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FOREWORD

Becoming a young adult and moving into secondary school is an
exciting time with new friends and more personal freedom. However,
young adults also experience more sensitive feelings as they start
finding their identity, becoming more independent, and being
responsible for making decisions. Moreover, challenges that interfere
with these processes during this time can be particularly difficult to deal
with. One of these difficulties is puberty. Physical changes for young
women include growing breasts, armpit and pubic hair growth, changes to
body shape, and the start of menstruation.

Congenital Adrenal Hyperplasia or CAH is a genetic condition leading to
enlarged kidney glands and inability to produce the hormone cortisol (a
hormone which helps to regulate the immune system, energy, and helps to
cope with stress), in.some cases inability to produce aldosterone (which helps
in salt regulation), and too much androgen production (male sex hormone).
For young women' with CAH, too much androgen often causes various
psychological challenges.

Whilst the families of girls living with CAH in high income countries can

usually affordably access the medicines and treatment needed to achieve a
pvery high quality of lifeit can be very difficult for families in resource poor
countries to afford or access the medicine and healthcare needed to
nanage their daughter’s CAH. Not taking medicines regulcrly can cause

VG ark and rough skin. This c prevented and overcome
vith early tion and diagnosis and reg medication. However, for
sé who experienced late detection of CAH or do not take the correct

'gnedlcqhons, the above-mentioned challenges can ‘occur, and may also
T |
m others, having low

cause psychological healt

P logical issues can include feeling different go

self-esteem, having unstable emo'rions,)éemg offended easily when

people talk negatively about havij H, worrying about, th re,
ding relations with the opposite

concern about making friends' and
being teased, and difficulty

4

. )
y sex dating), stress resulting
learning how to be open with others.

‘i{ ) ron'rh Iack of menstruation, deep v?rge Adam's apple, facial




This book hopes to help with challenges which can affect young
people with CAH, particularly young women. To be a source of
inspiration for those who are feeling the difficulties of their condition
instilling in them a spirit of optimism and determination. This book is
packed with interesting discussions so it is easy and fun for young
women to read. Each section begins with a real story from a young
person living with CAH in Indonesia, which we hope will be a light
and motivation for young people with CAH, wherever they are in
the world.

Warmest greetings,

All conirkns
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The stories in this book are
based on true life stories from
young people with CAH. The
names used are pseudonyms.
Similarities in the stories' plot
and setting are not intentional



¢ o lettec twot 2
a seat to

Twis &
oung Wom?d
(1) about the

chauenqes og Living

-
i with CAY 200 how to
1 oveccome themn
- deox Jiox:a‘.)
| my m§n3 \oolk e wrarrer showss e
—— usualy dark and du\\ swin, & Levs f»iwvf»ks affco.rima,
—— the vafao‘AL and dew i shave d\o«i\ta. g
= a::(’ua\\ca o 3&\'\, bt there s sow.d"‘-;ma o bit differert
—
____i I Ay Bo&ta. my yoiee 1S deeper e & Bota's, vy
2 shoulders are wnde and e $fron3<r~t\r\o¥\ waost
:—"—J\ 3§r\$ vy a<3<. av sti\ & 33\'\? i aet <wJ°ar\'aL$$<J
H wihen i tuante sboout it and f(of\e often tease W<
would be better

& about the aﬂoco.ranoc of vy body-
| 1 pnd dont ey toinotee

Semovm\c;x‘,l;l_becembev?.O\S






-ﬁowz LIVES,
o YOUTH WITH CAH/A¥,

A Am | a boy or a

girl? (pg. 6-7)

~ A #9
Why is m voicQ )s
eep? (pg. 4-5 .
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angry easily?
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°Can I have a family

in the future?
(pg. 16)
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¥ Me too. I'm feeling a tummy P;urts

Have you got your
bit cranky.

R — I know right...
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Why don't | get
my period?

#




Starting menstruation, or
'getting your period' can be

something that young women ‘
look forward to. It may also g
cause young women to feel scared, anxious and

‘ ‘ of course curious.

Turns out there are many stories about the first time

someone had their period
Some are happy,some are confused about the
best way to use pads and tampons,
some are scared to see the blood,
some are in a lot of pain, some end up crying or
even fainting,
and many other stories. ) l

' But there can also be other challenges
' when all our friends already have their
period but we don't. We can feel

really different and uncomfortable
when our friends are talking
about it.
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Hello I'm Bintang, I'm a CAH S Oh... I'm Bulan, I'm a CAH patient =
' — : . —

patient. I'm waiting for the too but | haven't been taking

doctor to help me with my medicine. I'm feeling sad because
medicines. And you? I haven't had my period yet.

| started getting my period in

'" junior high school . The doctor
- dont dicine? _ u said it's because I've been . S0 you mean if |
ou don' take medicine¢ taking medicine regularly since

ke medicine regu-
| was a baby.

fmm

Yeah, it's been a very long time
| haven't received treatment.

| think so!
Let's go ask the doctor.




AMI

CANI
?
NORHAL MENSTRUATE?

All young women with CAH are capable of
menstruating normally, because their internal
reproductive organs are the same as other women.

Menstruation is a process that occurs in the body because of
female hormones such as estrogen and progesterone.

for young women with CAH who don't take medicine, the level
of male hormones will be very high. The male hormones,
mainly androgen, can upset the balance with the female
hormones. The result for young women with CAH who don't
take medicine regularly is that it will be very hard for them to
have a regular menstruation pattern.



Hey, why are you
day dreaming?
What's up?

Be calm and take a deep breath. Then, turn
your head twice to the right and twice to the
left. Now, try laying down on your back with
your legs bent and palms on the ground next
to your ears. Slowly lift your waist and push
through your feet and hands to create a
Bridge Pose.




SO, Whal"s fhe
Solution?

docrinologist of

Visit a puedicﬂric en

pediatriciun soon for a check-up-

Take your medicines regularly

be patient and keep

3y

‘ = /. taking the medicines for a little longer
. L

| il

oy,

AND
DON'T
FORGET
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'.1audition.

Please sing one by one so
you can be judged for the

Lalalalala..... L
lalalala :

-
L1
-
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1
Oh no, my voice sounds like
a boy's... They'll probably

make me sing in the boy's
section...




#2
Why is my voice SO DEEP?

j) eepening of the voice is one of the signs of puberty

fo boys, but it can be difficult if it happens to girls. This is
because for most girls, their voice doesn't change much
during puberty.

For young women with CAH who don’t take medicine
regularly, their voice may deepen during puberty, which
can be challenging .

This can happen because of exposure to high levels of
male hormones, due to medicines not being taken
regularly, which results in growth of the Adam's apple and
of the voice.

A deep voice can sometimes be considered weird by other
people and they might even use it as a taunt. If this
happens, women with deep voices can lose self-confidence
and withdraw from social interactions.

4



Don 't worry; having a deep voice is not everything.
We can still make use of all our talents and have
achievements and a happy life. We are capable
of success as young women with CAH. Just look at
the stories in this book; young women with CAH
remain capable of leading good and successful lives

0 ‘ @ when they have regular medication.
TFocus on the things which lead you to

Sometimes we need to just care less
about what others think. Find your talent
and then find a way to make the most of it.

Put yourself in a good enwironment with
good friends, who can motivate you and
accept you as you are. This will help you

feel confident.

Share your concerns and challenges
with someone you trust, so that your

load is lightened.

One more thing which is very important and
should not be forgotten: Latie your medicines
regularly following your doclor’s
recommendalion. Taking your medicines
regularly will help with these challenges.



My skin is rough and dark,
| have lots of body hair,
and my breasts are not
growing like other girls.

Am | a boy or a girl?




#3

Am |l aboy or agirl?

‘When you are a teenager, there are a0 many important
questions in life. There is a lot lo think aboul.

Whot will 1 be lie
whean T Okde(?

Who Am 12
g
> [ )
Whot 2ce my A(eIMS? 1 —

~—

[}

Young adults usually think a lot about how they, and
others, look. Skin conditions like acne and oily skin
can affect the self-confidence of young women.

The physical signs which may appear in young women who
don't take regular medication include:
4Rough and dark skin
48Small breasts
4Coarse and dark hair on the face, armpits, and pubic region

6



CONFIDENCE

Know that everyone will face
different challenges in life, so
accept your challenges with the
confidence that you are capable
of overcoming them. Believe in
yourself; that you have the

TAKE MEDICNE

REGULARLY FOLLOWING ‘.f.,_':

YOUR DOCTOR'S
INSTRUCTIONS

With proper
medication, dark skin
will lighten and breasts
will develop.

potential to thrive.

ek

SEE A PSYCHOLOGIST
Seeing a psychologist
can help you find
your sense of self and
better understand
your desires, which
will alleviate burdens
and allow you to
prepare for the

_future.

OVERCOME

PHYSICAL CHALLENGES

TAKE CARE OF YOURSELF.

Keep taking care of yourse s
with a clean and healthy life,
because with an organised
life we can start the day
cheerfully. Also, we can make
a routine of removing hair
from areas where it is not
wanted.

7






Children, please introduce
yourselves and tell the class
one thing that you're good
at, one by one.

I'm Indah, I'm good
at poetry...

I'm Bintang, | am a
diligent student.

I'm Rani, | like
maths and physics.

I'm Bulan, I'm the shortest
in the class but I'm also
very agile.
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#1
Why am |
so short?

v,
=(
-

Body height is often
important to teenagers.
Young people with CAH
< % who don't take their
medicine regularly or were
diagnosed late can have a
childhood growth period
which is faster than usual.

-“.'...l--‘
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Early on, children with CAH will be taller than their friends. This is
because of higher levels of testosterone in children with CAH which
will be partially converted to estrogen and will cause bone
maturity to occur faster. When bones mature, they lose their ability
to keep growing, meaning that growth will stop sooner. This is why
the final height of young people with CAH can be shorter than
their friends.



Learn to Think

be positive
Grateful

Most us will never feel satisfied with ourselves. So, if the doctor says
our bones have matured and we will not grow any taller, we must
learn to love and accept ourselves the way we are.

Don't be disappointed, for many jobs it doesn't matter if you are short
or tall. We must choose what suits our best, remain positive and
focused on our strengths, and achieve our dreams.







| am a girl,
but my voice is deep,
my body is stocky, and | have
codrse body hair, not like my little sister
who is beautiful and has a soft voice.

Many people tease me

My friend said and call me a boy.

my skin is really black

like charcoal.




#5
Why do | get
angry so easily?

@@ﬂ B@@

Do you sometimes get easily offended by what your friends or others
around you say?

This feeling sometimes arises when young people have unstable
emotions in the days before menstruation. Besides that, these
uncomfortable feelings can arise when there’s a lot on your mind,
which leads us to outwardly express emotions like annoyance and
anger toward others.

Being angry is normal and OK if it happens occasionally, but it

can be a big disturbance to our lives if we feel angry often. ’ ’

For young people with CAH they might feel overwhelmed with
different things that happen in their lives, For example feeling
annoyed at having to always take medicine or always being asked
questions about themselves. Feeling angry is a negative emotion
which is not good for us. Being angry can make it more difficult to
solve our challenges, and can even cause various physical illnesses
that interfere with activities



WAYS TO CONTROL

ANGER I . 3

=K 5 ~
SMILE WHEN MET WITH
A CHALLENGE

Smiling will help you to feel

happier. Try to remi{‘d DO THINGS THAT MAKES YOU
yourself that anger is not a FEEL GOOD
good way tfo solve

Do things that make you feel
good. You could go out with
friends or try a hobby such
as writing, singing,
photography, or sports.

challenges.

SHARE YOUR CHALLENGES WITH
SOMEONE YOU TRUST

You can tell your challenges to
someone who you are close to.
This is important to help you
feel calm and motivated. You
might also want to talk with a

Sl psychologist about how to be
- @ . better at dealing with your

- ’ emotions.

| want to
tell you
something

WHEN THERE IS A
CHALLENGE, BE CALM,
OPTIMISTIC, AND BRAVE
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#6
| want to have

more friends

Being different from our friends can make us feel embarrassed and shy.

Different people with CAH will react in different ways. Some don't
care and will continue their everyday lives, however some will pull
away from their friends. If this isolation happens for too long, we
can feel lonely and be less happy about our lives.

““THE FEELING OF NOT HAVING FRIENDS MIGHT
ACTUALLY JUST BE IN YOUR MIND”

nnn

You might have heard people say that what we do is an embodiment of
what we think. When we are open to others, they will feel more comfortable
being open to us. With a pleasant persondlity, a tendency to help others,
warmness, and attentiveness, we can then connect with others and make sincere

friendships through strong and courageous intent.
Believe that everyone has weaknesses and
challenges; no one is perfect. When we are able

to- support others in their shortcomings, then we
will find that others support us in ours.

12



| want to be a doctor
or maybe a nurse or a teacher.
But can | have dreams like that2
| have a lot of challenges...

b
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#7
Canldream?

Everyone has the right to dream and 2 chance to
foulfil their dreams, the difference is in the will and
determination to realise the dream.

There are many stories of children with CAH who
were able to achieve their dreams by utilising their
talents.

So what are you waiting for?
Let’'s start now,

Think of your dream, write it down, and maKe
it happen!

Dreams are the key

To conquer the world CaN I

Run withovut tiring 2
Until you've reached your goal.

Run and laugh dReuM -
Though the world is not as

beautiful as heaven

Be grateful for the power of

Our love in this world...

Forever...

Love life

Be always smiling
Though life often isn't fair
Love completes us

(Translated English lyrics to
Laskar Pelangi by Nidji)

13



The medicine s
the PEVIL

R The
med' wmes

medigiwe_g‘" My medicines
have many
Side eHects




Taking daily medicine can be a
challenge in itself for young
pecple with CAH. The main

reasons for not talking medicines
regularly are feeling bored or
annoyed and forgelting the
consequences of
not taking

them.




If T
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, Strong inleni
Remind yourself that your medicines are like vitamins but for CAH
patients. Your body needs the hormones in the medicines, but you
cannot make them by yourself, so medicines for people with CAH are
essential and safe to be taken for their whole lives.

Ik a close friend or family member lo-remind you to take your
medicines on time
3‘Ifeep a record when you take your
lici

V) N
:

This can help to get used to taking your
medicines and see how disciplined
you've been.

) 4‘Uae your phone alarm
Don't forget to

take your Your phone's alarm clock can
medicines remind you when it's time
take your medicines.

h o :
< QQ(Prepamt(rleada,
better life by taking
your medicines
s regularly e






Daughter, work hard in school... .

be kind so you can find a good | . Yes mum...

husband. Your mother wants to : (Will | be able to get married

have grandchildren. “ | and have children like other
girls222)




LY 3T

L5 45

22 3 LA RS TR 3 ok

. Every person has the right to dream of

. and hope for a family. Young people with

. CAH still have the chance to make a

" happy and harmonious family. Many CAH

. patients are married with children and
have happy families.

meoatbnportardﬂﬁnqwhaueﬂwdmnceqfnwkhtq}z
' , Jamily is to take your medicines reqularly so-that the ]
hormo:wathatmakey.gmwamba[amd

‘ @ X
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#10
How can | be

SELF-CONFIDENT AND OPEN?

There s a study in which participants were asked to do some strange
things, for example wearing their shirt inside out or wearing
mismatched shoes. Two participants were asked to display these
unusual behaviours in public to see the public's reaction.

One of the participants was very confident so the people around her were not
particularly aware of the peculiarities, meaning that she was able to mingle
easily with those around her. The second participant was asked to act shyly
and with less self-confidence, as if overly self-aware of her unusual
characteristics. This drew the attention of the people around her and it was
difficult for her to mingle with others.

Self-belief and openness with our surroundings are important fo building
relationships and having friends who will be emotionally supportive when needed.

Then how can we do this?

17



How can | be
wmove se\f -
confident and

, FIND AND REACH YOUR
POTENTIAL

through school activities, courses,
sports and competitions. By
understanding all the potential
that we have inside ourselves, we
can feel more and more self-
confident.

IND A POSTIVE ROLE MODEL

who can help to motivate and
inspire you.

BE BRAVE

When people ask you about
something, remember that your
opinion is valuable. Cherish your
thoughts.

T



I'm ready to burst

with emotion.... Fl-l'" ,am

A failed love....

My chest is pounding, is this what
people call love?

Do | deserve to feel this way

about him?2




#Il'
Dol deserve
‘fo love? A

During adolescence, feelings of attraction for the opposite sex begin to
emerge. Aftraction to the opposite sex is quife'normal in
adolescence. A pounding chest and feeling very happy when
meeting with someone are things that can happen when you 'like'
that person.

For someone with CAH, attraction and love can be difficult. There
is no Issue with someone being attracted to someone of the
opposite sex. Everyone is entitled to love and to be loved. Sincere
relationships involve accepting each other’s strengths: and
weaknesses

Taking your medlcmes regulquy will help your
body to regulqte your female hormones. So
keep in hlgh sp*s and don't forgetto
enjoy -your teenage years.. &




Hit anyone who teases
you"

Come on, 11 ust h|t them!!
Say somet back to

h|m so he k nows how
angry you are!!

Be patient, stay

positive and try

to be a good
friend.




#12

How to deal with
teasing?

“I've never met a strong person
with an easy past.”
A personal challenge can be a
chance to become stronger.
Teenagers do sometimes tease
each other. Teenagers with CAH
will very likely be teased at some
time. If the teasing is taken very
seriously and is thought about a
lot then it can make us feel very
sad, even leading to not enjoying
being a teenager.

WAYS TO DEAL WITH T?—%AQNG«?

APPROACH ALL BE WELL BEHAVED

SITUATIONS CALMLY AND towards people
WITH A SMILE, 4 ' who tease you.

remember these taunts - \

are unimportant/ - STAY HAPPY
meaningless. - AND POSITIVE

THINK POSTIVE

because positive
thoughts will help you
grow to be more happy.

SHOW PEOPLE THAT YOU
ARE AMORE THAN WHAT
THEY THINK!
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DOCTOR a

Question & answer page

1\/'

e Can someone with CAH be
cured, Doctor?

e Someone with CAH cannot be

e cured, although they can be
treated. Treatment replaces
cortisol while decreasing the
levels of male hormones
(androgen and testosterone)
which are too high. For the type
of CAH which affects salts,
treatment also adds another
salt-retaining hormone. With
treatment, someone with CAH
can live a normal life like their
friends, provided that they take
their medicines according to
their doctor's instructions.

Do | have to take my
medicine for the rest
of my life

A, Because the adrenal gland cannot make

@ cortisol, and sometimes aldosterone, for
the rest of your life, a medicine to replace
this deficiency also must be taken for the
rest of your life. Although the medicine
must be taken for your whole life, there is
no need to worry as the medlcme is
replacing the hormone which can't be
produced by the body. Similarly to a
vitamin deficient person taking vitamins,
people with CAH who are cortisol
deficient must take cortisol.

22



DOCTOR a

Question & answer page

1\/'

What will happen
®if | don't take my
® medicines regularly?

AO If medicines are not taken regularly, androgen

® or other male hormones will have a very high
level in the blood. This can lead to young
women experiencing masculinisation or
physical changes that usually happen in males,
for example enlargement of the clitoris, facial
hair, and deepening of the voice.
This can be avoided if medicine
is taken regularly from a young
age.

What are the side-effects
® of taking medicines for

my whole life?

A. With the correct dosage, not too low or too

® high, and regularly timed consumption, the
medicines are safe to be taken for your
whole life. This is because the body needs
these medicines to produce what it cannot
produce itself.

® Can | menstruate like my

friends?

Ao When medicines are taken properly, young

® women with CAH can menstruate normally just
like their friends. However, if the medicines
are not taken properly, then menstruation can
be disturbed and even not happen at all.

23
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CAH INSPIRATIONAL
STORY:
A JOURNEY
TO SUCCESS






I call the sun as a friend

I grew up in a small city in Central Java. | lived in a rural area which had
a temperate climate and was very beautiful. When | was still young my

CAH was diagnosed and at that time few people knew about the
condition. | didn't tell people about it because | thought it was too hard to
explain such a foreign thing to people. After some time rumours appeared
about CAH which were far from the truth. Some people said that | had
brain cancer because | often went to the hospital for check-ups. | can | only
laugh when | hear rumours like that. Let it be that only my family and |
know. At first this gossip made me feel sad and added to my worry about
being told that | have to take medicine for the rest of my life. | think there
were no other people in my community with CAH.

Was | the only one? When | had a check-up at the doctor | found out that
there were many others with the same condition. | felt relieved but also
sorry that there were other people who had the same issues as me. There is
no use being sad, for me it's better to continue in a life full of optimism. |
never ignore what others say. Every day | continue enjoying my life.
Although at first my skin was a dark colour, my face pimply, and my body
a bit fat, | believe in myself. | have many friends, not only my own age; |
can make friends with all kinds of people. Joining youth activities in my
village was one way to avoid being lonely.

24



I’'m still becoming
used to taking my
medicines reguiarly.

’m becoming more confident in my abilities. | even take the time to
make myself look prettier so people see me as more feminine, and

I'm already good at putting on make-up. To be honest | still really
want to have a normal height and better figure. Although I'm not
totally satisfied with how | look, | feel happy because | feel like a
normal woman and | get my period. My skin is softer and my
pimples have started to disappear. And of course I'm very happy
that my breasts are starting to grow.

What’s added to my happiness is that there is a boy who is interested
in me and wants to marry me. We are currently engaged. We have
begun planning many things for our future together. My fiancé is
one of my motivations to continue my therapy with discipline so my
condition continues improving. He supports me by always reminding
me to take my medicines. He says that if | didn't take my medicines
then it would make him feel that | didn't love myself. But this is one
of the ways he shows affection and respect for our future together
because the impact of my health is not only on me but also on him
and our future family. Our deepest desire is that later we can have
a baby. | feel lucky because | met someone who understands
me and loves me as | am.

Tw‘\\‘\g\r\'\' at the end of 2016,

Matahar
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My name is August

Righi NOW ['m sitting in my senior high school class. Soon | will take
the national exam. | have been studying hard because | really want
to get into college. Of course | haven't been forgetting to take my
medicines. | feel that my medicines help me to think clearly so | can
study better. But not only that. Also, my appearance is changing little
by little. My breasts are growing, and | have more confidence to
socialise with my friends. | now have lots of friends, which is different
from before when lots of people teased me about my condition.

Of course taking medicines every day means that sometimes | feel
bored and lazy. And so | use forgetfulness as my excuse for not
taking my medicines. Also, | have so many school activities which
means that my schedule for taking medicines changes. This can lead to
my period becoming irregular, my skin becoming dark, losing my
focus easily, and feeling emotional. | feel sorry and guilty that |
sometimes am not disciplined with my medicines. But for the last three
months | have been very good with visiting the doctor for my check-

ups.
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THERE’S NO NEED TO
WORRY ABOUT COLLEGE

Hello, my name is Bulan.

I was born as a girl but in my life sometimes people think my
appearance and style is like a boy. When | was in primary school some

of my friends started menstruating, but | didn't think about it too much
because | thought that menstruation usually begins in junior high school.
By the time we started senior high school, all my friends had started
menstruating, except for me. Some embarrassing things started
happening with my body. | started having facial hair and coarse hair in
my armpits and on my legs and it was startling because it was like what
was happening to boys who have a penis. | wasn't as tall as most boys
but then why did my breasts not grow so that | had a flat chest like boys.

The most upsetting thing was when people mistakenly thought | was a
boy. It made me feel stressed, until | would cry because | didn't know
what to do. | tried to hide my body from my friends, especially when
there was swimming class at school or my friends asked me to go
swimming . | would turn around so that my friends could not start asking
me questions. | could not answer and explain to them because | was also
confused and didn't know what was happening to my body.
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I didn’t want
my friends to
stay away from me.

Until recently | would only tell and show the changes to my body to my
mum. After going through a long process, the doctor said that I have
CAH and that | must take medicine for the rest of my life. | have been
given a lot of support, mainly from my family. | decided to start the
medicines like the doctor said. After | took the medicines, many of the
differences with my body slowly started to change.

One month after | started the medicines, at age 17, | got my first
period. More changes followed, for example the hair on my face and
body that was black and coarse became white and soft, then my
breasts started to grow slowly, though not like other girls but | was still
grateful for it.

Being frustrated, feeling lazy, and sometimes forgetting to take my
medicines are obstacles to my therapy. But | must get used to always
taking my medicines so that | keep getting better. | am thankful
because | have learned many valuable lessons from this experience. |
believed in myself that | could get into college and continue increasing
my group of friends. Now I'm studying for a psychology degree in
Semarang city. | want to help others who are in a similar situation to be
optimistic and energised in their lives.

On a full moon, 1% November 2016

Bulan
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HAVING CHILDREN AND A HAPPY FAMILY

People with CAH can't have a family?? Who said? The proof: | have a
husband who loves me and am blessed with a healthy and smart
daughter who doesn't suffer from my condition. The secret to this is that |
take my medicines following my doctor’s instructions.

At first | felt awkward about my body. | didn't develop like other
girls. | was stressed and scared to think about it. At my age surely
menstruation should have started but it had not. My body was dark,
my voice like a boy's, and | was stockier and stronger than other girls.

| didn't want to look at myself in the mirror. How could it be, it seemed
like a male body was taking over my body. Others were scared of
my appearance and would not believe that | am a girl. My cousin also
experienced the same changes. Eventually we decided to get a check-
up and ask about our condition. After being referred to another
doctor, we learned about our condition but in our area there were not
yet adequate facilities so we had to go to the regional hospital.
Finally, we learnt for sure that we had CAH.
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I feel lucky because
I'm not too late to
get medicines to
help me.

I decided to change.
I want to become a female,
completely.

Routine medicine taking is the key
to success. My menstruation
becomes regular so | am able

to bring my child into

this world.

I am so grateful for

my husband who supports me

and my baby daughter who
strengthens

my spirif to confinue facing my life
with zeal.

%mes*svee‘\"wgsﬁm we,

Bwta ng
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] AM A RUNNER




The idea of CAH is quite foreign for most people. | feel that there is
not much knowledge about the condition. | decided to follow the
suggestion of my parents and have a check-up with a doctor. Every
three months | go to a doctor to have a check-up and get my
medicines. Honestly I'm still not very good at taking my medicines. My
school activities sometimes make me forget.

| live with my grandmother and she also often forgets to remind me to
take my medicines. For the sake of my future | know | must take my
medicines regularly. Support from my family gives me more
encouragement to become better. Of course | am still training to
become better in my physical activities. Even after being put in a higher
age group for the race I still came in third. Recently | haven't been
entering many running races as | want to focus more on my studies.

Gvee‘\"w\gs from \n'\s\n ‘W the trees,

Ams‘m
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Maximising quality of life for children living with
chronic health conditions in resource-poor countries through:

1. Access to affordable medication and equipment
2. Education, research and advocacy
3. Dptimising medical management
B 4, Encouraging family support groups
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