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MIEN TRU TRACH NHIEM

Néi dung cOa cuén sach nay khéng

nhdm thay thé cho loi khuyén y t& cia céc
béc si. Céc doc gia nén thuong xuyén
tham khéo y kién bac si vé cac van dé
lien quan dén st khde cba con céi minh
va déic biét lién quan dén bat ky trigu
ching ndo c6 thé can chén dodn hosic
chém séc y t&.

Mét s& tén va chi tiét nhéin dang dé duoc
thay déi dé béo vé quyén riéng tu cia
céc nhéan vét trong séch.
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DISCLAIMER

This book is not intended as a substitute
for the medical advice of physicians@
The readers should regularly consulta
physician in matters relating to his/her
children’s health and particularly with
respect fo any symptoms that may require
diagnosis or medical attention. \é

Some names and identifying details have
been changed to protect the privacy of
individuals.
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Talk to a therapist if you need advice on daily activities such as eating & drinking, sitting, moving, playing, communicating or other. Consult a local parent support group for support. 


LO1 CAM ON
*

Chung 16i v& cung tréin trong va ghi nhén sy déng gép quan trong cla nhing

ngudi me cla tré bai néo tai Viet Nam va chi Nguyén Thuy Chi, nhing ngusi

dai tin tudng vao viéc thyc hién cuén sach nay va sén long chia sé véi ching téi

céu chuyén cia ho.

Dic biét, ching t6i mudn cam on chi Angelique Kester, ngudi da dua ra sdng kién

vé viéc thyc hién cudn sach nay cung véi chi Nguyén Phuong Ha, ngudi da két

ndi ching 16i véi nhing ngusi me cla tré bai ndo va khuyén khich ho chia sé

céu chuyén cGa minh.

Chung t6i muén gi l6i cdm on chan thanh i Quy Liliane da tai trg cho viéc

thyc hién dy én sach.

Ching 16i gui l6i cém on 16i 18 chic CanChild dé chia sé théng tin gié tri vé

“Nhing tU yéu thich cda t6i” ma ching 18i dé st dung nhu mét phén quan

trong ca cudn sach nay.

Chung t6i muén cam on chi Nguyén Thi Minh Chéu da diéu phéi dy an séch

va bién tap cuén sach nay bang sy tam huyét va dam mé, va chi Pham Lé Thy

Trang, ngudi da thiét ké sach va minh hoa nhiing bic tranh déy y nghia cho

cudn séch nay.

Chung t6i muén danh lsi cdm on déic biét t6i nhiing ngudi dé kién nhéan danh

thei gian hiéu dinh ban dich cda cuén sach, bao gém Tién si John William

Powel OBE, Andrea Celine Queada, Katie O’Neil, Tan Wenshi. Nhing loi

khuyén nghi chi tiét cia cac ban da giop ching 18i hoan thanh cuén sach nay.

>k
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LO1 GION THIEU TU TRUNG TAM NGHIEN CUU PHAT TRIEN HOA NHAP

Cuén séch “Hanh trinh d6n nhéan va yéu thuong - Chia sé coa cac cha me & Viét Nam va
cdc théng tin vé bénh bai nao” duoc ra déi tr mong muén réing qua nhiing céu chuyén vé
hanh trinh cGa cac cha me, nhiing ngusi cham séc tré bai néio, céic can bo y 1€ va cong déng
s& c6 thém nhing hiéu biét vé nhau va thédu hiéu nhau hon. Ngodi ra, cuén séch con gdi gém
théng diép rang tré bai ndo c6 quyén fiép céin véi céc co hdi mét cach binh déng dé c6 thé
phdt frién fiém néng cda minh ciing nhu tham gia hoa nhéap x& héi nhu nhing tré khac.

Cuén sach la tap hop nhiing buc thu cda 13 ngusi me cla tré bai néio va chi Nguyén Thuy
Chi — mét ngudi bai néo tai Vit Nam, nhiing nguai dé sén long chia sé céu chuyén cudc doi
cta chinh ho trong hanh trinh fim kiém nhfmg cdu tra 16i, hanh trinh cda stc manh va vuot
qua thi théch. Vi vay, day thyc sy la mét cudn séch i céc cha me va danh cho céic cha me,
nhiing ngudi chua bao gid tr bd hy vong va lusn luén déng hanh cung véi con minh.

Trong cudn séch nay, ngudi doc cé thé fim thdy nhiing nét tuong déng trong kinh nghiém va
chia sé cia ngudi viét nhu: sy lo ldng va hoang mang, sy mong méi tim hiéu nhing théng fin
vé sy phdt trién cGa con minh, sy kiém fim nhiing y nghia va gidi phdp, su ding cdm va stc
manh vuot [én trén t&t cd moi khé khan. Déay chinh la nhing cdm xdc chén thanh va nguyén
ven chta dyng nhiing théng diép cla finh yéu, kha nang phuc héi va hi vong.

Vi véy, ching t6i mong réing cuén sdch nay s& cé thé truyén cdm hing cho céc cha me va
nhing ngudi chém séc tré bai ndo dé ho cé thé xay dép stc manh, nghi lyc va kha néang
phuc héi, nhiing nguén lyc gitp ho vuon lén trong cudc séng bét ké moi khé khan trén nhiing
hanh trinh phia truéc. Va quan trong hon cd, ching t6i hy vong réng cac cha me, tré bai néo
va céc cdn b y 1 cé thé khéam phd duoc nhiing céch thic dé xay dung nhiing méi quan hé
gdn két va c6 nhiing quan diém méi trong viéc hé tro tré bai néo.

Trung t&m Nghién cGu Phét trién Hoa nhéap
Ha Nei, 18/10/2019
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INTRODUCTION BY RESEARCH CENTER FOR INCLUSION

Embracing the journey - Sharings from parents in Vietnam and information about
cerebral palsy grew out of an intention that through knowing the journeys of ’rhesren’rs@
caregivers of children with cerebral palsy, health professionals and public would come to
understand each other better. Moreover, the journeys were written with the message that
children with cerebral palsy have every right to equal opportunities to develop to their fullest
potential as well as participate in an inclusive society as other children.

This book is a collection of letters from 13 mothers oren with cerebral palsy in Viet Nam
and Ms. Nguyen Thuy Chi - a person with cerebral palsy, who wanted to share their real-life
stories in the journey of ﬁnding answers to the questions in their |ivesngth and overcoming
challenges.

Readers can find many experiences that may reso@with theirs: the fear and confusion, the
longing to have information about the developmenf of their child, the search for meaning and
solutions, and the courage and strength rising out of the challenges. These are raw and honest
emotions and feelings that carry the messages of love, resilience and hope.

Thus, we hope that this book will inspire parents and caregivers tocl resilience and strength
that enables them to s’rrivlife despite any challenge that comes along the way. More
importantly, we do hope parents, children with cerebral palsy and health professionals will -
explore potential ways of forming close relationships and new perspectives in supporting
children with cerebral palsy.

Research Center for Inclusion
18 October 2019
Hanoi, Vietham
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1 LO1 MO PAU TU ANGELIQUE KESTER

Déc gid thén mén,

Quyén séch nay duoc viét vé nhing céu chuyén trong cuéc
séng. Déic bigt, dé Ia nhiing céu chuyén gidp hiéu thém vé
suc manh cing nhu nhiing thu théch trong cuéc séng cua
1ré bai ndo va gia dinh cia ho. Quyén séch nay duoc xudt
bén dé céc gia dinh cia tré bai ndo 6 thé doc vé kinh
nghiém cda nhiing gia dinh khéc, dé biét réng ho khéng hé
don déc. Bén canh nhiing céu chuyén dén tr céc gia dinh,
quyén séch ndy con cung cép mét sé théng tin co bdn vé
bénh bai ndo va céc goi y dé fim thém mét s6 huéng déin
vé bénh bai néo.

Trong suét mudi bén nam lém viéc tai Vigt Nam, ching

16i d& c6 may man duoe ggp rét nhiéu tré bai ndio va gia
dinh cia ho, nhing nguoi dé chéo dén ching 16i va chia

sé véi ching 16i nhiing céu chuyén vé cuéc doi ho. Déi véi
réit nhiéu nguoi, viéc duoc chia sé nhiing céu chuyén, duoc
cdm théy yéu thuong va duoc Iéng nghe, mang lai nghi lue
s6ng va sy khudy khod. Va ching 16i ciing ¢6 co héi duoc
lam viéc véi nhiing cén bé y 18, nhing nguoi da gidp ching
16i hiéu séu hon vé nhiing céu chuyén ndy, gidp ching 16i
c6 thé thdo lugin vé dinh huéng, phuong phdp can thiép can
thiét dya trén quan diém cua gia dinh.

Vi cdc cha me, khi biét duoc réing con minh I tré khuyét
tét hay tré bai ndo cé nghia réng céc phy huynh nén c6
nhiing diéu chinh trong ky vong cia ho vé cudc séng cua
con minh. Diéu ndy c6 thé khién céc gia dinh tréi qua mét
thoi gian dau long khi nhén duoc chéin dodn hay khi réi
qua nhing giai doan khéc nhau cia cuéc séng. Hau hét
céc cha me, khéng chi riéng & Viét Nam ma con & khdp noi
trén thé gidi, van chua tim duoc céu rd Ioi cho céu héi réing
bénh bai néo s& mang dén diéu gi cho con ho va gia dinh
cUa ho. Ho thét sy cén c6 nhing théng fin chuyén séu vé bai
ndo cing nhu sy phét frién cua iré bai ndo. Théng thuong,
céc phy huynh cén va mong duoc tham véin dé ho c6 thé
baiy 18 nhiing hi vong, lo Iéng va nhu cdu cda ho véi nhing
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ngudi gén gii véi ho, va véi ¢ nhiing cén bé y 16, Tré em
va cha me cia céc em can phéi duoc tham gia vao qud
trinh ra quyét dinh vé nhing can thiép cho #ré. Diéu dé c6
nghia I& ho sé théo lugn véi cén bé y 1€ vé céc wu tién, viéc
lép ké hoach va viéc trdi qua chuéi hanh déng sé cung fién
hanh véi nhau: vi dy hé tro tc thoi, giém nhe génh néing va
x0d bd rdo cén va téing cuong néing luc. Viéc réi qua chudi
hanh déng ndy gitp cha me cém théy duoc tham gia nhiéu
hon, t fin hon va cé cdm gide ty chu déi véi cudc séng cla
ho cing nhu sy phét frién cua con ho. Va trong qué frinh
dy, viéc hé tro gia dinh, theo sét céc bude va cong fim kiém
gidi phép sé gitp dép ung va thyc hién duoc cée nhu céu
cUa gia dinh.

Nhing hé tro can phdi duoc frao cho 1ré va gia dinh cua tré
bét k& muc dbé bai ndo cia céc em.

Mét cude séng chu déng, vén déng co thé thuong xuyén do
c6 hay khéng c6 sv gigp dé va tham gia vio céc hoat déng
trong gia dinh ciing nhu trong céng dong la diéu rét quan
trong dé c6 mét sy phét trién, suc khoé va mét cude séng
tich cuc. Hay séng mét cuéc séng hanh phic va hdy séng
mét cudc séng ma ban muén, cém thdy duoc léng nghe va
16n trong quyén cua chinh minh

Bai ndo khéng cé nghia la ban khéng c6 khé néng lom bét
cu diéu gi. Téi hy vong réing quyén séch ndy sé dem lgi mét
vai céu 1rd o1 cho céic ban va gidp gdin két cuéc séng cia
tré em, cha me va nhiing cén bé y fé.

Gdi loi chic tét dep nhét 161 tét o6 déc gid,

Angelique Kester

Quy Butterfly Basket — Quy Liliane
va 16 chic Enablement

C& véin cao cdp vé Khuyét tat Tré em
Chuyén gia Hoat déng tri liéu Har Lan



INTRODUCTION BY ANGELIQUE KESTER

Dear reader,

This book has been written to share stories of and about
life. Stories that help understand the strengths and
challenges of the lives of children with Cerebral Palsy
(CP) and of their families. It is for families to read about
experiences from other families, to know they are not
o|onsio|es stories, this book provides some basic
information about CP and offers suggestions on where
to find additional guidance.

Working in Vietnam for the past 14 years, we were
privileged to meet many children and family members
who kindly welcomed us into their homes and shared
their story. For many, being able to share their story,
feeling loved and listened to, gave courage and relief.
Working with health workers further gave us an oppor-
tunity o provide insigh hese stories, which helped

us discuss what interven |on@e needed from the
family’s perspective.

As a parent, learning your child has a disability such as
CP means that you often have to adjust your expecta-
tions about your child’s life. This brings along a process
of grief, not only at the moment of diagnosis but also
during life transitions. Most parents, not only in Vietnam
but all over the world, have unanswered questions
about what CP means for their child and their famil
They have a great need for profession@ormation
on CP and their child’s development. Often, counseli
sessions are desired and needed to express their hopes,
worries, and needs, to people close to them but also

to health workers. Children and parents need to be

involved in making shared decisions about interventions.
This means discussing priorities together with health
workers, setting goals and going through an ABC of
actions together: i.e. Acute support, relief Burden &
removing Barriers, and increasing Capacity. Going
through these processes together helps parents to feel
more involved, confident, and to have a feeling of
self-control over the life and development of their child.
This process requires sensitive coaching of the family,
monitoring process over time, and looking for solutions
together that both are attainable and match the needs
of the fomi|y.

Support should be given to families and children with all
levels of CP. An active lifestyle, moving your body with
or without help and participating in family and com-
munity life are important for deve|opmenf, hea|fh, and
we||being. Being hoppy, |iving the life you want, fee|ing
heard and respected is your right as a human being.
Cerebral Palsy does not mean you are not able @
onyfhing. | hope this book can provide some answers
for you and helps bridge the lives of children, parents

and health workers.

Wishing you all the best,
Angelique Kester

r@ Butterfly Basket Foundation, Liliane Foundation, Enablement

Senior Advisor Childhood Disability
Occupational Therapist, MSc OT
The Netherlands
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LOI MO AU TU NGUYEN PHUONG HA
: x, J. R R Tolkien c6 céu “Tung chdt ting chit mét, con ngudi fa tién xa hon trén
'- hanh trinh dé chon.”
i) V& hanh trinh ma ching 161 - nhilng Gia dinh Siéu nhén - lya chon o mét trong

g nhiing hanh trinh dai nhét - xa nhét
g

Hanh trinh &y di to- noi chua nhiéu nuéc mdt, dau khé, bét luc, khéng cam tam,
muén buéng xuéi... dén nhiing noi ma ching t6i khéng ngd téi- noi ma ching
16i ir& nén manh mé, biét chép nhén, hy sinh va day kién nhén... la noi ching
16i thdy minh da kién cuong, dé séng ngoan cudng nhu thé ndo... dé lam tét
cd dé khéng héi tiéc.

BSi vi, & diém cudi, ching t6i biét réng minh dé lam tét ¢ nhing gi 16t nhét
cho dia con cia minh. Anh mét hanh phic cia con, cho du rong bét ky tinh
trang thé chét khé khan ndo, ciing chinh o “hoa thom qud ngot” trong hanh
trinh cua cha me va céc con.

Nguyén Phuong Ha,
Sang lgp Céu lac bé Gia dinh Siéu Nhén
Phé Chu tich Hoi Gia dinh t6n thuong néo Viét Nam
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INTRODUCTION BY NGUYEN PHUONG HA

J. R. R Tolkien said “Little by little, one travels far on the journey that one chose”

And the journey that we — the Superman Family — chose was one of the longest
and furthest journeys.

The journey starts from a place that gave us tears and misery to the a unexpect-

ed place — where we became stronger, more open-minded, more sacrificing and
more patient..lt is the place where we come to realize how stronger we became

.. that we did everything we could without regret.

Because, at the end of the journey, we know that we did everything we could for
our children. The happiness in their eyes, despi’re how hard they s’rrugg|eo| with
their physical conditions, are the beautiful results in the journeys of parents and

children.

Nguyen Phuong Ha
Founder of Superman Family Club
Vice-President of Cerebral Palsy Family Association Vietnam (CPFAV)

T r




14 - Hanh trinh dén nhén va yéu thuong



J
‘ . Embracing the journey - 15
(N



THU GU1 CAC THIEN THAN!

Chao céc thién than déng yéu cia ¢!

C6 tén la Chi, c6 cling c6 thé trang giéng nhu céc con, chi khéc la cé Chi lén réi, khéng con nhé
nhv céc con nda. Péu thu cé chic céc con sé luén wui, khde, va méi ngdy sé hoc duoc nhing diéu
thu vi & quanh céc con va trén chinh co thé cua céc con nia. Hay tin cé nhé, né thét sy rét thd vi dé!
Trong céc con sé cé nhiing bé hiéu rét ré nhing gi cé dang viét & day, sé cé thoi diém céc con sé
buén, sé c6 mét chit ti thén hay bat mén khi céc con nhén ra sy khéc biét cia co thé minh véi
ban bé déng trang loa, véi moi ngudi xung quanh, réi sé cé chit khé khén khi céc con 161 frudng...
Nhung céc bé yéu o, sy khéc biét cia céc con chinh I mét mén qua ma thuong dé trao fing céc
con dé! Nho sy khéc biét Gy ma céc con duoc goi la “Siéu nhén” déy! Céc con da manh mé séng
va khéng ngung né luc tép di, tap ndi, hay don gidn I tép nhin theo ngén tay me ting ngay, cé biét
6 nhing bé khé ngu, cé bé dau co do géng cing nhiéu... Céc con da gidp cha me minh géan gai
va yéu thuong nhiéu hon, dé la diéu chi cé “Siéu nhén” méi cé thé lam duoc. Sau nay khi Ién Ién néu
6 gdip chdt khé khan thi cée con héy c cho la chuyén nhd théi nhé, ching ta thua suc vuot qua ma!
Céc con biét khéng, c6 ciing nhiéu khi bi géng cing ngudi, tay, chén hoat déng khéng theo y muén
cla ¢b nida, frude day cé rét buén, nhung khi cé biét céch hit thé va thu gidn thi méi khi nhu véy c6
lai quan sét va choi doa véi chinh co thé minh. Vi du khi cénh tay duéi théng cé théy thét ging mét
thén cdy viing chéc, khi nghi vdy cénh tay cé chi cung trong thoi gian rét ngén théi réi né lai cé thé
mém ra va co lgi. C nhu vdy choi doa véi co thé minh sé rét tho vi dé!

Con mét diéu nia khi Ién hon mét chdt cée con héy cé géng di hoc dé hoc ch, hoc ngogi ngd va
bét ké diéu gi céc con thich nhé, hoc dé biét vé thé gisi bén ngodi vé cong muén mau, hoc dé biét
yéu thuong va hoc tép ciing chinh la con duong néng bude moi udc mo cua cée con! Héy nhé chdng
diéu gi la khéng thé cd. Cé tin céc con sé tao ra nhing diéu ki diéu cho chinh minh!

Tu tréi tim c6, tinh yéu luén gui dén céc con, nhiing thién thén mang tén “Siéu nhén”!

Nguyén Thuy Chi

16 - Hanh trinh dén nhan va yéu thucong



TO MY ANGELS!
Have a good day, My Adorable Angels!

I am Chi, and | have the same physical condition as you. The only difference is that | am a grown-up,
so no longer a child like you. At the beginning of this letter, | wish you every happiness and good
health. | hope you can learn great things from the world around you, day by day, and even learn
from your own bodly. Trust me, it will be a very exciting experience!

Among you, some may quickly understand what | am writing here. Sometimes you may feel sad, shy
or untairly treated when you start fo realize that something makes you different from your playmates,
and from the people around you. It may even cause you some difficulties during your school years.
But, My Dear Angels, your differences are a present from God! Owing fo those differences, you are
indeed a “superman”! You are strong, and have worked very hard to practice walking, speaking,
or simply practicing counting your moms’ fingers all day long. I know that some of you find it hard to
sleep, and feel aches and stiffness in your muscles. But you have magic that has brought your parents
closer and made them love you more, which can only be done by ‘superman’ like you. When you
grow up, if you have fo face challenges, take them lightly because we all have skills to overcome them
with easily! | will tell you a secret, sometimes my body is not under my control when | have stiffness.
| was so uypset before, but since | learnt to control my breathing and put my mind at ease, when the
stiffness comes, | just watch and then play with my own bodly. For instance, as my arms spread firmly,
| feel them just like two sturdly branches on a tree. When | think that way, my arms just stay stiff for a
very short while, and then they become soffer again. And | feel how inferesting it is to play with my
own body!

One more thing | should say is that when you grow up, you should try to go to school, learn a foreign
language to help you talk to people all over the world and learn all the other things that you love. To
learn is to know about the outside world in all its wonderful colors. To learn is to love, and it is a way
that can lift your wings to aim higher and fly further! Keep in mind that nothing is impossible. | do
believe you will make great miracles for yourselves!

From the depths of my heart, | send my love to you, My Adorable Angels by the name of “Supermen”!

Nguyen Thuy Chi
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Cau chuyén cua Tit

&y chanh ngodi ban céng sau théi gian néng

néng, khé han kéo dai, nay dé héo va. Nhing

chiéc lé vang, héo va nhu muén réi xa khéi
canh. Canh cay thi gdy gudc, gan gudc, run rdy truéce
lan gié mua déng rét bust. Bay la cay chanh ky niém
cta gia dinh, la cay chanh 6ng ngoai tréng truéc khi
mét. X6t xa va tiéc nudi cam gidc sdp rdi xa cdy chanh
nhu sdp réi xa ngudi than, me déu dan tuéi nuéc cho
cdy hai lén sang va t8i méi ngdly. Méi ngdly déu thém
thi néi véi né nhiing loi yéu thuong dé danh “Cé géng
len nhé”. Va ky la thay, chi sau mét tuéin, ngay tai géc
chanh tudng da chét moc lén mét mam céy nhé xinh,

xanh tuoi, mon mén dang vuon minh lén [én méi ngay.

Me vui suéng, héan hoan va thédm céam on that nhiéu
céi stc séng manh ligt &y. Bét gidc me chot nhé dén
Tit v thdy minh nhu duoc fi€p thém stc manh va niém
hy vong...Phéi chéng tinh yéu
thuong, su quan tam vé
diéu kién c6 & la tho
phan bon tuyét voi
va quy gié nhét
B nudi dudng cho
{ mém non dang
l6n len tung
ngay.
Tit cGa me chao
doi cach day
tron bén nam
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ciing nhé bé, mong manh. Con khéc thét to va cudi
cing that to. Va me thich nhét c6 |& la déi mét con,
long lanh, to tron, nhanh nhen va chéa chan tinh cam
nhu me. Méi lan nhin vao déi mét con, me biét minh
that hanh phuc khi cé con trong cuéc doi nay. Déi véi
béc st va moi ngudi xung quanh, con khéng hoan héo,
nhung déi véi me, con la cdi cay nhé bé dang vuon
lén manh m& méi ngay. Néi khéng hoan hdo, bai khi
duoc 9 thang, con chua biét ngdi, me dua con dén
kham va duoc bdc s két luan mét can bénh me chua
tung nghe trong doi “Bai ndio thé co cing véi hinh
&nh cham bigt héa myelin chét tréng hai bén bén cau
ndo”. Néi vé cam xtc khi nghe bac si két luan lc bdy
gi®, me chi biét pht nhéan hoan toan céi két luan dé.
Trong me la hdng loat céu hdi tai sao, tai sao con bi
bénh, tai sao chuyén nay lai x&y ra véi con, tai sao va
tai sao...Me di tim hiéu théng tin vé& can bénh va nhu
théy réi them. Nhin con théng minh, nhanh nhen thé
kia sao lai cé thé bi céin bénh nay duoc. Nhét la trong
qud trinh mang thai, me hodn toan binh thuéng va con
dé ra ciing hoan toan binh thueng. Cdi cong cuée suy
nghi fim hiéu va phd nhéan théng tin vé can bénh cing
chiém cia me khé nhiéu thei gian, chéc mét chung
mdy théng.

R&i thoi gian tréi qua, khi cac ban cung l6a da biét di
biét chay, biét bi bé goi bé goi me, con Tit me biét con
rét muén lam nhung dudng nhu cé gi dé dang ngain
cén con méi ngdy. “Con muén véi tay cdm céc nuéce



The story of Tit

fter long days standing under the burning
Asun, the lemon tree on the balcony now

became withered. It looked like the yellow
and wrinkled leaves were ready to fall. The branches
of this lemon tree were thin, tremb|ing in the cold
autumn breeze. This lemon tree has special meaning
for our family — a lemon tree that our grandfather
planted before he passed away. Looking at the
lemon tree made me feel regret like the feeling
of the moment of parting from a family member.
| remembered how | had tenderly watered the
seedling twice a day, morning and evening. Every
day | whispered words of love, “keep trying”. What
a miracle! After a week, there was a little shoot rising
from the root, though | feared it could not survive.
| was happy and thankful for its revealed vitality.
Then | realised this lemon tree reminded me of Tit
and my strength and hope were revived. Perhaps the
unconditional love and care that helped to nourish
the little shoot to grow up every day could also work
a miracle for my daughter.

My little Tit, you were born 4 years ago and you
were so small and so fragile. You cried and laughed
loudly. I most of all loved your big glittering eyes.
Every time | looked into your eyes, | was filled with
happiness for having you in my life. You were not
perfect to the doctors and other people, but to me,
you were a little tree growing up strongly each

/

Le Thi Thu Thuy

day. | said that you are not perfect because when
you were 9 months old, you could not sit and | took
you to see the doctor. The conclusion was about a
disease that | had never heard

of before in my life “spastic

cerebral palsy with delayed /
white matter mye|inc1tion

on both sides of the
cerebral hemisphere”.

‘}j

0o

When | heard the T AiNininn
doctor’s conclusion, | i / )3
just denied the reality. A

¥

hundred questions “why’" i!:!
appeared in my mind;
why did you have that
-
J
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me dua, nhung tay con run ldm me oi. Khi me lai gan,
con muén gio hai tay vé truéc 6m chém ldy me, nhung
me oi sao tay trdi cda con laii quét ra sau vay. Con
muén goi bé goi me cho con di choi, nhung khéng sao
néi ra duoc thanh I&i. Con muén ngéi choi xic cdt,
choi 6 16 nhung me oi sao cdi méng con ¢ nga ra.
Méi lén con cdu gién, con khéng chi ldc ddu, ma me
oi cdi lung con con udn cong vé sau nhu thé cdi cung
tén vay me. Con mudn budc chan di cham dét, cém
nhan cdi nén dét néng khi he dén, lanh khi déng vé,
c&m nhén cdi cdm gidc rét rét khi dém lén vién sdi, cai
cém gidc nhéi dau khi dém lén chiéc 6 16 hay cdm giac
truot chan khi dédm lén hat dau, nhung me oi sao chén
con khé cham dét thé, cdi gét chan né ci nhon nhéy
khéng theo y con. Con muén ding gén me, thét viing
chdi, dé xem con da cao dén néch me chua, nhung
me oi, cdi |Ung con né mém, nd toan kéo con ngd
xudng théi.”

Pén luc nay thi me biét béc si da dung, va me khéng
con céch nao khéc la chép nhan sy that. Me loc nay
dudng nhu dé hiéu that nhiéu vé co thé con va trén tét
cé me xdc dinh s& quyét tém cung con chiia bénh. Vi
cham mét ngay la cham mét co héi cho con. Va
hanh trang me mang theo cung con khéng

gi khac chinh la tinh yéu thuong vé diéu
kien danh cho con.

Trong hanh trinh cung con di chira
bénh, viéc dau tién me xéc dinh la
nghi lam tai co quan dé c6 thai gian
véi con nhiéu hon méi ngdly. Dung
thé, véi me, con khde manh chinh
la diéu quan trong nhét luc nay.

Va me khéng quén thdm cém on

20 - Hanh trinh don nhan va yéu thuong

TS Q s

bé & ngusi dé hy sinh khéng ngai vét va ong hd me
con minh vé& mét tai chinh dé gitp hai me con. Bac si
néi phai tép phyc héi chic néng dé rén luyén ndo méi
ngdy, gip néo con ghi nhé va thude bai. Vo me da
dua con di tép phuc héi chic néng tai vien Nhi. Day

la noi déu tién hai me con minh dén va dat that nhiéu
hy vong. Nhung Tit biét khéng nhing ngay déu dén
déy, con khéc nhiéu lédm. Con duéng nhu dau va chua
quen véi noi nay. Con
chéng déi, con doi

me, con khéng
hop tac..Nhung
réi thoi gian tréi
qua, con cing
quen hon véi
noi nay. Méi
ngady con

duoc tap thé




disease? Why did it happen to you, why and why?

| searched information about this disease but it just
made me feel more confused. You looked so smart
and fit, how could you get this affliction? Especially,
as during the pregnancy you were completely
normal and you were born normally. It took a long
journey for me to look for information about your
disease in denial of that information. Perhaps, it took
several months.

As the time passed by, your peers were able to walk,
run and babble, but with you, Tit, it seemed like
something was stopping you =

very close to you, Mommy, to see how tall | was
compared to you, but my back was so soft and it
pulled me down”

Now, | know that the doctor was right, and | do not
have any solution but to accept the truth. At this time,
| seem to understand more about your body and
more than that, | am determined to go with you on
your healing journey. Because even one delayed day
will lessen your opportunities. And | carry with me
nothing else but my unconditional love for you.

Throughout my journey with

from taking these steps even
though you wanted to very
much.

“I wanted to reach the cup
that Mommy was giving fo me,
but my hands were trembling.

N

| seem to understand more about
your body and more than that, |
am determined to go with you on
your hedling journey. Because even
one delayed day will lessen your
opportunities. And | carry with me
nothing else but my unconditional

you for medical treatment,

the first thing | decided to do
was quit my job to spend
more time with you every day.
Yes, to me, your health is the
most important thing. And |
will not forget to thank your

When you, Mommy, came
close to me, | wanted to hold

love for you.

you with both of my arms,

but Mommy why does my left arm drag behind? |
wanted to go out with Dad and Mom, but | could not
explain my wish in words. | wanted to play with sand
and toy cars, but | cannot sit. Every time | pass water,
Mommy, | not only shake my head but my back is
bent just like a bow. | wanted to walk on the ground
with my bare feet, to feel the heat of summer and
the cold of winter, to feel the pain in my feet when
stepping on pebbles, to feel the hurt when stepping
on the toy cars or when slipping on beans; but why
was it so difficult for my foot to touch the ground,

my foot was just out of my control. | wanted to stand

father, who sacrificed without

= hesitation to financially support
us both. The doctor said that
you needed rehabilitation exercises every day that
will help your brain to remember the exercises. And
| took you to the National Pediatric Hospital for
rehabilitation. This was the first place that we laid so
much hope on. But Tit, did you know that you cried
a lot on the first days you came there. You seemed
to be in pain and you did not get used to the place.
You resisted, you wanted to be with me and you did
not cooperate, but as time went by, you got familiar
with the place. Every day, you had exercises at the
Hospital one time, and one time more at home with
me. Every time, | encouraged you “if you want fo
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duc & vién mét lan, va & nha me tap thém cho con mét
lan nia. Méi lan me déu déng vien con “Muén khde
manh thi héy tap thé thao, ai muén khée dep thi hay
tap thé thao”.

Téap phuc héi chic néing chua thdy &n, me cho con di
cham ctu bém huyét them. Va day c6 1& la 6c me théy
x6t xa nhét. T déu dén chén con, cé 16i 30 céy kim
dai. C6 nhiing cay kim trén déu duong nhu lam con
rém méu. Con bat khoc véi dnh mét cdu cou. Anh mét
con hang ngay vui vé va hén nhién |a thé ma hém nay,
con nhin me dnh mét déy sy cdu cGu. Me nhin con xét
xa, ¢6 géng kim nén nhing I

Nhung Tit o, that may mdn khi dép lai nhiing c6 géng
nd lyc khéng mét méi cda con, dé la sau 3 chuyén
hanh trinh véio Ha Tinh xa x8i, con dé ngdi duoc. Lic
ndy con tron 34 thang. Va tuyét voi hon nia, khéng
chi c6 thé, con da biét goi “Me” lan déu tién trong doi.
Me vui nhiéu I&ém, con cang tién b, me lai cang théy
nhu dugc tiép thém sic manh. Me thém nghi “Réi céi
c8y cia me ciing sé lén khén nhu bao ban khéc, chi o
con dang di chém hon mét chit théi, nhung con sé cham
dich”.

Hang ngay, vén kién tri chém bén cho con béng thi
— phén bén “Tinh yéu thuong vé diéu

giot nuéc mét nhu dang
chyc trao ra, va chi biét
déng vién con thét nhiéu “Cé
géng lén con, Tit cda me
ding cdm l&dm. Me biét con
lam duoc ma”. Con dau that
nhiéu va khéc that nhiéu.

Va yéu thuong nhdt chinh la con
da thi tham lai véi me “Con yéu me
nhét trén doi” hay “Con yéu me
nhiéu lam”. Me hanh phic nhiéu
|ém Tit a. Va me tin rang “Mét ngay
khéng xa, con sé di duoc bang déi
ban chan coa chinh minh”.

kien”, me thdy con da lén len that
nhiéu. Déi khi chinh ban than me
ciing khéng ngs, the phén bén ty
nhién va binh di dy lai cho tréi ngot
lanh thom ngon dén nhu vay. Céng
thrc cba thi phan bén dy sao ma
don gidn: l& doc truyén cho con méi

Pong vay, cung véi nhing
ngdy mua déng mua phun
gi6 béc, con dé lén ra m cing that nhiéu. Méi mét
lén 6m, dudng nhu con yéu di va gy hon rét nhiéu.
Mét lén ntra, me lai tréin tré vé phuong phdp chia
bénh cho con. Réi me lai lao vao tim hiéu, tham khdo
théng tin, hai tham vé cac phuong phdap chira bénh.
Va thé la hai me con lai gbi gém db dac vao tén Ha
Tinh xa xi, di bém huyét cda thdy V.H.Y. Di xe khach
dudng dai frong dém, & tro nha dén, chen chuc xép
hang léy s& la nhiing th ma hai me con dé cung tréi
qua trong cudc hanh trinh nay. Nhung véi con c6 1& lai
la dau dén khén nguéi, khi con bi bdm huyét vao lung,
vdo tay va chén. Me da tho tréi nghiém va théy minh
ciing da rém nuéc mét khi duoc céc thay lam cho.
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ngay, la hén con méi ngay, la choi
véi con moi lic moi noi, hay don
gidn chi la thi thém vao tai con “me yéu con nhét trén
doi”. Gier déy con dé hat cho me nghe that nhigu bai
“Ba thuong con vi con giéng me” “Chy voi con & ban
Pén” ...Con biét mau sdc, hinh khéi, biét tréi phai, biét
trén dudi, biét doc tho, biét ning niu me, biét chia sé
véi me “Me oi con khét' hay “Me oi con déi”. Déi tay
con cam cbc nudce da bét run di nhiéu, cdm thia xic
com dé khéo léo hon nhiéu, déi chén da cong va cdi
lung dé& viing. Con gio day da ding dua tusng duoc
dé me phdi trém tré thét lén “con cda me cao thét cao
dé Tit oi”. Va yéu thuong nhéit chinh la con da thi thém
lqi v6i me “Con yéu me nhét trén doi” hay “Con yéu me
nhiéu lém”. Me hanh phtc nhiéu |ém Tit a. Va me tin



be healthy, let's do the exercise; if you want to be
beautiful, let's do the exercise”.

As only rehabilitation exercise was not good enough,
| took you to a massage and acupuncture clinic.

And that was the moment | felt pain for you the
most. From your head to your toes, there were 30
long needles. There were needles in your head that
seemed to make you bleed. You burst into tears with
pleading eyes. Usually, your eyes were so happy
and carefree but that day your eyes were begging
me for help. | tried to hold my tears back and the
only things that | could say to you were encouraging
words “try your best my dear, my Tit is very brave. |
know you can do it”. You were in pain and you cried
a lot. What is more, the drizzly winter dcys made
you unwell. Every time you got sick, you seemed

to get weaker and thinner. One more time | was
thinking about the treatment for you.

| rushed to find information and a cure for you. And
then you and | packed our luggage to Ha Tinh - a
place very far from home, for acupressure therapy
from Mr. V.H.Y f=<ving a long night on a bus,
staying in a gueQ
waiting number were what we went through in that

use, squeezing into line to get a

journey. But to you, it could be that you remember
the endless pain when you were pressed in your
back, your arms, your legs. | felt for you and | found
tears in my eyes when the physiotherapist pressed
on you. But my dear Tit, for’runo’re|y, you responded
to our tireless efforts with a positive improvement.
After 3 trips to Ha Tinh, you were able to sit. At that
time, you were 34 months old. More incredibly, you
could call ‘Mum’ for the first time in your life. | was

so happy. The more progress you make, the more
strength | have. | silently think that “then my little tree
will grow just like the others, you are just making a
litle slower progress, but you will reach the target”.

Every day, | press on nourishing you with
‘unconditional love’, and | can see you growing so
fast. Sometimes | cannot expect that ‘unconditional
love’ alone will yield such sweet fruit. And the
answer fo that is just so simple: reading a story to
you every day, kissing you every day, playing with
you anytime and anywhere, or just whispering to
you that ‘I love you the most on earth”. Now, you
sing many songs to me like “Dad loves me because

| look like Mum” and “the little elephant in Bén
village” ... You know colors, shapes, left, right, up
and down. You can read poems and you can tell
me “Mommy, I'm thirsty” or “Mommy, I'm hungry”.
Your hands tremble less when you hold your cup,
you can use the spoon better, your legs and back
are stronger. Now you can lean on the wall and |
can exclaim “wow, my baby Tit is really tall”. And
the most |oving ’rhing is that you can whisper to me,
“I love you the most in the world” or “I love you so
much”. | am very happy, dear Tit. And | believe that
“One day, but not so far away, you will be able to
walk on your own feet”. | do believe so. I silently
thank you — my little tree - for growing up little by
litle, day by day despite many challenges and harsh
conditions like sun, rain, wind and cold. I silently send
my thanks to your Dad for always standing side by
side with me, thanks to your grandparents for always
encouraging us, thanks to the physiotherapists for
a|woys instructing me tire|ess|y and thanks to the
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réng “Mét ngdly khéng xa, con sé& di duoc béng déi
ban chan cta chinh minh”. Me tin nhiéu |ém Tit ci. Me
thém cdm on con - cdi céy nhé bé cda me da khong
ngai ndng mua, gié rét, khéng ngai vét vé khé khan,
hang ngay vén lén 1én tung chot, tung chot mét. Me
thdm cdm on bd da luén bén canh ung hé, cdm on
éng ba cac bac noi ngoai lusn déng vién, cdm on céc
cd cht bac s, ky thuét vien da luén tan finh huéng dén
chi bdo cho hai me con va cé nhiing ngusi hang xém
t6t bung cting khéng hé nhin con xét nét ma nguoc lai
luén khuyén khich con “Cé gding lén nhé”.

Dén nay, con tron 4 tudi va ciing & ba ném me con
minh luyén t&p cing nhau. Me nhén ra réng déi

véi con va céc ban nhu con, the phén bén “tinh yéu
thuong vé diéu kién” la quan trong nhét véi céc con.
Dung nghi réing céc con khong biét gi, ma hay day
céc con that nhiéu. Me day cdc con bao nhiéu, con s&
ghi nhé va luu trong 8 USB cGa minh déy. Khi nap déy
di lieu, con s& lam me phai ngac nhién cho ma xem.
Con trong tap luyén, cé 18 phuc héi chic nang chinh |a
phuong phdp 18t nhét danh cho cac con. Cé thé vi dé
a1 “cénh tay phdi” danh cho céc con, con ‘cdnh tay tréi’
me c6 thé chon thé rét nhiéu phuong phép bé tro nia
nhu chém cu, bdm huyét, massage theo huyét dao,
thép chi dao, dién chén...Cé duoc sy két hop gita hai
‘cénh tay’ la diéu tuyét voi nhét. C6 l& cac ba me khac
cling s& c6 rdt nhiéu phuong phdp tuyét voi nia danh
cho cdc con bai vi céc ba me déu la sieu nhan véi céc
con ma.

Néi vé uéc mong cia me véi cée con, ¢6 |& diéu me
mong mudn nhét la niém fin, sy quan t&m cda céng
déng cGia moi ngudi danh cho céc con. Céc con khéng
hoan héo thét, nhung ding vi thé ma gat bd nhing
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uéc mo, nhiing hodi béo 1én lao cta cée con bang
nhing céu ndi vé tinh nhung giét ngudi. Va déng buén
thay, ciing cé nhiing ngusi néi véi cdc con réing cdc
con “ngé ngén” “ngu ngo” hay “nuéi thi c& nuéi théi
chi khéng hy vong gi”. Nhung 6i néi dep khéng hé
mét tién mua, nhung sao khé thét ra dén tir nhiing
ngudi xa la hay khéng cung hoan cénh. Va me that
mong, cdc con s& viing vang tam ly truéc nhing 16
khong hay dé. Ngodi ra, viéc tap luyén la quan trong
d&i véi céc con, nén udce mong cUa me [ c6 mot trung
t&m tap luyén phyc héi chic nang va gido dyc cho

cdc con that su t6t. Me khéng yéu cdu sy hoan héo,
bsi dé la diéu khé, nhung né cén phai duoc thanh lap
bsi nhiing ngudi yéu cac con thét nhiéu, béi nhiing
ngudi tém huyét va hiéu cac con can gi. Khéng dat
muyc fiéu thuong mai lén déu, ma héy giop cdc con that
hét minh. Véi cac con, c6 thé trong mét moi ngudi la
“khéng biét gi”, nhung véi nhiing ai thuong con, yéu
con, con vén cdm nhéan duoc db déy va hoan todn
chinh xéc. Hon nira, dé ciing I méi frueng gidp cac
con ¢6 cung hodn cénh chia sé choi dua cung nhau.
Va con rét nhiéu uéc mo nhd bé nda nhu dung goi cac
con l& “bgi ndo”, uéc mo vé mét hé théng y 1€ véi céc
béc si c6 trinh dé tay nghé cao, dé c6 thé phong tranh
nhing ca bai néo khéng dang c6. Nhung me xin dung
dong tam sy tai déy. Béi dén thei gian di tap luyén

cho con rdi. Hi. Thoi khéa biéu cta cac me cé con t6n
thuong néio la thé déy, rét vua khit.

Thoy cho l6i két, me muén ty minh dc}ng vién bén than
minh va con that nhiéu: D&u hai me con minh chua
cham dugc 16i dich, nhung me tin réing ngaly dé s&
khéng con xa nra déu Tit nhi. C6 géing lén bé yéu clia
me nhé.



kind neighbors who never judge you but always
encourage you to “try you best’.

Now, you are fully four years old and it has been
three years that we have exercised together. | realize
that to you, and to many other friends like you,
‘unconditional love’ is the most important thing. Do
not say that you know nothing, but ‘please teach

me a lot.” The more mothers teach their children,

the more information can be —

saved on a ‘USB”. When
other children fully record
their data, they will amaze

the exercises, rehabilitation
exercise is the best method
for you. It can be compared
with your ‘right arm’. For
the ‘left arm’, mothers

can choose other supplementary methods such as
acupuncture, acupressure, etc. The combination
of both ‘arms’ could be the best. Perhaps, other
mothers will have many other amazing methods
because parents are superhuman to their children.

Talking about our wishes for you, the thing that

| want the most is the faith and the care that our
community can bring to you. You are not perfec’r,
but do not take that as a cause to deny your dreams
or desires through hearing careless but harmful
words. And sadly, even some people told you that
you are “stupid” or “we are raising you without
hope”. Beautiful words cost nothing, but why are
they so difficult for outsiders who do not share the
same situation. | do hope that, you will be strong

And the most loving thing is that
you can whisper to me, “I love you
the most in the world” or “I love
their mothers. Regarding & you so much”. | am very happy,
dear Tit. And | believe that “One
day, but not so far away, you will
be able to walk on your own feet”.

facing those words. Besides,
doing exercise with you

is very important, so |

hope there will be a good
rehabilitation and education

center for you. | do not ask for
perfection, because it is beyond

our reach, but at least the center needs

to be established by those who
understand and have much love

for children with special needs,
who have passion to support you
without commercial motives. In
other people’s eyes, you *know
nothing’, but for those who care
for you, love you, you hold

—l many secrets. Moreover, the

center should be an environment
where children who share the same situation can
play together. And there are so many other litle
dreams, such as you will not be called as ‘bai néo’
(lit. paralysed brain); such as the medical system
will be improved; such as doctor’s competences will
be advanced so that cases of cerebral palsy will be
prevented. | will kindly stop my thoughts here. Now
it’s time for us to do our exercises. ‘Hey ho!’ The
schedule of mothers of children with cerebral palsy is
a very tight one.

In conclusion, | want to encourage us both a lot.
Although we have not yet touched the target, |
believe that day is not far away. Don’t you think so,
Tit2 Try your best, my dear sweetheart.
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Chang trai diing cam
bao Viét Bach!

Uc mang bédu con me rét khéde manh, &n uéng '

t6t. Me nhé c6 lén hen di Huong di én léu béng

huyén, hai ngusi an tr 12 gio trua dén 3 gid .
chiéu, dén bay gio ngdi nght lai véan théy so. Lic con

Tao Thi Hau

trong bung me 37 tuén tudi ding vao dip Tét, mung
8 Tét nam dé me di chua Théy véi co quan bé, cing
tréo nli, moi ngudi bdo me khde. 5 dém sau cé trén
béng dé cop C1, loc khodng 1 gior sang me bét dau
dau bung, v& nudc 6i, goi dién cho béc si, bac béo
chua sinh duoc dau, bé me cing khéng hiéu gi nhiéu
nén che dén 6 gid sang méi di bénh vién, 7 gio séng
méi gdp bdc si, 8 gid séing, me sinh con. Lic méi chao

ddi con rét ngoan, tuan déu tién con gan nhu ngd suét
ngay.

Puoc mét théng me dua con di tiém phéng, do con

sinh vao sau Tét, loc nay troi van con lanh nén mot
théng déu con ném trong nha déng kin cra nén me
ciing khéng c&m thdy con c6 déu hiéu khéc la gi. Bén
khi ra tram y & phuong thi phat hién da cGa con rét
vang, vang hon hén cac ban khac, loc dé bs

me véi vang dua con di xét nghiém mdu
& bénh vién. Két qua la luong
bilirubin cia con cao

*,‘n-.'::h‘:"' Lid ‘rh k %
rrEOnTianpva.yeu thudn

*




My brave boy
Dao Viet Bach'

was very healthy when | carried you. |
remembered there was one time auntie Huong
and | had hot pot buffet for a lunch, we ate from
12.00 am till 15.00 pm. It still scared me every time |
thought about it. It was almost Lunar New Year when
you were at the 37" week. On the 8" day of
the Lunar New Year, | went to Thay
\ : Pagoda with your father and his
colleauges. | even went hiking.
Everybody said | was strong.

5 nights later there was a C1

football game. At 1.00 am, |
started to feel painful. | called
the doctor but he said that it's
not time for labor yet. We did

not really understand so we
waited until 6.00 am to go to

Hospital. At 7.00 am | met
the doctor. At 8.00 am
| gave birth to

Tao Thi Hau

you. You were a very good boy as you slept most of
the time during the first week after you were born.

When you were one month old, | took you to
community health center to receive vaccination.

You were born after the Lunar New Year when the
weather was still cold that's why you main|y stayed
indoors and | did not see any unusual signs from
you. Only when we went to the community health
center, | did realize that your skin is so yellow, much
yellower than other children. Mom and dad sent
you to the Hospital to have a blood test soon after
that. The result showed that the level of bilirubin in
your blood was much higher than usual. The doctor
only instructed me to give you more water and pay
aftention to you in case you had any unsual symptom
without warning me about the consequences of
jaundice. Thus | did not think much about that.

Once you turned 3 months old, you started to have
unsual signs. Everytime you cried, you cried so much
that nobody could stop you. People said that it was
just baby colic. Actually, when you were 3-months
old, loy the instinct of a mother | started to
feel there was something unusual
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qué mic binh thueng, nhung béc si chi huéng dén vé
cho uéng nhiéu nuéc réi theo dai xem c6 gi bdt thuong
ch¢ cing khong cé cénh béo gi vé nhing hau qua
do vang da mang lgi nén me c¢ vé tu chdm con ma
khong suy nghi gi nhiéu.

Tu thang tho 3, con bét déu c6 nhing déu hieu bét
thuong, méi lan con khéc thi khéc kinh khing, khéc
khéng bang cach nao dé duoc, moi ngudi béo rang
dé la con khéc da dé. Béng tryc giac me dé cam théy
con c6 nhiing ddu hiéu khac biét nhu loc con nhin me,
tuéng la énh mét dang nhin me nhung thyc ra con
dang nhin véio mét diém vé dinh nao dé, me d& mang
lo léng dé di héi nhung moi ngudi cho réing me lo léng
qud ma théi. Réi nhu vigc con chi ném ngoan ding 1
tuén dau fién, bét ddu sang tuan thi hai con thusng
khéng ngl yén, ti me thi rét lau, con hay giét minh va
khé ngo ... bay gier nghi lai théy loc d6 me thyc sy thigu
kinh nghiém va sy quan sét.

Pén thang thi sau, con véin chua cing ¢, me bét déu
lo léng nhung moi ngudi béo do déu con to nén cham
cing c8. Me khéng yén tam mang con di kham va bac

st két luan con bi Bai néo.

Thyc sy gidy phot dé me cdm gidc rét rd rang vé sy cé
hoc ma khéng cé hiéu biét cia minh, vé sy chd quan
va qué tin tudng vao kinh nghiém cia éng ba.

Chi con vai thang nda con buéc sang tudi thi tam,
ching ta dé cung nhau gén 8 ném réi, gid nghi lai c&
nhu méi hém qua. Con vén la chang trai ¢6 nhiéu nét
thanh 14, sang sta, con c6 déi mét biét cudi, biét néi,
ai nhin vao khuén mét con cing khéng nghi con la
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ngudi c6 bénh.

Nhé nhiing ngdly déu mang con di chta bénh, bac
si T. khoa thén kinh loc dé c6 néi tréng mét con tinh
nhanh thé nay thi chi 3 tudi la con 6 thé di lai duoc
théi, me dé vui mung va tin tudng biét bao nhieu. Me
quyét dinh khéng di lam nga, ma tép trung & nha
chém con. Ching ta dé trdi qua nhing ngay thang
that tuyét voi bén nhau phai khéng con.

Ch(mg ta choi tro choi, xem séch tranh, doc truyén, di
siéu thi, di tém bién, con ngdi xe ddy méi chiéu me cho
con di khdp noi. Ching ta cing nhau tép luyén, méi
ngdy bén bi, di dau khudn mét xinh dep cda con cing
thu hot moi ngudi. Nhung tét c& nhiing viéc dé chi dién
ra luc truée 2 tusi. Sau 2 tudi con bét ddu géng cing
nhiéu hon, con khéng con chiu ném trén xe ddy, con
chéng déi cac bai tap phuc héi chic nang, con kéu la
sudt ngay dém. Me vén nhé thai gian dé me chua bao
gi® duoc ndm ngg tron giéic 2 tiéng, cé nhiing dém troi
rét lanh me dét con néim chua @m lung thi lai phéi ngéi
déy dé bé con. Thyc sy dé la nhing nam thang kho
khan nhét cta ch(mg ta, me da phéi ghi |qi |ich sinh
hoat cGa con méi ngay tr &n, ngl, qudy khéc dé cung
bdc si T. theo déi xem nhu thé nao, va vao luc con 11
thang bac si T. da phai ké cho con V2 vién thuéc S méi
ngay, loc dé con con qué nhd nén me khéng cé cho
con udng, ma cung con vat vé méi ngdy.

Con la mét chang trai déc bigt béi con mang mét
ching bénh dac biét. Nam con 3 tudi mét lan di kham
chuyén gia nuéc ngodi, mét chuyén gia ngusi Phap vé
Bai ndio da két luan bénh cia con khéng phai la Bai



about you. It looked like you were looking at me

but actually you were looking into space and | was
quite worried. | asked people around me about your
situation but they thought that | worried too much.
For instance, you behaved well for the first week
only. Turning fo the second week, you did not sleep
well and you breastfeed for so long, you often got
seizer.... Now looking back, | realize that | did not

observe your symptoms carefully.

When you turned 6 months old, your neck was not
strong yet and | started to worry about that. Yet,
people said it was because you had a big head
which made it take |onger time fo get strong. | was
not convinced, thus, | took you to the Hospital and
the doctor concluded that you had cerebral palsy.

Honestly, at that moment | realized how limited and
subjective my knowledge was, and that | relied too
much on my grandparents’ experiences.

In only few months and you will turn 8 years old. We
have been together for almost 8 years but | feel like

it was just yesterday that you were born. You are a
young and bright boy with smiling eyes. People do
not realize that you have cerebral p0|sy when they

meet you.

| remember the first days | took you to the Hospital.

Dr. T S the Neurology Department said that your

eyes oored very quick and that you could walk
when you turn 3 years old. | was so happy and |
had so much faith in what he said. | decided to quit

my job and stay home to take care of you. We went
through a wonderful time together. Didn’t you think
so¢

We played, we read books with pictures, we read
stories, we went to the supermarket, we went to the
beach together. We did exercises together, day

by day continously. Your beautiful face attracted
people wherever you went. But all those things

only happened before you were 2 years old. After
2 years old, your body started to get stiff more
often, you did not want to be put into the carriage
anymore, you fought against the rehabilitation
exercises and you were fussy for the whole day. |
still remembered that during that time | could not
sleep more than 2 hours. There were very cold nights
that | could not put you down but | had to hold you
through the night. Honestly that was the hardest time
in our lives. | had to note down your daily schedule
from the time you ate, slept and even when you
cried to share with Dr. T. in order to understand you
better. When your were at 11 months old, Dr. T
gave you 2 S- tablet everyday. You were so small
so | didnot give you the medicine and | decided to go
through the harship with you without the medicine.

You are special boy because you have a special
impairment. When you were 3 years old, you

were examined by a Cerebral Palsy Specialist from
France, and he concluded that your disease was not
cerebral palsy but he could not say exactly what

your disease was. He said that even the modern
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ndo nhung ciing chua thé két luéin la bénh gi vi ké cé
nén y hoc hién dai cing chua fim ra bénh cda con, va
éng dy xin 16i b& me vi con s& khang thé binh thuong
duoc. B& me phdi mdt 1 tuan méi tiéu héa va chép
nhan duoc sy that dé. Co |& dung nhu 6 éng &y néi
vi thyc sy con la mét chang trai rdt déc biét: con duoc
két luain Bai ndo nhung con khéng thich tng véi bét ky
loqi thuéc bé than kinh nao. Nhé loc di khém lan déu
bdc si két luan bénh cta con va ké don thuéc, trong
dé c6 mét logi thusc néu me nhé khong nhém la thuée
bé than kinh, con uéng dén ngay th 3 thi géng cing
va kéu khéc sudt ngaly dém, loc nao mét qué con ngd
thiép di mét luc réi lai day kéu khéc, sang ngay tho tu
me quyét dinh mang con dén vién, & phong cép ciu
ho khéng cho con nhép vién vi bdo con chi bi téng
truong luc co ch cé bi lam sao déu, bé me phai van
dung céc méi quan hé méi cho con duoc vao khoa
thén kinh, vao dén khoa thi bac si quat véi me la sao
con bi vély ma gi& méi cho vao vién. Nho ¢6 [én ném
khoa thén kinh 4 ngay nay ma con gap duoc bac si
T, ngudi da givp dé me con ta rét nhiéu trong nhiing
ngdy déu b& ng& véi bénh cta con, (dé cing la trung
thu déu tién cda con ma lai dén & bénh vién); ngay ca
thudc an than héi dau bac si T ké cho con la thuéce S,
sau rét nhiéu dén do thi me quyét dinh cho con uéng,
lén déu tién con udng con ndm do nhin trén nha dung
20 phot lam bé so qué quyét dinh khéng bao gier cho
con udng nira, sau ndy di mét vai bénh vién cé bac si
ké cho cho thuéc D thi con lai rét hqp va nhd né ma
me duoc nhan hon chit khi chém con cho dén bay
gid; réi chuyén &n uéng cla con ciing réit déic biét, con
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chi udng duoc sta Nan. Lan gan déy nhét do quang
céo va thdly con yéu qud nén me thir déi logi sta khac
cho con, con udng dén ngay thi 3 thi bét dadu dem
khéng ngd (méic du vén c6 2 vién thuéc D), ngay thi
gdng cing va gao khéc va khi me quay lai cho con
udng sta Nan thi con lai sinh hoat binh thuong..Dén
nay l& ném thi 8 thi me da biét con thich Ung cdi gi
va khéng thich ong gi, méic du qué lau méi tim ra quy
luat nhung hiéu mét céch ném na la ching ta da hiéu
nhau mét céch tron ven, cho nén con khéng con lam
khé me duoc nia.

Lai nhé héi d6 c& mét thang con s& sét mét lan khodng
mét tuan, binh thuong con cing dé luan khé chiu rdi
nhung khi con &m thi gén nhu phai bé con suét ngay
dém, thei gian dé me théat sy bi khing hodng, ma ciing
nho chdm con me da biét ngu ngdi, me khoanh chan
lai cho con n&m vao réi me dua vao bét ¢ chd nao la
c6 thé ngu theo con, sinh hoat cia me con ta khong cé
bét co quy luat ndo. Nhiéu loc bé con cé dém khéng
biét trdi bao gio sang, thyc sy bay gie nghi lai thdy so
khodng thai gian dé vé cung va khéng hiéu vi sao ma
me con fa cé thé vuot qua dugc.

Tét nam thi nhdt coa con ching ta én Tét & Ha Nai,
ngdy mung Mét bé me bé con ra chua cda lang choi
Tét. Dai khi me uéc gid nhu c6 thé quay tré vé thei
gian dy béi nhing ngaly dé bé con rét d& dang, mang
con di déau ciing dugc, va cé thé chia sé véi con moi
khodnh khéc cta cuéc séng.

Tét nam th¢ hai cda con ching ta én Tét nha ba ngoai,
loc d6 anh Géu (anh ho) dé chay dugc khép nha, me



medicine could not identify your disease, and he

was so sorry that you could not be normal. It took

us one week fo accept the truth. Perharp what he
said was correct because you are a really special
boy: you were diagnosed with cerbral palsy but your
body did not respond to any type of neurological
supplement. For example, the first time, the doctor
prescribed medicines for you including a neurological
supp|ement if | remembered correcﬂy -the third time
you took it, you started to get stiff and cried for

the whole day. You slept when you were too tired
and you cried again when you woke up. On the
fourth day, | decided to take you to the Hospital;

the emergency unit decided to not hospitalize you
because you only had hypertonicity, and it was not
something serious to hospitalize. We did our best

to send you to Neurology Department. When you
were hospitalized, the dotor came and shouted at
me and asked me why it had taken me so long you
to the hospital. Thanks to the four days staying in
Neurology Department, we came to know Dr. T@
who helped us alot during the first days of your
journey with cerebral palsy (it was your first Mid-
Autumn Festival but you welcomed it at the hospital).
The tranquilizer that Dr. T gave you was S-medicine.
After careful consideration, | decided to give you it.
The first time you took the pill, you were lying down
without consciousness and looking at the ceiling for
20 minnutes
like that and
you those pills anymore. Later, when we visited

ur dad was so worried to see you

m that moment on, we never give

other hospitals, another doctor gave you D-medicine
and it worked well on you. Thanks to that, it has
been easier for me to take care of you until now.
Your eating habits are also very special. You can
only drink N. milk. Most recently, because of the
advertisment and because | found that you were too
weak, thus, | changed your usual milk brand into
another one. You drank it for 3 days and then you
could not sleep at night (although you had 2 pills

of D-medicine) while in the day time you were stiff
and fussy. Once | gave you your usual N. milk, you
returned fo be normal. This is our 8th year together
and now | know what suits you well and what does
nof. A|’rhough it has taken me quite a |ong time to
know your habits, but basically, we fully undertand
each other now, so you can not trouble me anymore.

| remember during the first years of your life, you
had fever very often. When you were sick, | had to
hold you all day and night. | was really depressed
during that time. From those experirences, | learnt to
sit-sleeping. | just needed to cross my legs so that you
could lay down on me and | could sleep anywehere.
Our daily routines did not follow any rules. There
were many nights that | held you without knowing
when the morning would come. Those was a really
tough fime and | could not even understand how

could we overcome that.

We celebrate your first Tét (Lunar New Year ) in
Hanoi, on the 1+ day of Tét, we took you to the

temple in the village . Sometimes | wish | could turn
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nhin khéng khéi mong uéc gid nhu con ciing duoc
nhu thé

Tét nam tha ba cda con me dé c6 thém em Béng, phai
néi la luc quyét dinh sinh em la quyét dinh hét sic khé
khan cia me nhung dén bay gi me thdy may mén vi
da sinh em vi nho c6 em ma me cuéc

s6ng cOa me con ta thém nhiéu y nghia.

Céc ném sau ndy me khéng con mang
con di dau ntra vi c6 mét nédm me mang
con dén nha ban me choi Tét, moi ngudi
xum quanh lai héi han va coi con nhu
mét sinh vat la; rdi mét [an me con ta di

tém bién, moi ngudi xim quanh

rét dong héi han thi it ma t6 mo — TN
luén la thien

thi nhiéu va me khéng muén diéu Con véan
dé mang lai cdm gidc t0i thén cho :
con vi me biét con ciing cé cém

nhén nhu moi ngudi cho nén sau i
ndy va cho dén béay gio con chi

di vé éng ba, dén nha bac ma thai.

Me biét con la chang trai c6 nhiéu cdm xic va con
c&m nhan duoc moi tht xung quanh: Con biét cudi
khanh khach khi nghe bé me néi chuyén vui, con biét
mung quynh lén khi b& di lam vé hay khi 6ng ba dén
choi, con biét khéc thét khi thdy me méng em Béng.
Chinh cém giéc biét vui budn cda con la déng luc dé
me chém con méi ngdy ma khéng thdy mét méi va

chén nan.

Me ciing biét con la chang trai rét ding cam va can
dém bsi bénh tat hanh ha con suét ngay dém nhung
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than trong long bé me.

me nhin thdy stc chiv dyng cba con, nhin thdy anh
mdt cdu cu bét luc coa con khi nhin me méi lan con
dau dén, nhin thdy anh mét cusi cia con khi nhin em

Béng choi véi céc ban

Ngay tir khi biét bénh cta con, réi dén ngay xac dinh s&
phdi cham con méi méi nhu bay
gio, bé me luén coi con la mét
dta tré binh thuong dé cham séc
va déi xi. C6 thé c6 giay phit
ndo dé me mét, cé thé cé gidy
phit ndo dé me nan long, cé
thé gidy phut ndo dé me chanh
) long khi thély ban bé minh tham
* gia hoat déng xa héi, ngdi van
phong lam viéc nhung chua
bao gié me odn trach s6 phén

dé& mang con dén véi me. Con

—l vén luén la thien thén trong

long bé me.

Me c&m on con vi nhd ¢ con ma cudce séng cla me
cham lai, nho 6 con ma me cam nhén dugc méi gidy
phit cla cude séng nay quy gid biét ching ndo, nhe
c6 con ma me biét chéip nhéan cuéc séng, chép nhan
thL_rc tai.

Khéng biét ngay mai réi s& thé ndo nhung me luén
c&m on thyc tai, cdm on méi gidy phit dang séng nay
cung con, ching ta c& méi véi nhau thé ndy con nhé,

méi cung nhau nhin em Béng |6n [én, truéng thanh.

Me yéu con, chang trai diing cdm cGa me!



back time to the old days when | could hold you
easily and | could take you anywhere and share with
you all moments of my life.

We had your second Tét at your grandmother’s
house. Your cousin (Gé&u) could run around the
house at that time. | was watching him and | wished
you could run like him. L

Your third Tét, we had a

new family member: your &
younger sister - Béng. It
was very difficult for me

to decide to have Bang. -
But until now, I feel lucky

because | have her. Thanks to her, our life has
became more meaningful.

The following Tét, | did not take you out anymore.
There was one year that | brought you to my friend's
house, and everybody gathered around your and
treated you like a strange creature. And there was
another time we went to the beach together, and
everybody surrounded you out of curiosity and | did
not want you to feel self-pity about that because |
know you have feelings just like any body else. Thus,
now, you only visit your grand-parents’ house and

uncle’s houses.

| know that you are a boy with many emotions and
you can feel everything around you: you laugh when
mom and dad make jokes, you look happy when

CI(]CI comes home from work or when grcmdporents

You are always an
angel in dad’s and
mom’s hearts.

visit you, you cry when you see me shouting at
your sister. It is your emotion that has become my
motivation to take care of you everyday without
feeling exhausted or discouraged.

| know that you are a very brave boy. Although
your disease fortures you every day, | can see your
perseverance, and | can see your

smiling eyes when you see Béng
playing with her friends.

From the time we knew that you

had cerebral palsy to the time

we defined that we need to take
care of you forever, dad and mom
always think of you as a normal child when we raise
you. There could be a time that | got tired, there could
be a time that | felt discouraged, there could be a

time that | felt moved when | saw my friends joining
social activities or working at the office but | never felt
regret. You are always an angel in dad’s and mom’s
hearts.

| thank you for making my life slower. Thanks to you
| feel so grateful for every second of this meaningful
life. Thank to you | have learnt to accept life and
acccept reality.

| do not know what future will bring but | am always
thankful for reality, and thankful for every second
that | have with you. We will be together forever,
together watching Béng growing up.

| love you, my brave boy.
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Gui cho con yéu cua me!

&y la 12 thang dé tréi qua véi bigt bao tam
trang vui ¢4, budn cé phai khéng con trai yéu
cla me?

Me én lqi ky niém mét chit nhé!

Céi ngay ma me biét con xuét hién, vui Idm con oi. Dy
Ba Me con khé khan, du chi Su vén con nhé dai, du
truéc mét la déy réy nhing lo toan nhung khi dé Ba
Me vén déng vién nhau ty ¢ géng.

9 thang tréi qua véi niém hanh phic vé be nhung
ciing kém theo cd sy khé chiu mét mai trong lic thai
nghén, nhung gi& nght lai thi c&i mét méi dy cing
qud binh thuong, khéng thédm vao déu ca. Khi dé tinh
céch me né cr sém ndng, chiéu mua, gita trua thi
suong mu, chdc khi dé thé nao céu Hung Nguyen,
cGu An Minh Réng, véi c6 HuyenOanh Trinh cing
béo céi ba nay khé tinh, d& hoi &y nhi2

R&i dém do6, me vén
con nhé nhuin, cé
déem me khéng
ngl duoc, ba "
ngoai phai
dém lung
givp me,
dém dé me
dau lung, roi
5 gio sang ty

Nguyén Thi Thu Néi

nhién nuéce né do ra nhu v& dé vay dy. Oi, khi dé c&
nha tinh déy cudng quit hét cé lén, réi 5 gio 30 phot
me c6 mét & bénh vién, va khi dé me da v& 6i réi.
Me dugc chi dinh ndm cha va truyén nuéc, ai ciing

& ngodi sét rudt, lo ldng cho hai me con minh. Cuéi
cung béc si ciing 16i khém va chi dinh mé, khi dé la
10 gio sang, me duoc dua vao phong mé va gay mé
nia ngudi. Luc dy, bac st mé chinh lai chay di khém
bénh cho bénh nhén chg, c& kip mé hém dé lo Iéng
goi béc st lién tyc, réi ong dy cing lén va bét déu.

Con bigt khong? Khi mo mo hé hé dé, me cdm nhén

duoc ngusi ta kéo con ra khai

byng me, con chi lén tiéng ‘e €’
nhé lém, chdng nhu chi Su

|G truée khéc oang oang
déu. Me nghe thdy béc

st ndi “O, sao thé nhie

Day rén la qud, béch

béch...” réi nhanh

\ chéng béc st

</ chuyén nhi t6i hé

tro, trong déu

me khi d6

roi




To my sweetheart

elve months have passed with so many happy
and sad moods, haven’t you thought so my
dear son?

| will reminisce about our story a little bit!

The day | knew that you were conceived, | was so
happy. Although your Dad and | still had so many
problems: your sister Su was still very small and there

were many challenges ahead, your Dad and | encour-

aged each other to overcome these difficulties. Nine
months passed with immense happiness together with
discomfort and fatigue during the pregnancy. But now
looking back, that fatigue was just a litle thing. During
those days, | was very moody like the weather can
change in a day. Perhaps Hung Nguyer—4n Minh
Rong and Huyen Oanh Trinh thought th = as d

fastidious and crazy woman, right2

On the night that you were born, | still remember very
clearly that | could not sleep at all. I had back pain
that night and your grandmother had to massage

my back. Then at 5.00 am. our family woke up in
panic. At 5.30 am | arrived at the hospital and my
water broke. | was scheduled to have intravenous drip
and wait for the caesarean. Everybody was waiting
outside and worrying about you and me. Finally, a
doctor came and scheduled me to have the caesar-
ean operation. It was 10.00 am when | was taken

to the operating room. | was anesthetized in half my
body. The main surgery doctor went to examine other

Nguyen Thi Thu Noi

patients which made the whole team call the doctor
continuously in their anxiety. Finally, he showed up
and started to operate on me.

You know, | vaguely had the feeling when you were
pulled out of my womb. You made a litfle sound “e
e”, unlike your sister Su who had a very loudly cry. |
heard the doctor say: “Oh, what's wrong? The umbil-
ical cord is so strange...” then quickly, the pediatrician
came to support us. | was so confused during that time.
| just kept praying to the Buddha and our ancestors to
help you. After that, | did not know anything more as

| lay 9 hours alone in the recovery room; | constantly
wondered how my child was. Every time a doctor or
a nurse passed by, | kept asking about you. And they
calmed me down by telling me that you were fine, the
pediatrician was taking care of you. But my hunch told
me that something was happening to you.

Finally, | was taken out fo see your grandmother. |
knew that you were suffocated. You stopped breathing
while you were on the way fo the Pediatric Hospital and
when the car arrived at the hospital, you cried loudly.
Was it because you wanted to come back to me?

And then you lay in the newborn resuscitation room
for 14 days with so many ailments. Every day, | could
only visit you for 10 minutes. | was discharged from
the hospital 5 days after giving birth to you, but it was
10 days later before | could meet you. Looking at
you surrounded by a lot of machines, | felt extremely
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ldm, me chi biét cdu xin Troi Phat, T6 Tién gidp con,
sau dé thi me khong biét gi na.

9 tiéng ném mét minh trong phong héi stc, me ludn ty
héi, con cla me sao réi2 Béc st hay diéu dusng di qua
la me lai hai, ho trén an me, con chi khéng sao, da ¢
béc s nhi cham séc réi. Nhung linh cdm cho me biét
con dang ¢6 vén dé.

Va réi me dugc dua ra ngodi véi ba ngogi, me duoc
biét con cta me da bi ngat, bi tim tdi, bi ngung thé khi
dang trén duong dén bénh vién va khi xe vira t6i bénh
vién thi con oa khéc. Phai chéng khi dé con da quyét
dinh quay vé bén me?

Va réi con ndm trong phong héi stc so sinh cd 14
ngdy véi biét bao nhigu la bénh, méi ngay chi duoc
vao thém con c6 10 phdt. Khi &y sau sinh 5 ngay thi
me duoc vé nha, nhung 10 ngaly sau me méi dugc
géip con. Nhin con véi cd déng mdy méc, day do
ldng nhaing quanh ngudi, me dau xét vé cung. Ngay
thé 14, con duoc ra ngodi phong bénh. Me bén con
ching kién biét bao dau dén con phai chiu, me xét xa
qua.

Ra véi me, me nhan théy déu con bét thuong, me

fim hiéu thi biét con bi chong khép so. Béc si néi con
bi thigu 6 xy néo. Khi dé6 me hoang mang Iém, me
50.... Dén ngay thi 22, con duoc ra vién vé nha minh.
Ngay thé 30, Ba Me dua con di khém va chyp CT.
Khi cém két qua trén tay, mét me khéng muén tin,
chén me bdn rdn, con cla me bi teo néo chéng khép
so. Qil C6 bao gie me nghii me s& trong hoan cénh
nay déaul2 Va me thyc sy gén nhu guc ngé, réi me
nhén ra, yéu dudi khéng gidi quyét duoc vén dé, me
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cén phaéi manh mé dé giup con. Me dai lién tuc fim
kiém thang tin, lam db moi cach dé givp con cia me.

Khi con duoc vé nha thi da sdp Tét, nhé lai ci Tét do
lor i Tét t& nhat budn nhéit tir trudce t6i gior cia me.
Nha minh chdng thiét sém dé gi cd, khong khi trong
nha trung xuéng, chéng ai cudi néi con . Dén 10
gio dém 30 réi me méi di mua vé bay ddy. An Tét
xong dén ngay 6 thi con lai di vién vi s&t cao khéng
rd nguyén nhén, sét tan 39 dé déy nhé, réi ném hét
khoa nay dén khoa khéc, choc do mdy lan, léy mau
mét ngdy c& 4 én, thé ma ciing chdng ré vi sao con
s6t. Lan nay con & vién 10 ngay va duoc xuét vién
nhé!

Va cuéc hanh trinh méi bét déu! Cam on Ong Troi
da cho con suc khde dé bét dau cudce hanh trinh ma
chdng ai muén nay. Sau khi xuét vién vé dén nha
nghi ngoi duoc mét ngay la Ba Me dua con di khém
& céc phong khém cda Bac si LM — Bénh vién Dai hoc
Y duoc, Béc st K.V — Bénh vién Nhi déng 2, réi ching
ta ra Ha Néi khém & Vién nhi Trung Uong, kham baéc
sy L. — Bénh vién V... Va con nhiéu [ém ldm me khong
nhé ndi nga. O nhfrng noi dé me nhéan duoc nhfmg
cdi léc déu va nhing lsi déng vién ti céc bdc si. Ba
Me da cung nhau khéc cung déng vién nhau dé vuot
qua thei gian khé khan nay. Réi Ba Me lién hé duoc
véi Bac Chau, Béc déng y bdm huyét cho con khi con
duoc 3 thang.

Khi dén véi nhém bam huyét la loc con dugc tron 3
théng tudi. Me g&ip nhiing trueng hop con néing hon
con nhiéu |ém. Nhin cac ban &y me lo so con cia me
ciing sé thé, me lai hoang mang lém. Con biét khéng?
Méi ban khéng may bi bai néo, c6 ban ndng, c6 ban



sorrowful. On the 14" day, you were allowed to go
out of the newborn resuscitation room. | felt so bad to
witness all the pain you had to suffer.

When | saw you, | noticed that your head had unusual
signs. | found out that you had cranisynotosis. Doctor
explained that you had oxygen deficiency. | was very
confused and scared. On the 22 day, you were dis-
charged from the hospital. On the 30" day, Dad and
Mom took you for an examination and CT scan. Hold-
ing the results on my hands, my eyes did not want to
believe what they saw and my legs were shaking. My
baby had brain atrophy and cranisynotosis. Oh! Have
| ever thought that | would be in this situation2 | near-
ly collapsed, but | realized that weakness could not
help. | needed to be strong to help you. | continuously
searched for information and found every solution to
help my child.

It was almost Tét (Lunar New Year) when you got
home. That was the saddest Tét ever that | could
remember. We were not interested in buying anything.
The atmosphere was so down and nobody could
laugh. Only at 22.00 pm on 30 Tét (last day of Lunar
Year), | bought flowers to decorate our home. Six
days affer Tét, you went to hospital because of high
fever with an unknown cause. Your temperature was
39 degree C. You had to move from one department
to another. You had lots of tests and you needed to
give blood samples 4 times a day. But the cause of
your fever was still unknown. This time, you stayed in
the hospital for 10 days.

Then the new journey started! Thanks to God for giv-
ing my son the strength to start a journey that nobody
wants. One day after returning home from the hos-

pital, I took you to the clinic of Doctor LM — MQ al
University Hospital, Doctor K.V — Pediatric Hospmdl 2,
National Pediatric Hospital in Ha Noi, Professor L. - V.
Hospital ... and many other places that | cannot re-
member anymore. At all those places, | received both
head shakes and encouragement from the doctors.
Mom and Dad cried together and motivated each
other to overcome this hard time. And we finally con-
tacted Ms. Chay—=ke agreed to give you acupressure
when you were 2 nths old.
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nhe. Néing thi khéng biét gi, khéng biét cusi véi me
déu con, them vao dé sic khde yéu Iém, gia dinh
cham séc réit la cyc. Nhung me nhin thdy & Ba Me
céc ban @y mét tinh yéu bao la vé bo.

Con bét déu duoc bém huyét va massage, me tap
kem vat ly tri ligu va dén 3 thang 30 ngay thi con cia
me biét I&y ndm Gp. Hang ngdy Ba Me va Ba ngodi,
réi Ba néi cham chi tép cho con, chi mong la con s&
c6 géng. Cong khéng phy moi ngudi, dén 7 thang
con dé bét déu tap ngdi, réi —

bén con, cung con budéc téi. Gier déy khi con déi 1
tudi, con ciing biét me la ngudi quan trong véi con
nén bdm me ghé |&dm. Con biét lat qua, &t lai. Tuy
chua biét ngdi nhung khi duoc me dat ngéi thi con
ngdi kha lau. Con biét dimg dua lung vaio tuong duoc
mét lGc réi. Con dang cém dé ma ai giét ld méu méo
khéc chi. Me day con biét ‘ze’, biét ‘oa od’, biét bét
tay va cd biét thom me na. Véi mét dua tré binh
thuong thi d6 la nhing diéu binh thueng, nhung véi
—. con cva me thi me coi dé nhu mot

12 thang con biét lat ngira
lqi, con biét ty ding tuong
nhung tay con véin con yéu
ldm nén bé con con khé
khan. Con biét khong? Khi
con biét lat ngta lai, ca dém
dé me vui dén néi khong ngd

X

Con biét khéng? Méi ban khéng
may bi bai ndo, c6 ban ndng, c6
ban nhe. Nang thi khéng biét gi,
khéng biét cudi véi me dau con,
thém vao d6 strc khde yéu lam, gia
dinh cham séc rét la cyc. Nhung
me nhin thdy & Ba Me cac ban ay

diéu ky diéu, mét niém hanh phuc
khong thé td.

Con trai &, du cho Ba Me ca doi
ndy phéi & nha thug, du cho thei
gian c6 dai t6i dau, 6 khé khan,
mét mai thi Ba Me véan luén ¢
gdng cung con.

duoc dy, me tin khi con biét
|ait lqi thé thi mét ngay khéng —

xa con sé& ty biét ngdi day va
trong tuong lai con s& biét ty di trén chinh déi chan
cda minh.

Trong théi gian d6, con ciing thinh thodng bénh vait,
nhung con vén vui v&, véin cudi tuoi khi me tro chuyén,
ai cing vui [dm. Nhiéu khi Ba Me mét mai vi céng
viéc, nhung khi thdly con cusi véi me la tét c& mét mdi
déu tan bién hét. Véy dédy con q, tinh thdn né quan
trong [&m nén héay déng vién c8 vi Ba Me nhiéu hon
nga nha Con.

Ngay hém nay, khi con dé tron 1 tudi, mét chéng
duong dé di qua va con dé bigt bao séng gi6, khé
khan phia truéc. Nhung Ba Me hia s& luén sét canh
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mét finh yéu bao la vé be.

1 Gio day me ngdi day luu lai

nhing ki miém dé cung con trong
mét ndm qua, me mong mdi ngdly con mét ¢é gdng
nhiéu hon nia dé béng gid nay sang ném, me lai
ngdi déy viét lén nhiing c6 géng, két qué ma con dat
duoc, dé me duoc chia sé véi tét cd moi ngudi trong
thei gian qua dé ludn déng vién va gitp d& gia dinh
minh, luén theo dai finh hinh cda con va luén danh
tinh cdm cho con. Tham lam mét chit la me mong
réng sau ndy con sé& doc duoc nhiing tam sy coa me
nda JJJ.

Qua day, thay mét cho con frai, Nguyén Néi xin chan
thanh cam on tét c& moi ngusi dé luén bén canh gia

dinh Nguyén Néi a!



You joined the acupressure group when you were 3
months old and in that group | met children who had
more severe condifions than you have. Looking at
those children, | was scared that your condition might
get worse like that. | was so confused. You know,
among children with cerebral palsy, there are children
with severe conditions and there are children with mild
conditions. Those who have severe conditions do not
smile and they have poor health. It is very difficult for
the families of children with severe cerebral palsy to
take care of them but | could —

see infinite and unconditional
love that those parents gave
to their children.

You started to have acupres- &
sure; massage and | also did
physiotherapy for you. At 3
months 20 days, you could
roll from tummy to back.

Every day, Dad, Mom and L

grandmothers did exercises

with you. You know, when you could roll from back
to tummy, | was so happy that | could not sleep. |
believed that as you could roll from back to tummy
already, you would be able fo sit, and in the future,
walk on your own feet.

During that time, you offen got sick but you were still
very happy when | talked to you. Everybody was so
happy about that. Sometimes when we got tired be-
cause of work, seeing you smiling at us, all the fatigue
disappeared. Just so you know, spirit is very important,
so please cheer us up more my dear child.

Today, you officially turned 1 year old. One year has

Those who have severe conditions
do not smile and they have poor
health. It is very difficult for the
families of children with severe
cerebral palsy to take care of
them but | could see infinite and
unconditional love
parents gave to their children.

passed but we still have many challenges ahead. |
promise you that we will always stand by your side
and go along with you on the journey ahead. Now,
you are 1 year old, you know | am very important
fo you so you are very clingy. You can roll from one
side fo another. Although you cannot sit yet, you can
sit for a while when | put you in a sitting position. You
can stand |eaning on the wall. You will cry if someone
takes away your toys. You can say ‘ze’, ‘oa od’, you
can shake hands and you can kiss me. To other chil-
— dren these things are normal, but
to me, it is a miracle, a happiness
that words cannot describe.

My dear son, Mom and Dad
might have fo rent a house for our
whole life, but no matter how |ong
that those it tokes, no matter how hard it is,
Mom and Dad will always try hard

for you.

Now, | am sitting here saving the
memories that we had together in the last year. | hope
that you will try harder every dqy so that by this time
next year | will write about your efforts and positive
results. And | will be able also to share your achieve-
ments with people who go along with us on this
journey, who always support our family, who always
watch over you and who always care and love you. |
might be a bit greedy, but | hope that in the future you
will be able to read these letters J J J

Through this letter, on behalf of my son, | would like
to send my sincere thanks to everybody who always
stand by our family — Nguyen Thi Thu Noi's family!
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Con trai than yéu

6 nhiéu diéu muén viét ma khéng biét phéi bét

déu tr déu va nhu thé ndo. Vay la da 5 nam

3 thang tréi qua ké tu khi con cét tiéng khéc
chao doi. Hanh trinh cung con tuy chua dai nhung
cing db dé cho me con ta tréi qua bao cung béc
c&m xuc réi. Con c6 bigt khang? Tim me vén dau nhéi
méi khi nghi dén viéc con la mét dua tré khuyét tat,
phdi mang theo nhing khiém khuyét ca vé tri tué va
than thé suét cudc doi nay. Hém nay, sau nhing diéu
khéng may dén véi con trong thang truéc me méi cé
thoi gian viét lai hanh trinh cGa con dén véi me va

nhiing gi con dé tréi qua trong thei gian qua.

Thei gian mang béu con, me hoan toan khée manh.
Khéng 8m nghén, khéng cém sét hay c6 bét e vén dé
gi vé suc khée nén me rdt cht quan. Me chi doc sach
vé céc thai ky trong qud trinh mang thai xem bé phét
trién thé ndo ma khéng c6 bét c mét kinh nghiém
thyc tién nao. Chi nghi siéu ém la do ma khong hé
biét rdng kham thai can lam nhiéu hon thé nia. Suét
qud trinh mang thai con, me khéng di vao vién kham
ldn ndo ma chi qua phong kham tu. Me doc céc chi
s6 thély con binh thusng la me yén tam.

Vi thé cho dén bay gid, me vén ty trach va gién ban
than minh that la ngu ngéc va déng trach khi ma kién
thic coa me qud han hep, me khéng biét thyuc su con

me bi bénh khi ndgo noa.
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Nguyén Thuong

Loc méi sinh, con bi nhe can, c¢6 2.5 can théi. Con
bi ngat do &i me bi nhiém khuén. Con duoc chuyén
len phong cham séc déic bigt 5.5 gio méi duoc quay
tré lai véi me. Nam vién bén ngay bac si cho vé kém
theo céu néi mét thdng sau sé lién lac lai. Cé 18 bac si
da biét diéu gi d6 nhung chua dam khéng dinh. Lic
&y me vén khéng thé luong duoc nhing gi sép xay
ra véi con. Nhung c6 & s& phan sdp dat, ding ngay
déy thang con thi me bi mét dién thogi. Me ciing quén
luén 16i néi cia béc si. Nhing thang déu sau sinh,
con ngu rdt it. M&i ngay chi duoc 4- 6 tiéng. Con lai
la con qudy va khéc. Con khéc rong cé dém ti thap
t6i dén séng. Me khang nghi gi dén viéc con c6 bénh,
con khé chiu trong ngudi, me chi nghi don gian la con
khéc da dé théi. Vi thé ma gio me cang théy minh ngu
ngdc va thiéu kién thic. Bénh cia con chi duoc phat
hién khi con duoc 4 thang. Con chi m& va choi bang
tay tréi, dap chan trdi va tay phdi luén ndm chat. Lic
&y la Tét va 2 me con dang & qué. Sau Tét, me dua
con ra vién Nhi Trung Uong khém. Sét dénh ngang tai
me khi béc si két |U(jn con bi bai ndo ducl trén nhfmg
biéu hiégn ma me ké. Lan déu tién trong doi me duoc
nghe t&n cén bénh &y. Me qué mo hé nhung me biét
né la mét can bénh thyc sy kinh khing. Luc &y me lép
bdp héi béc si bénh nay cé cha khéi duoc khong.
Va bdc trd 16 théng la khéng. Me hoang mang va
béi réi. Me theo chi dén cta bdc si vao trong khog,



My beloved son

here are so many things that | want to write but
| dont know where and how to start. It has been
5 years and 3 months since the day when you

first cried. The journey with you is not too long yet
but it is long enough to let us experience the whole
gamut of emotions. Do you know it broke my heart
everytime it crossed my mind that you are a disabled
child carrying physical and mental impairment for
your whole life2 Today, after your bad luck last
month, | have had time to write about the jourey

of your coming to my life and what you have been

through so far.

Nguyen Thuong

When | was carrying you in my womb, | was
totally healthy. | had no morning sickness, no bad
cold or any health problems, that is why | was so
detached. | only read books about the different
states of pregnancy to understand more about the
development of a child without having any conscious
practical experience. | thought the ultra-sound was
enough and | did not know that a pregnancy check
required more than that. During the pregnancy
time, | did not go to hospital at all except for a
private clinic. | felt reassured knowing that all of
your indicators were normal. Hence, until now, I still
blame myself and get mad at myself for being stupid
and culpable because of my limited knowledge. |
do not rec”y know when my child started the
disease.

When you were just born your weight
was only 2.5 kg. You were suffocated
. due fo my contaminated amniofic
| “i fluid. We stayed in the hospital for
' , four dqys, then left with a reminder
to contact them again after 1
month. Perhaps the doctor knew
_ something about your case but
A he could not confirm it yet.
» It seemed to be fate that on
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g&ip ¢6 cho ky thuat vién huéng dén vai déng tac giop
ich cho vain déng réi cho vé. Hen 45 ngay sau khém
lai. V& nha ngay lép tic me ra quan Internet tim hiéu
bénh bai néo nhung thyc sy me bi loan théng tin.
Cang doc me cang hoang mang, lo so vi me thdy
ngudi ta néi nhiéu dén bénh néo Gng thdy. Ngay qua
ngay me ludn quan sét déu con va thém cdu mong né
dung to nhu nhiing gi me thdy. Nhing thang ngay dy

177

con .
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Me yéu con, me mong con me that
la manh khée va luén vui vé, yéu
do&i. Me chi muén néi véi con rang
“Con mai mai la con coa me, suét

cuéc doi nay long me van theo

thyc sy la gian nan. Stoc dé khang kém nén con ém
trién mién, ngudi lic ndo ciing xanh xao, thigu méu
va con kém &n nia.

Troém via, con rét hay cudi, dén 8 thang con biét ngéi,
1 tuéi thi ngdi viing. 11 thang me dua con di chyp
MRI va bac si chyp két luan con bi di tét thé chai, c6
8 khuyét néo canh than néo kém theo giéin néo thét
bén trai. Pua két qué cho bac si tu vén thi ho néi
con bi Bai néo. Khéng 6 thong tin, khéng cé6 ngusi
déng hanh, lgi théem mét lan me hoang mang lac 16i
vi khéng biét phai lam thé ndo. Vé nha tap cho con
ma c thdy moi tht nhu khéng
phdi sy that. Vén khéng tin duoc
rang con dang bi bénh. Khéng
dém néi chuyén cung ai.

R6i 13 théng con cing bo,
nhung la bo truon. 16 théng
con biét di men. Cho con ngéi

xe tap di, con |6 do di ngang
ting buéc nhu con cua. Réi 22
théng con biét di. Me vui mung
khon xiét, cho con di dép tap
di. Nhung con khéng di duoc
dép, co buéc la nga. Me lo
=~ léng nghi réing con khéng di
* duoc dép.

25 thang con di ving va
di duoc dép quai hau, me
quyét dinh cho con di cham
cGu. Thoi gian dé thyc sy la
khing hodng véi hai me con



the day you were one month old, | lost my mobile
phone. | forgot the doctor’s words.

The first few months after you were born, you slept
very little. You only slept 4-6 hours a day and the
rest of the time you were very restless. You cried from
night until morning. | did not think that you had any
disease or you felt unwell. | only thought that you
had colic. That is why now | feel so stupid everytime

| think about it. | found out about your disease when
you were 4 months old. You could only play with
your left hand and left |eg, your right hand remained
clenched. It was the Lunar New Year, you and | were
staying at our homefown.

After Lunar New Year, | took you to the National
Pediatric Hospital. It was my first time to hear

about your disease. At that time | could not say @
word but tried to ask the doctor if your disase was
curable. He gave me no answer. | was so confused.
| followed the instructions of the doctors to meet with
technicians who taught me some exercises that were
helpful for your movement. The doctor scheduled a
follow-up health check after forty five days. When |
returned home | immediately went to the Internnet to
search about cerebral palsy but | was overwhelmed
with information. The more | read, the more | got
confused and scared. Hydrocephalus was mentioned
a lot on the Internet. Day to day | observed your
head and | prayed that your head would not get
bigger as | saw on the Internet. That was a really
hard time. As your immune system was very weak,
you got sick all the time and you always looked pale,

you even had anemia and did not eat well.

Touch wood’, you laughed alot. You could sit when
you were 8 months old and you could sit steadily
when you were 1 year old. At 11 months old, you
had a MRI scan. The doctor concluded that you had
corpus callosum, lacunar syndrome together with
ventriculomegaly. The doctor concluded that you
had cerebral palsy without saying anything more.
No information, no company ..that was one more
time that | felt |ost, confused, and did not know what
to do. | practiced excercises with you at home but

| still could not believe the truth. | could not believe
that you had that disease. | did not dare to talk to
anybody.

You were able to crawl when you were 13 months
old, but it was more of a creep. You were scooting
when you were 16 months old. | put you into a
walker, you took one step at a time just like a

crab. And then you could walk when you were 22
months old. | was so happy and | gave you flip-flops
for walking. But you could not wear sandals and

fell when you were wearing them. | was worried,

thinking that you could not wear sandals.

When you were 25 months old, you could walk
steadily and you could wear sandals, | decided to
give you accupuncture. It was crisis time for both of
us. Thinking of the sharp needles that hurt you made
me feel so painful. The 30 days that you stayed in
the hospital were the longest days of my life. You
had fever and you were transferred to the National
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minh. Nghi lai nhing mai kim chém lém con dau dén
me x6t xa vé cung. 30 ngdy ndm vién tudng chung
nhu dai déng ddng. Con sét cao khéng ha, chuyén
sang vién tai mdi hong Trung Uong khém béc si yéu
cdu cén cdt Amidal cho con vi Amidal con cé hée mg,
cé& mét S vi khudn hanh ha con. Thdo nao con luén
c6 nhiing con ngung thé khi ngl va 6m s6t ca théang
khong dut. Hai me con lai hanh trinh vé qué xin gidy
chuyén vién. V& qué con lai sét, ndm vién tiém 12
ngdy rdi xin gidly chuyén vién ra Ha Néi. Ciing may la
sau dot dy, con dé d& duoc rét nhiéu bénh vait.

Hai nam déu doi la quéing thai gian hai me con 6m
nhau dua nhau di rét nhiéu bénh vién, t vién xa dén
gén, tU vién nhé dén lén cing chi c6

hai me con. Bénh chinh chéng diéu
tri duoc bao nhiéu ma toan di

vién vi viém phé quén, viém

phéi va Amidal.

Nam con ba tudi me xin |

cho con di hoc mém non.
Trom via con di hoc rét
ngoan. M&c du con gsp | A

nhiéu khé khan vé van PAS~

déng nhung dé cé cdc co :
da giop d& con nén me cing
yén tdm. Ngay ndo cing vdy, \ i ¢/
con hoc buéi séng, buéi chiéu O -8
me dén dén con vao vién Nhi \Z -

Trung Uong tap phuc héi chic \ Q)

nang. CG vély dén ném con 4 tudi thi \ N\ !

me mang béu em bé. Me va em déng
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hanh cung con trong nhiing budi trua hé ndng néng
40-41 do, 1 gio chiéu di vao vién Nhi. Con rét ngoan
ngodin, biét nghe 16i me va thuong em. Truéc khi me
sinh em, con duoc bdc silén lich tiem thuéc giéin co va
bé bét. Tiem thuéc la dc méng va 1 tudn troi bé bot
qué thuc la cyc hinh véi con. Con dau dén khoéc thét
dém ngay, con khéng thé ngi duoc qua 1 gid/ngay
trong sudt 7 ngay dé. Sau thdo bét, 2 thang lién con
bi yéu co khéng di lai dugc, me vé cung lo ldng. Me
bét dau thué ky thuat vien vé tap tai nha cho con. Tuy
béu to nhung me vén c& géng tap that déu cho con.
Va con da thuc su tién bo.

Na&m tudi, con c6 thé hoc thuoc nhiing bai tho dai méic
du hoi ngong. Trong mét thang con hoc thuéc bang
chr cdi tiéng Viét. Con c6 thé chay, nhdy, leo

N ~ tréo. Ban tay con tuy khéng viét duoc nhung

AN ciing dé hé tro duoc tay trdi rét nhiéu trong
viéc phuc vy bén thén con nhu én uéng,
i méic qudin o, cdm dé dac.

DU tién bod con cham va con can

c6 gdng nhiéu trong thsi gian
% dai, nhung nhing gi con da
lam duoc véi me thuc su la
rét phi thudng. Me yéu con,

me mong con me that la

[T
fF I U

L7417 manh khée va ludn vui vé, yéu

doi. Me chi mudn néi véi con

| 7/ rang “Con mai méi la con cda

me, sudt cudc doi nay long me vén
theo con”’.

GUi con, chang trai siéu nhan cia me.



Otorhinorarynology b pital of Viet Nam. The doctor

appointed you to hadved tonsillectomy because of
suppuration in the peritonsillar tissue. No wonder you
had sleep apnea and fever for a month. You and

| continued on the journey by requesting a hospital
transfer. When you returned to our hometown, you
had another fever and stayed at the hospital for

12 doys before transfering to a hospitol in Hanoi.
Fortunately, after that time you
were less ill.

sister. Before | gave birth to your sister, the doctor
gave you a schedule for mephenesi injections and
plaster cast. Injections were truly a nightmare. And
having a plaster cast for a week was extremely hard
for you. You were crying in pain all day and night.
You could not sleep more than one hour a day for
seven successive days. Affer removing the plaster
cast your muscle was too weak for two months and
that meant you could not walk.

| was extremly worried. | invited

The first two years of your life
was the time that you and |
spent a lot of time at various

<

| love you and | hope you will
be very healthy and happy. | just
want to tell you that “you are my
son forever, my heart will follow

the technicians to have exercises
with you at home. Although my
belly was quite big already, 1 still

hospitals, large and small,
from the one that was close

to us to the one that was far -
away. The treatment was
not usually for your cerebral palsy but mostly for
bronchitis; pneumonia and tonsillitis.

When you were three years old, | sent you to
kindergarten. You behaved very well at school.
Although you had many difficulties with mobility, you
were well cared for by the teachers, which put my
mind at ease. Everyday, you went to school in the
morning and went to the National Pediatric Hospital
for rehabilitation in the afternoon. The journey went
on that way until you were 4 years old. Your unborn
baby sister and | accompanied you through all the
summer days when temperatutures hit a scorching
40-41 degrees Celsius. You were such a good

boy as you listened to me and cared for your baby

you until the end of my life.”

tried to have regular exercise
with you. And You really made

good improvement.

Now you are five years old,
you can learn by heart long poems even though
you speak with a lisp. You could remember the
Vietnamese alphabet within a month. You can run,
jump and climb. Your hands cannot write well but
the right hand can support the left hand a lot in self
care such as eating, dressing and holding.

Although your progress is still slow and your need to
try harder for a long time, it is incredible to see what
you can do. | love you and | hope you will be very
healthy and happy. | just want to tell you that “you
are my son forever, my heart will follow you until the
end of my life.”

To you, my superman.
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Thu gui Cha Me tré CP

Céc anh, chi thén mén!

Paéu thu Thuy Chi xin duoc gi loi chic sic khée, binh an téi cac anh, chi la cha, me
cda céc bé “Sigu nhan”!

Sau khi doc hét buc thu ndy ¢ thé céc anh, chi sé thdy thép thodng déu dé giéng nhu loi
néi ca céc bé nha minh. Vi don gidn Thoy Chi c6 cung thé trang nhu céc bé, chi khéc la
Chi dé la mét nguoi trudng thanh, rét c6 thé Thuy Chi ko mét hinh énh cda céc bé sau 20
ném nda. Thuy Chi cing c6 cha me va Chi hiéu phan ndo nhing khé khén, nhing tréin
tré cda béc lom cha me. Sinh con ra khéng ai khéng ki vong, khéng ai muén con minh sé
khéc biét... Lic déu chdc anh, chi ciing khé chdp nhén khi con minh la nhing dua tré qué
khéc biét nhu véy. Nuéi mét dua iré khde manh dé khéng hé dé dang huéng chi la céc bé
CP, thoi gian cham bé nhiéu hon, cdc me mét ngu va lo Iéing nhiéu hon theo ting con co
rit cia con, giao tigp va hiéu con muén gi ciing thét khé khan khi lén 2 lén 3 réi ma con
van chua biét goi me, cha...

Muén van khé khéin ma cha me phdi déi mit, sé c6 loc cée cha me thdy mét mdi va mudn
buéng xuéi. Thuy Chi tung thdy nhiéu gia dinh coi bé CP nhu mét génh néing, ho chuyén
sang dét hi vong vao dua con khéc, hodic coi bé CP nhu mét dua tré vé tri, ho suy sup tinh
than va gia dinh tan v& (Gia dinh cda Thuy Chi roi vdo truong hop ndy). Ciing ¢6 nhing
gia dinh lai qué ki vong véo sy thay déi, béing céch dua con di chay chiia & nhiéu noi
véi két qua mong doi con minh sé khdi bénh, tré thanh dua tré binh thuong nhu bao dua
tré khéc... V& néi thét vong sé Ién vé cung khi thor gian ching minh sy hi vong kia la diéu
khéng thé. Két qud cuéi cong cho nhiing méu suy nghi trén chi la sy bét hanh va khé dau
khéng 161 Ihog"l chi?ha, me va cho.chinh céc bé ma théi...
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To parents of children with CP

Dear Brothers and Sisters,

To begin, | wish to send my best wishes for health and peace to you - special people who
are parents of “superhuman” children!

After reading through this lefter, you may hear echoes of your own child’s voice. It is
simply because | was physically conditioned like your children. What is different is that
I am a grown-up, so it’s highly likely that | am what your kids will become in 20 years’
time. | have my parents with me, thus, fo some extent | can relate to your struggles and
concerns as parents of children with cerebral palsy. No parent expects their children fo
be different and every parent has high expectations for their children. In the first place,
perhaps it was too difficult for you to find peace and to come to terms with the differences
in your children. To raise a normal child is far from easy, let alone one with cerebral
palsy. Time spent with him or her is greater, disturbed nights become the norm and
concerns mount with your children’s spasms. It's also much harder to communicate and
understand your child’s wants as s/he still fails to call you father and mother at 2 or 3
years old.

With numerous challenges facing you, sometimes you may feel exhausted and reacly

to give up. | have seen many parents who see their children with cerebral palsy as a
liability. They switch their expectations to another child, or see the child with cerebral
palsy as a senseless object. Their strength of mind collapses, followed by their own family
(this was the case in my family). Some other families put much trust in some changes,
having taken their children to whatever medical units they have heard of with hopes

that their children will get rid of the c/isteﬂand ) ome'a‘grma/ like other children. In

= /

Y
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V&i cuén séch nay Thuy Chi tin réng céc cha, me & day dé c6 mét géc nhin khéc va
khéng phdi theo I6i suy nghi ma Chi viét & trén. Cudc séng trén thé gidi nay o muén mau,
muén vé, néu trong tu nhién c6 nhing lodi cdy, lodi hoa xinh dep, cao Ién thi cing 6
nhiing lodi cdy, lodi hoa chi bé nhé va séc huong ciing rét déi gin di nhung bu lai thi suc
s6ng cua ching déo dai dén vé cong. Con nguoi ciing vdy, hdy thdy mét thuc 1 rdng méi
nguoi déu cé6 mét hinh déng, mét deic diém riéng, mét kha néing riéng. Chdc moi ngudi sé
khéng vi mét nét ruéi hay mét vét seo trén mat ma quén di nhiing khé néng va tinh yéu véi
cudc séng nay, c6 ding vay khéng?2 Céc cha me & déy chdc da hiéu phan nco vé CP, mét
héi ching vinh vién va khéng tién trién. Méi bé sé cé nhing déic diém khéc nhau, nhung sé
khéng bé ndo la “bai” hodn toan nhu céi tn “bai ndo” ma céc bé va Thoy Chi bi xa hoi
dén nhan. Thuy Chi xin phép sé& khéng néi vé nhing con sé, nhing béng chung vé CP vi
dé la viéc ma cée nha khoa hoc sé lom. Thuy Chi chi xin duoc tém sy cong cha, me céc bé
ma théi. Suét thor gian qua céc cha me da déng hanh cung con, gidp céc bé cdi thién vé
vén déng, vé suc khde, vé ki néng nhan thuc va quan frong nhét I cong con cém nhén,
tén hudng nhing diéu tht vi & quanh minh, dé chinh Ia finh yéu thuong va gié i dich thuc
cla cude séng ndy. Cac bé cé hiéu khéng u2 Cha, me ding lo, héy cu kién nhén déng
hanh cong con di, réi moi thir sé c6 céu trd loi. Nguor viét nhiing dong ch ndy xin duoc
dai dién cho tém tu cia céc con. Cho céc bé co héi ding thi cha, me sé thdy: “Tinh yéu sé
khéng phdi I phép mau chi cé rong c6 fich ma né luén hién dién trong cuéc séng thuc tai
nay!”

Chic céc cha, me sé c6 du viing vang dé déng hanh cong con!
Thén éil

Nguyén Thoy Chi,

.". /i
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such cases disappointment has no boundaries, as over time it has been proven that
their hopes are actually impossible. As a result, those thoughts and hopes will turn info
disappointment and sadness, and end in more suffering by the children and their parents.

With this book, | do hope that parents will gain a new perspective on cerebral palsy and
get off the barren track | mentioned above. Life has beauty in many aspects. There is the
majesty of great trees, the radiance of charming flowers and many humble blooms with
simple scents but indomitable and incredibly staunch vitality. The same applies fo human
beings. We can agree on the fact that we all have different physical gaits, characteristics
and capabilities. Most people will not be bothered by a minor blemish: a mere pimple or
scar on the face, to deny one love and aptitude for life, so should it be for all our children.
Parents who read this lefter may have learned about cerebral palsy, a permanent and non-
progressive syndrome. Each child has his or her own characteristics, but the child should not
be regarded as a ‘total failure’ as the name of the disease “bai néo/cerebral palsy” may
suggest or | was labeled. | will refrain from talking about statistics and symptoms of cerebral
palsy, because that is the job of scientists. | just want to share my deepest thoughts with
parents of children with cerebral palsy. For all these years, you have been standing side by
side with your children, helping your children improve their motor skills, their health, their
cognitive skills, and most importantly, joining your children in experiencing exciting facets
of this life. That is true love and genuine humanity. If you fear that your children cannot
understand, please don’t worry. Just keep on walking with them and the time will bring
you the most beautiful answer. The author of this letter wishes to be a messenger for your
children. If you give your children the right opportunity, you will find out that: “Love is not a
miracle in a fairy tale, but a treasure to be won in our real life”.

| wish you great stamina to be your children’s companions!

' L

Your best; L \ w

Nguyen Thuy Chi.

9
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Thu cho Ben cua me

on dé non 35 tuan duoc 2.5 can, con nhé bé

dé hdn trong tay me. Dudng nhu me chua

chuén bi gi cho viéc lam me bét ngs, hay me
ngu ngéc khéng hoc hdi tr nhiing ngudi di truéc22?
Con duoc 2 ngay tudi minh vé qué cach bénh vién
150 cay 56, sao me lai chG quan véi con véy nhi?

Sau hai hém, ngay thé 3 con bi vang da, réi vang
toan than, vang mét, moi ngusi trong nha bdo con
vang sinh ly, réi me ngu ngéc ciing nghe theo,
chéng dua con di khém, di chiéu den

gi ¢, vi con &n ngU t6t, choi tét.

Mét thang con méi duoc
2,9 can. Con véan vang
da, vang mét.

Pham Thi Xvén

Va réi, cang vé sau con cang yéu, con ndm sdp
khéng thé lat va moi ngudi lai nghi réng do con thiéu
canxi, con sinh non. Téi thang tht 5, con ¢ nhing
con co cing, nira dém cé khi con ndm chét tay co
cing minh lai va khéc, ¢ thang tréi bé con ca dém
trén tay, tay me nhu ré roi ... Me da fim hiéu nhing
biéu hién dé nhung khéng cho phép minh nghi dé la
Bai néo hay vén dé gi khac, chi mong réing con thiéu
canxi, hay cdi xuong..Méi ra Tét ém lich, loc con 7
théng me méi dua con di kham, that dau
long khi bac s chén dodn con bi
Bai ndio thé co cing, dét dudi
chan me nhu syp dé, 6m
con cho két luan MRI

cudi cing ma me

Hai thang con méi = ( % cha ngle duge gi
X R (\ me héi han, me
hong chuyen, & L ‘ ‘ ,

ol e B <J dau long. Gié
moi ngudi béo h  the
dé la con sinh g AL S

) déi cudc doi
non nén con “ h
héng mudn > il A

g oN. = =2 gid nhu me
Ba théng con k\ C ) dé y i con
ngdng duoc hon, gié nhu
déu, me ct Lf” me dua con di
nghi con c6 thé ~A % kham, gia nhu....
A ~Jd 4
lGt nhanh. - Nhan két luan MRI
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Letter to my Ben

ou were born immaturely after 35 weeks,
Yweighing 2.5 kilograms. You were so tiny lying

in my arms. It seemed like | did not prepare to be
a mother. Was it because | was so naive that | did not
learn from those who have experiences222 We went
back home, 150 kilometers from the hospital when

you were two days old. How could | have been so
subjective?

After three days, you had jaundice and your whole
body went yellow, including your eyes. Our family said
that it was just physiological jaundice and | listened

to their opinions without taking you to the doctors or
getting you phototherapy.

At one month old, you only weighed 2.9 kilograms.
You still had yellow skin and yellow eyes.

At two months old, you liked listening to people’s
talks. People said that it was because you were born
immaturely, that's why you developed that habit later
than usual.

At three months old, you could raise your neck. |
thought you could roll quickly.

Then, as fime went by you became weaker. You could
lie facing down but you could not roll. People thought
that it was because you lacked calcium or because
you were born immaturely. On your fifth month, you
had muscle stiffness. Sometimes at midnight, you
would hold your fingers tightly and cry. | held you

Pham Thi Xvan

in my arms at night for a month and that made me
feel really exhausted. | searched information about
those symptoms but | did not allow myself o think that
these were symptoms of cerebral palsy or any other
problem. | just hoped that it was because you lacked
calcium. This was until Lunar New Year, when you
were seven months old. | ook you to the hospital. It
was heartbreaking fo hear the doctor’s diagnosis that
concluded you have cerebral palsy. | wish | could
switch my life with yours, | wish could have paid more
attention to you, | wish | could have taken you to the
hospital earlier, | wish....

Receiving the MRI results on my hands, | felt like my
body was on fire: “The increase in T2W signal and flair
at lenticular nucleus area; conclusion: injured lenticular
nucleus.” The doctor said that the lenticular nucleus

lies beneath the cerebral cortex, thus, the recovering
progress would be very slow. Moreover, it was possible
that the root cause was related to the consequences of
jaundice, which led to hemolysis and injured lenticular
nucleus. | was stupid and | was the one who made you
suffered. In this life, | can never forgive myself.

Therefore, we decided to stay in Hanoi for your
treatment with the hope that you would have progress.
The whole family was in shock and we could not believe
that there could be development. Although your legs
and arms were very sfiff, it seemed like you have good
awareness. You could stare at things around you for
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trén tay nhu thieu dét rudt gan me: “Tang nhe tin
hiéu T2W va Flair & vong nhan beo, Kl: t6n thuong
nhén béo”. Bdc si c6 néi réing, nhén béo & trong
nhén xdm va séu trong vé néo, do véy su phuc héi
o réit cham...va c6 thé nguyén nhan tir vang da dén
t6i tan mau va t&n thuong nhéan béo, me ngu dai,
me dét ndt, me lam khé con, cudc doi nay, chéc cé
|& mai mai vé sau me khéng thé nao tha thi cho me
duoc...

Vay la, me va bé quyét dinh & lai Ha néi dé cho

tép cho con, dé mong c6 mét hi vong va tién trién,
c& gia dinh bang hoang khéng tin vao mét minh, vi
tuy con chdn tay co cing, bé con rét khé va méi tay
vi con khéng mém mai nhu cdc ban trong khi do,
déu va lung con lai rét y&u nhung bu lai c6 vé nhu
nhan thic con t8t, con cé thé nhin chém chd moi tha
rét lau, di t6i mét khéng gian nao dé con ludn nhin
khdp luot. Con biét nhin theo huéng chi tay khi con
4,5 thang, tu 3 thdng con héng chuyén rs, goi con
lar con biét cudi, biét quay lai....

Me dua con di tép hdng ngay & phong khém bac

s1 D, ca gia dinh minh chuyén ché tro t6i gén phong
kham dé tap. Ngay ngay me tap cho con réi téi
phong kham tép, me hi vong, me cé thé sta sai
nhing 16i ldm me dé& gay ra, 16i dén ém con ngl, me
lai khéc, me lai nhé lai l0c con méi sinh, me héi hén,
héi han vi me da ngu, dé sai dé lam héng cuéc doi
ca con..Ddi me da xong réi, nhung doi con thi sao,
ligu me c6 séng 16t dé cham duoc con...cang nghi me
lai caing quyét tam tap that nhiéu cho con. Chi cé hai
me con véi nhau, bé di cong tac, réi minh vén chém
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nhau, vén &n uéng lo toan, vén di tap héng ngay ké
c& mua néng, vi khd t6i dau me ciing chiu duoc, me

chi mong con dugc tién bé...

Hai muoi ngaly sau dé, con l&t Gp, nhung tay chéng
rot ra dugc, cé van rdt yéu, nhung cdc ki thuat vién

& phong tép vén dénh gia con tién trién, va con dua
con ra lam mau dién hinh tién bé cho cac ban trong
phong khédm, me vui, mét niém vui c6 thé néi la khé
dién t& duoc, nhung né tiép thém cho me biét bao hi

vong con yéu q...

Réi sau mét théing tap con sét, con sét cao, me dua
con di kham thi la do con bi sét vi rit, con sét tan
gan hai tuan méi khai hén, sau dé lai bi dau mét tan
hai tuan, thé réi khi con quay lai di tap, con yéu di
nhiéu ldm, con chdng nguéc déu len duoc, tay con
yéu hon cé dot déu tap, me xét con, me thuong con,
va me s¢ hy vong trong me s& t&t di ...

Me suy nghi rét nhiéu con q, dé cé thé dém bdo chi
phi tap, thudc thang, khém bénh, di lai, &n uéng tét
cd, me can phai c6 viéc lam dé d& dén cho bs, va
cudce chién cda ching ta la cude chién déu lau dai,
bén bi kién nhén, me dé xin tro gitp cda éng ba néi
ngoai. V& that may mén cho me, éng ba thay nhau
ra tréng con, me ciing c6 cdng viéc dé gitp phdan
ndo gidi téa tam li cing nhu c6 thém thu nhép.

Sau ba thang tap, con ciing chua c6 fién trién gi
nhiéu, con con ché thém lat sép hay ndm nghiéng,
c8 cba con ctng lén mét chit, bé da ngéc hén déu
cao, tay chén con van chua choi Juqc voi nhqu,
loc nay con dé mudi mét théng. Tri tué cda con thi



quite a long fime, and every fime you visit a new place,
you would always look around. You could follow the
poinfing direction when you were between four to five
months old. Since you turned three months old, you
have liked hearing conversations and you smile when
you hear people calling you.

| took you to the medical clinic of Dr. E;rr family
moved closer to the clinic. Every day | practiced with
you at home and at the clinic. | hope | could undo the
mistakes that | made. Every night when | held you to

sleep, | cried and | thought of you when you were just
born. | felt regret. | regretted that | was stupid to make
mistakes and ruin your life. My life is comp|ete, but what
about you? Will | have a good life to take good care of
you? The more | thought, the more | felt determined fo
have more exercises with you. It was only you and me
when dad was not at home. We siill took care of each
other, had a good daily routine, practiced every day
whether it was rainy or sunny. | can endure anything no
matter how hard it is, | just want you to have progress....

Twenty days later, you could roll over even though your
neck was still very weak. However, the physiotherapists
at the clinic said that you were having good progress.
They even took you as a role model for other children
at the clinic. | was happy — the happiness that was so
difficult to describe, but it gave me strength and hope,
my dear boy.

After one month of having excercises at the clinic, you
had high temperature. | ook you to the doctor and you
were diagnosed with viral fever. You only recovered
after almost two weeks of having viral fever. After

that, you had eyesore for two more weeks. When you
refurned to the clinic, you were so much weaker. You

could not lift up your head. | was so worried about you.
| was in pain seeing you like that, and | was afraid that
my hope would fade away.

My dear son, | was thinking a lot to find a way to
afford the cost for everything you need, including your
exercises, medicines, medical check-ups, traveling
expenses, and daily food. | needed to have a job

to assist your dad. Our fight is a long fight, one that
requires patience and endurance. | asked for your
grandparents’ support. Fortunately, your grandparents
took turns taking care of you. | also have a job that

not only lifts up my mood but also helps me earn more
income.

After three months of having
exercises, you did not have
noticeable progress. You even
did not like to roll from tummy to
back or lie on one side. When  //
you were eleven months old,
your neck was a little bit
stronger but your legs

and arms could not
move very well. You
could look up when |
held you high but you
still could not use
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khéng thé so sanh véi nhiing dta tré binh thueng co
ma trém via ty lén, con hiéu nhiing gi me ndi, con

‘e d’, ‘cha chd’, réi thi con khéc khi me 16 quat, con
cudi khi me nd, con biét giéin, biét gid vo dé tréu ba...
moi tién trién nhe cda con vé tri tué ciing lam me vui
long hon cht it. Nhung méi ngay di lam vé, nhin
nhing dva tré khde manh binh thusng, chéc béng
théng véi con, me lai them khét .. Tai sao lai la con?
Tai sao lai la me trong hdng trém con ngudi nhu
véy? La s& phan2 Khang me khéng tin s6 phan? La
do bdn than minh ngu, tai me ngu dét con q...

Di lam, me vui hon, me d& dau khé hon, me cé niém
tin va quyét tém hon, me ciing cho phép me thodt

ra khoi cdi suy nght héi hén vén thuéng tryc trong
déu, bay gio cia me la danh cho con, @n cho con,
méic cho con, me khéng cho phép me ém, di duong
khéng cho phép di du, khéng thi l&y ai chém con?
Va réi thay vao sy bé téc, tiéu cyc, me dé nghi vui vé
hon, biét déu cudc séng nay dang thi thach bé me,
dé b6 me cam nhan sau séc hon dau la hanh phuc,
dau la khé dau, va thigu thén né nhu ndo..me danh
hét thai gian cho con dé néi chuyén, dé doc séch cho
con nghe...

Nam théng tréi qua con tron mét tudi, me duoc gidi
thiéu mot chd béam huyét t6t, me dua con 16 dé bam
huyét, trém via dudng nhu con hqp hay chi la tinh co
ma vé nha tay chan con mém mai, con d& ném chat
tay hon, va réi mét tudn sau dé, hai tay con dé choi
duoc véi dé choi va choi hai tay véi nhau, chuyén dé
choi, céi sy thay déi nay lam me hanh phuc t6i vai
ngdy sau dé, va dé nhu la mét tia hi vong sang nhét
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ma me ting tin...con s& la ngudi binh thueng.

Cé lém loc me nghi, déi véi céc ba me khdc, tién
trién nhé bé cia con chéc véi ho binh thusng, nhung
sao véi me lai hanh phic nhu vay.

Va mét ngay dep trai khi con tron mét tudi me da
tinh c& doc tin nhén cta bac N.Y.V, bac da nhdn tin
véi me lau 1dm réi con, nhung hém nay me méi doc
duoc, me mai biét téi cau lac bé Siéu nhan nay va
cée ky thuat vién tuyét voi ndy con a. Me quyét dinh
nghi & phong khém bac D, thét sy cém on béc da
cho me nhiing nhén dinh vé con dé me c6 thé biét
con nhv thé ndo.

Hién tai con dé 16 thang, con dé cing ¢ hon, ding
ciing thdng chan hon, con ngéi ciing cing va théng
c8 hon, con da biét cém tréng dap xuéng ban va
cudi, da biét theo me dir doi, biét phan biet b, me,
ba , 6ng, cho..biét nhé cac dé vat trén tuong me chi
hay cdi quat, ti vi trong nha,biét minh sai va khéng
doi khi bi quét niza, con néi nhiéu hon, dé c6 thé néi
‘me of’, ‘8i gidi o', ‘cha oi’... bdng céi cach con néi
hodic c6 thé me va cd nha tudng tuong @ (nhung
ldm 16c me van thdy néng ruét [dm 1ém vi con thyc
t& chua tién trién manh , dut khodt vé van déng:

con chua thét sy lat, l&y, chua ngéi duoc, chua bo
duoc...

Me biét réing hanh trinh cda me con minh dai lém
con yéu @, nhung me tin réing véi finh yéu thuong
cla cd gia dinh, x& hoi, cdc c6 cho ky thuat vien tét
thi khéng diéu gi la khong thé con nhi. Cém on con
da luén manh ma.



your legs and arms well. Your intellectual development
was not as good as other children’s, yet fortunately you
could understand what | said to you. You could speak
e d, ‘cha... cha’ and you would cry when | happened
to shout at you, laugh when | teased you. You would
get mad and you could tease your grandmother. Any
signal of your intellectual development can bring me
joy. However, every day when | returned home from
work, my desires for your health would heighten upon
seeing other healthy children at your age. | questioned,
why you2 Why is it me among a million human beings2
Fate2 No, | dont believe that is fate. It was because | am
stupid, only because | am stupid my dear...

Working makes me feel so much happier and less
miserable. | have stronger faith and determination. |
also allow myself to escape from the feeling of regret
that used to appear in my mind. Now, everything | do
is just for you. | eat for you, | dress up for you. | do not
allow myself to get sick. | do not allow myself to drive
carelessly on the road. Otherwise, who will take care
of you? Instead of thinking negatively, | am thinking
more positively. Perhaps life is just challenging me and
your dad, so that we can deeply feel what happiness
means, along with what misery and shortage are.
Now, | spend all of my time to talk to you and to read
books for you...

Five months have passed and you turned one year old.
| was recommended to a good acupressure clinic. | sent
you fo that clinic and you seemed to respond well with
acupressure at this place. Your leg and arm muscles
became softer and less stiff. One week after that, you
could use both your hands to play with toys and pass
toys from one hand to another. This change made me
feel extremely happy for a couple of days, and that

was the brightest light of hope that | ever believed in ...
that you will be normall.

Sometimes | think that your litfle progress was just very
normal to other mothers, but for me, your progress
brought me so much happiness.

On a beautiful day when you were one year old, |
accidently read the message of Ms. N.Y.me sent it
to me a long time ago but | only read it ofit day.
Since then | knew about this Super Man Club and the
amazing phy5|otherop|sts there. | decided to quit the
treatment at Dr. Du

his support in provi CU)

linic. | am very grateful for
e useful information about

your health.

Now, you are sixteen months old. Your neck is
stronger, your standing and sitfing positions are
stronger and better. You can hold the drum, make
sounds and laugh. You like to follow me, you can
idenﬁfy who your dad, mom, grandparents, and uncle
are.... You remember items on the walll that | often show
you, such as the fan or television. You know when you
are wrong and you do not insist anymore when | shout
at you. You speak more; and you can say few words
such as mommy, i gidi oi (oh my god), daddy....in your
own way, or just in our imagination ® (Sometimes |

am burnt with impatience because your development is
not rea||y strong: you cannot reo||y turn and roll; you
cannot sit; you cannot crow|...)

| know that our journey still has a long way to go,
my dear sweetheart, but | believe that with the love of
our family, society, and kind physiotherapists, nothing
is impossible. Right? Thank you for always being so
strong.
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Chang trai thang 10

U khi biét tin c6 em da |l mét hanh trinh déy

gian nan. Me chém 28 ngay, xét nghiém c6 két

qué ma siéu am van chua thdy em. Bénh vién
l6n chuén dodn c6 thé me bi mang thai ngodi t& cung

va yéu cau nhép vién. Me chéng tin va trén vién ra

ngodi siéu &m mét béc sT gia ¢ vy tin. Tin vui bét ngs,

béc si thét len: “Vao t& cung roi déy théi, ngodi déu
ma ngodi”. Me mung roi nuéc mét, vé vién ty y viét

don xin ra ngay lap toc.

12 tuéin, bac si chuén dodn me bi dong thai, yéu
cdu ndm yén bét déng. Nghi
viéc gén 2 théng ném 1 ché la
khodng thai gian che doi kinh
khdng nhé&t ma me tung biét.
Thai gian tiép theo bé nghi hén
lam dé cham séc va dua dén
me di lam vi me khéng thé nghi viéc duoc. B6 me

& thué tan tang 4, hang ngay bé bé me 4 tang dé
xudng nha. Khé khan la thé, ma me théy hanh phuc
vé cung.

18 tuan thi moi thg tam 8n.

27 tudin me bi du nhiéu &, lai diéu tri.

32 tudin béc si khuyén cdo me c6 thé sinh sém vi van

du nhiéu &i, han ché di lai.
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Me thi nghi: dv 6 thé nao van phai
séng, yéu con bang sy manh mé

chinh la sy lva chon cia me luc nay!

VG Thi Huyén

39 tudn 5 ngay me sinh em, 3.3kg, tréng tréo, khoi
ngd, ba ndi goi em “Dé yéu mén”, me thi hay goi em
la “Min Min dang yéu”. Nhung me thc méc tai sao
c8 em lai dai va cé vé yéu 6t thé. Xong lai nghi chéc

tré con méi sinh nén nhu vay

Me rét nhiéu sita nhung em ti chdng duoc la bao.
Méi lén cho em fi réit véit vé vi em hay sdc, nuét kém.
Nhung loc dé chi nghi do sa me nhiéu qua em nuét

khong kip.

3 thang, me dua dé choi ma
em it chG y, goi héi cing it dap
Ung, hay cudi va choi 1 minh,
dém hay khéc thét vai ba tiéng
khéng ré nguyén nhan. Me bét
déu nghi nge va tim hiéu sach
bdo. Chia sé véi moi ngudi ai cing gat di. Me ciing ty

an Gi minh la con khéng sao ca.

4 théng c& con vén chua cing, con viém phé quan
ndng phéi ndm vién nhiéu ngay. Dén vién tuyén tinh,
me cOng hdi tai sao c8 con chua cing. Béc si vén bdo
con khéng sao, chéc do con yéu théi. Chicé co y té
fiém hang ngay cho con thi khuyén me dua con di
kham sém. Thoi gian dé con 8m lién mién nén me tam

géc suy nghi dé lai dé tri bénh cho con



October Boy

the day you came into my life. My period was 28

days late and the pregnancy test was positive, but
ultrasonic could not find you. The hospital said that |
might be diagnosed with an ectopic pregnancy which
required me to be hospitalized. | did not believe it and
| escaped the hospital to have another examination
from an old doctor with a good reputation. Unexpected
good news. The doctor exclaimed: “the fetus moved
info the womb. It's not an ectopic pregnancy”. Upon
hearing the news, | wept tears of joy. Then, | returned
to the hospital and applied to be discharged.

I knew it was going to be a challenging journey since

Within 12 weeks | was
diagnosed with fetal
derangement and was required
to lie motionless. Taking leave
and |ying down for 2 months
was the most terrible wait that |
have ever known.

The next period, your father quit his job to take care
of me and to take me to work because | could not quit
mine. We rented a room at 4™ floor and every day
he carried me from 4™ floor to the ground floor. How
difficult it was. And | felt so much happiness.

Week 18: Everything was fine.
Week 27: High level of amniotic fluid, treatment again.
Week 32: The doctor notified me that | might give birth

early because | still had too much amniotic fluid; he

But | thought: | have to live no
matter what happens. Loving you
with all my strength is the choice |
make this timel

Vu Thi Huyen

recommended me to limit walking.

Week 39 and 5 days: You were born, 3.3 kg, bright
skin and lovely. Your grandmother called you “beloved
Dé”. | often called you “lovely Min Min”. But | often
wondered why your neck looked long and weak. Then
| thought that a newborn baby should be like that.

| had a lot of breast milk but you did not breastfeed
much. It was difficult every time | breastfed you because
you often choked and hardly swallowed. But at that
fime, | just thought it was because there was too much
breastmilk and you could not swallow fast enough.

At 3 months old, | gave you
some toys but you did no pay
attention; | called you but there
was little response. You often
laughed and played aloned.

At night, you suddently cried
without reason. | started to

have doubts and searched the books. | shared my
findings with people but everybody just rejected them. |
comforted myself, thinking that you were just doing fine.

At 4 months old, your neck was not sirong yet. You
had severe bronchitis and you had to be hospitalized
for many days. At the provincial hospital, I asked why
your neck was still weak. The doctor said that you were
doing fine, your neck was just properly weak (8. Only
the nurse who gave you injections every day advised
me to have you examined soon. At that ime, you were
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Géin 5 thang con di Nhi Trung Uong, bac si chuén
dodn con: BAI NAO LIET CUNG TU CHI v hudng
dén tép luyén. Lic dé me cing chua hiéu vé khéi niém
ndy nhiéu, va cing khéng tin con bi bénh dé. Me dua
con di khém dinh duéng vi tin réing con chi thiéu canxi
ma théi, bac st dinh duéng ciing tin nhu me. Ung
mét thang thuéc theo vién dinh duéng, con van khéng
tién bo. Loc dé me chua c6 mét ngudn thong tin ndo
vé bénh cla con cd, khang biét kéu ctu ai. Thei gian
dé me va ba ty tép cho con. Nha thué xa qug, lien
lac nhiéu l&n vén chua cé ky thuét vien nao nhan lsi
givup.

Me xin nghi mét théing khéng lvong dé may mo, fim
hiéu, biét dén cac hoi nhém va hai them kinh nghigm.
Dén dén me ty khéng dinh chinh xdc con bi bénh du
chua cén chyp chiéu hay lam thém céc buéc déanh gia
ndo cd.

Khé khan nhét giai doan nay la gia dinh bén néi
khéng hiéu va khéng chéip nhén su that. Khéng ai tin
con bi bénh va khéng ai ung hé viéc me chia bénh
cho con. Mét minh me déu tranh, c6 nhiing khoanh
khéc me muén dap déu vao tueng vi qua ép lyc.

Loc me cn sy an Gi nhét lai la [6c mét minh me phai
ty chién déu. B8 con ciing chua thét sy hiéu duoc
mic dé nghiém trong cda can bénh nay. Nhung me
khong dugc khéc, me khong duoc yéu dusi. Me chi
duoc khéc mét minh. Cé nhing luc ra khai céng ty la
me khéc suét cd con dudng vé, dén céng nudc mét
me lai kho. Me ciing khéng hiéu me ldy déu ra soc
manh. Nhung véi nhiing ngusi khac dé chua chéc da
lar céch phu hop vi qua nhiéu ngudi néi me vé cam,
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khéng biét lo lang, khéng biét thuong con.... Me thi
nghi: du c6 thé ndio vén phai séng, yéu con béng sy
manh mé& chinh la sy lya chon cGa me loc nay!

7 thang con biét lat mét chiéu, thinh thodng ngéc déu
duoc chit chit. Véi me dé cing la cé mét niém hanh
phic vé bo réi.

8 thang c6 6 ky thuat vien dén tap cungcon é




constantly ill, so | put aside that thought and prioritized
your treatment.

When you were nearly 5 months old, | took you to the
National Pediatric Hospital. The doctor diagnosed you
with SPASTIC CEREBRAL PALSY and instructed me to
do these exercises with you. At that time, | did not really
have a good understanding of Spastic Cerebral Palsy
but | also did not believe that you had it. | took you to

a nutritionist @s | believed that you just had a calcium
deficiency aéthe nutritionist shared the same thoughts.

After taking medicine from the Nutrition Institution for
a month, you did not make any progress. At that fime,
| did not have any sources of information about your
disease and | did not know to whom | could cry for
help. During that time, your grandmother and | did
exercises with you at home. Our house was so far
away from the hospital that no physiotherapist agreed
to come and help us.

| took one month off work without salary to search

for groups and ask for their experiences. Eventually, |
confirmed that you had cerebral palsy even without any
scanning or further assessment.

The most difficult thing during this period was that the
family on your father’s side could not understand and
did not accept the truth. Nobody believed you had
cerebral palsy and nobody supported me in giving

you treatment. There was only me fighting. There were
moments that | just wanted to hit my head against a
wall because | felt so much pressure. | had to fight
alone when | needed comfort the most. Your father did
not really understand the severity of your disease. But

| could not cry. | could not become weak. | could only
cry alone. There was a time that | cried all the way from
my company to my home and when | arrived, my tears
had dried. | could not understand where | could get the
power from. But to many others, that was inappropriate
because many people thought that | was emotionless.
They thought that | did not worry and did not care

for you... But | thought: | have to live no matter what
happens. Loving you with all my strength is the choice |
make this time!

7 months old: You could roll on one side and
sometimes you could lift your neck. To me, that was the
infinite happiness.
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9 thang me dua con di gaip béc si L.

ngdi, réi tién xa hon nia... Cé thai gian em quéy khéc
lien mién thi me lai chi mong em binh yén chot cho ba

10 thang con chyp cong hudng tr nhung khéng fim
théy t8n thuong nén khong ghép 1€ bao géc duoc. Hy
vong cUa me lai mét lén nga bi dap tt.

Hién tai con 13 thang va néing 7.2 cén. Con rét hay
&m vat, viem phé quan téi phdt lién tyc, dau ¢ vén
chua kiém sodt duoc, biét lat hai chiéu, giao tiép rét
rét it. Con &n it va khé nhai, khé nuét, chi i binh, bé fi

me hodn todn.

Méi lén con 6m, con thusng
mdt kiém sodt hanh vi, hay ty
cdo céu, dt téc minh, nghién
réing, cén ngudi khdc.

Mét ngdy con tép hai ca: ca
sang cd ky thudt vien dén nha,
ca chiéu téap ky thuét vién coa

S

nguyén nhan.

Bay gio diéu duy nhét giop me c6
thé dung vimg dé cé géng la sv hy
vong. Va me tin vao sy manh mé
cba con. Cam on con trai da dén
bén me va cho me biét cuéc séng
tuy v6 cung khéc nghiét nhung stc
manh cGa con ngudi la vé han. Me
con minh cung cé géng con frai nhé!

me d& mét. Dung la sy ky vong vé han!

Gio diéu me con lan tan lén nhét bay gio la me van
chua biét nguyén nhén tai sao con bi bénh nay. Me
mudn biét dé con phong tranh, con sinh em cho con
choi. Ma di mély noi déu néi bénh cia con khéng ré

Me muén nhiéu ngudi xung
quanh ¢é cdi nhin hiéu bigt hon
vé bénh cia con bai vi dai da
s6 néu ho khéng cé ngudi théan
quen bi bénh nay thi déu c6 cai
nhin la [&m. Ngusi thi néi do
me khéng &n uéng day do khi
c6 con, ngudi thi néi me khéng

vién Nhi Trung Uong.

Me duoc nhiéu ngudi mach cac

phuong phép khéc nhu: Cham

cGu, khi cdng...nhung me dang fim hiéu xem c6 phu
hop véi con khéng? Bén Tay Y thi néi bénh cta con
lien quan dén than kinh trung vong, khéng nén cham
cOu.

M&i l&n me dua con ra ngodi & bigt bao anh mét do
xét, bao |6i néi mia mai. Me hoc céch khéng quan
t&ém. Ngay ké ca bdc si ciing cé ngusi néi tp tanh
chd &n thua, xac dinh tu tudng ludn di. Cé ngudi thi
déng cdm, c6 ngudi thuong hai..Moi cung béc cam
xtc véi me gio khéng con qua quan trong. Nhing
lc em ngoan thi me mong em cing c8 duoc, rdi biét
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chiu di siéu am no kia.... Nhiéu
khi me chi biét cusi khdy chua
chét va ty nghi: chéc ngudi ta
thuong va lo cho con hon ca
me hay sao &y! Chdng thi€u mét xét nghiém, mét méc
quan trong, mét ‘test’ ndo me khang lam. Nhung y
khoa la vé han, c6 nhfmg thi trinh dé hién tai chua
thé phat hién ra. Me chép nhan bgi cé thé do me con
minh chua dugc may mén.

Bayy gio diéu duy nhét giop me cé thé dung ving dé
6 géing la sy hy vong. Va me tin vao sy manh mé
cba con. Cam on con trai da dén bén me va cho me
biét cude séng tuy vé cuing khéc nghiét nhung stc
manh cda con nguoi l& v&6 han. Me con minh cung b

géing con trai nhé!



8 months old: A physiotherapist came and performed
some exercises with you.

Then you got sick and went to hospital. The exercise
progress was inferrupted.

9 months old: | took you to Dr. L.

10 months old: You had an MRI scan but we could
not find any damage so we could not apply for a stem
cell transplant for your case. My hope was buried one
more fime.

Now, you are 13 months and e
7.2 kg: You get sick very often.
Your neck control is weak.

You can turn both sides. You
communicate very little. It is &
difficult for you to chew and
swallow.

You only drink milk from
the bottle. You give up on —
breastfeeding.

Every time you get sick, you often lose control of your
behavior. You often scratch your own hair, clenching
your feeth or biting others.

Every day you have 2 exercise sessions: In the morning,
a physiotherapist visits and has exercise sessions with
you. In the afternoon, you have exercises with the
physiotherapist at National Pediatric Hospital.

| received many recommendations about different
methods such as acupuncture and gigong. But | fried
to find out if those methods were suitable for you.
Western Medicine says that your disease is related to
the central nervous system and that acupuncture is not
recommended.

Every time | take you out, we receive curious looks and

The only thing that helps me stay
strong now is hope. And | believe in
your strength. Thank you, my dear
son, for coming fo me and letting me
know that life is crucial but human's
strength is unlimited. We will do our
best, my dear son!

sarcasfic words. | learnt not to care. Even the doctors
said that exercises will not help much and that I should
be prepared. Some are sympathetic and some pity me.
All level of emotion is not important fo me anymore.
When you are doing well, I hope your neck can get
stronger and then you can sit and then you can learn
further... When you are continuously fussy, | just hope
you will be calmer to and give grandmother some
peace. What unlimited hope!

Now, the ’rhing concerns me the most is that | do not
know the cause of your disease.

| want to know to prevent it, so
that | can give you a sibling to
play with. Yet, | asked different
sources but they all said that they
are not sure about the cause of
your disease.

| want people to have a better
— understanding about your
disease because most of them
who do not know anyone that have cerebral palsy,
often give us strange looks. Some of them said that
it was because | wasn’t well nourished when | was
pregnant and some of them said it was because | did
not have regular pregnancy check-ups. Sometimes
| just laugh and | think that, perhaps they care and
worry about you even more than | do! There wasn't
a single test that | did not do. But medicine is limited,
there are things that current medicine cannot detect. |
accept because perhaps, we were not lucky.

The only thing that helps me stay strong now is hope.
And | believe in your strength. Thank you, my dear
son, for coming to me and letting me know that life is
crucial but human’s strength is unlimited. We will do
our best, my dear son!
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Me sé mai la me cua con

Bui Thi Méy
&u c6 ai hdi rang: Diéu déng tiéc nhét trong Ngay 19 théng 8 nam 2010, t8i sinh chéu déu long.
cudc séng coa ban la gi2 Thi diéu déu tien t6i  Khi dy chdng tai tron 25 tudi, con 18i vira 23. Gia
trd &i dé la: ban than t8i sinh ra con — mét dinh t&i dat tén chéu la B.N.A, sau nay hay ém yéu,
cd con géi khéng hoan toan khoé manh. mong con kho& manh nén gia dinh goi chau la Binh

Nhé lai quéing thei gian qua — 7 ném, khodng thai Yeén. Binh Yén ra doi khi méi 32 tuan tudi, la ngoi thai

gian khéng qué dai nhung cing do lam bén than thei ~ N9Ye< chéu duc sinh ra béng phuong phép mé

ciing nhu gia dinh hiéu dugc néi vét va khé nhoc cda lcty thai. Khi d6 chéu chi nging vén ven 1,8 can. Gia

dinh dén con trong céin phong so sinh coa Bénh vién

mét gia dinh c6 con méc bénh bai néo.

da khoa Tén Lac. Con phdi ném léng &p, sinh non,
con  yéu lédm. Téi ngay thi 12 tai bénh vién con

=, b0 khd hon, nén con duoc xudt vién vé
{, nha. B& me da ty nho rang, thé la 8n rdi,
moi khé khan dé dén qua di. Con sé lai
l6n lén nhyu ching ban. Nao nge khi vé
nhd, con vén bi vang da kéo dai, gia
dinh lgi khéin géi dua con lén bénh
vién tinh diéu tri. Con |qi tiép tuc ném
léng ép mét thang va con dé khoé lai
sau dé. Nhiing tudng lén nay nia théi
lar con hoan todan cé thé yén tam & nha
cung cy ndi va gia dinh than yéu réi, véy
ma chdng c6 may mén nhu vay. Khi con
duoc 2 théng tudi, bung con ngay cang
chuéng céng, céng t6i ndi nhu sép v&
véty, bung chuéng nhiéu nén con duoc
chuyén théng lén bénh vién Nhi Trung



| will always be your mother

would tell them the first thing that comes to my mind,

I f someone asked me what | regret most in life is, |
which is that | gave my daughter an unhealthy body.

It has been 7 years since my daughter was born.
Those years are long enough to make me and
my Fami|y fu||y understand the difficulties of raising
children with cerebral palsy.

On the 19" of August, 2010, | gave birth to my first
child. At that time, my husband was twenty five years
old and I was twenty three years old. We named
our child D.N.A. Later, when she often got sick, we
called her “Binh Yén/Peace,” with the hope that she
would be healthier. Binh Yén was born when she
was just 32 weeks old. She was born by cesarean
section, and only weighed 1,8 kilograms. Our family
welcomed her at the nus{¢Droom of Tan L neral
Hospital, where she had fo stay in the incubator as
she was born immaturely and she was too weak.
Breqsffeeding was excellent until the twelfth day, thus,
she was discharged from the hospital. My husband
and | thought that all the difficulties were over. She
would grow up just like other children. Unexpectedly,
when she refurned home, she sill had jaundice for a
|ong time. Our fomi|y took her to the hospita| again.
She had to stay in the incubator for one more month
until she recovered. | thought it was the last time she
had to be in the hospital and that she could return

to our great-grandmother and our beloved family.
However, we were not that lucky. When she was two

Bui Thi May

months old, her belly swelled as big as a balloon so
she was directly sent to the national hospital. She was
hospitalized, causing anxiety to the whole family.

At the hospital, our family got shocked once again

to know that she had malformation of the intestines,
which required surgery. The day that my daughter
had the operation, we could not sleep knowing that
most three-month old children weighed 7.8 kilograms
already, while ours was only four kilograms. . What
was more, people always gave us a look of pity . They
would point and gossip about our daughter which
made us feel more worried and sad.

Binh Yén was operated for eight hours. | burst

info tears when the doctor said the operaton was
successful and she could go back to the previous
department for further freatment when she woke

up. Other patients often had fever for two to three
hours after the operation but my daughter was
totally fine. She just licked her fingers (She was very
hungry the night before the operation as she needed
to abstain from breastmilk). | thought my daughter
was so strong, and that she would recover quickly.
Unfortunately, very late that night, she had 40*C
fever. Everybody was so busy because of her. The
on-duty nurse that night gave her a cooling towel.
However, even two days later, her temperature still
read 38*C. Since that day, she would stare blankly
at people. Her eyes were not as quick as they used to
be, and she started to close her fingers tightly.
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vong, mét lan nda cé bé lén me ngén ngusi khi duoc
béc si ¢ dé théng béo con bi phinh dai trang bém
sinh, can diéu fri béing phéu thuét. Vay la con nhap
vién trong lo &u ca ca gia dinh. Ngay con c6 lich
mé, bé me khéng thé nao chop mét bsi l& da 3 thang
tudi ma con méi chi cé 4 cén trong khi dé cung la
véi con cdc ban dé 7-8 can réi. Hon nia bung con
céing chuéng vuot mét, moi nguai ludn danh cho con
nhiing cdi nhin i ngai, réi chi trd to nhé lam bé me

thém phén 10i than, lo Iéng.

8 tiéng trong phong mé, me v& od khi bac st néi ca
phdu thuét thanh cong. Chi con che Ngoc Anh finh lai
o c6 thé dua vé khoa diéu tri tiép. Céc ban khac mé
frudc con s& sét 2-3 gid sau mé, con gdi me khong hé
gi, chi m0t tay (vi déi, cé t6i hém truéc con phéi nhin
bo dé phéu thuét) me dé nghi con géi me kién cudng
qud, con sé& nhanh khai théi nhung nao thé ngs réng,
khuya muén dém dé con sét 40*C, kéo dai khéng ha.
Cé& phong nhéo nhao vi con, cé diéu dudng tryc dém
hém dé chudm &m cho con cé chau lun, vay ma méi
t&n 2 ngay lién con vén 38*C. K& t ngay dé, con

l& d& nhin moi ngudi thét vo hén, mét khéng nhanh
nhay nhu truéc, tay bét déu ném chét.

Réi con ciing dugc ra vién, bé me va ba phdi thue
phong tro gan bénh vién dé tién cho con nong héu
mén dé con cé thé di vé sinh binh thuong.

6 thang, 7 théng tudi, con van phai nong héu mén réi
con chéng lat l&y gi, & con cing mém ra va khéng ty
diéu chinh dugc. Thém mét ldn nia bé me trong tam
ly lo &u dua con xuéng Ha Naéi kiém tra. Sau khi chyp
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MRI v& con c6 két luan bi bai néo thé co cing. Cé
nha nghen déng vi két qué &y, va ching ta hiéu réing
cé gia dinh minh s& phéi buéc vaio mét cude séng khé
khan géip 5 gdp 7 nhing gia dinh khac. B6 me suy
sup vi nghi dén tuong lai cda con sau ndy, va con géi
cba bé me s& phdi dau dén vét vé trong suét thoi gian
t6i déry.

T khi biét két qud, bé me lai chay vay cho con di
diéu tri, tap phyc héi chic néng, xoa bép bdm huyét,
chém cdu. Hé ¢t ai chi, hay mach diéu tri & dau bs
me va gia dinh déu c6 gdéng thu x&p dé con c6 thé
gaip théy gép thuéc dé phén nao cdi thién tinh trang
cda con. Bdy ném qua ca gia dinh da hy vong réi lai
thét vong va con méi ngay mét lén én lai co cing
nhiéu hon, khién con &n uéng khé khan hon, ngusi
bé con ciing that vét vé hon. Moi sinh hoat cia con
déu phai phy thuéc, phéi c6 ngusi ludn ké bén bé &m
chém séc.

Thuong con Idm, hién tai con sép tron 7 tudi, con lén
dén, néing hon, nhiing luc bé con @n, con tém, di vé
sinh cting khé khén ém, c6 khi con géng minh lam ca
ba néi cung ngd. Con chi @n théc &n mém min, phén
l6n con nuét chi khéng nhai, nhiéu khi con nghen
cing lam cd nha ho via. Vét vé nhét la nhing ngay
con 8m, con dau réng, con gan nhu la 6, rén ri, con
gdo [én méi khi con ra hiéu ma c& nha khéng dodn
dong dé lam theo. Cham mét da tré binh thuong khi
&m da thém mét, hudng chi mét ngudi cé bénh nhu
con nia, v@y nén éng ba cham con that mét |<”5|m, bé
me phai di lam chéng thé nao gitp duoc nhiéu cho
con va éng ba.



Finally, she was discharged from the hospital. I, my
husband and my mother had to rent a room near
the hospital to give my daughter some convenience in
having anal dilation.

Even when she was six or seven months old, she sill
needed anal dilation. She did not roll at all. Her neck
was softer and she was unable to control her neck.
Once again, my husband and | worriedly took her to
the hospital in Hanoi . After having an MRI scan, she
was diagnosed with spaﬁbr0| palsy. | swallowed
the truth in bitterness and understood that we were
stepping into a life that is five to seven times more
challenging than other families’. My husband and |
were devastated to think about her future, to know
that our daughter will have to suffer lots of pain in the
coming time.

Since our family knew
about her disease, we

/r—-\

G
borrowed money for her ( '
medical freatment including G - \
rehabilitation, acupunture &

and acupressure. As soon as
we were recommended
to a good place for her
treatment, we would

do our best to take

our daughter there in
order to improve her
physical condition. In
the last seven years, our
fomi|y gave in hope and
then gave up on it. My
daughter was growing
every day together

with her stiffness which caused further diFﬁcuhy in her
eating. It had also been more difficult for those helping
her. She is still dependent on others for daily care,
needing someone to watch over her and take care of
her.

My husband and | really care for her and love her so
much. Now, she is almost seven years old, and she is
getting bigger and heavier. Thus, it is so difficult for us
to hold her, feed her, give her a shower, or to bring her
to the rest room. There are many times when her body
gets stiff, then her grandmother would fall when she
would fry to help her. My daughter can only eat soft
food and most of the time she swallows the food without
chewing. Sometimes, she gefs choked which makes
our family very worried. The most difficult days were
when she got sick and when she had toothache. She
was screaming, groaning and shouting
when she tried fo give signs but we
\\@f’)f 2 could not understand her. If taking
E" ! care of normal children when they
get sick is difficult, imagine how
disheartening the process of taking
care of a child with cerebral palsy
can be like. Thus, my child’s
grandparents are
really exhausted. My
husband and | have
to work and we
cannot help my child
and her grandparents
very much.

Until now, the biggest
improvement in my

child is her thinking ability
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Dén tan béay gio, diéu cai thién l6n nhét & con ¢ 16
& sy tu duy va 1én lén trong sinh hogt thudng ngay.
Moi c@ chi, ky hiéu 6ng ba, bé me chi day cho con,
con déu thyc hién t6t. M&i khi én, udng, vé sinh thi
khi hdi con s& ra higu béing cach e lusi dai ra, vay la
gia dinh dé c6 thé hiéu con dang muén gi2 Va méi
ngdy sinh hoat cda con cé phén thuan tién hon.

Con gai daic biét thich c6 ban dén chai, vi con khéng
thé dén truong nhu ching ban nén méi budi séng
thyc déy sau khi lam vé sinh c&

nhan cho con xong, ba hodc P . r
9 i Néu that su co6

cdc ban di hoc. Con vui hon khi

b3 lai bé con & hién dé nhin \

ngdly nghi c6 hém cac em, céc t6t hon bay gio.

chi hang xé6m sang choi. —

Con nhé rét lau. Méi khi hen con di choi dau mua gi
hocic bé me, dng ba cé néi s& di dau thi khi dé con
lién khoc doi di theo.

Con nia, con ciing thét ngoan |ém, con hiéu tir
ngdy c6 thém em cu, con thdy cd nha con bén cham
c& em nén con ciing ty gidc hon, con xem fivi ciing
khong con phdi bé xem nia, cé lic con cusi ngét
ngéo khi xem t6i doan hai huéc, hodic cé canh héi
hc}p con lai hét 1én vi so hai, lo cho nhén vat. Con
ciing thich xem mdy tinh bang, xem céc cdp déi lam
dém cudi hodic chuong trinh “Bé oi minh di déau the”
bai 18 d6 ma méi khi sang di lam, me lqi héi con cén
xem gi, doc mét loat chuorng trinh con yéu thich con
s& ra quyét dinh béng ky hieu.

Chi ting dy théi véi cé gia dinh la con da do lén len,
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da théy tién trién réi. Gier day dai loc con bép be
goi bd, goi me, tét c& nhing diéu dy dé lam cé nha
hanh phoc va thédm cam on con vi con da luén né

lyc, luén c6 géng.

Me day con béng cach tro chuyén véi con, du con
chi dép lai béing anh mét, ny cusi nhung tir dé con
hiéu duoc hon dé con cé thé phat huy nhiing gi con
lam dugc. C& nha khéng mong gi hon, chi mong con
l6n lén khoé manh hon, c& géng hon dé phén nao
ty cham séc duoc ban than.

kiép sau, me van | C& gdng lén con gdi nhé, bé

mudn duoc lam me cia con débu | me va gia dinh cung sy thién
dép cho con, cho con cuéc séng

nguyén cla cdc cd cdc bdc sé

c6 gdng dé gitp con 16t hon.

Cubc séng ma, ai ciing cing
c6 nhing néi niém riéng, nhing not thét trong long
minh. Truéc déy ching 18i ciing it chia sé vé nhing
diéu nay, ciing c6 phén go ép ban than vi kién thoc
vé cha&m séc con vé bénh bai ndo con han ché,
khong do ty fin dé c6 thé cham séc con mét cach
t6t nhét c6 thé. Dén gio phdn ndio g& bé duoc méic
cém, ty ti dé yén tam hoa nhap, khéng con ngai
ngung véi dnh mét do xét cia ngudi ngodi méi khi
nhin thdy con minh tat nguyén.

Néu that sy cé kiép sau, me vén muén duoc lam

me cba con dé bu ddp cho con, cho con cudc séng
t6t hon bay gio. Bsi vi con duoc sinh ra tir me, mét
ngudi me khéng cho con dugc mét co thé hoan toan

khoé manh.



and her development in doing daily activities. All the
signs that |, her father and her grandparents taught
her, she can do very well. Everytime we ask her if
she needs to eat, drink or go to the restroom, she will
answer by pulling her tongue out. In doing so, we
can understand what she wants. Day by day, it then
becomes more convenient for us to support her in her
daily activities.

She feels really happy when her friends come over to
play with her because she cannot go to school like her
peers. Hence, every morning after she gets up, her
dad and her grandmother
will bring her to the front door
so that she can watch her
friends going to school. She
will be even happier when her
cousins and neighbors come
to play with her during the —
holiday.

She can remember very well. Everytime we promise to
take her out or talk about the places we plan to go to,
she will cry out and insist to go with us.

What is more, she is such a good daughter. Since
she had a little bro’rher, she could see how the
whole fclmi|y got busier in order to take care of him.
Upon knowing this, my daughter became more
independent. She no longer needed us to hold her
while watching television. Sometimes, she would laugh
out loud upon watching funny scenes, or scream
upon seeing thrilling scenes because she would be
worried for the characters in the movie. She likes fo
use the tablet, watching the videos of couples getting
married or the program “Daddy Where Are We
Going.” Thus, every morning before | go to work, |

My dear daughter, | just want to
say that, if there is a next life, I still
want to be your mother, to give
you a happy and hedlthy life.

would ask her what she likes to watch for the day.
Then, | would describe several programs for her to
select and she will decide by giving me her signs.

All of the improvement that our daughter gained makes
our family feel like she is progressing at a positive rate.
Now, she sometimes tries to call dad and mom, which
makes our family feel so happy and thankful for her
efforts.

| teach her by talking to her. Even though she can only
respond to me by giving signs or smiling, | still believe
— that she can develop better by
talking to me. Our family does not
have high expectations, we just
hope that she will grow up healthy
and she can learn how to take

=l care of herrself. “Do your best, my

dear daughter, dad and mom and
our family together with the kindness and compassion of
many people will help you get better.”

That is life, everybody has their own thoughts and their
own knots in their hearts. In the past, we rarely share
about our stories because we had limited knowledge in
taking care of children with cerebral palsy. We were
not confident fo take very good care of our daughter.
Now, we can partly remove our inferioriiy complex; we
are not shy anymore when we face the judging eyes of
people every time they see our daughter.

My dear daughter, | just want o say that, if there is a
next life, | still want to be your mother, to give you a
happy and healthy life.
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Chién binh manh mé

gdy 05-08-2015 con trai chién binh manh

mé cba me chdo doi. Tai sao me lai goi con

l& “chién binh manh m&”2 Tai vi con trai bé
nhd cda me khéng duoc may mdn nhu céc ban khac
- con trai bé nhé cia me phai chién ddu véi bénh tat
tr trong bung. Ngay biét tin con xuét hién trong cuéc
doi me, me v& oa trong cdm xic - me dém chim trong
niém hanh phic thiéng lieng coa mét ngusi phy no.
Moi thi vén ¢t tét dep khi méi lan di kham thai dinh
ky. Bdc si cho me xem con me dang lén lén timg
ngdy frong bung véi nhiing chi s6 phat trién that t6t.
Nhung réi tai hoa bét déu giéing xuéng khi & tuan
thai tho 25 con trai me c6 déu hiéu tran dich & bung
- tran dich tim va céc chi s6 phdt trién béng ching lai.
Nhfmg loi béc st néi khién tai me U di - tai sao con lai
bi nhu thé2 Thang truéc bac s van néi véi me la con
8n co ma sao bay gid lai ra néng néi nay - sau mét
logt xét nghiém thi nguyén nhéan do me nhiém virus
va con virus dy dé xém nhép vao rau thai khién con
bi bénh. Béc si khuyén me nén dinh chi thai ky vi so
con khéng thé qua duoc - lam sao me 6 thé lam nhu
véry véi con2 Chi con hon hai thang nva & con chao
doi r6i me khéng thé lam diéu dé duoc. Me khong thé
mdt con duoc va me da xin bdc si e dé me diéu tri
biét dau con nuéc con tat. Thé réi dot didu tri két thuc,
béc si théng béo cho me két qua tét - dich & bung va
fim con dé rdt hét nhung chi s6 phét trién coa con vén
chém. Me luc 8y ngd quén trong hanh phuc khi gio
duoc con lgi bén minh - me khéng hé dé y dén cum tu
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Nguyén Thi Thu Ha

“thai chém phét trién” me nghi don gidn sinh ra nhd
mét chut thi me sé ¢é nuéi cho lén.

D& rdi khi con tron 1 thang tudi me lai mét lén nia
nghe fin xdu vé con - l&n dé con bi thé kho khe, me
da mai béc s T. vé dé kham cho con. Anh mét bac

st nhin con - cdi ldc déu nhe khi khém cho con bét
giac khién me rung minh va bét an. Béc si khuyén me
nén dua con dén khoa thén kinh vién nhi Trung Uong
cang sém cang 16t vi béc st nghi con bi tt ddu nhé do
chéng khép so bém sinh - con véin dé ngat mai cla
con la sinh ly théi. “tat déu nhé - tat ddu nhd - tat dau
nhd la& cdi quéi quy gi? tai sao con me lai bét hanh
dén thé?2 tai sao lai la con ma khong phdi la me?2”
trong déu me hién ra hang van céau hai khién me
quay cudng. Om con khéc can nuée mét me bét déu
lao len mang tim ki€m cdi cum tU xa la kia, me cang
doc cang fim cang hoang mang - nhin sang con dang
ngu ngon lanh ma |6ng me nhu thét lai. Me chi mong
trdi mau sang dé dua con di bénh vién - me hy vong,
me cdu troi la vi béc st dé chén dodn sai di. Con me
s& khéng sao hét - con me s& 8n. Mét thang tuéi chu
vi ddu con 31 cm - két qua chyp CT cét lép cho két
qud: n&o nhd, rénh cudn néo néng, néio kém phat
trién. Mdt me nhoe di khi cém két qué trén tay. Thé

l& con me sé bét ddu mét cude chién ddu méi - mét
cudc chién vuot lén s6 phan nia. Me vé goi dién cho
béc siT. va duoc béc st khuyén me vé cho con uéng
thuéc theo don - chém séc con khée doi 3 théng réi



Strong combatant

y strong combatant was born on August 5,
MZO] 5. Why do | call you “strong combatant2”

Because you were not as lucky as others —
you had to ﬁght with disease since you were inside my
womb. Right from the moment | knew that you have
appeared in my life, | was immersed in the sacred
happiness of a woman. Everything went well every
fime | had pregnancy check-ups. The doctor showed
me that you were growing day by day in my womb
with indicators of good development. However, disaster
struck us at week 25, when you showed signs of
abdominal and heart problems and the development
suddenly stopped. The doctor’s words buzzed in my
ears. Just in the previous month, the doctor told me that
you were all right, so | cannot help but wonder why it
suddenly happened like this. After a series of fests, we
found out that | was infected with a virus, and that virus
entered the placenta and caused your disease. The
doctor advised me to have an abortion as the doctor
was afraid that you could not survive. How could | do
that to you? It would only be two more months before
you were born, and | could not do it. | could not let you
go and | asked the doctor to give me the treatment,
hoping that there was still a way to save you. When
the treatment was finally over, the doctor informed me
that the result was good — there was no fluid in your
abdomen and your heart anymore but the development
indicators were still slow. At that time, | was immersed
in happiness. | did not pay attention to the phrase:

Nguyen Thi Thu Ha

“Intrauterine Growth Restriction.” | simply thought that
you might be small when you would be born, but I just
thought that | would do my best to raise you.

vWhen you turned one month old, once again | heard
bad news about you. When you were wheezing,

| invited Dr. T to examine you at home. The way he
looked at you and the way he lightly shook his head
made me feel insecure. The doctor advised me to send
you fo the Neurology Department at the National
Pediatric Hospital as soon as possible because he

was afraid that you might have microcephaly due

to Craniosynostosis. With regard to your wheezing
symptom, it was just physiological. “Microcephaly —
microcephaly — what the hell is microcephaly?2 Why

is my child so ill-fated?” There were thousands of
questions in my head that sent me reeling. Holding
you while crying, | started to search the Internet about
those strange terms. The more | read, the more | felt
confused. It felt so painful when | saw you sleeping so
well. I just hoped the morning would come as soon as
possible so | could take you to the hospital. | hoped
and prayed that the doctor made a false diagnosis.
You would be dlright; my son would be all right. At
one month old, your head circumference was 31
centimeters. The CT scan showed: small brain, shallow
sulcus, underdeveloped brain. Therefore, my son
would start a new battle — a battle to fight over fate. |
called Dr. T and he advised me o follow the medical
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lén xin mé néi hép so - déy la co hoi giop con phét vién V va vét ly tri liéu — phyc héi chic nang (me rét
trién. Ngdry ndo me cing lén mang tim théng tin - vao biét on bac). Bac cho me s& dién thoai coa bénh vién

cdc dién dan dé do hai them vé bénh cia con - 6 l& dé dat lich khdm cho con tai bénh vién V - va con
bénh ctia con it ngusi bi nén me chi nhén duoc nhing  duoc xép kham tai phong cia bac sTN.T.U. 4 théng
thong tin it 3i. Va me viét thanh nhing trang nhat ky me mang con lén bénh vién V va néi qua vé finh hinh
ciing nhu sy phdt trién va tién bo cda con timg ngay. cUa con thi con da biét kha nhiéu réi - cdi dong luc

givp me ty tin chinh la sy tién bé cda con. Con biét
cudi thanh tiéng khi ai dé tréu con - me hay thi con
béng cach dé khan che mét con thi con biét gat ra
du con vung dai (d0 dé me suéng hon tring sé) - con
ciing u o khi c6 ngusi néi chuyén véi con. Gap béc si
con ciing cudi toe toét khi bac sihéi chuyén, 4 thang
vong déu 36cm — phén xa cda con khd 16t theo bac
si danh gid va me c6 hdi vé t& bao géc. Béc si néi véi

Khi con duoc hai théng tuéi - con rét cing ¢ - con c6
thé ngéc déu lén. Khi me dét con & tu thé l&y con c6
thé ngdng cao déu - nhung con chua héng chuyén
duoc nhiéu. Me lai ngay dém tranh thd loc ndio con
thic la lai tro chuyén véi nhau, 6 1€ con ciing hiéu
duoc nhiing c& géng cia me - dép lai hai thang rusi
tui con biét hong chuyén, biét nhin theo me. Hy vong
cba me nhan lén gép bdi, me tin con me chi chém
hon mét chut théi.

Ba théng tudi me dem con lén bénh vién xin mé - con
duoc x8p lich mé vao ngay 13-10. Ngéi ngodi che
con long me nhu [Ga dét - bt rot khéng yén. Khi
cénh cta phong mé ra - bac s goi me vao néi chuyén
thi me nhu bi tat gdo nuéc lanh dén thdu xuong khi
nghe bdc si néi con bi teo néio va bdo me mang con
di tim bac st N.T.L & Bénh vién V. Chéan me khuyu
xudng - me khéng thé ding lén duoc, me nhu roi
xudng hé sau cla tuyét vong. Nhin con thiém
thi€p sau ca mé ma me théy xét xa - sao
éng troi khong dé me ganh bénh cho con?
Sao con cba me phéi chiu nhiéu dau dén

thé nay2 Me khéng biét da phai ty hdi ty

tré |6 ban thén dén bao lén na. Mang

con vé me lai lao vaio cudce fim kiém khéng
ngung nghi - éng tréi khéng phy me da

cho me gé&ip bac Thoy (me a Bi); chinh e
béc la ngusi giop me biét t6i bénh “x\\w

m;
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prescripfion and to take good care of you. After three
months, he said you could apply for skull extension
operation. In doing so, you would have an opportunity
to develop better. Every day | went to the web pages to
search for information. | went fo the forums to ask about
your disease — perhaps only few people have a disease

like yours, explaining why | can find only little information.

| wrote about your development on the pages of a diary,
as well as your achievement every day.

When you were two months old, your neck was very
stiff. You could lift your neck. When | put you in a
rolling position, you could lift your head high but you
could not interact much. | spent all days and nights
talking to you when you awoke. Perhaps you could
understand my effort, because at two and a half
months old, your inferaction improved, and your eyes
could follow me. My hope multiplied, | believed my
child was just a little bit slower.

When you turned three months old, | took you to the
hospital to apply for the operation. You were scheduled
to have an operation on 13 October. Sitting outside
waiting for you, | felt like | was sitting on fire. When the
doors of the operation room were opened, the doctor
(Dr. T) called me in for a discussion. | felt like | was
dumped with ice upon hearing that my son had brain
atrophy, and | was told to find Dr. L at V. Hospital. My
legs felt numb — | could not stand up, | fell into a hole of
depression. Looking at you sleeping after the operation,
| felt so much pain. Why did God not let me take the
disease for you2 Why does my child have to suffer so
much pain2 | did not know how many fimes | asked
and found answers for myself. After taking you home,

| threw myself into a relentless searching journey — and

God did not fail me by giving me the opportunity to
meet Mrs. Thu@s mother). It was her who told me
about V. Hospital and physiotherapy-rehabilitation (I
am grateful to her). She gave me the phone number

of the hospital o set an appointment at V. Hospital.
There, you were examined by Dr. U. When you turned
four months old, | brought you to V-Hospital to discuss
about your case. At that time, you showed signs of
improvement. It was your improvement that became

the motivation for my confidence. You laugh out loud
whenever someone would tease you — | often tested you
by covering your face with a cloth and you would swipe
it aside. That was good enough for me to feel as happy
as winning the lottery. Moreover, you would make

a sound like “u 0" when people talked to you. You
grinned at the doctor when she talked to you. At four
months, your head circumference was 36 centimeters.
Your reflexes were quite good according to the doctor’s
examination. | asked her about stem cells and she told
me that you were having good development so we
should wait until you turned 1,5 years old. The doctor
gave you somazir== cod liver oil and neuobiron. After
saying goodbye *,CD doctor, we went home.

When you were five months old, you knew your

name was B&p. You responded to those who called
your name by turning around. You followed your
grandmother and me and you did not follow strangers.
However, you could not roll by yourself even though
you looked strong (your neck was a little bit weak).

| confided in Ms. Thuy and she introduced me to the
Super Family Club of Pika’s mom where there were
many mothers who learned, shared and passed
experiences on how to help children improve. They also
shared about physical therapy and rehabilitation. She
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me con dang phét trién 16t nén cG ti to doi 1,5 tudi réi
tinh. Béc si ké cho con don thuéc gém somazina - déu
gan cd tuyét va neuobiron. Tam biét béc st me con
minh vé.

Khi con 5 théing con biét con tén Bép - ai goi la con
quay lai, con biét theo me - theo ba khéng theo ngusi
lar thi con vén chua ly du rét cing cép (<8 hoi yéu
chut va da bé dung duoc). Me lai tdm sy véi bac ThL’Jy
va duoc béc gisi thigu vé Cau lac bs Sigu nhéan cda me
Pika noi c6 rét nhiéu me khéng nhing ludn hoc héi -
chia sé - truyén dat lai nhiing céch giop céc con fién bo
ma con néi vé vt i fri liéu — phuc hdi chic nang cho
me nghe. Béc cho me s& dién thoai cla c& Khénh Hoa
- ¢6 gido dqy vét i tri ligu cho tré rat dé thucng. Me lign
hé va duoc 6 cho mét lich hen sé& 6 xem cho con, ¢
géip con khi con duoc 6 thang. Sau khi kiém tra xem
xét cho con qua mét s& déng téc thi c6 bdo me c6 thé
ty tép & nha cho con dé giam bét chi phi cing duoc.
Cb cho me tai ligu vé cac bai tap va huéng dén me tap
cho con. Nhing ngaly déu con chéng déi baing viec
khéc svi bong béng mii - ba xét con méng me suét
thai. Nhung moi chuyén me lam déu vi con - me ciing
x6t xa khi con khéc dé mat 1én chi. Me hay méng yéu
con trai me la mudn khéng phéi tap thi lay di réi bo di
|l khéng phai tép. Thé ma 7 thang con me léy luén rdi
cong méng rach nhu con séu do. Me phdi quay phim
ngay va luu lai dé khoe ¢6 gido vé sy fién bé cia con.
Me lai c6 niém tin dé vimg buéc véi con trai me. Mot
bai hoc méi bai hoc ngdi, c6 vé lung con me hoi yéu
nén 10 thdng con méi cé thé tam biét cgi géi dua hoc
ngdi. Va sang bai tép ding - 1&n nay c6 véan dé that
sy khi con kiéng gét va khéng két hop duoc chén dé
budc va me lai té héa khi con clng chua bo. Me da sai
lém khi thi cho con véin déng ty do khéng can thigp.
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Két qua con khéng két hop duoc chan va tay - ding
dya duoc nhung khéng biét buéc. Me 6m con lén c6
céu ctu. Cing vi me chi la mét ba me don thén, cong
viéc chiém 12 tiéng mét ngay khién me bé bé con trong
vai thang - vai thang do me giét minh nhén ra con cén
nhiéu hon thé. Con bdm me hon - con khéc theo me
hon - dém ngu con dm me chat hon, con ’rhéy me di
sudt nén méi khi ba dé con choi mét minh la con thinh
thoc’mg nhin xem ba déu - ba ¢6 bd con lai mét minh
khong. Me ty trach ban than va dua con lén ¢ dé fim
céch khéc phuc, me bd cong viec dé kién tri udn cho
con va trém via mudi bén thang con ty bo va ty ding
lén ngéi xuéng.

Gi¢ con me da duoc mudi lam thang - du nhing
buéc chén con chua linh hoat nhung con dé giégm
kiéng gét va c6 thé di men duoc mét chit. Me ghi
nhén sy ¢6 gdng cda con rdt nhiéu, con vé vén dé
nhéan thic cda con thi me hay chi cho con nhiing dé
vét trong gia dinh, nén con ciing biét vai mén khi me
héi - du con khéng biét chi nhung con biét nhin vao
dé véat dé. Con biét ty tut xudng givong ding cach
(cha&n xudng truéc) & thang th 13 khi ma truéce dé
con hay chéng hai tay xuéng va lao déu vé truéce (rét
nguy hiém), con biét gio chén lén x4 quén - gio tay
lén x& éo. D6 la nhing thanh tich con trai me lam
duoc trong 15 thdng qua, me biét con trai me con lam
duoc nhiéu hon thé néu duoc hoc va day ding bai
ban. Me biét me lam con thiét thoi nhiéu nhung me sé
c6 givp con ¢ dugc co hoi phét trién 16t nhét trong
kha nang cla con. Méi khi doc bai béo vé nhing t&m
guong khuyét tat hay nhing ban giéng con vuot khé
di t6i thanh céng thi me tin ngdly mai con trai me ciing
lam duoc va hy vong la c6 thé lam hon.



gave me the contact number of Ms. Khanh Hoa =

very lovely physiotherapist. | contacted her and

gave you an appoinfment; you met her when you were
six months old. After examining you, she said that we
could do the exercises at home to save the expenses.
She gave me documents on exercises and instructed
me how fo do exercises with you. In the first few days,
you fought against me by crying hard as you blew
bubbles out of your nose. Nonetheless, everything that
| had to do, | did it for you. It felt painful to see you

cry so hard. | often told you that if you do not like to
do exercises, you could try to turn and crawl, then you
will not need to exercise anymore. When you turned
seven months old, you could roll which made you look
like a measuring worm. | recorded your improvement
and shared this with your teacher. Once again, | had
stronger faith in our journey fogether. When you had
a new sitting lesson, your back seemed to be weak,
exp|c1ining why you could on|ytr0|nsition from the
supporting pillow at ten months old. | was freaked out
when you could not crawl. You also had a problem

of walking on tiptoe when you had a standing lesson.
Thus, you could not walk yet. | was wrong to let you
move freely without intervention.

As a result, you could {

not combine arm D’\O) Q
and leg movement ' =

— you could stand - W

but you could not "
walk. | took you to

your teacher and

asked for help. As |
was just a single mother
with more than twelve

hours spent for working, | could not spend enough time
for you. Within those few months, | realized that you
need me more than that. You were very clingy to me
—you held me very tight at night. | blamed myself for
spending little time with you. Thus, | decided to quit my
job to do exercises with you. In ‘touch the wood,” you
could crawl, stand up and sit down by yourse|f when
you were fourteen months old.

Now you are fifteen months old. Your steps are not
really flexible yet but you have improvement in walking
and exhibit the behavior of walking on tiptoe less. |
really appreciate your effort. About your awareness,
| often show you items in our house, so you can
recognize some of them when | ask you. Although
you cannot point fo the exact item, you can look at it.
By putting your legs down first, you know how to get
down from the bed proper|y. This occurred when you
were thirleen months old. Before that, you got down
by putting your arms down and plunging your head
forward, which can be very dangerous. These are
your achievements in the last fifteen months. | know that
you can do more than that if you are taught properly.
| know that you have many disadvantages, but | will
help you gain the best development in line
with your potential. Every time | read the
news about people with disability
who have become role models,
or about those who have
cerebral palsy like you
and yet have been able
to overcome difficulties, |
believe that in the future
you can do it, even better.
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Viét vé con trai

Vén nhu mét giéic mo... va cho dén bay gid t6i vén ty
hai sao diéu dé lai dén véi t6i2 Téi lap gia dinh vao
nam 28 tudi, chong téi la bé déi. Khéng hat thudc,

udng ruou va cudc séng kha diéu do.

Toi c6 bdu Q.A sau 6 thang két hén va cé 1 thai

ky khde manh. Téi la ngusi kha khoa hoc, t6i chon
mét trong nhiing bdc si gidi nhét Ha Nai dé tham
kham thai ky déay d0. Téi cing uéng déy do thude b
va ché dé dinh dudng hop ly cho phy n& mang
thai, mong con sinh ra khée manh. Téi tré da
& tuén thai 36wéd, luc dang di lam, t8i sinh
thuérng va sinh nhanh tai Bénh vién Phy sén
Trung vong, bdc si néi dau thai nhi op ep, s&
xem xét sau sinh c6 céan dp léng hay khéng.
Q.A dugc 3.2 cén, é kip d& dé nhan xét

bé cing cép nhu tré 38w, bi me t6t nén
khéng cén nuéi long kinh.

Téi lam me 1&n déu nén khéng tranh
khdi b& ngs. Nhung t6i ciing dé
y ki t6i nhiing biéu hién

bét thuong
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V& Thi Yén

cOa con. Q.A chi bi vang da & ngay thi 3 va hét
hén & ngay the 10 sau sinh. Ngoai ra khéng cé bét
thuong gi & nhiing tudn déu. 1 thang, Q.A duoc 4,6
cén, bo me 16t va hau déi. Bé hay khéc to khi déi
hodic khi uét ta, bé vén qudy khéc va khé nét nhu
nhiéu tré so sinh khéc.

2 thang, Q.A biét héng hét chuyén nhiéu va biét
nhin xung quanh. Biéu hién t6i théy ra la bé hay
ndm chét tay hay uén ngudi khi khéc, khé thay
qudin o va cé con géng khi khéng thich diéu
gi. Tuy nhién c8 biét ngéc khi dat bé ném
sdp. Linh tinh mét ngudi me
khién toi d& cam thdy c6
diéu gi dé bét thuong &
con. Téi fim doc nhiéu
tai ligu vé tré so sinh,
va trong dé cé xudt hién
hai tr BAI NAO trong déu.
Nhung t8i d& khéng fin, khéng
ddém tin. Con t6i [én tung
ngdy va dep nhu

— mot thién
oy,
- g

% than.
E Khéng
/el
=~ do gi



Writing about my son

It still feels like a dream ... and until now | still wonder

why it happened to me.

| got married to my husband who was a military
soldier when | was 28 years old. He did not smoke,

did not drink and had a pretty hea|’rhy |ifesty|e.

| was pregnant with my son - Q.A after six months
of marriage and | had a healthy pregnancy. | am
quite a logical person and | chose one of the best
doctors in Ha Noi for my pregnancy checkup. | also
took adequate supplements and proper nutrition for
my pregnancy with the hope that my baby will be
healthy. | had signs of labour when | was at the 36
week of my pregnancy. At that time, | was at work
and | had a quick delivery at National Hospital of
Obstetrics and Gynecology. The doctor said that
there was a consideration to see if my boy needed to
be put in the incubator.

[t was my first time being a mother and it was hard
to not feel anxious. | paid close attention to my son’s
unusual signs. QA had jaundice three days affer
birth and it went away within 10 days. At one month
old, Q.A was 4.6kg. He was often hungry but was
breastfed well. My little baby cried out loud when he
was hungry or when his napkin was wet. He was just
fussy and difficult like many other babies.

Vo Thi Yen

At the second month, Q.A knew when people talked
to him and he reacted by looking around. | observed
that he often clenched his fist or had seizure when he
did not feel like some’rhing. However, he could turn
his head when he lay on his back. The intuition ofa
mother made me feel that something was unusual
about my son. | researched and read a lot about
new born babies. The two words that came to me
were “CEREBRAL PALSY”. | did not believe, | did not
dare to believe. Day by day, my son grew up well
and he was just as beautiful as an angel. There was
no reason for me to believe that.

At his third month, Q.A was weak and had difficulty
rolling over, unlike other children of his age. | lived
with my mother at her hometown where there were
many people attempted to help Q.A to roll. Yet, it
did not work at all.

The fourth, fifth and sixth month went passed. My
worries grew as Q.A’s neck was sfill weak. While

he could recognise me as his mother, look at moving
objects and even communicate with his cousins by
laughing when they played with each other, he could
neither roll nor suck on his fingers.

| decided to take Q.A to hospital when | returned
to Ha Noi for my business trip. Q.A was six months
old at that time. | still remember c|ec1r|y that dreadful
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khién t6i phai tin diéu dé.

3 théng, khi cac bé nha khéc da lat tét, Q.A vén
yéu va khéng c6 kha ndng &t |6y, nha t6i qué ngoai
déng anh chi em, céc bac tép cho chdu ném sép va

hé trg cho chdu, van khéng én thua gi.

4 thang, 5 thang va 6 thang...néi lo ldng cla toi
dén lén len khi con vén yéu c8, vén chua lat lay va
khéng bao gir biét mot tay du bé biét nhan me va
nhin theo vét di déng khép noi. Bé ciing giao thiép
véi moi ngudi xung quanh, néi chuyén rém ra va biét

cudi khi céc anh chi ho tréu dua.

Téi quyét dinh cho con di kham khi quay tré lai Ha
N&i cong téc, loc dé con tron 6 thang.

T6i nhé nhu in budi séng dinh ménh dé, buéi sang
thang 8 & vién Nhi Trung Uong chét chéi va néng
bic. Khi t6i khoc hét nuéc mét khi théy con 16i bi
vét ra |8y mdu (con géng manh, v& ven mau chay
uét hét céi quén con). Bac sikét luan: Bai néo liét co
cing!!! Chéng, me dé t6i khong & bén canh, moi
tho xung quanh nhu sup dé duéi chan 16i. Vira khéc
vira &m con...chi thdy moi th¢ chém dut hét réi. Roi
sau dé, ldy hét can dém binh sinh, i nghi lam cho
con chyp MRI, nhin con ném trong léng chyp, ngd
vi thuéc, tim t8i nhu ri mau. K&t qua MRI khéng c6
gi déic biét, bac st N.D.H chay ra hai téi 5 lan “sao
bé phdi chup MRI2” “bé binh thueng nhu thé nay
co ma”...16i néi rd véi bac si cac biéu hién cta con,
béc si két luan: Bé&t thuong nhu mé nhéan béo do t6n
thuong di ching néo c5222, t8i c6 héi bac si” con em
bém sinh c6 vén dé gi dau, sao bdac si két luan do di
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ching t8n thuong néo ct?”, béc si tré l6i “ c6 thé do
bé bi vang da?” ...va 16i khéng tin 1dm. Dén gio thi
t6i khong tin vao két qud dé nia va coi nhu con téi
bi thé nay la do duyén s&. Sau khi & bénh vién vé, toi
tim doc tdt cd cdc tai liéu vé tré bai ndo, t6i tim moi
phuong tién dé lién lac véi cac ba me cé con cung
hodn cdnh, va rét may t6i duoc sy huéng dén, déng
vién cOa nhiéu ngudi, cd bac si, ki thugt vien, va dac
biét céc béac lam cha, lam me c6 con cung hoan
cénh. Day la ngudn déng vién quy gié nhét va lén
nhét givp t6i vuot qua giai doan khé khan dé. Sau
khi duoc huéng dén, t6i bigt cach tét nhét lam cho
con bay gio la vt ly tri liéu. Téi may mén hon vi tim
ra con dudng va phuong phdp tri liéu cho con ding

dén.

Va chén thanh cdm on cho Thdi, ¢ Trang da giop
me con t6i thyc hién sém phuong phdp nay. 8
thang, 9 thang réi 10 thang... Q.A duoc téap vat ly
tri liéu 3 budi 1 tuan véi Ky thuat vien. Con t6i du
ban rén dén méy, ¢ 5 gid sang hai me con déa day
tép véi nhau. Téi tép cho con nhiing déng téc duoc
huéng dén to ky thuat vién, va mét phén 16i tap véi
con dya trén nhiing bén néng cda ngudi me. Thai ky
déu Q.A hop téc tét, nhan thic cta con cing kha
hon nhiéu. Con kh& nhanh nhay, biét nhan va phén
biét ngudi la, ngudi quen, biét gio tay khi me bé.
Con biét phat am: ‘ba ba'... khé ré rang. Chan tay
bé ciing c6 nhiéu chuyén bién, chén mém mai hon,

tay hay xoé ra hon, ngén cdi d& do hon.

11 thang, 12 théng va 13 thang ... Q.A phét hién



morning in
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Hospital. | cried

my eyes out when

| saw Q.A being

held for blood sample
collection. He was stiff,
and he had blood all over

his trousers because of ruptured
vessels. The nurse was cursing and finally

the doctor gave me the final diagnosis — Spastic
Cerebral Palsy! | felt like the world was falling apart.
My husband and my mother were not there with

me. | held my child and cried. It felt that it was the
end of everything. | took all my strength to apply

for leave from work to send Q.A for MRI. | looked

at him sleeping in the scanner and | felt my heart
bleeding. The MRI result showed nothing unusual.
Doctor N.D. ed me five times “Why did he need
MRI scan? HeTooked quite normal”. | explained to
him his symptoms and he concluded that it could

be due fo old brain damage. When | pushed for
explanation since Q.A had no cogenital problem, the
doctor associated it with his jaundice condition. | did
not really believe that. Until now, | do not trust that
explanation and | just think that my son has cerebral

palsy due to fate.
After returning from
the hospital, | read
up on Cerebral
Palsy and | sourced
for networks of
mothers who have
experiences of
hoving children with
Cerebral Palsy like
me. Fortunately, | found
guidance and motivation from
many people, including doctors,
technicians and especially parents who
themselves have children with Cerebral Palsy. This is
the most precious source of motivation that helped
me overcome those difficult times. With guidance and
advices, | came to know that the best method for my
son was physiotherapy. | felt lucky as | found the
suitable way to help my son.

| am sincerely thankful for Mr. T and Ms. T for
guiding my son and | with physiotherapy. Q.A had
physiotherapy sessions three times a week from

his 8" to 10" month. No matter how busy | was,

| ensured that Q.A and | attend physiotherapy
sessions early in the morning at 5.00 a.m. | applied
what | learnt from the physiotherpists on home
exercises with Q.A. | also did some exercises with
Q.A based on the instinct and knowledge of a
mother. Q.A coorporated quite well. His awareness

and reaction improved, he was fast in recognising
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Change to Doctor N.


c6 séng déng kinh khi dién néo dé, sau khi dén do
khéng si dung thuéc kiém sodt déng kinh nhung
khéng cét duoc con, 18i cho bé usng depakin dang
nuéc, liéu udng bang 1/2 bdc si ke, rdt may con
kiém sodt hdu nhu hién tuong giat minh so hai

dé. Cho dén bay gio sau 6 thang ngung udng thuéc,
duy nhét 1 lén con bi gigt minh tré& lai. Cé thé do
hém dé bé mét. Vén chua cé nhiéu thay déi cho dén
khi con biét lat. Con ngudi ta thi 3 thang con Q.A 13
thang méi bét déu biét phan xa ty nhién dé. Con say
sua lat ngay lat dém, réi con biét truon. Day la buéc
ngodt ky luc cia Q.A, dénh —_

viéc |& dit (xén), con khéo léo hon khi cho thic én
vao miéng. Con nghich ngom hét c& méam com. Con
biét xin x3 béng hai tay, doi d thg trén doi. Con biét
lam dang, khéng duoc ty y tudt quén éo va bim khi
khéng xin phép con J. Q.A biét phén bigt d6 gi cia
ai, git cOa, goi t&n bd va phan biét giong coa bé ré
rang. Va dac biét la biét goi ba khi con muén di vé

sinh. D6 & nhng biéu hién cyc ky lac quan cda con.

Gio day, Q.A van chua cing hén c8, nhung con gt
thaing béng kha tét. Téi cing khéng con qua dau

khé...vi con nra. Téi coi con la

giéd mét giai dogn méi tién bo
vuot béc. 15 thang, Q.A bét
déu hoc ngdi, c8 yéu, lung
yéu, ngodit ngoeo nhu soi
bun...chén chan, chen dé roi

xin dung tuyét vong, chan nén.
Chi c6 tinh yéu cia ngudi Me méi
giup con c6 mét cudc sdng 6t nhét
va hoan héao nhét ddy a. Hay luén

yéu thuong, cé gang va day hi

mén qua l6n nhét Trai Phat ban
téing cho t8i dé thi thach long
kien nhén va tinh yéu cta ngusi

Me la t8i. Téi nham nhi nhing

ciing khéng ngéi duoc. vong nhé.

Q.A bét ddu biét nhat d6

choi, biét cho thic én véio miéng nhung vung vé va

khong thanh cong. 17 thang, bé bét déu ty ngéi 1
minh, nhung c8 vén yéu, ngé ngra lic ndo anh ta
chan. Bé&t déu hoc néi nhiéu thi va goi duoc hai ém
tiét tré lén: Ba oi... Vao thang 18, ban dy biét mua
theo bai hat, biét lam nhién tro va thich tho véi rét
nhiéu ban bé xung quanh. 20 thang, Q.A ngéi khé
ving, tay kha linh hoat, va theo nhén xét cia c6 ky
thuat vién thi téing truong lyc va géng ciing cia Q.A
cing hédu nhu bién mdt réi. Con phan biét duoc cac
dé vat trong nha, goi tén bé, me, ba, ga...Va nay
con gén 22 thang, con biét di chuyén khép noi béng
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ngdy thang thu vi bén con, méi

ngdy con lai tién bé mét chut,
~ dang yéu thém mét chut... tét

c& diéu dé la déng lyc lén lao nhéit gitp t6i quén di
nhiing thang ngay co cyc. Gilp 16i tin c6 mét ngay,
con sé& chay nhdy, di hoc va théng minh nhu ban be

cung frang lva.

Céc me thén yéu, ai cing muén sinh ra mét thién
thén dang yéu va hoan héo. Nhung ching ta néu
khéng may mdn cé mét thién thén CP... xin dung
tuyét vong, chén ndn. Chi ¢6 tinh yéu cda ngudi Me
méi gilp con cé mét cude séng t6t nhét va hoan héo
nhat ddy a. Hay luén yéu thuong, cé géng va day hi

vong nhé.



people, and he could put his arms up when | cradled
him. He pronounced “ba ..ba (grandmother)” pretty
clearly. His legs and arms also strengthened.

When he was about one year old, Q.A was
diagnosed with epilepsy brain wave. After
considering the use of medicine to control Q.A’s
epilepsy seizure, | decided on Dapkin with half the
dosage doctor recommended. Luckily, he could
control his seizure and we stopped the medicine. Six
months into stopping his medication, he only had
seizure once. Perhaps he was
tired that day, | thought.

The Q.A's progress was slow
until he did his first roll over
at his 13" month. Although
other children usually master
that af three months old, this 5
was an incredible turning

try and hope.

point for Q.A towards positive progression in his
development. At 15 months old, Q.A learnt to sit but
his neck and his back were still weak and it made
him bent like a ‘rice noodle’ even when supported
with blanket wrapped around him.

At 17 months old, he started to sit up independently.
However, his neck was still weak and he would fall
over after a while. He learnt to speak and could
pronounce words with 2 vowels Eg. ‘ba oi’. Q.A
started to pick up toys and put food into mouth
although he was still clumsy and could not do it well.

At 18 months old, he could move along with the

please do not give up or feel
desperate because only the love of
a mother can help the child to have
a perfect life. Please always love,

song, knew more ’rhings and enioyed hoving friends
around. Q.A was able to sit pretty still at his 20"
month. According to his physiotherapists, his stiffness
and muscle tension almost disappeared. He could
differentiate objects at home and call ‘dad’, ‘mom’,
grandmom and ‘chicken’.

At almost 22 months old now, he can move around
by moving his bottom. He uses his hand to give us
signal when he want to ask for something. When he
needs fo use the foilet, he will call for his grandmom.
He showed very positive signs.

Today, Q.A’s neck is still not
strong but he has good balance
control. | am no longer so
anxious because of him. I think of
him as the greatest gift Buddha

— gifted me to test a mother’s love

and patience. | enjoy spending
time with my child knowing that he is making little
improvements and becoming more adorable every
day. This is the greatest motivation that helped me to
leave the challenging days behind and look forward
to the day my son can run and go to school, just like
his peers.

Dear all beloved mothers, everyone wants to give
birth to a perfect and lovely angel. But if you are
blessed with a Cerebral Palsy angel, please do not
give up or feel desperate because only the love of
a mother can help the child to have a perfect life.
Please always love, try and hope.
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Part 3: Hop




THU GU1 NHUNG BAC SI, Ki THUAT VIEN
DANG LAM VIEC VOI TRE BAI NAO (CP)

Déu thu xin duoc gui 161 chao va chic suc khe t6i cée béc siva ki thuét vién dang ngdy ngdy lam viéc
va déng hanh cung tré CP!

Khi t6i viét dén I6 thu nay, t6i cong dang con rét bén khodin khi bén thén t6i khéng hiéu nhiéu vé y hoc
ma lai viét thu gdi dén béc si va cdc ki thut vién. V@y nén néu cé diém ndo chua that ding thi xin céc
chuyén gia vé y hoc bé qua.

Téi bigt réng dé lam viéc tri ligu cho tré CP, céc béc si phuc héi chuc néng va céc ki thut vién da phdi
réit né lyc tim hiéu va séng tao trong qud trinh diéu tri cho céc bé, bdi I€ trén déit nude cua ching ta

van chua cé mét chuyén gia dau nganh néo chuyén nghién cou vé CP cd. Vi vy nhiing théng tin vé
CP chua nhiéu va déy du, ching ta dang phdi dich tai liéu cia nue ngodi va ké thua nhiing gi dang
cé. Téi tng tigp xdc véi mét béc s phyc héi chuc néng, hién chi dang la gidng vién cda mét fruong dai
hoc. Lan déu tién chi nghe giong 16i qua dién thogi, chi &y da phdi héi t6i “cé ding la Chi khéng?” chi
dy hoi bét ngo trude giong néi khé ré cia t6i. Chi dy da quen véi hinh énh nguoi cé CP la néi khé, va
ngodii véin dé vé thé chét sé dnh hudng it nhiéu vé tri tué. Téi khéng dém dénh dong nhung céi tén “bai
ndo” da khién nhiéu béc si nghi thét khé dé lam duoc diéu gi khi “ndo” da “bai”. Nguyén do vi CP biéu
hién ra thé hinh khé n¢ing né, nguoi c6 CP néi chung, tré em néi riéng thuong géip khé khan vé ngén
ngd, v nguoi cé CP it cé thanh twu néi bét... Vdy nén céc béc siva céc ki thugt vién vén con rét mo hé

A
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TO DOCTORS AND PHYSIATRISTS
WORKING WITH CHILDREN WITH CP

At the beginning, | would like to send my warmest regards to all doctors and physiatrists who have
diligently been working for the benefit of children with cerebral palsy.

In writing this letter, | am occupied with concerns because | am a medical layman, but | still feel moved to
write this leffer fo doctors and physiatrists in the hope that any technical errors will be forgiven.

| know that in order to give treatment to children with cerebral palsy, rehabilitation doctors and
physiatrists pay great effort fo doing research and initiating techniques. At present, there is still a shortage
of experts in the field of cerebral palsy in our country. Hence, information about the disease remains
limited. We have to acquire and translate material from international sources. Recently, | contacted a
physiatrist, who is currently a lecturer ot a college in H.P city. For the first time talking with me on the
phone, she couldn’t help but ask: “Are you really Chi2” she was a bit surprised to hear my clear voice.
She had got used to the image of cerebral palsy patients who have speaking difficulties, physical
difficulties and mental issues. | don’t mean to make a generalization, but the concept of “cerebral

palsy” usually gives doctors the impression that it is hard for patients to get anything done while their
brain “failed”. One of the reasons is that people with cerebral palsy are usually recognized with severe
conditions. People with cerebral palsy in general, and children with cerebral palsy in particular, often
have difficulties with language. And only a minority group of people with cerebral palsy has outstanding

A

==y
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va lam viéc véi 1ré van thién vé tri liéu vén déng nhiéu hon. Téi hiéu réng khi lom viéc va diéu fri cho tré
CP céc béc siva cdc ki thuat vién géip réit nhiéu khé khén trong hé tro i ligu. Vi déy la dang bénh finh
va diéu tri khéi hodn toan la diéu khéng thé. Muc 161 da la chi giém thiéu duoc phén néo va con foy
thuéc vao co thé cda tung ré. Chac moi ngudi cling sé c6 nhiing ép luc khi c6 nhiing bac phy huynh khi
dua con dén diéu tri lai mong méi con sé& khdi hodn toan va 16 lai binh thuong nhu bao dua tré khéc.
Mét khé khan nia la do #é gdp vén dé vé ngén ngd, céc ki thudt vién khé ném bt ré dang cém théy
ra sao frong co thé khi dang tép phuc héi.

Vi cdm nhén cda riéng 16i, béc si'va céc ki thudt vién dang lom viéc véi tré CP vua la chuyén gia trong
finh vyc y 1 vua lo nhing théy ¢6 gido déic biét cia céc bé, day céc bé nhing hoat déng thé chét,
nhing cach nhén thic vé moi thi tur thé gidi xung quanh, nhiing diéu tuéng nhu binh thuong ma lai
khéng hé don gidn va doi hdi sy kién nhén rét cao. Té chét nay thuong ndm & nganh gido dyc. Vi vay
céng viéc cua moi nguoi dang khé khén gép déi nhung ciing thiéng liéng va cao quy gép déi khi voa
I thay thuée via la thdy gido. Chdic moi ngudi ciing da tung vui suéng dén bat khéc khi bé ndo dé sau
mét thor gian dai diéu tri c6 thé cdm ném, ding, chép chiing budc di hay lan déu cét tiéng goi ba, me,
€6... D6 la niém wui cda bdéc si khi bénh nhén c6 tién trién va cing I hanh phic cia ngudi thdy khi hoc
1o cé tién bé. D6 luén I nhing mén qua vé gid c6 dung khéng céc béc si; céc ki thuét vién déng mén
cUa 16i2 Va tuong lai khi Ién lén, cac em c6 thé lom duoc rét nhiéu diéu tuyét vori hon va vuot xa 16i cia
hién tai. Trong thanh céng cua cdc em ngodi sv nd lyc tr bdn thén céc em, tur sy héu thuén cua gia dinh
thi céc bdc sTva ki thudt vién déng mén, céc vi ciing chinh la budc dém viing chdc trong thanh céng
cla céc em do.

Céc vi c6 thé lam gi ngodi long yéu nghé u2 D6 la nhin nhén ding vé tn goi, hdy suy nghi khi méi lan
ghi vao bénh én cia céc em, tr “bai ndo” cé thét sy ding va phu hop nda hay khéng? Hay yéu nghé
béing céch hoc héi va trau dbi thém kién thic tr céc nén y hoc tién tién trén thé gidi. Téi va khéng chi
minh t6i mong méi frong céc vi, tuong lai s& c6 nhing chuyén gia gidi va déu nganh vé Cerebral Palsy
cua Viét Nam!

Céc vi sé gép phén giém bét nhiing bét céng ma cée bé CP va nhiing ngudt trudng thanh séng cong
CP phéi génh chiv!

Xin cém on va chic cée béc siva céc ki thuat vién dang déng hanh cong céc bé CP sé luén cé mét tri
tué uyén béc cla y hoc va tréi tim cung tdm long yéu thuong cia ngudi thay chan chinh!

Thén é.

Nguyén Thuy Chi

86 - Hanh trinh dén nhan va yéu thuong



achievements. Hence, doctors and physiatrists may have a tendency to work with children mainly on
motor therapies. Besides, | understand that doctors and physiatrists face many challenges during the
treatment of patients. The disease is static, and it is impossible to fully cure the disease. Physiatrists can just
curb the syndrome at best while the expected results largely depend on the physical condition of each
child. Perhaps you feel the pressure when parents bringing their children for treatment have the hope
that one day their children will be totally free from the disease. Another challenge is that children often
have language issues, thus physiatrists may find it difficult to understand children’s feeling when doing
rehabilitation exercises.

In my humble opinion, doctors and physiatrists who are working with children with cerebral palsy

are both medical experts and special teachers, who teach them not only physical exercises but also

how to emotionally respond to the surrounding world. That work seems to be simple but it requires an
exceptional level of patience. And actually, that virtue is enshrined in the education sector. Hence, your
work is twice as hard, and twice as valuable, as you are both doctors and teachers. You must feel very
happy when a child finally is able to hold, stand, wobble or call his parents and teacher for the first
time after a long process of rehabilitation. A doctor rejoices in any development of his/her patient the
same way a teacher rejoices in any progress of his/her student. These are redlly invaluable giffs, my
dear doctors and physiatrists. And in the future, when the children grow up, they will be able to do many
wonderful things, and they will be able to do even better than what | am doing now. Their success, apart
from great efforts of their own and the support from their families, is largely attributed to the doctors and
physiatrists who create the firm stepping stones for children with cerebral palsy to thrive and soar.

What else could you do beside have passion for your work? Please kindlly give more thought fo the
name of the disease. Does ‘bai ndo’ (cerebral palsy) totally reflect the condition of the patients2 Please
kindlly love your job by learning from advanced international medical practice to keep abreast of current
progress. Not only | but also many other people are looking forward to meeting top experts in the field
of cerebral palsy in the future.

You are the force that contributes to the alleviation of the injustice that children and adults with CP are
suffering.

Thank you and | wish all doctors and physiatrists who are working with CP children to always have the
wisdom of medicine and a golden heart — the characteristics that contribute fo the best doctors.

Your best!

Nguyen Thuy Chi
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Viét cho Ken - chi linh chi

cua me

ll gay tr khi biét minh s& duoc lam me
cOa mét thién than nho, trén doi nay c6

ai ma khéng tha thigt uéc mong sy khéi
déu tron ven “me tron con vuong”. Phut ddu &m con
minh trén tay, ban ciing nhu t6i, déu biét réng tir day
s& bét dau chang dudng phdn déu khéng mét mai
— va cd nguyén cdu nia — dé mong dem 16i cho doi
con moi sy t6t lanh.

Nhung réi c6 mét ngdy, c6 nhiing éng bé ba me -
trong dé cé t6i — dén nhén vao déi minh dda con
rudt thit kém may mdn. Ching t6i cay déng déi

dién véi thyc tai: cudc séng cla con va cd gia dinh
khéng hé vuéng, ciing chdng duoc tron. Ty ngay dé,
ching t6i dé phdi 6m con hodng hét chay trong ngd
t8i...”-Trich “Pua con tré lai thién duong”-Téc gié Lé
Thi Phuong Nga.

Khi me chi Pika déng bai trong Nhém Gia dinh Siéu
nhan théng bdo vé viéc viét séch nay, trong déu
me lUc ndo cing hién lén dogn mé déu cta cudn ty
truyén do, ty nhién me nhé lai quéng thai gian kinh
khing nha minh dé tréi qua ma me dudng nhu chi
mudn léing quén. Ngai léng im ngém con dang say
gidc, me chot bigt me la ngudi me hanh phuc nhét,
khi v@n con con bén canh, vén con duoc dsi theo
tung buéc tién bd cda con méi ngay.
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For Ken,
my dear tin solider

little ange|, in this world, | eornesﬂy wished for

a completed start with safe delivery. In the first
moment of holding the baby in our arms, we both
knew that we were going to start the journey of fireless
efforts — and prays with the hope to bring the best for
our children.

Before knowing that | would be a mother of a

But then one day, there are parents, including me,
welcomin an unfortunate child into our lives. We

face the reality with bitterness: our child’s life and our
family’s life is not as good as we expected. Since then,
we have to ‘hold our child in panic, running into the
alley of darkness’ [quoted from “Sending you back to
the heaven” of author Le Thi Phuong Ngal].

When Pika’s mom posted on the Super Family’s
Group about making this book, this quote appeared
in my head. And suddenly | remember the crucial time
that our family went through — the time that | just want
to forget. Sitting next to you and watching you sleep, |
know that | am the happiest mother as | still have you
with me and | still follow every single step of you every
day.

Chapter 1: Pregnancy

| used to be a giddy person so when | knew that |
was pregnant, the first feeling that came to me was ...
confusion. However, that moment passed very quickly.

Le Thu Thuy

Everytime | touched my belly, | knew that my little child
was lying there. Everytime | thought about holding
you, taking care of you and p|oying with you, | felt
overwhelmed with happiness.

The first time your dad accompanied me to the
antenatal care visit (ACV), your deve|opmen’r was
completely normal.

The second time of ACV was when you were 12
weeks old: normal.

The third time of ACV was when you were 16 weeks
old: all of your indicators went beyond the normal
fetal growth.

The doctor asked if | had done the ‘Triple test'. If not,
| needed to do it immediately. Your dad and | went
to the reception fo register and we carefully asked:
“Is it necessary2” The receptionist answered that: “If
any of your fami|y members has a birth defect, then it
is neccessary to do the ‘Triple test’. If not, it does not
really matter”. Your dad and | felt quite secure about
that and we left without knowing that right from that
moment, our lives was about fo have a big turning
point that we could never have thought of.

22 week: | had and ultra sound with Dr. B. The
doctor said that the fluid in the womb was a little bit
more than usual. But he still made fun of it, saying
that perharps my baby peed inside the womb. At that
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Phan 1: Hoai thai

Vén la mét ngudi ham choi, nén khi biét minh mang
thai, tam trang déu tién cda me la...hoang mang. Tuy
nhién, khoanh khéc dé tréi qua rét nhanh, méi lén so
tay vao bung, biét réng dta con bé béng dang ndim
ngoan & dé, nghi dén luc dugc &m dp, chém séc, né
dua véi con, me trao déng cdm gidc hanh phuc.

Lan déu tién bé dua me di kham thai, con phét trién
hoan toan binh thueng.

Lan tho hai, [oc con 12 tuén tudi: binh thueng

Lan the ba, loc con 16 tuan: Céc chi s6 coa con déu
vuot so véi tudn tudi.

Bdc si hoi dé lam Triple test chua? Néu chua thi lam
ludn di nhé. B& me xuéng quédy [& tan déng ky lam,
can than héi thém: Cé cén thiét khong? Cé & tan tra
|oi: “Néu nha anh chi c6 ngudi méc di tat bdm sinh
thi cén thiét lam, con khéng thi khéng quan trong a”.
BS me yén tam ra vé ma khéng biét réing ngay i thei
diém dé, cudc doi bé me da buéc sang mét budc
ngodt ma bé me khéng bao gier nghi téi.

Tuén 22: Siéu ém ché béc si B - truéng khoa chén
dodn hinh anh bénh vién Phy san Ha Ngi, bac si néi
hoi nhiéu nuéc 8i, nhung véin hém hinh tréu chéc né
t& bay trong bung me @y ma. Trong déu me chéng
mot chit ban khodn.

Tén tudn 22 cda con, me van chua fiém mai uén vdn
ndo, chi nhét tudn dé, bé chd me di tiém, vong qua
trung tém & Nguyén Chi Thanh, réi trung tam & Trén
Binh ma dia chi ndo cting déng nghet, hét s6...b3 lai
ché me vé.
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Cho nhét tudn sau, me quyét dinh di tiém & Bénh vién
phy san Ha Noi.

Tudng chi don gién la dén, bdo bdéc si tiém théi, ai d&
bénh vién bdt lam mét loat xét nghiém, siéu am...tu
6 gio sang dén tan hon 10 gid trua (Kham thi nhanh
ma cho thi dai ¢8)

Cém két qué xét nghiém, me rut ré néi véi béc si:
chdu chua tiém phong, chdu chi muén tiém phong
udn van théi a.

Bdc s7 néi raing lén: “Cd con phdi di xét nghiém thém
nra, déy nay da 6i déay, véin dé nghiém trong thé
ndy, énh huéng dén cé me l&n con déy nay, ai dam
tiém...”

Me bét dau cam thdy lo léng. Vi cht quan cdm <6
vai trém theo trong ngudi, khong du tién khém, me
va bé di vé.

Vé nha tra Google vé ching da &i, me bét déu so.
Goi dién cho cy ngogi (Ba ngogi cla bé, truéc lam

& bénh vién K nén c6 nhiéu méi quan hé) néi so qua
vé tinh hinh. Budi chiéu, cy goi dién lai, néi da lien he
mét vai chd, ban cu quen béc st Q & dudng Mai Anh
Tuéin, trudce lam & bénh vien C. Cu nhdn b me ct
dén do, trinh bay ly do va nhe béc si kham cho.

Budi chiéu 18i, b me ché nhau dén phong kham. Béc
sTQ siéu @m, mat dam chiéu: Da &i, da day bé, nghi
teo thyc quan. Tuy nhién dé biét chinh xac béc si gisi
thigu dén khoa chdn dodn truéc sinh-bénh vien C.
Hon 5 gio séing hém sau bé me chd nhau ra vien C
xép hang kham. Dén luc gan 6 gio, ma xép hang
mdai méi ldy duoc s8 kham hon 100. Lgi mon mai



moment, there was no worry in my mind at all.

It was your 22" week and | did not have a fetanus
vaccination yet. Sunday of that week, your dad took
me to the vaccination center to have a vaccination
injection, but they were all crowded and there was no
waiting number left so he took me home.

The next Sunday, | decided to have the vaccination

at Maternity Hospital. | thought | just came to get
vaccinaction. | did not expect that the hospital required
me to do a series of tests and ultrasound... from 6.00
am to 10.00 pm (the examination was quick but the
waiting fime was just foo long).

Holding the test results, | told the doctor timidly: “I
have not had a vaccination yet, | only wanted to get
the tefanus vaccination”.

The doctor told me: “You need to have more fests,
because you have polyhyramnios [= too much
amniotic fluid in the womb)]. This is a serious problem
affecting both you and your child. Who wouldn’t dare
to give you a vaccination...”.

polyhyramnios. | started to feel so scared. | called
your great-grandmonther (your dad’s grandmother -
who used to worked at a hospital and she has lots of
acquaintances) and talked briefly about the situation.
In the afternoon, she called me back and connected
me with some people that she knows — Dr.Q - who
used to work at a hospital. She told me to visit his
clinic, exp|ain the situation and ask for examination.

In the evening, your dad and | went to Dr. Q's clinic
together. Dr. Q did an ultrasound with a wistful face
saying: “Polyhyramnios, small stomach, suspected
esophageal atresia” [= missing a part of the food
pipe]. However, in order to know for sure, Dr. Q
reffered me to the prenatal diagnosis department at a
hospital.

The clock passed 5.00 am the next morning when
your dad and | went to C Hospital waiting for
medical examination. Only until almost 6.00 am we
were able to get a waiting number. There were 100
people in line ahead of me already. | was waiting
exhaustedly until 12.00

| started to feel worried.

/ m to complete the
| did not think of this / Fsetnn
/ examination. The
situation. That was why / d dik
7 octor read the test

| only brought some / s f

5 ' / results, frowned
cash with me which / /

! : and wrote a letter
was not enoug / of introduction
to pay for more [ to the prenatal

/ ) _ P

tests, so your = di .
dsd el i 3 / / Cidege

a I R center,
went home. B floor
| went home of another
and googled building
the information for further
about examination.
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che trong khéic khodi, dén géin 12 gio méi kham
xong. Béc si doc két qua, nhiu may, viét gidy gisi
thiu lén trung tam chdn dodn truéc sinh, tang 3 nha
H dé kham tiép.

Vét v& cd buéi trua, budi chiéu hai bé me néing né lé
buéc lén téng 3, nha H. O d6 dai c6 rét nhidu cap vo
chéng khéc ding chen chic & hanh lang, khuon mét
ngudi ndio ngudi ndy cuc ky lo léng va céng théng.
Trdi véi sy 6n do ndo nhiét & phong kham truéc, &
day chi c6 nhing tiéng ri ram khe khg, déi luc ca
khéng gian nhu chim vao sy im léng. Trén tusng,
chiéc loa théng bdo thinh thodng lai goi msi chi A
vao phong khédm s& mdy, mai anh chi B vao phong
tu van...

Ngéi canh me & mét bac gdi ngodi 40 tudi, qué &
Thanh Héa, bén canh la bdac trai bi cam, chi 6 & vai
fiéng bang quo. Hai chuyén bac cho bigt bac sinh lén
ndy |& lén th 4. Con tho nhét cba bac chét luu, doa
th 2 chét ngay khi sinh, chi th¢ 3 ném nay hon 10
tuSi khde manh binh thuong, dén lan tho 4 thi bac st
lai chi dinh lén déay, chua biét thé nao. Me im lgng,
khi cung cdnh ngé, déi khi sy im léng la cach déng
cdm 16t nhét.

Che mai réi ciing vaio phong kham, béc st ng kham
thai cho me, nhiu may doc: Da &i, tinh hoan chua
qué ndo xuéng biu, da day nhé...theo dsi chit hep
thuc quan. Bén canh, chi ¢ tiéng gé cach cach cla
mdy tinh.

Ngéi chd truéce phong tu véin mét lic, mét cd nhan
vién ra goi bé me vao, hdi da lam Double test, trip|e
test chua? B& me lai im léing, khe khé léc déu. Co
nhéan vién dusng nhu ciing hiéu cém giéc bé me dang
tréi qua, khéng hai thém nira, chi gidi thich két qua

va néi hai ngay sau ¢6 lich khém coa béc siD.C - néi
tiéng vé chén dodn hinh énh, hen gid t6i kham lai.

Vé nhg, fim hiéu vé bénh chit hep thyc quan, teo thyc
quén. Me lai khéc, khéc hét nuéc mét, thuong con, lo
léng cho con, va thuong cd gia dinh minh.

Téi ngay kham, bé lai dua me di. Ngéi ngoai hanh
lang c6 mét déi vo chéng & Vinh Phic, di siéu am
béc st bdo mét con khéng c6 déng 1, cing gidi thiéu
dén day. Hai vo chéng tré tudi dét div nhau vao day,
lo léng. Ngusi vo vaio phong siéu ém, mét lue sau,
ngudi vo buéc ra, mét lép lanh énh vui: “Béc si sigu
&m con em thély mét c6 dong t& réi chi g, con em
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We hung around for the whole noon. In the
afternoon, we took heavy steps to the 3rd floor of the
building. There were so many husbands and wives
waiting and hustling at the corridor. They all looked
so worried and stressful. In contrast with the noisy and
excited atmosphere at the previous examination room,
there was only a sound of whispers here. Sometimes
the atmosphere fell into silence. On the walll, the
speaker called out names of the patients, inviting
patients to the examination room or the consultation
room.

Sitting next o me was a woman in her 40s from
Thanh Hoa. Her mute husband sat next to her and he
could only make few sounds. Talking to her, | came to
know that this was her fourth time being pregnant. Her
first and second child died after the delivery. The third
child was 10 years old and she was a very healthy
girl. This fourth time, the doctor appointed her to come
for further examination. She also did not know what
would happen. | was silent and shared with her the
situation. Sometimes, silence is the best way to show
empathy.

| was waiting for quite a long time until my turn. The
female doctor gave me an examination and said:
“Polyhyramnios, testicales have not yet descended

into the scrotum, small stomach, monitoring of the
esophagus is needed”. At that moment, | could only
hear the sound of keyboard typing from the computer.

Waifing in front of the consultation room for @ whi|e,
a female staff member called us in and asked if we
did the ‘Double Test' and ‘Triple test’. We were silent
and soFHy shook our heads. The staff seemed to
understand the fee|ing that we were having. She did
not ask any more and just explained the results. She

said that Dr. C — who is very well known for image
diagnosis, would have a working schedule at the
hospital in the next 2 days and we could come back
for re-examination.

Going home, | searched about esophageal stenosis,
esophageal atrophy. | cried again and again until my
eyes run dry. | had so much worries about you and
our fomi|y.

There came the day of re-examination. Your dad took
me to the hospital again. Sitting in the corridor, there
was a couple from Vinh Phuc. From the ultrasound
results, the doctor said that their baby did not have
pupils and the doctor referred them to have an
examination here again. The young couple came
here with so many worries. The wife went into the
examination room to have the ultrasound. A little while
later, the wife came out with a spark|e of joy in her
eyes: “The doctor could see my child's pupils on the
ultrasound. My child is okay!”. | sat there and shared
with them the happiness and | just hoped that maybe
my baby would be okay too. But...

The doctor is well-known for his special character.
The patients were often shouted at by him. But this
time, when he examined me and saw the worries

on my faces, his voice was very gentle. The staff that
we met the other day called us into the room and
informed us the results of the ultrasound. The results
were just the same, there was no change. The doctor
wrote “monitoring esophageal atrophy”. The staff
also advised that in order to know more about other
abnormalities of the fetus, we should do amniocentesis
[= examination of the fluid in the womb by extracting
some with a needle, to check for abnormalities and
infections]. She explained about what amniocentesis
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khong bi lam sao réi”. Me ngéi dé, mung lay cho hai
vo chéng no, va ciing hi vong, biét déu con cia me
cing thé. Nhung....

Bdc si C ndi tiéng trong giéi cdc me béu vé tinh di, di
kham thai ma todan bi quat dm ém, c6 ba me bi quat
con s0...rim cé ngudi. Nhung lén nay, khi khém cho
me, nhin théy sy lo léng thé hién qua khuén mat,
giong bdc si rét nhe nhang.

Cb nhan vién hom truéce lai goi bé me vao phong,
thong béo két qué sieu am. Két qué lan nay vén y
nhu truéc, khéng cé gi déi khac. Béc si ghi theo dai
teo thyc quén.

Va ¢6 tu véin thém, dé biét thém cdc bét thuong khéc
cda thai nhi, nén lam thém phuong phép choc éi.
Choc 6i la thé nay, thé nay, an toan nhung vén cé
nhung nguy co nhu ndy, nhu nay...Trong khi b& nghe
cham chd thi tai me da v hét roi.

Sau mét héi tu véin, ¢6 nhén vién béo néu gia dinh déng
y thi ky gidly, hen mét tuéin sau dén lam tho tuc choc 6i.
B& me nhin nhau, réi bé ky giély. B& ném tay me, con
me méng lung nghii vé con, thuong con thét rust.

Ngay hen gén k&, chdng dém ndo me ngl ngon
gific, me s¢. S¢ cam gidc cdi kim dai to dung choc
vao byng me, so kim cham vao con khién con dau,
5o s& c6 nhiing diéu kinh khing khéc...va me di dén
quyét dinh. Me bdo bé s& khéng choc &i niva, con c6
thé ndio ciing la con cla bé me. BS Gng hd, vi trong
tham tam, bé ciing nghiy nhu véy. Lan déu tién sau
bao nhiéu ngay lo léng, buén bé va mét mai, me cé
cdm gidc nhe nhém trong long.

Nhing lén kham thai tiép theo, me véin hi vong bac si
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s& néi da day con dé to tré li, tuy nhién lén nao me
cling thét vong, tudn 36 con ¢6 2,6 can. Ty hém dé,
me &n nhu dién. Sang én, trua én, t6i &n, nda khuya
ciing &n, chi dé con tang cén mét chit, c6 thém chot
sic khée dé déi mat véi ca phéu thuat truée mét.

Da &i d& lai nhiéu rdi ro va tiém an cho cd me va con,
trong dé c6 ching sinh non. Me ¢ s¢ con me khéng
try duoc, doi ra sém, nhu véy con sé& gép nhiéu rdi ro
va nguy hiém hon. Va vi con cda me ngoan, nén ct
ndm yén trong bung me hét tuan 36, 37, 38 réi tan
tuén 39 vén chua théy ra.

Lan kham cuéi cung, béc s néi dudng kinh luang dinh
cba con to, khéng dé thuong duoc, hen ngay mai s&
m& bét con. V& nha, vira mimg vua lo, mung vi mai
la géip duoc con rdi, lo vi so con c6 ménh hé gi...Ca
trong giéic ngt me ciing chép chon, chap chon...

4 gio sdng, ri 6i. Me va bé khan géi vao bénh vign,
khodng 3 gi&r chiéu ngay 12/8/2015, con bé nhé
chao dsi, cén nang 3,1céan.

Khi con ra khai bung me, me che méi ché théy tiéng
con khéc, chi thdy tiéng céc béc si, y té léo nhéo, réi
mét béc si ra hdi nhiing cau quen thuéc. Béc si néi
con khéng khéc, du da tét rét manh vao méng.

Phan 2: Bénh vién la nha

Vua lot long me, con dé duoc chuyén sang vién Nhi,
cdn me chuyén xudng phong héu phéu, réi chuyén
len phong sau sinh. Nhin cac me khac 8m doa con
bé bdng cia minh, cho con by, riu rit véi nhau, me
cé&m théy ghen fi. Tu luc lot long dé phai cach xa



was and that amniocentesis is safe but there still is a
risk. While your dad listened carefully, my ears were
completely buzzing.

After counselling us for a while, the staff said that if we
agreed to do the amniocentesis, we needed to sign a
paper and make an amniocentesis appoinment one
week later. Your dad and | looked at each other, then
dad signed the paper. Your dad hold my hand while |

wandered about you...

As the date of the appoinment was coming closer,

| could not sleep well at night. | was afraid. | was
scared of the long needle going into my womb and
hurting you. | was afraid of many other things coming
and | made a final decision — | would not do the
amniocentesis anymore and | told your dad about my
decision. Fortunately, he agreed with me. No matter
what happened, you would always be our child. For
the first time after many days of worries and sadness, |
felt really relieved.

During the next pregnancy check-ups, I still hoped
that doctor would say your stomach is getting bigger.
However, | got disappointed everytime. At 36 weeks,
you only weight 2.6 kg. From that moment, | ate like
crazy from morning to noon and night and late at
night with the hope that you could gain more weight;
could have a better health to face the big operation

ahead.

Polyhyramnios brought many potential risks for both
you and me, including a premature birth. | was afraid
that you might leave my womb early, which could
bring more risks and danger to you. And because

you were such a good son, you stayed with me in my
womb until 36th, 37th, 38th and even till 39th week.

During the last examination, the doctor said that you

were too big, thus | could not give birth to you normal.
The doctor appointed me to have an operation. Going
home, my feeling was mixed between happiness

and worries. | was happy because | could see you
tomorrow and | was worried because something bad
might happen to you. Even in my sleep | was thinking
about that....

At 4.00 am, my amniotic fluid started to leak. Your
dad and | took all the things we prepared to welcome
you and went to the hospital. Around 15.00 pm on
12/8/2015, you were born; 3,1 kg.

When you came out of my womb, | waited to hear
your first cry but there was no’rhing. | could on|y hear
doctors and nurses talking to each other. The doctor
said that you did not cry even though he tried hard by
rubbing your back vigorously.

Chapter 2: Hospital is home

After you were born, you were transferred to the
National Pediatric Hospital immediately and | was
transferred to the postoperative and postpartum
room later on. Seeing the other mothers holding and
breastfeeding their little babie, | felt so jealous. You
and | were separated since you were born. | even
have not seen you and hugged you after 9 months
and 10 days waiting for you.

Two days later, you had the surgery for esophageal
atrophy. | was at the obstetrics and gynecology
hospital. Your dad was waiting outside the operation
room. Two hours |C|’rer, he called me and informed me
that the operation was successful.

Then | was discharged from the hospital but you still
had to stay in the pediatric intensive care.
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nhau, me con chua duoc nhin théy con, chua duoc
ém dia con ma 9 thang 10 ngay me mong ché.

Hai ngay sau, con buéc vao ca phéu thuét teo thyc
quén, me vén & vién PSHN, con bé ding che &
ngodi phong phdu thuét, hai tiéng sau do, bé goi
dién béo ca mé da thanh céng, va chay ngay sang
ché me.

R&i me duoc vé nha, con con van ném & khoa héi stc
ngoai.

Me vira sinh mé, con yéu, lai chiu suc ép tém |)'/ nhu
thé nén cang tham. Vi thé, lan sang tham con lén
dau tién, b8 cha ba néi vao tham con. Vé nha, ba
ndi néi nhin con trém via yéu |&m, tréng bu bam, tay
thi c& huo huo truéc mét, nhung vi con ¢ nghiéng
mdit vao bén trong nén ché duoc nhin théiy mat con.

Ngay thd hai, ngay the ba khéng cé vén dé gi, bac
sT néi con vén bi viém phéi nhung chua cé vén dé
gi. Dén ngay thi 4 bé va ba vé nha yén lang, me
biét c6 chuyén gi dé nhung géing héi méi khéng ai
néi gi, chi bdo l& vén binh thuong. Me ¢ héi maii,
dén chiéu thi ba ngoai bdo vét mé cda con bi ro, me
lai khéc, khéc sung c& mét.Ngay thé ném, me quyét
dinh vao thém con.

Héi sc ngogi vién Nhi - cdi khoa kinh hodng nhét &
vién, vi i€p nhan toan céc trudng hop thap & nhét
sinh: Chén thucng so ndo, teo thuc qudn, khéng

c6 héu mén, rust ngodi & bung...Bé ndo ciing canh
ngdn cén treo soi téc, ndm im lim bén may tro ths,
déy ro déy ngudi. Vai hém lai c6 bé mét, vai hom lai
c6 bé hoa mau tréng dét trén néi bé vua ném....

Céi phong con ném bé xiu, con ciing bé xiu ném gon
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trong chiéu néi dét trong géc. Me nhin théy con, con
con c ngodnh mét vao bén trong. Tay con ciing huo
lén huo xuéng, déu dan. Nhin con thé, me lai khéc.
C6 mét khodng cach ngdn théi ma cing khéng duoc
vdo Vi con, dm con, vé vé con. Bdc si bdo tinh hinh
con vén dang nguy hiém, con bi nhiém trung méu, bi
viém phdi va vén phdi theo dai vét do thyc quan. 30
phUt véi con, l6c vé tam trang me nding friu.

Réi céc ngay sau dé, hang ngay ¢t 12 gio trua la
me va bé lai vao véi con. Tinh hinh cGa con luc én
dinh, luc lai khéng, bé me luc thi thé phdo nhe nhém,
loc lai lo so, nhét la luc béc si théng bdo con bi nhiém
khuén bénh vién Acinetobacter-con vi khuén nguy
hiém nhét hién tai.

Con &n qua xéng, 3 tiéng mét lan, méi lan duoc
3-5ml, sau dé nang lén thanh 10ml, réi lai 15ml. Me
bét ddu vét sta va ¢ 3 tiéng lai mang véio cho con.
Khéng duoc nghi ngoi chém séc con, khéng duoc cho
con bg béu sta me, thém vao nhing lo ldng, hoang
so va stress, me mét sa dén, nhung vén ¢é ngay 4,5
lén gui sta cho con, cho con dugc én sta me.

Ba tuén sau, béc si théng bdo cai mdy lan nhung con
khéng thé cai duoc méy thé, do con bi thém bénh
tim, mdu tran 1én phdi nhiéu qua nén ct viem phdi
méi, va khéng thé cai duoc may. Bac si dé héi chdn
va quyét dinh s& mé cho con

Mét thang ké t loc chaio déi, con lén ban mé lén
hai, va lén nay con phéu thuét thanh céng.

Tinh hinh cGa con chuyén bién kha hon, con bét déu
cai duoc mdy thé, chi phdi thé oxy mét, béc si béo sé
cho con sang phong khac, nhuéng ché cho cac ban



As | just went through the caesarean section, | was
weak and under lots of pressure. Thus, for the first
visit, there was only your dad and your grandmother
that came to see you. Your grandmother said

that, “touch the wood'’, you looked chubby and so
adorable. You kept waving your hands but you were
lying one side down so we could not see your face.

On the second and third day, the doctor said

there was no problem. On the fourth day, your
grandmother and dad returned home in silence. |
sensed that something happened but nobody said
anything. | tried to ask more. In the afternoon when
my mother came fo visit you, she let me know that
your incision was leaking. And then | cried and cried

again... On the fifth day, | decided to visit you.

The pediatric intensive care at the hospital was the
most horrific department at the hospital because it
received all the most difficult cases such as traumatic
brain injury, esophageal atrophy, no anus, intestine
ouside abdomen... Every few days there was a case
of a baby that passed away. So every few days there
was a bouquet of white flowers next to the baby’s crib
that it just used the few days before.

Your room was so tiny and you were tiny lying in the
corner. | could see you but your face was on the other
side. Your hands were waving in the air, steadily.
Looking at you, | cried again. There was only a short
distance between you and me but | could not come to
you and hug you. The doctor said that you were still

in a dangerous situation. You had a blood infection,
pneumonia and we still needed to monitor your
esophagus. After staying with you for 30 minutes, |
was leaving with a heavy mood.

In the following days, your dad and | visited you
everyday at 12.00 am. Your situation was unstable,

just on and off. So were your dad and I. We felt
relieved when you were better. We were so scared
when you were unstable, especially when doctor said
that you got Acinetobacter — the most dangerous
bacteria at that moment.

You ate through a feeding tube every three hours.
Each time you had 3-5ml and then gradually
increased to 10ml, then 15ml. | started to take my
breastmilk and bring it to you every 3 hours. Without
resting, without breastfeeding you together with
worries and stress, my breast milk became less. But |
tried to send you my breastmilk 4-5 times per day, so
that you could have breastmilk from me.

Three weeks later, the doctors told me that you
needed to stop using the mechanical ventilator with
oxygen but you just couldn’t You had one more
disease, a heart disease, and there was too much
blood in your lung that caused pneumonia. After
holding a consultation, the doctors decided you
needed an operation.

Within one month after you were born, you had two
operations. This time your operation was successful.
Your situation was getting better. You stopped

using the ventilator. The doctor said you would be
transffered to a different room, giving room to other
more severe patients. | was happy; the whole fqmi|y
was happy too.

One day later, my mother and | waited for you for

the whole morning but we did not hear anything from
the doctor about transferring you to another room. |
asked the doctor and he said that you had problem
with breathing that needed the ventilator, so you could
not be transferred to another room. Grandmother and
| returned home in silence.

A few days later, daddy visited you at noon. After

Embracing the journey - 97



khac néing hon. Me mung, cé nha ciing mung. Bac
si thong bdo cho con chuyén phong, me sét ruét vaio
hai thi Bac si béo con lai khé thé hon, lai phai the
mdy nén khéng di duoc, me va ba léing 18 quay vé.

Vai ngay sau, budi trua bé vao tham con va nghe
béc si théng béo finh hinh, luc quay ra mét bé buén
buén. B6 béo bac si so con gap vén dé vé néo, vi
con khéng khéc khi déi, con khéng nhin theo 6 diéu
dudng khi c6 lam vé sinh cho con, cho con én, hay
khong quay lai khi ¢ goi tén con.

Réi con duoc cho di chyp MRI, két qué chén dodn:
Teo ndo.

Nghe tin, tri dét quay cudng, moi tho dé sup truéc
mét me.

Khi con duoc 1,5 thdng, bac di D goi b me vaio phong
trao déi. Béc si néi tét cé nhiing gi dé duy tri sy séng
cho con, céc béc si da lam hét réi. Hién tai tinh hinh sic
khde cia con dé 8n, con da ty thé, cdc chi s6 cing dé
gén binh thusng. Con vé néo thi cc bac & khoa khéng
lam gi duoc cho con. Béc si béo dua con vé nha, hodic
chuyén xuéng bénh vién tuyén dusi. Con, véi rét nhiéu
vén dé di tat bdm sinh, thém teo néo nia, thi cé thé 1
vong bét ¢t e ndo, hodic ¢ séng thi chét luong séng
cba con ciing khéng cao. Béc si déin thém néu sau nay
bS me c6 muén sinh them thi nén néi hét nhing véin dé
ndy cho béc si tu vén.

Gan 5 gid chidu hém sau, con xudt vién vé nha. Om
con, nhin con bé xiu, ngo ngéc khéng cam xtc ma
me budn, ni budn néing triu. Lan déu lam me, ba néi
ba ngoai & xa, me lai chua bao gi&r chém con, con
lai &n qua xéng nén cang léng ngéng. Cu ngogi mai
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mét cd y ta qua huéng dén céch é@n qua xéng. hai
tiéng sau, con nén tré, tim ngét, cd nha lai liv riv dua
con vao Bénh vién X. Ho kiém tra khodng 30 phot réi
dua con quay tré lai bénh vien N.

Nd&m thém 7 ngay & bénh vién N, con duoc chuyén
sang bénh vién X va ndm thém & dé 43 ngay. Khoa
con ndm la khoa cdp ctu nhi - cing la khoa nang
nhét & bénh vién. Chua 8n dinh vé thé chét, con lai
chuyén vién, réi mét logt cac xét nghiém lai, bé me cr
tha con di hét ché nay ché kia dé xét nghiém, khién
bénh con tr& ndng hon. Mét ngay 3 6ng fiém khang
sinh to dung duoc truyén vao ngudi con, trén ngudi
con tr déu dén chan gén do tht may méc theo dai,
c& ngay con nhu con méo hen, thé hét ra ting con

khé nhoc.

Buéi sang ba vao thay me, me nhin con thé béing
miéng thdi, dén chiéu me vao thi miéng con da sui bot
cua rdi, con ndm thé yéu ét, dusng nhu chdng con
su s6ng. Bdc si lai goi bé me vao, béo bénh tinh con
ndng ldm, ca nha ¢t xdc dinh tu tudng.

O banh vién, c6 mét may mdn la bé me duoc & ban
con, cham séc con hang ngay. Ong ba ngoai, ba noi
thi & réit xa, 6ng ndi visa méi mdt nén héu nhu cé ngay,
cd dém chi c6 bé me & bén cham séc. Me & bén con
15 tiéng ban ngay, bé bén con 9 tiéng ban dém rong
ré hon thang trai, thinh thoding c6 ba néi, ba ngogi,
éng ba tré vao thay mét vai budi cho bé me.

Con nd&m vién lau, truyén khang sinh nhiéu, an thi it,
mét boa con @n duoc 30ml sta, méi sau dé méi len
40, réi 50ml. Con cai di, géin 3 thang méi téing duoc
3 lang, to 3,1 cén lén 3,4 can. Ngudi con bé xiu,
bao nhiéu ven déu bi dam bi choc dé truyén thuéc.



he had a talk with the doctor, he looked quite sad.
The doctor told him that he was afraid you had a
brain problem because you did not cry when you
were hungry; you did not look at the nurse when she
cleaned you or fed you. You did not have a reaction
when she called your name.

Then you had an MRI scan and the result showed that
you had brain atrophy [brain shrunk with risk of losing
function]. Hearing the news, | felt like the sky and
ground turning upside down. Everything collapsed in
front of my eyes.

When you were 1,5 months old, the doctor had

a discussion with us. He said that all the doctors

did everything to keep your life. Your health status
was stable now, you could breath by yourself and
the indicators were normal. Regarding your brain
problem, there was nothing the doctor could do about
this. He told us to take you home or transfer you fo
a local hospital. You, who have lots of birth defect
problems together with brain atrophy, could die at
any time. Even if you would live, you would not have
a good quality of life. The doctor advised us to keep
these issues in mind in case we would want fo have
another child.

Nearly 17.00 pm on the next day, you were
discharged from the hospital. Holding and looking
at my tiny baby who does not show any emotion,
my heart was so heavy. This was my first time being
a mother. Your grandmothers were far away from
me and | found myself a bit Fumlo|ing in tqking care
of you. You needed to eat with the feeding tube, so

| felt more fumb|ing. Your great-grandmother invited
a nurse to instruct me how to feed you through the
feeding tube. Two hours later, you vomited and your

face turned pale and purple. We took you to the
hospital. They examined you for 30 minues and send
you back to the pediatric hospital.

You had fo stay seven more days at this hospital then
you were transferred back to the first hospital for 43
days. The department that you were staying was a
pediatric emergency department which had the most
severe cases. You had to be transferred to another
hospital and run so many tests while your physical
condition was not stabilized. Dad and mom had to
take you from one place to another for medical tests,
which made your health got worse. You had three
huge antibacteria tubes of injection in a day. Your
body was covered with different monitor machines.
For the whole day you looked like a sick cat, breathing
out heavily.

In the morning, your grandmother replaced me to
watch over you. | could see you breathe through your
mouth. But in the afternoon | saw you had foam on
your mouth. You breathed heavily and it seemed that
there was no life in you anymore. The doctor called us
in again, informed us that your health was really bad,
and that we should prepare for the worst.

At the hospital, we were lucky to be with you
everyday. Your grandparents were far away. Your
grandfather passed away. Thus, there was only your
dad and me staying with you and taking care of you.
For more than a month, | stayed with you for 15 hours
during the day and dad stayed with you for 9 hours
at night. Sometimes your grandparents came and took
turn fo support us.

You was hospitalized for a long time and you were
injected with lots of antibiotics. You ate very little;
you only had 30ml milk per meal and increased
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Ct 3 ngay mét lén, céc co diéu dudng lai bét me ra
ngodi dimg dé céc ¢6 lédy ven, mét minh con ma ba,
bén ¢6 xtm lai, I&y méi khéng xong, nhin céc ¢6 to
lén dénh vat véi con bé xiu, me Ga nudc mét.

Bénh tinh cOa con ché thuyén giam, bac si béo tinh
trang viém phdi cla con ¢ béng béng réi di xuéng,
khong théy d&, du da chuyén mdy logi khéang sinh.
Bdc si dé c& gding cai 6-xi cho con nhung khéng
duoc, ct bé ra vai lan la con lai phéi thd. Hon mét
théng sau, béc si léc déu, béo con c6 thé s& chéng
bao gi¢ cai duoc 6-xi. Béc st goi 1én, bdo tinh hinh va
quyét dinh cho con vé nha. Léan tht 2, con bi bénh
vién tré vé. 5
Budi séing ngdy 26/11, ngay
khi lam 1& dua éng nai len
chta, me va bé lai toc téc dén

cGa hang y 1€, dinh mua méy o

tao &-xi cho con, vi xdc dinh |
con phdéi dung lau dai, bé me

dinh chiéu s& mua may cho con. 3 gi& chiéu con vé
nha, c6 binh 6-xi kém theo, nhung me thd khéng cho
con thd, trém via, con thé binh thueng, va tir dé con
cing khéng cén dung dén méy thé niva.

Phan 3: Hi vong

Con vé nha, b6 me khéng phai thay nhau vao bénh
vién. Cd nha dugc quéay quéan bén nhau, vui nhu Tét.
C¢ vai tiéng, me lai truyén it sia cho con qua xéng,
con &n xong lai ném ngy, ché o e, ché o e doi me
nhu cdc ban khéc.

Me bét déu fim toi trén mang vé can bénh teo néo,
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Lan déau tién trong doi, me hioa
khéng chi sé cham séc con that tét
ma con hia sé cé gang dé mang
lai mét cuéc séng chét lvong cho

bdt ddu cé can bén vé né dé hiéu teo néo, bai ndo
hay ty ky thi déu la do t8n thuong & néo gay ra.

Me tim hodi, tim mai trén mang, bét c ’rh()ng tin ndo

vé bénh cia con me déu doc. Me doc khong sét

trang ndo vé cho dé: “Bai néio, nguyén nhén va céch
diéu tri” trén Webtretho. Trong dé, cé binh luan cta
me Pika. Me tim cdch lién hé, va sau dé duoc me Pika
mai vao nhém Gia dinh siéu nhan.

Poc bai viét, chia sé coa céc thanh vién trong gia

dinh, me mung mudn rét nuéc mét. Lan dau fién

trong doi, me hta khéng chi s& cham séc con that
t6t ma con hia sé 8 géng dé

mang lai mét cude séng chét
luong cho con.

Viéc déu tién la duy tri cho con
an sta me. Sau bao bién ¢é cia

gia dinh, me mét s, con phéi
dung stra céng thic mét thoi
gian. Khi con vé, me bét déu len
mang xin sta déng cho con. Cac me nghe bénh finh
cla con, ai ciing thuong va sén sang cho sta. Dén
tan béy gio, con van duoc an sta me, khéng phéi
dung stra cong thic.

Tiép theo, me quan sét con hang ngay, théy biéu hién
cla con rét cham. Mét khong nhin, tai khéng nghe,
con ngu nhiéu va khi thc cing khéng héng chuyeén,
khong khéc doi me, dudng nhu con chi choi trong thé
gidi ca con.

Me bét déu tép kich mét cho con, me mua dén pin y t&
va ¢t khoang 30 phat, me lai tép kich mét cho con mét
lén. Na thang sau, con bét ddu cé phan xa nhin.



to 40/ 50ml gradually. You were so thin, after 3
months you gained 300 gram from 3.1kg to 3.4 kg.
Your body was so small and all the veins in your body
were used for medical drip. Every 3 days, the nurses
needed to take your veins for injections. You were

so tiny but it took 3-4 nurses to get your veins, which
made me feel heartbroken.

Your health did not improve. Doctors said that your
pneumonia was unstable although you had several
types of antibiotics already. The doctor tried to stop
you from depending on the ventilator but it was not
successful. When it was removed from you for a few
minutes, you needed it back

together, which make us felt happy like Tét (Lunar
New Year). Every few hours, | gave you milk via the
feeding tube. You just had milk and slept without
making any sound unlike other infants.

| started to search on the Internet about
encephalatrophy and tried to gain more knowledge
about it. Either Cerebral Palsy or Autism spectrum
order ..they are all because of brain damage.

| continuously searched all the information that

| could find on the Internet. There was no single

information that | missed about “Cerebral Palsy,

cause and treatment” on Webtretho’s webpage and
— | read a comment from Pika’s

immediately. One month
later, the doctor said that
perhaps you would never
stop using the ventialtor. The
doctor decided to let you go

For the first time in my life, |
promised that | would not only
take good care of you but also |
will do my best to give you a good

mother. | tried fo contact her and
she added me to the Super Family
Group.

quality of life.

home. It was the second time
that you were discharged
from the hospital.

In the morning of 26 November, right after your
grandfather’s ceremony at the Pagoda, your dad

and | ran to the medical equipment store immediately
with the intention of buying a ventilator for you as we
knew that you would need it for quite a long time. We
planned to buy it for you in the afternoon. At 15.00
pm, you went home with an oxygen cylinder. | tried to
let you breathe without it. And you breathed normally.
Since then, you did not need the ventilator anymore.

Chapter 3: Hope

You went home, we did not have fo take turns to go
to the hospital anymore and we could stay home

Reading the posts and sharings
of members of the Super Family

Group, | cried with happiness. For
the first time in my life, | promised that | would not
only take good care of you but also | will do my best
to give you a good quality of life.

The first thing to do was to keep giving you
breastmilk. After many obstacles that we faced, | lost
breastmilk. You had to used formula milk for a while.
When you came home, | went online and asked for
frozen breastmilk for you. There were many mothers
who knew about your case and they were willing

to give you their breastmilk. Until now, you still use
breastmilk and not the formula milk.

Next, | observed you everyday and | could see that
you had a slow development. You did not see, you
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Me nh& c& Hoa dén dénh gié cho con. C6 Hoa rét
nhiét finh, ¢6 néi con khéng bi co cing, con bi yéu
do téc déng cla 2 lén mé, con vén biét quay sang
me khi con muén, méc du khéng nhiéu, me vui va

bat déu hi vong.

Truéc Tét, me nhe cd Hoa téap cho 10 budi, con ¢6

chdt tién bo, nhung vén rét yéu.

Sau Tét, ti thang 2 dén thang 6/2016, bé me cho
con di tdp ché bac Minh Chéu. Sau dé, vi mét s6 ly
do ca nhén, bé me khéng cho con tép & dé nia. 4
thang tap bac Chau, Ken bét déau biét lay.

Théng 7, gia dinh minh chuyén nha méi. Nha minh
tuy nhd, nhung dé dac khéng nhiéu, do dé, con cé
nhiéu khong gian dé lan lat, dé nhodi ngudi, dé chai,
me thdy con bét dédu khée va nhanh hon.

Ciing théng dé, bé me dua con di khdm tai, va biét
thém bénh ca con la diéc. Tréi qua qua nhiéu sy
kien, bd me binh finh dén nhan, va binh finh dé xoay
x& mua tai nghe cho con.

Thang 8, bé me cho con di tép & phong tap c6 Hoa

mét tudn 3 budi. Va 3 thang véo cdi tréi qua.

Thang 11: Cudi cung bé me ciing mua duoc tai nghe
cho con, mung nhu bét duoc vang.

Con cUa hién tgi: Cac phan xa bét dau nhanh hon,
con nghe dugc chdt chat, con lan lat rét gidi, mac du
mét bén than hoi yéu, con bét déau biét an va, bét
déu duoc tap ngbi...Con bt déu tuong tac véi bé

me nhiéu hon, bét déu c6 am pa pa, pe pe...
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Tai bot: Diéu du tién, cau chuyén chi la nhing
tém t&t nho nhd, con rét nhiéu nhiing khé khan,
nhiing chi tiét ma me Ken khong viét vao day, so cau

chuyén qué dai

Viét nhiing dong ch nay, me muén viét cho Ken-cho
linh chi qué cdm, dé thuong va nghi lyc cia me. Con

rét gidi, va me c6 quyén ty hdo vé con.

Diéu th hai, gia dinh minh that sy biét on éng
ba, cha me, anh em ho hang, théy cé gido, déng
nghiép, ban be...da quan tam gitp dé ca vé vat chét

l&n tinh than trong thei gian qua.

- Cam on céc ba me bim sia ma me Ken chua hé
biét mat, nhung dé cho Ken nhiing dong sia me quy
gié, dé con cé suc dé khang, khée manh nhu ngay
hom nay (T luc & vien vé, trir mot lan bi sét phat
ban, Ken khéng bi m thém, va khéng di bénh vién
l&n nao)

- Cam on me Pika, cdm on céc thanh vién than
thuong trong Nhém Gia dinh siéu nhan. Nhe ¢6
nhém ndy ma me Ken cém thdy ty tin hon rét nhiéu
trong viéc cham séc Ken.

- Cém on bac Minh Chéau, cdm on ¢6 Hoa dé giop
Ken tap luyén

- Va cém on cd cudc séng da cho gia dinh Ken
tréi qua quéng thei gian nay, dé biét yéu thuong,
biét ndng niu va trdn trong hién tai hon. Va gia dinh
minh van dang né lyc, dé gitp Ken “Quay tré lai

thien duéng”



did not listen, you slept a lot and even when you
were awake, you did not cry or ask for your mother.
It seemed like you only lived in your own world.

| started to use a medical light to trigger your eyes’
reaction every 30 minutes. Half a month later, your
started to have an eye reaction. | asked Ms. Hog S
come and assess you. Ms. Hoa was very enthusig
She said you did not have stiffness. You were just
weak because of the impact after two operations.
You could turn to me when you felt like to, even
though that was just a few times. | was really happy
and hopeful.

Before the Lunar New Year, Ms. Hoa had

ten exercise sessions with you. You had some
improvement, but you were sfill very weak. After
the Lunar New Year, from February to June, 2016,
we took you to Ms. Minh Chau for rehabilitation.
Because of some personal reasons, we stopped
taking you there. After four months practicing with
Ms. Minh Chau, Ken knew how to turn.

July, we moved into a new house. Although our
house was small, we did not have a lot of stuff. Thus,
you had a lot of space to turn, roll and play. | could
see that you became healthier.

At that month, we took you to examine your ears,
and we learned that you were deaf. After going
through many challenges, we calmly took the news
and calmly managed to buy hearing aid devices for
you.

August, we took you to the rehabilitation clinic of
Mrs. Hoa three times per week. Three months passed
by like a blink of an eye.

November: Finally we bought the hearing aid devices

for you, we felt as happy as we caught gold.

At present: Your reflex is faster. You can listen a litfle
bit. You roll very well even though one side of your
body is still weak. You learned to sit. You interact
more with mom and dad. You make sounds like pa
pa, pe pe....

P/s: Firstly, the story is just a summary of little pieces
of our journy. There are many more dificulties and
cha”enges but | will not list all of them.

| dedicate this story to Ken — a lovely, brave and
perseverant tin soldier of mine. You are doing very
well and | have full rights to be proud of you.

Secondly: Our family is very grategul to our
grandparents, parents, families, teachers, colleagues
and friends who mentally and financially support us
during the hard time.

e Thanks to the mothers that Ken has not met yet,
but gave Ken breastmilk that helped him have a
good immune system and good health like today.
Since returning from the hospital, except one time,
Ken never got sick and did not have to go to the
hospital at all.

e Thanks to Pika’s mom, thanks to the beloved
members of the Super Family Group. Thanks to this
group, Ken’s mom feels more confident in taking care
of Ken.

e Thanks to Ms. Minh Chau and Ms Hoa for
practicing with Ken.

o And thanks to life that let us experience this time,
so as to love, treasure and respect the presence
more. And our fami|y is sfill trying fo he|p Ken
“returning to heaven”.
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Sticky Note
There are many names on this page, but out of thank you. How do you feel we need to tackle this? I will leave it up to RCI to decide to add a letter or full name. 


Bién niém dau thanh stic manh

& mét ngudi me, ai cling mong nhiing dia con
minh sinh ra duoc khde manh, dugc bay nhay
hdp noi va lam moi diéu minh thich. Vay, khi
déi dién véi mét sy that nguoc lai, ban cé chép nhén

duoc hay khéng? Ban cé tin d6 la sy that?

Céch day hon ba ném, khi t6i mang thai chéu thi
hai, trong 6 thang déu, sic khée cla t6i va con déu
réit t6t. Cd 16i va chong t6i déu rét hanh phic vi sép
c6 mét bé gai dén véi gia dinh. Tuy nhién, niém vui dé
khéng ton tai duoc bao léu thi vo chéng t8i phai déi
dién véi mét sy that la con t6i c6 déu hiéu bi bai ndo
vao thang thi 8 cda thai ki. Mét phét hien qua bét
ngd, qué dét ngdt va mét phdn qué muén déi véi gia
dinh. Téi khéng tin dé la sy that, nén da di khép cac
bénh vién, phong kham dé kiém tra lai. Nhung moi c6
géing cla t6i déu cé chung mét cau tré loi, dé la con
bi bai néo. Téi vira dau khé, vira thuong cho da con
cta minh. Tai sao né lai bi céin bénh quéi dc nhu vay?
Bdc s mai hai vo chéng ching t6i lén ban bac dé b
chdu di, nhung hai vo chéng t6i khéng déng y va
mudn gitr con lai vi né dé qua lén réi. Lam cha, lam
me sao n& bd con luc nay duoc. Thé la hai vo chéng
ty an 0i, dong vién nhau bé qua hét mei sy dau budn
dé chao dén con ra doi.

Dén ngay chuyén da, biét minh sép sinh, 16i réit lo so.

Loc do, i vira dau bung, lai vira thély nhéi & tim, déu £

éc 16i hén dén. Vira muén nhanh sinh con ra, lai virg
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Bui Thi Ngoc Anh




Turning pain into strength

others are always confronted with the
NI expectation that their children have to be

born he0|’rhy and be given the freedom
and ability to pursue their dreams. So, when faced

with the reversed reality, can you accept it or not?
Moreover, will you believe that it is the truth?

Three years ago, | was carrying you, my second
child. In those first six months, your health and mine
were very good. Your father and | were very happy
to welcome you, a girl, to our family. However, the
happiness did not last long as our family had to face
the reality that you have symptoms
of cerebral palsy at the eighth

month of my pregnancy. For
our fqmi|y, it was such an
unexpected surprise, given
that it was almost the end
of the pregnancy. | did
not believe the news so |
went to all hospita|s
and clinics to
re-examine.
However, it still
led to the same
ending, that you
have cerebral palsy. |

Bui Thi Ngoc Anh

felt both miserable and worried for you. How could
you be inflicted with such an evil disease? The doctor
invited your father and me to have a discussion about
abortion, but we disagreed and we wanted to keep
you because you were too big already. As parents,
we questioned how we could leave you like this, and
yet, we comforted and encouraged each other to
overcome the sorrow to welcome you, our daughter
to the world.

On the day of labor, knowing that | was going to
give birth soon, | was very scared. At that time, | felt
pain not only in my abdomen but also in my heart.
My head was in chaos. | wanted to give birth quickly
and | wanted this time to last a bit longer because

| was afraid the worst thing might come to you. |
was afraid | could not accept it. Fortunately, | had

a quick delivery. You cried after you were born into
the world. Those who share the same situation would
understand how | felt at that moment: a sense of
relief, a sense of peace and happiness as | heard
my baby’s cry. | realized, no matter what happens
to you in the future, you were healthy and that is
everything | wanted.

After returning home, we decided to name you as
“T.A" with the hope that you will always find peace
and overcome difficulties. In the first few months,
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mudn quéng thdi gian ndy sé& kéo dai thém mét chot vi
t6i sy chuyén xdu nhét s& xdy dén véi, 16i s¢ i khéng
chép nhén néi. Nhung may mén la t6i sinh nhanh.
Con vura chdo doi da cét tiéng khéc chao doi. Ai &
trong hoan canh nhu 16i s& hiéu duoc cam gidc cla
t6i [oc nary. Mét cdm gidc nhe nhém, yén tam va hanh
phuc khi nghe duoc tiéng khéc coa con. Du sau nay
con ¢6 thé nao nhung ngay bay gie con khée la me
khéng mong muén gi hon.

Sau khi vé nha, hai vo chéng quyét dinh dét tén chau
la T.A d€ mong muén con luén luén duoc binh an,

tai qua nan khai. Méy thang déu, T.A hép thu sia
me rdt tt nén lén rét nhanh, bé coing nhan biét duoc
moi thi xung quanh minh. Biét doi me, doi ba, biét téit
c& cdc ngudi than trong gia dinh...Do dé, vo chéng
t6i cdm théy yén tam mét phan va hi vong con sé
sém phuc héi. Tuy nhién, cang vé sau 18i cang phdt
hién bé y&u dén. Dén 6 thang ma bé vén chua lat
duoc va ciing khong ty ngdi déy duoc. Réi dén khi

bé tron ndm van chua cé déu higu tién bo. Thé la hai
vo chéng quyét dinh dua chau dén khém va diéu tri
tai bénh vién phuc héi chic nang. Khi dén dé tap,

t6i méi nhan ra la cé rét nhiéu bé bi giéng con minh.
Trong qud trinh dua chéu di tap, t6i dé ¢ gdng hoc
hi tr cac ki thudt vien mét s6 phuong phdp c6 thé tap
thém cho chdu & nha. Ban than ciing dé hoc tép duoc
nhiing phuong phép nuéi con bai ndo mét cach khoa
hoc. Trai qua mét ném tap & bénh vién, quding thoi
gian di vé thi xa ma thai fiét Hué lai khdc nghiét, thé la
bé thuong xuyén dau ém va khéng di tap déu duoc.
Vi vély ma chdng théy con tién trién hon bao nhiéu.
Téi bét déu cam thdy ndn, t6i c& géng tim hiéu dé
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fim cho chdu mét ché tép gén hon va thuan tién hon.
May sao dang luc bé téc thi dugc mét me gisi thigu
qua phong tap cda thay N.T.S. Khi dén déay, duoc
tiép xdc véi thay, duoc theo dsi qué trinh théy tap cho
céc chdu méi nhan ra duoc mét diéu may mdn la con
minh da géip dugc mét ngudi thay gidi va rét cé tam
trong cdng viéc. Théy rét yéu thuong cac chdu va gén
gii véi phy huynh. Théy tao cho phy huynh va cac
chau mét t&m i réit thodi mai khi dén phong téap. Théy
luon hé tre dung cu tép cho céc chau, huéng dén
phy huynh mét céch tén tinh vé céch cham séc cing
nhu céch luyén tép cho cac chau & nha. Chinh thay
da dem lai niém tin, niém hi vong cho gia dinh ch(mg
t6i. Van biét thoi gian con dai, nhung thay dé cho

t6i niém fin la con 18i s& ty ding day va ty di trén doéi
chén cba minh vao mét thei gian khéng xa.

Khi dén day, t6i da deing ki cho chau két hop hoc van
déng va hoc néi. T.A véin con may mdn hon so véi
cdc ban khéc la chdu nhén thie rét t6t. Do do, du
khong duoc dén truong nhu céc ban nhung chéu vén
duoc me va cé H day cho rét nhiéu diéu vé thé gisi
xung quanh, vé nhiing diéu ma ngang tudi em cdn
phai biét. Du méi budi hoc, 6 va me phai ngéi theo
em dén té c& chan nhung vén c& géng. Me rét cdm
on on cd vi da kién tri theo em. Nhin thély em c6 tu
duy t6t nhu thé, nén me cang hi vong vé tvong lai cia
em. Sau nay, em sé ty phuc wy duoc cho chinh bdn
thén minh, em phéi l& mét ngusi c6 ich cho gia dinh
va x4 héi.

Sau mét qud trinh chua phéi la dai nhung cing khéng
la qué ngéin déng hanh cung con, bén than da rt

ra duoc mét sé kinh nghiém nuoi dqy con muén chia



you absorbed breast milk very well which made you
grow so fast. You were aware of things happening
around you. You knew how to ask for mom, dad;
you knew all family members. Thus, we felt a little
reassured and we hoped that you would recover
soon. However, | found out that you got weaker

as you grew up. You were already six months old,
and yet you could not roll nor sit by yourself. There
was no improvement until you reached the age of
one. Hence, we decided to take you to Rehabilitation
Hospital for treatment. When we came there, |
realized that there were so many children

who have cerebral palsy like you,

my daughter. While having
rehabilitation exercises

with you, | fried to

learn some methods

from the physiotherapists so that | could practice
with you at home. | also learned some methods to
raise children with cerebral palsy in a scientific way.
After one year of having exercises at the hospital,
you still got sick very often because of the long
distance between home and hospital, along with
harsh weather in Hue. Thus, you could not go to the
hospital regularly. That was why you could not make
significant improvement. | started to feel discouraged.
| tried to find a closer and more convenient place for
you to have exercises. Fortunately, | was introduced
to the clinic of Mr. Nguyen Van Sa
while | was feeling stuck. When |
came and talked to him, and
observed the progress he
did upon conducting
exercises with
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s& véi cdc me frong nhém nhu sau: Cac me phai luén
fin tudng & con, con sé& lam duoc tét cé moi viéc. Cho
nén, cdc me phdi day con bét ¢ cdi gi, tr viéc ty @n,
udng, cac hoat déng hang ngay, céc sy véat xung
quanh, tham chi day chg, sé...Bung bao gié néi con
khong biét an cdi nay (bé T.A nha minh la cho &n ¢4
thé gidi luan...hihi, cho nén bay gir thic én nao bé
ciing &n duoc cd), con so cdi kia hay con khéng hiéu
gi cd. D6 chi la suy nghi coa chiing ta ma théi. Con
hiéu hét déy céc me g. DU con bi dau 8m nhung vén
ludn tao cho con finh ty lap, khéng dya dém vao ba
me. DU biét trong qué trinh tap luyén, cac con sé& rét
dau, nhung thay vi héi cau “con dau &”, cdc me hay
8 v, déng vién con bang céc cau dai logi nhu: “cé
lén con yéu”, “con gidi Idm”, hay “con cda me

hanh déng khac déy. Kién tri la diéu ma céc bé me
ndio cling céin phdi cé khi cé con bi bai néo. Va diéu
cudi cung minh muén chia sé la cac me héy cé géng
cham con thét 16t giop céc bé lun khée manh dé
luyén tap thudng xuyén va dat két qua 18t nhéit nhé.
Minh tin réing moi sy 6 géng sé dugc dén dap mot
céch xing déng. Cho nén, ching ta héy cung nhau
6 gding céc siéu nhan va cac me siéu nhan nhé.

Cudi cing, xin c@m on cdc thay cé & trung tam H.S
da diéu tri, day béo tan tinh cho cac chdu. Kinh chic
quy thdy c6 luén ludn manh khée dé déng hanh cung
céc chdu. Hi vong rdng s& cé nhiéu trung tém nhu
thé nay ntra dé gitp dé& cho céc chéu bi bai néo c6
mét tuong lai tuoi sang hon. Xin chan
thanh cém on.
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children, | realized that we were lucky to find @
good and dedicated physiotherapist. He really loves
the children and he was Friend|y to the parents.

He created a very comfortable atmosphere at the
rehabilitation room. He always provided equipment
for children’s exercises and guided parents carefully
on how fo take care and do exercises with children at
home. He was the one that brought faith and hope
for our fomi|y. We know that it is a |ong way to go,
but he gave me the faith that you will stand up and
walk on your own feet in the near future.

When | came to Mr. N.V. @linic, | registered you
in a combined movement and speaking class. You
are luckier than other children as you have good
awareness. Thus, although you could not go to
school like other friends, Ms. H (a speech therapist)
and | taught you a lot about the world around you,
as well as the things that you need to know at your
age. Although in every class, Ms. H and | had to sit
with you until our legs went numb, we still gave our
best for you. | am very thankful to her for supporting
you persistently. Knowing that you have good
thinking abilities, | am very hopeful for your future.
In the future, you will be able to take good care of
yourself, and you can be a helpful person for your
family and society.

Going along with you on your journey, | gained
some experiences in raising children with cerebral
polsy that | would like to share with other mothers.
The mothers need to trust their children, that they will

be able to do everything. Thus, the mothers should
not hesitate to teach them everything. This includes
eating, drinking, daily activities, numbers, letters. Do
not make quick judgments that your child cannot eat
a specific type of food, that your child is afraid of
something, or that your child does not understand.
That is just our thinking. They can understand
everything. Although our children may get sick, try
fo train them to be independent and not to rely on
parents. During exercise sessions, the children may
feel pain, but we should encourage them by saying
“Do your best, my love,” “You are doing well,” or
“My child is very brave.” Refrain from asking “Are
you hurt2” If you do so, you will see that your child
will react differenﬂy. Persistence is a must for all
parents of children with cerebral po|sy. The last thing
| want to share is that parents should try to take very
good care of children so that they will be strong
enough for regular exercises, which will help them
have the best improvement. | believe that hard work
will pay off well. Thus, let’s try hard together, dear

supermen and parents of supermen.

Lastly, | would like to send my sincere thanks to
teachers and physiotherapists at H.S Center for
giving us treatment and careful guidance. | wish you
always have good health to support and accompany
the children. Hopefu”y, there will be more centers like
this to support children with cerebral palsy to have a

brighter future. My sincere thanks.
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Chu linh chi dang cam

iém hanh phic 6n nhét cia mét ngusi me

la duoc nhin théy con minh khoé manh, lanh

loi. Nhung véi ching t6i niém hanh phic dy
kéo dai chua duoc bao léu thi chung t6i phat hign
con c6 ddu hiéu cham lat |(“§y khi con trai chua tron
6 thang tudi. Lic &y 16i chi mang con di bénh vién dé
kiém tra stc khoé dinh ky va réi t6i nhéin duoc két
luain tr béc sila bé bi chém phét trién. Thoi diém dy
ching 16i chi hiéu duoc réng cham phét trién nghia
la ciing sé phat trién nhu tré thuong nhung cham
mét chot théi.

Va réi t6i bét ddu lyc tung tim kiém théng tin trén
Internet, nhung duéng nhu moi thi rét méng lung.
Khi con trai duoc 7 thang tudi vén cén duoc bé
ngUa, ddu ¢ kiém sodt kém, thinh thodng con lai
ngta ddu ra sau. Lan nay ching téi di moét bénh vién
khéc va bac si két luan ngay cén bénh cia bé la bai
ndo.

Téi déi lang di trong khodnh khéc dy, réi khéc that
nhiéu. Téi roi vao trdm cdm, dau khé odn trach
ngudi déi... Nhung hon ai hét t8i nhan thic duoc
rang khéng ai thuong con béng me, va duong nhién
cdi tho quy gid nhét cda 16i loc nay la con trai.

Hanh trinh cda gia dinh nhé cda t6i cing bét dau

tr thoi gian dé. D6 la nhiing chuyén di diéu tri ngdn
ngady, réi dai ngay & bénh vién Chinh hinh va Phyc
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Trén Thi Bich Liéu

héi chic nang Da Néng, réi dén bénh vien N.S.G,
réi Ha Nai. Chong 16i tim kiém va ép dung vai
phuong phdp diéu tri cho con nhu la mat xa bém
huyet, dién chén, 6 xy cao &p, phyc héi chic nang...
Méi phuong phap déu gép mét chit vao sy tién trién
cGa con. Nhung dudng nhu dé chua phai la tét cd,
con vén chua cé méc phdt trién ndo ré rang ca. Di
méi réi cing mai, t8i hiéu réing ba me la ky thuat
vién 18t nhét cho con. Chi c6 ba me méi ¢6 tinh yéu
v6 be bén danh cho con va danh nhiéu thei gian
nhét cho con. Ba me chinh la Chia Khod thay déi
cude doi con. T6i bét ddu doc sach vé bai ndo nhiéu
hon, hoc vé bénh cta con cham chi hon. Téi ty hoc
hodc bét chuéc céc bai phyc héi chic néing, mat xa,
dién chdn...




The brave

e greatest happiness of a mother is to see
her children to grow healthy and wise. But for
us, our happiness did not last long. | noticed

that my litle boy had delay in rolling when he was
coming to 6 months old. | took him to the doctor for
periodic examinations and the doctor said that my
child had developmental delay. At that time, we only
understood that developmental delay meant our child
would develop like other children but with slower
progress.

Then | started to search for information on the Internet,
but everything was just so confused. When my child
was 7 months old, | still had to hold him and his head
as his neck control was very weak. This time, | went

to another hospital and the doctor concluded that my
child has cerebral palsy.

| was lost in that moment, | cried alot and | fell info
depression and misery. But more than anyone, |
realized that nobody could love children like their
mother, and of course, the most treasured thing for me
at that moment was my son.

My little family’s journey began at that time. Those
were short medical trips and then |ong medical trips
to D.N. Orthopedics and Rehabilitation Hospital,
S.G National Pediatric Hospital, H. National
Pediatric Hospital. We searched and applied several

tin soldier

Tran Thi Bich Lieuv

treatment methods for our child such as massage and
accupressure, high level of oxygen, rehabilitation.
Each type of treatment method contributed fo the
developemental progress of my child, but it seemed
to be not enough, he did not have any significant
development milestones. | understood that parents
were the best physiotherapists for their children. Only
parents had endless love for their children and only
parents could spend most of the time for their children.
Parents hold the keys to change their children’s lives.

| started to read more books about Cerebral Palsy
and learn about my son’s type of Cerebral Palsy.

| learnt by myse|f or learnt from the rehabilitation
exercises such as massage exercises, ‘dien chan’
(Face Diagnosis and Cybernetic Therapy/ Facial
Reflexology).

And when my son was 14 months old he could roll
from tummy to back. Seeing him trying hard fo turn,

| was crying with happiness. On that day | did not let
my eyes off him, | was excited, | counted how many
times he could turn in a day. That was the leverage to
motivate me to do more excersises with him. At that
time | started to dream and hope about the future of
my son. Half a year later, he could crawl and then he
could sit when he was 3 years old.

Now, he is almost 4 years old and he is still learning
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Va réi khi con 14 théng tudi, con da biét lat sép.
Nhin con hi hyc lat séip t6i dé vui ming trong
nudc mét. Hom dé 16i khéng roi mét khai con trai.
Téi phén khich, t6i ngéi dém xem c& ngay con lat
duoc bao nhiéu lén, vén van va véan van. Bay la
don béy dé chung t6i haing say hon trong viéc tap
luyén. Luc do, téi bét déu biét mo va biét hy vong v N\ Da NG\'\g
vé tuong lai cta con trai minh. NGa ném sau dé L T %

con biét truon, réi dén 3,5 tusi con biét ngbi.

Hién nay khi con gén 4 tudi, con vén dang hoc bo,
con thich choi béng, nhiéu luc nhin con choi béng
béing tay t6i lai tran tré va dat ra myc fiéu lén la
“lam thé nao dé tuong lai sau nay con cé thé choi
béng béng chinh déi chan coa minh”.

Hanh trinh nay con dai [ém va khéng hé bang
phdng. Nhung 16i fin réing con s& chinh phyc duoc
téit cd, chi it thi dén nay con dé tién bo rét nhiéu so
véi ban thén con tai thai diém xudt phét. Véi ti,
con chinh la chg linh chi ding cédm nhét.

0
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how to crawl. He likes to play balls. When I look at
him playing ball, I start to ponder and target a bigger
goal for the future that “he can play ball by his own
feet”

This journey still has a long way to go and it is

not a flat pathway, but | believe that my child will
conquer everything. At least now he is making very
good progress compared with what he had in the
beginning. To me, he is the bravest tin soldier.

journey -




Pika bé bong

Ban dé& tung nghe t6i nhiing céu néi, dai logi nhu
sau:

“Cubc s6ng c6 quyén ddy ban ngé nhung ngdi dé
than khéc hay ding day va tiép tuc la quyén cda
bqn”

Hay “Cuéc doi cé thé chia cho ban quén bai xdu,
nhung céch choi la ndm trong tay ban”

Khi ngéi viét nhiing dong nay, t6i chot nhén ra da
7 nam rdi ching 18i buéc di frén con dudng “mau
xanh 1",

Cuéc doi da ddy cho 16i nhiing lén khoc khong
thanh fiéng khi Bac si goi vao néi

“chudn bi” ...

“phéi bé trdng hét réi, gio dé dung thuéc néing nhét
cho bé”...

“ bé bi xuét huyét néo” ..

Cudc doi “xdu xa” da “chia” cho téi ky Gc vé nhing
lén con 16i nhédm mét ngay trén tay minh, t6i cdu cou
réi céic bac sty t& chay rdm rép bé con ra khdi tay
t6i voi va lam kich tim va tét cé cdce tho thuat co thé...
ngay truéc déi mét cda t6i.

Cubdc doi dy “xdu xa” qué, khi ngay sau khi con
khoe khée hon mét chit, né dua cho téi nhiing cai
két qua vé “thinh giéac”, réi dén dén “né dui vao
tay” t6i t& chén dodn “bai néo thé phéi hop” kem
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theo céu néi cda nhiéu vi béc s “con chi khong cé co
hoi phat trién gi déu, héy vé va sinh bé khac di” (toi
d& dén con gai di kham rét nhiéu vién, béc si trong
ngodi nuéc nhung tét ca déu lac dau).

T6i nhé minh dé im lang, t6i mim cudi, réi bé con vé
nha. T6i nhé minh da déng cta phong lai, va khéc.
Téi ty cho minh duoc khéc chi trong ngay hom éy.
U, cude doi da chia cho t6i nhimg quan bai va co e
né chdc réng 16i s& “thua tréng tay”. Nhung ching
t6i da chon cho minh céch choi ”dep" nhét, “li don”
nhét c6 thé.

Con 18i gi&s bdy tudi. Con chua ngbi... nhung con cé
déi mét sang ngdi, tém tri con théng minh va nhén
héu. Tay con héu nhu chua cé hoat déng chd déng
nhiéu... nhung chi cén hé trg nhé cia Me, con cé
thé chi va tra 16i vé céc cau d8, cdc con s8, cdc nét
nhac.

Con van gong... van la mét da tré mdc ching ligt
ndo thé ddc biét nding. Nhung con hay cudi, tham
chi con biét “kiém xién” béng céch matxa cho me véi
nhiing ngén tay diéu khién “chua muet” cGa minh
nga.

Pika bé béng cia Ba Me!

Vi con dé rét c8 gdng trong sudt 7 ném qua, va Me
tin la c& sau nary nia. Nén chéng cé ly do gi ma Ba
Me bd cudc ca.

Trén con dudng mau xanh & nay, Con chinh la mém



Little Pika

One might have heard the saying: “Life has the
right to push you down, but to sit there mourning or
getting up and continuing is your right.”

There is another saying, “Life can give you bad
cards, but you are the one to decide how to play.”

As | sat down writing these words, | realize that it has
been seven years since | walked on “the green path”
with my daughter, Pika.

Life made me cry in silence for many times when the
doctor calls me in and tells me:

“Prepare.”

“Your child’s lung is completely white now although |
gave her the strongest medicine.”

“Your child has cerebral hemorrhage.”

The “bad” life gave me memories of the times |
witnessed my child close her eyes in my arms. |
begged for help then doctors and nurse rushed to
take her from my arms to stimulate her heart ...right
in front of my eyes.

That life was too “bad.” Right after my child got a
little bit better, it gave me results about her “hearing
ability,” and step by step, it gave me the diagnose
of “mixed cerebral palsy,” accompanied by the

words of many doctors: “Your child does not have

Nguyen Phuong Ha

any opportunity fo develop, go home and give
birth to another child.” (I took my daughter to
many Hospitals and doctors in Viet Nam and other
countries, but ’rhey all shook their heads.)

| remember that | remained silent. | smiled and | took
my daughter home. | remember | closed the doors
and cried. | allowed myself to cry only on that day.

Well, life has given me cards that can surely make
me lose everything. However, we decided to ‘play’
our best. My child is now seven years old. She
cannot sit yet,a but she has bright eyes. She is smart
and kind. Although her hands are hardly active, she
can point and answer the puzzle, number and music
notes, with litle support from me.

She has stiffness quite often. She is a child with a
very severe type of cerebral palsy. Nevertheless she
laughs often.She even ‘earns money’ by giving me a
massage with her little fingers, which are not really
‘well controlled’ yet.

Dear little Pika of Mom and Dad,

As you have been trying really hard in the last seven
years, | believe that you will try even harder in the
future.That is why Dad and Mom have no reason to

give up.

In this “green pathway”, you are the “little green
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|6 nhé ma Ba Me nuéi dudng. Ba Me mong con méi
ngay, déu la em bé hanh phuc, cé thé sau nay, con
s& gap nhing ndi budn, nhung chi cén gia dinh minh
& canh nhau, moi néi budn déu sé tré nén ngoan
cudng va ryc r& con nhé?

Ba Me yéu con,

Me cla con.
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sprout” that Dad and Mom nurture. Dad and Mom
want you to be a happy child every day, so that in
the future, when you face sadness, all sadness will
become tenacious and bright, as long as our family
stays together!

Dad and Mom love yovu,

Your mother.







Phan 4:

Thong tin vz
benh Bai ndo
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Part 4:

Information about
Cerebral Palsy

o
il
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1. THONG TIN VE CAC NHOM HO TRO TRE VA GIA DINH NGUO1 BAI NAO TAI VIET NAM

Héi Gia dinh tré t8n thuong néio Viét Nam (#n tiéng Anh la Cerebral Palsy Family Association Vienam, tén viét
tét la CPFAV) véi tén goi thén thuong la Gia dinh Sigu nhén, duoc chinh cac cha me cé con bi t8n thuong néio
(Cerebral Palsy — CP; bai néio) chung tay thanh lép nén trén co s& Cau lac bo Gia dinh Sigunhén ném 2015.
Hién nay, Héi c6 gén 1000 t& CP véi hon 1500 hei vién hoat déng trén dia ban cé nuéc.

Muc dich cda Hai nhém tao ra noi chia sé, giop d& céc gia dinh, két néi céc tém long nhén éi trong xa héi,
huéng dén myc tiéu néing cao ndng lyc cho cha me va cai thién chét luong cudc séng cho tré CP.

Pueng dén 16i céc nhém:

https: / /www.facebook.com/Giadinhsieunhan.CPFAV/

https: / /www.facebook.com/CLBGDSN/

2. THONG TIN VE REHAPP

Hién nay, trén dién thogi c6 mét s6 Gng dung cung cép théng tin vé bénh Bai Néo. Va mét trong nhiing Gng
dung dé la RehApp CP. RehApp dém béo réing ngudi dung ludn cé nhiing théng tin thyc tién va lién quan dén
bénh bai ndo. Tuy nhién, tng dung RehApp khéng nham dé cung céip céic chdn dodn va dich vy y t&. Ngusi
s& dung cdn phai dya vao nhiing chén dodn chinh xdc cia céc chuyén gia (y t€). Ung dung RehAPP CP 6 thé
t&i vé mién phi, va mét khi duoc tdi vé, tng dung nay c6 thé duoc si dung ma khéng cén phai truy céip mang
Internet. Phién ban tiéng Viét cda tng dung nay dang duoc hoan thign. Néu ban muén tim hiéu théng fin vé
ban tiéng Viét, vui long gui thu téi Angelique Kester theo dia chi a.kester@enablement.nl

Muc tiéu cGa Ung dung nay la:
e Ddp Ung nhu céu cla tré khuyét tat va gia dinh cda céc em
e Nang cao néng lyc chuyén mén cho céc can bo cong déng, tré khuyét tat va gia dinh cda cac em
e Thic ddy sy tham gia cOa tré khuyét tét va gia dinh trong cudc séng va cong déng
o Cai thién chét luong cudc séng cla tré khuyét tat va gia dinh cda céc em
Ung dung nay c6 thé tim thdy trén:
Google store: https://play.google.com/store/apps/details2id=nl.enablement.cp
Apple store: https://apps.apple.com/us/app/rehapp-cp/id1436703718

Enablement
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1. INFORMATION ABOUT CEREBRAL PALSY SUPPORT GROUPS IN VIETNAM

Cerebral Palsy Family Association Vietham (abbreviated as CPFAV - with its nickname “Super Family), was
founded as a Super Family Club in 2015 by parents of children suffering from Cerebral Palsy (CP). Currently, the
Association has nearly 1000 CP children and over 1500 members operating across country.

The Association’s purpose is to share and to help families, a place to connect kind hearts in society towards the
goal of enhancing parents ‘capabilities and improving the quality of life for children with cerebral palsy

Links to the groups:

https:/ /www.facebook.com/Giadinhsieunhan.CPFAV/
https:/ /www.facebook.com/CLBGDSN/

2. INFORMATION ON REHAPP

Several apps can be found about Cerebral Palsy for your mobile phone. One of them is the RehApp CP. The
RehApp ensures that users always have relevant and practical information at hand. However, the RehApp is not

meant fo perform medical examination and services. Users will need to rely on a correct diagnosis by a (medical)
specialist first! The RehApp CP is available for free, and once downloaded, it can be used in any sefting without
internet access. Translation of the app into Vietnamese is on the way. If you would like a hardcopy file of the text
in Vietnamese, please e-mail Angelique Kester at a.kester@enablement.nl.

The goal of this app is:

e To meet the needs of children with disabilities and their family

e To improve the functional capacity of fieldworkers, children with disabiliies and their family
e To enhance participation in daily, Fami|y and community life

e To improve quo|ity of life of children with disabilities and their Fomi|y

Google store: https://play.google.com/store/apps/details?id=nl.enablement.cp

Apple store: https://apps.apple.com/us/app/rehapp-cp/id1436703718
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3. BENH BAINAO
(CEREBRAL PALSY) LA Gi2

14 A
Ban c6 thé gidp ching ti nang cao kién thic va
[ ] nghién ctru vé Cerebral Palsy bang cach tham gia

Dang ky CP. Tim hiéu thém théng tin chi tiét tai
worldcpday/cpregisters
- J

CP la mét tinh trang tan tat vé thé chat anh huéng
dén van dong va tu thé. A
17 trieu
nguai trén thé
gidi bi CP.

D6 1a loai Minh tan tat thé chat phd bién nhat & tré nho.

CAC THE VAN DONG

BAINAO THE
LIET CU'NG:

CAC PHAN CUA CO THE

BAINAOTHE  CP c6 thé anh hudng dén cac phan khac nhau clia co thé, vi du
LOAN PONG:

. Chiém 6%. Dic trung béi cac cir LIET CONG T LIET CU'NG HAI CHI LIET CUNG NUA
chiém 80-90%. 8 b3l CHI/ HAI BEN DUG1/ HAI BEN NGUQ1/ MOT BEN

déng khong kiém soét duoc nhu

13 r6i loan truong Iuc, mua von va/
hodc mua giat. Nguyén nhan do tén
thuang hach déy ndo.

La thé thuding hay
gdp nhét. Cac cocd
vé cling va bj kéo cang.
Nguyén nhan
do t8n thuong vd
ndo van dong

CHANTAY BI ANH HUONG CHAN TAY 81 ANH HUGNG CHANTAYBIANHHUGNG =]

0960 0090 0000

W

Ca hai tay va hai chan b anh Cé hai chan bj anh hudng Mot bén clia co thé (mét tay
hudng. Cac co than minh, mat Hai tay ¢6 thé bi anh hudng va mot chan) bi anh hudng.
va miéng cling thudng &mirc d6 nhe hon.

bi anh hudng.

BAI NAO THE PHOI HOP:
MOt s6 tré CP c6 dong thai hai
thé van dong, vi du liét cing
va r6i loan truong luc.
BAI NAO THE THAT BIEU: chiém 5%
Dac trung bdi cac ctr dong rung Iac. Anh hudng dén thang bang va cam giac vi tri
trong khéng gian. Nguyén nhan do tdn thuang tiéu ndo.

CAc KY NANG VAN DONG THO

Cac ky nang van dong thé (vi du ngdi xudng va di bd) & tré em va ngudi tré tudi bi CP ¢6 thé dugc chia thanh 5 linh vuc/ cap
d6 khac nhau bang viéc sirdung mot cong cu tén 1a Hé thdng phan loai chirc nang van dong thd (GMFCS) dugc xay dung bai
CanChild & Canada.

A2l

GMFCS cap do|l

NANG LU'C CHAN TAY

t nhat hai phan ba tré bi CP 6 khé khan van dong
&nh hudng téi mot hoac ca hai tay. Hau hét cac
hoat dong hang ngay déu cd thé bj tac dong.

GMFCS cap d IV GMFCS cip do V

GMFCS mih hoa 6-12: © Bill Reid, Kate Willoughby, Adrienne Harvey and Kerr Graham, B&h vién Tré em Hoang gia Melbourne.

(CAC TGN THUONG PHGI HOP

Tré bi CP cling c6 thé c6 mot loat cac t8n thuong thé chat va nhan thic.

1trong3 o 1trong4 3trong4 1trong4 1trong4

tré khong 1 tré khong tré bi dau tré cd dong tré cé
thé dibo thé ndi dugc dén kinh r6iloan
duoc hanhvi

1trong2 1trong 10 1trong 4 1trong5

tré c6ton tré c6 nhitng tré c6 cac tré 6 r6i

1trong 5

~

tré c6 cac

thuong vé 6n thuong van dé vé loan gidc van dé vé
tri tué thi gidc kiém soat ngl kiém soét
nghiém trong bang quang nudc bot

A

Y h ~n (V&) I d d
Ngay CP the gio'i worldcpday.org
Hén hanh dugc hé trg béi The Allergan Foundation
Vietnamese translation: The University of Sydney and Hoc Mi, the Australia Vietnam Medical Foundation

T0e

cerebral palsy. Pediatrics.
rebral Palsy. Development

v 2012;130(5), Palisano R, Rosi
edicine and Child Neurology,

4 #worldCPday
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What is Cerebral Pal Lo
e 2 Cereal Paly Reiste. Findout more t
. . M - | worldcpday/cpregisters
3. WHATIS Cerebral palsy is a physical disability
CEREBRAL PALSY that affects movement and posture. —
’ It is the most common physical disability in childhood. 17 mllllon

people with cerebral palsy
worldwide

MOTORTYPES PARTS OF THE BODY

DYSKINETIC: 6%,  Cerebral palsy can affect different parts of the body e.g.
Characterised by involuntary

SPASTIC: 80-90%.

Most common form

SPASTIC QUADRIPLEGIA/ SPASTIC DIPLEGIA/ SPASTIC HEMIPLEGIA/
Muscles appear stiff movements such as ystonia, it o BILATERAL UNILATERAL
and tight. Arises from fhetosis anclor chorea IMBS AFFECTED LIMBS AFFECTED
Motor Cortex damage Arises from damage to LIMBS AFFECTED LIMBS Al I
7 9000 0000 0000
MIXED TYPES:
A number of children with
CP will have two motor
types present e.g. spasticity
and dystonia.
ATAXIC: 5%
Characterised by shaky movements. Affects balance and sense of
positioning in space. Arises from Cerebellum damage. Both arms and legs are Both legs are affected. The One side of the body (one
affected. The muscles of the  arms may be affected to a arm and one leg) is affected
trunk, face and mouth are lesser extent.

ften also affected.
GROSS MOTOR SKILLS ’

The gross motor skills (e.g. sitting and walking) of children and young people with cerebral palsy can be categorised MANUAL Aum
into 5 different levels using a tool called the Gross Motor Function Classification System (GMFCS) developed by

CanChild in Canada. At least two thirds of children with cerebral palsy will
have movement difficulties affecting one or both
arms. Almost every daily activity can be impacted.

/(\-\
g L

GMFCSLevel | GMFCSLevel Il

GMFCSLevel IV GMFCSLevel V

Catchingaball

GMFCS llustrations 6-12: © Bll Reid, Kate Willoughby, Adrienne Harvey and Kerr Graham, The Royal Children's Hospital Melbourne.

( ASSOCIATED IMPAIRMENTS )

Children with cerebral palsy may also have a range of physical and cognitive impairments.

1in3 0, 1ing 3ind 1ingd 1ing

is unable S is unable experience has has a

to walk to talk pain epilepsy behaviour
disorder

1in2 1in10 1ind 1in§ 1in5

has an has a severe @ has has sleep hassaliva | RN
intellectual vision bladder disorder

impairment i i

impairment control ;c)(r)gl;rlg‘ns '
problems
A J
World Cerebral Palsy Day worldcpday.org WORLD
Proudly supported by The Allergan Foundation CEREBRAL

References: Novak I, Hines M, Goldsmith S, Barclay R (2012). Clincal prognostic messages from a systematic review on cerebral palsy. Pediatrics. Nov 2012;130 (5). Palisano R, Rosenbaum P, Walter S, Russell D, Wood
E & Galuppi 8 (1997). Development and validation of a Gross Motor Function Classification System for children with Cerebral Palsy. Developmental Medicine and Child Neurology, 39, 214-223. Canchild Centre for
Childhood Disabilty Research www.canchild.ca. Australian Cerebral Palsy Register, Birth Years 1993-2009, September 2016,
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4. CHAN POAN
VA DIEU TRI

(cAc TiNH TRANG PHOI HO'P VA DIEU TRI DU'A VAO BANG CHUNG

Cerebral Palsy 17 triéu

Chan doan va Diéu tri

®
CP 1a mdt tinh trang tan tat vé thé chat nh huéng dén ngu‘.d,ll tr_en the
van déng va tu thé. gidi bj CP

CHAN DOAN TIEN LUVONG

Céc nguy co' CP CP c6 thé &nh hudng dén cac phan khéc nhau clia co thé:

Tré em c6 cac nguy co
bj CP hay khong?

uy co’ Nguy co CP

Cac nguy co & ba me (bénh tuyén gidp, tién san giat, chay £ § é 2
mau, nhiém tring, thai cham phat trién trong t&r cung s & =8
(IUGR), bat thutng nhau thai, da thai) +/- z:% ;5% ;3; GMFCS Il
Sinh non tha:|g Er k
« <28 tuan tudi thai 10.0% o0
+28-31 tuan o thai 5.0%
+31-37 tuan tudi thai 07% QRS eME
Tré em c6 phat trién van Sinh du thang &.
dong bét thung hay khong? + Banhva nio 12.0% =
« Khoe manh, khdng c6 cac nguy co dugc biétdén - 0.1% GMFCS V-V
Danh gia phat trién van dong Dibd
© N + Phan [6n tré em bj
Tudi: <20 tudn tudi Tudi: 6-12 thang tudi CP sé dilai dugc
(dugrc diéu chinh) + 60% di lai phai phu thudc
Danh gia van dong chung. Dy | Danh gié phét trién & +10% dl lai c6 tro gidp k
doan 95%. tré nho (DAYC). Dy doan +30% strdung xe lan
83%. GM?:%? I GMF?;’IV v
I -
Tré em c6 hinh anh hé than Danh gia Hammersmith vé Danh gia Hammersmith
kinh bét thutng hay khong? than kinh & tré nhd (HINE) vé than kinh & tré nhé
Gilip du dodn mirc d6 nang. (HINE). Dir doan 90%. P A
SUOT D01 MUC DO NANG
CP 13 tan tat sudt doi Tién lugng mic do
N N e Mc d6 tan tat c6 thé nang chinh xac nhat
tang theo tudi va viec vao ldc 2 tudi
Hinh anh hg than kinh n 2010c 2 tud
Y Py p 150 hda c6 thé dién ra
Hinh anh hé théan kinh % trong s& sém hon.
bat thudng tatca CP

+ Thuong t8n chét trang trong nao that

- Ditat ndo DAU, ROI LOAN HANH DIEUTRI
- « Tai bién mach nao (CVA) VIVA GIAC NGU M6t nguai bi CP ¢4 thé
Khao sat Digutr - Thuong t6n chét xam &nhing ngudi bi CP dién bién xdu vé thé
céc tmh <om « Xudt huy8t ndi so thuong khong d chét néu khong dugc
trang khac - Nhiém triing 1ong khong duge xtrtri phyc hoi va chinh
nhan dién day dd. P

+ Khong cu thé hinh.

* Binh thudng Dénh gia va dieu tr|

CP hau nhu ludn \uon di kem véi mot s6 tinh trang phoi hop va nhung tinh trang nay c6 thé cling tat nguyén nhu 1a tinh trang thé chat.

09 60 ©

3 trong4 1 trongz 1 trong3 1 tl‘Ol'Ig3 1 tI'OI'Ig4 1 trong4
Didu tri 48 phong nglra cac Tién luong x&u hon choviéc Ngbi khong phu thudc Itc 2 tudi tién  Tam sodt khép hang béng Tang cudng Céc con dong kinh s& hoi
r6iloan gidc ngliva hanh vi. di chuyén, trchd, hoc hanh.  Tuong kha nang di chuyén dugc.  chup X-ray méi 6-12 thang noéi sém phuc khoang 10-20%

A TIEU TIEN KHONG 5 & N KHONG AN UGNG DU'QC ’

©O 00 © 0 ©

1 trong 4 1 trong 4 1 trong 5 1 trong 10 1 trong 15 1 trong 25

Diéu tri s6m va dam bao Tién hanh tham do va Tién hanh tham do va dam Dénh gié sém Dénh gié mic d6 an toan khi Dénh gia sémva
kiém soét dugc con dau cho thém thdi gian bao kiém soat duoc con dau va didu tiét nudt va kiém soét tang trudng diéu tiét

\ h n o r 0 I
Ngay CP thé gidi worldcpday.org
Han hanh dugc hé trg béi The Allergan Foundation
Vietnamese translation: The University of Sydney and Hoc Mdi, the Australia Vietnam Medical Foundation

WORLD
CEREBRAL
PALSY
DAY
#worldCPday

NGi dung ciia @6 hoa trurc quan nay dugc trich din tir:
1. Mclntyre, 5., Morgan, C., Walker, K. & Novak, 1. 2011). Cerebral palsy-don't delay, Developmental Disabilities Research Reviews, Volume 17, Issue 2, pages 114-129. 2.
Novak, 1. (2014). Evidence-based diagnosis, health care, and rehabilitation for children with cerebral palsy, Journal of Child Neurology, 22 June 2014
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Cerebral Palsy 17 million

DIAGNOSIS AND TREATMENT :
4 DIAGNOSIS AND Cerebral palsy is a physical disability that peoplQwilgaceghigl palsy

TREATMENT affects movement and posture. worldwide

DIAGNOSIS PROGNOSIS

Cerebral palsy can affect different parts of the body:

Infant has risks for Risks For Cerebral Palsy
?
erchielpaby] Risk Factor CP Risk 5

Maternal Risks (thyroid, pre-eclampsia, bleeds, Y E % k
infection, IUGR, placental abnormalities, é zi é
multiples)+/- 24% 25% 23%
Born Premature 10.0% 76% 75% 77%
* <28 weeks 5.0%
© 28-31 weeks 0'_70/: T 9%
® 31-37 weeks .

Infant has abnormal h\
Term Born o

- 12.0% C

motor development? « Encephalopathy 0% e

* Healthy, no known risks GMFCS IV-V
Assessing Motor Development WALKING
* Most children with
Age: <20 weeks Age 6-12 months cerebral palsy will walk
(corrected) * 60% are independent
General Movements Developmental ambulators .
Assessment. 95% predictive. | Assessment of Young * 10% walk with an aid g
Children (DAYC). *30% use a wheelchair o A
Infant has abnormal 83% predictive.
EUETEC ] Hammersmith Infant Hammersmith
Neurological Assessment Infant Neurological LIFE- LONG
(HINE(). Helps predict gAéi/essm?tt(‘HlNE). Cerebral palsy is a Predictions of
severity. o predictive. life long disability. severity are most
- N Disability may accurate at 2 years
Neuroimaging increase with age, of age.
Abnormal Neuroimaging % of all CP and ageing may
occur earlier.
 Periventricular white matter injury 19%
* Cerebral malformation 1% PAIN, BEHAVIOUR AND TREATMENT
- * CVA 1% SLEEPDISORDERS Without rehabilitation
Investigate  Grey matter injury 22% in people with and orthopaedic
oéhgr Treat early * Intracranial haemorrhage 3% cerebral palsy are management, a person
conditions o Infection 2% under-recognised. with cerebral palsy can

 Non-specific 19% Assess and treat. deteriorate physically.
* Normal 13%

{ASSOCIATE CONDITIONS AND EVIDENCE-BASED TREATMENT

CP is almost always accompanied by a number of associated conditions and these can be as disabling as the physical condition.

INTELLECTUAL
“ DISABILITY NON-AMBULANT HIP DISPLACEMENT NON-VERBAL EPILEPSY

© 9 6 e

3ind 1in2 1in3 1in3 1ingd 1in4g

Treat to prevent sleep &  Poorer prognosis for ambulation, ~_Independent sitting at 6-12 monthly hip Augment Seizures will resolve
behavioural disorders continence, academics 2yrs predicts ambulation surveillance using x-ray speech early for 10-20%

BEHAVIOUR BLA
DISORDER |Nc0NTINENCE

0060 © @ ©

1 II’|4 |n4‘ Ins Inlo |n|5 mzs

Treat early & ensure Conduct investigations Conduct investigations & Assess early Assess swallow safety Assess early
pain is managed & allow more time ensure pain is managed & accommodate & monitor growth & accommodate )

&

World Cerebral Palsy Day worldcpday.org

Proudly supported by The Allergan Foundation

The content for this infographic was drawn from:
1.Mdintyre, 5., Morgan, C., Walker, K. & Novak, I. (2011). Cerebral palsy-don't delay, Developmental Disabilities Research Reviews, Volume 17, Issue 2, pages
114-129. 2.Novak, I. (2014). Evidence-based diagnosis, health care, and rehabilitation for children with cerebral palsy, Journal of Child Neurology, 22 June 2014
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CEREBRAL PALSY (CP)
ettt NHU'NG TU UA THICH CUA TOI

T6i ¢6 thé Jam moi viéc khac di bang cach

ALY
t8i CO THE Iam ching. Toi lam viec dé GIA DINH o - , } o
NHU THE NAO khong quan trong. Xin Ho hiéu t6i ré nhat va toi tin tudng ho sé lam nhitng diéu t6t

hay dé toi ther lam! | dep nhét cho t6i. Hay lang nghe ho. N6i chuyén véi ho. Nghe theo ho. Ton trong ho.

VUA VAN/ CAN DOI

MP‘ ”%“’f’ ba5> e téﬂ dé,Lf cérj»d\uoc Viéc c6 nhitng ngudi ban thoi tho u la rdt quan trong. Xin hay cho
‘ can doLva khoeAmarjh InEly gl el im t6i ca hoi dé dugc két ban véi nhitng tré cling trang Ia vdi toi.
cach dé dugc can doi. \

Thai tho du
chinh I vui thich va choi dUa. D6 I cach ma TU’UN G LAI
t6i hoc héi va I6n lén. Xin hay gidp toi lam ROi mot ngay toi sé& I6n 1én, vi vay xin hay tim cach cho toi

nhirng hoat ddng ma toi thay vui thich nhat. |

dugc phét trién mot cach doc 1ap va dugc cong dong clia toi don nhan. ’
A

World Cerebral Palsy Day

worldcpday.org
7 C an C h i | d Hén hanh duoc hé tro béi The Allergan Foundation.

Vietnamese translation: The University of Sydney and Hoc Australia Vietnam Medical Foundation

= Based on Rosenbaum, P. & Gorter, JW (2012), The ‘F-words' in childhood disability: | swear this is
www.ca nCh 1 I d Ca how we should think! Child: Care, Health and Development, (38) 4. Visit https://www.canchild.ca/en/
research-in-practice/f-words-in-childhood-disability for more resources.
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5 CEREBRAL PALSY:
THE SIX ‘F-WORDS’ FOR CP

7 C a n C h i | d Proudly supported by The Allergan Foundation

= how we should think! Child: Care, Health and Development, (38) 4. Visit https://www.canchild.ca/en/
www.canchild.ca

CEREBRAL PALSY:
The Six 'F-Words' For CP

| might do

things differently but | CAN do them. FAMILY
How | do it is not important. Please let They know me best and | trust them to do what's best for me.

me try! Listen to them. Talk to them. Hear them. Respect them.

mm Everyone needs to Having childhood friends is important. Please give me

stay fit and healthy, including me. Help opportunities to make friends with my peers.
me find ways to keep fit.

Childhood is about fun and mRE
play. This is how | learn and grow. Please I will grow up one day, so please find ways for me to develop

help me do the activities that | find the independence and be included in my community.
most fun.

World Cerebral Palsy Day
worldcpday.org

Based on Rosenbaum, P. & Gorter, J.W (2012), The F-words'" in childhood disability: | swear this is

research-in-practice/f-words-in-childhood-disability for more resources. 05.0€T.2016
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Hanh trinh

DON NHAN VA YEU THUONG

Cau chuyén cba cac cha me tré bai ndo tai Viét Nam
va céc théng tin co ban vé bénh bai ndo

Embracing the journey

Sharings from parents in Vietnam and information about Cerebral Palsy

Bién tap/Editor:
NGUYEN THI MINH CHAU
Minh hoa va trinh bay/lllustrator & Design:
PHAM LE THU TRANG

Nguén tham khao/ Reference:
CanChild (2018). Research in Practice: F-Words in Childhood Disability. http://www.canchild.ca/en/research-in-practice/f-words-in-
childhood-disability.
Mclntyre, S., Morgan, @a"(er, K. & Novak, I. (2011). Cerebral palsy-don’t delay, Developmental Disabilities Research Reviews,

Volume 17, Issue 2, pages 114-129. 2.Novak, I. (2014). Evidence-based diagnosis, health care, and rehabilitation for children with
cerebral palsy, Journal of Child Neurology, 22 June 2014

Novak I, Hines M, Goldsmith S, Barclay R (2012). Clinical prognostic messages from a systematic review on cerebral palsy. Pedliatrics.
Nov 2012;130 (5). Palisano R, Rosenbaum P, Walter S, Russell D, Wood E & Galuppi B (1997). Development and validation of a
Gross Motor Function Classi cation System for children with Cerebral Palsy. Developmental Medicine and Child Neurology, 39, 214-
223. CanChild Centre for Childhood Disability Research www.canchild.ca. Australian Cerebral Palsy Register, Birth Years 1993-2009,
September 2016.

Rosenbaum, P. & Gorter, J.W (2012), The ‘F-words’ in childhood disability: | swear this is how we should think! Child: Care, Health and
Development, (38) 4. Visit https:/ /www.canchild.ca/enC karch-in-practice/f-words-in-childhood-disability for more resources.
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