
Keith at 4 months

“I’ve come to realise that it really doesn’t matter 
how we come. Every child is precious - to be 
honoured, and to be received - in many ways…way, 
way above ourselves, or whatever we ever thought 
we are capable of. And then we do.” – PEK, a 
mother.
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A Life 
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THE Tough 
Struggles 

“May, a dear friend, 
asked me to talk 
about my struggles 
as a mother with a 
child with trisomy 
2 1 ,  t o  h e r 
O c c u p a t i o n a l 
therapy students. 
a c t u a l l y ,  t h e 
hardest is to bear 
w i t n e s s t o t h e 
struggles of my 
c h i l d ,  a n d 
perceiving that I am 
not being able to 
do anything. I’ve 
learnt that simply 
b e i n g m o m a n d 
s i m p l y  b e i n g 
present is exactly 
that is asked of me. 
It is to celebrate 
my child’s victory 
over his struggles 
or growth path in 
life. I cannot walk 
h i s  w a l k , 
otherwise, he won’t 
grow. So the real 
struggle is the 
temptation to be 
all powerful.” 

– PEK, a mother.

“for the longest time I 
wanted to be that all 
encompassing mom. To be the 
only hero to my child. To 
possess his love that way. 
that is not possible. If I am 
the only hero, he cannot 
understand diversity of 
g i f t s .  A n d h e  w o n ’ t 
understand that there is a 
hero in each of us. And he 
won’t ever dare to come into 
his own, to become his own 
hero. And his dad won’t be 
able to be the hero. And His 
sister won’t be able to be the 
hero, and there won’t be a 
f a m i l y o f o u t s t a n d i n g 
hearts. It would just be me, 
and that is not a definition 
of family. In family as in 
community, we take turns.  

There isn’t this little rose 
book of instructions about 
being a mother – your own 
r o s e b o o k i s w r i t t e n 
entirely by you. We all come 
differently. That is why we 
need each other. To keep us 
in perspective. The most 
truthful & most difficult 
struggle is to allow freedom 
– for ourselves to be 
vulnerable so that others 
can rise. ” 

– PEK, a mother.

Keith at 7 months, learning to sit



Go 
Travel 

“Go see the world. Down syndrome or up 
syndrome or no syndrome, go see the world. 
Save your money, just pack your bags, bring 
whatever you think you need, and go. It 
doesn’t matter if you have over-packed or 
under-packed, or whether your child will 
catch a cold – just go. Chances are your 
child will catch a cold at home anyway. ” 
– PEK, a mother.

Keith at 10 months, in Alaska



“At 12 months when most children 
are starting to learn to walk and 
keith is just barely being able to 
sit, I understood never to ever take 
walking for granted, nor being able 
to just s i t upr ight w ithout 
support .” – PEK, a mother.

Keith at 12 months

Simply 
Sitting 



Keith (at 15 months), with his sister, Beth (at 
5+ years old), at the Singapore Biennalle

“if we just keep focused on the 
concrete and responding to 
neurological impairments as 
disabilities that are to be fixed 
or cured or managed, we would 
miss out on our children and 
our children would miss out on 
the whole world 

– being shuttled from therapy 
to therapy or being stuck 
looking at flashcards or just 
interfacing with countless 
piles of worksheets or the 
latest ipad reading apps or even 
the latest therapy gadgets 
however fascinating. Some say 
looking at art or something 
beautiful is a way of developing 
symbol ic th ink ing . Well , 
actually, life is simply pretty – 
concrete and symbolic, at every 
point in time. Just live life as 
life unfolds. Roll with it, as 
far and wide and Deep as 
possible, with someone you love 
and whom you enjoy being with. 
Imagine and then live a good & 
full life.” 

– PEK, a mother�
�

ImaginE 



“For 6 years, I was waiting for keith to talk. I’ve stopped waiting and 
started listening. Keith has spoken from day one of his life journey. 
It was I who was deaf.”
 – PEK, a mother.

LISTEN 

Keith at 16 months old



Trust	  

“Trust that your child will 
have a full and complete 
life. It is his life – honour 
and receive it, by fully 
celebrating and enjoying 
your time together, at every 
step. Keith took 24 months to 
walk independently. It was 
not easy for me as I was still 
benchmarking him, against a 
textbook statistic. That was 
my own growth journey to 
drop my own false measures 
of perfection or perceptions 
of perfection, that was why I 
had to cry. His sister didn’t 
cry – she had no such 
blindness. In fact, she gets 
annoyed every time I cried. 
 
One of my deepest sorrows 
is that children are still 
s e g r e g a t e d b a s e d o n 
perceived abilities. It is so 
unnecessary and so wrong to 
teach children that our 
worth as human lives is 
measurable.” – PEK, a mother.

Keith at 19 months learning to walk

Trust 



“We keep seeing the impairments, and 
we keep labelling and analysing them 
as disabilities or disorders, trying and 
trying to be fixers, as if humans are 
robots that can be fixed through 
repetitive, remote activities. And we 
keep missing that our children are 
already whole. And That all that they 
want to do, however they come, is to be 
safe & secure, to play with us, to 
accompany us, to be with us, to learn 
the rules, so to speak, of belonging,  
becoming & being. Children want to Be 
a part of life and learn about 
humanity and the world from each 
other and from us, the adults. 

So I constantly ask myself – what is it 
that I think I am teaching my children?”

 – PEK, a mother.

Whole 
children 

Keith at 3 years old, exploring paint



SEEING 
through 

“Examine your expectations. 
Keep looking at your child.
Keep looking at yourself.
Have a look, and have a good 
c h u c k l e , a t y o u r o w n 
silliness.”

 – PEK, a mother.

Keith at 4 years old, playing in a sensory pool



DAILY 
WORK 

“Is there daily work? Of 
course there is daily work. It 
is a privilege to be able to be 
functioning to serve our 
loved ones. I have learnt not 
to be resentful of work or 
bodily aches or heartaches, 
but instead be grateful, that 
I am still living to be able to 
serve and grow.  And to bear 
witness to the growth of 
others and myself, to be able 
to consider deeply and 
compassionately choices and 
truly making changes and 
effort to grow in grace. The 
hardest work for me is 
patience and humility.

I used to think one can 
arrive. One does and doesn’t. 
it is dynamic. Life is dynamic.”

 – PEK, a mother.
Keith at 5 years old, learning to swim



“Keith is really blessed to be able to participate 
in various school journeys: a special school 
(1-2yo), a mainstream montessori kindergarten 
school (2-5yo), and now a fully inclusive 
kindergarten school (6yo – hopefully 8yo).

One of my greatest heartaches was when keith was 
out of school. Though it made me rise to learn how 
to activate a homeschool curriculum for him, I was 
feeling deep sadness. The resulting loneliness 
was terribly isolating, for him and for myself. 

Gradually isolation became solitude, and solitude 
held hope until grace entered and birthed 
freedom in my heart. Once I was able to let go the 
anxiety and truly allowed the healing, I was free. 

But boy, was I exhausted. Many people held me 
through the process. I am glad I didn’t have to 
continue the homeschooling journey as 
thankfully, a fully inclusive school came upon 
our lives.

It is critical that more adults know & understand 
how to support fully inclusive school 
environments and model for all children. Family 
burnout is very real. It is too exhausting and too 
limiting for the family alone to hold the fort of 
faith, hope, love, grace & freedom for full 
inclusion in our contemporary world.”�

– PEK, a mother.
schools 

Keith at 6 years old, choosing his own school bag 



“Inclusion is definitely a skill. You can break it down, analyse the 
parts, practise it methodically and gain understanding. There is the 
science, the art, the virtues and the human spirit of inclusion. But It 
requires conviction. It requires the heart. It involves making choices 
and making great effort to change and then to keep committing to 
growing inclusion. Because It is also a culture. It has to become 
integrated into your whole being. You simply become a walking 
embodiment of inclusion. It is a whole that you have to choose to 
want to become a part of out of your own volition. It doesn’t mean 
you follow blindly: It has to have a personal meaning for you. So 
you have to create it. You have to constantly keep reflecting – do I 
push, do I pull, do I stand still? But the why is the one question 
only you can answer. Inclusion is not different from anything you 
value in your life – your spouse, family, friends, nations, a safe, 
healthy & kind world. But you have to overcome the old frames. And 
nobody can dissolve those barriers to allow the new, except 
yourself. There is no fixed form. Inclusion is free. 

Ultimately, Inclusion is a secret until you live it.”

 – PEK, a mother.

Create 

inclusion 


