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Abstract

Background:

Self-concept is an individual's mode to completely see his personality, dealing
with intelligence, emotion, spirituality, physical form, or social form. It provides
continuity , consistency, and completeness for an individual. An individual with
excellent self-concept could maintain their feeling of stability and positive
behaviors directed for himself or other people. From the data of the MRKH
community, thirty-three people were suffering MRKH in Indonesia.
Objectives:

This research explored the self-concept experiences of women with Mayer
Rokitansky Kuster Hauser syndrome.

Methods:

This research is qualitative research with a phenomenological approach
Interpretation. The data were collected from an in-depth interview with a
structured design for seven participants.

Results:

Such reproduction organ problems influence their life qualities because they
think that a perfect woman's identity is to have a normal reproduction organ.
This problem also influences their psychologies and have psychological and
emotional traumas as well as self-concept changes. However, they tried to
endure it and actualize themselves because they obtained support from their
families and the MRKH community.

Conclusion :

The states suffered by women with reproduction system problems influenced
their psychological stabilities. The participants' medical should
collaborate with psychiatrists and psychologists to foster a positive self-concept

teams

of the participants. Psychological counseling could improve their self-
confidence and foster positive self-concepts.
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INTRODUCTION

Mayer Rokitansky Kuster Hauser Syndrome.

MRKH, is

a mature female congenital

abnormality that makes her cannot grow her
fallopian tube, vagina, and uterus normally

(Ismail et al., 2007). This condition is

NURSE AND HEALTH: JURNAL KEPERAWATAN, VOL 9, ISSUE 1, JANUARY-JUNE 2020 -




Author ( Year)

noticeable when a woman gets into her
adolescent period or before getting
menstruation (primary amenorrhea). It is a rare
syndrome and occurs only one in 5.000 female
birth rates all around the world. The conditions
such as primary amenorrhea, sexual
participation problem, and giving birth become
a burden for these women. Such reproduction
organ problems influence their life qualities
because they think that a perfect woman's
identity is to have a normal reproduction organ.
This problem also influences their psychologies
and have psychological and emotional traumas
as well as self-concept changes.

METHODS
Study Design

This research is qualitative research with a
phenomenological approach Interpretation.

Setting

This research was conducted in Regional
Hospital. Dr. Loekmonohadi. Kudus, from
January - February 2019.

Research Subject
The participants were women suffering

from Mayer Rokitansky Kuster Hauser
Syndrome. They were grouped into two
categories. The first one consisted of those who
ever checked themselves in the hospital. In
contrast, the second category consisted of
women that did not check themselves in the
hospital but lived in Pati residency . The sample
selection used a purposive sampling technique
based on the applied criteria by the researchers.
The criteria consisted of:

1. Women suffering Mayer Rokitansky Kuster
Hauser Type 1.
Living in Kudus
Indonesian people
Voluntarily willing to be the participants
Willing to be interviewed during the
research process.

The data collection procedure is a method

ok w

used by researchers in the process of collecting
research data. This procedure is carried out by
using an in-depth interview technique using a

semi-structured question guide, field notes or
field notes with the aim of seeing the
participant's non-verbal response and the
situation during the interview process. The data
analysis process in qualitative research is
carried out continuously and interactively until
it is complete, and reaches saturated data. This
qualitative  research uses Interpretative
Phenomenological Analysis (IPA).

Data Collection

This research uses qualitative research
using an interpretive phenomenology approach.
This study aims to understand the phenomena
that occur and are experienced by participants
through a thorough and detailed research
process including: what happened, how it
happened and why it happened. In qualitative
research, there is a process of communication
and interaction between researchers and
participants in depth.

The researchers took the data and
information about the participants by visiting
several midwives in Kudus' villages. On the
other hand, the researchers also submitted the
research proposal to Regional Hospital dr.
Loekmonohadi after receiving permission from
Kudus national and unitary political institution.

It was also important to get permission
from The chairman of the Training and
Education division of the hospital. After that,
the researchers looked for documents in the
Gynecology and medical record room of the
hospital. The researchers discussed with the
midwives to select the appropriate participants
based on the inclusion criteria.

Data Analysis

The data analysis process in
qualitative research is carried out continuously
and interactively until it is complete, and
reaches saturated data. This qualitative research

ms data analysis that has been proposed by

Smith, et al., (2009), namely Interpretative
Phenomenological Analysis (IPA). Using
science in analyzing data aims to be able to
understand an event from the perspective of the
participants. Understanding in this state has two
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meanings, namely  understanding  the
interpretation in empathy and identifying, as
well as the second meaning that understands in
the process of interpreting. Interpretative
Phenomenological Analysis emphasizes the
form of meaning for both researchers and
par‘ticipantsmthat their thoughts can be used
as a central analysis (Smith et al., 2009)

The stages of implementation in the
Interpretfffive  Phenomenological ~ Analysis
include: 1) Reading and re-reading; 2) Initial
noting: 3) Developing Emergent themes; 4)
Searching for connections across emergent
themes; 5) Moving the next cases; 6) Looking
for patterns across cases; 7) Taking
Interpretations to deeper levels (Smith et al.,
2009).

Trustworthiness

The stages of implementation in the
Interpretnve Phenomenological — Analysis
include: 1) Reading and re-reading; 2) Initial
noting; 3) Developing Emergent themes; 4)
Searching for connections across emergent
themes; 5) Moving the next cases; 6) Looking
for pattemns across cases; 7) Taking
Interpretattions to deeper levels

Ethical considerations [}

Ethical Clarence: This study has passed the
ethical test held at the Faculty of Medicine
Universitas Brawijaya with number 350 / EC /
KEPK-S§2 /12 /2018.

RESULTS

The major theme found in this research
was a spirit to work. Although the women had
a special status, they still executed the roles of
women. This theme consisted of two sub-
themes: intention to have a better future and
independently execute the women's roles. Here
are the explanations of the sub-themes:

Intention to have a better future

This theme is a sub-theme from a theme of
spirit to work and execute the roles as women
with all of their specific statuses. This sub-
theme describes the patients' intentions for a
better future. Here are the excerpts.

“.I focus on my study and help my

parents.. I have a dream to make them proud
although I cannot give a birth and bring them

grandchildren..” (P7).

"That is the reason I want to continue my
study _and work.. I want to spend my time
studving and worshiping. I also want to get my

master degree from overseas when it is
necessary..” (P2).

The statements showed their intentions to
make their parents proud of them although they
had specific conditions, being unable to give
birth.

Becoming an Independent Woman

This sub-theme described that they wanted
to act their roles independently, although they
had specific conditions, having weaknesses in
their reproduction system. Here are the
excerpts.

"That is the reason I want to continue my
study and work.. I want to spend mv time

studving and worshiping. I also want to get my

master degree from overseas when it is
necessary..” (P2).

"Even with my condition, { want io keep
working I also have good position in my
career.. " (P4).

" After being divorced, I row my life
alone with my adopted child because my ex
husband left us. I am feeling grateful of being
capable to work and take my child to school..”
(P3)

The statements showed they had eager to
live. worship. and study for their futures and
careers. They empowered themselves, executed
their roles as women, and did not get slumped
due to their conditions.

DISCUSSION

The psychological support received by the
participants become the theme of this research.
The families or MRKH community represented
the meaning of the participants with their
surrounding supports. These encouraged them

2
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to accept and motivate themselves to row their
lives. This theme also had two sub-themes:
MRKH community support and psychological
support from the families. Here are the
explanations of the sub-themes:

MRKH community supports

Patients or participants with special
conditions need to get support not only in the
form of material but also in dire need of
psychological support. Psychological support
has a major impact on self-acceptance and
increases in self-confidence in MRKH
participants. They feel that someone still cares
about their situation, feels needed, and is still
loved. Psychological or social support is not
only from family, but can be accepted through
the surrounding community, peers, and certain
communities.

Social support can be interpreted as
support that comes from the surrounding
environment or a simpler scope or broad scope
which will later provide physical comfort and
psychological calm. Tentama (2014) describes
social support which has an important role in
the human ]imstem, especially for those who
experience post traumatic stress disorder
(PTSD). Individuals who are experiencing
PTSD really need attention, support from loved
and trusted people around them to help in
overcoming or going through the stress disorder
that is being experienced (Asfiah, 2011).

This support was also felt by the MRKH
participants where they felt confident again,
strengthened their mentality to return to
struggle to recover and treat their illnesses. The
existence of social support provides a forum for
MRKH women to share stories and train
themselves to socialize with their environment.
Although in Indonesia it is still small in scope.

In developed countries like America, the
MRKH incident has become a special concern
by the government. They provide counseling
assistance to every woman who is positive for
MRKH. Providing counseling can reduce the
client's stress level. They can comfortably tell

and convey what they feel with a variety of
methods and media.

The statements showed that the
participants accepted themselves after having
supports from the families of their husbands.

Women with reproduction system disorder
are different from normal women. It makes
them cannot execute their roles as a wife since
they cannot normally have intercourses and
cannot pregnant. However, on the other hand,
they could still execute their other roles
independently, such as career, study, and
worship. They wanted a better future for them.

Their feelings and conditions were similar
to what had been found by Machdan (2012). He
found that people with disabilities, such as after
getting an accident, still had optimism and
accepted themselves positively. People who
could accept themselves would be better in
terms of interaction and adjusting themselves to
the surrounding environment. They also could
create a harmonious family relationship. Of
course, they would undergo a lot of challenging
mental processes before being able to accept
themselves positively. By the time they could
define their lives better.

Senra (2011) states that the meaning of life
experienced by a human is unique and different
from one to another. Each condition they
engaged would have different challenges for
their lives. Thus. these could bring the meaning
of life for those individuals.

Confident MRKH women could be
defined as their lives more positive. Positive
interaction among individuals in their
surrounding environment could foster their
self-confidence. According to Suyana (2008), a
confident individual will feel safe, responsible,
optimistic, and believe in their capabilities.
Therefore, self-confidence is important for
every individual, especially women with
MRKH. It helps them to adjust themselves to
the environment and families.

Such individuals require psychological
supports instead of material supports. This
psychological support greatly influenced their
selfzacceptance and improved their confidence.
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They would feel that their surrounding people
still cared, needed, and loved them.
Psychological supports may be from families,
surrounding people, peers, and a particular
community.

Social support can be defined as supports
from the surrounding environment or simple
and larger scoped spaces. It could provide
physical and psychological conveniences.
Tentama (2014) explains that social support has
an important role in the human life system,
moreover those with Post Traumatic Stress
Disorder (PTSD). These individuals require
attention, support from their beloved persons,
and trust from surrounding people to overcome
their stresses (Asfiah, 2011).

MRKH participants found that supports
made them confident, strong, and eager to get
fully recovered and cure their diseases. Social
support becomes a mode for women with
MRKH to share stories, train themselves, and
socialize with the environment. Although it is
still a small-sized community in Indonesia, it
would be he]pfu].

In advanced countries, such as the United
States of America, MRKH rates have gained
special attention from the government. They
provided counseling for every woman with
positive MRKH so that it could relieve their
stress levels. They could share what they felt
conveniently through various methods and
media.

CONCLUSION

The conclusion in this study is that the
themes obtained from data analysis and
research results are used to answer the existing
specific objectives. The specific aim of
exploring the view of the physical condition of
women with major hauser syndrome has been
answered by the theme of feeling physically
handicapped and assuming "plague" is the
cause of the disease.

Furthermore, the specific goal is to explore
the psychological experiences of women with
major hauser syndrome supported by the theme
of accepting Allah SWT's provisions forcibly,
needing time to calm down, and being trapped

in unhealthy household conflicts. In addition to
these themes, there are themes of fear of not
being able to live out their nature as a woman,
covering up disgrace, and experiencing social
relationship disorders. These have answered
from the specific goal of exploring self-esteem
in women with major hauser syndrome.

With the specific aim of exploring the role
of self-acceptance in women with major
rockdeep cluster hauser syndrome, the answer
is based on the theme of being determined to
actualize oneself despite experiencing "special
circumstances". The next specific objective is
to explore the support system in women with
major Rokitansky cluster huaser syndrome,
which is on the theme of getting psychological
support. The next specific objective which aims
to explore tmmpes and challenges of women
with major rokitansky kuster hauser syndrome
has been answered with the theme of feeling
inhibited for further treatment, and the desire to
be healed and normal.

SUGGESTIONS
Future Researchers

There will be a need for a qualitative
study concerning mental-nursing cases. It is
also important to investigate significant
experiences from various perspectives. For
example, the male's perspective, when he
accepts his wife is suffering MRKH. It could be
a meaningful description and provide different
results from the female's perspective. Thus, the
results could complement this research and
previous research findings.
For Service Institution

It is suggested to prioritize caring.

Clients also need comprehensive review instead
of only fulfilling the clients’ necessities
physically. It is also important to consider their
psychological effects. The health team needs to
foster a proper collaboration system and
involves psychiatrists to provide counseling
and supports for psychological cases, such as
occurring with MRKH women.
For Educational Institution

Learners could use these research
findings as additional learning materials and
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science enrichment to provide nursing care and
mental nursing care for specific groups.
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