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To my darling Strack—born ot last.

To my beauntiful children: Cassi, Angus,
ond Frazer—
three more reasons to go on breathving
and Loving Llife.

To mvy darling Su-eetpea Jacgueline Bree—
seed of my heort,
alwoays Lowed, always missed.
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Megan Dalla-Camina, Strategist and Author of Getting Real
About Having It All

“Veronica is not only incredibly wise, with great wisdom to share,
but she is incredibly brave. The way she shares her journey, in order
that it may be of service to others, is courageous as much as it is
kind. And it will indeed be of great support to others as they walk
their own path.”

Rachael Jayne Groover, Inspirational Speaker and Author of
Powerful and Feminine

“Veronica is a gifted storyteller with a message of courage and hope
that opened my heart. This story will inspire other women to take
courage in their own quest to feel, heal and reconnect to themselves.”

Sue Howard, Artist

“It is so beautifully, sensitively and honestly written. Lots of tissues,
tears and smiles.”

Corrinne Armour, Leadership Speaker, Trainer and Author

“Veronica is an amazing woman, just as so many of us are (and don’t
always realise). This book is an honest and inspiring account of her
story. I do hope that it’s writing helped her healing, and it’s reading
will help the healing of others.”
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Hafizah Ismail, Founder and CEO of Children of Jannah, and
High Performance Coach

“Breathing While Drowning is an essential companion to anybody
who wants to heal from a significant personal loss, reconnect to
their dreams and live a joyful life again. By drawing on her own
experience of the death of a child, Veronica compassionately guides
the reader through their ‘ocean of grief” and frustration, to find
more vibrancy, passion and enthusiasm, in their time, at their pace.

A wonderfully inspiring and uplifting book!”
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INntroduction

t's been a long time since I've thought about breathing as a chore;

a long time since I had to tell myself over and over to breathe

in and breathe out, get out of bed, take a shower, eat breakfast,
go on living.

When did it change? When did the weight of shame, guilt, and
responsibility sneak away from my shoulders? What warmed the
cold, hard lump deep in my heart? How did that happen?

Breathing While Drowning is my story—a memoir of my life so
far. It's my heroine’s journey into despair, trials, and tribulations, and
it’s my quest to heal and return to living.

In so many ways it’s Jacqueline Bree’s story, written through
the filter of her life, from birth to almost five. Without her, I would
not be the woman I am: scarred, optimistic, visionary, resilient,
impatient, passionate, creative, driven, selfish, mindful, curious, and
caring. Without her, I would not have learned how to breathe while
drowning in an unending ocean of grief.

This story will offer you hope that, in your most desperate
moments, there’s a way out. It will give you permission to dream
that your life can be better, deeper, and more joyful. T'll share the
things I learned that brought me out of the darkness and the desert
of grief—and brought me back to my life, heart, and home.

I have three other gorgeous children: Cassi, Angus, and Frazer.
They are the joy that I live for. And without the love of my beautiful
soulmate, Ian (Strack)—a brilliant and patient husband; my man
with a heart, who kept me afloat when, so often, I was drowning—I
would not be able to share this part of our lives. But their story is for
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another day (and theirs to tell). They know how important they are
to me; they know they’re loved.

Breathing While Drowning is the story of a contemporary woman
who is outwardly successful and inwardly lost. She searches for
meaning, for feeling, for healing, and for reconnection. She longs
for reconnection with the innocent, happy, creative, naive young
woman she used to be. A young woman with impossible dreams who
wishes for a remarkable life and gets exactly what she wishes for: just
delivered in a way she could never have imagined. She experiences a
whole new world of hurt, anger, loneliness, joy, triumph, and love.

The writing of Breathing While Drowning is me taking my
own advice to put myself in the arena (I can hear the howls of
laughter and righteous cheers from my friends and clients), to
share my vulnerability, to share myself openly, without pretence
or defensiveness. It’s time to let down the barriers that have held
me apart from my family, my friends, and the world; it’s time to
let myself be held by the experiences of my life without needing to
defend against them. Sharing my vulnerability is the way forward,
the way to growing my spirituality muscle. ’'m learning that I have
enough strength to surrender truly to who I am.

Brené Brown wrote, “Vulnerability sounds like truth and feels
like courage. Truth and courage aren’t always comfortable but they
are never weakness.”! I agree. The writing has not always been
comfortable, and I continue to discover truths about myself with
every chapter.

My mother was a great storyteller and could remember amazing
details about her ancestors, relatives, and children. I didn’t see myself
as a great storyteller, however, so I kept a separate journal for all my
children with the intent to eventually share the exciting moments
and stories of their youth. I would pass it on to them when they were
ready for their own children.

As Gloria Steinem famously said, “We teach what we need to
learn, and write what we need to know.”* I laughed out loud when
I read that recently. I'm a life and leadership coach, teaching people
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how to find confidence and live the lives of their dreams. So, this
job seems like a kind of cosmic karma for a woman who kept her
dreams in a back drawer for twenty years! And as for writing what I
needed to know, I wrote to Jacqueline Bree regularly throughout her
short life (and sporadically for several years after she died). Rereading
those moments with tears and smiles twenty years after writing
them, I rediscovered a myriad of emotional, physical, and spiritual
experiences and choices that shaped me and directed my future.

Now, with hindsight and the wisdom of years, I can look back
on that young woman and see how far she’s come, and what she and
[ learned along the way. I can view compassionately the experiences
of her birthing a child with a disability; her refusal to accept Western
medicine’s prognosis; her search for answers, purpose, and direction;
and how she and I fell into grief, and for almost twenty years lived
as if we could never feel whole again.

Grief is never gone; there are still days when I have to remind
myself to breathe, when I can’t see the edge of the ocean, and when
that drowning feeling threatens to engulf me. But 'm better at
recognising the signs these days, and I know where the life buoys
and dry land are. I know how to use them and how to ask for help.

I’m more conscious that my life belongs to me; that I don’t have
to be trapped in the stories; and that what I think, say, do, feel, and
believe are what matter.

My last entry in Jacqui’s journal, five years after she died—when
she’d been gone longer than she’d been with us—I wrote that I was
in transition.

I hawe somethving Left to giwe them wihen | come

vomee.

I was at a turning point, ready to start over.



‘My children Lowe me and | Hhem. Life Us good,
s0 many thvings tell me Hhat.

[ think | hhawe stories inside. 'm not ywre yet
what kind bwt | know they arve there, stories to
sihare.

Emotional resilience Us wihat | lvawe, strengtihv
nside s what otliers are drawn to, strengtiv | get

from Lloving you and knowing yow. Both of ws

growing, you helping me see the chotees clearly. |
hawe a Lot to offer but a Lot to Learn.

That entry was fifteen years ago. When I first reread that, I
thought, Bloody hell, I'm still in the same place, freaking transitioning
to something with stories left untold. But then Ronnie Zeinstra, one of
my very best friends, reminded me that if we find ourselves saying,
“I wish I'd known that years ago,” and we are just realising its value
now, then this is the perfect time for us to know it, and do it, and
be it. We are exactly where we need to be all the time.

Somehow, I keep going and going and going, becoming more
passionate and committed to making a difference every day. I'm not
content to live quietly; I want to help millions of people rediscover
their hopes and dreams and live truly. Yet, on other days, all I want is
to hide from the crazy, busy world, to sit at home on the couch with
a cuppa and a good book, surrounded by family and love, sharing
the small moments of our lives.

For me, it’s always a balance between acknowledging and
accepting the smallness of my everyday life whilst accepting the
magnificence of my human potential.

Bethany Webster wrote, “We all desire to be real, to be seen
accurately, to be recognised, and to be loved for who we really are in our



full authenticity. This is a human need. The truth is that becoming our
real selves involves being messy, big, intense, assertive and complex.”

Why share my full authenticity? What makes my messy life
worth being seen accurately? Maybe I'll leave it up to you, the reader,
to make a call on that. You know, sometimes I wonder why the hell
I'm so freaking optimistic when I've had so much shit happen in
my life.

Tara Mohr was recently asked, “What does it mean to you to
live a good life?” She responded: “A good life is a life in which your
soul learns what it came here to learn.”

So this story is me messily exploring the lessons my soul came
here to learn. Otherwise, we're born, we live, and we die—and that’s
it. Where’s the fun in that?

In her book, Letters from Motherless Daughters, Hope Edelman
wrote about the struggle of women who lose their mothers when
they’re young. It works equally well for mothers losing a daughter. 1
lost both my mother and my daughter. One of Hope’s messages helps
describe why I'm writing this book. Some people will ask for help,
but some (like me) will search quietly for a book: “A book seemed
to be a safe and private way to check my feelings against some kind
of standard, and I hoped to find one that would help explain what
I was feeling — why, in spite of all my valiant attempts at stoicism, I
still missed [Jacqui twenty weeks, twenty months, and twenty years
after she died].”>

My hope is that this book, my exploration of the emotional and
mental see-saw of my life, my search for feeling and healing and
reconnection, makes you think differently about yourself and your
life. I hope that you find something that inspires you to dust off
those dreams, something that gives you some practical tools to help
you get to the life that expresses the very best of your true self, and
that your soul learns what it came here to learn.

If it’s grief that brings you to these pages, I hope that my words
encourage you to let go of fortitude and resilience from time to time,

to reach out to someone and ask them to listen while you remember
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with love. There will be a way out of the ocean when you're ready.
Take your time.

Women are so good at putting their yearning to the side, at
serving and supporting others, that they forget to nourish and
nurture themselves, to let themselves really feel.

Women, or at least the feminine part of women, are supposedly
the holders of all things emotional. For a long while, I forgot that,
discarded it, and disowned it. And my life was poorer for it. Not only
poorer, but I was trying to live half a life, one without the innate,
genetic, and generational wisdom and skills that are my birthright
as a woman. I ranted against the prevailing depiction of women as
emotional receivers and the importance of surrender.

I disliked that word—surrender—but more on that later.

What can my words do to inspire, instruct, or involve you?
There are a growing number of women who are looking for the
signposts on the journey, markers that say, “This way to your life’s
purpose.” My suggestion is to stop searching outside for who you
are, for meaning in your life. Look inside, take the most dangerous
adventure, the journey to you, and start living it every moment. But
don’t get sucked in by the excitement and hype of the hero’s journey
because women have their own unique and powerful adventures that
are way more fun.

I invite you to come with me on my quest, find a little gem or
two that will help you on your own quest, and transform your life
the way Jacqui Bree transformed mine.

If I’d not felt despair, would I have discovered that I'm one of
the most optimistic people in the world? I believe every cloud has a
silver lining—it’s just that, occasionally, the clouds are so dark and
freaking big that it takes a while for the silver lining to come into
view!

Without having to battle complacency and apathy, I may never
have discovered the depths of feeling that come with passion,
enthusiasm, and commitment. I may never have realised how much

I hated being defined by boxes, by other people’s values and labels ...

272



nor how easy it was to get out of those boxes once you realise you
can. You can surprise yourself constantly with how easy it is.

I may never have discovered resilience, strength, courage, and
many other things about myself, relationships, and the world. I'd
like to share some of these with you.

Along the way, I discovered some lifelong and evolutionary
friends who've made the journey amazing and fun.

I spent decades looking at the world through the filter of Jacqui’s
life. I was defined by this perspective, but now I'm not. Now I am
the sum of all my experiences and the choices I've made.

When I was young, I defined remarkable as extraordinary,
exceptional, amazing, and wonderful. My life was changed when 1
saw a grainy, black-and-white image of Neil Armstrong walking on
the moon. I wanted to leave an imprint that would be remembered
forever, like Neil’s footprints on the moon.

In the opposite basket, among the things I didn’t want to be,
were the following: ordinary, commonplace, and nice. My parents said
I could be anything I wanted to be, and I believed them ... even
though the world was saying under its breath, “well, yes you can, up
to a point, as long as you be a good girl, get married, have children,
and do what you are told by all the blokes who run the world.”

Remarkable is defined as worthy of attention. 1 think my life is
exactly that—it’s worthy of attention; my attention.

As I began my search for answers, I read a remarkable book,
The Heroines Journey — Woman'’s Quest for Wholeness by Maureen
Murdock®, and realised that I'm not the only one on this journey, nor
am I the only who’s been in this situation. And maybe by sharing, by
honestly putting it out there, someone may find help like Maureen
helped me.

“Women do have a quest at this time in our culture. It is the
quest to fully embrace their feminine nature, learning how to value
themselves as women and to heal the deep wound of the feminine.
It is a very important inner journey toward being a fully integrated,
balanced and whole human being. Like most journeys the path
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of the heroine is not easy, it has no well-defined guideposts nor
recognisable tour guides. There is no map, no navigational chart,
no chronological age when the journey begins. It follows no straight
lines”.”

My quest tracks the stages of the heroine’s quest for wholeness
through my memories. I share my intimate journal entries written
to Jacqui twenty years ago and tell you how I feel about them and
myself now. There’s a little of my poetry and plenty of words of
wisdom from my teachers and mentors. Because I'm a coach to the
core, I can’t help adding a few helpful tips along the way, things that
worked for me, signposts and life buoys that kept me on track and
breathing above the water line.

DI've realised that I have beliefs, ideas I live by—a womanifesto, if
you will. Call me a feminist if you like; I certainly call myself one.

Don’t let yourself by defined by other people’s rules and
expectations. You know the truth of who you are and what you
want and can do.

Take time to grieve, all the time that you need.

Treasure every moment as if it will be your last. Show up for
every moment with everything you've got.

Love your children.

Love your soulmate.

Love yourself.

Be the friend you would like your friends to be to you.

Be the change you want to see in the world. Go out and get it;
don’t wait for it to fall in your lap. Get into the arena, get dusty, get
sweaty, and get bloody.

Live a curious life.

Live consciously.

Connect to your purpose and pursue it with vigour.

Take time out to breathe quietly.

Meditate.

Exercise.

Eat healthily.

12223



Be healthy, wealthy, and wise.

Share everything you have wherever it’s needed.

Sing loudly often, dance whenever you can, and laugh and laugh
and laugh.

Say yes to every opportunity, even if it scares the hell out of you.

Deal with your stuff and let everyone else deal with theirs. (This
doesn’t apply to your children—it’s your job as a parent to help
them deal with their stuff until they are old enough to deal with it
on their own.)

Trust your intuition; you know exactly what you need.

Do something creative every day.

Learn something every day.

Practice gratitude.

Always look for the good in people (sometimes its buried deep,
but it’s always there).

Bring the joy.

Laugh every day.

Follow your bliss and the universe will open doors where before
there were walls.

Take time to smell the roses.

Never live with regret.

Get up just one more time.

Take time to dream—it hitches the soul to the stars.

Have conversations with purpose.

Live a life that expresses the very best of who you can be.

Love.

Show up, be present, and let go of the outcomes.

And write ... open a vein and write.

Megan Dalla-Camina wrote, “Our lives become what we think
about most”.®

The thing I thought about most for so many years was Jacqui’s
death (and the shame and guilt around that). The rest of the time
was filled up with the agendas of other people: co-workers, and a
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little bit left for the rest of the family and friends. There was barely
a skerrick left for me.

And I'm here to say that that was just fine. Take all the time
you need to grieve—we’re not meant to bury our children. When
you're ready, the way back will be there, and when you find it, you'll
realise it was always there. When the student is ready, the teacher
appears. I have had some great teachers—some of them famous,
some relatively unknown.

My love of learning and curiosity get me started, and my
optimism and resilience keep me there until I have what I need.

I will never forget Jacqui Bree; she’s too much a part of who I am,
my family, my life. But now I spend my moments living and feeling,
and I'm well on the path to healing and reconnection.

So what’s the useful truth of my words, my memories, my quest
for wholeness?

My wish for you is to have a remarkable life.

Live and grieve on your own terms; your life belongs to you,
and everything you think, feel, do, and believe matters. And that’s
what counts.

Step into your unique and powerful heroine’s journey and make
the quest your own.

Stop searching outside for who you are, for meaning in your life.
Look inside and take the most dangerous adventure: the journey to you.

Let yourself be surprised by life and the potential of you and
those around you. Live life consciously, creatively, confidently, and

remarkably.
Veronica Strachan

P.S. Since I completed writing Breathing While Drowning, I've
created a companion workbook that takes you through a series
of exercises to deepen your learning experience and help you on
your own quest for wholeness. You can find the workbook at

www.veronicastrachan.com.au/the-workbook
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Part 1

hen a child dies, the world sheds a tear. When that child
W is your own, an ocean of grief swallows you whole. You
can’t imagine how you can still be breathing when your
child is not. When that child has had a fragile hold on life from the
moment of her birth, and you've used every breath in your body to
give her a life full of joy, you want to stop breathing when she does.
In the moment, you scream and wail and die inside. Your heart
fills with pain, you plead for just one more minute; to turn the
clock back; to make a different choice; to trade places—anything
but the reality of the small, still body of your child in your arms.
But it’s true: your child is gone, and you're still breathing. You begin
to drown in that dark, cold ocean. Your world takes on a sense of
unreality, and you find yourself just going through the motions.
It’s the ultimate deception: pretending to live but really drowning.
With years of practice, you get really good at it. It’s like life is
happening behind a wall, a Perspex layer that keeps you numb, but
lets you go on doing all the lifelike things to keep the world from
seeing how hurt and broken you are. You're strong, youre courageous.
Haven’t you done well? Inside, you're pathetic, powerless, afraid to
open up, guilty about your failure, and ashamed of your grief.
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So how is it that one day you realise that you no longer have
to tell yourself to breathe in and breathe out, to get out of bed, to
take a shower, to eat breakfast, or to go on living? That, in fact,
youre loving life, jumping out of bed, impatient to get the day
started. You're going confidently in the direction of your dreams that
have been dusted off and put at the top of the to-do list. Although
the grief is still there, the ocean is only a small puddle that you
unexpectedly step into from time to time. You still never know how
deep that puddle is—and sometimes you find yourself in over your
head, drowning again, gasping to breathe—but mostly the puddle
just brings soft tears and smiles, love and compassion and gratitude
for the beautiful gift of her short life.

Breathing While Drowning is me taking you on my own heroine’s
journey, the hardest of all; it is my journey replete with all my
perfect imperfections. My hope is that, in my story, my exploration
of feeling, healing and reconnection, you will find some inspiration
for your own journey, a way to think differently about yourself
and your life. I hope that, in thinking differently, you will find
something practical that helps you remember the feeling, helps with
your healing and reconnection, and lets you reach for those dreams
so that you can live a conscious life that expresses the very best of
who you are.

It’s taken me almost twenty years, but I've rediscovered my
reasons for living. They were right beside me all the time, loving me
(broken and flawed as I am). I'm living for myself and for those who
are still here and who love me: Strack, Cassi, Angus, and Frazer. 'm
living for good friends and family and for people I've yet to meet.
I'm living for people I can inspire, instruct, and involve in life, love,
and laughter.

The first part of my journey starts out unremarkably, but then it
gets dark before it spills back into the light. I've avoided putting these
experiences into words for almost twenty years, so please be patient
as I stumble around in the shadows for a while and get my bearings.
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As Maureen Murdock says: “There are no maps, no signposts and
the journey follows no straight lines”.!

But I have the destination in mind, and T'll get you there
eventually. 'm in the arena; there may be tears and tragedy, but
there will be laughter and happy endings as well.

A Note on Journaling

I'm a writer and an introvert, so I've always found solace in
putting pen to paper. The blank page has frequently been my best
friend and the only way I could think and plan or share my thoughts,
dreams, pain, and joy. I often found a few minutes to scribble a
note about something in the wee hours of the morning, at the end
of a long nightshift of nursing. Journal writing is cathartic and
forgiving. No one needs to see the words, but putting them on paper
does something for the thought—it gives it a voice, a presence that
just thinking about stuff lacks.

My mum was a great storyteller and could tell you a tale of my
great grandmother jumping off the jetty onto the ferry at Queenscliff
with the three little pigs just in time to escape the big bad wolf, who
fell into the water. She could tell you the special moments for all of
her eight children—their milestones and joys. She told them with
humour and drama, linking people and places and feelings. I loved
her stories, and I still miss her dearly.

When my babies were born, I started a journal for each of them.
That way, I could let them read the special moments once they were
grown up. It was a way to record more than I could remember off
the top of my head or scribble hastily onto the calendar. Of course,
the firstborn, Cassandra Kate, has the most written about her. And
then comes Jacqueline Bree, and then Angus Peter, and then my
youngest, Frazer Douglas. As time went on, I got increasingly busy
with living life rather than recording it.

For a while, I lost Jacqui’s two volumes because I'd put them
away when we moved a few years back. Strack found them just
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before Christmas this year (2014). He found them just in time for me
to turn a new page, to begin again, to read all the memories ... good
and bad, funny and sad. Lots of small moments, random thoughts,
grand ideas, and momentous occasions.

How very glad I am that I wrote those journals.

Maria Popova, who blogs as Brain Pickings, says the following
about journaling: “Journaling, writing the words, feeling the pain,
opening the vein. What I can’t say out loud I can write on the page.
I can explore without snap judgement from others”.

In the same blog, she tells us that Anais Nin wrote: “Journaling
is a practice that teaches us better than any other, the elusive art
of solitude—to be present in our own selves, bear witness to our
experience, and fully inhabit our inner lives.”

She also includes this quote from Virginia Woolf: “A diary builds
a bridge between our present selves and our future ones, which are
notoriously cacophonous in their convictions.” I love those last five
words: notoriously cacophonous in their convictions.

Words have always held a special power in my life. When I was
young, they would take me to another place. They had the power
to hurt, but they also had the power to heal.

For many years, words were the only things I had to be honest
with. Journaling was what kept me sane, kept me from drowning.
So many pages are smeared with tears, and wretched with heartache.
So many pages captured tiny, joyous moments that bring smiles and
hoots of laughter.

Of books and reading, voraciously, searching for answers, Jo
Bradshaw tells us the following about Claire Messud: “We are as
much the sum of our lived literary experiences as of our literally
lived experiences”.’ Yes, yes, and yes to that. Conversations with
purpose—that’s what I'm about. Journaling is a conversation with a
purpose, a conversation with myself. The act offers a chance for the
victim to wail, the fighter to plan, the creator to muse, the observer
to reflect.
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In the pages of my journals to Jacqui, I rediscovered a young
woman with hopes and dreams, anger and passion, shame and
innocence, grief and resilience. I see an unbearably optimistic
woman who was destined to lead, to learn, and to love again. So
this is my legacy: to share the lessons that helped me keep breathing
while drowning.

Where is my writing voice to share with the world? For so
many years, | have written in the third person for business—written
impersonally from the outside. Now I feel like I'm opening a can of
worms, sharing my vulnerability, my optimism, and my hope. My
fingers keep bleeding on the sharp edges. What will I find if I dive
in? Red Smith said, “There’s nothing to writing. All you do is sit
down at a typewriter and open a vein.”

By the way, 'm also a life and leadership coach, and I can’t help
adding in a few lessons and tips along the way. Enjoy!

Well I can’t get any younger, so here goes ....






Chapter 1
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couple of years ago, I read Maureen Murdock’s 7he

A Heroine’s Journey — Woman’s Quest for Wholeness', and a
whole lot of things fell into place for me with a big, fat clunk

that must have been heard blocks away. I felt, as many women have,
as though Maureen was a witness to my life. So many things she
wrote resonated with my experience, my thoughts, and my feelings.

One of the best things to happen as I read was that I realised
I wasn’t alone. I wasn’t even particularly special or unique (not
remarkable at all). Many women were confused, lost, searching,
yearning for purpose or forgiveness or love.

So as part of this book, 'm lining up my stories with Maureen
Murdock’s, The Heroine’s Journey. 1 will attempt to incorporate the
stages described in that text and work through my own journey,
my own quest for wholeness. It’s not always clean and clear—as

*—but stay

Murdock writes, “The journey follows no straight lines”
with me and you might recognise yourself in here somewhere.

My life belongs to me, and what I think, feel, do, and believe
matters—and that’s what counts. It’s taken me until now, at fifty-
four years of age, to recognise those words in a way that my whole

body and mind know it and know that it’s right and true.
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As Murdock points out, “Our society is androcentric: it sees the
world from a male point of view”.?

So is it any wonder that the first stage in 7he Heroine’s Journey
is to reject the feminine, to see it as something that’s holding us
back, that’s not enough? “Men are rewarded for intelligence, drive,
and dependability through position, prestige, and financial gain in
the world”.*

Women who try to be like men or see themselves through the
male-centric lens in the world of work are not equally rewarded. As
women, we will always find ourselves lacking if we look through the
male-centric world value lens because we are not men. As women,
we have our own world value lens, and we are enough in our own
right. Both men and women are challenging the patriarchal forms
and norms, but there is a personal journey to be taken, too. Murdock
says, “The heroine’s first task toward individuation is to separate
from [the mother, the feminine]”.> The devalued feminine seems
insufficient, and the struggle with the separation can take your
whole life. Initially, this separation is usually aimed at mothers.
They, like their mothers for generations before them, are steeped in
the low self-esteem experienced as part of living in a “culture that

glorifies the masculine”.

Separation from the Feminine

So what about me? How do I see my separation from the
feminine? For me, it isn’t in one particular moment or year. I feel
there are moments that fall under this part of the journey that
happen over and over throughout my life.

I'll start at the beginning and then work the journey stuff in as
it comes up.

Born the third child of eight to working-class parents in
Melbourne’s northern suburbs, I was as loved as all the other children
who were squeezed into our small, suburban home. My parents
worked hard to support the family, to help us become healthy adults

5
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capable of learning and loving. Though we didn’t have a great deal
of material wealth, there was always someone to play with or look
after, and there were always chores to do.

I had the usual struggles growing up and finding myself in the
middle of a large family. I watched the older ones do everything first
and the younger ones get away with way more than I did. It was
easy to stay under the radar and find a quiet corner to play or read.

Strack’s childhood home was a little quieter, but it was just as
loving. His parents emigrated from the United Kingdom when
his older and only sister was two. Both his parents worked, and he
learned independence early.

All our siblings were healthy and bright, and both sets of parents
remained happily married all their lives.

When I reflect now, though I was happy and loved, childhood
was also the beginning of feeling powerless and being guided by
people who knew better: parents, older siblings, teachers, adults,
men. I often think of the scene in the movie Matilda where the
mean teacher says to Matilda: “I'm big, you’re small, I'm right,
youre wrong.” She dismisses her as a girl of no consequence. No
consequence, just one of the crowd; it’s hard to have an identity
when there are so many—so many that it was easy to forget one.
At least that’s what I remember. I was once left behind after a visit
to my grandparents. I came out of the toilet to see my grandfather
closing the door. The rest of the family had driven off without me.

Primary school was my introduction to the world of words and
learning. I learned quickly and was happiest with my nose stuck in
a book or writing stories (which was also a good way to get out of
chores). I was quiet and shy, never quite one of the members of the
popular crowd, but I had my best friend and a few others to play
and grow with. I played netball and did well at athletics; I enjoyed
the camaraderie of teams. Looking back now, though, I can see I
often avoided crowds and more public events, content with my own
company or close to home.

7
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I spent many hours reading and learning about this world and
others, even pretending to be asleep for the parental check and then
turning the bedside lamp back on to read into the wee hours of the
morning.

I wrote stories, mostly fairy tales or tales where I was secretly
discovered as having magic power. And in those stories, I rarely
belonged to the family I was living with. Wishful thinking, perhaps.

The thing I most remember at high school was being bullied
for four years for being bright—the Australian tall poppy syndrome.
(This is our national tendency to eagerly cut down anyone we see
as successful in a given field, particularly if that person shows the
slightest imperfection.) Up to that point, I'd been encouraged to
learn. Now it was unpopular, and smart children were seen as
arrogant or nerdy. Though the bullying was blatant, from my view
the teachers and nuns did nothing to help or address the culture
in the school, leaving me leery of religions that preached kindness,
tolerance, and love but practiced meanness, intolerance, and fear.

In my penultimate year, I changed to a mixed-gender high school
with far less focus on religion. And I found that boys were much
easier to deal with than girls. In my experience, girls were often mean,
and boys were mostly fun. They still teased me, (like brothers, and
I had plenty of those) but they didn’t hold grudges. The best thing
was that some of the boys and girls were smarter than I was—and
proud of it—and I wasn’t seen as quite such an anomaly. Learning
and striving to achieve were okay, especially if you happened to be
male. Balance was restored. I re-established friendships I'd lost in
primary school and made some good, new friends.

In retrospect, I was learning lessons about the patriarchy. Girls
were apparently equal, allowed into the science and maths class, but
we were still a minority and not quite in the club.

My mum was a traditional mother and housewife for most of
my childhood. And although I didn’t consciously try to distance
myself from her way of life, I was encouraged to make the most
of the opportunities she and Dad had given us through education

e



Za’@mt&% @U%&Z& @’bﬂ—mﬁbf/%

and a loving home. Get a job, get married, have children—that
was the unsaid message. What was not spoken about was making
a difference, making a contribution to the world. My family didn’t
have a particular political or social passion. In fact, my dad would
not even tell me who he voted for in elections. No, social passion
doesn’t ring quite true. A quiet achiever, my dad was always a part of
his church groups, counting the donations, helping at the homeless
men’s centre, and transporting second-hand goods to those in need.
Mum was involved as well, but with eight children, most of her
energy was spent on us. In later years, when some of us had left
home, Mum followed her dream and went back to school to earn her
Higher School Certificate. She came home full of stories of injustice
in Australian history and the beauty of English literature.

After high school, I followed my older siblings to university.
I intended to do a biochemistry degree, but I found the lessons
repeated much of what I learned in high school, and the disrespectful
and spoilt eastern suburbs kids who ran rampant in the classes were
too much to swallow. These kids seemed to have an expectation of
privilege that stuck in my throat and made me angry. I was here to
learn; they were here to mess around and disrupt. There was no adult
intervention or discipline to curtail the riotous behaviour. University
life was not quite what I wanted.

On reflection, the feeling that I was not quite good enough—I
came from the wrong side of the Yarra, I was Catholic, and I was
female—were all pretty heavy marks in the wrong column. But it
was also the chance to do something on my own, unlike my older
siblings. I left university to work as an office assistant in a frozen
food factory where I grew up really fast among the truck drivers
and storemen who embraced life with gusto and colourful language.

I applied to nursing school at the same time because one of my
best friends who had always wanted to be a nurse was there and
getting paid to learn, work, and have a great time. It sounded way
more fun than university. Three months later, I was in my starched
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white uniform, my cap, my black shoes, and my red cape. I was all
shiny and ready to begin.

Identification with the Masculine

The health sector has been my home for more than thirty-five
years, and I still find it one of the best places to be. On my very first
shift that I worked in a hospital, an elderly woman with chronic
lung disease who’d been resuscitated the night before stated that
she didn’t want to be resuscitated again. In short, she wanted to
die. That was my raw introduction to life-and-death struggles and
people’s frailties in the face of disease and a finite existence.

Working in health is tough, and it takes a certain practice to
manage the see-saw balance in yourself to care for others but still
function individually in the life-and-death struggles you see almost
every day. Healthcare is often seeing people at their worst or lowest,
at the most vulnerable and challenging times of their lives.

After almost four years, I couldn’t wait to get out of my training
hospital and see the world—free from the shackles of studying and
the meanness of small-minded charge sisters and arrogant surgeons.
Talk about separation from the feminine! Most of these women were
tough as old boots and loved nothing more than forcefully pulling
young nurses into line. You learned to take whatever was dished out
and get on with it. If you got on the wrong side of anyone in power,
you were history—they made life miserable.

Even though it’d been tough, I had lots of happy memories of
that time and lots of firsts: living away from home, flying in an
aeroplane, visiting another country, driving across Australia, dancing
with strangers, getting drunk, and losing my virginity.

I worked in all sorts of places and locations in health. The
pattern of my life was to move around, learn new things, meet new
people, but never stay in one place too long. I kept things light and
breezy, always competent and quietly building on my perfectionist
proclivities. I also learned some hard lessons in responsibility, loyalty,
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deceit, power, politics, and life. There were many bullies in hospitals.
Based on decades of military hierarchy, it was a culture where it was
easy for bullying and misogyny to be disguised as discipline and
order. I learned to do things well the first time, to put everyone else’s
needs ahead of my own, and to keep my head down and stay out of
the spotlight. I was not a fighter or a rebel; rather, I was a survivor.

More lessons! People in leadership roles can be mean, selfish, and
wrong. Just because they’re in charge of the ward or the shift or the
hospital, it doesn’t mean they’re in charge of your life or your career.

But like so many generations of women before me, I was not
taught that my life belonged to me, that I was worthy of attention,
that what I thought mattered.

Even when I moved into management—because that’s what you
did when you were smart—I didn’t believe what I said mattered. My
opinions were not my own, not really worth listening to most of the
time. This was at odds with my natural inclination to be creative
and innovative.

I had a highly analytical and strategic mind; I could see patterns
and opportunities for improving things. Sometimes people listened,
sometimes they took my idea as their own, and sometimes I was
ignored. I learned mostly about the kind of leader I didn’t want to
be and, occasionally, I worked with the kind of leader I did want to
be. These leaders, mostly women, were smart, compassionate, and
capable. They inspired, they instructed, and they involved people in
their vision. They never expected more of people than they offered
themselves. They made me feel like I was part of something bigger,
something important. And they made me believe I had what it took
to get the job done.

I moved interstate to Tasmania, ostensibly to do an intensive
care course, but in reality to find myself, my own identity—who
I was and what I was supposed to do with my life once away from
the loudness and intensity of my family. I guess I did find myself
somewhat. The few experiments I made in trying to be different,
to be more confident, had mixed success. But while I was there, the
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love of my life found me and enticed me back to Melbourne rather
than me heading off to Europe solo (as I'd planned).

I stayed in Melbourne and did midwifery instead. Strack and I got
engaged, found an acre of land an hour out of the city, got married,
and moved into our semi-complete, mud-brick house. (Warning for
any owner—builders out there: your house is never done. Even after
thirty years, we still have bits and pieces unfinished.) The trouble
with moving in before it’s finished is that you stop seeing what needs
to be done. And of course, now that it’s thirty years old, there are
things that need fixing and replacing to add to the list of things that
never got done in the first place.

But on the plus side, our house is a home, lived in and loved,
full of happy memories. The flotsam and jetsam of family life lived
fully litter the hallways and grooves—there’s not much time for
housekeeping. Let’s face it, mud bricks and exposed, unfinished
timber make for great cobweb and dust gatherers. It all adds to the
ambience. And this suits me because I am so not a housekeeper ... a
once-in-a-while neatness is fine by me. There’s comfort in disorder,
which is different from how I feel at work. At work, all must be in
order, tidy, a place for everything. Maybe that’s the masculine keeping
me on the path. At home, I surrender to feminine, spontaneous,
tlowing reality.

I created a strange reality when I started my own business and
started working from home. I have a corner of the house—it’s an
open-plan space and, in the beginning, I often struggled to get my
head into business because I was easily distracted.

Life rearranging itself, something new, never standing still, never
content, always searching—this is the map of my life. My searching
began as a child: I had an insatiable curiosity ... Why do things
work? How do they work? I always liked to get in to the nitty gritty,
right down to the microscopic and quantum level.

Becoming a wife was joyful and wonderful and hard. The joyful
bit was finding my man with heart who loved me and wanted to
share his life with me, witnessing through sickness and health, richer
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and poorer. Mind you, when youre young, it’s hard to imagine the
sickness and the poorer bit because it all seems so theoretical.

The hard bit was that, for a while there, I lost my independence
because this person loved me. I got caught up in the story of being
in a relationship and forgot that my life belonged to me. I forgot that
what I think, feel, do, and believe matters. I caught the fairy tale and
lost some of the independence I had been nurturing. I'd been totally
independent as I travelled, worked and thought as an individual.

There’s one memory that stands out around that time. I was
living in East Melbourne and often shopped in Collingwood. I had
a good radar for trouble and could keep myself safe. Strack and I
were on our way out somewhere, and I needed to stop and get cash
from the ATM. I got out on my own and was almost finished when
Strack got out and stood beside me. As I looked up, a young man of
dubious character was stumbling past. Strack felt the need to protect
me. In that moment, I remember feeling cherished. How wonderful
it was to be protected by this man who loved me.

And almost without realising, I handed over some of my self to
our relationship. It wasn’t something that Strack asked for; rather,
it was something I gave. And it took me a long time to realise that
I needed it back. What I gave was too much of my independence,
my sense of being whole and complete as just me. I put the centre
of my being outside my body and into the relationship. Talk about
separation from the feminine!

This realisation takes nothing from our love and relationship.
I've known this wonderful man since he was sixteen, almost forty
years, and we’ve been married for more than thirty of those years.

Two years later, baby number one was born. Cassandra Kate. She
was a delightfully easy child, all blonde and pink. Although I came
to love her dearly, I didn’t enjoy being a full-time mother at home. I
was lonely (even introverts need other people sometimes). We needed
money though, so I went back to part-time work twelve weeks after

Cassi’s birth. I shared the childcare with Strack.
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Becoming a mother was much harder than I could possibly have
imagined even though I'd been a midwife for five years. The first
six weeks was fine because I knew all the things I had to do. What I
didn’t realise was that you fall in love with your children. Sometimes
it doesn’t happen immediately—at least it didn’t with me. It took
a few weeks, and as Cassi became aware of me, started to look into
my eyes and smile, I found myself sitting with her in my arms for
hours, just watching her sleep, looking at this amazing creature that
I had created and nurtured in my body, given life to. She was so
perfect, so beautiful.

Nothing prepares you for motherhood except motherhood. You
begin to understand your own mother more, and it's a time of
growing up, separating from your own mother.

Being Cassi’s mother was a slow awakening to joy, but it was
tough, too. I quickly realised I didn’t want to be a stay-ac-home
mother. I wanted adult conversations and had dreams of bigger
things. I wanted to make my mark on the world, to live a remarkable
life. Cassi was incredibly bright and beautiful, and she was full of
life and energy and words. Neither of us enjoyed long stretches of
days on our own at home. We would search out any excuse to jump
in the car and go elsewhere.

I really struggled with motherhood and probably had some
degree of post-natal depression—or it could have just been adjusting
to a new stage of life. I lived only fifty kilometres out of the city,
but I may as well have been on the moon. It was a small town with
only a few first-time mothers around. Cassi was six months older
than most, and she was way ahead on her growing milestones. Most
of the mothers were local and had good support networks. I didn’t
know anyone locally, and my mother lived forty-five minutes away
and had breast cancer.

I grew up in a world where women were beginning to step
out from the yoke of paternalism and demand equal rights. I was
a child of the sixties, so my choice was to rail and rant and push
against what I saw as the constraints—shackles, if you like—of the
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traditional motherhood role. It felt like I was drowning in isolation,
I had to get out. I had to have adult conversations that were about
things other than babies and houses and husbands.

I've always wanted to do things differently, sometimes I've been
able to achieve that, sometimes I've buckled under pressure. My life
in a series of moments is kind of funny when I think about it. And
the greatest learning I've accomplished has occurred when looking
back, looking within, and being here and now.

[ like Fairchild’s quote: “To accept the smallness of your everyday
life whilst admitting to the magnificence of your being, to open up
to the divine light that pours through you into a myriad of forms,
endlessly creating, destroying, creating again — this is your sacred task”.”

When Cassi was born, life was rosy. Strack and I were a young
couple with a half-finished house. We were both from working-class
families. We were doing the usual thing with some individuality
thrown in for good measure. Basically, however, we were middle-
of-the road folks.

I'd never been a particularly maternal person despite being a
midwife for twenty years and, luckily for her, my first daughter was
a perfect child who followed all the rules. With blonde hair, blue
eyes—the image of her dad—and a bright mind, she reached all her
milestones early and slipped into our family with little fuss and lots
of joy. My sheltered, perfect life continued with her arrival. I was
distantly but clinically aware of such things as disability and imperfect
children, but these were not things that had crossed my mind.

—— e e

The lessons I learned about myself and the world that I realised
then—and that [ realise now—mean a lot of different things.

The lessons I learned the most from tended to be the tough ones.

So even though there was much joy in these years, I've included some
of the challenging lessons here.
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So many rules, so many judgements, so many perceptions, so many
realities created in childhood and early adulthood.

Lesson: love your kids, give them space, help them learn
resilience, and give them your presence not your presents. Live the
life that expresses the very best of who you can be, and show them
that it’s worth it and can be done.

My unconscious disconnection from the feminine began early
with being smart; girls aren’t rewarded for being smart. The messages
were mixed—it’s great that youre smart, but don’t be too smart
because you might embarrass a boy somewhere. Girls can be smart
at feminine things, but girls can’t do science.

Generations of subservience for women. You need to put everybody
else first. You can dream, but get a real job. But you’ll only need that
job until you have babies, then give it all up.

Lesson: girls can do anything they want to do. So can boys. Let
it go and let people be what they want. Women are saving the world
because we value love above competing with each other to win. We

want to be happy and have lives full of joy.

[ learned how to fly under the radar. It doesn’t pay to be smart—
don’t shine too brightly because someone will want to put out your light
or dim it so they can shine brighter or keep everyone else in the dark.

Lesson: you owe it to yourself and the rest of the world to shine
because you shining brightly gives others permission to do the same
(thanks, Marianne Williamson). Can you imagine a world in which

everyone was shining?

Don’t get above your station, stay in your box with your label firmly
around your neck. Stay in control; don’t express your emotion.
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Lesson: they can only put you in a box if you're willing to stay
there. Take the lid off, step out, and move on. Listen to your own
music and dance down that road.

Adults don’t always do the right thing. Adults can be cruel and
dumb and make you feel guilt and shame when you don’t deserve such
emotions. —Also, girls are mean.

Lesson: yep, that’s all true. Get over it, get your act together, and
show the world you can do better. The best revenge is success. Raise
your vibrations, learn gratitude and joy, share kindness, and practice
compassion. Find your inner mean girl and love her even more.

I learned that I hate conflict. ['ve avoided it as much as possible
because it makes me feel frightened, afraid that I or someone I love will
be hurt, afraid I won’t be loved. I worry I'l] end up alone.

Lesson: conflict happens. The best ways to avoid conflict include
living with love and compassion, getting clarity about your purpose,
and living lovingly. There will still be conflict, but you will have
given it your best shot. And the aftermath is that you will let it
go, you will learn something, and you’ll get over it. You'll keep on
breathing. And you won’t be alone. You will have you, and you are
enough.

You have to pay your dues. You have to work hard for what you want.

Lesson: the pay your dues part is such a crock. If you want access
to a community, spend time learning, watching, reflecting, and
progressing. But the work hard part is true, work hard for what you
want; nobody else is going to do it for you. They’re your dreams,
and it’s your purpose. Just remember to give yourself some slack
(self-compassion) every now and again.
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Despite the ups and downs of childhood, I am an optimist. I
can see the good in almost anything, and I get more optimistic as
I get older. 'm a futurist, always plotting and strategising, which is
great for my clients. My greatest personal challenge is to stay in this
moment, savour the joy and sadness, the love and fear, and the act
of learning. Don’t let the emotion pass you by, and don’t focus on
the good stuff exclusively—it’s all there to give us food for thought,
to help us learn.



Chapter 2
Ve Unaware Years

wo years later and baby number two was on the way. I could
T see my life unfolding down a traditional path, and I wanted

to get off that path so badly. I found the routine of my life
constraining, and I wanted to do things out in the world, remarkable
things, I could see my dreams drifting further and further away.

Jacqueline Bree slipped quietly into the world on 28 October
1990. She had a flock of dark hair, and we had no idea what she was
bringing into our lives by her very existence.

Her birth was easy, but from the beginning, things were not
perfect. She had a mildly twisted foot and, a few hours after her
birth, I was bundled into a taxi with her and sent off to get a plaster
applied to her leg from toes to thigh. When I took her home, she was

avery sleepy, very floppy baby. To top it all off, she didn’t grow well.
The Road of Trials

Murdock suggests that the road of trials can be seen and felt each
time we cross a threshold or leave the safety of home and what we
know to go into the unknown (including going to school, starting
a new job, or embracing a new relationship). The road allows us to
discover our strengths and abilities and uncover and overcome our
weaknesses. It also gives the heroine lots of opportunities to “look at
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and experience her positive qualities as well as the negative aspects
of herself that she projects onto others™.!

And then Murdock goes on to explain why the road of trials is
important. Once on the road and away from home, separated from the
feminine, the heroine can’t blame anyone else for the outcome of her
life. Instead, she has to look to herself, look within herself—“Her task is
to take the sword of her truth, find the sound of her voice, and choose
the path of her destiny. Thus she will find the treasure of her seeking”.?

With Jacqueline Bree’s arrival, my life left the traditional track—
any track, really. In fact, it was more like an express train leaping
over the rails in a Bruce Willis movie. I had planted my feet firmly
on the road of trials, and I was beset by dragons and ogres ... lots
and lots of them. At that stage, I thought I had only just begun; I
had no idea of the journey ahead and the treasures I would uncover.

Saturday 19* January 1991

Jacgudi, | funally feel | can begin fo put pen to
poper for you. You will be 12 n-eeks olo tomorrow.
2 days late and after 1 foalse alarm you made
yowr way into tiee world. It was Hiee night Swmvmer
Daylight Saving commenced so you nere born at
0300 Winter Time and 0400 Swmmer Time.

[ can’t say you hawen’t worried ws, albmost from

the word go. You hhawe a left talipes equinovarns
which was in a plaster cast toe to thigh the day
after you urere borm. | think | fell in Lowe with
you that flirst day. Sitting in the doctor’s walting

oo yowinrere so tiny and helpless ano wmine.

22



Z;’mmﬁ&% Qkile @/L&mm&%

Yowr face was so sevewne, with only 5 wilia spots
ower yowr left cheek. And dark hair! Wonderful.
Ewer.ybody kept saying how much Like Cassyier you
were but all | couwld see was this beantifuwl petite
face framed by a crop of davk hair.

Witen n-e got hhome you promptly nent to yleep.
It has tawken you almost 12 u-eeks to wake wp again.
We can't decide wihetlher Ut Us just yow, ov Uf there
U actually somethving wrong. We are taking you
back to seetlie paediatricion on Monday. I'we yired
guwite a few tears for you already. Anxlows moytly
abowt what the futwre holds for yow. You are so
preciowns to me and fo yowr Dad.

| guess | finally feel youw may be okay pecanse
foday you'we glnen me the most beantiful smiles.
At last! Yo urere sitting wp Lnthee Little Frazer Seat
watthing ws do tie digiies and get ready for Luncin.

You are on the blawket on the floor at the
moment and storting to get huwngry. Lutle bivd
cries anod arms swimming.

An angilows few ureeks coming wp. Hawe to see
the paed on Monday then the following n-eek for
surgery on yowr foot. The legs sato and Hrought Hive
better. My Little babe wnder e kinife. It will be
a hard few days.

' Cassi dropped the ‘e’ from her name in 1999 when she switched allegiance

from favouring even numbers to odd, most journal entries pre-date this
decision.

23



Venanica Sthackar

Reading that first entry almost twenty-four years later, I can
remember the worry, the hope, and the unknowing surrounding Jacqui
Bree’s birth. We were so naive, so raw. Our parenthood blank slates were
waiting to be filled with colour and movement. Little did we know that
those first few (hard) days I wrote about were just the beginning, that
things were going to get much harder. We would have to find uncharted
depths and breadths in ourselves, and the road would be years long,.

Monday 21 January 1991

12 week check wp witivtive Paeod.

Devastation, tivere may be a problem. How oo
we deal with a maype? Try not to think too mucih.
Muwm Looks faded and dreadful. Dad worn owt. So
u-e play Ut down a bit. | feel Like wnlonding but |
con't. lan talks a bit abowt hvow he’s coping. We are
Ihanging on to each other. The Lowe Ls Heere, strong
and yilent. Clhreerfuwl too.

When Jacqui Bree missed each growth milestone, we searched
for answers and help from Western medicine. This was when my
powerlessness story started to get some real ammunition. I knew the
health system and worked in the medical patriarchy. I'd been a good
soldier, done all the right things, paid my dues, taken my medicine. So
why didn’t they have the answers? Why couldn’t they help? Why did
I feel like such an outsider? Why did I feel like I'd somehow rocked
the boat? I made a whole lot of people really uncomfortable with my
searching for answers other than the one’s they wanted us to believe.

And Jacqui kept us focused on the moment. We began to realise
how precious each moment was, how each breath or smile was
precious—not just for her, but for all of us. This is a lesson I keep
encountering: live this moment fully.
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Saturday 23" February 1991

Jacgui, ne wnearly lost yow. I£'s hard to talk
abowt Ut but | guess Ut will get easier witivtime. We
got a call to take you to the hoypital on Thursday
31 Jan 1991. So off ure chooff, you & | & Cass. Cassie
got dwropped at Nana’s place for a holiday & you & |
urere admitted for a rowtine operation. One night
in hoypital, possibly two! Youwr Dad & | handed
youw ower to the anaesthetist about 9 o'clock. We
uent back to thve ward to wait. We received a call
at 1030 that boasically said they had trowble
after the operation withh yowr breathving. They
had to relnsert tive endotraciheal tuwbe becaounse you
wouwldil't breative o youwr own.

By the time the anaesthetist came and got
ws ure urere wearlby demented thvinking uw-e u-ere
going to lose you. But you u-ere okay. So n-e came to
Recowery & saw
yow, so tiny, with one arm yplinted withvan [V. an
enormows plaster on yowr left leg. The operation
had gowne well. Then you stopped breathing again.
They ayked ws to go owt. Yowr Dad grabbed wy hhano
& soid “What did you hawe to do Hhat for Jacg?’ A
few minuwtes later ure urent back i & you u-ere okoy.
For tive wewt 2% Ihhouwrs you urere basically owt colol.

We tried to wake you wp a few times with no success.
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Then while only | was sitting withv yow, you
stopped breathving again & yowr heart storted to slow
down. | sereamed for help & a nurse came running.
Luckily anothver anaestivetist had just come out &
stavted wentilating you. You also needed adrenaline.
He said “You donw't want to get any closer than that!” |
Aot ewen know his name but UL wewer forget hvim.
The sight of my darling daughter going blue and
apnoelc Lk front of me s an image I'UL find hard to
forget.

If | hadn't been there you would n all
probpability be dead. It's as plain as Hhat. If | do
nothing else itn my Life, hopefuwlly you' Ul be grateful
fo me for this. | sl hawe a kind of nwmbwness
avrownod my heart wiren | thvink of Hhose moments.
Someowne s watthing yow. Yow ypent the nwewt 18
Ihours L ICU with a nalowone infusion. Not much
fwn. Then back to 3W wihere youw proceeded to go
duyky on me again. Mucows was obstruecting yowr
alrways, but you nere still wery yleepy. Anotiver
dose of Nareain & you ylept for anotirer 4 howrs.

Finally, at 4 o’'clock Satwrday afternoon, you

woke for a feed and uere albmost yowr nwormal self.

The experience doeyn't seem to hawe downe you
any harm. We saw e ortivopod yesterday & got good
wews. Youwr plaster will come off i 2-3 ureeks for
good. Thew you' UL be able to hawe batis with Cassie.
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We still hane to get yowr eyes checked on 8™
Mowclv. 'm hoppy tHat youw're deweloping better &
catthing wp a bit. You look arouwnd much movre &
seem to e aware of yowr swrrouwndings. Wheen youw
ave ontlhe floor you ave rocking side to side to try &
get things and yow are lovking further afielod. Yowr
symiles are getting wery clheeky and sometimes you

ery wntil you arve picked wp then you symile &

ety on. Very bold! But wery, wery preciowns. Ao,
youwr hair Us growing. It’s storting to get fFLuffy.

In my world, children don’t have brushes with death; that’s for
adults, the elderly, the infirm, and the fearless. Children are loved,
and they grow and play and learn and fill the world with imaginative
ideas. But life is not a storybook; it doesn’t always go to plan.

Every moment we had Jacqui taught us to treasure what we had,
the real things in our hands. Take joy in the small things. When the

changes are so small, you have to watch closely or you'll miss it. Be there.
Tuesday 23vd i 1991

Your flnst toothh appeared today, bottom Lleft
front. Another blg day tomorrow Jacgui. A visit to
the newrologist. He Us going to suggest n-e giwe you an

MRI scan of youwr brain which reguives a 45 minute
onaestietic. Notuwrally w-e are reluctont, wless e
con convinee ws Lt will be able to do something
positive for yow. We don't want to put you through
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wivnecessary risks. Youw are Limproving well with
physiotiverapy. | stillthink you are a wery solemn
sowl.

Sometimes, downright growchy, eypecially
finst thing in tihe morning Ut s Lmpossyible to get
a ymile. AL you want is food, right then & there.
Ewen after 1 side it's still hard to get a ymile.

After lunclv you're better. You stovt to brighten
wp and get actiwe & happy. You are storting to
get to yowr toys too. Covkie & Big Burd get a bit of
a bayhing. You lhhawe also started to giwe yourself
squeezes. Eyes yhowt, face servened wp, hands & Legs
tweked wp, wery cute.

Solids ave going well, when yow're awake
enouglh to eat them. 'm trying to get youw to hawe
extra drinks as yowr bou-els are a bit slow buwt
most days LE's pretty diffiecwlt. By tive flme you'we
had milk & a play you're ready to yleep again.

We are couwnting down the u-eeks +ilL yowr
Dad Us finisiied at work. | vope | con still manage
to feed yow. Yow are still sucl a preciows Litle
bundle, 'm ywre Ut helps you to be steady after
yow'we had a feed. Jacgui Bree | Lowe you dearly,
ewen Uf you giwe most of yowr ymiles to yowr Dad.

Yowr hair s growing and sticks wp a bit on
top. It’s stoying davk wihich Us wonderfuwl. | vawe to
hawe someowne look Like me. Sovry Ut hhas to be you.
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I wonder how muchh of you and Casyie will be
recognisable as me & how muncl as yowr Dad.

Cassie seems to be a dynawmo withh her own

personality way owt L front. But gorgeows.

We found out later that the squeezes Jacqui was giving herself
were epileptic seizures.

We spent a lot of time with doctors and in hospitals as inpatients
and outpatients. All they wanted to do was put Jacqui Bree in a box,
find a label, and give her drugs. Several of them told us to go home
and let her die. All we wanted to do was the complete opposite:
find answers and help her live. The Grow Foundation expresses it
beautifully: “The only thing worse than being told that your child
has a disability is being told that nothing can be done”.?

The realisation gradually dawned on us: if we didn’t do anything,
the world was prepared to let Jacqui die with a life unrealised. We did
not let that happen. We became parents of a child with a disability
and adjusted our present and our future to match. I had to become
a warrior, fighting for Jacqui’s right to a life lived fully. I had to leave
any soft, feminine mothering to someone else.

And all through this, I maintained my optimism—if we just did
certain things, everything would be better; if Jacqui just managed
one particular thing, everything would be better. I learned resilience.

[ felt badly let down, and I'd learned that Western medicine,
my Western medicine, did not have all the answers. The arrogance
of the system was that they were right, I was wrong; they were big,
I was small. They thought I should accept my lot and stay out of
the way—1I was embarrassing, an anomaly. I was not one of the club
and didn’t belong. I wasn’t enough. I'd done something wrong and
made an imperfect child. I tucked that away because there was no
time to look at that. This beautiful and perfectly imperfect child I
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loved and wanted so much more for. I was prepared to fight for her
right to live, to fight more for her than for myself.

We started a programme of physiotherapy and speech therapy,
which meant lots of trips to the city for the whole crew.

Thursday 30*" May 1991

Jacgui, | think tie pressure & pace are stovting
to get to yowr Dad & [. Ewen though ue try to be
positiwe and encouwraging t's havd to maintain.
Yowr progress seems to hawe sloued a bit at the
moment, Hhoughl can still see bimprovement every
day. You con nwow look at me for 2 or 3 seconds
before yowr eyes flick away. You are beginning
o hold yowr head wnder control a bit more also.
But you are still a “night owl’. 1 o’clock yesterday
motrning. | had worked +iLL 11 and wiren | got lvome
you uwere swpposed to be in bed ayleep. No way,
bright-eyed and buyhy-tailed! | hate to let you
ery at that stage becounse you are so alert & happy.
I wish you would be Like Hhat in Hire morning. You
avre a different person growchy & antisocial.

You get bored Uf ue try too many exercises or
use the same toys too much. We hhawe to stawrt glving
you some ueight throwgh yowr arms & legs now
U an effort fo work fowards siting Unfortunately
the cwrrent plhysio Us lLeaving in a month to hhawe

a baby, o | lhope ne get a nice one to replace
her. We'we also seen a ypeech therapist wivo has
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giwen ws a few thvings to do to encouwrage yowr “pre-
commwnicotion ykills”.

Yowr doay Us so full, beturten exercises, nappy
changes, wmilk drinks, solids 3X and yleep, there
U not much time for playing, for welther yow ov
. Nama s still wery sick, vive veld youw in hver arms
today, yinging her tuwneless song in hher flat Patton
votee, you Lowed Ut, glving lher smiles and cuddiling
n. | wonder Uf yire was thinking wiether or not
sire would see you grow wp? You uere responding to
her beawtifuwlly, smiling allthrouwgh youwr banana
yoghuat dessert!

We hawe to keep glving you as much time as
uwe can. These early years are so Lmportant. We will
wewer get the chance again to help you start ownt
right. | think of you a lot, ewen Uf you're asleep. |
wonder wiat youw'll do wewt & what wext year or
two will hold.

It will be muchh easier wiren yowr Dad s vome.
I get so Lonely some days, ewen Hhough | hawe you &
Casyie, | often yearn for an adwlt to talk to & discinss
things witiv. | want to ypend ewery minuwte with
yow, yet after a cowple of days at home 'm nearly

demented. You just con’t win!

My own mother, who would have been a great source of love
and support, was dying of a particularly aggressive form of breast
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cancer when Jacqui was born. The cancer was a result of being
given hormone treatments following a hysterectomy. Bloody Western
medicine.

Although Mum knew Jacqui had something happening, it was
all she could do to keep herself going. She told me Jacqui was a gift,
a blessing from God, and that I'd have to be strong for everyone. I
couldn’t see how Mum’s merciful God would give an innocent child
so much to bear. What had Jacqui done to deserve this? Why pick
me? What had I done? What had Strack and I done to deserve this?
Mum was a beautiful, generous, and loving soul—what had she done
to deserve cancer?

I felt so alone. I'd failed at motherhood and couldn’t talk about
it to anyone. I didn’t know how to express my horror and loneliness;
friends didn’t know how to approach the subject. Some tried to skirt
around it, but it was like a raw wound; all I wanted was the scab to
stay on and my life to go back to being predictable. I wanted to be
normal, to belong.

I continued to pour out my thoughts and feelings onto the
pages of my journals, finding a willing and sympathetic ear in
myself. This is a practice that has helped me for years, but it has its
shortcomings. Too much writing about emotion to myself and not
enough experiencing and sharing openly left me a bit barren on the
emotional side, a bit of a novice when it came to being whole. In
later years, I tended to shy away from people who expressed their
emotions readily and easily. It took me years of work to get the lid off
and learn to leave it off. In the meantime, it was all I could do not
to scald everyone in the immediate vicinity when I let off emotional
steam.
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ednesday 10t July 1991

Jacguwi, yowr Dad and | are graduwally conving
to terms withh yowr problems. They aren’t going
away ond may be withh yow forewer. We will do
evwerythving in owr pouwer to help you reach yowr
greatest potential.

This is one of the first times I wrote this, and I kept writing it
over and over again. My baby girl was almost nine months old.

This is where my passion and purpose come from for my second
life, my reincarnated career. I help people open the door to their
potential, to live the life that expresses the very best of who they can
be. I start where they are and go for progress, not perfection.

Youw are getting stvonger by the day but yowr
head Us still too heavy sometimes. You can’t hold on
fo yowr toys yet, but you can giwe them a good bagir.
They are getting more & more controlled mowement.
The wew plysio s so-so at tie moment. | hope vhe
Umvprowes guickly. Your time Us so precions. Youwr Dad
& | ook youw shopping tie other day & you decided
to Lawg . It madle me cry, Ut was so wonderful to hear
the joyful souwnd coming from yow.

Yowr Dad hadn't heard you langlh for montivg
s0 Ihe was rapt.

When Jacqui laughed, we all stopped because it was so precious.
Our faces would crack, and overwhelming joy would burst from
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every pore. Life would be worth living again. It would give us hope.

Surely, we thought, if she is capable of such joy, she is capable of anything.

He has finiyhred work mow & Us hhome fuwlltime.
Pwv st UL not ywre lvow e Us go-lng to manage. [ Hhvinwk
he'll be physically more ovganised Hhaw | am but
emotionally (E's going to be a strain, eypecially
with you. [ Hhink e may find tive realities of yowr
condition hard to cope with, as | do myself.

We arve going to +ry a playgrowp for children
witlh “ypecial needs”. | hate Ut wiren you get called a
“special’ baby. Bothhvnmy girls ave wery ypecialto me,
but “ypecial’ in Hhat Ut Lmplies “abnormal’. You
may st be able to catch wp physically to yowr peers.

We'll lhawe to go & see tlhe wewrologst soon
for a check-wp. 'm not happy with a cowple of
things. One Us yowr stavtle reflex, which persists
& sometimes seems o happen for no reason, Lt's
albmost Like all youwr muscles spasm & yowr head
twrns to one side. You seem fo smile after youw'we
dowe it and don't seem to lose consciowsness. It Us
becoming movre definite Houghh. I'LL hawe to stort
counting & try & obserwe wihen & why youw do it.

The other point to note Ls when you seem fo yhut
down for a few seconds. Eyes half closed, staring at
nwothing, Lying still. It’s probably just that you're
tired & weed 40 winks. | kinow I'm stairting to souno

paronold. | worry abouwt you so muwcih.
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Both of these movements were epileptic seizures. I had a right

to worry.

Yow are not going to remember your Noma, my
Mum. She s dying a stow & painful deativ from breast
coancer ot the moment. It’s varvd to look at her & not
ery. Her hain hhas fallen owt, Iver face Us gaount with no
Ughht or Life duce to Large doses of morphine for pain.

She was always suweh an active happy person,
t’s erwel to see her Like this. Shee s L hoypital at
present while they try to kill the pain withowt
killing her with nausea & vomiting. I'm beglnining
tfo wish vhhe'd die guickly & not yuffer any movre.
Ewen Uf this clhremotirerapy hvolds off the Lnevitable,
what sovt of days & nights will vive hawe?

She asked me the other day to digcrss withh Mary
& Imelda wihiclh of lher rings ure would Like. | Hhink
she’s becoming a bit frighteved Hhat the end s near.

| o go-lng to miss ver so mucle. Theere Us so muchv
| want to say. Sihe has always been such a Loving &
giving person Ut doesi't seem failr Hhat yhve s not
going to enjoy her old age watching children &
grondchildren growing wp.

If I could be half thve mothver & friend yive has
been, I'd be happy.

I was about to enter the long, dark night of becoming a

motherless daughter.
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You hawe a wew tooth, left front top & right
front top Looming down soon.

I hope you didi't stay wp too late last night &
rum yowr Dad mgged. You get suel a cheeky grin on

youwr face when youw are awake late, | yuear you kinow
U’ mearly midnight. You clhrened yowr fFlst biseuit
yesterdoy & had a drink from a cwp too. Big day!

I was not paranoid, just an observant and intuitive mother who
loved her daughter. I got so used to watching her, watching over her.

I chose to go back to a full-time job. Ian chose to stay home with
our girls. That was a tough gig for a bloke in those days—especially
given our home in a small country town with few babies. He did and
still does an amazing job parenting our beautiful offspring.

Our life was an emotional roller coaster. The highs were so high
but so brief, and the lows were so low and so long,.

dnesda th J 19491

Another emotional day. You had an E.E.G. today
fo check wihether you are having seizwres. | don't
think youw are, but at least & will be owne thving
rwled owt.

Yowr Dad hhas put all yowr photos in an albuwm

ond a muwlti-frame. Thhere was a cute one of you a few
doys ol “whisgtling”. I'd wbmost forgotten Hhat youw
Adid tHhat. A cute Litle rosebuwd mowth, pursed Like
a cat’s behind. lan says tiee plhysio s bimproving, Ut
sounds Like ylie's a bit more Unteresteod thvis u-eek.

Joé
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You hawen't downe enough plhysio this ueek Hoouglh.
You seemed to be forewer Ln tive car. We'll just vawe
o make time for youw. If onwly ure could sgueeze movre
howrs Lnto Hhee day. You and Cassie hawe bothh hanwe
colds this ureek as has yowr Dad. I'we just stavted Lt.
Runny nose, aching head!

| don't think | realised how muncilh | wouwld wmiss
my girls wiren | nrent back to work. | worked a late
then early & couldi’t beliewe how muclh you had
grown & matuwred in that time. | just want to hug
botlhv of youw as soon as | see you. Cassie Us getting a
big girl wow, 3 years olo!

She goes to kinder at criche on Tuesday
mornings. Shhe seems to Lowe UE. As for you, you seem
to Lowe lher wiren vie's arownd.

She s trying to give me a hard time again,
ue'we had to step wp the digeipline. 'm ywre Uf yire
wasn't so cwte Ut wouwld be eayier.

Jacgudi, UE's hverd to flguwre. Why? Wihat happened
aong the way? Sometimes you seem to be doing
things really u-ell and yometimes Ut s so havd for
yow. Then you show me yowr beantiful ymile & s
okoy. Cossie tells me you are saying Mwm! 'd Like
to beliewe Lt

| can’t walt fortie day you can gine me a cuddle
& oy “I Lowe you Muwm’”. For thhe moment I'UL just

glwe you cuddles and kisses. | Lowe you wery muci.
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I never had that moment.

Now, working a full-time job seems like something I've always
done. I mostly forget the guilt of wanting to work and having Ian
be the primary caregiver. Still, I can recall the startled looks, the
insincere comments about working mothers. I felt like I was not
good enough. What was wrong with me that I needed and wanted
to be out in the world more than I wanted to be home with my
daughters all the time?

I was a better mother when I was working. Ian is a brilliant
parent and, together, we're what they got, what they chose. We did
our best, the best we knew how to do at the time. And it gave us a
different perspective on our own parents. They all did the best job
they could.

Wednesday 7" August 1991

Well Jacgui, hvow do | feel? | Hhvink I'we got ower
the shook & despair & am now ready to mowe on.
Thuwday 25" of July u-e receiwed the call from
the newrologist. You hawe myoclonic epilepsy.
We urent straight down to see him tive newxt day.
He said you shouwed on the EEG almost constant
epileptic activity. You stavted on medication that
night. We'we slowly increased ot with not muwch

success at present. Following some reading u-e

think you hawe seweral types of seizuwres.

I hear Jacqui’s diagnosis and, thirteen days later, I'm ready to
move on! I think it was more like move forward, but at the time, it
was easier to shove all the feelings of helplessness down and plan for
action, lots of action.
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n 14t 19491

Jacgud, sorry for the disjointed wmemories. 'm
sitting by Mumw’s bed at the hoypital. She s dying.
Slowtly, often painfully. Cancer has eaten away at her
owertie lagt 12 months. It began as breast concer and
despite chhemotiverapy & mdiothverapy has progressed
guickly. Shhe s on wery gl doses of clonazepam ano
chlovpromazine. Despite all of Hhat vire still calls
out sometimes. Funally, after a cowple of houwrs of
Adscomfort e seems more relaxed, her breatihving s
easier and tiie frowin s gowe from her face.

My head s pounding with tension. Yet Ut s
wsignificont tothe pain vive must e feeling. We corry
on, albmost normally, eating, yleeping and talking, all
the while hvoping Hhat each breath is er Last.

And o to you my davrling. Yowr medication
doesyn't seem to e hhelping wery mucl. We'we got two
nereases to go before ne'll hawe to try something
else. | hardly see you at all these days. | miss you
heaps. Betureen sitting withh Muwm and working
there Lyt muwch time Left. 1£'s mostly wp to youwr
Dad to help you and feed you and play with youw.
Bothv you and Casyie are misying owt on a Lot atthe

moment. We are staying at Nana's lhhouse and you
bothv realise that (t's just not home.

Each time | hold you and talk to you Ut takes so
Long to establivivthat bridge of commuwnication.
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I hawen't seen you smile for so Long. The
medication you are on s guite sedating. You are
asyleep even movre than you n-ere before. Just after
u-e started youw on medication you had a peantiful
episode of Langhing. It was absolutely delightful.
I was holding you and then cuddling yow close
& tickling you wnder tihe arm. It seemed to go on
for ages, thve souwnd of Ut browght tears to my eyes
oand yowr Dad’s. You haod another cowple of shvort
langhing times Hhat neek. 3 langhs tn 1 week
nstead of 1 Langlhvewery 3 ureeks. It was amazing!!

Yowwe hao a CT scan on youwr brain which
shows Hhat tive wentricles are endarged. This means
Hhat there was some nterference withvtive brain's
dewelopment at some stage duwring tive pregnancy.
They don't hawe any pointers to sy exactly witen.

| wishl knew. Not Hhat it's going to help yow, or me
for that matter. We hawve to put that behind ws

and go on.

That guilt meter just keeps adding up, and I learned to put that

deep down and keep it away, mostly. There is no time when every

precious moment of your child’s life entails you doing something

for her. Every moment you waste on unnecessary, self-indulgent

emotions is a moment you could be doing something for her. So get

busy and get on with it!
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There (s still no firm prediction or ewen a
foint one about what yowr futwre will hold. The
books ne u-ere ginen fo read seem a bit depressing.
So many facts & flgwres, so few faces belind thvem.

By those accownts you hawe only a 30% clhance
of being physically & mentwlly normal. That's Uf
youw only hawe epilepsyy. We know you hawe more
tHhan that already.

Con you bmagine the fear Hhat settled into my
heart wihren | read Hhat? And yet | am hopefwl. Look
at what you hawe achiewed to now, deypite youwr
problems. Wivo knows what youw may achiewe Uf e
get thee seizwres wnder control?

| see in your eyes, a knowing look, a Little smirk
o yowr Lips as Uf you understand wiren n-e talk fo yow.
You Look for youwr Dad ov | when ne talk to yow. Ano
Cassie. Shhe always gets a bit of recognition. Sometines
UE's am exasperated sigh but you kivow Ut ver.

You hawen't had enough time of late to enjoy
youwrself so (t’s no wonder | hawen't seem you smile.

The medication makes you produce more saliva
ano you sound Like you need to conghto clear yowr
thiroat alltie time.

Eaclv time | see a shooting star or any lucky

omen E's you | think of. | wish youw a “goodl Life”.
Maybe | shhould wisha “happy Life’. But good seems to
embody thve sowl as urell as tive physical being. Maype
| should make thve wiyhh “fantostic’ ov “remavkable’’
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or “wonderfwl;, or “great’. | just want yow to be
happy and to hawe ewery opportunity to reach as
high as you avre able.

To be hownest | still hawe many times witen | asyk
“why’? | lovk at family & friends with chvildren
and feel jealows. Jealows Hhat tieir chvildren don’t
hawe yowr problems Hat they can Laungh and ploy
ool mowe as they wisvh. They can retwrn thelir
pavents Lowe with obviows affection. | guess it's
something Hhat will fade a bit in time, or become
less painful.

Is it wrong to have wished for normal? To have wished for her to
be other than what she was? Where is the natural order of surrender
and ambition? This is something I've always struggled with. If we're
meant to surrender to a higher power, there is no choice in our lives
because everything is already decided for us. I can’t see that. I believe
I have the power to change my life, to make different choices, to
experience things differently.

I struggled with the word surrender for a long time. I have
such a problem with that word. Every bloody thing you read about
feminine power talks about surrender. It’s such a male word—it
refers to war and giving up control and being a victim, all of which
are male concepts. Give up everything and subjugate yourself to the
rules and wishes of some bloke who thinks he should rule the world.

And the same goes for spiritual surrender. I'm not a devotee of
organised religion. No thanks—rules and mostly men in control
again ... and not many with a great track record of doing only
good in the world or looking after the best interests of their female
communities.
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Surrender, in spiritual terms, means to give up your will,
thoughts, ideas, and deeds to the will and teachings of a higher
power. Surrender is a wilful acceptance and yielding to a dominating
force and its will.

Why would I do that? I've worked hard to get where I am, to
have control of my life, my beliefs, my experience. Why would I
hand that over to someone else? What if the higher power is myself?

n th ber 1991

My Mwwm died finally arownd wmid-day 15
Aungust 1991, Dad & | hhad ypent the previows night
withe her, yive was guite peacefwl. Mary & Imelda
uere withe her wihen yihe died. My owerwihrelming
emotion has been relief. Sihe was suffering so mucl,
yet yive was so strong & held on to life for so Long.

We are all wery sad. The fuwneral service was
beautiful. There were so many people Hhere. Your
Dad & | bouwght a beawtiful wreativof nativwe flousers
to leawe by herv grave.

My mum died not long after we got an initial diagnosis that,
among other things, Jacqui had athetoid cerebral palsy and myoclonic
epilepsy. I was mourning the loss of two lives: my darling mum and
my daughter’s perfect life.
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Saturday 7* September 1991

Nawna Brethie decided to hawe all the
grondcohildren corry a white rosebud down the
aiyle of the churchh and put Hheem on Hie coffin. It
was beawntifwl. There was one for eacl grandcohild
& owne for hhevself, 12 in wll. That broke me wp. | lhad
beew okoy +iLL then. The party back at the house
was pretty torrid going too. | guess that's the worst
gone althvonghhthrere are some sad times adread.

[ wiss her heaps. | go to ring her wp and tell her
somethingthat you ginls hhawe dowe & | vaveto stop myself.

[ Aot feell hawe anyownel can chatto abowt you &
how | feel. You had another EEG last Tuesday wiich
shoned nwo Lmprowement yince the medication,
s0, thanwk goodwess, you are off it. You'we started on
prednisolone orally, a 4 neek trial.

You hawe to seete general paecdiatricion ewery
week to hhawe yowr blood pressuwre clhecked. But tie
most amaz.ing thving Us Hhat u-e hawe owr baby back.

Smiling, eyes open & delightful. Youwr eyes are
steadier too. They don't yhake as muwch as tivey dio
before the Rivotril. You arve Like a nwew pevson. You
watth ewerytiving & get really excited.

Last night | gawe you a fright by accident anod
yowr reaction was govgeows. Youwr eyes wide at first
then a big trembling bottom Lip & then yowr eyes
started to fFULL withtears. | kivow Ut sounds crazy but
Ut was great to see that reaction.
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Life became about small things—things I had taken for granted
with the gorgeous and gifted Cassi Kate. And the taking for granted
started to feel like a punishment, but Jacqui was the one who suffered
the punishment, not me. I just had a head full of recriminations and
a heart full of anguish and hope. I had been so unconscious, so
blithely arrogant about my life and my right to perfection, to normal.
I had belonged, but now I didn’t. I was different, I was remarkable—
be careful what you wish for!

Sunday 15t September 1991

Jacguwi, a good day. Last night you had a big
poold Today yow sypent wearly the wihole time
owwke. Yow'we been feeling growchy becownse yow're
congtipated. But today, all ymiles & a few giggles.
Kicking, waving and yelling. Gewerally having

a good time. You nrere actually enjoying yourself,

responding to playing. No. 5 toothh s on thee way.

The cycle of Jacqui’s moods and well-being followed how much
shit she was holding on to. It was a mirror of life. It’s like there’s a
crap filter over everything, and if you're holding on to too much shit,
you can’t see the joy in anything, let alone do something brilliant.
So let go of the shit and live in the sunshine.
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Wednesday 18 September 1991

No poo yince Satwiday! We keep powring stuff in
but nothing comes owt. You are still eating but |
wonder wihen you are goiing to clog wp completely.
We'll giwe The paed a callthis morning & see what
the story Us. Good wews, no seizuwres for a neek!
Amazing and wonderful.

You hawe a lot move awwke time now. It makes
me ewen movre reluctant to leawne you, ewen to play

witlhv Cassie, Hhan ewer. Casyie seems fo miss owt a

foir bit. Slhe Us Learning to compromise a falr bit.

The mental, emotional, and physical roller coaster continues.

I’'m watching every moment, every in and out. 'm understanding
the processes and how everything is connected. No wonder I make
a great project and change managers. I sense things before they
happen; I am a great watcher and listener—skills honed in the fiery

crucible of Jacqui’s life.
And then, sometimes, there was joy.

Wednesday 2"+ October 1991

Well Jacqg, LAUGHTER!!

Once last week & then on Sunday 307, more
laugls Hhan ue'we ewer had put togetiver. Youw n-ere
so happy & responsive. Casyie & | rughed ower to

wiere youw nere with yowr Dad. We couldin’t help
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wll Langhving with yow. It was a wonederful morning.
In the afternoon you clogged wp and wneeded an
ewema but the joy of the morning s sHill with me.

Priovr to the langhh last ureek, Ut was 2 monti
yince ne'd had a chuwckle. It's been a Long 2 months.
Atthre moment you seem to be coming owt ofthee davk.
Aport from a cowple of mild seizures youw'we been free
of theem for abowt 3 neeks. The only thing to put a
davvper on this Us that youwr head it growing. It's
been measwred tive same for a cowple of montis now.
| hopethat now you are move alert & actiwe that this
will stimulate Hive brain to grow and yowr head.

| guess yowr Dad & | are feeling the strain a bit
atthe moment. | hawen’t got anyowne to Let off steam
at so hhe gets all the flack. He Us trying to work owt
his chhanged role and finiyhvtive house and care for
youw and Cagsie. It's not easy.

| had a beauwtifuwl card from Jenny last Satwiday,
no Monday. She s trying to be a ywpport to us all,
which Us great. It's havd to wnwburden wmyself to lher
Hrouglh, especially withv Sophvie. How can | tell iver
abowttive painl corry in my heort for you wiren enery
time l see Sophie Ut hvuats a Little more deeply? There
urere so many babies born wear yowr time Hhat 'm
getting constontly bombarded with reminders Hiat
that could hawe been you o . You would probably

My

be walking by now, certainly saying “Moma
Jacgui, E's not Hhat | wish ure it hane you, (Lt
Jwstthat | wisih for more for you, ano Cassie & youwr Dadl.
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I made a guery abowt home help from the
cowneil today. It wasn't easy but Life Us becoming
nereasingly diffiewlt. We aren’t ewen managing
thhe bare wecessities any movre, Let alowne all yowr
core. We must persist Hhvougln.

Yowr arms ave making big progress. Rather than
remain flopped by yowr side they are more often
bent attie elbows, hands on yowr tummy, grasping
& clayping.

Yowr eyes, althougl still diffiewlt to control are
much steadier. Thhey no Longer guiver witen you're
trying to look at yomethhing.

We'we got you i thee high chhalr for meals with
some ywpport from the hoypital ortivotics dept. You
look so cute sitting in theere. You arve able to lhold
yowr head guite nell while you're teere.

| hope you didn't keep yowr Dad wp too late lasgt
night. Wihen | Left for work you u-ere pretty happy
& bright, having just had an enormows reswlt from
yowr evema.

What does yowr future hold? You arve getting
heavier & havder to hvold at e moment. | Ivopetive
eavly interwention growp con e helpful. | want you
to walk & twlk and be happy. | don't know Uf Ut will
come or not. | vope so. 'ULtry to do ewerytiving in mvy
powerto achiewethat for you. | just hope | don't lose
yowr Dad & Cassie in the process. Lowe you Jacgud.
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How much did I push people away because I didn’t know how
to share what I was feeling? How hard did I try? Many of my friends
dropped off the radar. They, as well as I, found the reality of Jacqui
too hard to share. But new friends came too—great friends with
enormous hearts and unending patience.

How many years did I push down how I felt as well as any sense
of fear or panic? My role was to get out there and make it happen
for my family no matter what. And I did. How else could I go back
to work as a midwife only two weeks after Jacqui died? Back to
the birthing suite to help a family bring their own child into the
world; my world of pain, their world of joy. Many people called
me courageous, but what else could I do? The choice was made: do
everything in your power to get Jacqui well and to let Cassi know
she is loved just as much.

I put Jacqui first, I put myself last. I wished it and lived it with
all my might. I still put myself last unless I consciously think about
it. And that’s okay. 'm a kind and generous person, that’s who I am.

I ran into strife when my dreams were just dreams. There came
a point when I knew it was time to make the thought words and the
words action and the action reality. I owed it to myself.

Even now, I put a lid on my feelings. I'm slowly learning to share
my vulnerabilities. Reading Brené Brown’s book, Daring Greatly:
How the Courage to Be Vulnerable Transforms the Way We Live, Love,
Parent and Lead, was an inspiration.’

One of the biggest aha moments was that I wasn’t the only one
to switch immediately from moments of incredible joy to moments
of sheer terror about it all crashing down. And it was steeped in
[-don’t-deserve-this nonsense.

Now I practice feeling. When emotions come up, any emotions,
I tend to and still do move past them quickly. Now I try to let them
be and observe them without judgement or analysis. I think, 7hat’s
interesting, and then I let them go.

There is a physiological phenomenon of six seconds that emotions
produce in our body. After that, it’s all pretty much in your head.
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It’s been termed the amygdala hijack because that’s the place in your
brain where it all happens. Luckily for us humans, we can rewire
the response. Taking one long, slow, deep breath will get you past
the six seconds, and the chemicals will dissipate. For emotions that
you want less of, think about what triggered the emotion and set a
goal to respond differently next time. Your amygdala learns from
experience, so you can change the way you respond.

For emotions that you want more of, take your long, slow, deep
breath and, at the same time, feel where that emotion is in your body
and sit with it. Let it be, enjoy it, and remember it so you can call it
up whenever and wherever you need it.

Starting up Women Who Care’ and saying out loud how Jacqui’s
life and death was so much a part of mine was a big step for me.
Sometimes, I can express it with barely a hiccup, and sometimes my
voice cracks and the tears come. Either way, it’s okay. [ am who I am,
the sum total of all of me up to this point. This is now.

The separation from the feminine continues here. I had to protect
and provide for my family—not my physiological role. So I shut down
the mother, shut down the softness and vulnerability, and began
chasing the masculine version of success and happiness quite seriously.
I got suckered like so many people, men and women. There is no one
version of success—it means different things to different people.

My version is joyful. That’s it: bring the joy; be the joy. I am joy.

Monday 28* October 1991

Jacgul, my beouwtifuwl baby girl, you are 1 today.
It's just past midnight and you are sound agyleep in
yowr cot. You had owly 1 false stoat last night. Just
after yow'd gowne to bed you grizzled to get picked wp.
Two burps later you u-ere happy to get put back to bed.
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P'we ypenttie last vowr o so crying. Crying for you
ond for Cassie and for your Dad & I. How can | deseribe
the painthat | feel inside? Every time | Look at you or
at Cossie, tive kinife twists a Little deeper. Cassie has so
muel, and, | wouddil't wish anytiving less fov eer. She
U s0 actiwe at present and bright and nguisitine
ol Like a sponge sowking wp facts and activities as
guickly os you comthink of threm. Ontive otirer hand,
a high point in yowr day might bethat you managed
fo hawe a poo by yourself. No, Hhat's not true.

You ymile and give ws Langls sometimes, all owr

faces hawe smiles so big ure feelthey will crack. Yowr
Lauglv s so nfectiowns, so wnigue and wonderfuwl.

Jenwny came wp Sophie today. She s +rying so
havd to be a friend to all of ws.

| was holding you i your usual state, floppy and
half asleep. Cassie was playing with Sopiie wivo was
smiling and “looking” and langlhving at her. Cassie’s
face was full of wonder and deligihvt. | wanted to curlwp
and diie. Wiy shvould you hane epilepsy? Why shoulad
Cassie not hawe a Little sister withv no problems? It's
not wntil e see other Little babies that we realise
how munch pelhind you are i your dewelopment.

I guess withe yowr birthday ot browght Ut close
to lhomee.

On her first blrthday Casyie was walking, no -
running arownd at Mwn's. Eating cake & playing
withtle otler kids. Sive barely had time to stop and
soy “W0 to boring old Mwm.
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We had lher porty at Munw'’s becanse owr corpet
was wll wp getting blow dried as Ut had been floodled.

Jacq, ure're nreaning youw off the prednisolone at
the moment. Yowr Dad & | wonder Uf you had the
selzwres retwrn today or witether Ut was to do with
yowr blg poo that you did all by youwrself. We'll see
tomorrow.

You are no Longer being breastfed. | diodn't hawe
enough to feed you what you weeded. You would
still swek altivougv somewhat reluctantly. So now
Ut's a blg drink of cow’s milk. That was a tough
decision to make. Yowr Dad helped me make wp
my mind. | dow't think men wnderstond hvow that
chwrng yowr emotions wp.

While you're feeding you're totally dependent
on me. | nowriyhv you and nurtuwre yow. Anyowne con
giwe you thee bottle. Houewer, | prefer Uf Lt's me or
yowr Dad.

Pd better go. Cassie will be wp in a few howrs.

See you wext time my Lowe. Hawe a magnificent
blrtivdoy.

Lowe Mum XXXOOOXXX

Milestones were always hard; I could convince myself that
things were progressing until the milestone showed that that wasn’t
really true. But milestones are what you pin your hopes on; they are
something to strive for, to work towards. To capture the sense of

overwhelm and give it a container, a shape, a path to follow.
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n 11th ber 1991

Jacguwi, | don't kivow wiro Us tive lvardest to write
to, yow ov yowr sister. Anyway 'L start withh youw.
Hawe you dowe anythving cute of late? Well as
we'we just been down to the beacl | can relate +ire
sereaming and yelling that uent on witen youwr
Dad tried to bntroduce you to Hire ocean. You Left ws
n wo dowbt that you thouwght Ut was colo and you
At Like it. It was yowr flst trip to the beach.

We took Dad’s (Grandad's) coravon and hWim away
to Lovrwne for a few days. It was a hectic but good
break. Mind you tire wasyhving machine has broken
down again wihvich makes Ut a bit of a hasyle.

Anyway, as | was getting arouwnd fo saying. On the
woy home from the beaci you decided you u-ere going
fo Wit your mttle that was stuck tn thee window besicle
yow. You spent a good howr perfectingtive motion. It was
deliberate and delightful. You are getting stronger witiv
your mowements alltive fime. Your head is steadier and
eyes ave looking better. You stiAl Lowe to watch Cassie,
abtrouglh sive s pretty hard to keep wp with.

You hawe started swimming at Sowth Gusborne.
So for you hawe really enjoyed it. You do these Little
dolphhin kicks Hhat ave pretty amazing. Yowr fogs are
wery small but you still weed to grow a bit to fltthem.

Life seems to hhawe twken on a bit more meaning

for you at the moment. You smile more often and

seem to be seeing what goes on arownod you movre.
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| howe to adwmit P'm a bit jealows Howglh. You
seem to sawe allthe best ymiles for your Dad. When
yow hear his voice, ewen Uf 'm holding you, you
stort Looking for him, a big grin on yowr face, eyes
wide & searchhving. It s somethhving Hhat shvould be
reserwed for motiers. | spose Ut's somethving | gawne
wp when | wanted to retwrn to work full time.

Okay, let’s see if I can beat myself up a little more. Poor me—
ugh! Pile on the guilt. No wonder my back is bent and my shoulders
stooped; I've been carrying this crap around for decades. It makes
me cringe reading it, and then I remember how it felt, and all I feel
is compassion for the younger me, learning this lesson for us.

It Us good for yowr Dad tHhough. | worry abowt
how e (s managing. Being a hhvousehuwshbanod s not
an easy job. There aren't enougl of thew avound to
make Ut relaged and ywpportive.

And yet, e copes with Ut all b iy owie ypecial
way. Some days | don't know how e puts wp with
me. | can be so growchy and hovrible. He seems to
toke Ut L his stride. He kinows wihen to Lgnore me
ond wiren to be patient or gentle.

He s really good withv you, always patient, always
tolevant. | wovrry abowt Casyiethvoughh. Shee tends to get
short yhrift a Lot of thee time. Shhe Us at a fristrating age
at present. Just trying us out. And trying fo get owr

attention especially witen u-e've working with yow.
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It's 4 o’clock. My worst time at night. Mind you,
Uf Pwe been reading magazines Ut's worse. Then |
see wllthese children tHhat aren't mine, doing all
sovts of thvings you may wewer do. | think yowr Dad
was a bit down tonight. You had a pretty ovdbiinery
session o the ball and 'm ywre he's tired. | was
soying that I'd Like you to walk by 5 years of age.
He jumped in guickly withv 3. We botlh look at you
oo con’t help smiling. You are so beawtifuwl. We

enjoy having yow, baby or not.
Hope you hawe a wonderful Christmas beauwtiful
baby.

Is it fair that mothers have to give stuff up to work? Here’s
another nail in the coffin of my feminine essence that is so connected
to motherhood. And I gave it up—at least that is what it felt like,
that I had to choose. In fact, I could’ve chosen to believe that
motherhood is motherhood, an individual journey for each woman.
Society suggests you can have one or the other, not both together at
the same time. Looking back, if I'd had the presence and energy, 1
could’ve lived those moments as exactly that.

Talk about the lean-in circles and the controversy around yes or
no. I used to believe that one could have it all, just not all at once.
Now I believe you can have it all—full stop. If you're present and
mindful and live in the now, this is it. It’s everything.

If we're present, we can have it all because that’s what it is. Be
conscious of what you want—thought, words, and action. Enjoy the
small stuff, share the little moments, and keep your eyes on the prize
at the end. Just put that out there and let the universe take care of it.
The prize for me is a joyful life, a life that expresses the very best of
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who I'am. “Life is meant to be a vibrant, deeply felt, growing mosaic

of long, meaningful moments™.®

How lucky am I to have a man with heart who loves and cares
for me? How lucky am I to have a man who is willing to be a witness
in my life and make his life with me? Strack is the kindest most
compassionate bloke I know. And he is such a strong, masculine
person that I often followed his lead.

I let go of my feminine to pursue the ferocious protectiveness of
the masculine. Along the way, I found an easy alignment with striving,
power, control, and leading. It helped that the world works that way.

Wednesday 25t December 1991

Christmas Doy. | vope you ave sound asyleep Like
yowr Big Suter. Amazingly you uent fo bed at /4
fo 10 last night. Perivaps you urere just giving us a
Christmas treat. Or youw may hawe peen saving Ut
for 3 o'clock. | hope you don’t wake yowr sister.

You hawe dowe a Lot in the Lot cowple of u-eeks.
Furstly, you con now grind youwr teeth. They must be
hwrting yow a bit. You'we lhhad guite a few wnsettleo
patches & rubbing yowr gums seems fo help. That
Lowely grinding noise s becoming movre freguent
though as you discower hvow to do it better. At flrnst
Ut seemed Like an achiewement, thew | began to
wonder Uf Ut was anotiver type of selzuwre & witetler |
shoowld be sorry to see Ut appear. You also seem fo vane
stavted a type of seizwre Lnvolving blinking. You

blink a few times i guick succession. Who kivows?
Maybe | read too much into them. Maybe | yhouwlod
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do some movre researchh. | know | will. After +h
holiday season Us ower. We can't fit anothver thving i
at the moment. We are going to be busy with Cassie
going to kinder next year. You will bothh be going to
swlmmiing ano playgrowp too.

Your mugcle strengthv Us Lmproving. When u-e
change yowr nappy n-e do leg exercises to help mowe
the bou-el. At finst u-e could pusiv yowr Legs all oower
the place but now you offer a lot of resistance to
Ut. Even witen you are playing, yowr arms & Llegs
are doing a Lot more. You seem fo be so munciv more
nterested tn what s going on arownd you these
days. You must be able to seetihvings funtiier away too.
You are watching Cassyie dothvings at some distance.

Today yowr Dad got a giggle. | hawen't heard owne
n sueh a Long tHime. | lvope tomorrow brings a few. |
hope you enjoy opening alltihe presents too. | kinow
Santn has been good to youw.

I wonder what the wext 12 montivs will bring.
What will u-e all be doingtien? Will yow be mobile?
| lvope so.

We must take you ywimming in tiee next n-eek.
That does seem to hawe hhelped, plus you enjoy Ut &
so does Casyie.

Bye for now, Lowe Muwm

The always looking forward and always wishing. 'm never
happy with where I am. 'm not present. Looking back, it was too
much thinking and not enough being. But it was what it was. I did
the best I could at the time and used the tools and skills I had.
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I also learned that having the wish and the intent is powerful,
but it’s the action that makes the difference. Don’t just dream it, get
direction and do it.

My dreams are my own, and no one else will own and love them
for me. If T let them slide by, living in the past or the future and doing
nothing about them now, the only person who will care will be me.

nd Jan 199

Anotiver Long night at work. We'we Left Cassie
down at Baulnarring withhMary & tive chvildren. Shee
U having a wonderful time attie Beacl. You had a
Lowely paddle Lntiie ocean yesterday, no doy before.

Yestevday you had the most brilliont day. You
woke at apouwt 10am & started with smiles. You
Adin't go to yleep wntil 1015pm, 12 houwrs awwke.
Most of that time was ypent, ymiling & kicking.
You looked Like you u-ere on fire.

You had an enocrmows clean owt of the bou-el
n the morning and Hhat mwst hawve helped you
feel good foo.

I $pose you' UL hawe a yleepy doy to catelh wp today.

Yow're off to thre hoypital to hawe an awdiometry
test downe. UL be yleeping so yowr Dad will tawke yow.

The stort of a New Year. New hoppes and dreams.
How muwclh will be achiewed?

If today Us any ndicator you will hawve a
fontostic year alread. You had a good day Clhoristmas

Day. Cossyie helped you open all the presents in
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yowr stocking and tee otlers. You enjoyed ripping
wllthhe paper off (with a Little help).

We took Dad (Grandad) down to Hire beach too. He
drowe me down after I'd been wovking. It was sad
at midnight wiren ne wylered the New Year in. |
got wp to kizgs lan & Mary got wp to kiss Les. Dad was
alowe. We dirank a toost to Muwm.

lan helped keep tive mood Light & enthusiastic.
We were playing Scattergories and Pass the Pigs!
Intevesting!

The cycle of life, farewells and hellos. New Year’s Eve is such
an arbitrary way to forge intentions. The best intention I had was
bigger and better. 1 have always been an optimist and believed that
things could only get better. That belief has been tested over and
over; somehow, optimism and resilience keep winning.

And I had to be resilient so often.

Wednesday st February 1992

Jacq, after a ylow few n-eeks youw'we had a great
cowple of days at lagt. Yowr Dad & | uerve really
down, you seemed to hhawne ylwmped a bit, hit a
plateaw. Anyway, the night u-e had flnally volced
these opinions, you decided to wake wp, and Langh.

| mean really good belly chwckles from 0030 t+ilL
0430. Cwte, buwt the tlming was off.
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You were actuwally Lying in the dark, on yowr
own, lLanghing. | got you wp and tried to give you a
drinik. No way! It was all just too funny for words. It
was beoavtifulto heartvoughv. The wewt day you ylept,
of cowrse. But youw seem fo be sorting youwrself owt a
Little, withv one awake day, then one asyleep day.

Yow'we storted back at sywimming again ano
seemed o enjoy Ut Limmensely. | feel sywimming
wUll be of great bewefit to youw.

| took you to physio today. You performeoc u-ell.
The physio was guite pleased with what youw
achiewed. She ypoke of the standing frame again.
We talked about yowr cognitiwe function and |
was pleased yhe agreed, withvouwt prompting, that
you had a Lot of potential and vhvoued significant
signs of deweloping u-ell.

Yowr right side seems to be emerging as yowr
dominant side. While Lying flat you nsist on
twrning yowr head to tiee right 9 +imes out of ten.
We're working on Ut.

The other day | changed yowr nappy and | had
yow bin my arms by thee Lawndiry sinik. | +uwrned ontire
top and you looked straight attive sound. So | wasied
your hands too. You smiled, a simple pleasyure.

Keep at it Jacguwi. | know you can do Ut.

Where does belief come from? Our beliefs are our whys—why
we exist. [ so needed to believe that Jacqui Bree could have a chance
to live a joyful life. But there were more trials ahead.
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Wednesday 18 March 1992

Jacgui, youw'we downe Ut again.

Duyciharged from hoypital at 1100hrs yesterday.

In with? Sttt nerwe palsy due to a viral Dllness
you picked wp from yowr sister.

Cassyie had crowp last Monday & Tuesdoy &
was really siok Wed & Thurs. We had her to tie
dot’s on Twesday & Satwiday. Then yow decided to
come into the act. Casyie’s tewvp was 40.2 Friday
night. You peaked at 39.5 on Satwrday morning.
We browght you ower to tie paed’s on Satwiday and
sive decided Lt was just a viral Ullness, no foeuns. You
storted vomiting almost before yive got owt tive doovr.
You kept that wp +ill lunch time Hhee nwext day. |
roang Anwe back to tell hher you u-ere a Little petter
& told lhev, by the by, that yowr Left eye was twrneo
n, yineethat a.m. Well, e vhovt story Us, you u-ere
adimitted fo hospital o Lnwestigatetive eye & illness.

The eye resolwed by that ewening, so wo CT
scon Hhank goodwness! Houewer, you n-ere Left with
a fewer and you wouldn't drink for ws. So n-e had
to stay another day & keep topping you wp with
Fluids or theey urere going to put a nasogastric tube
down. Well, you just managed to escape all of Hhat.

Youwr Dad & | stoeyed wp withv yow & gawe you
drinks. Becawse | Aot want to leawe yowr bedsice
we botlstayed and took Ut in twrns to yleep. Yowr big
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sister stoyed at Grandad's, mucihto ver delight. She
helped him picktive kids wp from school. Sihe was so
pleased to see you this afterncon, it was beawntifuwl.
Youwr temperature was still wp this afternoon
when u-e bought you hhome bt L' downthis ewening.
Yowr tongue s really revolting and coated. A
job for the toothbruyhv tomorrow. The fluids are
going down better, but the solids are a bit of a
worry as yet. | hope you are having a good yleep
i yowr own bed. | lvope youwr Dad Us too. I'm ywre
Cossyie will be. Shhe ylept for 2 hhowrsthvis pom. wihen
u-e got home, wnwheard of for lher. But at least yire
had lher favowrite tea — flylh & clips!!
| don't know Uf | con stay awalke to talk abouwt
how | feel. It’s hharvd enoughh to docwment tie facts
fonight. | also urent for my interview at Kynefoin
Hoypital. | don't know how | faved wntil Friday. |
wayn't at wll prepared. My hair was still wet too.
While we uere i hoypital withv you trere was
a 6 monthvold boy wiro had a seizwre, Wis fFlrst anod
owly owne. He was definitely a funny-looking-kid.
He was a bit belind dewelopmentally and didn't
foews withvlvis eyes. His mother kept soying thvings to
compare hvim to you and tiren yihe'd say but he’s not
Hhiat bad. Meaning, not as bad as yow. Then yire asks
owtright “Is yire retarded?”’ | said “No” Lmmediately.
People Like to classify otivers binto variows acceptable
boyes & sometimes Ut just doesn't work.
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Needless to sy Hhat hurt.
It waus diffiewlt to sit and watch you Lying tHhere
doing yowr best to frighten me to deatih.

As I read through the journal entries, I am amazed at how much
P've forgotten. How many times Jacqui scared us to death, thinking
we would lose her ... the emotional roller coaster of health and life.
No wonder I developed resilience, no wonder I shoved the emotions
down deep, clapped the lid on, and let them fester.

We like to label people, find a box that explains the differences
rather than the things we have in common. Why is that? What
frightens us about difference? I can read in my words that my
judgement of the little boy was just as immediate as his mother’s
judgement of Jacqui. Resist, resist, resist.

Some people have no social filter; at the time, I was one such
person. Nowadays, compassion and the shared human experience
are how [ aim to live.

It’s so much better to focus on strengths, how you do well, and
how positive you are. Where the focus goes, attention flows. If you
focus on the positive and strengths, that’s what you’ll find. If you focus
on the weaknesses and the negative, that dark cloud will follow you
around. The doom and gloom prophecies become self-fulfilling ones.

I'm living proof that focusing on the positive works. I've so much
more positive in my life now, and I'm surrounded by so many more
positive people. I really notice when I go into a room or situation
where people are stuck or negative.

I started with the Silva method. The science of it got me going;
the evidence seemed much less namby-pamby than other things. It
gave me a framework and practical exercises to switch me out of the
old way, and that’s what I needed at the time.
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As you can tell from the last entry | was
pretty tived. | kept dropping off to yleep. After
that doy yowr Dad come down withvthe same bug
o diwrrivoea too. He's mostly ower it, but really
wayhed owt and e has no energy. It glwes ws some
wnderstonding of how you wmust feel. You seem
fotwlly exhoawsted. Last night theere was a sparkle
of yowr former self retwrning. Unfortunately, ot
storted at 2100hrs & went to the u-ee small howrs.
Dad soid you were as bright as a button this a.m.

At least at the moment yowr selzwres hawne
decreased back to wery few. While yow had
a temperature yow uere having them guite
fregquently. lan & | feaved you would hawe o go
back on medication. We urere dreading Hhat. You'we
made yo much progress lately that doping you
owt on medication wouwld hawe seemed a really
backword step.

We hawe to see thre newrologist +his neek so
hopefwlly you'll stoy well & relatively selizwre
free.

I showle find owt today Uf | gottie job at Kywneton.
If o, Lt will mean a bit of messing arownd wntil u-e
get a rowtine going.

It’s going to mean a few trips wp & down the
highway buwt at present (t's nwecessary. | don't really
want to go; I'd prefer to sty at Swwbwry but | don't

hawe enounglhv guaranteed work at present.
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It may mean getting Judy in movre often to lhelp
yowr Dad withh physio for yow. | know Uf ne just
persist you will achiewe major +hings.

We can't velp Loving you so muci. | ypeak for youwr
Dad, ‘cos his Lowe for you Us obviows in ewerythving
ve does for you. He gets an excellent response from
you foo. When | hold you, you are so beauwtifuwl and
endearing | con't help sgueezing you L close. Yowr
hair Us getting long but not guite Long enough to
not stick wp. 'L hawe to stort putting a fouwntain
. Not that | think youw could look any cuter at
present. Yowr molarvs ave a bit ylow to come down
properly, | hope it lhelps with chewing wihen they
do. Yowr eyelasies are as Long as Casyie's. It doesn't
seem fair for you bothvto hawe threm. Usnally only
Little boys hawe Hire Long eyelasires. Yowr eyes seem

greeveer than wsual at present pecounse you are so
pale. You'we Lost a stack of ueight too. 'Ll havwe to
twke you to the healtlhh centre soon to check.

Life goes on in aseries of days and nights, of dreams and practicalities.

n th
Jacgui, | just hawe to record a small ewent today.
| was hanging owt tie washing on e Line. You

were bin yowr pugirer withh 2 dolls i front of you &
feeling good. Asl watched, youwtilted yowr head down
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slowly to look at yowr right hand. You watched it for
a momentthen began to mowe Lt wp to yowr mowt. It
fook a few tries but you made it. Then a few deliciouns
suweks took place followed by a delighted smile of
achiewement!

| couldn’t velp but be prowd of yow. Movre & more
we can notice Limpronwement ik Yowr pown-ers of
concentration and nterest in things happening
arvound you. You are not yet ready for the standing
frome but ne're working on Ut. We need to try &
do movre physio but e seem to ruwn owt of time.
Cassie & kinder keep ws buwsy. Swimming lessons
Fov botlv of you, playgrowp to name a few. Eaclh doy
of yowr Uife Us different. How Long & wiren you will
yleep changes constantly. So u-e find it difficwlt to
work a physio session arownd witen I'm working.
I will be working movre too, wery soon. We neeo
the flnanclal swpport but u-e could do with some
extra time somewihere along the Line.

We are all having 10 days off, wp +iLL Easter.
Boy! Do u-e need Ut!

You'we been wp at night with wew molars coming
throuwgh. You seem to be having more trowble Hoan
Cassie did. It may alyo be that I'we just forgotten.
It’s difftewlt for youw as yow are wnable to put

somethving in yowr mowth to grind yowr gums on.

You hawe to rely on yelling at ws to do something
abouwt Ut. Sometimes u-e're a bit slow!
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Hope youw're move settled wiren | get howme. Youwr
Dad said were pretty growchy wien | rang. Keep

working at vt Jacq.

There is this constant need to keep working, to not accept
anything less than total commitment, regardless of what is going
on. The drive to get things done and work hard to get results comes
from my working-class background. Things were a struggle, and
getting stuff was the reward.

Brendon Burchard, one of my favourite people, asked, “Isn’t a
better life worth the struggle?” Hell yes.

Reading and thinking about the younger me, I was broken and
trying so hard to do it all on my own with just Strack. The single-
minded focus kept me going, but the drive to do threw me off track
for living in the moment. My head was down and buried in work,
which meant I had no idea where I was going.

Now I'm more mindful, practising the joy of the moment,
practising to live as I mean to, expressing the very best of who I can be:
creative, bold, and mindful. Practising my interactions with others;
being caring, connected, and inspiring; staying curious, authentic,
and thorough—all this because these traits were part of my success.
And always learning. That makes me sound like an enlightened
paragon of virtue, which I am not (though I am working on that!).

Thursd (23 199

Jacgui, 5 new teeth in one nreek, naturally Hhat
w-eek hhad to be owr holiday. What a disaster from go
fo whon. After a 10 howr trip ure arrived at 10pm. 2
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days of getting you back on track & owve of tiee othrer
kids got a virws, a wery nasty one with potentially
fatol problems for you so ue packed wp on day 3 &
Left. You vomited alltive way to Wodonga. Clhristened
the new car beantifully! You had a few bad days & a
few good days. It Us wery restricting. Casyie seemed to
hawe a good time. Slie propably enjoyed tive holiday
the most. But as long as vhe Lyt at home ghe's
happy.

Swrprisingly, yvihre was glad to get lhvome finally
anol tolol us g0 L no wneertain terms. Some days |
feel Like telling hher to just stop talking, yire nears
me owt witlv her congtant guestions and chatter.
She s so interested and Lnvolwed ik the worlad
avownd e,

| was L bed today after night duty. Cassie had
woken me wp a half lvowr earlier to tell me to get
wp for luwnch. | explained | wos yleeping. Anyway |
listening to thre muted sownds of Casyie. Now threre
Us contradiction in terms! She was Langhving and
tawlking ov yhould | say showting, yixteen to the
dozewn, and Hat was thwowgh 2 closed doors. It was
a beavtifuwl, joyous moment, Life and cavefree seem
appropriate. Yet ewen that tHrought was tinged
wit sadneess as | wonedered will | ewer hear Hiose
soruwnds from you? Willthere be a day | con secrvetly
smile o myself becawnse you chat yo fasgt ot Lowd
or Langlh o wnrestrainedly. | lvope so my darling.
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You uere in the peanbag tonight with yowr
Sesame Street frome L front of you. You un-ere
actuwlly watching them and occasionally Witting
tHhem with yowr hands. You seemed to think you
were pretty clewer. Life Us more interesting to you
of late, a definite lmprowement. We lhhawe to seetie
wewrologt tomorrow, maybe a few decisions to be
made. Bye my Lowely girl. Hope you hawe a great
day tomorrow.

Every joyous moment underwritten with regret, disappointment,
and fear.

We had the beautiful balance of Cassi being so joyous and free.

So clever, so alive, and so determined to do things her way. Actually,

both of my girls were stubborn now that I think about it. They must
take after their dad.

Near enough is not good enough when you're dealing with life,
but maybe it’s okay for other stuff. Maybe I didn’t have to be so
driven. Where would I be, who would I be if I'd stayed still, accepted

matters, and remained obedient?

dnesd ot 199

Epilim doesi’t seem o be helping munci. You are
st havving as many seizwres as before. | don'tHhink
you ave achieving any great strokes of advancement
euthier as yet. Basically no clhhange of note.

The physio growp session talked abpowt you. Results,
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w-ell they'we decided you're “athetoid”’ type. Yowr
muscles at e end of tiee Line Like vands and feet
work n-ell bwt tive interim ownes Like arms, Legs anol
neck don't hawe enoughh towe.

According to the physio “statistically’ prognosis
For physical dewelopment Us poor. Youw will probably

nwewer wawlk wnaided. Mentally youw may be wery
wlert and brighht. | couwld’we told tivem tHhat already.

Labels and judgements and perceptions—all battles to be fought
every day to be the person you want to be; to do the things you want
to do. Social norms of conformity and boxes is the alternative, always
boxes. It pisses me off reading this again. So busy putting people in
boxes instead of working with individuals. Looking back, I realise
that the physio was probably a first-year practitioner and doing her
best with a busy workload. Unfortunately, the experience coloured
my views on physiotherapy and physiotherapists for a long time.

I wonder now whether Jacqui could sense all the angels around
Dad, all the special people in our lives: Mum, Nanas, and Granddads?
Did she know they were all there to love her and us?

I've had some experiences in the last few years that lead me
to believe the world of now and the world of later are closer than
we think. If we're open to it, we can feel these things occasionally.
Especially after meditation or when I am really home in the here
and now, I can feel them around me. The messages can be pretty
strong. There are lots of ways of being: clairvoyant (clear seeing),
clairaudient (clear hearing), and clairsentient (clear knowing) are just
a few. I'm clairsentient. I just know things, and sometimes there is

no real reason why. Most of this is recognition of patterns and the
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subconscious pops up with the answer once the conscious mind is
relaxed. I've slowly learned to trust this gift.

e T ——

The lessons I learned about myself and the world that I realised
then—and that I realise now—mean a lot of different things.

People seck power over others for a lot of reasons, but others can
control your fate and your future only if you let them.

Lesson: lots of people are scared of those who outshine them,
those who show up their own failings or lack of motivation. So I say
bugger that, keep shining, get out there, and live the life you want.
Don’t wait. Don’t be a victim or a martyr. It’s not nearly as much fun
as living the life you want; I know: I've been both and, even now,
I can slip into martyrdom from time to time. The thing that pulls
me back? My life belongs to me. Everything I think, feel, do, and

believe matters—and that’s what counts.

Your dreams are your own and no one else will own and love them

for you.

Lesson: dream big and then be it and do it, whatever that dream
is. Even those you love and who love you and want you to have your
dreams can’t make it happen if you don’t believe in yourself and do
it. Don’t be contained by other people’s small thinking, don’t let
them put you into a box.

It can feel so much easier to live a small life, a life without
purpose or direction—to leave the choice of the life you lead to
someone else. To live in someone else’s future rather than your here
and now. Or to think you’ll follow your dream in a couple of years,
when the kids are grown or when you've paid off your house, or
when something else monumental happens. Just freaking get on
with it. You will never know if you don’t start. It’s always worth the
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struggle to follow your dream. Always. Anything worth having and
being is worth working for. It teaches you so much about yourself.

S —

Someone asked me the other day what my one word was. Great
question! I'd been speaking about what I do and why I do it. She
asked whether it was resilience. When 1 thought about it, I said that
it had been resilience, but now it was gratitude. 1 am so incredibly
grateful for all that has happened in my life, for all the people in my
life. And that gratitude brings me so much joy.

What's your one word? What's the cornerstone word of your life?
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Chapter 3

T he road of trials continues, and we battle more ogres and

dragons, some from unexpected quarters. “The one thing
worse than being told that your child has a disability is being
told that nothing can be done”.

I read this a while back on the website of the Grow Foundation
for kids', and it landed in my heart with a boom. This is exactly how
Strack and I felt with the bucketloads of pessimistic answers we got
about Jacqui’s life from conventional medicine. When we questioned
their opinions, most people became uncomfortable.

Patience was never really a problem for me when I was a child.
Even as a young adult, I was fine waiting. Drifting was okay, doing
things as they came along, going spontaneously from one thing to
another. Once Jacqui’s disabilities began to manifest, I found that
my sense of urgency, my patience for inaction ran out.

This is why I get impatient with people who are marking time
and not reaching for the possible, let alone the impossible. Apathy
fills me with frustration. Near enough is not good enough. Mediocre
is the death of life for me. It doesn’t have to be perfect, but it can’t
be nothing.

After two years of heart-wrenching searching, we found a
programme that gave us hope. We dived into it 24 hours a day, 365
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days of the year. This was the Institutes for the Achievement of Human
Potential (IAHP) founded by Glen Doman and Carl Delacarto in
1955. The Institutes is a group of non-profit institutes whose work in
child brain development has created programmes to help brain-injured
children achieve wellness and well children achieve excellence through
individual sensory, motor, and nutritional programmes.

We were lucky enough to have an office of the programme
in Victoria only about two hours away from home. The Grow
Foundation for kids is working to get the programme back to
Australia so it can be available for more hurt kids.

The Institutes for the Achievement of Human Potential (IAHP)

In 2015, the IAHP celebrated six decades of work in the field of
child brain development. “Sixty years ago there were no child brain
developmentalists. It was thought that once the brain was injured
there was no remedy. Brain-injured people were often medicated,
warehoused and sometimes — forgotten. For sixty years The Institutes
for the Achievement of Human Potential have been teaching that
brain growth and development are a dynamic ever-changing process
that can been speeded and enhanced by stimulation and opportunity.
Thousands of parents the world over have learned, when they come
to The Institutes, that “The brain grows by use. The hottest word
in neurophysiology today is ‘neuroplasticity.’ It’s a wonderful new
word. It means “The brain grows by use’”.”

How does cutting-edge work get to be mainstream? When does
the body of evidence convince us to adopt new approaches?

Think about Schemmelweiss and his handwashing. It took
eighty years and then some before this simple behavioural change
was taken seriously and began to save lives. So maybe sixty years to
recognise work is about par for the course.

Why do some of us resist change so strongly? Birthing Jacqui
gave me a reason to change, an imperative, a life—and-death scenario.
No contest. Yet even though I love change and love helping others
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through change, there are parts of me that don’t want to change.
These are the parts that tend to hide deep inside, the parts that say
you're not enough. Get over it, get on with it. Think about it: it’s not
true. Feel it: it’s not true. You're living proof that you are enough—
just ask anyone other than yourself.

One of my favourite ways to think about change is from brothers
Chip and Dan Heath. Their ideas were introduced to me by one
of my dearest mentors and friends, Dr Cathy Balding. The Heaths
wrote, Switch — How to change things when change is hard.> They talk
about the rider, elephant, and path. Rider is the logical, elephant is
the emotional, and path is the process. If you can direct the rider,
engage the elephant, and clear the path, change is not only achieved,
but also more likely to be sustainable.

The only part of that model that is missing for me is the body,
the energy, the mindfulness. You need to connect that. If you help
people be present and feel what change and success is like (and

practice this), the change can be sustained even longer.

Thursday 3™ September 1992

Jacguwi, yowr Dad will be really agro. He's gone
fo twke you to ywimming at the hoypitwl and he’s
Left yowr togs at home and his! He hasilt rung abowt
them yet. | hvope they work out some way to hawve
a ywim. It's suelv a Long way.

We made a major decision concerning you
yestevday. We visited tive Australion College fortie
Dewelopment of Huwman Potential. We ave going to
try a wew type of prograwvme o see Uf ure can get you
walking and tolking.
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You hawe svhown so wmuwchh interest and
enthuwsiasm for thee world latterly tHhat we are
filled withh thvis sense of wrgency. Ewnery doy Hhat
we don't help you means you hawe wasted a doy,
and, t's anotier day to cateh wp.

This prograomme souwnds really promising ‘cos Ut
emphasis and approaciv seem to be positive. They
will try to get you “unell”’, make you cateh wp to
other kids and get into “normal’ mode. Yowr Dad
ond | are excited and hopefwl. 'm sending tive
form L today. Flngers crossed that Ut won't twke too
long to get an appointment.

Fotler's Day on Suwnday so I'd better head down
the street to get yomething for dear ol Dad and
Grondad too.

The whole philosophy of the IAHP was that these kids were hurt
and we could make them well. They put the kids front and centre,
and they poured everything into them that they could. Filling them
with conscious stimulation that they missed out on because their
physical and neural pathways didn’t stream properly.

Thursday 17* September 1992

Jacguwi Bree, in 2 montis u-e'll be atthve lnstitute
learning hhow to get you u-ell. We'we only spoken to a
few people so far butthey all seem keen to lhelp. It's
almost as Uf ewerybody was waiting for ws to discower
this cowrse of action.
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We needed volunteers, allies to help us with the programme. We
had a twenty-four hour, seven days per week roster to fill, and it was
a lesson for us. So many people—including family and friends we
thought we could count on—stepped away from us, and so many
strangers appeared in our lives and became lifelong friends.

We had a sad day yesterday. S aged 4, died at
0400 o Monday 147 September. S was a Little boy
wery much bike yow. He had been born prematwrely
and had a few setbacks early on leaving him withv
cerebral palsyy. Ontive night ve diied e apparently
choked on some muwewns and iy atrway obstructed.
They said he wouwldn't hawe woken wp, just kept
yleeping.

I think this is wishful thinking and kindness on the part of the
medicos. It is also a warning and a practice for us.

It s all wery close to howme. Becawnse yowr
behaviowr was so Like his Ut frightened me a
lot. | wanted to rusv owt and buy you a bedroom
monitor or an apnoea mattress, anytiving to stop

Ut happening. | couwldn't timagine Life withvout
yow. Then in the wext breatihv | think of deypite
the tragedy of loying him how lucky they ave that
e s safe and thvey no Longer hhawe to wovry abowt
him ov plan what has to happen witen ey die.
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How easily I conceptualised losing a child at that point. My
child was still with me, and I couldn’t imagine a life without her. It

is so much easier in theory.

| swppose that s the 2% biggest worry abowt
yow. No 1 s will you be happy, as happy as you
could possibly be? WilL Life giwe you joys movre Hran
sorrows? Anol no 2 what will happen to you wihen
yowr Dad and | are dead and gone? Thee best ansu-er
would bethat you don’t need ws. That you are totally
ndependent, married with kids of yowr own. At
worst | hope ue hawe you flnancially set so that
you con hawe a hhouse or Lifestyle wihich swits yow.
Maybe Cassyie will be Lnvolwed. | can’t say. Shhe Lowes
you dearly and gines you cuddles and kisses evwen
Uf no owne Us watthing. She still asks me guestions
why youw are different from otheer chvildren bt yive
seemws fo be getting Ut straight in lver mined now.

| must twke a leaf from her book and talk abowt
when youw walk and wihen you stowt twlking anod
when you go to kinder ete. Ingtead of wmy trying to
ploy Ut down and soy maype.

Pwe had Lots of cuddles with you tHhese past few
days as 'we been on holidays from Swwbwry but not
from Kyweton. 'm trying fo twke some of the work
from yowr Dad to giwe im a rest bt also 'm +rying
to get to know you better. You reserwe youwr best smiles
and faces for yowr Dad. Ewery time he ypeaks you

cravee your neck to see wirere e (s. | Lowe o watcl
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the two of you together. That relationyhip s so
preciouns. He can be so gentle with yowu, or teaying,
ov roughh and youw respond so u-ell to each mood. To
be hownest | feel a Little jealows sometimes. You do
respond to me but not as nell. | dow't do the roughh
and tuwmble as n-ell as yowr Dadl.

Poor old Dad. | giwe him hell yet e s so good
o me. | know I'we been rotten and bitchy at the
moment, PMT, but | can't help myself. | know he
wants to make Lowe but | can’t bring myself to be
enthusiastic. A large port s a fear of an wnplonned
pregnoancy, another port Us exhoauwstion, anotiver
Adssatisfaction withe wmy body, U fitwness and
condition, no privacy, a few snatched minuwtes Us
wll ure get togetier. | often think of him wien 'm
owoy from him and | Lowe i cuddiles and Lowe vim
to towch me. | guess | would still Like Ut move Uf e
told me e Lowed me occasionally. | hhawe no dowht
that e does for me and youw girls, but you know me,
words hhawe that maglic and there's nothing Like
hearing yowr proises sung ower and ower.

Today | will be better. We hawe a Lot to do before
we get you started on this wew programme. Youwr
Dad and | both feel really positine abowt Ut. We just
kiow you are going to do yo well Hhat you'll vhow
ewerybooy!

As Long as | sty envployed u-e’ll be Langhing.
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You hawe been off the Ceclor for abowt a neek
wow. | wearly started you on anotirer Lot on Monday
but decided againsgt t. We gawe youw another 12
hours and you did u-ell. You're off tire Ventolin as
w-ell. To try and lhelp get yowr ears cleaved wp ure'we
got you on Bactrim 2mlat night and Demazin. Yowr
eors hawe a fair bit of fluid in them apparently.
| must do yome reading wp on ENT. I'd better write
some pearls of wisdlom fovr Cassie wow or I'UL be L

trowble. Hope you are sownd ayleep my dayvling.

We get sucker-punched with the whole sex thing. It’s only
recently that I've spent some time thinking and being different with
this part of my life: conscious loving as a part of a conscious life.
Wow, what we’ve been missing! There’s another book to write just
there. The work of Janet McGeever and Gene Thomson is brilliant
and has renewed our joy for lovemaking no end.*

Suffice to say that, at this point, lack of emotional awareness,
physical difficulties, and cultural expectations all keep knocking off
the self-esteem and adding to the ’'m-not-enough pile.

Tuesday 27 October 1992

| stowt this entry withv more sad wews. Grandma
died on 19" October 1992 at her home. Accovding
to tiee doctor yire suffered a heart attnck and died
wery guickly. Shhe was still on the conch in her
dvessying gown.
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Yowr Dad Us still really sad. He expected ver to
go on for another 20 years. Shhe was 72, but Ut always
swrprised people to kinow hher age because yhe acted
10 years younger. She was wery independent and
maintained an actiwe nterest L many Hhings. |
thinwk Ut will be hord on yowr Auwnty Bavbora. Shee
spent a good deal of time helping her, babysitHing
ete. Yowr Dad and | feel a bit jinxed, as Hrowgh
each time ne think we'we made a forward step
sometihving comes along to kinocok ws dowin again.

It still feels wnreal at tive moment. Sunday 1.8
Gronduwna wos porrtying on withhalltive othver rels at
howe for yowr biuthday and yowr Dad’s. Shhe Left
bright and chatty withh Mel and, Grandad.

Youwr Dad feels a bit cheated oo | guess. He mewer
had a chhance to prepare ov say Goodbye as ne did
with Nana. | Hhvink Casyie Us stoarting to thvink Hat
a “Deati’ happens ewnery n-eek.

| hear her playing gaomes withiver dotllies saying
this one hasyi't got a muwm or dad pecawnse threy're
dead! Deatlh Us a pavt of Life but at thve moment ne
seem o hhanwe movre than owr fair share.

In one way | $pose you coan soy Grandma Us going to
help ewen movre thvan vie could hhawe coming wp for

yowr prograwame. Hopefuwlly yowr Dad will be able
fo put some mowney asioe for yow girls fortie future.

| think, in fact | know, ue wouwld rather hhawe
Growdwma withe ws. But, yire was lucky. She died
guickly, Living Life to tive full right wp to tiee end.
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| can’t help but compare Nana's Long, slow,
poainfuwl bottle ower 12 agoniying montivs Hat Left
her a yihell, a mere whisper of her former self. It
browght back a Lot of memories, huurtfuwl ones mostly.
Enouglv on thee past. The present Us you are siok
again! Another virws — non-ypecific. We urere

Just getting wsed to you being langhing and u-ell.

Owly a few ureeks +ill we stoavt yowr programme. We
awlready hawe abouwt 45 volunteers to lhelp. We are
both anxiows Hhat it gets off to a good positiwe stant
so ue'd Like you to pe n-ell Hhanks!

Is it any wonder we closed ranks? People kept dying all around us,
people we loved and people we had counted on. And what a childhood
for Cassi and Jacqui; they saw the cycle of life and death so frequently.

Friday 6* November 1992

Jacgui, yesterday you did a plodle Lntive potty!
It was more Lok tHhan management. You had a
bladider wp to yowr eyeballs so ne dagyhed and
grabbed e potty and plowked you on. Welltle Looks
you gawe ws sald “Hey you guys what am | ywpposed
to do now?”’ You looked amazed and bemused. We
had to pad the seat a bit for yowr ykinnyg bottom.

Hourewer, you managed a big piddle and n-e cleered
and vooted. That gawe you a big swmile.

&2



Z;’mmﬁ&% Qkile @/L&mm&%

What is it about parents that we get so excited about the bodily
functions of our children? It’s a kind of rite of passage. Our kids must

think we are crazy sometimes.

Sunday 15 November 1992

Well Jacguwi, here ue are!l At the Awstralion
College forthe Achiewement of Human Potential,
Healesvitle. You, of cowrse, are sound agleep.
Natuwrolly some of tive tests cowldn't be downe.

Already thiere hawe been a few eye opewners.
There s more concern abouwt yowr eyesight than n-e
had anticipated. We haven't had to wait all Hhat
Long so far. Houewer, I'LL bring a book tomorrow and
some munchies. Owly 2 more rouwnds to go. Yowr Dad
U writing a letter to his Uncle Willy in Scotland
ahowt Grovndwma doying.

We, ov at least | hhavne pinned a Lot of hope
on this programme. | want nothing less for you
than to be normal. | want to see you ruwn, lLanghing
oo talking into sciool. | want to see you grow wp
happy, experiencing ewerytiving i Life. Getting
mavried and hhaving chvildren of yowr own.

| don't think I'm agyking too muwch. | ayk the
seme for Casyie. | vope yhve Lyt runining Grandad
ragged. He looked pretty tirved witen u-e got to tie
covonvon this afternoon. Of cowrse he had already
put the anwnexe wp by himgelf. Or rather, with

Cossie’s help.
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Name a mother would not want exactly the same thing for her
child—to be normal. Looking back, “normal” was a more innocent
wish. Underneath that wish was a wish for the freedom to choose, the
physical, mental, emotional, financial, and social freedom to choose.

That’s what drives me now to get the message of conscious
confidence out. To give people the chance to realise they are enough.
They do have the confidence to choose the life that expresses the
very best of who they can be. And kids, let them choose what they
want to do with their lives. I see so many people channelling kids
into boxes for their future. Support their natural inclinations to
learn, but leave their dreams to them. You have your own life to
dream; don’t force them to live yours.

Thursday 19t November 1992

Well Jacq. Finally, ue know what you hawe,
oand coincidently what you hawe not.

You hawe a PROFOUND, DIFFUSE, BILATERAL,
BRAIN INJURY TO THE CORTEX, THE MIDBRAIN AND
THE PONS! It’s a mowtivfuwl, but at least ure kinow Lt.

In thee same breativ, ure kivow hhow to fix Lt The
lnstitutes fortive Achiewement of Human Potential,
Healesville, VIC, AUST hawe tire programme to do it
ond ure avetie family wivo can do it. What's Left of
ws anywoy! It Us going to be hhard, diffiewlt, +iring,
agoniying, time-consuwming buwt t will work.

| want nothving Less Hhan to see you run Langhing
and yelling into sehhool after Cassyie withh nobody
noticing you ewer had a brain tnjuwry. | know you

hawe Ut i you. And 'm suvre uee’ UL fFind Ut bn ours elbnes

somewhere to lhelp you as muclh as you will need.
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Cassie wos really excited wihen ne told her n-e
could make your head better. She ghouted “Yes”,
“Yes” and “Yes”. She wants to lhelp and learn to read
alongside you.

I caon see yowr Groandod s still a Uittle
apprehensine but he's getting conght wp in the
emotional possyibility that you might be made
well. | digecowered fonight that L hvis owin way he
describes you as epileptic and retarded.

Words wihhich hvovrified me and | had to be
coveful not to be angry. But the anger guickly
passed becounse now | could say to hvim guite calmly
but forcefuwlly. “Now, you can tellthem yvive's brain
njuwred.”

We are armed to tire back teetv and now u-e hawe
to go owt and fight for you in the big bad world.

AlLL Ut twkes s Lowe and we all hawe Hhat for you.
Sleep peacefwlly wmy Lowe for tomorrow you hegin

the Long, lhave road to u-ellness. We can’t and won't
rest wntil you are better.
Talk to you soon. Mwm

We learned to fight, sometimes out in the open and sometimes

in the dark. Once we found our cause, we armed ourselves to the
teeth and chased the dream—the dream of a life fulfilled at its
highest potential. I turned anger into passion and resilience, and

we devoted ourselves to not only keeping Jacqui alive, but also to

helping her learn and grow like her sister.
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We were fighting time. Every moment was precious, but we were
gathering a small army of allies, people who were prepared to help
us fight the ogres and dragons ... even if they didn’t really know
what they were.

1st ber 1

Jacq, Cossie opened the flrst box on the adwent
cwlendar today. Hopefuwlly, wext year you will be
wble to help ver open Ut In fact, you might ewen want
owne youwrself. 'Ll buy you 10 Uf you ayk for them.

If they arve able, what parent wouwld not give
their child anytiving thhey wanted? In fact, even
Uf thhey ave not able, a pavent will find a way.

Yesterday ue stovted on tive Programme from Hre
Institutes for tive Achiewement of Human Potential.
You did reasonably nell. Exen stoyed awnke most of
the tHime you were ywpposed fo. Today, honewer, you
were wnipsell. Temvperatuwre 38.6, ynuffly and growchy
and yleepy. We didil’t get as muclv of tive programme
downe as ure ought but Ut was owly youwr second day.

The programme s pretty full. We hawe to staurt
yow at 7 and youw aren't dowe +ilL 8.30-9. At Least
Hrat’s e plan. | don’t Hhink youw'we read tHiie rules
yet as youw didn't play fair last night. You had
niggly teetlv and stayed wp +ill midnight.

[ veally feel positiwe about this programeme. |
com sense Ut Us going to do youw a lot of good. It has
kept ws really buwsy already.
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So much optimism, so much hope. Trusting it because it
feels right; the logic fits, and it gives us something to do. Just do
something, anything!

Saturday 5t December 1992

Jacguwi, tonight you are exirhausted. Today you
were all go-go-go! | Left you souwnd ayleep on yowr
mattress on Casyie's floov. Shhe Lyt Lin ver room yire’s
at Grondad’s. Sie’ll be going to a work Christmas
do withh Mel.

You did really u-ell on yowr Programme todoy.
Day 6 and already making progress.

It was a good day all avouwnd as you stayed awake
the wirole time.

You finally crayhed abowt 2015 s and
couldi’t ewen manage yowr lagt bottle.

It's hawd +rying to juggle yowr meals ano drinks.
You hawe to be constantly aware of protein and fluios
as uwell as nuwtrients and fat content, efe, efe, etfe.

We lvawe just a Little bit move to do and n-e'll be
fully set wp for youw. Today you did a big pooiv with
minimal assistonce and no enema! Amazing or a

Fluwke? Time will tell. Yowr diet Us better already.

Some people are twrning owt to be really good
friends. They are managing to come back fwice intie
one pureek. Hopefully by tie end of newt u-eek n-e will
hawe giwen the ypiel of tive prograwvime to everybody
ol ne' UL be able to get down to serious business.
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This is how I honed my project and change management skills
and learned how to organise, teach, and negotiate. Learning to form
teams, juggle the programme elements, tell the story, and keep it all
together. And once you find out there’s a way to do it, you build
your capability, own it, and get creative. These actions make the
process yours.

In recent times, I recognised what Brendon Burchard teaches:
that there is a process for doing things, a methodology that makes it
easier, less overwhelming. And you can concentrate on the journey
when the path and the signposts are there for you to follow.

Yowr Dad hvas Wiglvgoals for you too. Tonight wiren
| yaid | can’t walt to see you Llearn to read his reply
was “soceer!” Huld | sald and Hhren e explained
e wanted both lhis girls L tive backyard playing
soceer witlv hvim. That means you Jacguwi wouwld be
able to rum, yell, coordinate and ewerytiving.

Yowr Dad’s goals ave tie same as mine. At least

n tlre main.

Steep urell my darling for towmorrow s Day 7.

Having goals is so important—writing them down and sharing
them makes them real, gives us hope and direction. If we don’t
dream, we die. Sometimes it takes us a lifetime, but we still die
without realising our dreams.

According to Leonie Dawson, 80 per cent of people don’t set
goals.

I know, I know. All the coaches reading this are throwing up
their hands in horror. But wait, there’s more: of those who do set
goals 16 per cent think of their goals but don’t write them down; 4
per cent write them down but don’t regularly review them; and only
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1 per cent actually write them down and review them regularly. The
1 per cent of people who do so are the top achievers in the world.”

Without getting into the whole “what does success mean to
you?” and “top achievers of what?”, write your goals down or draw
them or cut out pictures or make a clay model of them—whatever
works for you.

D've seen this work over and over, not just for myself, but also for
lots of others. Dream big,.

It’s like the magic of journaling: once you put it on the page,
is a different story. Journaling helps you clarify your thoughts,
feelings, and beliefs. It brings your stories to life. It gives your dreams
a chance to happen.

Sunday 13t December 1992

Day 14 coming wp. Day 13 was fairly flat, a
bit of a disaster. It was 31°C and you lovked hot. We
bavrely sow yowr eyes today, | mean yesterday. You
managed to yleep throuwgh most of tiee sessions.

'l hawe to make you some knee pads | thvink,
‘cos youwr Little bony knees ave getting a bit red and
worn owt with patterning.

I'm ywre once people relax they will be more
gentle with yow. Yowr Dad and | are getting guite
comfortable with Ut The days are busy but mostly
rewarobing.

| Lowe to see the way you react to the different

people wivo come Lin. You'we had some good days in
thee last fortnight, plenty of yamiles and giggles. Also
some not so good ownes, yleepy, growchy and yucoky.
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It Us stilL goring to tavke +ime to get tire Programme
fo e a totwl way of Life.

We hawe to ypend more time touwching,
massaging and tickling. We weed to brughv yowr
hair movre often | think as n-ell.

The Incline Plane s a bit of a duwd at present.
We hawe to refine the prograowmeme. For a stort wne
hawe to hawe owly 1 person encouwraging you. Next,
the really bright Light. Maybe? Not swre Uf you
ave having a tired dey do ne just Leawe you or do
we tickle and cajole and hope you'll feel Like it
another day.

| had to defend yowr right to be ontle programme
the otler day. One of the yurgeons, the Paediatric
one was rwbbiyihving tive Doman -Delacarto. He soon
changed his tuwne witen | stoarvted o ansuser back
withh some kivowledge. As Ut +wirns owt e didn’t
ewen kivow who rantive place or what sovt of people/
staff there u-ere tere.

But e was instantly prepaved to rubbisivtivem.

This is many people’s reaction to things outside the norm.
Rubbish them (judgement) and you won’t show your ignorance.
People won't take your power or realise that you don’t have the
answer for everything.
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Notuwrally e ayked Uf | had seen his cronies at
tiee hoypital. | was able to say “Yes”, all of theem and
not owne of them any help at wll. After going tirere
weekly yincee vive was 5 montivs old, yhe lhas macde
nwo progress what so ewer.

Being back in theatre s not too bad. 'm a bit
fwmbling and slow, but t's coming back.

We'll lvawe to ring thee lnstitute and see wivat
we can do abowt you yliding down tHat lncline. |
think Ut's getting a bit owt of gear. Onwly one person
vhowld be encowraging and going by wiat was sato
andl what Us written Ut Us a bit confusing. Basically
w-e want you to stowt crawling.

I heard a rumowr today Hrat yowr Dad was a
wonderfuwl person. A patient, kind and Loving sowl.
Mind you e had already known that for some
time. He s managing really well at thhe moment
except for peing tired, tired and tired.

The aunction of Grandma’s house was a flzzer
yesterday so that Us stiull on his mind too.

And Christmas, what con | soy! The Festiwe
Season Us wpon ws Lin wll Uts manic intensity. | flguwre

once Ut's oower, Life might go a bit easier.

How many times did I wish for a normal life, a quiet life, an

easy life? None of that fits the definition of remarkable. Jacqui’s

paediatrician used to say after every exciting or dramatic event in

Jacqui’s life that she wished for us to have a really boring time for a
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while. And I would say yes please to that! And then we would look

at Jacqui and wonder what the next thing she had up her sleeve was.

Now I say, “Ditch boring and bring on excitement, change, life,

love, and joy. And lots of laughter, lots and lots.” And this can be

a quiet life. ’'m not convinced on the normal and easy bit though.

Life is too freaking short to waste doing things over and over, unless

that’s what floats your boat.

Tuesday 12t January 1993

Jacq, you storted Week 7 of yowr prograwvme
yesterday. Out of 15 inclines youw nent 1.0 metre
on 14 of thew. About 2/3 in less Hhan 1l minwtes.
Mind youw, youw urere so growchy. It’'s a wonder you
o anything at all.

You'we had a bad ear infection and been ontie
antibiotics for a few days. | Fhvink 'd Like to check
yow owt. This Us thie flrst infection you'we had yince
the Programme started.

Yow are making progress, not owly with yowr
nclines which are amazing but alyo Ln other
aveas. Yowr bourels are better, you hawenlt haod an
enema yincee Bowing Day. Pretty amazing!

Aport from tlre last cowple of days you'we been
managing yowr food really well. Last few days
Ut’s been back to thee old chuwck, ypew methood. We
couldn’t do mayking Fri, Sat ov Swin as you sHULL hao
a tewvp. You arve o munch more alevt and aware of

the things around yow. You are Listening coarefuwlly

to allthe new notses.
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You hawe downe more crying and growching in
the last few n-eeks Hhan youw'we downe L youwr entire
Life. At least somethving Us getting throwgh. The
VSD s a bit of a worry ot the moment. The Light
U helping a lot, yowr puwpils are Limproving. The
nwolse Us a bit of a flzzer. We deadeved tire sound for
a cowple of days. It dAdil’t really elp. We twrned ot
wp today. You cried a lot but most times Lt was before
you ewen got to thee room. Wheo knows, ure’'we rung tice
lnstitutes so hopefully u-e'll hawe a message today.
We should also ayk thewm f ue can change tihe
white wall movre than once a day. | had another
guestion but | con’t remember Ut at tive moment.

Yowr face Us a bit of a mess at present. One cheek,
the Left Us all yploteivy ‘cos that'stee sicde you Lie on
the most. Also that Left ear has a presswre avea o UE.
Diffiecwlt to get rid of as you tend to go for that sicde
being wnderneativ. Under yowr chin yow hawve
a large sore, the reswlt of a Little pustule which
I buwrst, theen Ut got moist so | put some pefadine
on. ln thre morning you had blisters around Ut, so
ue washed the petadine off and cowered Lt with
Tegaderm. The latest thving to do (s enclose these
sovts of things and leawe tHhhem alowne for 48 howrs
to heal of their own accovd.

Anyway | put it on at 9em and by 3 o’clock

yowr small leston was 10 X the yvize and all raw.

It was clean hounewer and it has stoyed Hhat way.
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The sceah s Lifting at present and the ygkin
wnderneativ looks pinwk and healthy. You also hawe
bruises on yowr ylhving and sometimes yowr arms.

Some days | worry that uwe owerwork you and
some days | wovry Hhat ne don't work yow enouglr.
[ keep thinking “Ewery day you aren’t n-ell Us one
more daytive other kids are getting alead of youw.”
But | can seethe bmprowement and | kinow you are
going to get w-ell. | still dveam of yow ruwnning,
lawnghing into school with Cassie.

Cass Us having a bt of trowble coping with all
the attention you're getting. Most days yire's pretty
good but evwery now and theen yhe has a “wobbly”
doy. It's wnderstandable vive s owly 4 after all.
Kinder will be good for hher +his year.

'm golng to teach her to read so that vie can
hawe lher own Programme and | can ypend some
constructive time with eer.

We are going to nominate a doy or afternoon
which Us Ivers to ypend it tive way yire wandts to or do
somethving that vive'd enjoy. At tive moment yire's
down at Balnarring withh Mary and Co.

She rang last night and ure had a good Little chat.
She tolodl me her wews and then wanted to know all
oot ours. Sounded Like yhve was hhaving a great tine,
not missing meat all. Thee house (s so guiet withowt ler.

Youwr Dad s really tired too. The majority of
the Programvme falls on him. He manages swperbly
moyt days. | am a bit jealows of 2 thvings. 1 that e

G4



Z;’mmﬁ&% Qkile @/L&mm&%

spends so much time with youw and 2 Hhat o many
other women ypend so much time withh him. They
wll recognise him as a “great Dad and huspand’.

I hawe a wonderfwl family all rownd and
getting better all e time.

I don’t begrudge Ian any of the praise he got; he is a wonderful
father and kept the programme and house together. But for myself,
how hard was it not to be recognised, not to be able to share the
difficulties of a working mother, not to be able to talk to someone
about my trials and tribulations. Even at the Institutes, we were the
only family with a working mother. It was the best way for us.

Eriday 15 January 1993

| made the mistake of calling the lnstitute e
Aoy before yesterday. Now you hhawe to do 30 wirhite
walls Lnstead of 10! We algo discowered you nere 4
VSDs short of guota. Then u-e Hhoughht u-e might as
well add tive 3 extra masks wp to 30.

Now you hawe a really busy doy. As Uf you didinl’t
before.

You are going well on the Programme. | con see
lots of Lmprowement. Owly 11 n-eeks +ULL re-visit.
Buwt boy are youw growchy.

The grouchy was aliveness, poking Jacqui out of her comfort
zone, her cocoon of ambiguity and nothingness. Bombarding all her
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senses with stimulation from all kinds of sources: physical, mental,
and emotional. Things a well baby would get naturally through
seeing, hearing, touching, smelling, and tasting.

n th Jan 1993

The growchiness has passed. You finally decided
Hhat you didn’t Like tie VSD with U Lowd noise, so
now Ut's a guwiet buzzer. Muclh more civilised. You
ave doing really well in lots of ways. Little things
ave Lmproving all ower tiee place.

Less, can’t remember what | was going to say. You
st wp straighhvter Lnthe highchalr, Less vomiting, you

eat more. You can point your toes now. You are also

lovking avound more with eyes wide open. We go ...

Sometimes the entries dribbled to a stop as I nodded off in the
wee hours.

Tuesday 2"* March 1993

Boy wos | +ived wihen | wrote that last note. ALL
those Little seribbles mean | closed my eyes ano was
dvopping off to yleep.

Well s week 14 and yow are firing ow all
eylinders.

Today you did 40 nolines! It was yowr flst day

at Ut but you u-ere great.
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Yow lhawe 0 wmuch wmore style and
determination now.

Youwr arms and legs arve really trying hard to
coovdinate and work.

Often you can bring yowr Left arm forward by
Utself o yowr Legs con bend on occasion too. You'we
been hard to poattern of late, stiffening youwrself
and refusing to cooperate. We are waiting to hear
from the lnstitute to see it there s anything u-e
can do.

Tonight | put you to bed at 8 o'clock. When |
went to check you before | urent to bed at 10:30 you
hawe ginwen me e biggest grim and cheeky Look. |
think yow're ayleep now Hhowgh.

Jacgui you hawe made yo much progress Ln a
Lot of ways. You are much more alert, brigihvt, more
interested intive world. Yowr viston is steadier. I'm
ywre you see a Lot more and a Lot move clearly too.
You are aware of sounds awll abouwt you. You hawe had
owly 1 ear infection yincee going o tire Programme.
And you hawen’t had any temperatwres for n-eeks.

Now tlhe bou-els, sometihving | vhouwld hawne
mentioned atthe beginning. Jacgul con open hher
bousels by herself. Lots of Lt too. Afterwards you feel
pouwnds Lighter. Jacq you Lowe to see wiro's coming
wext to help you
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We were absolutely blessed with the family, friends, and strangers
who rocked up to our door in pairs three times a day, seven days a
week. Though all the days were governed by the same schedule, we
learned to tell them apart by when the regulars arrived—Nora is
here, so it must be Tuesday.

Many of the patterners came for us but stayed for Jacqui. They
saw her come alive. The sceptics became our greatest champions.
Nora had an adult son with Down’s Syndrome, and she confided
to me after seeing Jacqui’s progress that she wished the programme
had been around when he was young. My heart bled for her. She
was our oldest patterner, somewhere in her seventies, I think, but
regular as clockwork.

Sunday 7** March 1993

Jacguwi, you are a mowkey. lan said you n-ere
langhing fit to burst tonight. Of cowrse | was
yleeping before coming to work so | missed Ut | miss
guite a lot of things working. You just Lowe yowr
Dad yo muchtivouglh. He gets alltiie best smiles ano

Lawglhs. If you hear hWis voice you crane yowr weck

trying to find him. | guess Lt's a penalty | pay. | get
a bit jealows at times but | know UE's for tive best.

But what about me? Getting used to being at the bottom of the
pile. Just because I chose (did I?) working, I didn’t feel I could express
how I felt to anyone. Poor me. There’s that victim and martyr
mentality again. I write so often about missing out and I found it had
a name: fear of missing out (FoMo). I can see it may have started in

my childhood and then been pumped up with Jacqui’s birth.
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As humans, we are born with a bias to fear and negativicy—this
is our natural inclination. I notice that I don’t write anywhere near
as much about the wonderful feelings of helping so many families
birth new babies, about helping ease the suffering of people dying,
about helping people recover from illness.

Get over it and get on or choose differently. Your life belongs to
you. Sound familiar? Everything you think, feel, do, and believe is
important and that’s what matters.

Just as other people tried to put me in a box, I got really good
at putting myself in one. Nowadays, 'm more inclined to let that
stuff go, to be conscious of my choice. I can choose to be a victim,
or I can choose to be joyful.

He is coping muchh better at hhome Hhan | would.
P'm a petter mother when | wovk. Sownds strange
buwt truwe.

This is something I often said and came to believe. It helped
other women who were working mothers or struggling with new
motherhood when I told them this.

[ still believe these words today, but I approach them from a
different perspective. Rather than being seduced by the masculine,
the boon of societal success, I can have it all because now is all. I am
who I am, the sum total of all of me.
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Work s looking wp at the moment. 'we been
ayked to stort some antenatol classes fortive hospital.
Very exeiting.

Not as exciting as witen yow go back to tihe
lnsgtitute in 14 weeks time. | want you to hawe
downe yo nellthey are amazed.

We'll hawe to help you work havd ower the
wewt month. 'm swrprised you neren't siok today
(Sat) Friday youw were terrible, a runiny nose and
sneezes all day, a tewmperatwre by the ewening.
But Satwidoy you n-ere great, bavely a sniffle. We
dosed you wp on Vitamin C, it may hawe helped.
More pooh today by youwrself! | lvope you are ayleep.
Bye wmvy davling baby.

I even felt guilty about being excited for myself. And rather than
say, “You go, girl!”, I reiterated other people’s needs before my own.

Christie Marie Sheldon had the perfect way of expressing the
importance of looking after yourself. She likened it to when the
oxygen masks are used in an airplane emergency. You need to put
your own mask on first before you can help other people. Fill your
own battery in order to help others.®

It fits so well with Marianne Williamson’s words: “As we let our
own light shine, we unconsciously give other people permission to
do the same””
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Monday 15t March 1993

Jacgui, you hawe achiewed majov Lonvprowements
ower the last few days. Thuwrsday 1.3 metres Friday
1.4 metres Sat 1.5 Sun 1.6 and today youw stowt 1.7
metres. [t's harvd to image hvow you began with 0.2
0.1 or zero. You are now getting a Lot more style to
yowr crowling. Fust ot was legs, then arms, bend
elbows, pushing hhands and wow Uts Legs again. Both
legs bend wp and you pusivoff a bit sometimes from
the wall sometimes tive floor of e Lncline.

You smile as you go too. You seem so pleased with
yowrself witen you do a fast crawl. You ave trying it
a Lot more on flat ywifaces too. | don't think Ut will
be Long before you are off and racing. You still hawe
a persistent rashon yowr Louser Left clheck. It almost
Asappeorstiven a doy ontie bncline and LE's back.

You urere having a few movre seizwres just before
this really dynoawmic ypell. | wonder Uf Ut was tiie
broin moving to a wew digtrict.

Three ureeks today and u-e'll be at tive lnstitute.
Bothv yowr Dad and | (and most of Hiee volunteers) arve
hanging out to see what they say and what yowr
progromme will be Like after thvis assessment. 'm
swre you ave a bit bored withh it at thve moment.

Deypite you having suwclh a good day 'm a bit

sao. | know | hawe to keep on top of Ut, sometimes
t’s more difflewlt Han others. Swe and Vietor and
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Co came for the 4pm session and tea yesterday.
Jenny and Co come after tea. AU of which was fine,
but a few comments Left me feeling a bit down.

The kids u-ere all down the back and tirere was
a head cownt. “Yes all 5 are there.” Jacgui Bree
shouwld hawe been No 6.

Allthe comments on thve otliers. Nobody seemed
to think how lan and | might feel or bother to say
abowt Jacgui in the saome breativ. I'm probably just
a Little sensitive at present.

| guess 'm feeling a Little frustrated too. | want
so munch to e home withhv you and yowr Dad and
sster helping with the programme. And yet I'we
been offered antenatwl classes at the hoypitwl.
Somethving I'we always wanted to do. It will weed a
bit of time, guite a bit. But these newt few years
ave o Lmportont for youw.

Anothrer thving tHat’s been worrying me (s X. It
U nwow e way tharowghh Mavclv ool ure hvane not seen
them since December. Pretty slack on their part.
Anyway, Uts X's blrthvday and n-e’re Linvited, to come
for afternoon tea.

Problew s, | hear via thee grapevine that you

ond yowr progromme are “not really their thving.
So I'm not ywre wihether I'UL go or ewen send Cassie.
You, certainly ave not going. It makes me a bit sad to
think of Ut at all. Obviously, they hawe a problem
withvtive wivole concept of you, 'm not going to expose
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yow to the negatiwne vibes and discrimination. You
hawe plenty of volunteers and strongers wivo con
help and are positive.

It’s so easy to judge others. Running up the ladder of inference,
assuming you know what people are thinking, singling out the bad
and focusing on that to the exclusion of the positive.

The hurts so close to home from family and friends found me
unprepared. It’s hard when it comes from people you love who don’t
know how they are hurting you. And if you don’t say anything, how
can they know how to stop or how to help? How can they tell you
how they’re feeling?

Expressing my vulnerability and asking for help weren’t really
lessons I learned in my family or in my experience. We tended to
embrace the keep-it-all-inside-and-look-like-youre-coping-even-if-
youre-not mentality. Plus, as a nurse, [ was expected to be the epitome of
equanimity, sailing calmly and confidently through the chaos and pain.

Now I work hard to avoid assuming things about other people—
either their generosity or lack thereof. I have no idea of their stories or
their thoughts or feelings. I've only lived my life. I can count on myself.
So I try to live the unexpected joys, and bring the joy to every moment.

On a brighter note, Dad uent crazy with thee
boankeord and bought a wok and an owerlocker for

me. The owerlocker s great. | wivizzed wp 2 pair

of powts for youw this morning. And a dress and
headband for Casyie yesterdoy. Of couwrse Casyie now
thinks | vhvouwld be making stacks of things for er.
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There is joy in creating, in being able to make something from
something else.

Soon, after programme, soon. She was a Little
sad last night too, watthving thhe othver youwng ownes
ploaying. Shhe wants you to be n-ell.

The learning, joy, and pain that Cassi experienced with her
sister’s life and death were deep and life-changing emotions. Her
story is for her to tell another day.

Saturday 4* April 1993

A wew day and a nwew book. Its 0446 Jacguwi and
| hope you arve agyleep. I've got a ypare 5 minwtes
oand my Hhoughts are with you, Cassie and lon.
Monday n-e head off to Healesville, to tive lnstitutes
for the Achiewement of Hwman Potential.

A few babies and a few contractions later here
[ am again.

It’s an angiows time at the moment. We are
keen to yhvow you off at thee lnstitutes, but worrieod
they won't think youw'we downe enouglh.

I wos worried they wouldn't think 'd downe
enougl.

We'll motel Ut this +ime, a lwewry. Cass will
hawe a cowple of day’s volidoy withva friend before
Growndad brings her ower. She Us excited too.
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I'we been to a funeral todoy, | mean yesterday.
D died on Wedwesday. Sive was 4 years olo. Anotieer
friend of yours from playgrowp. That's 2 tn 6 montis.
I'd better write some reports before | fall ayleep.

How hard is it to watch children die, to see their life unrealised,
their potential not reached? But is this the wrong way to look at
it? What if their soul is here to learn a short lesson and to teach us
a lesson? If I follow my increasing belief that our highest and best
gift is our freedom of choice, these young souls made that choice to
learn and teach in their very short time with us. And despite it being
a heart-breaking experience, I feel like my obligation is to freaking
learn that lesson and get on with my life, make the best choices I
can for freedom, love, learn, and live.

Sunday 2"* May 1993

Anotiver letter to wmy baby. Jacgul you don't
look muwclh Like a baby any more. Owner the last 4
montivg you grew 100% in height, civest, hhead and
welght for chvild of yowr age. Truly amazing! Now
you hawe to grow about S00% to catihh wp.

You stavted back so joyfully onto tHire programme
when ue flst retwrned but now youw'we sloned
down. It seems as soori as nre turn owr back on you
you're ayleep. 'm a bit worried abowt Hhat. We ave
persisting with yow, trying to enthuse you with

Life and vigowr. Some days LE's not easy, beliewe me.
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We still hawe heaps of people coming in at tihe
moment. Some days | thvink | cowld seream yo tHhat
u-e couwld just be a family again.

Peace and guwiet, on owr own. But threw | look
at how much youw'we bmprowed and it all does't
matter anymove.

You are storting to hold you head wp much petter
nwow. You occasionally tuwrn Ut from side to side.

Covstipoation Us govee forewer, | lhope. [ tried you
lagt night with chopped wp pasta and ypinacih. You
gagged a few times but managed to keep it all down.
We hhane o challenge you a bit now. You must sit
i thee Wighchair for all meals and drinks. Yowr
Dad. Us the worst cwlprit for picking you wp witen
yow're swpposed to be onthe floor working. We lvawve
to keep you prowe as much as possible so you get tie
vdea of crawling.

The best yow con do at the moment s 180
degrees witlhh yowr head as the pivot. We'we got you
on extra vitaming, but youw'we peen on them for a
ureek nwow with not much Limprowement. We'll ring
thee lnstitute Monday Uf youw're no better. Yowr Dad
was wondering Uf Ut couwld be tive mayking making
you tired.

We'll see later todlay.

How hard is it for an introvert to never have a quiet space, to
always feel surrounded, assaulted by other people’s energy, noise,
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needs and demands? These days, I'm better at recognising what I
need and giving myself and my family space. We are still really close
and are happiest when it’s just us. We can be a party on our own.
We bring the joy.

I believe my positive energy and efforts to live mindfully are a
big part of this. Following my own dreams helped. With meditation
and eating better (removing meat and gluten from my diet), I calmed
down immensely. The occasional lapses and overloads with gluten
and sugar see me turn into a scary woman.

Sunday 16t May 1993

A Lot lhas changed in tive Last fortnight. Seweral
calls to thee lngtitutes has made some adjustments in
yowr progromme and you seem to hawe canght wp.

You were rveally tived for the first 4 w-eeks.
Houwewer, the last 3 days youw'we been brilliont.
Awwke, alert, looking, doing, feeling. Yesterdoay for
the finst time anyone would hawe been convineed
of yowr intention to play withv a mttle whiclh you
had in yowr hand, Left and retwrned yowr hand to Lt
seweraltimes. Allthe whvile looking at what you n-ere
doing. Coming down the bncline you'we dewneloped
a muncl petter style. Arms and legs ave all trying now.
The Uight in yowr eyes Us brighvt and consistent.

Friday night you wuere so peautifwl. | wos
bursting with pride. You had been put to bed a
Little earlier and | urent to chheck Of you urere okay.
I fwrned on yowr Light to find you bright —eyed

andl bugylvy tailed. A big ymile was in evidence too.
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| chhecked yowr nappy, dry, so | turned you back
on yowr fummy and youw looked really worried.
An Udea ocewrred to you. You made yowr drinking
motion withh yowr tongue. | avked Uf youw n-ere
thinnty and wanted a drink. The biggest smile
hit yowr face ingtantly. You u-ere delighted | had
fallen for Lt. | couldn’t help Ut. | had to get you wp
ol glwe you a drink. Well, yowr Dad did really.

There Us so muci life b yowr eyes now. Yow coan
hold a glance for Longer too. You Langh more and
talk movre. The time s coming, yowr fime.,

Youwr Dad and | are pretty tirved, exhausted
wouwld be tihe word. Somehow ne manage to get
thwowgl eacl day and night and stort off tie veext
owe. Grondad has been a good help. | know u-e
wear him owt but e goes home happy. lan gottie
family photo framed and gawe Ut to him tonight.
He was a bit teary but really pleased. Othver people
wheo | Howght would be move help aren't.

Mind you | can’t talk. Yowr big sister has taken
to shouting at us wiren u-e discipline lver. But vire
Us gorgeows too.

Hope yow are sound asleep my beauwtifuwl girl.
A big day of programme alreadl.

How easy is it to ask for help? Not at all. Even now, 'm not the

best at asking for help. I spent so many years being self-sufficient

and resilient that it often takes someone else to point out that I don’t

have to do it all on my own.
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Sgndgg 11t July 1993

Jacq, so Long yince I'we written to you. But you
are wewer Long owt of my thoughts. Yowr programme
keeps ws busy. You seem to be really wp and down
at present. Yaterday you nere wnpell. You hawne
a head cold, wew teetlh coming and are tirved from
being wp wll night.

We all seem to Wit a bit of a Lwll just before u-e
go back to thee lnstitutes. Eweryone gets a bit down,
ncluwding yow. | think yow get a bit boved too. I'LL
ring the lnstitutes on Monday and ayk wiat to deo.

Trying to motivate you down the ncline s
AMfflewlt at present. Maybe Uf ue couwld put thvings
along thee sides Lt would elp. Until you get a bit
faster Uty taking youw a Lot of yowr day to do just the
Aistonce. This means ure don't hawe all Hhat muciv
time to let youw play after an incline.

Youw seem to be really tired this semester. Not
much staomina.

Desypite youwr head cold you hawe been really
well wp to now. No wnegplained fewers efc. You

hane done a new one o me Hhowglh. Crystals in tle

wrine! Like falry dust. We'll send a ypecimen off
tomorrow ov Monday. The paed seems to think ot
will be okoy. Just Caleiwm oxalate crystals.

The philosopivy of our house s wery muchtuwned
to yow. If you hawe a good day, u-e all hawne a good day.
It you hawne a lowsy day, ure all hawe a Lowsy day.
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There is some good evidence on matching vibrations here.
Emotions have energy. The energetic vibrations of each person affect
those around her or him. The most powerful vibration tends to win
out over the others and change the others to be close to the same
frequency. A grouch makes everyone else grouchy. When someone
walks into a room full of joy, it’s hard not to smile and be uplifted.
Because our home, our lives revolved around programme, Jacqui’s
energy took the lead.

Yowr Dad Us struggling a bit at present. He's got
the pre-revisit blues. The buwlk of the programeme
andl yowr core fallto him and Uts diffieuwlt most days
to make Ut all come fogether. So wihen you don’t make
any progress e feels Ut, almost personally. Winter
U hawrd too, difflewlt to go owtsicde withvalltive rain.

| ywrprised Wim Friday night witiva dinwer for 2
atthe puwp. It was good for him to go owt of Hire howse.
We met friends Hirere which was good and bad. They
had tiveir 3 mowts olo, alevt, cute and cuddily.

Yowr Dad talked a bit yesterday abowt how he
felt. You missed all of Hhose milestones. We hawe to
hark back 5 years o when Cass was young.

Yowr Dad said, and | agreed, “I want her

walking wow!” Then e decided crawling wouwld
be okay. We boththvink Hhat Uf you can get motion
then allthe rest will fall into place a Little easier.
It’s going to tawke some time s all.

We also twlked about more editions to the
fonily. We had seen tie wewbhorn baby of owe of

owr pottervers witen ure came ower to seetie paed.
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Your Dad wanted Jacgui to walk and a new baby
boy in a cot. Not much to ayk. We discwssed it but
we' Ll leawe Ut HULL you are muncih futiier into yowr
programme. | feel 'we got room for at least 1, Uf not
2 more babies, but at tive moment wihat n-e'we got
comes flrst.

| kinvow yowr Dad feels wery keenwly that e Ustive
lagt Strachan in Aus and (t's wp to him to renew
the Line and keep Ut flowriyhving.

| hawe to be stvong for all of you and keep e
Family in sync and in order. Yowr Dad s feelingtive
straln a bit at present. Hang in theere Jacq. Huvry
wp and get uell then we can do normal foamily
things togetiier. Liuke go for driwes or plonics etfe.

I hawe so munchh to sy to youw buwt so Little gift
fov saying Lt

You are growing more beantifuwl eaclh day. The
Light tn yowr eyes s almost always on. | hope tie
progromme con help. | just want you totally n-ell.
Too muchto ayk? | don’t Hhink so. We took you to tiee
chiropractors the last two Tuesdays. Interesting, |
Aot kiwow Uf Ut velped or not. Yowr Dad Us still a
bit sceptical. Time will tell.

I'd better go and do some more work. | hawe my
second clasgs on Tuesday. | hope E's a bit better
tHhan the fint. | was a bit sevatchy & disjointed.
P'm ywre UL get better with practice.
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This is a really important entry because it depicts me being strong
for everyone, holding everyone together. No time for vulnerability,
only shame and guilt sprinkled with hope and joy and love. I put
it out to the universe that I had space for two more babies. And we
made space for our two beautiful sons.

I had so much to say but so little talent for saying it. I spent too
long writing to myself, sharing my deepest thoughts with the written
page. How uncomfortable do we feel as Australians, as women, as
adults sharing our vulnerability? Really bloody uncomfortable. “No
worries, she’ll be right, mate.” Sometimes I just wanted to scream,
“Ask me how I am and don’t take fine for an answer!” I'm not fine—
nowhere near it.

And sometimes I wanted something that we were not going to
get ... maybe ever. How important are intentions, and how do we
manage when sometimes it’s just not going to happen? How do we
manage the other?

Do we feel guilty for wanting a normal life? Is this why Jacqui
died? Alive, we would probably never have had a normal life.
Actually, come to think of it; yes, we would. It would be normal for
us because it was ours.

And what is normal? Why do we yearn for it anyway? Why
do we want something so intangible? We're always looking for the
future state, for the ideal, for something we don’t have. We don’t take
enough time to be here in the moment, really living and loving every
second, experiencing every sense reeling with feeling. Who said we
all need to be the same? How boring would that be?
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Monday 2"* August 1993

Jacgui, a mixed day. We're at thee motel in
Healesville. We'we had Hie flrst day of the Re-visit
assesyment.

Youw'we lost 1kg in ureight! Pm sihocked. Bothv your
Dad & | were suwre you wouwld hawe put on stacks.
Youw'we growin 3em i Lengtivand Tem in chest (120%).

Max was really Luvpressed withv yowr action
down the incline. He was also Lmpressed with youwr
viston and behaviowr wihen he spoke to yow. It
bore out what u-e already kinow — Hiat you are one
clewer covokie. And bold! We tried patterning and
shoued him how yowmisybehawe. It's given him
food for Hhowght. He was wery interested today. |
couwld almost see iy mind working. We will hawe
some interesting things on Satuwrday, | feel.

Yowr Dad and | are both disappointed with
youwr weight. | am also digappointed with yowr
head circwmference. But on the plus side, Max
Us extremely pleased withv yowr intellectual ane
visual progress.

Yowr Dad and | a bit nwmp | spose. We stHilL vane

to walt for the conclusions.

Casyie arrives tomorrow with Grandad. So w-e
hawe one peaceful day Left. It been ralning. |
hope t’s better towmorrow. We don't hawe muwch
ndoor enterfainment.
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Jacgui, don’t get me wrong u-e're sHilLthrilled
withv what yow arve doiling but ue want you to ke
walking today not tomorrow or wext year. We
hawen’t got time for you to make ylow steady
progress, u-e weed you to be better, u-ell now.

| kiwvow ure sownd Lmpoatient but youw hawe Lost

so much time wlready. There Us so muwch you hawne

missed n-e don't want you to miss anymore.

This is how I live life. This sense of urgency, as if I might miss
something if I don’t go fast; FoMO. Balance this with mindfulness
and every moment is a gem, each has its colour and movement,
taste and smell, texture and temperature. The sense of urgency
translates into a sense of progress, of learning, of reaching for the
next evolution. If we stay the same, we stay the same. The words just
reek of stagnation. If we move and learn, we grow. There is so much
out in the world to explore, and so much of the inner world we can
explore. Our brain is capable of taking in so much more than we
give it. Our emotions and energy are unlimited.

We are unlimited beings spending time in a limited human
body. And even so, we use such a small amount of our potential.
Never stop learning,.

There’s a concept called cognitive surplus: the shared, online
work we do with our spare brain cycles. The ability of the world
to volunteer and collaborate on shared projects represents ancient
human motivation to create shared design for generosity. There are
a trillion hours of need up for participatory grabs®. It’s a fascinating
idea and leans towards a whole human consciousness: we are all
connected. How good would it be to contribute your cognitive down
time to the greater good of humanity?
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Tuesday 24t August 1993

Jacqg, so muwch to yoy and suchh a Little time to
do t. Yowr head grew 200%, chest 125%. Owevall
a growthh rate of 2 Y% times faster than before
programme. You had guite a good u-eek. Then witen
youw got back yow got a thwoot infection, bronchitis
thenw mwmps! At Least nre think Us muwmps. We'll
get the blood test results tomorrow.

Yowr face Us wlbmost back to normal.

Today yow hawe been whizzing down the
tncline. Face blew wp Thuwnday 19 August.

Friday 27* August 1993

Jacq, | thinwk 'L write a book. Title “Jacgul
Bree, what will you be?”’ 'nwe just finisied reading
abowt Doron (Scotson 1985). 'm insplrved, Uf | wayn't
already. Yowr Life s too mportant. We hawe to

motivate you and ocwrselnes movre. 'm going to get

Cassie movre Linvolwed too. Blg paintings might be a
good stowt. Youwr Dad is really tired ot tire moment.
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aturday 28t August 1993

Of cowrsethere hhas been no time to do munch yet,
not ewen thinking. | am determined. Youwr Dad., os
'we tried to say before Us really tived. He's starting to
get more frustrated and angry Hhat e lhhas no +ime
to do what e needs to. We started to hane a seriows
talk tonight buwt, of cowrse, ue uere interrupted.
We just hhawe to become more obsessyine with the
progromeme. We do't hhavwe any more spave time.

| thvink UL try and get some bilg paints and
pletwres of bright toys/animals ete and I'ULget Cassie
to paint some bright pletwres arouwnd tive rooms. We
hawe to glwe you more tincentine/motivation to see
andl crowl. We'we changed tie Living area around
a bit. It yhould work owt better.

Jacgui, | want you walking and talking. 'm
yure you'll be able to crowl on the flat soon. You
ave really enjoying yowr intelligence progrovime.
You are learning to read words now. We weed o sivow
youw more big, bright stuff.

My heant acles for your big sister. Like yow yire s
bright and clewer. And Like your Dad vive s frustrated.
If you wrere crawling 'm sure Ut would be easier. She
could then get move Lnvolved withvgames to entice you
along. Her magination s remarkable. It s somethving
I'we tried to foster. In some ways Ut makes a safe place to
retire into witen Hiee world gets a bit dicey.
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And isn’t that a prophetic line for both Cassi and me. We both
use our imagination to disappear from the real world for blocks of
time. We are both great readers and love fantasy. And we are both
really good at hiding.

| see o much i yowr eyes ano in yowr face.
You are trying so hard to commuwnicate at present.
Often t's just yowr mouwtlh working hard but wo
souwnd. We'll Lnerease yowr masks and +ry to help
youw get a bit move breati.

| knvow owe day yo'LL be able to sy “I Lowe you

o glwe me a hug.

This makes me want to scream, “Share your freaking vulnerability
before it’s too late and the moment, the person, and the life is gone!”
Tell someone you love them right now; say you think that person is
fabulous for whatever reason; share the freaking feeling. Stop reading
this and go do it now—even if you have to call them, text them,
Skype them, or write them a letter.

You may be amazed at what you get back if you open that door
just a crack.

I‘'we worked 82.5 lvouwrs this fortnight — too muci.
[ think n-e'll lhawe to cut back on work/mowney and
budget for less at home.

Now here is an old story I've been telling myself for years. You
have to work hard to earn money—too hard. It’s all just your own
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stories about money and work and worth. The choice is yours, and
I deserve to have it all.

| sow the obstetricion on Monday. He salod my
prolopse was “Lmpressiwne”’. 'we got to see a physio
who ypecialises L tHhat area on Wedwesday. He

soio thee only real cwre Us surgery ik a major woy.
But | explained | still wanted another child or
two so yurgery Us owt of the guestion. It just makes
ewerytiving that much movre diffiewlt. Some days |
feel Like ewerytiving us falling owt.

And here is another priceless gem—talk about being disconnected
to the feminine! How about your uterus falling out of your body!

And T feel like everything is falling out. No wonder I tried to
shut it down, to keep it closed, to hold on for dear life. Holding
tighter and keeping it all inside just meant the feminine disappearing
more and more from my life. So my body tries to tell me in a really
obvious way that I need to do something about it or I'll lose it

forever.

Also, my right leg tends to gine way at the
moment, uswally wiren | Fwist or tuwrin. [t Limprowed
ylightly wihen | yaw the chvivo but not totally.
Sownds Like I'm falling apart doesn’t (t? Yowr Dad

wants to frade me L o a new modlel. Sometimes |
think it would be a good Ldea.
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Falling apart—Iots of falling, lots of drowning in overwhelm, in
the real world, in by being a working woman and mother, by being
the mother of a hurt child, and by being a wife.

“Not good enough!” is what this screams; youre not good
enough! Let’s trade you in for a better model, one that is good
enough, one that can do it all.

You did reasonably w-ell withh programme today.
Not brilliant but you enjoyed Lt | Hhink.

[ lhawe a musion, a musion Lmpossyible “Make
Jacq fat!” Maybe or maybe not. | also hawe a secret
wishv. “Crawling by Christmas’”. Con youw do 2 |
hope so. I'm goling to try and get you there by hook

ov by cvook. | think e can do Ut.

A few things here: again, the encouragement, optimism,
determination, and stubborn resilience to keep going, to push people
beyond their limits. And then there is the visionary leadership, the
engagement in the excitement of possibility and potential.

I can see the subtleties and read the body language, see the life
and potential. If T could see the potential in Jacqui, then how much
easier is it to spot in people who can speak and move?

On the other hand, I realise that what I wish for is not everyone
else’s wish. Sometimes people don’t see it; sometimes they don’t want
it; and sometimes they don’t believe they deserve it or can have it.
Sometimes they don’t see that the dream picture I can help them paint
as a coach, by putting brushes into their hands, by opening the doors
to imagination through confidence or whichever switch is needed,
could become their real world. If you can imagine it, it can be yours.

As I learned to coach, I realised that telling someone is easy,
showing them is just as easy, and letting them do it for themselves
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is the most powerful thing in the world. They then remember, are
proud and confident, and can do it over and over again.

Sometimes it’s hard while coaching to see someone reaching for
an answer or understanding. It’s almost as if I can see their neural
synapses trying to fire in different directions. Often, I witness them
sparking into a big nothing, but then comes the part I love: I see it
in their eyes when the spark ignites and the brand new way opens up
like a kaleidoscope of technicoloured wonder. I witness their hearts
beating faster—rmaybe it could, maybe I could. This is the point of
courage. This is the moment when leaders are born, when people
change their lives.

As Benjamin Franklin said, “Teach me and I forget. Show me
and I remember. Involve me and I understand.”

Saturday 18* September 1993

Jacq, wp wntil yesterdaoy | wouwld hhawe yaid no
way were you going to cvawl for Christmas. Then
last night you made my day, neek, montihat least.

You had had a better afterncon, then after tea
you nrere Lying on youwr Hoov. You starvted o Llangh
may e at ws having tea or maybe at how clewer you
w-ere about to be. You Lifted yowr head by yourself
ool turned Ut pwrposefuwlly to the Left (yowr non-
fovowrite side). A few minutes later you twrned
back. You didn't just flick yowr head Like witen
youw get a fright. This was a planwned action to look
i the other dirvection. You Hrought you u-ere so

clewer. Thhe next time you ewen paunsed and Looked

Forwavd. You repeated this process sewerval +imes
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ol Dad ewen counght it on video! Natwrally u-e
cheered and told yow how great you were. You
langhed more and kept thwowing wp yowr head.
Yowr legs urere trying to crawl too. 'm swre Ut will
help wiren Uts swmmer and you con hawe bavre toes.

wWe'we been doiing extra potterns ‘cos you'we heen
too tired to come down the Lncline. We'we also been

continuwing to mask after tea wiich hvawe probably
helped.

This was a brilliant day; I saw hope in motion.

But I can’t help thinking the following as I write: yes, but in
fewer than two years, she will be gone.

Sunday 19t September 1993

Jacq, P'm a bit more awalke tonight. I'nwe just cwt
owt 60 Awstralion poaintings for BITs. We're trying
to get ahead for wext revisit as we'we been tolo
we'll hawe to do thhem wewt time. lan said you had
a good day yesterday and worked guite havd. You

did more Lnclines Han you'we downe for a while.

Learning to anticipate, planning, and being proactive, are all
great lessons for project and change managers ... and also parents.
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Tuesday 28 September 1993

Beliewe iUt ov not, yowr Dad and | are in bed
before midmighhvt. Yowr Dad s reading Dovan. He's
wp fo Chhapter 13. Mary told him to get a wriggle on
foday as yive wants to read Lt too.

After | got wp | helped you withthe lagt session
of programme. It seems that youwr head control is
getring much better. You no Longer allow yowr nose
to get crunched wien yow roll ower and you arve
boloncing on yowr belly more often. These episodes
wsed to be month apart, tiven n-eeks. Now, sometimes
they ave onwly days. We avre doing magking as often as
possible. 'm swre Ut Us helping. The last 2 nights you
hawe gowne to bed awake and chhvirpy butthen gowne to
yleep fairly guickly. Langhter s wow an eweryday
event. StULL joyous and ypecial but movre familior.
Yowr big sister was tirved tonight and growchy. Half
her problem was that yive was too hot. In a ypencer
o a winter diress and Ut was in thee early 20's.

I'm yure you coan be crawling before Clhrisgtmas.
We just lvawe to get Hhose flashes of brilliance more
consistent. Yesterday morning was a prime example.
I had yow in front of the Lownge room window in
the swin. You were looking out the window. You
actuwlly sow and tried to follow flrtly Polly (the
cat) who was outylde and came and sat on tle

window yill. More amazingly you saw a few minutes
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later some sparrows fly onto the bird feeder and
then away! Fantostic!

| thinwk yow'we puwt on abowt % a kilo at tlhe
moment. So thee “make Jacq fat” campaign Us going
reasonably u-ell.

What a joy to remember these moments, to feel the smile crack
my face and see you there in front of the window; ponytail and

bright green eyes.

Thursday 3* September 1993

Jacqg yow keep having these glimpses of
brilliance. It's fantoastic but frustrating. We know
you coan do fantostic things but you just run owt of
puff at present. You did remarvkably well ower tie
last 2 days and now you're +ired owt. You tend to
hit the prowerbial “wall’ in the blink of an eye.
Talked to Max today. ALL going u-ell. Continwe to do
more Lnolines but help you withpatterning a bit

movre often. Continwe more masyking, as much as
posyible. Introduce words as often as requived. Wihen
wethink you'we got it, wext one. He ewen avked how
w-e u-ere going. So | told him frustrated at times but
basically okoy. Onwly 3 ureeks and 2 days +ULL revisit.

Stick to the plan.
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Sunday 3% October 1993

The flylvand chvips e had for tea keeps coming
back to hawnt me. | missed most of yowr day as |
was ayleep. lan said you were wery bold. Awwke,
smiling, and looking but not working down the
ncline. We are goiing to friends for tea today. Nice
fo lhawe a rest from the cooking. Actually | think
'L hawe to covk anyway to giwe you something. It's
hard to get wp at 4 and get yowr mind into gear for
a mewl and all Uts preparation.

F phrowned tonight with all her cares and woes.
She actuwally sownded guite chheerful. 'm yure yire

doesn't wnderstaond tive extent of yowr problems or
how Ut affects tiee family dynamics.

Oh my, oh my. I can’t help but read what I wrote and cringe.

Talk about the pot calling the kettle black. I was so quick to judge,

so wrapped up in my own pain and woes. How self-righteous was
I? And did I tell anybody how I felt? Did I share? Nope, still hadn’t

gotten that lesson sorted out.

At the time, I was like a kettle boiling. If the lid had come off, I
would have erupted and burnt everyone and everything in my path.

As it was, if you got too close and jiggled the lid, chances are you'd

get hissed at. Back off!
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Mel and Dad stoyed for tea tonight. Dad seems
pretty good at the moment. He s helping ws a Lot
at thre moment. | lvope ue aren't urearing him owt.

Jacqg, will you be crawling for Christmas? It
might malke things a lot easyier. We couwld be a bit
more mobile then. We couwld pattern youw on the
kitthen tables and you could learn to crawl on

different suirfaces at variows people’s homes.

Sunday 10t October 1993

On Wedinesday 6™ October 1993 Jacgui Bree saio
“koatla’. | hearvd Ut as plain as day. | algo had a
witwness, Swe Fox, who agreed totally with me. We
had vhown you the word and a plectuwre then itn a
gwiet voice you salo after me “koala’.

Now Hhrat | know you can do Ut 'm going fo nag you
I'm swre. Your crawling (s getting better. 'm swre once
ure start resplatory potterning you' Ll get even better.
Yowr voice has been helped a lot by tive extra masking.
Your head s so munch stronger after alltiie rolling too.

Sunday n 2 neeks ue will be at the lnstitutes.
Hopefuwlly they' Ll tell ws you are excellent and
growing n all divections. Yowr face and body ave
certainly altering. | hope tire campaign to “Make
Jacq fat” wovks. UL hawe to really concentrate in

the nwext 2 ureeks. | spose youw must get siok of mugyivy
food. Maybe not ‘cos youw'we newer had anything else.
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If you couwld just get the yleeping at night right
yowo be much better off. Then all yowr energy
could be ypent duwringtie day on yowr programme.

we'we had guite a few successes with potty
training. You are doing extremely n-ell. Yesterday
we switthed to a cheaper brand of nappies in an
effovt to sawe some mowney. So for, so good.

I wishh Mwm was here o see you. She wouwld
hawe been a great help, not only in thee physical
sense but on the emotional side too. | miss her
dreadfully, just as muwcltoday as | did Hiee day yive
died. Shhe would hawe been so prowd of yow. You
try so hard sometimes and get nwowiere Lt breaks

my heart.

How hard it is to read these words, now years later. Trying hard
and getting nowhere. All about change and learning and that there
has to be a combination of factors for it all to come together, not
just the physical, the process, the careful planning, the SMART
goals. It’s all a matter of fine tuning, having everything humming,
interacting and working.

In fact, more and more, I realise that what's needed are the
emotional and energetic goals; the DUMB goals, as Brendon Burchard
says’. People need meaning in their lives; they have to know their
work is for a purpose, that their life means something to someone,
and that they’re leaving their mark and making a difference.

Over and over, science and everyone else says we need meaning
in our lives; if we’re not moving, were dying, rotting on the vine,
wasting our chance.
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You are going to get better | kivow. 'd just Like it
to ke soowner rather Hran Later.

Yowr Dad has had some +ime off programme fo oo
“other tivings”. This meant bwilding tive cwphboard
n thee hatll (Liven press). It Looks fantastic after
& years of a big hole. It sHill needs painting and
handles but s otherwise dowe. | Hhvink I'UL be able
to fULL Ut 3 times ower by the time 'm finiyied.

| hopethis giwes youwr Dad a bit of reserwe strengti.
We all need it at tire moment. There always seems
to be this pre-visit depression u-e lhhawe to get ower.

Wit only 2 ureeks to go e are starting fo get
excited again and want fo shvow youw off. | would put
you down as excellent this time. I'm just crosying
my fingers to keep you u-ell tull u-e get there.

I wonder lhvow allthe otlier kids are getting on.

Judy s going to come on the last dey for the
wew progromme. Dad (G'Dad) will betihere of course.
I might see Uf Cassie con hawe a day at Bavbora's.
Maybe even spend Thurnday night after the party
at Grandad’s. That would work owt tiee best Hhen |
think. Details for later. Hope you ave restfully and
blissfully ayleep.

I found journaling the best way for me to reflect, to unload,
to debrief, to rejoice, and to plan. It allowed for “building a bridge
between our present and our future selves™'® There is something
about seeing the words appear on the page that allows the emotions

to flow and fixes them in my eyes and mind.

127



Venanica Sthackar

Sunday 17* October 1993

Jacqg, | Left you in yowr Dad’s arms at 221 5hrs last
night. When | urent down to get changed for work
you urere yelling i yowr bed. Of course wiren | fook
you down to thhe Lownge room you n-ere all ymiles.
'm swre Lt was ‘cos you wanted to see how all the
kids w-ere going. 3 of Mary’s kids u-ere there for tea.
At least you are nell, towch wood. Yesterday | was
wearly demented. | was ywre you had a UTI. As it
twrng owt you moay just hawe been tired. Anyway n-e
sent offthe sample. Cassie ylept attive Z's last night
after ypending awll day ot the Geelong Show. 'm
suwre vive had a great day and didn't miss us at all.

Yowr Dad and | are thinking abowt having
anothrer baby. We'we tawliked abowt tive pros and cons
o think Hhat maybe Uf ure stort in Jan/Feh then
by the time U born you' UL hhawe been on programme
2 years and you' Ul be 4 and Cass will be 6. That’s a
big enouglh gap. | hope yo're walking by then.

It will be difficwlt but ure thinwk this is going to
work owt thee best for eweryowne. It s Limportant for
botlhv you and Cass as urell as ws to finilyiv owr family.
There Us enouglh Lowe for one or two more yet.

The baby will be good for you to watch and
chase. Good for Coss to see how t's swpposed to go.
That's Uf thee baby doesn’t hvawe a significant brain
njwry. How am | ewer going to get thwowglv anotiver

pregnoncey? It's golng to be interesting!
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On the IAHP Program, our Jacqui Bree woke up and began to
live and grow. Life revolved around both our children as equally as
we could and things eventually got back onto an even keel.

We gained some stability, some routine and could see Jacqui
improving. We even got to the point where felt we had enough room
in our life for another child. There was much soul searching on our
part as well as genetic testing. Jacqui was unique, her disability had
no obvious cause, no reason why.

Friday 5t November 1993

Well Jacq, you made it to anothver bivrthday. Now
yow are 3! You had a great day ‘cos you nere on a
revisit and ue had a porty at Groandad's place with

all yowr cowsyinsg.

Each day was a milestone, and each year was a miracle. Birthdays
were so important.

Saturday 12 November 1993

Jacgul Bree has chhvicken pox. Casyie ayked me
why it was called Hhat. UL hhave to find owt for
her. You had a great day yesterday Hough, deypite
thhe spots.

This s ureek 2 after revisit. Revisit was fantastic!
You got a seeing victory. You read and compreended

yowr words and BITS amazingly. | was left in no
douwhtthat you knew exactly wiat you uere seeing.
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You urere also glnen an object L your hand, not
seen, theen 2 similar objects urere shhvown to you ano
you had to plok which one yo'd been touwching.
Correct picking 4 owt of 4 times.

We urere all amazed. You uere delighted to be
shhvow-ing off and also seemed to gain matwrity and
confidence right thew. As Uf you now knew you

could get your message acvoss. You'we joined the

world i a big way.

This is the joy of being capable: suddenly or gradually

understanding that you can do things, that you can learn and

achieve and interact and grow.

This programme Us really exciting. Very plhysical
tHhowgh. 20 nolines by youwrself. 10 inclines
potterned. 4 patterns. Min 20 masks. 5 words 3
X day. 5 categories of 2 bits 3 X day. 100 rolls,
50 somersawlts, bruyhving and 1 howr reypiratory
patterning. And 3 X 10 minutes on the Gravitvon,
at least Hhat's what n-e're calling it. It's to help you
crawl better and hvopefuwlly bring some of the cross
pottern mowements ouwt movre often.

Up wntil you got sick withtive chicken pox you
were doing really uell. Here's lvoping Ut contfinuwes

when you get better.
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We nrent to the cemetery to see my Mwm's grawe
fodlay. | ook down some roses and some for Dad. It
was thee first time 'd been there yince vive died
ower 2 years ago. It was wery sad. | fold her | was
doing my best and | missed her a lot. Not ewen
physically but emotionally | needed her to talk
to. Shre couwld always balownce thvings owt anod wouwld
hawe helped me with you a lot. Maybe t's better
this way. | hawe to cope with Life withvowt hher and

'we changed my thinking a Lot.

The separation from the feminine, from the nurturing facet of
life, from the wisdom, from the balance is sorely missed. Better that
I cope alone, tuck myself inside, and be strong, 1 thought. Don’t let
anyone in; don’t let them see; be the good girl youve always been taught
to be. Be happy with this gift of a hurt child.

The fact is that a woman’s relationship with her mother is central
to the woman she becomes. Losing her mother early has a profound
effect on her life, and her mourning never really stops. As Edelman
notes, “Instead it evolves over time, often leading a woman to a place
where, instead of actively grieving, she can describe the feeling as a sense
of ‘missing’ her mother, and where she can even begin to see some long-
term positive outcomes of early mother loss”."

This idea describes my grief surrounding Jacqui Bree. Add to
that the fact that I had already been grieving while she was alive—
grieving for her normal life, for the things she could never be or do.
Now I’'m at a place where I can see the positive outcomes of losing
her before she was five. Her life continues to be such a gift.

Grief is not linear. I'd been taught the Kiibler-Ross model'? in
nursing school. Kiibler-Ross taught that grief had five emotional
stages: denial, anger, bargaining, depression, and acceptance. Most
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people know about these stages. I'm sure the nursing teachers gave
me more than this, but what I recall is that it’s a progression with an
end. Kiibler-Ross’s model has more detractors these days.

For me, the circular, complex, twisting nature of life and growth
and grieving seems like an apt description. Even laying this book out
in chapters and following The Heroine’s Journey stages one after the
other doesn’t do justice to the journey. You can be in more than one
stage at a time, and you can go back to some stages until you find
your way through.

My friend Ronnie told me a story of a woman who walked down
a road and fell into a hole that she hadn’t seen. The next time she
walked down the road, she saw the hole but still fell in. The next
time she walked down the road, she saw the hole and walked around
it. Finally, she came to a crossroads before she walked down the road
and chose another route.

I love that story because, sometimes, I forget that the road has a
big, deep hole in it. I fall into the old way of living and being. Before
I know it, ’'m back in the big, deep hole ... drowning in grief, in
busyness, in denial, in anger, in depression.

Saturday 27 November 1993

Jacguwi Bree, yow'we peen buwsyy. Chicken Pox
U ower and gowne with, minimal scoarring. You
are getting boack yowr vim and vigowr slowly. We
Flnally made Ut to thhe natwropativ. He was really
unterested and enthuwsiastic abowt you. So far you
seem okay o what he preseribed. He said yow u-ere

wllergie to cheese wivichh Us a bit of a pill as Ut Us so
high in protein. Newer mind u-e’ll just hawe to be
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more Lnwentiwne. 'we been keeping pretty much
on por these last few n-eeks for meals. No flyhh and
chips yet. Maybe that’s what Cassie craves. 'we cwt
down the nuts and dairy products in an effort to
giwne thee male yperm a falr chance. We're going to
try and conceine another baby nwext mont. It all
souwnds a bit cold and clinical but 'm ywre UE wo't
be at tihe +ime.

We'we twlked Ut ower a Lot for tive last few montivg
oand UE's nwow or wewer. Bothvof ws feelthve need for at
leagt ove more child. It will be diffiewlt buwt still
beweficlal for awllthe family. Withtiee state of my
wterws Ut hes o ke falrly soon.

I wish | could talk it ower with yow. You are
getting closer and closer to crawling. We mustin't
get Lmpatient though. We hawe to allow you to
bwild wp strengtiv ylowly.

s tiring being back on prograweme but n-e kivow
yow are getting so much petter. Leaving no stone
wintuwrned 8 will mean a Lot of harvd work still to
come. | Lowe you Jacq. Every time | hold you | feel
a great sense of joy. | wouldn't trade you or yowr
suter for anything.

To ke howest | occasionally feel sad at wiat you
hawe missed but you are catching wp at a great rate.

Duwring respimntory potterning youw are breatihving
thwoughyouwr nose, steadily and wndabowred. Your eyes
are brighter too. Move often wide awake and looking.
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On the ncline there seems to pe a lot more
mowement i yowr legs anod arms. Yow are a bit
concerved apout going off thhe end Hhough. Maype
we wneed to make Ut a bit softer, certainly a bit
longer as youw ave coming off to yowr kwnees now. |
con’t walt for thee day you tawke off on yowr own.

You had wme tricked yesterdoy. Abouwt half way
thwouwghh a mayk youw stovted making plg woises so |
took Ut off. Thhen you Langlhed and Langlhed, you n-ere
being cheeky, not puffed at all. Ha! Beraviowr |
would expect from any 3-year-old.

Yow'we got an appointment ot the hoypital to
wltragouwnd yowr Wip wewt ueek. The paed Hhvinks
Ut might be a bit Loose/vhallow. | think t's okoay.
I certoinly won't let them put t in plaster or
anything. | spose it’s wise o check Ut owt.

Othherwise yire was guite pleased with yow. 7em
growtv i 12 montivg, heaps of head and cliest growtiv
and Lots of ymanrts.

Wednesday 1t December 1993

24 doys +UL Choristmas! Hard to beliewe! Yesterdoy
was the 12-monwthh anniversary of commencing
yowr Programme. What a long way you'we come i
tHhat time. 'm swretie next 12 montivs will be just

as amaz.ing.
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Jacqg Uf you couwld just crawl. | con’t walt for
the day wihen you Lift yowr head off tive floov and
crowl ower to me.

Today yow were trying so hard. Youw're storting
to get the hang of the Gravitron | think. We'we
begun to Llet you try to get to the vext rung youwrself.
Sometimes there (s a definite mowement in
the right divection. | think yow still enjoy the
somersouwlts tive best. | hhope you uent back to peod
okay. Wiren | Left for work you had just got wp again.
Amazingly thee crying stopped witen you go to e

Lownge room. Ha!

It was really novel to have you behaving like a normal kid, to
come to life and have some behaviour!

Thursday 16t December 1993

Still a few wp and down days. Yow are getting
ower a viruws that | gewerouwsyly gawve to you last ureek.
Glimpses of brillionce Us what youw are giving
ws. You hawe these Little bursts of shvowing how u-ell
yow can do thvings by youwrself. Then you'll hawe a

day Like today wiren you ypend most of (it ayleep.
Frustrating to soy the Least.
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Little bubbles of brilliance too far apart burst like soap bubbles,
but if you strengthen them, they become a string of beautiful jewels
to wrap around your life.

Don’t forget to give introverts time to recover, to regenerate their
energy and ideas.

The otlher day you u-ere being shhown a pictuwre
of a Lon. Bothh yowr Dad and | performed a growl
for yow. It must hawe tiokled yowr fancy ‘cos you
langlhed and Lawnghed at ws. It vhows you hawe
a reawl sense of fun and huwmowr. Yowr langhter
U becoming more the worm than the exception,
which lhhelps a Lot. But you hawe to crawl. | know
you’ Ll go i Leaps and bounds +Hhen.

Yowr Dad said you Lifted yowr head wp a few
times on the ncline the otlhher day. A hope for
things to come.

| realised Hhat L wanted to twlk to me yesterday.
She seems ncapable of getting tnvolwed. Maype
becaunse ylhe can’t maintain her status guo. | wouwld
really Lowe to hawe someone to twlk to about deep
ol meaningfuwl things buwt there Lyt anyowne
prepaved to take me on.

Again, I was so judgemental. She had been a good friend, but
we had been drifting apart for a while, taking different paths in
life. What are the beliefs anchoring me here? No one could be
feeling exactly as I felt. No one could have any idea about how I felt
(including myself!). No one else’s problems could be anywhere near
as bad as mine. That’s a pretty arrogant thought.
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Having no emotional connection to your own stuff cuts you off
from others. Be tolerant of differences and be a bridge. Extend your
hand, but not for so long that your arm aches. It’s like a carousel; there
is a window of opportunity to get on; otherwise, the hand extends to
someone else who wants it. Yet it can come around again. The messages
get louder and louder for a while, but then they’ll drop off completely.

Yowr Dad and | had a big tawlk thve other night on
the way home from tiie pletures. We decided tirere
was no aspect of owr Liwes that youw and yowr brain
njuwry hadil't altered in some woy. It colowrs the
way ure vitew ewerythving. We also decided Hhat most
of the things uere positive. We had become movre
coring, tolevant, open -minded and wnderptonding
of a Lot of othher people’s problems. It changed owr
priorities and made ws look at owr Liwes really
cosely. We now know what means the most to ws
o wirat Lyt Hhat Lmportant.

We Lowe you dearly and wouwld wewer giwe you

back. We also won't giwe wp o you becouse p-e know
you hawe the potential to be really u-ell. | hope
yow are having a fontastic, restful yleep and so a
good day.

More tolerant ... that’s on a sliding scale, of course. We were
&

getting better and better all the time. Better insight into yourself

helps you realise that we're all human, all imperfect beings.
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Sunday 26 December 1993

A few words before | fall ayleep. Christmas Day
was a bit of a fizzer. You barely opened youwr eyes.
P'm ywre you must be getting the sove thawoat yowr
Dad lhas had.

We just can’t seem to get on top of them at the
moment. | kinow w-e're all a bit run down and wery
tired. We wrent to Dad’s for lunclv and Bavbova’s for
tea. Too muwch food and all Ln owne day. | would we
had a better day f you had been having a good
owne. Likethe one you had tiee day of Nana Bretivie's
porty. That was an excellent doy. Yow programmed
L thee morning and had tive afternoon off. The kids
were many and nolsy, which you enjoyed.

Awnty Margavet bouwght you a drwm and cymibpal
set. Wihren yow got nto thee present you n-ere excitedd
oand stovted to Langlv. Shee said Ut was tive best Hank
yow vhe couwld we had.

F ignoved you again on Thuwsday. Couldin’t ewen

be bothered ewen saying hello or goodbye. Newer
mind, they're not worth talking to these days.

[ hope you ylept better Hhan last time and hawe
a great day.

Sometimes you have to let go of people who bring the negative

and who don’t get your message or share your beliefs. It’s said that

you share the energy and vibrational level with (and become the

average of) the five people you spend the most time with.
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I can see how, once I started to pick myself up in later years, I
changed everyone around me. I often look at who I spend the most
time with and notice that 'm happy. Energy affects everyone around
you, and you can change the energy in a room by dialling it up and
consciously being the positive source. Bring the joy.

Wednesday 29t December 1993

Jacgui, wihen will you crawl? We'we waited Long
enounglv now. You are 3 and more so wivy Lyt Hheere

wmore for you.

Thursday 30* December 1993

Jacqg, you had a better day yestervday. It's so
Lowely to hear you ying owt to yowr “Dad’. That word
Us getting wery clear. You won't say Mwm Hrough.
Maybe | just don't hear Lt enownghh.

You ave trying really havd to crawl but still
seem too urewk or youwr head Us too heavy to get it all

together. | just want you to crawl yesterdoy.

Maygbe e’ Ll twlk to Hhee Ingtitutes tomorirow ano
see what they say.

Yowr bourels hawe peen playing wp too. But |
think ne'we flnally got thewm on the right track.
Exciting stuff eld | Hhvink 'm too tired to write.
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Being too tired was a state of being, as it was for most parents.
For us, every moment was stuffed with things to do: programme,
food, rosters, work, shopping, housework, and on and on.

Sunday 23" January 1994

Yowr Do and | ypoke yesterdoy. He said from his
head e feels Ut will be the end of the year before
you erawl. In his heart lve wislies Ut sooveer. | didin’t
get my wiylhh to crawl for Christmas, maype wext
year. Easter s still a fair distance. 'm ywre that
thhe respiratory patterning s helping yow. That in
combination withh tire natwropativthings, maype.
The Programme s slowly grinding wp to fuwll pace.
Most days you achiewe awll bav a few ncolines. We're
dseussing ways to make yowr day work better for
yow. We might try and let you hawe a big yleep
i the morning, miss thee 11:30 session anod work
after tea.

It will be okay in ywmmer but wnwknown Lin

winter. Judy has expressed nterest wivich will
hetlp.

We hhawe to Let you wovk at yowr full potential
wihen you hawe the wrge. You still seem to cragiv
the wewt day Hrougle. | Left you tonight launghing
to yourself in bed. Yowr smile and Langlh Us stilL so
Unfectiows.
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The message will get thvouwgh, | know Ut |
want you crawlbing before a new yibling arriwnes.
[ thiwk a large pilece of Linolewm Ustiee go. To put
on whatewer floor yow are on fo make Lt ylippery
and easyy to crawl. 'LL get a plece nwext time n-e
go to town. You must get ewery opportuwnity to
crawl.

Witen you are feeling good, eweryone feels goodl.
Witen youw are feeling tived, worn ouwt — eweryone
Us dowi. You ruwle the howse with yowr 11.5 kilos.
Not bad! We will win it the end. | hope ue don't

lose Casyie along the way. You arve both so preciows
fo me. If | couwld take it all on myself, I'd vhowlder
allthe pain. But it Lyn't possyible so | hhane to teacl
you both hvow to cope withvtie wovld and Life inthe
best way. We shhall see.

There’s an important point to note here: be careful not to leave

anyone behind who you love and who needs to come along. Don’t

take anyone for granted.

No one person can take it all on—that’s not the point. Each

person has his or her journey to take; we walk alongside for a while,

even help each other, carry each other, but at some point, we have

to step out on the path towards our own destiny.

14/



Venanica Sthackar

Sunday 30* January 1994

Jacq, ue look to this year with a lot movre hope
than the last. 'm ywre this year you will crawdl. |
want you to be able to crawl to get yowr Clhristmas
presents. You are ytorting to get really restless i
bed at night. Twrning 90 degrees bothh ways and
ending wp ouwt of bed one morning last ueek, wery
exeiting!

We took you to Hire zoo again on Thursday Hiowglh
this was a twilight session with a jazz band
backing. You enjoyed the zebra, glraffe anod some
of the blg cots. A great moment was witen tie Llon
roared for you. Eyes wide and Listening carefuwlly.

You saw a Lot more than you wswally do. The music

and people u-ere gooo alyo.

It’s not that we didn’t take Jacqui to see things when she was
young; it’s that this time she really was watching and listening to
the world.
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Thursday 3" March 1994

Well Jacq, you hawe pwlled one owt of tiee bag.
Last Satwiday 26% Fep, my fist weekend off in
ower 18 mowthvs. You nrere L tee highohair vaving
lwnche and | Heowghht that you had dislocated yowr
left elbow. Natwrally t wasn't Hhat simple. An
X-Ray shhouned a cowliflon-er sort of opacity wext
to the elbow joint? A buwsa filled with caleiwm,
ov who kiows what. Anyway E's time for another
visit o thve hoypitalto see an ovthvopaedic specialist.
Nest Tuesday 8™ Marvciv. | just want hvim to say “Nale,
Aot worry, t's nothing!”

You had the most brilliant doy today. Awake
wll day ool sHUUL going wiren | Left for work Lifting
wp youwr head and crowling arownd in a circle. It
won'the Long before you're going forwaro. You hawe
been doing really uwell withv the bou-els at the
moment, and of cowrse all the plddles in the potty
foo. We'll hhawe to try you with a toilet seat and see
how yow go. That will be more portable Hhan e potty.

Yowr words are becoming clear and owerall you

ave doing brilliantly. | think youw are misying
Cassie though. She Us at school fuwll time now.
You hawe learnt a wew word Hhough. You demand
“sehool”’ when you want to twke Casyie to school. You
Lowe to get into tire classroom and see all e kios.
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Youw are Lmpressing all the volunteers as u-ell
at the moment. They all think yow are doing
brilliontly. Revistt s owly 4 72 weeks away.

Becauwse yow wuere getting boved with the
progromeme u-e changed t avouwnd a bit. 2 days of
8 or movre patterns and ayk no owtput from youw,
then 1 day of regqular progromme ayvking yow for
some work. It lhelped a bit. Now w-e're doing a day
on and a day off. That seems to be working much
better. 'm ywre you' UL be stonwkered tomorrow after
wll yowr havd work today. | hope you uent to yleep.
I'we been really tirved tive last few days as hhas youwr
Dad, moybe e’ Ul cateh wp wext year.

We made the mistake of telling you u-e u-ere all

going to Queensland after wext revisit. 'm sywre

that's why youw'we presented tive elhow.

It often felt as though we couldn’t put a trick right. For each step

forward, we took one or two steps back. And they were rarely small—

they usually involved hospitals and doctors and complications.

This played into strengthening my pattern: nothing comes

easily. If you want something, you have to work for it. No free rides.

I don’t deserve it; ’'m not enough.

Ugh! I'm so over that conversation in my head. I deserve

everything I want, and the choice is mine.
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nd 199

Well e did more or less say Nalv. He said he

vieued withh some trepidation yowr anaeygthetic
history and decided to leawe Ut alowne.

Good plan.

ednesday 6t" i 199

As you can see | was pretty tired last entry. Today
we'we peen at Healesville, lectwres o nntrifiton,
oncogeny, philogeny and active resplratory
potterning. Judy sat in on lectwres with us today.
| At hawe a chance to ask her how yie urent
buwt 'L catehh wp withh her on Friday. Shhe’s coming
to hear abowt the vew program.

This visit you grew 4em and your head was tire

semee as Ut shvould be 2100% growthv. We are now go-iing

to plan more mobility programme.

The period straight after revisiting was always extra busy.

Sometimes there was new equipment to build or word cards and

information bits to prepare. There were always rosters and scheduling

and new nutritional challenges.

But this time there was another reason for lack of writing ....
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Tuesday 7 June 1994

Jacguwi, t's been a long time. So mucih has
happened to me and to yow. We had a holiday in
Queenglond which yow thvoroughly enjoyed. We
tried to do a bit of prograwmwme wihen ue couwld.
The best thing of cowrse was the stimulation of
dfferent swrrouwndings anod views.

You enjoyed Underwater World thee best | Hhvink.
There was a towching tanwk and thee assistont ypent
a great deal of time holding thvings for you to touckh
andl covefuwlly explaining thhem to you. We ypent
owne night withh F & G on thee Golod Coast. It was good
to twlk to another cowple wiro know so uell what
owr Liwes are Like on progrom.

You hawe been doing really well on this
progrovmme so for. Unfortunately, yow got really
winprell with gastroenteritls after we took youw
swimmiing. It took a cowple of u-eeks to get ower Hhat
as it was closely followed by a cold.

[ thinwk 'm getting too tirved to think. 'Ll write
again b a Litle whvile.

Jacq, 'm back. | vawel’t written tive big suwrprise
yet. Arownd Dec 11 you will hawe a youwnger brother
or sister. 'm about 14 weeks now and ylowly

Lmproving. That'sthve major reason | hvanwen't written

for so Long. 'we been too siok. | Hiowght | was getting
better but | lost dinwer last night. It muwst flniyiv
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soow. The baby s growing. I'm go-lng to seetie doctor
wext nreek. We did twlk to eweryowne ure could thvink
of before ue decided to hawe this chvild. We even
got yowr chromoyomes checked. ALL perfect! So u-e
fygwred t was now ov wewer. There uere lots of
reasons u-e elected this couwrse.

Most Lmportant ne felt n-e haod enouglh room Lin
owr hearts/Liwes for another chvild. We had always
ploanwved on 3 or 4, you just put Lt back a bit.

The baby will be great for youw, someowne to
compete with, or someone wiho s smaller Hhan
youw anyway. A Little sibling for Cassyie, yihe's really
exeited. It will be good for her to see a n-ell kid
dewelop too. Good for Muwm & Dad.

The way wmy body Us deteriovating it was a

cholee betuseen a baby or a hysterectomy.

Interesting choice to have to make. Talk about the feminine
separation!

| know P talking as ifHhis baby will be 1O0% okony.
We hawe honrewer, examined closely tHhe possihbility
of tive child being brain-injured Like yow. | guess Hhat
would betie wovst case scenario. We taliked abownt Ut a
lot, ower a Long period of time and decided u-e could
do Ut It would slmply mean 2 kids ontire programme
wutead of 1 (Hoardly simvple — bt possible)
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You giwne ws so much happiness and joy (along
withe thee heartaciie) Hhat we could not posyibly
magine Life withvowt you just the way you are.

And yet that s changing so much. You are
deweloping at a phenomenal rate ano still hane
a Long way to go.

We just need o get you crawling. If you u-ere
mobile Life would be so much better and easier for
yow. The world wouwld be at owr fingertips. So munch
to see and explore. | coan't wailt Jacqg. My nternal
deadline s another 13 months +ill the other
baby crawls. If you don’t stont soon youw are going
fo get left behind. We are still getting glimpses
of potentiwl from yow. Youw just weed to put it all
fogether consistently.

| know yow con do Ut, cos yow're such a ymart

covkie. Just do Ut soon Jacq. okay?

There are a lot of justs and if onlys here. I can make all the
deadlines that I want, but if it involves someone else, it really doesn’t
matter because the choice is up to them every time. I can feel the
push reinforced over and over. I remember thinking, If'1 just work
harder, if Jacqui just works harder, we will get the outcome we want.

But was that the outcome she wanted?

I find the word just all over the place in conversations between
women, but it doesn’t appear much in conversations between men. It
comes across as an apology, kind of like saying: “If you don’t mind,
I’ll just do this or ask you to do that.” I've made it a habit to reduce
my use of the word jusz. I have no need to apologise for being me or
speaking as an equal.
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If only—two words that convey so much envy, regret, optimism,
scepticism, guilt, and shame. For me, the biggest lesson here is as
follows: don’t live with regret. Life is too short; freaking get on with it.

Tuesday 14 June 1994

Jacguwi, todoy you mowed 4 nches forward
across thee floor! What a red-Lletter day. | feel Like
showting owtyide in the street buwt | can’t yet “cos
no-owne else saow yow. You had completed Hie 1:30
session and urere on thee floor walting wivile | got
yowr custond ready. | hvad just yowr head on a pilece
of sating and the clock just past yowr head. Wiren
I came back you had yowr vhowlders nell in the
satin and the block Lewel withv yowr head.

I had to beliewe it, tirere t was proof and you
wrere stilltrying to go, pushving with hands and feet.

If yow coan do Ut once, you con do Ut again. The last
few days hawe peen ywperh for yow. It was Cassyies
blrthday porty yesterday. The night before ne had
wravpped wp ler pressyie of a duwess and stockings from
you and lan hhelped you write yowr name ontire cord.

Witen | got you wp on the Monday you n-ere so
exeited and ymiling hugely wiewewer | ypoke
abowt Casgyie and birthday and porty and kids. You
u-ere delighted witen Cassie opened yowr present
and later wihen ylve tried Ut on you knew exactly

what was happening, giving big smiles of approval.
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You worked hvavd flst session but didn’t want to
yleep strailght awoy. Eventually you did, but you
woke early, in time to hawe luncl and be dyressec
waiting for the party to arriwe. Youwr eyes folloued
ewery mowe the kids made and wihen you n-ere in
the circle for poss-the-parcel you uere wrapped.
You watched the kids play e other party ganes
oand sat at thee tuble enjoying tive noise and clatter.

Cassie had a fantostic day too. 'm glad you didin’t
migs UE. | lvope Ut bodes u-ell for yowr blrthday.

Jacq, now that | kinvow you can crawl, giwen tie
best opportunity, my heart Us Lighter. Maybe n-e
will hawe to send you to kinder wewxt year. Maype
that’s what yowr internal timetwble s doing. The
wext few days will tell. | lvope. | hvope. | hope.

| almost forgot to write abouwt what else you are
wp to L the mornings. School mornings owly. We
get thee message wery clearly. “Go school, go school.”
You want to twke Cassie to school so you can go Lintie
cor ool see all Hie otlier kids. lan says you smile

broadly at eweryone.

This morning you yelled “go school” at me after
| told Cass to get ready so | told her to go and tell
lon Hhat you wanted to go. Cass come back withvtive
message that Ut might be bit late. Not to be deterred,
youw called out to him “Dad, go school”’. How coulad
Ive refuse? So withvtive biggest grinm on yowr face, off

you nrent. Amazing.
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Monday 27t June 1994

Jacqg, you are doing really well with yowr
progromme ot tive moment. On tive Gravitron you are
making remavkable progress. ALl by yoursedf you ave
getting significont forword motion — often getting half
way down e ladder. You get so excited abowt Ut foo.
You kinow you are really clewer. You seem fo be having
a few good days togetiver then a yleepy, growchy day.

Today, yowr Dad let youw hawe an afternocon
yleep, you worked urell in the last session but then
wanted to play all night, so u-ere still awake wiren
I Left for wovk.

Crystals intire wrine are still a conecern, so u-e're
cwtting down the maguesium slowly. It's a catohh
22. Congtipation or crystals!

'm feeling muwch better altivough still wery
t+ired. Yowr Dad has been his wswal strong, haro -
working self.

You seem interested i wiren n-e fawlk abowt tire
baby. We are still wndecided witetlrer to lhhawe you
come to the birtlv or not. We'll decide wiren the
time comes | think. Cass s keen to pe there.

We only Ihawe abowt 6 u-eeks before mext revisit.
If yow can continwe as you did intive last fortnighht,

then P'm swre you' UL be crawling by revisit. | lvope so.

Hope you are ayleep you cheeky Little givl. You
ool yowr Dad both neeod tee rest.
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Letting Cassi see the cycle of life was an important choice, but
you will need to ask her whether it was a good decision.

Wednesday 28 September 1994

Jacgui, (E's been so Long yince | wrote o youw.
Revisit was good and bad. You didi’t put on any
wrelght and yowr head didn’t grow. Yowr clhest and
Lengthh did. You u-ere good with yowr reading and
vpeech. Some progress but not enough. You weed to
crowl. Then ewerythving else will flow o from tivere.

We had a ureekend at Javet’s in Wodonga wiich
you enjoyed.

We went to a wedding last Satwiday which you
ylept through completely. Yowr Dad took you to the
zoo the wext day which you really enjoyed. He said
thhe carowsel was a big hit.

The programme you hawe at the moment s
wery actiwe. We are doing lots of things for yowr
westibular function. Somersawlts, rolls, yplnning
bothvlread wp and head down, rocking and pitching
as well as the wswal masks, patterns, ncolines
and Grovitron. This leawes not muwch +ime for
untelligence Lncluwding matig!

You are making good progress too. Youwr head
Us mwel stronger. Youwr wovds are clearer too. You

are becoming more and movre chatty. Youwr Dad s

worried he'll be owerrwn by twlkative females.
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He is wovking so lhard at tive moment. Not onwly s
the programme wery actiwve, but 'm wery Lnactine
ond wnaple to help him muwclh with Lifting you
ovouwnd. We rewlly weed yow to crawl so you con
help youwrself.

lan Us also bwilding a new chook pen. It's wery
potlatiol and Liketive Taj Malal. It will be a yhhame
to let the chooks dinrty Lt wp. Yowr Dad has been
having a lowely time buwilding it. It’s tive kind of
thing e Lowves doing.

Yow also hawe yowr flist pair of real yhoes —
boots actually. You need them to practice standing
ond to ypin head down. | hope this programme
helps yow cvawl. It Ls coming wp to 2 years on the
lnstitute’s progromeme.

Anotlrer potential customer came by to look
yesterday. | hope they start, vt would be so good for
their Little girl. But (t's a decision they hawe to

make. You con only hope.

What would I tell someone who was thinking about whether
to start or not? Start. What advice would I give to her or him? Ask
for help and look after yourself as well. It’s absolutely worth it, no

matter the outcome.
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Monday 3" October 1994

You urere having a tired day but ne patterned
wll day, so hopefully tomorrow will be better.

Yowr Dad and | seem o be rummning on empty ot
the moment. We are botl really tired and pecanse
I'm not yleeping n-ell, weltirer is e, [ Hhink I'UL Ivawne
to try yleeping in the spare bed in your wom. Your
Dad hasn't been u-ell. He's hhad a bad sove Hhwoat and
Ut has knotked off most of his reserwes. Add to that e
buwilt me a pbeantiful chook house and on top of Lt all
he'd doing progravmme mostly by hvimself. It s a really
physical prograwmme foo o e s getting really tirved.

[ know e Us worried abowt you wondering wien
you are going fo crawl. Me too. You are getHing stronger
ewery day but Ut neeeds to go faster. If you could just Uift
youwr head consciouyly Like you do wnconseionyly
(or asleep anyway) tHhen 'm swre Ut will come soon. |
keep trying to tempt you withvthings Like “wiren you
com walk yow can go owt and feed Hire chooks efe efe.
Please Jacq keep trying. I'UL try and do movre. Wheen |
get wp. Onwly 4 more neeks of work tieen UL be lvome
ol ywrely Ut will be a bit easier.

You must be putting on weight ‘cos you feel
muwchh heavier. You hawen't been vomiting as

mauch eltiver. Just crawl Jacq and n-e'll be happy.

Not really. | want you to rum into school Langlving,
withv nobody knowing Hhat you had a brain Lnjury.
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We all so need that sense of belonging, fitting in, and being
accepted. It is part of our DNA. I didn’t belong; she didn’t belong.
We just wanted to be normal—there’s that just again. We wanted to
be normal. No apologies.

Tuesday 18 October 1994

Reluctance to relive the ewents of Sunday qt
October hawe kept me from writing soower. How
to begin?

As 'm driving into owr street after nighhvt duty,
feeling tired and a Little sorry for myself as usual,
| saow an ambulonce tuwrn nto a driveway near
owrs. | Hhought someone must hawe had a heart
attock. When | get closer and realised they u-ere
n owr driwve my fust Houwght was “they’ we got tive
wrvong house’” thren my heart storted to beat faster
and | dorowe guickly into thee driwe.

As | got owt the ambulance man was heading
towards e doorv. | avked hWim “Did you get a call
to come here?” He said “yes”. Witlh mvy heart in
my mowth | Howght of yow. As | reacihed te door
Cassie opewned it and | called for yowr Dad. No
Lmmediate anyurer so | kept going down the hall
nto yowr roow. The sight twisted a kinife in my
heavt. You u-ere wncongclows and sovt of grey, tirere

was vomlt all ower tiie bed and yowr Dad was dong

CPR o you. Wit vis eye red and his volce hoarse
e said “She stopped breatihving.” My flst response
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was o shake you and try and wake you wp. When
this elicited no response | started mowtiv to mowtiv
on youw. After a few breaths | tried to Listen to yowr
heavt. | couldi't hear Ut, but my heort was beating
so hawd, | dow't think | would hawe heard Ut anyway.

Thee ambpo tiven called his base and told them wiat
was going on. | yelled to lan to call Tihhe paed and tell
her to meet ws at Swnwbuwry. He doasired. off to do Hrat.

The ambpo plcked you wp and | kept doing mowtiv
to mowtiv +HlL u-e got i the ambulance. Tie Hioughht
come bnto my mind wihen | flst saow yow. “How Long
had youw been wnconsclous ov withowt oxygen?”’ Was
Ut goring to be worthv you surviving? Thethvoughvts came
ol urent guickly becounse owerwirelming all Hhose
doubts ureretive thouglts “I Lowe you, you ave my baby,
| couldil’t bear to lose you,” and | just kept going.

| fownd owt the beginning of the story from
yowr Dad a few minutes later wiren n-e nere all
at the hoypital.

He had heard you counghing before 7 but hadn’t
Howght anytiving wnwsual as yow often couglh. He
heard yow again just after 7 and nent iin. That's when
e fouwnd you had vomited. Some larger solid bits
then lots of semi-fludid. He saw bimmediately that you
ureren't breathving. He had put you on your side wiren
e urent fo bed as you wsnally breatie better and you
had been breativing nosily. Wieen e nrent tn you had
got youwself more on your back witivyour heao back too.
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It muwst hawe peen terrifying for yowr Dad.
But to put Ut L plain words. “He sawed yowr Life!”
Withowt his guick actions you would be dead and
I would be writing my last entry. He cleared youwr
mowth and stoarted CPR, e was wnswre witether you
had a heartheat or not yo lhe just kept doing tie Lot.
Betureen breaths he called to Cassyie. It took a few
tlmes because vhe was watching telly.

Witen e got her to come vire rang tive ambulance
for him and e ayked for lhelp Lmmediately. Cass
wilocked tive front doov. Yowr Dad kept you alive
for 20 wmvinwtes or movre +Ull | come home. | can
wewer repay tHhat dept.

Atthe hoypltal | kept giving you mowthvto mowtihv
and | yald to tiee nurse to call Tihe paed and tell ver
fo come to hherve ingtead.

Yowr Dad arrived and helped me cut your cloties
off so | could see your clhest. We tried to bag and masik
you bt couldi’t get tive inflation at all. We got ECG dots
on and joy of joys your hesrt was beating at 135 beats
per minute. That moment was my fust roy of hope.

The GP arrived a few minutes later and so dio
the helicopter. He wasn't able to intubate you so |
kept breathving for youw and amazingly you tried to

twke yome breaths on your own. Not enowgh but it
was a start. Thee GP put an IV i and Thee paed arrived.
She also tried to put an ET twbe dowin but was wnable
1o, because of this ure couldin't use tive helicopter.
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So yowr Dad, Anwne and | piled into the ambulonce
ond drowe a halry 40 wing to the city. | kept
breathving for youw ewery 30 secs ov s0 as you u-ere
owly breathving about 5 breatis a minute. It was
the worst ride of my Life.

We avrived at CAS and after a cowple of ming
they called Hire ICU Reglstvar to see you. She was able
to get you breathing withva bag and mayk.

Then came a bombyhell. “Becaunse you had
a broin injury” “Dld ue want to continuwe fuwll
resuscitation and put youw on a wentilator as this
wouwld probably happen again, getting worse UL
you nrere finally gone.”

[ was ypeechless and looked attie doctor as Uf vive
had 2 heads. Sive obviously took that as “yes continuwe’.
She gawe you some Valiwm and then Pancuwroniwm
fo allow you to relax and tive ET twbe ylipped down
guite easily. A nasogastric also, lots of tape and Hhen
wp to ICU. | remember, strangely, the povter yawwneod
while Ihe was waiting. A world of meaning.

ICU staff mowed guickly to conwnect ewerything
o machines. Within a cowple of minuwtes you u-ere
looking piwlker.

Wethen explained totive reglstror wirat happened.

What folloued was an angiows few hours wirvile

you nrere wncongciows. Youwr Dad made me go lvome
for a cowple of houwrs. | went with Grandaed to his
place. | Lay in bed and tee tears cone.
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“Why didn’t Hhey just assuwme e wouwld want
ewery effovt made?’ “Take all my strengti’ “This
was not meant fo be an exchoange pregnancy.’” |
cowldil’t bear Ut Uf you diied”’ “be strong’ “don't die”.

[ got a cowple of houwrs dozing then got wp and
come back to the hoypital.

I had spoken to Casyie and told her how siok
youw urere but how prowd | was that vive hhad helped
yowr Dad to sane yowr Life. She was at tive Brethie's
so Ut kept her busy.

Wheen | got back to ICU youw had woken wp. For
the wext 12 to 14 howrs you stayed awake. You u-ere
wery frightewved and wanted to hold wy hand all
the time. Ewery timetle staff came towards you, you
cringed and watched Hivewm angilouwyly. It must hhawe
been wery seary to be awake and hawe an ET tuwbe
o nagogastric in and hhawe e oxygen foreeod into
youwr lungs wiren you urere trying to breative yourself.

You also had an IV, Hhey couwldn’t get an |A going.
ECG and owimeter on.

Ewentually you conwked owt after a big plddle
o having yowr nesogastric replaced. Then you
ylept for a day and a lvalf.

They uere able to twke youw off the wentilator
after apout 30 howrs and then just had to urean you
from thee oxygen. Once you woke wp on Wedwnesday
morning things urere looking wp. Nasogastric twhe

ouwt. Mary and Swe helped me giwe you a bath.
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Yowr face creased from ear to ear. Hair wasied ano
looking good. Then 02 twbe and IV owt. When yowr
Dad came ure nere all packed and owt of there i
abowt 5 minutes flat.

It was't wntil Hhat Wedwnesday Hrat | felt you
u-ere going to e okoy.

Witen you Lovked at me you knew and wihen you
langhed | knew that you n-erve okay.

It Us totally amazing and wonderfwl. Aport from
a sove thaoat, hand and croaky volce you escaped
withouwt ewen prewmonia, wo antiblotics eltiier.
Owe wery lwcky Little girl.

At the moment you are i good ypirits but
wery tired and weak. Youw also hawe dewneloped an
nteresting conglh, souwnds Like an old lady clearing
her thaoot. Yowr voice hos faded to a whisper too,
wery sexy. But this morning you tried hard and got

a cowple of squealky words owt.

One step forward and one step back. Scariest time of my life

up until then.

This is the first time I had the thought that her hold on life was
fragile, that there was a possibility that she may not survive. There

was a possibility that it may not be my choice. Despite all that your

Dad and I and everyone else did, she might leave us.

It was reality slapping me in the face, reminding me that,

dispassionately viewed, she may not survive. But I could not be

dispassionate about her.
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How dare they! What right had they to make that judgement?
To dismiss your existence based on statistics—What did they know
of you and your purpose in the world?

I was so angry and wanted to scream at them and at the world:
“Don’t you know she’s loved? Don’t you know she’s my child, my
little girl? Don’t you know she is a real, whole person? She laughs, she
cries, she feels, she needs, she believes? Don’t you know? Don’t you
care? She loves having her hair brushed. She’s ticklish. She cheeky,
she loves her dad and her big sister and her mum.”

As her mother, I couldn’t do anything less than everything to
save her life. I couldn’t let her go. She was a part of our lives and had
her own life to live.

This was my love/hate affair with Western medicine. They
offered no help in the day-to-day challenges or in seeking new health
options and well-being tips, but they were great in an emergency, at
picking up the pieces of a catastrophe.

As I kept breathing for Jacqui Bree in the hospital and during
the long drive to the city, I repeated the following over and over:
“This was never meant to be an exchange. Please live. This was
never meant to be an exchange. Please live. Breathe, Jacqui. Live.
Breathe, Jacqui. Live.”

The journal doesn’t hold any record of the talks Strack and I
had, of holding each other tightly, grappling with the possibility that
Jacqui may die.
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Monday 6™ February 1995

Jacq, o Long yince I'we written and so mucivto tell.
It took me a Long time to relax after yowr brugh with
deathh. You ylept n ouwr room for guite a few n-eeks
before | could bear to let you go back to yowr own
roow. Your Dad and | vordly ylept a wink Listening
for ewery breath. You had a lot of trowble and n-e used
the vaporiser and Little drinks often. Eventually
you got yourself reorganised and u-ere back on yowr
tuwmmny, breatihhving easily and in yowr own room.

It ook ages to buwild you back wp to where you
urere beforethe aypiration episode. But ewentually
yowr hand healed and yowr voice came back. ln a
way | think the wiole saga made you more alert
o maype emotionally stronger. Intellectually you
ALt mss a Frick.

Yo had another revisitto Healesville. Despite being
30 weawk and having spent allthat time recowering you
o amazingly well. The only down side was a 1kg
weight Loss, otherwise everytiving else was >100%.

Thee empirasis Us on more patterning, more masking,
more suceess Lin mowement. Almost ewery night before
we fall into an exhawsted yleep ue discunss how ure
con get you moving “Uf only” Ltters owr discussions
covstantly. We just hhawen't found tHie right switch yet.
You ave getting stronger and Hhere (s more guality of

mowement but you hawen't guite got it yet.

/62



Z;’mmﬁ&% Qkile @/Lﬂ—w«ﬁbé%

The intelligence programme Us full onthis tlme
too. No rest for the wicked.

It was as though Jacqui got as much of a fright as we did. It
must have been so scary for her, especially because she could not
express herself through language or move away from pain. After
this episode, Jacqui seemed to throw herself into programme and
life with gusto.

Angus Peter Stracihan was born on 6™ December
1994. We had downe 1 day of programme L tire 38°
heat and he decided tHhat was enoughh. At least
e waited +ill ue nere back in Gusborne. You are
enjoying Angus. He lhas chuanged tive rowtine a bit
but mostly e fUts b withv wiat goes on avouwnd youwr
progrom.

You tend to Langhvat him wiren e eries. [ Hhink
you ploked Hhat wp from me becaunse u-e don't take
him too seriowyly. The flrst few nights he was home
you Aot yleep u-ell. You yelled ewery time e did,
most concerned. | hhad to take some time explaining
that Ut was thee way babies commuwnicated and e
was okoy ano just getting his nappy changeod. You
were muwch happier after that.

You Lowe giving him hugs and cuddles Hough

e can be a bit rowgh at +imes.
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We felt we had enough room in our lives for another child, and

baby number three, Angus Peter, arrived when Jacqui was four. He

added a lot of joy to our small clan, and his big sisters loved him

dearly. He brought smiles to everyone. He was such a happy baby.

His dad was really pleased to have a son to carry on the family name

and to even up the gender balance in the house.

It felt right. It was us getting on with life and dreams, moving

forward.

Thursday 9t February 1995

Jacgui, you are working so hard attire moment,
really putting n some good efforts bothontive incline
ond e skatehoorvd. | hvawe a sense of anticipation |
feel yo're going o make a breakthrougih intie next
few months. | kivow I'we said Ut before, but Hivis Hime
other people are noticing. They are beglnning to
hear thhe words L yowr ypeech and treat you movre
as an ntellectually alert chilo.

We'we been twlking a lot abowt going to kinder
wext year and lots of yowr friends hawe gowne
this year. | wonder witetiver that giwes you extra
ncentiwe? Angus has been a good help too, [ Hhink.

Jacgui owr dreams for you are endless. We want
you to hawe ewery opportuwnity Casgyie ano Angus
hawe. | want mostly for you all to be happy. Cass
wovries me a bt at present withvtive way yive talks
to me and Dad, yle's becoming a bit of a smartie
ponts, nal, nad, nadn, nade, nadn, nadv sort of tiving.

| hope you don't plok Hhat wp.
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How hard it must have been for Cassi to find a way to be in
our family. At times, it’s hard enough to grow up in a home full of
love. Add a child with a disability, hospitals, brushes with illness,
young friends dying, and grandparents dying. Focus on programme
twenty-four hours a day. Not easy, and it’s no wonder she wanted to
rebel. How else could she get our attention?

We are going swimming again ewery 2*4 Thursday
fo glwe you a break, hope you stoy n-ell.

Yowr Dad needs a bit of a break from programme bt
s diffiewlt withvmy old broken down body at present.

P'm restricted withh Lifting and certainly no
bowncing on tive rebownder!

'm working havd on tive pelvic floor at present
tHhouglh becaunse | want to get back to helping you
movre. | miss having you to hug and hold.

Pm ywre you'we put on a stock of ueight since
lagt revisit. | reckon yow're wp to abouwt 13 kg. You can
seethere Us more muscle and movre fFleyiv abowt yow.

Christmas was good. You enjoyed the lead wp
pairties and the actual day performed pretty well
in thee a.m. Youwr sister was wp at 0545 so of course
you had to get wp too. You nere really good throwgh
yowr Santa sack bwt theen faded badly so you nent
back to bed for a cowple of howrs.

I'we made youw a wew bed, bigger, thicker mattress

and conered withva single piece of vingl. You guite
enjoyed the hoo-haa of making it and the flrt
yleep. Mind you of late there hayn't been all Hhat
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much yleeping going on. You lvawe downe a cowple of
wll nightt awwke yhvifts. Just to keep ws on owr to-es.
We are just keeping owr head abowe water with
the intelligence progroweme. Bayh Us colowring woros
L for ws but otherwise u-e are doing Lt all owrselwnes.
Books seem fo be tlhe hardest tihvings. lnsyplration
s sometimes diffiewlt. Youwr Dad continwes to
omaze me with his strengthv and persewerance. I'we
convineced Wim to start Badiminton for a season. He
really needs some time to hvimself, totally away from
family. It will be good socially and physically. So
for | hawe to swap owly 1 yhift this monthh. We'll
see hvow Ut goes. | worry abouwt him a lot. | wouldn't
be much good withvowt him. He Us my otlhier half.
Sometimes t's a bit scary loving someone so
much. It sl amazes me Hhat e Lowes me and will
do anytihving | ask that e possibly con. He s such a
good man. Thhe more Lmportant fact Us Hhat e Us my
best friend. | tell him all wmey secrets, my dreams ane
my davy o dey happenings. He always Listens and is
unterested. Sometimes t's havd to shvarve vim withvall
the people come in for programme. | can't help but
wislt you urere nell and ure cowld hane move +ime as
a family. Buwtthat’s only on tire really bao days. You
are doing really n-ell attire moment and Hrat makes
Ut all worthwhile. That's wiat makestive difference.

Sleep well my davling, dream of crawling,

walking and twlking. | Lowe you wery much.
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Strack and I recently celebrated thirty years of marriage, which is

no mean feat in this day and age. Love has never gone; we're still best

friends and holders of all things precious for each other. We're still the

main witness in each other’s life, the go-to people for help and laughter

and love. We work hard at keeping our love strong and present.

Sunday 12 February 1995

Jacq, last night | dreamt you nrere walking. You
walked ower to me and | reached down and hugged
gow. Wishfuwl thinking? Maype, but t's coming.
The last 6 days you hawe worked really harvd. You
were on e floor withh Angus o Friday night and
yow were trying so havd to craowl. Yowr legs n-ere
pumping ond you nere puyhing hard with you
elbows and hands. Best of all you ewen Lifted youwr
head wp a cowple of times.

We put you wnear the cowch and you pusied
yowrself forward by straightening yowr legs. You
onwly urent a few but Ut was fantastic. Yowr wivole
body was trying and yowr eyes uere so aliwve. Of
course you had a huge ymile on yowr face.

Satwidoy of cowrvse you crashed and had a totally
tired day. That's okay as Long as you come wp again
todlay ov tomorrow.

Davre | vold owt hope Jacq. Are you go-ing to crawl
soon? | know you can do Ut | want Ut fo be now,

yesterday even. If ue con keep you u-ell, | tHhink it

will be soon. Sleep u-ell.
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Always optimistic, seeing success in every moment and milestone.

Monday & March 1995

Jacqg, wo breakthvough yet. It’s just twrwne.
mildinight and wy Hhouwghts are withv yow. Ayleep? |
Ihope so. More ov Less a day off today (Suwnday | mean)
Allthee family patterners urere absent or portying so
we had a day off programme much to yowr delight.

We called wp to Petra’s place in New Gishorwe
to see her Scottiviv Highland calf, born 2 ueeks ago.
Pretty cute. Then off to Bavb's for Luwncl, Jessica’s
blrthday thhew Mary's for arvo tea, Bew and Corly’s
birthvday. You stayed awake most of the day wiich
was good as Ut was guite hot. Uswally you go on strike
on hot days, eypecially Uf ure hawe a session off.

You urere happy to take Ut all in today. | wish you
w-ere puwting owt movre. Yowr Dad and | are i a bit
of a lwll atthhe moment. Owr reserwes of enthusiasm
ond resolwe are Low. We know that prograweme s
the best thing for yow. It's yowr best chance a
ndependence and “yrellness”’ but at the momen
we feel the u-eight of the years presying on ws and
mostly yowr lack of mobility. | know youw are going
fo do Ut. I'd just Like to know witen.

I see you i my mind running and talking. |
don't carve Uf you tell me off, I'd Like to lhear you try.

We'lL start afresiv i Hire morning, another day,

a wew peginmning. Crowling, croawling, crowling.
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| couwldn't yleep before wovk ‘cos | kept thinking
about you. We lhhearvd from G & F that owne of tiie kios
on yowr growp was misdiagnosed and in fact has a
degeveratiwe muscle digovder and hhas only abowt
2 months to Liwe. Scary and tragic. He was abowt 2
montivs older Hhan youw, with a similar tnjury.

Stoy wrell my davling. 'L go and do a book for

yow. Lowe you.

See-saw, emotional roller coaster, life and death—all days, all
day. Work was about life and death, too: the intersection of people
connected by life and death. It was draining, but I loved it. I still
love the health and well-being sector.

Tuesday 7" March 1995

Wheen [ Lleft tonight you were wide awwke.
Grondad was minding yow. You had an excellent
day. Sowme really good efforts on the ncline and
on the skateboard. We took some video, hoping to
get the interim report sent off by the end of the
ueek. Yo' we watched a few kids pass you now with
crowling efe, maype Ut has helped. We talk a Lot
about kinder and ool and Angus s watching
wery cavefully.

You ave pecoming a bit naughvty at times Hougle.
Cassie had a school excursion to Queenscliff. You

woke wp really growchy, all thwougl breaky and
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shomrering. Then witen ure spoke abowt Casyie going
onthe excursion and e bus ete you decided Lowdly
tHhat “Dad, go to schooll” You u-ere happy to see lier go
to schoolthen came lvome and growched some movre.
Witen volunteers came sl growcivy. Yowr Dad was
tolking to you and sald he knew what was wrong!
“You just wanted to go on Hire excursion with Cassie.”’
Well you bnstantly changed and Lawghed owt Lowd,
big smiles efe. Very nawnghty.

Then back to growching for tiee rest of tive day.

Rownwnie Zelnstra soid tonight yive cowld see you
beginmning to crawl. 3 ureeks vire suggested. It’s nice

fo lear Ut said by someone else. | vope UE's fre.

Go to yleep Jacgueline Bree.

Wednesday 15t March 1995

A guwiet night so foar. You nere asleep wien | Left,
hope (t's a good relawing yleep. You'we had a bit of
“gastro’ fortihie last few days and hawe been put-ing
wp withv not muwch work. A bit of patterning and
intelligence onwly. | don't remember what | was
going to say. It’s 0330 and the body Us at Uts Lounest
ebh. | woant you to walk Jacq. We wneed you to do
somethving ypectacular ‘cos u-e're dvagging owr flag

at the moment. | know and feel deep in vy heart
that youw will walk but just at thve moment 'd Like
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to kiwow wihen. More patterning | guess. We'll hhawe
to giwe you movre choices to help withv yowr problem
solving, maybe that might +ip the scales. We'we
posted off tive video and report for o way this session
fo see what Max says about you. We might hawe to
go to Healesville for a day wext neek or the neek
after. We algo hhawe to go to the lndependent Living
Centre to see Uf ure can come wp with some way to
swpport you L the batlh or vhouwer and a better
arrongement for youwr highchalir.

It's frustrating ‘cos it means time off from
prograomveme as uell as trawelling time there
andl back. | wmwst ring tomorrow and make an
appointment.

Sunday 19* March 1995

You are probably still awake ewen Hrowglh Ut
0525. Cassie had her Suzwki Book party yesterdoy.
You were wide awalke and tryiung to crawl and be
poat of the action. You Lowe parties Like any kio and
of couwrse you knew all the people there. Grandad
got a ypecial ymile, ie's a bit of a favowrite. And |
mst adimit you had a faste of thee chocolate cake.
Cassyie promised youw and you remembpered so u-e
had to oblige.

Sty urell and | vope you ave ayleep.
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Monday 3 April 1995

we'we had Interim Report and a long phowne
conwersation withMas wivile ve watched tHire video.
Plan of attack remaingtie same. Keep you n-ell and
keep youw working. You seem to e doing this with
some consistency of late wivich Us fantastic.

You are putting on neight. 'm swre and actually
getting some muscles to be prowd of.

It seems Like you want to work at the moment.
The things ure twlk abowt make you keen fo try. We
wre chatting about kinder and Angus catohing you
ete. You arve enjoying swimming once a fortnight
algo. lan yoys he's buwilding wp yowr repertoire.

we'we Lousered the Lncline a fraction to make
you pwt L a bit more effovt. You are doing this most
of the time foo.

I wivh | could be home withv youw more. Some
days | hardly see yow at all. I1£’s hard on yowr
Dad, eypecially withh little Angus Peter weeding
attention also.

I'we downe a heap of night duty of late and it
mavkes Lt dfflewlt. Newer mind | hawe a few days
off coming wp. | weed to put L a big effort. You need
foodl and ure awll need some new Ltems on tive menu?

Yowr voice (s getting Llowder and wmovre
nteresting. Othver people arve sometimes ploking
wp things that youw say.
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I ywrprised yowr Dad and took him owt for tea
and thve moviestie otlier ueek. Tea was good, movie
was Lowsy, Pwlp Fuetion. It fook some organisying. P
minded yow, of course you were awake wien n-e
got homee. lan urent and picked you wp, as you came
to the Lownge room you cracked wp langhing. Very
bold.

| hope you avre ayleep now. Anotiver n-eek abowt
to begin. WiLL Ut be this ureek? | wiyhvl cowld see Ut.

This weekend we're off to Ocean Growe for a
hotllday. Owly 3 days but Ut vhvould be a nice break.
It’s thhe beginning of school hols. Easter coming
again. It flies so guickly as you get older. How old
will you be? How are you go-ing to manage at kinder
o yehool? Will theey Let yow attend? | don't want
you to go to a “ypecial school’. | want yow to see

youwrself as normal and n-ell as possible.

So often, it was about trust. It was hard to trust someone else

enough to leave Jacqui’s life in their hands. We had very few people

in that inner circle.

Trying to sneak some time off was always riddled with guile: We

should be programming. I've learned to mistrust the word should. It

usually means something I have to do rather than something I want

to do. Something someone else wants me to do; something that I feel

obliged to do. Should is another word I'm trying to remove from my

vocabulary. It’s a flag to re-think the matter.
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Friday 14* April 1995

A yleepy day Jacqg. Hope yow're not coming
down with somethving. Wiken you hawe a great day
ure see Ut all coming togetiver. On a day Like today it
feels Like it will be forewer. It must be frustroting
for you too.

Almost ewery night yowr Dad and | talk alpout
the day before u-e go to yleep. lnvariably tie suwbject
of youw, yowr crowling and wwlking and yowr
futwre come wp. We searchh for ansusers, are n-e
doing enough? Could ure possyibly do any more in
the day withvowt compromising owr sanity and
youwr healtih? Shhoulad u-e be doing sometiving else?
When will youw crawl, walk, twlk, sing, play tie
ploano and run ower and give me a hug and tell

me you Lowe me? How will youw manage at kinder,

school, ULife, Lowes, marriage, spovt, Living, past
yowr wext blrthvday? Wivo knows?

Most days we fall into bed exhawsted and tihe
ansurers don't come. Repetition doesn't help.

There are times when repetition doesn’t help. Sometimes, you

have to learn to let go to change something. Einstein’s definition

of stupidity was doing the same thing over and over and expecting

a different result. Yet “practice makes perfect” is a mantra from

my childhood, one I still repeat to my own children. So, in some

cases, it does. If you learn something, it’s good each time you do

it and strengthens your ability to do it again. We were working on
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the principle of neuroplasticity—retraining the brain, creating new
neural pathways.

| Lovked at yowr beauwtifuwl face tive otiver night.
You were Lying on yowr side at rest, ykin clear,
breathing guwietly. Beawtiful angles and vracdes,
pointed nose Like mine, dark layihes Long and
cwrwed o yowr cheeks. It made wmy eyes misty
looking at tive wonder of you. You Looked so n-ell.

| Lowe Ut witen yowr eyes are opewned wide, so
big and rownd and green, and knowing. Programme
has helped you be a part of Life. Will yow still be
my friend witen you're older? Wivo know=? Someowne
has to play the dragon and someone has to work.
Youwr Dad s a muwch better mother Hanw me. 'm
too Lmpatient and selfisiv. | don't fFinlyivtivings off
properly. Good in the planning stages, not good at
completing. Fairly d & m for Good Fridey.
Be u-ell.

All of this before any Myers—Briggs, any assessment. I knew I
was a starter who came up with the ideas, the spark. I was much
less strong when it came to completing. Impatience still dogs me
most days; I have a chasm to fill with ideas and tasks every day,
and sometimes I feel like a ravenous wolf, gobbling everything in
my path.

And there’s the martyr! Who said someone has to be the dragon?
Who says children need that? All these notions are self-imposed
based on the stories I told myself, the stories Strack and I heard as
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children. There’s no need for it. All you need is love in all its shapes
and forms: respect, loyalty, compassion, kindness, and courage.

The wonder of Jacqui, of any child—the amazing human
being—a miracle. She was so beautiful.

I remember saying to a friend who was trying to interest me in
getting my master’s degree that each of my children was a master’s
course: watching them grow, interacting with them on so many
levels in so many different ways. And I was hoping to graduate soon.

iday 26t May 1995

Coming home from work tonight | began to cry.
Reagons, 'm not exactly ywre. Floodgates opewved,
lwckily not muwchtraffic. | read back a Litlethiouwgh
yowr book. | Hhought yow'd be crowling before this.
| set wmyself goals and ne newer get there. | Lowe
my fammily buwt maybe 'm not good enouwgh for
them. P'm not strong enough, too lazy and selfiyh.
Otherwise youwd be okay. | misgs my Mwm, | need
someone fo wwbuwrden to but yowr dad wovks so
havd withv you | can’t express all my fears, Ut might
wll be too muci.

Please learn to crawl J.B. give ws some hope.
Maype tomorrow. I'd better go back to bed before yowr
dad misses me. | feel better after a few tears, maybe.
Sleep Princess.

Like a boiling kettle, every now and again the steam would
blow the top off and escape with the build-up of pressure. How
hard would it have been to ask for help? For me, it was really hard.
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There were people I let in a little, once in a while, and those friends
who stayed, but I didn’t have anyone I could talk with about defeat,
about the fact that I might not be able to fix this.

This is such a difficult mix: separation from the feminine, the
road of trials, facing all the ogres and dragons, going to work. But you
are not enough; you are yearning to reconnect. I had so little control
over what was going on, so little insight. I was pushing through,
forcing. What would have happened if I had surrendered at this
point? I'm not sure that would have been the best option for anyone.

The downers were so often on my own, whenever the spirit
refused to be held back by the mind any longer. Driving home tired
me out, the quiet of early morning did too. The real me emerged to
take the public me down a notch, deeper, past the surface.

Sunday 28 May 1995

Dot know why | it swelh a dowwner tive other
day. | kinow bothh you and yowr Dad and | hane it
thee pre-revisit blues. We are botl stretehed really
thin physically and emotionally. We hawen't
found the right switch for you yet. We will, fear
not. Maybe more of tlhhe same, maypethistime n-e'tl
Find the right combination. You look at Angus and
| can see you watching and nelghing wp wiat he's
doing and wiat you're capable of doing. You really
Lowe Ut witen e comes and grabs yow o yowr toys.

You had a Lowely Lunch out withh me and Angus
the other day. We planned to go to Sue Howard's.

| dldn't tell you +ilL the morning u-e n-ere going

‘cos | ddn’t want you to get so excited that you
stoyed awwke all night thhen crayied the wext day.
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Anyway n-e urent after flrt session and | Howght
yow'd ynovoze on the way ower. No way! The entire
howr youw ypent awwnke, watthing and listening.
Witen ure finally got to Swe’s | sald n-e'd arriwed ano
Jacguwi and Swe u-ere walting for ws. Well yow just
burst nto futs of Langhter. So excelited. Jacgul Mary
was good with yow, you played Barbies together and
e read you a cowple of stories.

Yo' we got a cowple of newhorn. | can’t remember,

v yealr. A cowple of new tracksuwits so you don’t
look Like orpiran Annie nwow.

You loved to be doing different things and meeting kids. And
when you laughed, the whole world laughed with you. It cracks my

face even now thinking about you. It’s such a great reminder to live

in the moment, to be there, and to feel the joy.

Sunday 25" June 1995

Jacq, | was hoping l'd hawe some exciting news
this ureek but | guess it will be nwext ueek now. At
last revisit they asked Uf u-e'd browght a different
girl along. Youw put on 3kg in uelght i 6 montis,
the previows 2 years you had only put on 1kg!
300% growthh of head and clhest, fantostic! 3.5 cm

n length, also swperh and almost 100%.
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The day nre urent ower you had a great +ime. You
were twlking and Langhing, holding tivings and
d really well withv yowr skateboord. Max was
guwite Limpressed.

We are waiting now for thhem to get back to
ws. We hawe a bottle of gas 02 80% and CO2 20%.
Wit this ure hope to divastically Lonvprowe youwr
muwscle towe. They hawe owly been doing this
poirticwlor progroweme for albowt 10 years so are not
as kinvowledgeable as witivtive other prograwvmes. We
Hrought Ut might be thvis n-eekend but it Looks Like
Ut will be Monday or Tuesday.

You got firved wp after revisit and seemed to be
doing okoy. Unfortunately, you got the flu from
Cass which has knocked yow for yix. It's perhaps
Juwst as urell ure didhilt go thvis ureekend; Ut giwnes you

a chhance to reconer.

Two steps forward and one step back. Still full of hope and dreams.

Tuesday 4* July 1995

We finally storted the Gas programme on
Thursday last u-eek. We hhad to go ower to Healesville
and let Max see how youw managed it. Nothing
brilliont as yet bt u-e hawe great hopes. 'm happy

for you to swrprise me anytime J.B. you want so
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muchto be a port of wihatewer tive family are doiing.
You try and chat away to us. Sometimes u-e piok wp
most of what you are soyling, but most of yowr woros
are still wnelear. Thhere Us still move variety of tone
o volwme coming i, which is good.

Since you got ower thee flu you seem to he guite
bright and are working reasonably u-ell.

We do't hawe your wew floor programme yet.
Hopefuwlly (t's going to giwe youthe right combination
ol you will crawl. That will be a start.

We lvarre to go L to tiee hhoypital to see abowt some
equipment for yow. A hWighohalir, a bathhchalir and
a toilet ywpport. More forms coming wp.

Stay well Jacq.

You enjoyed yowr visit to the Zoo. It was the
cwlbmination of a month tawlking abpout butterflies
ol motins. We did pasting and made caterpillors
ond yticky toping and made butterflies. Eachhvtime
you seemed to guite enjoy it.

This montlistheme Us going to be cities. Probably
not as exeiting as butterflies but ne'll see wirat n-e
con do.

I'we hhad no movre tears Jacq, but | still hawne a
poin b my heart for youwr Loyt chvildirood. It colouwrs
how | view ewerythving in life. But ne wouldn't

giwe you back ewer.
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