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WOMEN WITH UNWANTED BODY: EXPERIENCES OF FEMALE PATIENTS WITH
VASCULAR MALFORMATION

NITTAYA TONGPRAPAL 5036901 SHMS/M

M.A. (MEDICAL AND HEALTH SOCIAL SCIENCES)

THESIS ADVISORY COMMITTEE : PENCHAN SHERER, Ph.D.,MULLIKA MUTTIKO,
Ph.D.,VEENA SIRISOOK, Dr.P.H.

ABSTRACT

This study was to define the perception and the experiences of female patients with
vascular malformation using the concept of defining the body as individual body ;
mind,matter,psyche,soul,self,etc., social body, a natural body for thinking about relationships
among nature, society, and culture and medical body , body under the medical system
management. Qualitative methodology was applied through in-depth interviews and observation
conducted with 10 female patients with vascular malformation, content analysis and a description
of the words used by interviewees.

The results revealed that female patients with vascular malformation defined their
own bodies using many terms and consideration of relations among refer to the individual body,
i.e, alienated body, ugly body, unattractive body for opposite sex, tortured body, body reflecting
past karma, and burdensome body. The social body, i.e, mocked body, funny body, ugly and
unaccepted body, suspected body and not base on the role of wife and mother. At the last of
analysis is the medical body under the medical system management ,this malformed body was
given meaning that the body was disease and incurable.This study pointed that female patients with
vascular malformation defined their own bodies many terms of relations each other not the medical
meaning defined as having disease or sickness only but the body had defined socio-cultural
meaning affecting to experiences ,behaviour and self-confidence in relation to the definition of
beauty and value include the gender role of women.

The recommendations from the study are that the medical personnel should be
understand the social context of the patient's culture. The gender dimension, especially in relation

to the onset of illness to enhance the quality of life and quality of service even better.

KEY WORDS : VASCULAR MALFORMATION/ INDIVIDUAL BODY/ SOCIAL BODY/
MEDICAL BODY
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WOMEN WITH UNWANTED BODY: EXPERIENCES OF FEMALE PATIENTS
WITH VASCULAR MALFORMATION

NITTAYA TONGPRAPAL 5036901 SHMS/M

M.A. (MEDICAL AND HEALTH SOCIAL SCIENCES)

THESIS ADVISORY COMMITTEE : PENCHAN SHERER, Ph.D.,MULLIKA
MUTTIKO, Ph.D.,VEENA SIRISOOK, Dr.P.H.

EXTENDED SUMMARY

1. Background and significance of the Problem

Vascular malformation is a disease creating the mal-structure of the
cardiovascular system or lymphatic system and it can happen with any organs of the
body. Appearance is like a lump or soft blue rash which is distinct from the ordinary
skin. This malformation will grow by age. There are normally 2 treatments for the
patient of vascular malformation, i.e. operation to cut out the malformed part and
sclorring compounds injection such as bleomycin. It will be injected into veins and
this substance will enter the lesion and allow growing viscosity of the blood which
speedily leads to blood clots and followed by obstructive lesions. It brings abnormal
vascular death and replaced by the Brussels tissue. However, both medications cannot
completely cure since the irregularity will return after sometimes. It might happen in
the same or nearby spot and the patient has to return for treatment again as an ongoing
treatment cycle. And if, it is not treated, the irregularity would aggressively be
expanded so large and so difficult to cure which might have taken longer treatment
period.

In addition, previous studies were mostly about patients of coronary heart
disease and brain disorders focusing on medicine but none was likely found with the

studies of vascular malformation in other human organs or if found, they were also




o

wNAIMdD WINIRBTAA arLa. (Fanuenaasmsunnduazansisaga) / 107

about medicine. Most studies have been conducted about the malformation of the
disable with either missing or exceeding organs which made their daily routine works
difficult. However, the patients of vascular malformation, which is a disease of
transformation but the patients can still normally use that organ, self-assistance and
their life experiences are also different. The researcher was interested to study life
experiences and handling vascular malformation of woman patients, based on the
theory of Scheper-Hughes &Lock (1987) disturbed the body into three (3) levels,
i.e.(1) individual body: a phenomenally experienced individual body-self (
mindfulness and spirit over oneself ); (2) as a social body: a natural symbol for
thinking about relationships among nature, society, and culture and (3) as a body
politic, an artifact of social and political control — medical power influencing,
controlling, determining to frame the body in the knowledge of the medical sphere.
Though, the disease phenomenology is unlikely few but the symptoms
found transform the organs greater, in particular, the women patients, which their
bodies are so influential to their social life. The body is the physical costs linking to
social status and roles. Given the malformation is unaccepted in social and leading to
void of opportunity on duty, jobs, marriage, and sociality and finally rising miseries.
By exposures of working and treating this kind of patients, it was found
that patients visited either for making appointment or for treatment. They attracted
people of the location because some never saw such malformation. The large organ
was evident and irregular than normal. There were gossips and pointing fingers and
such unwanted attraction disheartened them. From working, it was observed that some
patients faded out from medication. This study was to request patients to share their
experiences, their feeling conveyed to societies to understand more about this disease,
to understand their feeling more in order to minimize the social gap and to encourage

them consistent and sustained treatment.

2. Objectives
2.1 To study on defining the vascular malformation and the malformation

of the woman patients of vascular malformation;
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2.2 To study the social perception of defining the malformation among the
woman patients of vascular malformation

2.3 To study the perception of defining the malformation under the
medical system management among the woman patients of vascular malformation

2.4 To study and to explain life experience and unwanted malformation in
the perspective of individual body, social body and body politic of the woman patients

of vascular malformation.

3. Research Methodology

A qualitative research was employed on account of the studies of life
experiences was an individual phenomenology with complexity, diversity and
differences in each social and cultural context. A qualitative research led to understand
thinking process, belief and social relation around and covered every dimension.

3.1 Location or site
A purposive sampling was used to select samples in the Special Unit of
Radiation (The 72" Building: Floor 2), Siriraj Hospital: Bangkok.

3.2 Duration of study
Data collection was conducted during April-July 2012

3.3 Samples
They were 10 woman patients of vascular malformation aged more than 18
years old and above treated with bleomycin in the Special Unit of Radiation (The 72"

Building: Floor 2), Siriraj Hospital: Bangkok.

3.4 Methodology
Multiple approaches for data collections were used and they were non-
participatory observation to find facial and physical gestures and expression, dresses

and the interviewees’ surrounding contexts; and in-depth interview which was
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conversation with informants guided by multiple dimensions of autobiography,
lifestyles, defining body, self and identity, sickness experience, self-organizing,
family relation, social and problem encounter. The data were use to complement the
analysis. However, the researcher was conscious of ethics in using information of the
samples, so approvals of the hospital and the patients were requested and opened for
refusal. This refusal did not affect the patients’ medical service provided.

3.5 Data presentation

Presenting life experiences of the woman patients of vascular
malformation through in-depth interviews and non-participatory observation were
associated with analysis based on literature reviews to find the phenomenology in the
perspective of the woman patients of vascular malformation, defining the body, self-
transformation, trans-identity, addressing life situation, events affecting each rhythm
of life, and the patients’ plans to encounter this ailment through narration which
reflected their voice and their life perspective rather than having just a disease.

4. Results

4.1 General information of the 10 cases

All the 10 cases had ages ranged from 18-56 years. 5 were single and
another 5 were married. Their educational levels were divided into 2 levels, i.e. 3
earned bachelor degree and above, and 7 earned lower than bachelor degree. 9 had
jobs while another one was sitting in entrance for bachelor degree. For their careers,
one was the government teacher, 4 owned private business of (2 owned restaurants,
one owned mobile telephone shop and one owned truck to transport workers) another
one was a housewife with no other jobs. Their medical rights were 7 were based on a
golden cards; 2 were based on government allowance and one was base on the disable
rights.

The locations of malformation were different. Meaning, 3 had at arms by
one was at right arm and another 2 were on the left arms. 3 had malformation at legs
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by one was t left leg and another 2 were at right legs. 3 had malformation at lips by
one was at the lower lip and tongue, one was at the neck, upper lip and scapular, one

was at the upper lip and in the mouth and another one was at her left fingers.

4.2 Defining the body and body experiences
It is Scheper-Hughes & Lock (1987), the anthropologists divided into three
levels, which were the individual body, the social body and the body politic.

4.2.1 The individual body

The group of the woman patients of vascular malformation
differently defined their bodies. Some gave more than one definition by individual
surrounding and belief which influenced them in defining things and the happenings.
The defining processes of malformation all passed through thinking experiences which
entailed into differently defining their own malformation and seeing one’s own body

as below:

4.2.1.1 Physical ailment or disease
The woman patients of vascular malformation saw
their malformed bodies as disease like other common people who were sick which

were needed diagnosis and treatment under the medical process.

4.2.1.2 Different body

The woman patients of vascular malformation
differently saw their malformed bodies from others. Most are moody or disappointed
and disheartened with their own fates. There were discouraged to be born with

malformation.

4.2.1.3 Torturing body

All wished to be born with complete body like
other common people but with malformation, they had town it till life and it was
incurable. Given malformation brought misery to the body’s owner.
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4.2.1.4 Reflection of past life karma

The woman patients of vascular malformation
believed in Law of Karma/Reciprocal Deeds which made them imperfect or
malformed differently from others. They thought that, it was their own karma.
Regardless looking best after oneself, they could not free from this malformation
cycle.

4.2.1.5 Burdensome body

The woman patients of vascular malformation
could not spend their lives like other common people. They had to be in-out the
hospital all the time for ongoing treatment and its ongoing cycle. Most informants,
during the study, were working days and they felt to be the burden to their colleagues,

husbands and relatives.

In conclusion, the woman patients of vascular malformation
defined their malformed bodies differently. They are defined with feeling, emotion,
and self-experiences. Their lifestyles were gradually changed because of the gradual

expansion of their malformation.

4.2.2 Social body
The woman patients of vascular malformation found that social
defined malformation as their social roles, and gender relating to the following

malformation, i.e.

4.2.2.1 Mocked and funny body

The woman patients of vascular malformation were
usually defied because of the malformed exposures which characterized their
malformation. Some could not do activities and enter groups which they aspired and
just because of their malformed body. Some cases, their malformation made other
found them as monsters. The pain or the disease was not the only malformation but
linked to the fun, clown, and being mocked by passerby because of their venous

malformation.
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4.2.2.2 Ugly and unwanted body

Many woman patients of vascular malformation
should have lovers and families but did not because their malformation obstructed
them to find wooers and disabled to express their sex perfectly and were unwanted by

the opposite sex.

4.2.2.3 Suspicious body

Vascular malformation disease was for so long
unknown. The woman patients of vascular malformation were usually asked by social
what their disease was. Explanations sometime brought no understanding because it

was unheard or unfound before.

4.2.2.4 Exploiting body

The woman patients of vascular malformation had
to get continuing treatment periodically when they had to ask for leave very often.
When some colleagues did not understand this disease; they found the sick were
taking advantageous their colleagues by their often leaves but still received the same

salary.

4.2.2.5 Malformed and sick body

The social had acknowledged and defined the
expression of the disease physically found. The different location of the vascular
malformation also differently symptomized and appeared. Social defined what they

found by comparing it with what they were familiar and knowing.

4.2.2.6 The karmic body

The Thai societies believed in sin, merit, gratitude,
punishment and karma. The malformation found with the patients of vascular
malformation was the irregularity externally expressed evidently, unwanted by
individuals, and the incurable disease. Sometimes, it was found with a specific family
member while other siblings were normal. Such evidences misled social to think that

the disease came from either individuals or family karma.
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4.2.2.7 The unwanted body for femininity

The malformed body or ugly body found by social
was unwanted by all women but who could choose. It was similar with the woman
patients of vascular malformation who could not choose to be born. With the previous
experiences of wooing and broke up, it made them think that it was from their
malformation. After that, they refused to open their hearts thinking that none truly
loved them.

4.2.2.8 Unwanted body and spousal roles
The woman patients of vascular malformation were unlike
others and more or less affected the spousal image and feeling. They thought their
malformed bodies might have brought their husbands shame at the presence of their
friends. Sometimes, they refused their husbands when they were invited to Batch Party

because they did want their husbands mocked.

4.2.2.9 Unwanted body and the motherhood

The woman patients of vascular malformation had
to refuse to involve with the school activities because of fearing their children would
feel shame at presence of their friends on having malformed mothers. Role plays of

the motherhood were to perfectly support and monitor their children’s education.

In conclusion, the woman patients of vascular malformation
could not perfectly play sex roles both spousal roles and maternity roles. The causes
which made them imperfectly played their roles were the symptoms of vascular
malformation which evidently appeared and made them unconfident, shameful and
needed to find something to cover upon sociality to avoid being focused by their
different forms of their bodies.

4.2.3 Body under medical system management : body politic
Medicine defined malformation though using scientific
knowledge and aligned with the international medical knowledge.
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4.2.3.1 Diseased body and disability : the
unmovable definition

The vascular malformation changed major organs
and was defined medically as a type of disable persons with disadvantage or absence
of opportunity. Having this disease till life was being encaged with this definition and

could not be removed.

4232 Body under ongoing treatment and
incurable till life

The wvascular malformation required ongoing
treatment and was a cycle till life. If absence of treatment or any interval; the
malformation would return. Therefore, the woman patients of vascular malformation

were entrapped as the lifetime patients and irremovable.

4.2.3.3 The studied body

The vascular disease was not often found which
attracted medical doctors to learn and made patients under focus. The eye-catching
when the patients enter the room for counseling, it was perceived that they were alien
from others, rare and attracted physicians.

4.2.3.4 Body under chemotherapy
The chemotherapeutic injection worried the
woman patients of vascular malformation that chemotherapy would affect their

children and hair loss.

4.2.3.5 Dead-like body

The patients feared every treatment, fear of unable
to return home, taking-in anesthesia and inserting respiration tube. They were counted
safe in medicine but villagers’ definition of unconsciousness and recovery was

compared to death and rebirth
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In conclusion, the body under the medical treatment was the
one that the control of the medical system. There was appointment for chemotherapy.
After that, patients had to return for checking every month. If no effect found after
chemotherapy and the irregularity was not subsided as it should be; a chemotherapy
appointment would have been made. On the contrary, if the irregularity was subsided
to the satisfactory level, it was not necessary to return to meet the medical doctor.
However, the irregularity could be growing again which it might be located in the
same spot or nearby; the patients had to return and undergo the same treatment. It was
a life cycle of the vascular malformation where patients were subject to be the sick for

lifetime.

4.3 Handling the unwanted body

The vascular malformation was the disease that exposed condition and
irregularity could be seen. How could one spend life with different malformed body
from common people in society? What problems would one encounter? How could
one handling one’s life? Handling body was divided into individual body, social body

and body politic.

4.3.1 Handling individual body

The woman patients of vascular malformation handling
themselves differently but mostly selected to cover the malformed organs because of
shame, and being unconfident in sociality. With their experiences, there were stares,
gossips, and mockery, which made them learn that if others did not see the
irregularity, those things might not happen. Seeing others looked worse was the
second thought when being disheartened of being born alienated, and incurable.
Seeing others looked worse, and helplessly disable made them more hopeful with
energy to fight their lives more. “Mrs. Saijai” had hope and believed that one day she
would be cured though, it was not at this moment. She believed that the medical
evolution in future would cure her. Besides covering the malformed parts, the woman
patients of vascular malformation, there was avoidance of sociality to escape ill-
wordings because some were seriously affected and might unable to conceal them.

There were frequent making merits, water pouring rite to purify karma, and offering
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merits to the lord of karma and the bedeviled thinking that they were born with bodies
unlike other people, and incurable which tortured their mind and they might have
committed sin in their past life and they had to repay their karma in this life. They also
thought of their family members for encouragement to fight their lives.

Handling taken was all needed self-encouragement, self-
hopefulness, avoidance of the unheard and unwanted words and these reactions was
for self-encouragement and hope to survive without being disheartened.

4.2.2 Handling social body

Their addressing social body was selectively to following what
they wanted, social acceptance, attractively dressed to divert interest from their
irregularity. People might be attracted their beauty to forget talking about
malformation and not to allow their husbands bored of their malformation; so they
made themselves look good, beautiful to cover irregularity. “Ms. Saiyood” had
changed her work because her colleagues misunderstood of her often leave on the
disease which needed ongoing periodical treatment. She took often leave and her
immediate supervisor never blamed her but other colleagues looked on her taking
advantages and often-leave permits. She felt uneasy in her workplace and decided to
quit and started her private food shop business instead. The case of “Ms Pranee” had
no conflict with colleagues but the growing malformation and needed to respond
questions about it and it is shameful which she did not want to talk on what was
unhappy. She sat and discussed the matter with her husband. Seeing her
disappointment, her husband persuaded her to work with him on his mobile phone
shop by sitting at the back of the glass counter and none could notice her malformed
leg. She then decided to quit her previous job. The case of “Ms. Somsri” with
malformed leg till foot and her neighbors usually informed her she got Lymphatiac
filariasis (elephantiasis) but she responded, argues and explained that it was vascular
malformation. Her reaction and arguments were to tell that it was the neighbors’
misunderstanding since vascular malformation was unlikely known and its symptoms
were differed by its locations on the organs where social differently named it by organ
malformation. In addition, there was handling by want and social acceptance. The case

of “Ms. Saiyood”, when she was in the middle school and wanted to apply for Thai
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Dance but her malformation at her left arm, made it bigger than her right arm. Her
close friends objected that the teacher might decline to accept her because of her
malformation. She pondered and agreed with her friends, so she decided not to apply
but replaced with other subjects.

Handling social body was to address tings under the social
acceptance, avoidance of uneasiness to sociality, and isolation from social which
might bring disappointment. Therefore, handling this social body dominated and

influenced the decision to spend life in the society.

4.3.3 Handling body politic

Upon being diseased, one wanted to be cured. The torturing
diseases to the mind like vascular malformation symptomized external irregularity.
The woman patients of vascular malformation tried to search for better medication,
better doctors and needed to get cured though with large amount of money. Some
cases met monks for different rites but uncured. So, they returned to modern
medication thinking though incurable but if they did not take medication, they would
not get cured. However, chemotherapy made their malformation less swollen. They
felt encouragement, hope and attempted not to miss any medical appointment because
they wanted to get cured or their swollen malformation better until unlikely noticeable.

Needs to be cured from the disease made patients of vascular
malformation to meet the medical appointment every time, medicated by period of
prescriptions, adhering to medical advices which were the power-related which

patients were willing to adhere to.

5. Discussion

The medical perspective viewed the body that it was physiology, chemical
machine by defining what was regular and what was irregular. Medication was
focused on handling organs without duty, repairing damaged organs while social
sciences and humanities viewed the body to reveal the formulation and the creation of
a body with cultural conditions, with social and political conditions, with meaning



Hag nesilszwm unagduuuauysaimsangy / 118

system and discourse from the variety of the truth sets appeared on the human body.
This included the explanation of the body as the receiver, the social production, the
biological phenomenology, and the symbols to communinicate or to radiate social
reflection while prioritizing the body as an individual area to express its own self.

This research pointed out that the bodies of woman patients of vascular
malformation still owned the social meaning and social interactions. The malformation
different from others and their bodies were perceived in mockery, fun, ugliness,
unacceptability and suspicion. In case the persons involved were unfamiliar with the
disease, they were suspicious on its cause and its process, the body taking advantages
of other by admitted for ongoing medication, sick malformed body, a karmic body by
genetic disease and not from the consequences of their deeds, the unwanted body to
women, the unwanted body with the spousal roles, and the unwanted body with the
maternity roles. The vascular malformation though not coming from disease, and pain-
free, it deformed the body. When it was found in the spot exposed to social, this
sickness brought the patient misery especially women. Misery from image and body
might move to affect roles and feminine duties. The medical discourse focusing on
medical achievement might forget the mental and emotional conditions of the sick.
Human control and supervision required to understand their other contexts existed
associated with medication in order to make medication perfect. Considering the mind
and emotion of the sick was important especially the sick with image shift or
deformity and so critical if distorted from social normalcy. These patients required to
enter the medical process expected by the medical system. However, being diseased
viewed alienation by social had been stigmatized and extradited from societies of the
majority. It affected mental condition. The medication process significantly affected
the patients’ whole body given the meaning of body dependence and without freedom.
The sick body could not be uprooted and set free but chained with knowledge power
and medical management. Therefore, looking and focusing on medicating only the
physical malformation might never always be successful. All were meaningful and
indispensable if viewing every dimension of human being, seeing identity, belief,

thought and mind of the patients.
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6. Recommendations

6.1 There should be encouragement through media and the patients’
families so as social would perceive their encountering tortures including instituting
their network to allow them to share their experiences encountering during their life
spending. This is to allow societies looking back whether they are the causes the
misery experiences.

6.2 Organizing the specialist consultant team to educate about the disease,
treatment process, and life spending by having the involvement of the woman patients
of vascular malformation because some questions are for patients of the same ailments
would be more understanding. It is to ease mental misery and relax, reducing red tape
or duration to seek medication.

6.3 Supporting family relation among the woman patients of vascular
malformation so as their family members will understand their instable mental condition,
irritation, and reducing mood clashes in order to rather promote spiritual supports since
it comes from family members around especially from the most important family
member.

6.4 The government should support workforce policy to provide opportunity
to enable the woman patients of vascular malformation to work and consider more
holidays for their ongoing and spiral treatment. Some enterprises seek only personal
gains which make some woman patients of vascular malformation encounter jobless
conditions.

6.5 Publishing knowledge and understanding about vascular malformation
for social to realize because it is unfamiliar and some do not know. It allows them to
know its symptom of expansion. The medication process has to be spiral and ongoing
for societal members to accept, reducing social gaps and never thinking that absence
of the sick for treatment is the heavy burden pushed to colleagues more.

6.6 The medical personnel should be attentive to their feeling and allow
them to question with attentive listening for their problems, thoughts, their narrated

feeling, and never admonish or display annoyance but willing to give advice.
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