is charac-
terized by the growth of endometrial
tissue outside the uterine cavity, which
may infiltrate the external and internal
genital cavity, such as the peritoneum
and myometrium, or reach extrageni-
tal organs, such as the bowel and bla-
dder. ! Despite being a benign disease,
it has no cure and is closely linked to
female infertility and symptoms such
as pelvic pain are debilitating factors
for most carriers. * In this way, endo-
metriosis brings a psychological, social
and economic context to contempo-
rary women, who are part of the labor
market and who put their professional
training first, and then marry and have
children. #5¢
Because of this, this theme is so im-
portant nowadays, and that, due to the
extensive symptomatology and uncer-

tain etiology, it presents a difficult and
late diagnosis, further aggravating the
patient's physiological and psychologi-
cal order.” And it is in this scenario that
the problematization of this research
arises: what are the main situations ex-
perienced and difficulties encountered
by women during their late diagnosis
process of endometriosis?

One of the main aggravating factors
in delayed diagnosis is the devaluation,
by the patient, of her pain, as it is cul-
turally silenced since it is new, while it
is taught to normalize the pain, since
menstrual cramps start at menarche and
then the labor pains. Thus, the lack of
knowledge of the main signs and symp-
toms can mask the disease and prevent
the patient from seeking assistance; >7
in addition, family and medical negli-
gence, molded within social structures,
on women's pain, and the “psychiatriza-
tion” of women's problems, which leaves
these women at the mercy of medicines
such as fluoxetine and affirms the social
stigma that associates the woman figure
to hysteria, preventing a deeper investi-
gation of the case and, consequently, the
search for the correct diagnosis. ®

The solution is based on the disse-
mination of information about the di-
sease, so that, along with self-knowled-
ge of their bodies, women can identify
problems in their health, added to the
social demystification of the supposed
intimate relationship that females have
with pain; for family support and for
the humanization of care by the health
professional, valuing all the patient's
complaints, so that there is a reduction
in diagnosis time, anticipation of the
start of treatment and reduction of com-
plications of the disease.

Finally, this work seeks to know and
expose the main situations experienced
and difficulties encountered by women
during their late diagnosis process of
endometriosis, and propose a reflection
on how it is possible to improve the
condition and quality of life of these
women. Even though it is a known di-
sease, social paradigms and devaluation
of symptoms mask an early diagnosis
and force patients to enter into a long
search for different health professionals,
in order to eagerly find a solution to the
problem. After all, despite being benign,

endometriosis is cruel, and within its va-
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riations and complications, it can take
away the natural female right to con-
solidate her offspring and compromise
her professional life, knocking out the
patients' psychology.

METHOD

An observational study of document
analysis and interviews was carried out,
in which data were obtained from the
analysis of responses made from a vir-
tualized questionnaire. The data and
information collected corresponded to:
[a] Diagnosis aspects: waiting time, mis-
diagnosis, [b] Psychological impacts du-
ring waiting and [b] Main difficulties in
obtaining the diagnosis: Examinations,
access to specialists, medical manage-
ment (Figure 1).

This study was carried out through
an online survey of women diagnosed
with endometriosis. It was developed in
a virtualized way via the GoogleForms®
platform due to the COVID-19 pande-
mic; this being made available in groups
of women with endometriosis on social
networks, with the consent of the group

moderators, from July to September
2020.

As it involves human beings, the cur-
rent legislation in Brazil was respected,
and the present project was submit-
ted to the Research Ethics Committee
(CEP) of UNIVILLE, being assessed
and evaluated as approved obtaining
approval protocol with registration
CAAE 26897619.2.0000.5366. The
TCLE was virtualized, having a first
page with just the term, so that partici-
pants do not read the questions before
accepting to participate in the research.
To confirm acceptance, there were then
two links: “I am over 18 and I accept to
participate”” and “I do not wish to par-
ticipate”.

The study population consisted of
women who reported having had a diag-
nosis of endometriosis after 5 years,
and the sample was defined based on
the prevalence of women with endome-
triosis in Brazil (6,5 million) in which
a 95% confidence level was established
with 5% margin of error; being then de-
termined the number of 385 women in
the stipulated clinical conditions. Time

Figure 1: Research process included a virtualized questionnaire made
available to groups of women with endometriosis in digital media. Of the total
answered, those with a diagnosis of more than 5 years were separated for

data analysis on the impacts of this delay, as well as the difficulties in having

the diagnosis.
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was defined as that counted from the
date of the first disabling pain; and who
were in menacme. Women who did not
fit these conditions, who did not accept
to participate in the research or who in-
completely filled out the questionnaire
were excluded from the research.

Data collection from patients took
place through an interview. They were
registered in a standard form developed
by the researchers; present on a Google-
Forms® online access platform. Then,
the data were plotted in an Excel® spre-
adsheet and grouped according to the
study variables raised above. The plot-
ted data were expressed in graphic forms
for further analysis and discussion of the
results found.

RESULTS

The questionnaire was answered by
678 women from the 5 regions of the
country. Of these, 623 met the inclusion
and exclusion criteria, and 405 respon-
ded that it took 5 years or more to have
the diagnosis and were within the esta-
blished sample.

In the approach on "Aspects of diag-
nosis", it was noted that the vast majori-
ty waited for more than 6 years to have
the diagnosis, corresponding to about
55.83% of the sample, which are subject
to the difficulties that women present
when do not present the adequate treat-
ment for endometriosis (Figure 2).

A large portion of women inter-
viewed — who took more than 5 years to
diagnose (83,46%) - frequently heard,
cither from their friends or family mem-
bers, that their behavior towards the
pain of colic was exaggerated (figure 3 ).

When asked about the medical at-
titude towards pain complaints during
consultations, the vast majority (78%)
reported that their physicians often re-
ferred to their behavior as “exaggerated
behavior” (Figure 4). This condition
generated a certain negative psychologi-
cal impact on women, as they began to
doubt what they felt and how they dealt
with pain, in which many (about 50%
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Figure 2: Time interval between the first symptoms and the definitive

diagnosis, in years. Predominance of the sample evaluated over six
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Figure 3: Percentage of women who heard from friends and family about the

exaggeration in their behavior regarding the pain they reported
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Figure 4: Percentage of women who heard from doctors about the exaggeration

in the behavior regarding the pain they reported
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of this group after 5 years of diagnosis)
sought some psychiatric treatment.
Regarding the approach "main diffi-
culties until diagnosis’, the items "con-
sulcation with specialists in private’,
"performing exams in private” and "doc-
tor not suspecting the diagnosis” were
pointed out by the vast majority as dif-
ficulties in delaying the diagnosis of the
treatment. Few reported being able to
overcome this condition of delay with
the help of friends and family, the most
frequent condition being delay in acces-
sing what could advance the diagnosis

(Figure 5).

The pelvic pain present in endome-
triosis is the result of an inflammatory
process arising from the growth of ec-
topic endometrial tissue, this phenome-
non being hormone-dependent and also
related to immunological problems. ?

The endometrial tissue that should
be eliminated by the vagina exits throu-
gh the fallopian tubes, in a process
known as “retrogressive menstruation’,
in which the endometrium adheres to
other tissues, leading to an extremely
painful inflammatory process. The
immune system, in turn, would be res-
ponsible for the elimination of such en-
dometrial nodules, but if it is not capab-
le, the clinical condition is established.?®
Since the disease and its mechanism are
unknown, the pelvic pain of endome-
triosis is casily confused with common
menstrual cramps, being wrongly trea-
ted, and socially considered an exagge-
ration on the part of the woman when
feeling such pain.

In addition to this lack of knowled-
ge, structural machismo is highlighted
as responsible for a large part of the un-
dervaluation of the pain felt by women.
The structural neglect caused by gender
issues, as well as deficiencies in the care
network, reflects in the psychiatry of fe-
male suffering. ®

By being culturally silenced, women
start to normalize their pain, in a way
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Figure 5: Main difficulties presented by the women in the sample to obtain

the diagnosis and treatment
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that even contributes to the delay in
diagnosis. Still, even after being diagno-
sed, when analyzing the treatment pro-
vided for the discase, there is a greater
risk of inadequate pain relief in relation
to men, portraying, once again, the so-
cially inserted cultural stereotype.”’
Despite the fact that the studied
group reported the passivity of medical
professionals regarding complaints of
intense pain, the delay cannot be res-
tricted to professional conduct. This is

a factor to be worked on by encouraging
the humanization of medical actions,
but the system is also a limiting factor.
Access to examinations and specialist
doctors by SUS is another issue to be
evaluated and considered. Laparoscopy
is now the gold standard for diagno-
sis, 1 however, the definitive diagnosis
is still obtained through a biopsy and,
therefore, it depends on an invasive sur-
gical procedure to obtain this material.
Surgery, however, is only performed in

cases where there is a strong clinical sus-
picion of endometriosis. Thus, the delay
in diagnosis can mean the chronicity of
the discase, regardless of its stage and
complications. ¢

CONCLUSION

The prevalence of pain, the delay
in diagnosis and infertility are outs-
tanding features in the framework of

The

surrounded by myths, little known and

endometriosis. disease remains
understood by women themselves. This
work allowed us to know and expose the
main situations, in which the issue of a
considerable delay until the diagnosis,
the lack of family understanding, stands
out; failures in the health system for
quick access to exams and consultations
with specialists. Issues that for most are
difficult to be overcome and impact the
delay for the referral of treatment.

It is necessary, then, to guarantee ac-
cess to quality public service and expand
the dissemination of the problem, in or-
der to contribute to the identification of
the signs and symptoms of the discase,
so that the complaints of women are not
devalued and there is a deconstruction
of cultural myths, in addition to the re-
cognition of this important theme. m

1. Kiesel L, Sourouni M. Diagnosis of endometriosis in the 21st
century. Climacteric 2019; 22: 296—-302.

2. Pereira ACC, Pereira MMA, Vale PM, et al. Comparison be-
tween combined hormonal contraceptives and progestogens in
the effectiveness of the treatment of endometriosis: a literature
review. BJHR 2021; 4: 4081-4093.Edwards L. In the kingdom of
the sick: a social history of chronic illness in America. 1st U.S. ed.
New York: Walker & Co, 2013.

3. Edwards L. In the kingdom of the sick: a social history of chron-
icillness in America. 1st U.S. ed. New York: Walker & Co, 2013.

4. Bianco B, Christofolini DM, Brandes A, et al. Analise do poli-
morfismo no cédon 72 do gene TP53 em mulheres inférteis com
e sem endometriose. Rev Bras Ginecol Obstet 2011; 33: 37-42.

5. Kiesel L, Janni W. Endometriose. Gynakologe 2020; 53: 644—
644,

8046 saidecoletiva = 2021; (11) N.69

6. Nezhat C, Vang N, Tanaka PP, et al. Optimal Management of
Endometriosis and Pain. Obstetrics & Gynecology 2019; 134:
834-839.

7. Surrey E, Soliman AM, Trenz H, et al. Impact of Endometriosis
Diagnostic Delays on Healthcare Resource Utilization and Costs.
Adv Ther 2020; 37: 1087-1099.

8. Brilhante AVM, Oliveira LAF, Lourinho LA, et al. Narrativas au-
tobiograficas de mulheres com endometriose: que fenédmenos
permeiam os atrasos no diagnostico? Physis 2019; 29: e290307.

9. Hoffmann DE, Tarzian A). The Girl Who Cried Pain: A Bias
against Women in the Treatment of Pain. | Law Med Ethics 2001;
29:13-27.

10. Elicker Rosin B, Reinert Avilla Machado F, Martina da Rosa
S, et al. Influéncia dos fatores “sobrepeso” e “sedentarismo” no
aparecimento precoce de diabetes em mulheres com SOP. Saud-
Coletiv (Barueri) 2021; 11: 4676—-L4685.



