
BEYOND THE PUFFY EYES 
A MOTHER’S JOURNEY 

by Peng-Ean Khoo 

October 20, 2012 

 

Hold me, I don’t want to fall. 

I really can’t afford to fall. 

My family needs me. 

I don’t want to look back 20 years from now and 

regret that I was not able to walk this journey. 

As is required of me, to do the work, 

of a mother. 

Individuals with Down syndrome celebrate LIFE! 



This is my 
brother! 

Siblings are often missed 
out.  Support for whole 

family happiness is critical 
for sustainable wellbeing 

of special child and 
siblings.  



PARTS TO THE WHOLE Self & place in family & community  

(Whole Being Support & Empowerment & Service) 

PHYSICAL & EMOTIONAL HEALTH INTERVENTION 

Top to Toe –  increased risks: hearing, vision, thyroid function, 

infection, gastro-intestinal, cardio-vascular, atlanto-axial instability, sleep, 

increased risk of leukamia in 1st 5 years; low muscle tone 

THERAPIES/INTERVENTION 
Motor Development PT – Gross Motor (infancy through walking, post-

walking – up & down stairs, uneven surfaces, kicking a ball, balance beam, 

jumping, riding a tricycle) OT  - Fine Motor (Early Movement, Stability, 

Bilateral Coordination, Sensation, Dexterity, Daily Living Skills for school, self-

help, household, leisure) SPD – sensory modulation (over-responsiveness, 

under-responsiveness, sensory seeking), sensory discrimination, sensory 

motor (postural, dyspraxia) 

Communication, Speech and Language Development Feeding & SLP 

& Literacy– Oral-motor, Total/Early communication, Speech (50 words for 

first word), Language (800 words for grammar to develop) AVT – Auditory 

verbal processing for hearing impairment 

Cognitive Development – Mediated Learning Experience – foundation for 

academics (colour, shapes, counting, prepositions, time etc), impulsitivity, 

attention, memory 

Socio Emotional Development Family & community integration – 
Parents healing, sibling engagement, place in the family, place in community 

Developmental Individual-differences Relationship-based  

(DIR)/Behaviour– Stanley Greenspan emotional development milestones 

(self-regulation, intimacy, circles of communication, complex communication, 

sense of self/emotional ideation, logical thinking), developmental 

science/umbrella (boundaries, self-possession, pro-social), sensory 

processing disorder (5 senses, vestibular, proprioception, interoception), 

developmental psychology, sensory-behaviour 

Inclusive Environments Support  - Home, Healthcare, School, Extended 

Families & Friends, Workplaces, Communities, Travel 

 

DESIGNED INCLUSIVE ACTIVITIES 
Sports – Gym, Swimming, Scootering, Soccer, 

Tennis, Cycling, Rollerblading, Horseback riding 

Arts – Painting, Drawing, Collage, Installation Art, 

Land Art 

Music – Drumming, Piano, Singing, Guitar 

Dance & Drama – Dance, Puppetry, Drama, 

Theatre experience & production 

Culture & History & Innovation (Humans) 

– Travel within/without Singapore, Technology  

Science & Geography  (Universe & Earth) 

– Nature, Experiments, Recycling, Zoology, 

Botany/Gardening, Astronomy 

Academics – Reading, Writing, Math, Whole-

being Thinking (EQ/IQ Integration in service) 

 

INCLUSIVE (=culture=values=right 

to love & be loved) 

ENVIRONMENTS 
Inclusive Home 

Inclusive Healthcare 

Inclusive School 

Inclusive Extended Families & Friends 

Inclusive Workplaces 

Inclusive Communities 

Inclusive Travel 
(in concrete terms – understanding & internalising ie 

keeping up with new knowledge & skills, building & 

adapting environments & renewing culture to support SPD 

& physical+socioemotional health, developmental, 

academics & full living milestones in an individual-in-

community way!) 



A Parent’s Wish: 

An Integrated Community of Lifelong 
Supported Development & Meaningful  

Inclusive Living 

Medical Professionals 

Therapists 

Educators 

Family & Friends 

Parents 

Siblings 

Child 

•Parents are Case Managers for their child 

•Parents do Therapy homework 

•Parents are IEP (Individualised Education Plan) 
communicators between Therapists & Special Ed 

teachers & mainstream teachers 

•Parents set up mainstreaming playdates for those 
exclusively in special schools 

•Parents set up enrichment programmes such as 
art, music, dancing, bowling as otherwise their 

child is excluded (Most enrichment providers do 
not cater for special children) 

•Parents fill gap in mainstreaming children in 
mainstream school – from becoming shadows to 

organising the administrative integration between 
teachers, therapists, doctors 

•Parents set up & run adult enhancement training 
for young adults 

•Parents set up social enterprises for supported 
employment for young adults 

•Parents play international advocacy role 

•Parents work doubly hard just to fund everything 

•Parents do fund-raising for charity & awareness 
events 

 

Parents Need Help! 
Community at Large 



It Took 
Me 4 

Years To 
Not Cry 
on His 

Birthday 

 And the approach that I stumbled upon, ironically, is the one 

right before our eyes. Our child. The approach is simply to 

be led by the child. To not be afraid to be led by the child. 

And to truly walk WITH the child. 

  

I am truly learning to walk this journey as a daily celebration and it 

is hearts and good souls such as family, friends and colleagues 

who jump in and walk with us to shine the light on us when we are 

weary, that keep us going and growing. It is not a journey of 

burden or help or a society problem to be resolved. It is just 

simply a very unusual walk on the edge of extremes and 

discoveries, truly off the beaten path - of daring, of camaraderie, 

of failings, of forgiveness, of u-turns, of discoveries, and of love. 

Not love as a notional concept, but a walk of joyful work spurred 

by unconditional love. And until we get on our hands and 

knees to truly BE PRESENT with and for a special child, we 

haven’t even begun this walk yet. 

  

Special needs children can accomplish many, many levels of 

growth beyond what we can imagine and along with it, 

everyone who walks with them and through that, transform 

the quality of society and humanity that believes and 

supports this possibility. However, the early steps are beyond 

difficult, and that is where we need those with the greatest and 

heartiest strength and love to carry the special children and the 

families, and to just jump in and be with us-  to hold our hands as 

we figure where we are, to shine on the light where we first land in 

a place of seeming darkness, and then to scoop or boot us to take 

the first real step into the wildest adventure anyone can imagine, 

to be a parent - on our hands and knees with our children. No 

need for great elaborations of grand plans or solutions, just be 

with us. The grand vision cannot be a reality, until we undertake 

the full resolve to commit to actions. With all that you are – 

head, heart, soul – take the plunge with us - jump in. 

Remember, the destination is already right in front of us -

  the child.  

 

  



Letting go is about forgiving. For me, it was about forgiving the abandonment that I had experienced when Keith was born. I had felt abandoned 
because I was so so in shock and deeply afraid and no one could tell me exactly what Down syndrome means and what I have to do with a child 
with Down syndrome, and how do I parent a child with Down syndrome – what do I have to do? What do I have to do differently? How does my 
life change? And a selfish thought lurked in my mind that I was too ashamed to even acknowledge it is within me as a mother – am I going to be 
imprisoned forever with this disability, his disability?  
All my loved ones stood by me but I couldn’t connect with them because they were equally unsure that everything is going to be alright, and I 
didn’t want to be unsure. I want to be sure that everything is going to be alright. And I didn’t want any of that helpless and patronising consoling 
– oh you poor thing. I didn’t want them, especially the adults in Keith’s lives, to be unsure. I want them to believe in my son. I want them to 
believe his life is equally worthy, equally precious, equally great, as any. I don’t even want - Not differently abled. I want equally abled and 
rightfully abled.  
So I fought, I fought to learn to toss out all my own cobwebs in my mind, for if I can’t see my own son as who he is, who can? And I fought to 
let go of my own pain and anger at a global culture that is still so young in its way of regarding so carelessly new lives, especially lives of 
individuals with just an extra chromosome. An extra chromosome means just that but the global culture has built a whole myth of fear 
surrounding that extra chromosome, and carelessly and callously went and labeled it, and then systematically categorise and exclude the lives of 
our cherished babies and diminish their opportunities through a mindset imprisonment of fear. DanaKae Bonahoom taught me – We can’t parent 
our children with fear.  
I was so angry for so long, especially when the daily experiences with my son keeps telling me, our family and his teachers – Oh my, he is so 
smart. He is so clever, he is so charming, and he is so mischievous, and he can do so many things – he is walking, he is signing, he is beginning to 
read, he is beginning to talk, he is a competent playground player, a competent baby pool wader, a competent little gymnast! What had 
happened to us as a human community, as parents? We were so wrong. And this huge truth would send me tailspinning into this abyss of 
sadness and guilt and shame and pain. And I would be paralysed, and get stuck, and lose time with my son, daughter and husband. This precious, 
wonderful, glorious time that is life. 
But no more. I learnt to set that limit for myself. I choose to forgive. To let the anger go. To let go the past, to let go of my own and global 
culture’s old stories. And re-begin again – with purity. With the purity of love that my son came with, and her sister’s. That purity of love and 
hope that all children came with. And with that, I am free. Free to live a life inspired simply by love, truth and moral courage. And as DanaKae 
has taught me – Live life and love out loud. That means loving freely. 
And one more, I also learnt to write new chapters. Learn and write new chapters, my dear fellow-parents. For yourself, for your children, and 
for your families. Keep telling the new stories so that the old myths will die. Don’t believe anyone that says no to or about your child. It is yes, 
absolutely, absolutely, absolutely yes. We celebrate and honour fully the lives and love of our children, all children.  
DanaKae Bonahoom, my parenting guide and mentor and now a dear friend, stayed in the game with me and so did countless others. And so will 
we, for you. And you, for others.   
Let go, love freely. 

a love letter to parents: 

let go, love freely 



Living inclusion is about removing the labels, and the perceived expectations. 
So, supporting and enabling inclusion is about waiting. And it means being and staying with the person in the person’s state of dysregulation, 
which is often disruptive to the dysregulated person and community. It means that we are able to accept the person struggling and its 
manifestations which are typically difficult, and be there, and stay in the place of discomfort, together. And we need to be and stay, without 
irritation, impatience, i.e. without expectations of a particular outcome of our own perceived solution or our own comfort, but patiently waiting 
with full grace for the person in need to find the moment of safety and security, then calm and quiet, then reconciliation and understanding, 
then peace and joy and then, moral courage to seek either a physical or mindset change, and then focused work to acquire the ability, to get out 
of the trap of inadequacy. Only then, will the person experience the sacred grace of independent growth in true freedom, and in turn, learn to 
support others, through any kind of struggle.  
 
We can find within ourselves to include because we respect the person, as a growing person, as a person who has a right to grow and 
become. And we can do this because we believe the person, that the person will get through the struggle and that the person will triumph 
and that we will all be in celebration. And we can do this because we honour the person’s life and we understand that the person’s destiny is 
to be in our lives, and us in his. It does not matter how many rounds we have to carry the person through the learning; each time, it is new, each 
time it is a hike, and each time we both grow, and each time, we are in celebration. I have also learnt from Henri Nouwen that drinking from the 
cup of life is not about just the joys but the sorrows as well and it is only when we can drink the sorrows within a context of life that we are truly 
living. And I have experienced that it is only through unconditional love that we are able drink the cup of life. And what is this unconditional 
love? It is simply, to love with trust. And who knows this best? Every child.   
 
And trust that love will carry us through. And when you can perceive this, then every child is special. And there is no difference between the 
work and gift of educator for any child, with or without an extra chromosome. And that work and gift is simply to provide a fort of love for the 
child to come into his or her own in the world, to build and sustain that community of love for the child to live the safety, joy and freedom of a 
loving process and discovery of becoming fully human. And in time, they take their turns, as educators for other children, so that the light of our 
humanity passes on as we will need it to continue into the seeming dark edge of the unknown, which is really new growth and continuing life as 
a human race. 
 
Love cannot be taught nor learnt. Love can only be lived. And we don’t need to wait for the perfect school or for someone to assign us the 
ideal classroom or when we feel we have completed our training or when the rest of society comes around to support inclusion or when we 
have possessed tons of resource to live inclusion. We live inclusion through every educator who lives love right now and today, and who stands 
up and reaches out for every child, especially and critically when there is no other person who can bear the wait for the child to come into his or 
her own. Living inclusion, my dearest heart friends, is when you and the child become the present and the future that is not measured in ability 
and worth, but living a humanity that is fully human and complete, pure and simple, in unconditional love and trust. 

a love letter to educators: 

living inclusion 



“Keith - made me rethink education,” shared my husband during one of our couple times when we were reflecting about the deeply significant 
experiences and challenges that life had presented us, individually and as a couple, over the last 20 years. 
 

False Barriers 
 
I was deeply and systematically questioning what were the barriers for inclusion in mainstream schools in Singapore – whether it was being 
in the public education system or the private international schools system - and I arrived at this: it’s the exams! The exams – which bears the 
implied desperate need to benchmark and grade our children, driven by mass perceived notions and expectations of what age-appropriate 
outcomes ought to be, in order to select an elite that ensures that the society or the perceived optimal solution of organising society doesn’t fall 
in the future - is the singular anxiety and barrier to fully inclusive schools.  
 
The way we perceive and organise education as a society today is still not yet linked to developmental science or a wide breadth and depth of 
ways or measures of living life. Instead it has become instituted based on arbitrary cultural and historical norms and proxies of status, success, 
and potentials for social mobility (perceived as social justice) through academically gridded, graded and ranked outcomes. Outcomes are 
currently categorised as language, math, science, arts, sports, humanities, and are largely determined by perceived experts.  
 
But what we are really presenting to a whole beautiful generation of children is just this one-dimensional sad measure and tragedy of the 
formation of a sense of self purely in and based upon a grid, in competition when in community. The state of education today is, at the essence 
of it, pitting one child against the other, rather than raising and educating deep and beautiful human beings, however they come – who 
understand and live tolerance, deep respect, celebration and honouring of self and the others in the process of growth and maturing as a 
member of the human race! And regretfully, we miss out on all the undiscovered truths and freshness that our children bring for us to renew as a 
human race. 
 
The other barrier to fully inclusive school that I’ve observed relates to questions of adequacy: being skilled and having the  resources. This just 
translates to being confident and creative, and taking the time and doing the work to learn and gain understanding and become an expert 
parent, or expert teacher, or expert therapist, or expert clinician, for that child. Most people I’ve met are not afraid to do this, yet we still don’t 
see fully inclusive schools today. Seriously, at the elementary school level in Singapore – not even one school.  

a love letter to the community 

freedom 



Rising out of brokenness 
What is this underlying these deep barriers to a loving and nurturing educational experience for the school community? Insecurity. Both factors 
narrow down to this – the adults’ perceived inadequacy and helplessness, and I borrow a word that Jean Vanier, the founder of L’Arche, who has 
lived deeply in order to survive creating, building and maintaining 30 years of holding together a robust community of 400 communes worldwide 
that educate and live love: brokenness.  
 
The path to freedom is ironically not perfection or ability or control, nor plain unreflective daring or impulsitivity or rebellion nor passive 
submission. Instead the path to freedom is through accepting and understanding brokenness, and cultivating the grace to confront our own 
limitations, unknowns especially in surviving the pain of our broken dreams and to find the strength and faith to rise out of that experience, 
smiling and shining and a tad wiser. Smiling and shining because we had dared to take a deep dive and resurfaced with the proverbial pearl. 
Broken dreams are merely ideas or ideals that were formed during certain experiences in our lives and in the process of realisation, such ideas 
are proven to be non-realisable in a particular form or format by life or the existing circumstances.  
 
Instead of naming that as being naughty, bad, failure, and living with shame, or guilt as a consequence, if we rename that experience of 
confronting and rising out of our brokenness and broken dreams as learning, then we just need to re-examine deeply and then get up, and re-
work our lives or way of living to adapt our talents, skills, and dedication to the reality of the circumstances or we refine our dreams or visions or 
ideas or ideals or we refine the timing of realisation of our dreams, or we do all of the above. In other words, we learn to be flexible. We adapt, 
but in joy, as we are learning and unfolding towards our dreams. 
 
Where we are in education is a collection of adults -  parents, educators and policymakers – who do not yet have an alternative set of agreed 
measure of accountability to weigh whether their love and life work are adequately and appropriately serving the children and society. And 
ironically, this collection of heartful adults find themselves in a trapped cycle of over-providing, over-protection, false security, in their love and 
effort to provide a perceived better future for their children, in terms of intellectual, material, physical, emotional, spiritual – any edge will do – 
in this perceived ladder of upwards social mobility, which is really representing either their inner call for social justice, or an inner call to feel safe, 
in providing a perceived mark closer to a better future for their children. 
Where does freedom come in then? Freedom is simply freeing this arbitrary measure, and knowing that there are no perceived guarantees 
about someone’s future, and living this with conviction, daring and faith. It is about being safe and secure today, in the present, because when 
we are not at peace in the now, we are not being kind to ourselves, and we are likely also not being able to be kind and graceful to another 
person.   
And so with this insight, both my husband and I were able free ourselves – from the exams chase, and the need for this arbitrary or any arbitrary 
measure.  We have found the tough truth and love about life, and whilst we’re gifted the time to journey together as a family, we will live simply 
- with laughter, honouring one another’s life work and celebrating our gratitude for our time in life. 

a love letter to the community 

freedom 



Living in Celebration 
in a circle of unconditional love & trust 

What happened to the celebration – Labour ward was quiet. Where was the 

counsellor? Where is the infant programme? 

Abandonment – “We are sorry. There is no choice.” No one knows what to do or say. 

Lack of support from family, community, workplace and experts – professional, financial, 

emotional, social. Parents feel and are so alone. 

Quality of childhood and adult life and humanity – Where is Team Keith? Don’t chop 

up the child. Build real integrated relationships. And work together, come together to 

serve the child. Do your part. If others in the circle are not doing their parts, do that as 

well, until they are ready to come back into the circle. No blame-shifting. The child is not 

a customer or a case to be ‘treated’. It’s about building up and nurturing children - our 

FUTURE. Our humanity, as lived in real and not notionally. 

Empowerment - “Get to know Keith as he is.” 

Love – “I don’t dare love your child.” said the therapist. And we both cried.  

Believe – lessons from a 5 year old. Seeing beyond. 

Hold the parents – Be ONE LOVE for the child. “We get to carry each other.” Parents 

grieving and burnout is very real. Parents need support & empowerment to heal.  

Red Halo – Exclusion is not right. Create new possibilities – reach out, take risks, make 

u-turns, it can get better than this. It must. Because many children and families are still 

struggling. Take the first step to make it better. 

How Wonderful Life is While You’re in the World – It is about the new chapter. Let go, 

love freely. Live the sorrows and the joys that is life. 


