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Abstract

This paper aims to make clear difficulties in life of patients with Turner syndrome (TS). It is said that mental
troubles of patients are hard for doctors to understand because while they rarely occur to patients’
consciousness, medical staff mainly observe their health status based on laboratory values or patients’
complaints. Interview survey of 2 TS cases, oriented to patients and their families, shows two different
narratives originated from the same experience of TS. For patients themselves this disease is experienced
only as a small part of life. This results from its feature of imperceptibility for nonmedical people surrounding
patients. Their colleagues regard them just as short women. On the other hand, patients’ families are worried
about their sterility and wish for their normalization. Families take life with TS more seriously than patients
themselves. This is why patients cannot escape from their reality of TS. It is “a story of deprivation” and “of

recovery” by families like these that patients experience as “difficulties in life”.

key words

difficulties in life, Turner syndrome ( TS ) , loneliness

1 Problem setting, purpose and methodology
Technical achievement of modern medicine
enabled patients to live long as “people of
remission”. In this paper, this “people of remission”
includes those who have a chronic sickness. In
Arthur Frank’s “remission society”, a relationship
between foreground and background of disease
and health proceeds gradually
interpenetrating(Frank1995=2002 : 27). That is,
though people will go back to their conventional
life, they’ll never completely return to a condition
they were normal in. This means nothing else but
living their daily lives with agony originated from
illness.

Medical staff handle with these pains by facing
physical pains or disablements caused by diseases.
In most cases, patients’ health status is observed
mainly based on laboratory values and patients’
complaints.

However, patients’ agonies are not just those
physical. Pains related to diseases are mixed with
agony of not being able to live an ordinary life,
anxiety for whole life and more (Hoshino 2006:76).
That is, “difficulties in life”. Medical staff are
difficult to be conscious of that “difficulties in life”

as patients themselves aren’t necessarily clearly
aware of that “difficulties in life”. However, it is a
fact that that “difficulties in life”, hardly told
clearly or been conscious of, is indeed related to
the existence of patients themselves. To give light
on this “difficulties in life”, considering medical
knowledge as premise, it is needed to adopt a
microsociological narrative method. From this
situation, this paper aims to make “difficulties in
life” of those clear. As stated below, TS patients
are able to live a daily life if they are treated with
proper medical practices. Therefore, their
“difficulties in life” is less apparent, clearly spoken
about, or recognized. Hence to unveil the real fact
of implicit “difficulties in life”, cases of TS will
give us many suggestions.

Specific cases as objects of observation are A,
who is in her twenties and has been affected for 18
years B, also in her twenties and affected for 14
years. From October 2017 to May 2018, I did
interviews with A, B and their mothers 4times each,
l6times in total. I adopted a semi-structured
interview method as an interview technique. The
method enables me to collect information in
accordance to interviewees, while maintaining to
stay into a certain degree of direction. Therefore,
in some cases, contents can be unintentionally
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structured. In some parts, interviewees
accidentally talked so structurally about before and
after the outbreak in the present cases as well. This
paper utilizes those structural talks and rearrange
to extract the common “difficulties in life” of the
two.

2 What Turner Syndrome is

TS is an endocrine disease like childhood-
onset type 1 diabetes. They both
ultimately delegate medical practices to
patients themselves and their families.
Remission is achieved by patients
themselves and their families.

From the beginning, TS is a generic name
of diseases originated from a general or
partial  deficiency of chromosome
according to Japan Intractable Diseases
Information Center and Information
Center for Specific Pediatric Chronic
Diseases, Japan. Its main pathophysiology
is hypogonadism. It expresses only in born
girls and the number of the patients is
assumed to be about one person in a
thousand.

As main symptoms, (1)short stature, (2) an
influence on secondary sexual characteristics, (3)a
menstrual disorder are given as main symptoms.
Especially, a low body height almost inevitably
causes. Moreover, many of them become sterile as
hypogonadism is the main pathophysiology.

Many of them see a pediatrist when their
short statures get prominent in higher
grades in elementary school, which makes
it clear that they are affected. Then, a
notification only to their mothers is
recommended as a standard medicine.
Therefore, patients have less opportunity to
be told test results by doctors. Substitution
of somatotropic hormone(injections) is
conducted for shortness in stature and
substitution of female hormone (e.g. patches,
oral agents) for hypogonadism, which is
continued under self-management. Thus,
they can live a daily life with intervention
of proper medical practices. In this sense,
the term “Turner women” is preferred,
emphasizing that it is not an illness or
disability, but a kind of conditions.

3 Caseof A

A was diagnosed at the age of 11 and now works
as a nurse. When diagnosed, a pediatrist who was
their family doctor didn’t tell her that but told her

mother. A herself got notified of it 10 years after
when she was 21 years old by her mother and
physician who was their family doctor then. Below,
we’ll first look at A’s mother’s story and then A’s.

3.1 A’s mother’s story
A’s mother talks about “outbreak™, “impressive
events” and “what she now wishes”, as follows.

3.1.1 Outbreak

I took her to a hospital as she was a little short for
a 5" grader. When told the results of the checkup,
I felt like the end of the world. I first tried to find
and talk to some other mothers who have a child
suffering from TS.I was shocked that it was
difficult for her to give birth to a child, however,
the more I’m told about it, the more it made me
think my daughter can’t have a child, which made
me feel difficult to answer like the doctor in the
hospital if she asked me “Why, mom, why?”.

3.1.2 Impressive events

As expected, when I notified my daughter that she
might not be able to bear children, I would help her
and I’d do my best. It was pretty tough to. Why I
couldn’t tell her for about 9 years was that I
thought soon the medicine would develop and she
would be fine or heal. Also, I didn’t want to bother
her by telling unnecessary things since he was
studying hard (at school). However, as a matter of
course, she and I had a conflict due to the disease.

3.1.3 What she now wishes

I wish there would be a system which TS patients,
would be able to be pregnant and give birth to a
child in. I wonder if egg providing or egg banks
won’t be established. I wish to say at least “This
can help, that can help.” not only to my daughter
but to other Turner women.

3.2 A’s story

A talks about “before getting notified”, “when
getting notified”, “after getting notified”, “what
she now thinks” and “being pregnant”, as follows.

3.2.1 Before getting notified

I didn’t think that much about going to a hospital
as [ often visited the place due to otorrhea or fever,
which wasn’t annoying to me. ...Though I never
thought I was suffering from TS, I felt something
was wrong since some of friends started their
period. It made me so exhausted to play along with
their story about unfamiliar topics (physical
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subjects) when talking with my female friends in
junior high school.

3.2.2 When getting notified

(With my mother when notified) conflict...to
speak strictly, we had a conflict. Well, how shall 1
express it, it’s difficult, it’s not that [ had TS or not
being pregnant, but simply, why I wasn’t told for
such a long time though I am the person, although
[ understand my mother’s feeling as well. It’s hard
to tell. However, if she had told me, it must have
made me able to examine or ask how I live as much
as [ want. I won’t go the length of thinking I might
have a different life, yes. It’s just that I wanted to
know. Like “She should have told me”. Thought I
may have entered my late period of rebelliousness,

we had conflicts and yes, I feel sorry for my mother.

3.2.3 After getting notified

The first thing in my mind was “I’'m glad I'm a
nursing student”. In a sense that I can make my
own living. Though I felt anger to my mother, I
was studying hard as a nursing student enough to
feel like “It’s TS, just as I thought.”. It was initially
rather shocking for me to think “I might have it.”
when reading text books or training.

I was disgusted with my mother in that she still
didn’t expect I knew that. ...Now if I think about
it, I aim to become a nurse because I wanted to
know what is going on my body. Of course, most
of the reason is that it’s a familiar job.

3.2.4 What she now thinks

When I communicate with a patient, I sometimes
wonder if they “want to say like this”. I'm also
after all a patient so I could act not as a nurse but
too much from the perspective of patients. That
makes my work stagnant, so I stop it at some extent
and keep distance to work.

3.2.5 About being pregnant

I’1l think about having a child some time when I
get to want them. I’d go to America. I’d rather do
so if things turn out than wait until the system
changes. My mother thinks I’m most distressed in
that it’s impossible for me to expect a child.
However, I’'m thinking of going to United States
when I come to desire that. But I never told this to
her as [ understand her feeling.

4 Case of B
B was diagnosed at the age of 11 and now works
as a schoolteacher. Like A, when notified, a

“Difficulties in life” in Turner Syndrome

pediatrist who was their family doctor didn’t tell
her that but told her mother. However, different
from A, she was told 2 weeks after by her mother
and her family doctor. Below, we’ll first look at
B’s mother’s story and then B’s story.

4.1 B’s mother’s story
B’s mother talks about “outbreak”, “impressive
events” and “what she now wishes”, as follows.

4.1.1 Outbreak

Though I wasn’t really a problem, I took her to a
hospital since B’s elder sister, by 4 years, said to
me “B hasn’t started her period yet.” and also B
was short. Regarding notifying B, I chose to tell
her quickly as I thought it impossible to hide it to
B because of her sister though 1 wondered if she
could accept it. Shocked by the fact she can’t
expect a child, [ asked the doctor not to tell her that.

4.1.2 Impressive events

Indeed, she’ll live a different life from her sister.
It’s always on my mind that B can’t do what her
sister normally does. ...As her parent, I think she
needs to work hard on many things as much as she
has disadvantages with her body and is shorter than
others. Her sister helped me a lot by taking care of
her. Because, B herself was taking easy, they were
getting along (since she was little) more than
expected. - (After notified)B often copied her
sister and told me saying™“l was able to do such a
thing!”.

4.1.3 What she now wishes

Did you ask this question to A’s mother as well?
Just as her, I wish there would be a system those
TS patients would be able to have a baby. I’d like
to let B, A and at least other Turner women in X
prefecture experience bearing a child. Especially,
X has been to America for several times with
obsession, however, we parents can’t have Turner
women do such a thing.

4.2 B’s story

B talks about “before getting notified”, “when
getting notified”, “after getting notified” and “what
she now thinks”, as follows.

4.2.1 Before getting notified

After visiting to a hospital, I felt something was
wrong as | heard from my sister “Usually, these
things will happen” or “I told mother” When
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notified, I felt like “Ah, finally”. Until that, I was
waiting wondering “when I will be told”.

4.2.2 When getting notified

I have in my memory that I was cheered up a lot
that I could live normally in spite of my illness.
However, I myself didn’t really understand well
even told I’'m TS. Though my mother told me it
would be fine as I’d be able to live an ordinary life
if I got treated properly, I remember thinking “I got
affected by a pretty serious disease” every time the
doctor in the hospital and my mother encouraged
me like that. What comes after is that my sister was
0 noisy, really, but the second daughter also had a
hard time.

4.2.3 After getting notified

I wasn’t shocked or damaged, nor probably wasn’t
that important that [ can’t become pregnant. I was
just confused to get told something like “It’s
perfect if you could do like your sister” when I
wanted to think things like “how I should live from
now on”. ...For me, suffering TS didn’t mean
having intellectual disabilities, so I wanted to step
forward when in junior high school....Since my
homeroom teacher and nurse-teacher were kind,
I’ve hoped to become a schoolteacher since I was
a junior high school student.

4.2.4 What she now thinks

I’d like to be a good teacher. Although it’s not clear
what good teacher is, however, to them, having TS
has nothing to do with them. ---(In children’s daily
life)It’ll be nice if I can be their educational
material. ...And also, either would be fine for me
about acceptance of disease, though the doctor
(family doctor) and my mother suppose [ was able
to accept my illness because notified early. Though
I was told (by our family doctor and my mother)
it’s difficult to be pregnant if I couldn’t accept my
sickness and though I understand I’'m not able to
have a child and my mother’s feeling, in my case,
also because my sister got married, I wonder if they
still tell me more that there would be a society I too
could live an ordinary life.

5 The result and analysis of the
interview

As aresult of interviewing, A and B seems
to regard their life at workplace as
important. In relationship with patients,
students and co-workers, who spend time
together, they are conscious of how they
can utilize their experience as those who

themselves have TS, act and talked about
their future prospects. On the other hand,
A’s mother put emphasis on sterility and
fertility. Besides, B’s mother referred to
that B “isn’t able to live an ordinary life”
like her sister, comparing the sisters. It
turned out that A and B are playing along
with those talk in front of their mothers
and families in their lives.

Delivery and fertility spoken by A and
B’s mother is firmly influenced by their
experiences of having been able to be
pregnant and have a child. For example,
B’s mother said “Bearing a child and
becoming a mother made me grow and
changed me in many respects. It’s unfair
she has been unable to experience that
since birth due to her disease and I’d like
to let my daughters do”. However, A and
B are trying to choose a different life even
though “they wunderstand what their
mothers feel”. It is related to that they
take TS as a disease “they don’t think
about curing or is able to be cured.” unlike
their mothers.

Their experience of being affected by TS
is, for them who caused the disease in
their childhood, almost part of their social
lives. Although their outstanding features
are small statures, those matured are just
seen as short women. A and B are about
1.5 meters tall. Unless one is a medical
staff, it can’t be judged, nor do they take
it seriously.

As they’ve continued to be patients, for
them, a treatment like supplying growth
hormone and female hormone is an
embodied everyday life. However, at the
same time, they are being unable to escape
from the fact they are TS patients by
attuning themselves to a story of recovery
saying “Although they can’t have a child
in modern medicine, they might be able to
if female hormone develops.”. For they
are forced to remember and face
themselves suffering from diseases by the
story of recovery when having the disease
is part of their lives. Told a process to
recovery, they are made to recognize they
need to aim recovery or a situation of not
recovering isn’t perfect. Indeed, B’s story
of “still being told there would be a
society she could live an ordinary life” is,
to put it the other way, compelling

2020

Interdisciplinary Journal of Phenomena and Order 12

BRLBF12 - 64 -



themselves, due to the surroundings, to
face that they aren’t normal yet and
eventually oblige them to be unable to run
away from the reality of themselves
having TS. Moreover, the two developed
the illness in childhood, so they don’t
have a comparison axis of when they were
healthy. Therefore, when told “the story
of recovery”, they don’t feel real and
rather make them conscience of “myself
who suffer from the disease”.

6 Conclusions

Thus, this paper made it clear from the
interview data of TS patients themselves
and their mothers what their “difficulties in
life”. Also, it was conducted successfully
to interview about one common
experience as two different stories by
doing individually. From this, we can
concretely identify following 3points.

(D Keeping being called “Turner women” by
medical staff and their mothers, a term that
emphasize not disease or disability but a sort
of constitution. That is, they are involved in
medical context and unable to escape from it.

@ Talking about TS as a disease “they don’t
think of curing or is able to be cured.”
as affected in their childhood, however,
playing along with their mothers’ and
families’ “story of recovery”.
Developed the illness in childhood,
they don’t know “when they were
healthy” as a comparison axis, so it’s
unable to tell “the story of recovery”
for them even though they wish to.

@ In the first place, they apparently live a
normal life.

Taking these three into account, let me mention
that their mother’s loneliness shouldn’t be
overlooked. For instance, like A on this paper, so
many patients took long before notified by their
family doctor. Also, there aren’t many cases
earlier notification was done because of their
siblings like B, as B’s mother told.

Meanwhile, mothers are often lonely who can’t
tell their daughters the truth. By not being able to
do so, they need to tell to their family doctors
their daughters’ condition for a month as far as
they observed once a month when visiting a

“Difficulties in life” in Turner Syndrome

hospital together. Not being able to tell the truth
to their daughters and having a few people for
them to take counsel to, they need to face the fact
alone. Also, they can’t help feeling anxiety or
isolated for that they themselves and other family
members live a usual life and, in comparison to
people around, their daughters are not able to live
an ordinary life. That’s why mothers wish for
their daughters’ delivery appear in their talks.
Their solitude is there.

Certainly, it is A and B’s “difficulties in life”
that they live attuning themselves to their
mothers’ and families’ stories. However, it’s also
important to listen to the lonely mothers’ stories
and then back them up. Both TS patients and their
mothers are respectively feeling isolated in a
different context. The former feel loneliness
escaping from a medical context and the story of
recovery. They can’t adjust themselves to those
stuffs nor can they easily share their feelings to
someone. In that sense, they feel alone. However,
their mothers, who have to face their daughters’
disease by themselves are also lonely. Originally,
on one hand, agony in illness is individual and
subjective, on the other hand, it is deeply
connected to a social relationship. (Hoshino
2006: 76). That means, this loneliness is also one
of “difficulties in life”.

As made clear in this paper, the patients’
“difficulties in life” are established in their
relationships with their families and not the same
as their families’ “difficulties in life”. What
became unveiled at the same time is the patients’
families are also “people concerned”, who have
“difficulties in life” originated from the disease.
These facts won’t appear from a medical
observation (medical examination, medical
diagnosis) that faces patients in physical signs.
However, it wasn’t able to show in this paper
what kind of approach(treatment) is possible for
these “difficulties in life”. I’d like to consider this
as my future theme.

[Note]

1) This paper is the modified English version of
Koguchi, Ryotaro (2019) "Difficulties in
Life of Remission Patients: Sociological
Study of Turner Syndrome" in: Tsukuba
Journal of Sociology, vol.44, 53-62.
Citations hereby refer to "Interdisciplinary
Journal of Phenomena and Order" vol.12.
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2) Both agony and “difficulties in life” are
described in this paper. Both express
physical and mental pain  whereas
“difficulties in life” especially indicates pain
related to an existence of an individual in
living a life.
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