Teens dealing with MRKH syndrome to achieve self-actualization:
Is it unequal gender decision?
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Abstract. Mayer Rokitansky Kuster Hauser Syndrome (MRKH) is the condition when the uterus and/or the vagina
are underdeveloped in female. The chief complaint is mostly not getting menstruation. The surgical treatment is
thought to be the best cured. However, the psycho-socio aspect when the MRKH syndrome was diagnosed, and then
the struggle of the patients and their families, just begins. Therefore, the research question in this preliminary study
was about their strategy to deal with MRKH syndrome. Our participants were three teenagers aged 16-19 year old.
The in-depth interview was used to collect the data. The results showed that their parents were confused and stressed
out. The patients were diagnosed as having no uterus or vagina, even though they had the ovarium. To have the
treatment by surgical approach would not be useful for them, so the alternative medicine became another solution to
seek treatment (such as massage, to see the ‘kyai’ or others). It is concluded that psychosocial aspect became a more
dominant problem to deal with in patients with MRKH syndrome. It is suggested that they seek professional and
community assistance to overcome this almost neglected problem.
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Introduction

Mayer Rokitansky Kuster Hauser Syndrome, known as MRKH, is a congenital condition in female
characterized by underdeveloped fallopian tubes, vagina, and uterus [8], though ovarium is normally present. The
prevalence of MRKH syndrome presents in female is 1:5000 [10]. The condition of MRKH syndrome developed
when a woman enters puberty and has not yet experienced menstruation (amenorrhea primer) [12]. As ovarium still
present, MRKH women physically show no hormonal disorders. Biomedically, however, obstruction happens in
Mullerian duct that later develops into uterus, fallopian tubes, cervix, and vagina.

Problems in the female reproductive organs can affect the quality of life in women because the female
reproductive organs are considered as the identity of a woman’s perfection [11]. Research and medication
surrounding MRKH are mostly focused on medical-physical aspects, such as constructing neovagina, widening
vagina, and uterus transplantation.

The psychological state of MRKH women is usually disrupted, such as distress and anxiety [6]. Where as Bean
research get various reactions to the diagnosis of MRKH including depression, shock, questioning self-identity, self-
role both socially and sexually, fear of partner rejection, and different feelings [2]. The inability to carry a child has
been suggested to be one of the most distressing effects of MRKH, and therefore may have a strong impact on
women’s wellbeing [9]. It will eventually making a decrease in quality of life and disturbance of self-concept in
women with MRKH [1]. A suicide of a 19 years old female has been reported in New Delhi, India [5]. In reality,

having a biological child for MRKH women is possible because of the ovary that is generally normal and, thus, the
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availability of surrogate pregnancy [10]. In Indonesia, however, surrogate pregnancy is still uncommon. Married
MRKH women face psychological crises and may end in divorce, sexual-psychological-physical-economic violence,
loss of confidence, distress [1]. Therefore, this study aimed to determine the meaning of experience in women with
MRKH.

Method

This study used a qualitative research design with an interpretative phenomenology approach. Participants
involved in this study were 7 (seven) people with the following criteria; women with MRKH, living in Kudus
Regency, Indonesian Citizens, and willing to become participants. One participant was a high school student and
two participants were college students. Data collection was done by in-depth interviews. The interviews were
recorded using a voice recorder application in Vivo smartphone on the approval of the participants. The duration of
the interview for each participant was around 30-60 minutes.

Data analysis uses the principle of Interpretative Phenomenological Analysis (IPA) data analysis to determine

themes and meanings.

Results
The analysis from participants’ data resulted in 4 main themes. The themes and sub themes are explained as

follow.

Theme 1: The feeling of physical disability/defect

The word defect means a deficiency that lessens a quality. The feeling of physical disability is built from the

following two subthemes.

1.a. Shock from knowing the state of the syndrome
When first knowing the doctor’s diagnosis on the state of their reproductive health, the participants gave
various responses. Some were devastated (terpukul). According to the Great Dictionary of Indonesian
Languange (KBBI), terpukul or devastated implies the feeling of shock and helplessness. The following are

some quotes from the participants:

“of course I was shocked, | limped and sat on the chair crying. My Mom also cried after telling me the news. Mom was

devastated, crving while telling me this, “‘what about your future? Dear God.” After that | cried even harder..” (p1)

“Don’t ask me, it felt chaotic. | was feeling messy. The moment | knew that | have this disorder, | was limped, gawking like a

fool.. so many questions in my head.. Why? Why? Huff, sad, crying.. Why me? It was like that.” (p2)

“I felt sad, | could only cry, slumped, feeling uncomfortable at home, but it can be helped. Who should | blame..?” (»7)

The statement above showed how participants gave different responses on how they face the bad news.
Some participants were shocked and some were sad, embarrassed, until slumped knowing the state of their
female reproductive abnormalities.

1.b. Feeling physically imperfect and psychologically distressed
The subtheme of feeling physical imperfect invisibly gave meaning that participants felt lacking, imperfect,

and defective albeit looking perfect in appearance. The participants seemed as fine as other females but



they differ only in terms of reproductive system. This made them thinking that they are defective. The

following quotes were

“I'm like a disabled person._You see me fine, | look okay on the outside. But | don 't have womb, | won 't have children, | have

no future..” (looking down) (p1)
“Well...it’s s0-s0, nothing ’s changed. All they know is that | 'm healthy. I feel useless..” (p2)

“| feel defective, lacking, ashamed, unconfident..” (p7)

The statement above shows how participants feel themselves as defective even though they look ‘good’ and
healthy.

Theme 2: Consider "'curse™ as the cause of the syndrome
The theme of considering "curse" as the cause of the syndrome was expressed by participants with various
psychological complaints. The family believed that the conditions experienced by the participant were due to
some mistakes of the parents when they were pregnant. The word “curse” (tulah) itself has the meaning of a
result of violating customary rules (KBBI, 2014). This theme was built on the following subthemes.
2.a. Curse from parents’ mistake
The sub-theme of curse from parents’ mistake emerged after a relative of the father told them about
ancestors’ beliefs of closing a hole when the participant’s mother was pregnant would lead to the suffer on
reproductive health.

“..but there was a relative of Father who were a bit fussy, she said it was a curse... when Mother was conceiving me, either
Father or other relatives unintentionally closed any hole” (p2)

“Well, you know. Ancestral beliefs. Maybe it’s true that I've got a curse..” (p1)
The aforementioned statement showed that the participants believed that they were cursed when their

parents violated some ancestral beliefs.
2.b. Curse bringer
A curse is a terrible incident that befalls upon someone (KBBI, 2014), as expressed by the participants in

the following.

“..1 keep thinking about my condition, I’ve made my parents sad. It feels like it’s a curse to my family..” (p1)

“..I wonder if I'm a curse bringer to my family.. Oh, God..” (p7)

The statements above showed that participants took themselves as the curse bringer to the family.

Theme 3: Fear of inability to fulfill the destiny as a woman
This theme depicts the meaning of imperfectness felt by the participants due to their syndrome. This built upon
the following three subthemes.
3.a. Fear of experiencing failure in marriage
In this subtheme, participants were afraid of failing in future marriage due to imperfect reproductive organ.
They felt they would not succeed in matrimony. The unwed participants experienced anxiety and fear about

their future partner, that they will be dumped, and that they will never get a partner.

“Sometimes I just don’t feel complete, I'm losing confidence, especially when some relatives commented on how | will build my

family, no man would want me because I can’t give offspring..” (p2)

“..I could be divorced midway later..” (wiping tears with jilbab) (pl)



The statement above showed that participants experienced anxiety, fear of failure at their marriage or
household.

3.b. Desperate about life companion
The subtheme of desperate about life companion gave meaning that participants yearn for marriage but

afraid that no man is willing. The participants expressed as follow.

“I'm pretty much sure, but it’s almost impossible. There are two possibilities, n0_one wants to marry me if they know my

shortcoming from the beginning..” (p1)

“.tired, I'm feeling desperate..” (looks away) (p2)
These participants’ statements showed the meaning that they felt it is impossible to get a husband and

marriage companion. The participants also felt tired and desperate.
3.c. Keeping her condition as MRKH woman a secret
Thinking that having this syndrome would certainly unable them to have children, the participants never

told anyone other than their parents. Participants quote:
“.. There are two possibilities; no one wants to marry me if they know my shortcoming from the beginning. So I won't tell

anyone.. ” (p7)

Theme 4: Determined to actualize themselves despite experiencing "'special circumstances"
This theme conveyed self-actualization despite experiencing special circumstances, portrayed the meaning
in which participants could perform feminine roles, albeit one role was inexecutable. This theme is built
from 3 sub themes below:

4.a. Dating normally
The age of adolescents, in which they started to sexually active, is still being performed by participants.

The following is an example of an interview excerpt

“...well, I'm enjoying it, the date. I just broke up with my last ex. I'm with my new boyfriend now. He is good, willing to take me
to hospital.. to complete this MRKH diagnosis. He knows I have MRKH. We're on the good term until now. About marriage..
we'’ll think about it later.” (p7)

4.b. Wishing for better future
This subtheme described the participants' wishes about their future. The following are examples of quotes
from participants:

“.I can only focus on my study, and helping my parents.. s0_that | can make them proud though I can’t give them

grandchildren..” (p1)
“That’s why I'm determined to go to college.. I'll just study, spending my life for studying, and praying. If needed, I'll take my

master degree abroad..” (p2)

The participant's statement above gave meaning that they wanted to try to make their parents proud even

though they were lacking; that they could never give biological offspring.
4.c. Want to be an independent woman
This subtheme of running the role of a woman independently illustrated how participants were able to

perform other roles as a woman despite the shortcoming in reproductive organ system.

“That’s why I'm determined to go to college.. I'll just study, spending my life for studying, and praying. If needed, I'll take my

master and doctoral degree abroad..” (p2)




The statement above gave meaning that the participant has devoted her life to worship, to continue studying
for her future, and to have career. Participants tried to empower themselves, carried out other roles and

refused to give in to their shortcomings.

Themes Interaction

The interrelationship between themes in this study focused on the participants' effort to actualize
themselves, illustrated as a continuous cycle. The results of the theme in this study explained the psychological
meaning experienced by teenage MRKH participants.

They initially experienced downturn; a conflict emerged in her self-acceptance after knowing the
shortcomings in their bodies.

The life journeys of the MRKH participants were full of struggles and life difficulties because of the illness
they experience, but they did not stand by and give in. They believed and were sure they could still work and
tried to grow in hardship. This was reinforced by the reality faced by the participants. They wanted to live
independently, to continue working, and were passionate about pursuing higher education and comfortable being
young women who were sexually active, still dating the opposite sex well. They always want to prove that they

were also capable like other women.

Discussion

The psychological states between married and unmarried women with MRKH were different [1]. Married
participants experienced violence, both psychologically and physically, by their partners and feel trapped in a
marriage. Several things affected the psychological state of married MRKH participants, including depression.
Nevertheless, they still preserved their marriage at all risk, as it has a high social status in Indonesia. This condition

was supported by the country which define divorce as the following

“...0ne party has a disability or illness which causes an inability to carry out its obligations as a husband and wife...” (Explanation of
Article 39 Paragraph (2) of Marriage Law and Article 19 in Government Regulation no.9 of 1975 on the implementation of Law No. 1 of

1974 on Marriage)
These teenage participants prefer to try to actualize themselves even despite the disapproval of their

surroundings. Such concerns included parents who were worried about the future of their daughter, the fear that the
daughter cannot have children, on top of public perception in which unmarried woman is a misfit. The pressure from
the surroundings has made the participants withdrawn themselves and need time to settle down. Withdrawing and
feeling threatened by the presence of other people nearby is a feature of a person experiencing social isolation
disorder [4].

The participants' parents had concerns regarding their daughter's future, especially the relationship with her
boyfriend. Having a committed relationship was one of Indonesian expressions of being sexually active, which was
quite different compared to foreign countries. Here, sexually active in puberty did not lead to free sex but rather the

readiness to face marriage life.



Participants should have been informed that there was an opportunity for them to have biological children, i.e.
through surrogate pregnancy, as one of the MRKH therapies [12]. It was, however, difficult—even impossible—to
be implemented in Indonesia. This possibility should be taken into consideration.

The concept of marriage in Indonesia is different from other countries in which producing offspring become an
option instead of an obligation. Marriage is a sacred commitment to God and hurting the partner is not allowed.
While in the explanation given by Dunvall [3], marriage is a relationship that involves sex between men and women
in legitimate household. In the case of MRKH, vaginoplasty surgery may be performed when biological relationship
became the purpose.

The therapies sought for MRKH women abroad are numerous and varied, one of which is vaginoplasty
surgery. Vaginoplasty can be performed on patients who have imperfectly formed vagina. In this surgery, a dilator is
used as vaginal formation aid and is supported by trained and professional health personnel with complete
equipments [7]. This surgery is still uncommon in Indonesia. The focus of laboratory examinations for MRKH
diagnoses will seem unfavorable, even financially burdensome, if not accompanied by counseling therapy that is
urgently needed by present MRKH women. The participants were only recommended to take medical examinations,
such as genetic tests, chromosome tests, and laparoscopic actions. In reality, the provision of medical action is more
dominating than psychological counseling.

Psychological counseling therapy should be recommended for accompaniment and mental strengthening on
young women with MRKH, though this has yet to be implemented regularly. As found in the theme of various
psychological problems in which participants must solve themselves, they were trying hard to make peace with
themselves so that they can overcome psychological problems arising from the conditions experienced since the
supporting system for psychological therapy has not been properly provided. The participants were aware of the
existing promotive therapy, such as online service Hello Sehat, though they felt that it was insufficient. This notion
was in contrast with developed countries, such as America. The Boston Children Hospital, which has recorded the
experiences of MRKH women in their book The Art of Healing (2018), has become a positive reference for women
with MRKH.

In conclusion, the most important meaning from the experience of teenagers with MRKH was to be able to
actualize themselves in the future even though they may choose not to marry. In addition, these participants were
also struggling to overcome psychological problems that came from within themselves and their surroundings. It is
suggested that the government should start to consider and formulate a law on surrogate pregnancy as well as to

encourage supporting system, such as counseling or supervised patient association, for women with MRKH.
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