SAVING MY SONS
A Journey with Autism

Ilana Gerschlowitz with Marion Scher

This book is dedicated to our eldest son David,
who has taught us patience, perseverance, dedication and
how to be courageous. Above all, he has allowed us to learn the
most important lesson in life –
to see through the superficial to what truly matters.
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PROLOGUE

How do you start explaining an illness that few really understand? Mention
the word ‘autism’ and you’ll get a whole range of different opinions. Even
after 15 years of searching and many discoveries later, our family is still
unravelling the mystery. This book invites you to join us on an intriguing journey through many twists and turns (and even mazes!) – in other
words, the journey that eventually led us out of the stranglehold of autism.
By sharing our personal experiences about reaching out to and extracting
our son David from the condition that trapped him, we touch on what we
learnt about treating autism and how to create a new ‘normal’.
In telling our story, we share what we have gone through and the details
of David’s diagnosis and treatment, passing on our first-hand knowledge
and experience of what it means to be the parents of a child with autism.
What we’ve learnt over the years is that in autism there is only one constant
– which is that each child is different. As the saying goes: ‘If you’ve met one
individual with autism, you’ve met one individual with autism.’
This book is not just about David’s story. It’s about a family with three
beautiful boys, and our journey into the world of autism. This is our story
of staggering heartbreak, searing honesty and, most importantly, monumental victories.
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THE PERFECT LIFE

Growing up and meeting the love of our lives
ILANA’S STORY

Having grown up on a farm near Kestell in the Free State, I have fond memories of waking up to the smell of my mother’s delicious farm breakfasts. As
a small child I loved every moment of running around barefoot in the dusty
wheat fields. You’d often find me in the stable feeding the calves or taking
care of one of the abandoned lambs we’d picked up in a field. I learnt to drive
and park a tractor when I was ten years old, and would climb the water tanks
and wheat silos and sit on the highest platforms to do my homework.
As we couldn’t always get everything we needed in Kestell, we’d often
make the three-hour drive from the farm to Johannesburg. As I grew older,
and especially during my teenage years, I longed to live in the city and
dreamt about studying and working there one day. It seemed so glamorous
and exciting!
My mother, who had grown up in a traditional, religious Jewish home,
made sure we kept kosher and the traditional laws, even though the logistics involved were difficult.
At the end of December 1992, at the age of 17, I completed my matric in Afrikaans although my home language was English. I moved to
Johannesburg to study a commerce degree through the University of South
Africa, and shared an apartment with my older brother who’d already been
living in Johannesburg for some time. Finally, I’d moved to the big city to
live the life I’d dreamt about.
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My first year in Johannesburg was daunting and I felt overwhelmed by
having to juggle a social life with my studies. In an attempt to make friends,
I decided to join a group of students who were going on a weekend away.
It was there I met Martin for the first time. I fell in love instantly with this
tall, dark and handsome boy, who in no time managed to sweep me off my
feet and steal my heart forever.
After completing my undergraduate commerce degree, I went on to do
a law degree through Wits University. I finished it in 1998 and started my
career as an attorney in 1999. After two years of articles at a prominent law
firm in Johannesburg, I continued to specialise in labour law. My perfectly
mapped-out life was firmly on track.

Martin’s story
As a little boy I grew up on the friendly streets of Port Elizabeth in the
Eastern Cape. My parents raised me in a traditional, religious Jewish home.
At one stage my grandmother, her sister, my mother and her sister and our
family all lived on the same street. Sport was my life and I was happiest
when I was holding or kicking a ball. I took part in sport before, during and
after school.
It was a carefree childhood in a quiet suburb where we rode our bikes
in the streets and walked around without a care in the world. When my
younger brother and I played tennis in the street, we’d put up a makeshift
net that spanned the entire road. Every so often a car would come past,
and it would have to stop while we lowered the net so it could pass.
When I was 14, my parents made the decision to move to Johannesburg.
The big city was overwhelming for me. In PE I was a big fish in a little pond,
but in Johannesburg no one knew me and I battled to get selected into
the top sports teams.
I completed matric in 1990 and enrolled at Wits University to become a
chartered accountant. I’d set my sights on becoming a successful business
man. While at university I was eager to earn my own income and my uncle
helped me set up a business. I’d buy CDs from a wholesaler and sell them
to restaurants and stores – anybody who’d invite me into their store.
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Every year some Jewish students got together for a weekend away and
it was there I first laid eyes on Ilana. What drew me to her was her pretty
smile and carefree disposition. She seemed so happy, and smiled almost all
the time. After our first date, I knew I’d met the woman I’d marry. I’d never
before met a girl who cleaned her plate on a first date quite like Ilana did
… I appreciated that she felt comfortable enough to eat in front of me,
contrary to other dates I’d experienced who picked on their lettuce and
twirled their food around on the plate. I just had a feeling this was the one,
and we dated for the next five years.

Getting married, living the life and starting a family

Martin and I married in 1998. He was 27 years old and I was 23. It was all
going according to plan and I’d accomplished what I’d set out to do. I’d
married the man of my dreams. We were both successful in our careers;
made nice money; had a nice house in a nice suburb; and were ready to
begin our nice family. Everything was, well … nice – and comfortable – on
my road of normality.
After four years of marriage it was time to take the next step. I fell
pregnant with our first child without any difficulty. My pregnancy was
completely normal, and during my regular visits my gynaecologist repeatedly assured me that my baby was in perfect health.

Our firstborn’s arrival

We couldn’t wait for the day of David’s birth. Since I was having a
Caesarean, we arrived at the clinic on the date decided on by my gynaecologist – 24 June 2002. I remember standing and looking down at the empty
crib in the maternity ward, waiting full of hope and excitement to see my
baby finally lying there. And to take my first steps into motherhood …
I remember the Caesarean and the excitement of having a baby as if it were
yesterday. On the first night I was so elated that I had a son I couldn’t sleep. It
was the most special moment of my life. I bonded with him instantly, played
with his little fingers and experienced love as I never had before. We couldn’t
5
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Baby David

wait to take our baby home and begin our life together as a family.
On the first night at home, all the usual cares arose: how to sterilise the
bottle; whether my house was hygienic enough; how to bath and burp him.
I battled with breastfeeding as David wouldn’t latch.
As with any firstborn, things were a bit topsy-turvy, but I was happy,
grateful and well pleased with life.

Our dream baby: June 2002–February 2004

I was the exemplary mother, taking David for his BCG, Polio, DTP,
Haemophilus influenzae type b, Hepatitis B and MMR vaccinations on the
dot at the prescribed intervals.
David was the perfect baby: he smiled, lifted his head, rolled over, sat up
without support, crawled, pulled himself up into a standing position and
walked at all the normal milestones. He played peek-a-boo and hide-andseek, and loved his little blue scooter. He looked at us, and rewarded me
with a huge smile when I tickled him. Apart from a little reflux at seven
months, life was idyllic for the first ten months.
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From ten months, he suffered from recurring ear infections that the ear,
nose and throat (ENT) specialist treated with antibiotics. Pretty normal
for a baby, we thought. At about 11 months, diarrhoea and a high fever that
lasted for seven days landed David in hospital. The paediatrician struggled
for almost two hours to find a vein in which to insert the intravenous (IV)
drip … and David fought and screamed the entire time.
We felt that this incident had really affected him adversely. When we
went home, however, we suddenly noticed that our son didn’t want to look
at us anymore. This was frightening. He also showed no interest in playing
our usual games of peek-a-boo. The laughs, smiles or reactions that ‘normal’ babies his age use to communicate were gone; the sparkle in his eyes
had dimmed … and the countless trips to doctors, specialists and therapists
began. Life as we knew it – and as I’d so carefully planned it – was over.
No parent knows what the future has in store when they excitedly hold their
newborn in their arms. For us the future would unfold like a horror story with
shocks at every turn – but at the beginning we still hadn’t opened the book.
Raising children presents challenges for every parent, but raising David
took intense courage. In those early years, it was a one-way street of constant giving without receiving anything in return.

Therapists, specialists and increasing unease

David was 18 months old when I began my search for answers. He was
unresponsive and had stopped developing. I’ll never forget my first visit to
an occupational therapist, one well known for her expertise with babies.
David walked into her therapy room and ran around in circles. He wouldn’t
touch any equipment she presented him with and made no eye contact with
her. She didn’t speak to David and instead tried to lure him with the usual
baby toys, but without success. At the end of the appointment she told me
there was certainly cause for concern, briefly mentioned the word ‘autism’,
then told me she wasn’t authorised to make a diagnosis. She mentioned
that most kids looked at her fleetingly at least, but that David had made no
eye contact at all. She expressed the opinion that he was too young for a
diagnosis and that we should come back in a few months’ time.
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I left the therapy room with an uneasy feeling and a heavy heart. By the
time I got home, I was in tears and fear had set in.
Looking back, I wish she’d confirmed the red flags of autism right then.
If we had received an official diagnosis around that time, David could have
started treatment much earlier and might even have recovered. We know
now that early intervention is key.
In my heart, I simply knew that David wouldn’t ‘grow out of it’. I’d read
about the developmental milestones; and knew they were there for a reason. I felt very uneasy that David wasn’t reaching them. I wasn’t prepared to
lose valuable time and I wasn’t going to wait months to secure an appointment in search of a diagnosis. I was looking for confirmation of my worst
fears, because I felt that the sooner I identified the problem, the better were
my chances of improving our lives.
At that stage of our journey, though, there was always someone to
reassure us – incorrectly – that he was ‘a late starter and he’d soon catch up’.
It couldn’t be autism, right? David looked so normal …
Had we listened to this advice, it may have been another three or four
years before we looked for help. We’d have lost many years of crucial intervention and development had we not taken action immediately upon
discovering that David was not developing on time.
The next appointment was with the paediatrician. I described David’s
bowel movements and his delayed development. The paediatrician diagnosed him with toddler’s diarrhoea. He assured me the frequent bowel
movements were insignificant and would pass. Once again, I was dismissed without progress.
We went on to consult a speech therapist trained in neurodevelopmental
treatment (NDT), whom we had been assured was the best local practitioner
in the field of delayed language acquisition. David cried and screamed for
most of the consultation, refused to co-operate with her and wouldn’t imitate what she was doing. In a last attempt to escape the demands she placed
on him, he threw himself on the floor, distressed and with his hands flapping. It crossed my mind that if she couldn’t manage his behaviour, she’d
likely not succeed with the therapy or its ultimate goal of speech.
David and I then flew to Bloemfontein to consult the top neurologist
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in South Africa. I remember sitting on the plane with David and looking
through the window at the clouds, hoping I’d have answers on my journey
home. Sadly, this trip didn’t bring answers or the solution I’d so desperately
hoped for. After seeing us for about an hour, the neurologist told me to
put David onto Risperdal (a psychiatric medication) for his hyperactivity.
‘Push the dose,’ he said, ‘you can go up to 1 mg of Risperdal.’
My gut instinct told me this wasn’t the answer, and I was right. Risperdal
did nothing to calm David. It just made him tired. Looking back, we realised we were giving him psychiatric medication when he was in fact a
medically ill child. The neurologist mentioned in passing that we should
try to get his continuous bowel movements under control. He didn’t, however, make the gut–brain connection or even mention autism when the
signs were so glaring.

No help anywhere

‘Take him for play therapy to a psychologist specialising in children who
are not social,’ the voice on the other end of the phone advised. I politely
agreed with my concerned friend, who was offering advice to take David
for play therapy.
In our quest to do everything possible, we also took David to a psychologist who tried to engage him. He, too, was unsuccessful.
Everyone was too afraid to mention that dreaded word – ‘autism’.
All the professionals from whom we sought help were unable to offer
either an official diagnosis or a lasting remedy. David regressed rapidly.
He’d lost his speech and the side effects of the medication caused worse
problems. Behaviourally, he only made eye contact fleetingly; didn’t have
any imaginative or constructive play; and didn’t imitate us by clapping his
hands or waving. I was beside myself. We could see David’s regression but
could do nothing to stop it. It was like a runaway train.
After all these negative experiences, we had nothing to show.
Hopelessness set in and the future seemed bleak. One relation came up
with what he felt was the solution.
Put David in a home and forget about him …
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Martin and David

As David was our first child, I didn’t really know what to expect. As for any
new parent when you come home with a new baby, it’s a bit of a minefield.
When I was asked whether I was thinking about what I’d do with my son in
the future, I’d answer ‘not really’; I was more concerned with his immediate
needs of eating and being changed. My thoughts centred around keeping
a good relationship with my wife, managing my work and my child as he
was back then.
When I look at that question now, I realise that I never ever experienced
those dreams with David. I never had the chance to and only later did I
think: ‘What did I miss?’ Today I can look at photos and videos of David
when he was small, which were too difficult to engage with before. Now,
as a father of three children and knowing so much more about what could
have been, looking at them is even harder than it was originally.
I don’t think we could have done more and it’s simply hindsight that
makes it possible to think of what could have been. This book is about
hope, but there’s a lot of bitterness that comes along with this story, which
was and still is a very difficult journey that consumes us.
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THE DIAGNOSIS

In February 2004, when David was about 20 months old, we visited a developmental specialist. We had to wait two agonising, soul-stealing months
before we secured an appointment with her. When I close my eyes and cast
my memory back to that fateful day, I can still see her sitting behind her
large desk as she delivered the diagnosis that destroyed the more or less
normal path we thought we were taking.
The outcome of this visit turned into a surreal nightmare from which
there was no escape. What she gave us was not merely a diagnosis, it was
more like a death sentence. In a perfectly calm, matter-of-fact voice, she
uttered this dreadful news and advice: ‘He will never speak, go to school,
be toilet-trained, have friends, get married, or hold down a job. Take out
an insurance policy and see a psychologist.
‘I hear you’re pregnant,’ she added casually. ‘I don’t know what to tell
you. I guess you can go for genetic testing. No guarantees, unfortunately.’
Her parting words to us?
‘Goodbye and good luck.’
She turned and left for another appointment.
We finally had our diagnosis, delivered in cold and brutal language.
Before she spoke those fateful words, we had still had hope that everything would turn out right. Before the gavel strikes and the words leave the
judge’s lips, the sentence is neither legal nor official.
But now the developmental specialist’s gavel had struck, the words had
left her mouth, and the sentence had been pronounced.
‘Autism!’
All our hope dissipated into dust.
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* * *
As hope deserted us, the vacuum it left behind drew in fear and sadness …
great sadness, and a sense of loss beyond description. My idyllic dream of
a happy family was shattered. At that moment, I wanted to die – with no
thought of my husband, child or unborn child. I had always wanted a small
gap between my kids as it would be nice for them to be close in age while
growing up. It was all ruined.
As the developmental specialist dismissed us, it felt as if she’d delivered a life sentence and we left her office reeling in shock. There was no
social worker, family member, parent or professional working in autism
spectrum disorder (ASD) present to wipe my tears, hold my hand or offer
words of wisdom; and there had certainly not been any mention of treatment options. And how did I deal with this devastating news knowing that
inside me I was carrying my next child?
My beloved David had vanished into himself … a place where I couldn’t
reach him.
My nice, ‘normal’ world collapsed. Mourning the ‘death’ of my firstborn,
and believing I’d never be able to have a normal relationship with him, I
was plunged into severe sorrow and defeat. I lay wounded on the floor,
sobbing for hours on end, crying oceans of tears, mourning what felt like
a living death.

The vacuum of autism

When someone you love dies, the date and time of death are recorded and
everyone expects you to go through a period of mourning. You have a
memory of the event and think intensely about the loved one you lost.
Losing our connection with David, however, was and for a long time
remained a loss that could not be quantified. There wasn’t the usual support offered by our Jewish community in the event of a death – no prayer
groups, meals being dropped off, or people offering encouragement. It was
just Martin and I and our baby, who looked like David but wasn’t David
anymore.
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Another reason why we experienced autism as a social vacuum was that,
when we first received David’s diagnosis, our initial instinct was to hide
him, the label ‘autism’ and ourselves from the rest of the world.
Autism thus swallowed David very quickly, and it was as if it had cruelly
left us with an empty shell and an unreachable soul. We still sometimes
wonder when it was, exactly, that autism came to take David away from
us. If we could mark a specific date, we wouldn’t only remember the loss
but would also have an annual ‘autism is treatable’ party to celebrate the
victories we’ve experienced since then.
The period before the diagnosis was that much more unbearable because
David was a first child. With a first child, you are still learning about
motherhood and how to deal with a baby. You don’t always know what’s
wrong when they become sick; and initially you panic because they can’t
tell you how they feel. At about three years, they may be able to tell you
their tummy, ear or head hurts and life becomes easier for parents as far
as being able to help their child is concerned. However, David had lost his
speech – all he had left was crying and episodes of extreme behaviour. And
although we didn’t know it then, it would be many years before he would
communicate – even his basic needs. For new parents, and particularly
those who can’t afford or don’t receive the necessary support from professionals or family, this can be frightening, confusing and immobilising.

The typical medical problems appear

David continued to suffer from bouts of gastro. His bowel movements
were explosive, frequent (eight to ten a day) and smelly, and sometimes
contained mucous. For the parent this is challenging, but for the infant the
physical impact is painful and uncomfortable. He’d become very hyperactive before a bowel movement. His belly was bloated and looked like an
inflated balloon. This was a red flag, indicating that he was possibly suffering from yeast and bacterial overgrowth in his gut, but we had no idea
then.
The ear infections also kept recurring. Of course, with the use of antibiotics, the reflux became more intense and we found ourselves regularly
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battling high fevers. Years later, we’d learn these medical issues were in fact
a major contributor to his autism.
David also stopped developing any skills. His skin was pale, he had dark
rings around his eyes and he remained sick all the time. My search to find
a diagnosis and above all, solutions, now began. I involved myself in intensive research, and undertook numerous treks to specialists and therapists.
The words of Nelson Mandela express what I began to realise after a while:
‘I learnt that courage was not the absence of fear, but the triumph over it.’

The search for answers begins

I sprang into action as soon as we arrived home after receiving the official diagnosis that seemed to seal David’s fate, and researched everything
I could find on the illness that had stolen our child. I didn’t know it then,
but we were at the base camps of Mount Everest – with much hard work,
uncertainty and treacherous terrain ahead of us before we could get close
to the summit. In my determination to access treatment for David, I managed to block out all feelings of panic and started to make phone calls. A
voice inside me propelled me forward, egging me on to act and preventing
me from freezing. Even though I was a few weeks pregnant and nauseous,
I battled the constant feeling of wanting to throw up. I sipped ginger tea to
relieve the discomfort, too afraid to take anything stronger.
THE VOICE OF DOOM

My first phone call was to a South African autism organisation, whose
representatives said that autism was a life-long disability. They told me to
make him ‘as comfortable as possible’! The only help they could suggest
was a parent-support group and a brochure on autism through the post.
Days later when the brochure arrived – laying out the terrible symptoms
of autism, including the fact that children with autism can have seizures in
their teens – I actually did throw up.
There was no mention in the brochure of any medical treatment or educational intervention. No sign of hope. No glimmer of light at the end of
the tunnel. The organisation was paving a dark and gloomy road ahead
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for us, and I was quite astonished. I wasn’t prepared to give my baby up
to autism or a parent-support group. Contrary to their advice, I was not
going to accept autism as a permanent disability. Looking for some lead
or indication of treatment, I turned the brochure upside down but found
none. There was a picture on the front of a boy with autism spinning on a
merry-go-round and looking down with no eye contact; and, of course, the
number of a parent-support group on the back.
This was the worst time of our lives. Instead of the happy motherhood I’d
dreamt about, life became a daily travail filled with extremes of exhaustion,
fear, depression and sadness. David cried and screamed constantly; he was
quiet only when he slept. A heavy, ever-present grey cloud descended on
me. I had no escape.
I couldn’t eat or sleep, buy new clothes or even look at myself in the
mirror. I used no make-up and barely felt alive. Friends suggested I seek
professional help for myself, but I wasn’t emotionally ready for this. I first
had to mourn the loss of David’s normal development and kept all my
emotions safely locked away. It took time before I could talk about my
shattered dreams, fear and brokenness.
The journey to the return of hope began when we started to educate
ourselves about autism. We read everything we could find: what autism is;
what causes it; and, most of all, how to not only stop but also turn around
the regression we’d witnessed in David.

A first ray of hope

In our search for answers, one of the first books we read was Children with
Starving Brains: A Medical Treatment Guide for Autism Spectrum Disorder,
written by the late Dr Jaquelyn McCandless. Both Martin and I read her
book multiple times and became very excited on recognising many of
David’s problems. We tracked down Dr McCandless in the United States,
phoned her and asked for a consultation. Her response was that she was
now semi-retired and was not taking on any new patients. We sent her
a photo of our beautiful baby with his big eyes and blonde curls, along
with some South African curios, in an attempt to make an impression and
15

saving my sons
convince her to change her mind. It worked and she finally agreed to consult with us.
BIOMEDICAL TESTING

For a start, Dr McCandless told us, we would need to provide her with
David’s urine, blood, stool and hair for analysis. She sent us the testing
kits, which came accompanied by detailed use instructions from the US
laboratories. Martin studied the collection guides carefully, and we prepared ourselves for the daunting task of drawing blood and meeting the
stringent requirements set out in the kits’ guidelines. We arranged for
our paediatrician to draw the blood because we wanted to make sure we
left no room for error. On the morning of the appointment, he was called
away to an emergency and his partner, a well-recognised paediatrician,
stood in for him.
I remember sitting at the clinic as we waited 45 minutes for him to
arrive. David was crying for his bottle, which I couldn’t give him because
we had to wait for the blood to be drawn before he could break his fast.
For a normal child this is difficult – for David it was unthinkable. When
the paediatrician arrived and prepared his equipment, he snapped at me
angrily, saying he’d agreed to stand in for his partner but wanted me to
know he was against the tests. This even though he had received no proper
training on the subject at medical school!
Afterwards, as David cried and screamed, Martin rushed the blood
specimen to a laboratory so it could be centrifuged into the components
required by the laboratories in the United States.
Not only was Martin carrying a precious cargo – it was also not a normal
sample drop-off. We had to make sure that our local lab understood the
samples’ significance and the care that needed to go into preparing them.
We knew there was no way we could put David through the same thing
again soon. There was no room for error.
I took David home while Martin went to a specialised courier service
to package and label the samples. Some of these had to be frozen, others
had to be refrigerated and yet others were to be kept at room temperature. Martin filled out reams of paperwork requiring him to describe the
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samples and the reasons for the testing. I nervously waited for his call.
Finally, he let me know it had all worked out and we’d been successful in
getting the samples off.
When he arrived home, however, we realised that the laboratory had
performed the blood centrifuge at the wrong speed. My heart sank. Later
that evening, we called the US laboratory to report this. Thankfully, they
said they’d accept the blood despite the incorrect speed.
One of the blood samples had to arrive at a laboratory in Beverly Hills
within 24 hours of being drawn. We held out little hope this would happen,
but fortunately it arrived on time and we breathed a sigh of relief.
All we could do now was to wait for the test results.
* * *
When Dr McCandless’s report arrived, it was a relief to see that it went into
satisfying detail, and not just about what was wrong with David:
The results show marked gastric pathology. His gut is deeply infiltrated
with pathogenic bacteria and yeast that need intensive treatment. This
includes natural and prescriptive medications as indicated. He needs
to have any offending foods that could encourage gut inflammation
removed, including wheat, milk and refined sugar.
David has heavy metals poisoning and needs corrective minerals.
Glutathione IVs would benefit him greatly. His gut is currently not
absorbing vital nutrients. After gut health is on its way, chelation should
be considered.
David’s testing reveals gross deficiencies in many of his primary nutrients, especially amino acids, B-vitamins and other anti-oxidants.
Current viral infection in the form of high herpes antibodies, with evidence of autoimmunity per positive brain autoantibodies, has been detected.

At the end of her report she had added: ‘This completes my evaluation of
your son; there are many things you can do to help your son start to get much,
much better. I wish you the very best in the healing of your precious little boy.
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Jaquelyn McCandless, M.D.’
That night, I couldn’t sleep. Her words kept going around and around
in my head – ‘I wish you the very best in the healing of your precious little boy.’ It was the first time since our journey with autism had begun that
anyone had offered us a glimmer of hope.
We had finally found the answers we were looking for; we could start
fighting back, and embark on our journey of starting to treat David’s medical problems.
Before this report, the ‘devil’ had had no face – now we could clearly see
what we were fighting against. Nothing was going to stop us winning this
war.
At last, we were no longer enveloped in grey – light was there, albeit still
at the end of a long tunnel.
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