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Letter from the Editor
Dear Friends and Colleagues of Autism South Africa
Well here we are, nearly mid-year and I cannot believe how fast the months are flying by. You will
read in the National Directors report just how these past few months have kept us on our toes and as
busy as ever.
We have a wonderful variety of articles in this Edition of Aut-Talk especially articles written by people
with Autism Spectrum Disorder (ASD).
On the front page of this edition you will see photographs of “mums around the world”. Please visit
our webpage and click on the link to watch the DVD, “Delivering where Governments have failed—
mums around the world”, www.autismsouthafrica.org.

Pauline Shelver
pauline@autismsouthafrica.org

On the back page of the Aut-Talk you will see that we have included our awareness poster and ask
you to please cut it out and ask your office or your local grocery store to put it on their notice board.
I do hope you enjoy Edition 14 and invite you to write to me at: pauline@autismsouthafrica.org We
also welcome any informative articles on autism or an article on your personal journey with autism.
Kind regards and best wishes to you all
Pauline Shelver—Outreach Officer

“If a man
does not
keep pace
with his
companions,
perhaps it is
because he
hears a
different
drummer.
Let him step
to the music
he hears,
however
measured or
far away”.
Henry David
Thoreau

DISCLAIMER
Information disseminated by Autism South Africa is for information purposes
only.
The onus rests with the reader to explore and investigate the relevant information and alternatives for each individual.
Information sent out does not imply that Autism South Africa underwrites or
endorses any particular therapy, intervention, method or medication. Autism
South Africa assumes no responsibility for the use made of any information
provided herein.

Letters
Dear Pauline
Many thanks to forward the latest edition
of Aut-Talk to me. As a South African,
working in the field of autism in the UK,
it is always great to read how things in
the world of autism is developing in SA.
Best of luck with all the great work.
Kind Regards
Guillaume Olivier

Dear Pauline
My name is Anrie and I live in the Lydenburg
area. I would like to establish an Autism
Spectrum Disorder (ASD) support group in
my area. If anyone is interested in joining
this support group they can contact me at
[anrie.carstens@gmail.com]
Kind regards
Anrie Carstens
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Dear Editor,
I was disappointed with your decision
to include the Daily Mail article “The
Great Autism Rip-Off” in Edition 13 of
Aut;talk. The role of your magazine is
not to indiscriminately publish points of
view on autism, but rather discern between the articles that enlighten and
educate, and those that frankly do a
disservice to the autism community.
Our family spent two years in South
Africa seeking better therapy for our
son, now 6, who was born in Belgium.
We were told by the “specialists” before
leaving Belgium that any biomedical
intervention such as a restrictive diet
had no scientific basis, was unproven,
and was a waste of time. This is exactly
the view of the Daily Mail article.
In South Africa we tried out the dietary
interventions, starting with a GF/CF diet
and have never looked back. It helped
that we found nutritionists, tutors,
nurses and doctors in the openminded, “new world” South Africa, who
were supportive of our inquiring mind
when it came to our son’s therapies.
Now, numerous “alternative therapies” ,
two dozen books, and 6 conferences
later (2 DAN!, an Autism One, Autism is
Treatable, and a timid Autism Europe),
my wife and I are no longer influenced,
but angered, when we hear criticism of
those who are helping us to understand
autism and heal our children.
Indeed, the insult, in the last paragraph
of the article, to DAN!, the organization
founded by Bernie Rimland, a true hero
in the autism community, is all the more
shocking considering the third “Myth”
quoted on the cover of aut;talk [“Autism
is due to parental rejection or cold, unemotional parents”], together with its
“Reality” [“Autism has nothing whatsoever to do with the way parents bring
up their children”] . Back in the 1960’s,
Bernie Rimland was the first person to
seriously shoot holes in this
“refrigerator mother” theory upheld by
Bruno Bettelheim, which had set back
autism treatment by 30 years. Instead, Rimland began gathering evidence from parents who were seeing
improvements in their child’s autistic
symptoms through supplementations
and diets, and thus was born the biomedical intervention approach. Anyone
who attends a DAN! Conference today
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(they are held twice a year) will
find it difficult to describe them
as “fringe” movements. These
conferences do remain avantgarde, but it is exciting to see
that larger conferences such as
Autism One now include a number of biomedical topics previously only found at DAN! Conferences. .
Our son is by no means
“recovered”, and he may turn
out to be a non-responder to a
number of interventions we are
attempting. But to focus on discredited therapies – and yes,
they do exist, eg “Holding Therapy” or “Facilitated Communication” - while ignoring that other
”alternative” therapies of today
will be tomorrow’s accepted
norm, is to effectively stop seeking answers. Considering the
complex nature of autism, it is
clear that what works for one
child may not work for another.
But that is no reason not to pass
on knowledge or news of the
child that did benefit from the
“alternative” therapy. Or discourage others from trying.
Aut;talk should not succumb to
the argument that reporting
about alternative therapies
would give parents “false hope”,
and that the only true message
is one which involves resignation to autism. If the word “cure”
is not acceptable, Aut;talk
should at the very least consider
the slogan “autism is treatable” ,
as inferred by the article on dietary intervention, which Aut;talk
also published. Aut;talk should
also recognize that parents who
are driven by hope will be better
motivators for their child with
autism. And who knows, maybe
one child will make dramatic
progress thanks to one of these
“alternative therapies” learned
about in Aut;talk. To support this
view, just read Jenny Mc
Carthy’s book, or listen to her
tell her story.
Aut;talk should remain loyal to
the spirit of South Africa: “It’s
Possible”.
Christopher Le Jeune
Wilmslow (Cheshire), UK

3

Dear Editor
Thanx a lot for the Aut - Talk -still
enjoying it as always!! Good job
well done!
Marieta du Raan
parent Unica School Pretoria

19 – 23 October 2009
Leriba Lodge, 245 End Avenue, Clubview,
Centurion
You are invited to participate in the 2nd Paediatric Neuropsychology Symposium
taking place in Gauteng. 36 CPD Points
The aim of the symposium:
To provide you, within a single week, with a firm
and complete grounding in the principles and
practice of paediatric neuropsychology – from
the anatomy of the developing brain to neuropsychological disorders, neuropsychiatric presentation and radiology. The symposium will also
facilitate a networking initiative across South
Africa for those working with children with neurological and neuropsychiatric difficulties.
Topics: Refresher Day (Optional)
Monday 19 October 2009
This is intended for those who are new to Paediatric Neuropsychology, or who are not familiar
with the role of the Paediatric Neurologist, or for
those who have little or no knowledge of brain
anatomy.
Days Talks
Introduction to Paediatric Neuropsychology: the
ABC’s
An Overview of Paediatric Neurology Introduction to Neuroanatomy
This includes a practical in the lab.
The Main Symposium
Tuesday 20 October to Friday 23 October
2009—Leriba Lodge
Developmental Neuroanatomy (Brain Development) Neuropsychiatry of
Stroke in Children
Introduction to Paediatric Neuroradiology (Brain
CT and MRI in Children)
Neuropsychiatry of Paediatric Head Injury
Introduction to Paediatric Neuropathology Plasticity or vulnerability - the Impact of Early Childhood Brain Injury
Personality Change and Child Head Injury
Traumatic Brain Injury: Outcomes, Predictors
and Interventions
Perceptual Disorders in Children
Assessment of Attention and Executive Function in Children
Current Approaches to Diagnosis and Treatment of Childhood Epilepsy
Neuropsychology of Childhood Epilepsy
Neuropsychology of Autistic Spectrum
Disorders Issues in Testing in Child Neuropsychology in South Africa
For information on the speakers and the full
programme please visit the website:
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Letter from the National Director
Jill Stacey
STAFF AT THE OFFICES OF AUTISM SOUTH AFRICA. In
August 2008, we welcomed Claudia Ceresa as Office and Financial Administrator to the existing staff compliment of myself as
National Director, Pauline Shelver as Out-Reach Officer and
Abigail Kapeza as Resource Development Officer. Sadly at the
end of May this year Abigail left the employ of Autism South Africa (ASA), to study Organisational and Industrial Psychology
through UNISA.
As regards the employment of a person to fill the 4th post, we feel
that in the present economic climate and also as we await feedback on our application to the National Lottery Distribution Trust,
we will wait a couple of months and then re-evaluate the employment of a 4th member of staff. I would like to express my sincere
gratitude and personal thanks to the wonderful team at the ASA
offices. What a hardworking team, who work long hours and although not always easy to describe on paper, do a tremendous
amount to assist people with autism around the country and their
families.
FUNDING RECEIVED OVER THE PAST YEAR. It has always
been difficult to raise funds for autism as public understanding of
the full ramifications of autism is weak, despite investing in
awareness campaigns. With the state of the world economy, we
believe this task will become even more difficult over the next
year or so, but we are extending the number of appeals that are
sent; as I say, “the bigger the net, more the fish”!
In lieu of the funding concerns and to ensure sustainability of
ASA, the staff have all taken a drop in salary and are now working a four day week, but ensuring the offices are adequately covered from 08h00 – 16h00 Monday to Friday.
In total, in the past fiscal year, Autism South Africa brought in R
1 300 000 in donations; R 304 000 for general functioning, R
200 000 towards the creation of a Teenage Class in Johannesburg,
R 675 000 for Out-Reach training, R 60 000 for the printing and
translation of brochures and
R 10 000 for office equipment.
WORLD AUTISM AWARENESS DAY (WAAD). Autism South
Africa’s main focus on WAAD is to encourage the media to publish articles on autism and arrange radio and TV interviews on
autism. In 2008, the media responded very well indeed and there
were about 40 radio interviews around the country and autism
featured on about 8 TV programmes. This year, despite a lot of
work and nagging, the response was quite a bit weaker and we
probably had about half the coverage. We believe this may well
have been as a result of the upcoming elections.
As the 2nd of April was not booked up with radio and TV interviews, the staff of Autism South Africa, stuck World Autism
Awareness Day signs along both sides of their cars, tied about 80
donated helium balloons to each car and “cruised” the more
popular roads of the surrounds of Johannesburg, giving out information at traffic lights etc! I think we made quite an impact and

received varying reports of
people having seen us!!
WEB PAGE: Pauline Shelver
has done a fantastic job on revamping Autism South Africa’s web page and there is
also now a “Chat Forum” link for all to chat, as well as
“Service Provider Forum” that people may apply to join.
Please visit this site regularly, as there is a lot there and
we will be focusing on this as our main route of communication with our database in the future. When there is
information we would like to share, or a message we
want to send, Pauline will send you an “E-Card via email
and when you click on this link within the email, it will
take you directly to the information we are distributing.
In addition, we have also registered with “Zoopy” – an
electronic communications site and Pauline has loaded
some great photos and You Tube clips etc onto this page
for you all to enjoy via Zoopy.com
OUT-REACH: The main focus of the work undertaken at
the offices of Autism South Africa over the past 2 years
has been to significantly expand Autism South Africa’s
national out-reach education programme. We are thrilled
to report that we are receiving an increasing number of
calls for our information sessions. To arrange information
sessions at the 400 special-need schools in South Africa
will take a great deal of funding and time, but we are
already making significant inroads having implemented
information sessions at 97 LSEN schools over the past
two years.
We have noticed that as professionals have become
empowered through training, they are embarrassed at
their under-estimation of people with autism and are now
motivated to roll-up their sleeves in an endeavour to
ensure their learners with autism do reach their full and
often totally unpredicted personal potential. It has been
wonderful change in attitude to witness.
Marietjie Greyling, Reinette Palmer, Poppy Androliakos
and recently joining us, Mary Moeketsi, are employed on
an ad hoc basis by ASA to implement training sessions
and they have all received glowing reports from the recipients of these vital sessions.
BROCHURES: Our selection of brochures has been
increased and we have created a new more practical 36page information brochure (“Autism – Practical Aspects”), that through sponsorship we have had translated
into isiZulu, isiXhosa, Sesotho, Sepedi Setswana and
Afrikaans. Dr Cobie Lombard (Vice-Principal of Unica
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School in Pretoria) has very generously written a new brochure on Asperger Syndrome that is also now available.
A wonderful and extensive brochure on Sexuality was written by Rebecca Johns from Cape Town (and is available for purchase from
ASA at R40), attracted the attention of the British National Autistic Society, who have now purchased these books from ASA and put
them on their publications list! Congratulations especially to Rebecca, but also to South Africa!
At the 2nd World Congress on Autism that was hosted in Cape Town in 2006, the CEO of the British National Autistic Society (NAS),
offered ASA to enter into a Memorandum of Understanding with them. This was signed in January of this year and as a result, ASA is
allowed to print selected NAS material for distribution and translation in South Africa. This MOU prevents us from “reinventing the
wheel” as regards the creation of material, as well as having beneficial and affordable access to material written by esteemed professionals in the British field of autism. As funding is received, this material will be printed into ASA brochures with acknowledgement to
the NAS.
“TRAVELLING CIRCUS”!: By default, we seem to have created what I call a “Travelling Circus of Experts”! This consists of 8 – 12
professionals who come together to implement requested 2-day workshops around the country, utilising their differing areas of expertise to impart valuable information on a wide range of topics relating to the optimum approach to educate a learner with autism. We
have been invited to host workshops for different audiences, with the most exciting invitations coming from varying provincial Departments of Education!
SCREENING CLINIC: Professor Lorna Jacklin unselfishly offered her services free-of-charge to establish a Screening Clinic once a
month at the offices of Autism South Africa. Professor Jacklin also twisted the arms of her colleagues in the field of autism and now we
manage to evaluate 8 children a month for possible autism and then do our utmost to direct these parents towards appropriate placement at schools or provide advice on intervention strategies.
QUERIES FROM PARENTS AND PROFESSIONALS. Every day there are numerous telephonic and email queries from parents and
professionals. Where there are existing regional bodies in the area from which the query comes, we refer these people to these regional bodies, but where there are no such services ASA does its utmost to assist.
REGIONAL BODIES. To the existing regional services that are affiliated to ASA, an accolade on the tremendous impact you are making.
In July of last year, during a conference that was held in Bloemfontein in the Free State, for parents and professionals, ASA facilitated
a meeting of parents and those who attended, established a support group, that we believe will develop into an effective regional service.
OUT-REACH EDUCATION AND TRAINING COMMITTEE. Three times a year, the Principals of the autism-specific schools in South
Africa, Anna Atkins representing adults with autism, as well as Maggi Golding, myself and Pauline meet to discuss the educational
needs of our learners with autism. This committee works hard on curriculum issues and greatly assists with enhancement of educator’s skills as relates to autism in special needs and mainstream schools. This committee has made a significant difference around the
country and I sincerely thank all involved for their unselfish dedication to this committee and the resultant extra work that is undertaken
in between meetings.
ASA “REGISTRATION / ACCREDITATION” SYSTEM.
To ensure that service providers in the field of autism are offering beneficial services to people with ASD, a small team of dedicated
professionals and parents have donated valuable time and expertise to visit and evaluate varying service providers around the country. The “inspection” process is not only to check that our community with ASD is protected and offered a quality service, but it is also
a system where expert advice is offered to enhance the existing service.
This is a wonderful system and we are proud that over this last year we have welcomed The Key School and Pam Versfeld to the ASA
Register of “Quality Service Providers” to join Vera School, Deborah Stodel , Sanet Schoeman, Marinus Van Rooyen, and SNAP who
previously successfully completed the ASA Registration process. Unica School and Quest School have both recently undergone the
ASA Registration Process and the NEC are awaiting the final reports.
NATIONAL EXECUTIVE COMMITTEE. The National Executive Committee of ASA does not always find it easy to have 4 women as
their employees to run the offices of ASA! Therefore I would like to express my heartfelt gratitude to all these people, who give up a lot
of personal time to guide and oversee the functioning of ASA and “tame” the staff at ASA!
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The members of the Board serve a 2-year term of office and therefore re-election of the ASA Board will take
place in 2010. To enhance the outcomes of ASA, we appeal to the members to nominate and elect people who
will independently add an area of specific expertise to the NEC of ASA, thus taking ASA forwards in an optimum
fashion.
Representation is not always regionally precise when one is sourcing expertise, but I am pleased to say that the existing Board members
come from Kwa-Zulu Natal, Western Cape, Gauteng and Namibia, and the Eastern Cape is represented through the previously mentioned OET committee. So although not complete, there is a relatively decent regional representation that we hope will expand as new
regional bodies are formed in the under-represented provinces such as the Free State, Limpopo etc. To encourage regional representation, we appeal to all members of ASA, to nominate people of differing expertise from your area for election onto the NEC.
It is also important to attempt to ensure that different sectors are represented, preferably on the NEC, but also through sub-committee
that feed directly into the NEC. At present, we have parents, educators, adult services, medical, corporate and through Anna Atkins, who
is on the OET committee and heavily involved in an Asperger support group, we have those with ASD represented indirectly. It would be
good though in the next election process for us to receive a nomination for a person with ASD.
A great deal is happening at the offices of Autism South Africa and there are never enough hours in the day, but if you would like to forward suggestions for programmes / services, please feel free to send me an email at jill@autismsouthafrica.org.
Regards,
JILL STACEY. NATIONAL DIRECTOR.

Autism South Africa Screening Clinic
The monthly screening clinic that takes place at the offices of Autism South Africa has seen 86 families since its inception in May 2008. Of these families, 24% have travelled in from other provinces.
The demand for this service escalated after a media drive on World Autism Awareness day on 2nd April 2009 with new
applications for the clinic pouring in. A doctor from Bethlehem phoned to say that she has been treating a child for 2
years and only now realises that this child has autism.
The parents feel relief once their child has been diagnosed because many of them have been sent from pillar to post
without receiving any answers. They realise that they are not alone and that support is only a phone call away. The staff
of Autism South Africa do their best to provide support, information and advice on schools, intervention techniques and
therapists.
It is essential to sincerely thank Professor Lorna Jacklin, Dr Gillian de Vos, Dr Heather Thomson and Dr Linda Kelly who
so kindly volunteer their time. Also a very special thank you to our educationalists Reinette Palmer, Marietjie Greyling.
Luis Perez de la Maza, Poppy Androliakos and Juliet Newberry for their significant contributions.

Planet Kids is an eco-friendly, inclusive and unique
indoor play and activity centre in Muizenberg.
We also host birthday parties, run craft workshops
and serve great coffee!
Holiday workshop program: starting on the 29th June till 17th July
Open every day, 10am - 6pm, all year round. Drop-off fee: additional charge of R20 for children
under 8. Frequent visitors can purchase bulk visits (a ‘Monthly Card’) and receive a discount.
Planet Kids is located at 3 Wherry Road, Muizenberg.
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COMMUNITY ACTION Raising awareness on autism in Namibia
According to the Autism & Asperger's Association of Namibia, one in 158 people is affected by some form of Autism Spectrum
Disorder (ASD), meaning that every school with 600 learners will have at least 2 children affected by this condition.
The Association is made up of parents, their children with ASD, adults with ASD and professionals who are interested in promoting the well-being of persons with autism spectrum disorders within Namibia. The Association aims to provide support and
assistance as well as training in the field of autism to parents and professionals; to sensitise the community and government as
to the needs, rights and support systems for persons with ASD; and to provide a network between the various autism organisations world-wide.
In the story below, Petra Dillmann, who initiated Autism & Asperger's Namibia in June 2001, shares her personal journey with
her autistic child.
In search of a name
March 1989: The birth of our firstborn and a change in the direction of our life-path like we never imagined. The first six months little sleep, a lot of screaming and crying. Slow development - younger children were advancing faster. Wishing that he would
catch up by the time he had to go to school. Searching - the cause, the reason, the name. Someone came up with 'Autism'…
Never heard of it. Being an avid reader and with some encyclopedias at my disposal I set about finding out.
Autos – from Greek, meaning self. Self absorbed, self-contained, in a glass bubble. Oxford Dictionary: a mental condition, usually present from childhood, characterised by complete self-absorption and a reduced ability to respond to or communicate with
the outside world. Websters Dictionary: a state of mind characterised by self-absorption, fantasy, and a disregard of external
reality. Well, I thought - our child is far too friendly. And, together with my friend Susanne, went on searching: CP - (cerebral
palsy), no - not really; MBD - (minimal brain dysfunction), the 'label' given to a host of symptoms and characteristics at the time,
no - did not fit either. PDD-NOS (pervasive developmental disorder - not otherwise specified), not quite, but this seemed to be
given to those children who did not fit in anywhere else. It seemed OK for the time being.
We were living in Harrismith in South Africa at the time, and a friend at the library in Bloemfontein took out some books that
would maybe explain 'autism' and how to treat it. Nothing really described our child. He was friendly, he was placid, he had
colic, which we thought was the ordinary 3-month colic and which in the end lasted at least eight months…Luckily one forgets, I
am not sure any more how long it actually lasted.
In search of a diagnosis
Michael was seen by a paediatrician who confirmed the developmental delay as well as a pulmonary stenosis (constriction of a
heart-valve). He had a successful small operation at ten months. We went on searching and reading. I found very little information - hardly any books on the subject were available at the local libraries but I came across the statement: Autism - the most
devastating disability. NO!..I thought, it must be far worse to be blind or to lose the use of your hands. But that is a personal
opinion…and how would I know…I am neither autistic, nor blind, nor have I lost the use of my hands.
Through a friend of a friend we were referred to Unica School for Children with Autism in Pretoria. After a waiting period of eight
months Michael was assessed and the diagnosis was: features of autism. They agreed to see him as an out-patient at threemonthly intervals. At last now we knew in which direction to head. Professionals are always so careful to make a statement –
but for a parent a diagnosis can make the world of difference.
The 'Quad' of impairments in Autism Spectrum Disorder
Regardless what type of ASD a person has (which could be Autism, Asperger’s, Atypical Autism, Rett Syndrome or PDD-NOS),
or how they manifest their particular form of ASD, all people correctly diagnosed with ASD are affected by the 'Quad' of impairments. The Quad causes delays in development and ongoing problems in language and communication, social interaction,
imagination and sensory processing.
This means that the development of speech is slow or absent, or that they may speak in a stiff or stilted way. They may not
understand tone of voice; they may not understand what is said to them.
They may seem isolated and not really caring about others, behave inappropriately, avoid eye contact, may dislike physical
contact, prefer to play alone; their apparent independence can disguise their isolation and social disability.
They may play with toys inappropriately; they cannot see consequences of their actions; changes in routine or environment may
cause great distress; special interests might become obsessions; they may have unusual habits like rocking or lining up objects;
tantrums may appear for no reason.
Sensory perception may be heightened or lowered. The effect of these distorted senses may be that their environment becomes
a bombardment of painful stimuli that results in them reacting or behaving differently. Each person with ASD has a different
combination of features. The assessment and diagnosis should be done by a multidisciplinary team who are well-informed on
ASD. It takes time, a detailed developmental history, standardised questionnaires and observation in various settings and situations to make a diagnosis. The spectrum can range from infantile autism with mental retardation to Asperger syndrome with
above average intelligence.

Taking up the challenge
The offer from Unica School to take 3-year-old Michael into their hostel section to do early intervention was an Unthinkable. Our second
son, Florian, had been born and, as autism manifests in the first three years and can be a genetic condition, I watched him with hawk's
eyes, wondering whether he might display autistic features too. I embarked on a mission to assist our son in the best way possible. We
continued with occupational therapy and physiotherapy, incorporating sensory integration exercises. From Unica School I received
speech therapy exercises and ideas for Michael to implement picture symbols to communicate. I did the START home programme
course and Brain Gym, and Michael received auditory integration training.
I went to my first conference in Toronto, Canada, to see what kinds of treatments there were, and to see what 'an adult autist' looks like.
I met Temple Grandin and Jim Sinclair, who were doing a great job of 'fitting in' with what is considered the 'norm'. They and most other
persons with ASD do so with an enormous amount of effort and energy - each little thing that comes to us so-called 'neuro-typicals'
naturally during development or by example from parents or peers or society, has to be learnt and practised in several situations by
persons with ASD.
I met parents with older children who told me “it will get easier.” I did not believe them, but they were right - it does get easier, not necessarily because the situation gets any easier, but maybe because one settles for making the best out of a situation and still moving forward, instead of driving forward with the urgency of finding a solution, a 'cure', which means that you don't accept the person for who
they are, but want to change them. The situation is also much easier if there is support, stability and understanding within the family. It is
important to be aware and address the needs of the siblings and one's partner. It is also important to be 'selfish' and look after oneself,
so as not to suffer from burn-out.
Learning about and setting up support systems
In the meantime I have met many people with ASD on both ends of the spectrum, I have read many accounts and books, and those
who can write or express themselves mostly accept ASD as being part of their character, while not denying that life can be extremely
difficult. Most persons with ASD take things literally and are mostly visual learners, so structure, schedules and practice across contexts
are a part of their daily coping mechanisms.
In Australia I have seen how integrated schooling can work; at conferences and seminars in various countries I have seen programmes
and books on the subject, and I have always brought back too many, often with the one or other child or parent in mind who could benefit. In Germany and Portugal I have seen adult centres, homes and workshops, not only for people with ASD, and I decided that I can
use all that information and knowledge to endeavour to improve the situation in our country, Namibia.
It is a slow process. Every now and then I wonder whether it is worthwhile, but then again I see the difference it has made to this or that
family, and I go on. When I started out there was no Internet and hardly any books. Since about 1996 there is an explosion of books,
publishers and programmes, so that these days one has to look carefully before buying: is it a genuinely good product or is someone
out to make money out of ASD.
There have been a first and a second Autism world congress; I went to the first one and helped to organise the second. Thanks to internet, skype and my interest, I have a community of friends all over the world who I can turn to and who understand.
Throughout the last 20 years, we have worked with assistants for Michael, always doing the best we could with what we had. There is
no ceiling to development. Every week, there are new things that Michael comes up with and is ready to learn. We have tailored the
programmes to our needs; have used a combination of TEACCH (a philosophy of visual structure, routine and predictability), behaviour
modification, picture symbols, auditory training, and a host of others. He is now twenty. We don't know what the future holds; we are still
working on self-help skills, independence as far as possible, and communication.
What is most difficult? What is devastating?
To one family it might be devastating that they do not have the child that they dreamed they would have. Another might feel devastated
about not being able to lessen the anxiety and anguish they see their child is experiencing, but seem not to be able to do anything
about. Yet another family rejects the term 'devastating', celebrates ASD and still tries all sorts of therapies to somehow 'normalise' their
child. To me, the most difficult and devastating is society, friends or family members who do not understand and who reject the person
with autism or a disability, or who want to change the person. Persons with ASD and a normal cognitive ability feel ‘not good enough’
and rejected because someone always wants to fix them or change them or make them 'normal'.
Is it not devastating that we often do not understand what the person is trying to tell us? That we make assumptions, we don't give
choices, we don't take the time to learn?
Yes, ASD can be perceived as devastating, daunting or different, but it certainly is never boring. While perceptions and the severity of
ASD are varied - it is just a different way of being. The causes are as yet unknown, but appear to be genetic, biological, environmental
or a varied combination. It would be devastating if we gave up on improving the quality of life for a person with ASD with whatever
means we had. One person might be very dependent on others, unable to speak, have a simple mind – yet be content. Another may be
highly intelligent, have difficulties in finding and keeping friends or being in social situations, have fast and perfect speech, but their only
interest is in worms that became extinct 50 000 years ago. Whose situation is ‘devastating’? It depends on how you look at it. It depends
on individual perception.
My advice
LISTEN – with your ears, your eyes, your body – your sensory systems – get on the level or wavelength of the person with ASD and try
to see or understand the world from their point of view. You will be amazed at the rewards.
Recently I came across some Toltec wisdom: be impeccable with your word; don't take anything personally; don't make assumptions;
always do your best. None of us are perfect, but we can strive to make this world embracing and welcoming for us all. We all have a life
path. Some just have more deviations and road works than others.
The United Nations have declared 2 April World Autism Day. Show you care - be Autism Aware!
For further information contact Autism & Asperger's Namibia: Tel (061) 224561 or 081 279 3639; email: autnam@iway.na; www.autismnamibia.org.
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Logically Illogical by Emily Wiseman taken from Autism File Edition: 30
I was fortunate to find myself invited to hear
Ros Blackburn speak as part of her ‘Logically
Illogical” lecture series hosted by Autism Solutions and Somerset College. For those of you
who haven’t heard the name, Ros Blackburn
is something of a celebrity in the field of autism. Foremost famous for advising Sigourney
Weaver on her role in the Alan Rickman film
Snow Cake (2006) in which she played a
woman loosely based on Ros herself. Ros
also has a reputation for having mastered the
art of presentation and for her ability to mesmerize large audiences as a charismatic public speaker.
I have to say … I was skeptical. Were the
wildly enthusiastic reviews I had been getting
simply from overly sympathetic or kind but
condescending individuals? Was this a case
of the Emperor’s New Clothes?
From the offset Ros captivated the room of
200 plus people. The initial question that
immediately soared to my mind was how can
this woman with this self pronounced inability
to function in the ’neurotypical world’ command the attention of this enormous audience,
many of them just teenagers fresh into college, excited after a summer apart. But she
did. From the moment she opened her mouth
right up until her very last word the entire room
was silent throughout … entranced. “I can talk
at you,” she explained, “but that’s very different to being able to talk with you.” The information Ros delivered was hard hitting, at
some points controversial, but mostly eye
opening and thought provoking, offering a
valuable and informative insight into her world.
One thing that keeps cropping back into my
thoughts was her questioning the speed in
which as a caregiver we can expect an individual with autism to process the assault of information that every day life throws at them.
“And how long do we get to do it.” she asked,
“without that well meaning pat on our backs.”
That sensory input, she believes, just throws
in more to the messy array of puzzle pieces.
Ros invited us to imagine getting married,
moving house, having kids and divorcing. OK
not so hard for some of you, “I’ve already
done all that … I hear you thinking … but,” she
took it a step further, “imagine doing all of that
in one day. You’d be screaming! You’d be
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screaming out SLOW DOWN!” she cried out
flinging her arms about in a wild and animated display. “But,” she said, suddenly
calm, “when we scream out it’s called behaviour.”
And she’s right, when we are in a state of
panic, when the world around us weighs too
heavily on our shoulders our own ‘good’
behaviour goes out of the window, we snap,
we shout, are irrational, sometimes maybe
smashing a plate or sometimes something
worse, or maybe we withdraw and hide under the duvet. We can too easily forget this;
nobody is removed from the negative effects
of overloading.
The words: “I have to work out theoretically
all the things that you just land yourselves at
instinctively, “were projected up on a screen
from an overhead projector. The statement
is almost beautiful in its clarity and the nudity
of its meaning. Potent quotes such as this
formed the framework, the prompts, for her
stunning lecture. They added a constant rereference point to the subject of the subtext
for the audience.
She demonstrated out instinct of understanding complex social queuing by holding
an arm high in the air, a videotape clutched
in her hand. “What is this?” she questioned.
“A videotape,” was murmured like a Mexican
wave across the audience, from deep within
their instinctive guts. How did we know that
answer? How did we know she was referring to the videotape she questioned, “Was it
the way I held it up I the air, or the way I held
it ever so slightly towards you?” These were
subtle social queues that were so complex
and so deeply a part of our understanding
that to a person with autism they could be
invisible. The pronouncement, “if it’s obvious, state it.” was projected up behind her.
“The more it is from your gut,” she instructed, “the more apparent it seems to you,
then the more likely it is that you need to
state it to us. Don’t rely on us having the
first inkling of how to read between the
lines.” Ros has an ability, which is widely
accepted as a typical within individuals with
autism, to express her personal experience
of quantifying and qualifying the petrifying
quantity of “To me the world is a totally baf-

fling incomprehensible mayhem, which
terrifies me. It is a meaningless mass
of sights and noises and movement
coming from nowhere, going nowhere.”
She attributes her skill at thriving in a
’real world’ to her parents and to their
intense support of her ’ordinary’ living.
“Do we expose autism to the ’hands’ of
ordinary living or do we isolate them
from 50% of what is ordinary?” Ros
explained that the mother did expose
her to real problems such as boredom
and disappointment but equally
equipped her with the skills to deal with
them. Sadness, boredom and disappointment are as much a part of being
human as happiness, excitement and
thrills. “it’s called reality, it happens,”
she implored.
She encouraged anyone who is involved in the care of an individual with
autism to open up opportunities by
providing the appropriate coping strategies. She encouraged the need of
placing high expectations on individuals with autism but reminded us that if
one wants to place high expectations
on an individual then so too one must
fulfill the need to quality support, appropriately conducive to the task at
hand. I wanted to go up to thank her at
the end of the lecture. As I would in
any lecture I had found inspiring, and
out of every inspiring lecture I have
ever seen this one really would be up
there in the top five, and I’ve seen a lot.
But I realized for a good part of the
lecture this
type of close
proximity social
interaction was
precisely the
response she
was encouraging us not to
make.
I have still not
found a complete solution
to my initial
question.
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Having Asperger Syndrome isn’t the end of the world! Taken from Autism File Edition 28—2008

Dean Beadle
is an
eighteen year
old person
with
Asperger’s
Syndrome.
Against all
the odds he
has
succeeded
within
education
and now
tours the
UK as a
motivational
speaker,
giving
speeches at
conferences
and events
about his
experiences
in
education.

If I had told my teachers, at the age of nine that I was to become a successful motivational speaker on the
subject of Asperger syndrome they would have laughed in my face!
There didn’t seem to be much hope for a child with Asperger Syndrome in mainstream education in the
mid 1990s. The in-depth autism training that we almost take for granted today was almost non-existent
then. A lot of teaches simply didn’t know what Asperger Syndrome was. So much so, that I was the first
child with autism that many of my teachers had ever encountered. This all added up to make school a very
challenging environment, both for me and my parents. Any new strategies or ideas that they came up with
were ignored by those who had not had the same training. Moreover, my Mum was certain that my violent
and unpredictable behaviour was a result of a medical condition. She endeavored to put me through the
diagnostic process. She knew that my behaviour was a sign of an underlying issue: I wasn’t just a
‘naughty boy’. My headmistress, however, was of a different opinion altogether; it seemed as though she
thought I was an uncontrollable monster who’d get nowhere in life. She made her position clear; I didn’t
have a condition and therefore didn’t need a diagnosis. A tug of war began. A tug of war that would effectively make school a much more turbulent place for me. Luckily it was us who emerged victorious, as we
finally got a diagnosis of Asperger Syndrome, but this only came about because we had gained the support of a child guidance team who thankfully, had the same viewpoint as my parents. As a child with
Asperger Syndrome, I was very socially vulnerable. I had a deep fear of the outside world and I was extremely insecure. I needed a stable environment to restore some of that security. Yes, I had a habit of
locking teachers in cupboards, but I’d have developed much more if my teachers were allowed to talk me
through my mistakes as opposed to continually suspending me (one of my headmistresses preferred
methods). This did nothing but make me feel all the more unstable and insecure. Not only did I feel victimized, but I also felt increasingly distanced from my peer group, who were starting to become wary of me
because I was ‘always in trouble’. Other parents were the same; demanding that their children were not
put in the same classes as me. I felt like an outcast. As I’m sure you can imagine; this didn’t have the
best effect on my attitude and behaviour!
This brings me to an essential point. All who work with children with autism must remain open minded and
embrace new strategies and ideas. Every person with autism has differing needs to the next; strategies
that were successful for me aren’t guaranteed to be as successful for every child. Every child is different;
one size most definitely doesn’t fit all! We need to approach each child in an individualistic way. We need
to constantly tailor our strategies and techniques to fit their specific needs. Yes, I can see that this is hard
work, but in my opinion this is the only feasible way that parents and teachers can succeed with their child.
My success came later on, in secondary school, when I was lucky enough to be able to use a service that
would change my life; music therapy. I believe that my bizarre behaviour had simply been my way of communicating. I struggled to communicate my emotions verbally. I strongly think that my behaviour was simply my way of venting my frustration, sadness and anger, because I found it so hard to talk about how I
felt. Music therapy provides a different outlet for this emotion. I could use the instruments to vent my feelings. At last I could express how I felt without having to talk to anyone. I would leave each week feeling
invigorated; I felt free from my repressed emotions. I became a much more amiable person. More so,
over the next three years, I built such a trust in my music therapist that I took the risk and dipped my toes
in the water of uncertainty; I started to nervously talk about my problems. I found that it wasn't so bad after
all. I realized that as much as venting my emotions through instruments helped lessen the burden, talking
about them almost completely removed them. I was now so confident that I would talk about my emotions
without even thinking about it. I had transformed from an introverted child into a young person who
needed to be Gagged! No longer held back by repressed emotions, I was able to realize my full potential.
In the last few years I have graduated from secondary school with ten GCEs (5 A grade) and three A levels (all A-C grade). I have also, more importantly, been accepted by my peer group. I have a circle of
friends that I regularly socialize with.
Now I spend a lot of my time zig zagging across the country speaking at conferences, meetings and training events. This quenches my thirst for reactions. I have always gained a lot of pleasure from getting reactions from others (shock being my favourite!). I spent an awful lot of my childhood being reprimanded
due to the questionable ways in which I went about gaining those reactions! I can now vent this desire for
reactions during my speeches, as I always get a fair mix of laughter and gasping when I share some of my
near-the-mark anecdotes with my audiences!
Continued on page 13
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Defeat Autism Now! and Bio-medical Interventions
for Children with Autistic Spectrum Disorder
Defeat Autism Now! and Bio-medical Interventions for Children with Autistic Spectrum Disorder

According to Defeat
Autism Now!
practitioners,
regressive autism is
not a psychiatric
disorder. It is a
biomedical and
chemical disorder
that is causing a
neurological
disorder. Most
cases of autistic
spectrum disorders

In the USA, the Autism Research Institute formed an organization called ”Defeat Autism
Now!”. Over the last ten years “Defeat Autism Now!” has acquired hundreds of millions of
dollars from the US government to research, evaluate and scientifically document all biomedical interventions for individuals with an autistic spectrum disorder. The message of
“Defeat Autism Now!” is that autism for most children is in fact a treatable medical illness.
It is important to distinguish between regressive autism as opposed to classic autism.
Classic autism is autism from birth. Regressive autism generally occurs between 12-24
months of age after a period of normal development and behavior.
According to Defeat Autism Now! practitioners, regressive autism is not a psychiatric disorder. It is a biomedical and chemical disorder that is causing a neurological disorder. Most
cases of autistic spectrum disorders originate from a combination of genetic and environmental factors. Genetic factors set the stage and environmental factors appear to be the
trigger. Environmental Triggers include the following:
a.Heavy metal contamination;
b.Vaccinations;
c.Auto immunity; and
d.Virals

originate from a
combination of
genetic and
environmental
factors. Genetic
factors set the stage
and environmental
factors appear to be
the trigger.

Therefore autism is caused when a child with the appropriate genetic susceptibility is exposed to a number of environmental insults resulting in a complex series of interactions in
several body systems, primarily the central nervous system (brain), the gastrointestinal
system (the gut) and the immunological system (body defense).
Dr Jaquelyn McCandless, the author of “Children with Starving Brains” comments that autistic children do not need drugs such as Ritalin or anti psychotic medications. Rather than
only treating the symptoms of this often very complex disorder, we should be addressing
the causes. Accordingly, many autistic children improve when we:
a.Heal their inflamed digestive systems;
b.Strengthen their immune systems;and
c.Remove toxins from their diets and heavy metals from their bodies.
The majority of autistic children suffer from impaired gastrointestinal health. Many children
are unable to verbally express the pain they feel yet GI problems are often obvious from
persistent diarrhea, constipation, abdominal bloating or abnormally appearing stools. Persistent colic in infancy, frequent use of anti-biotics, certain immunizations (and the timing
thereof) and the inability to detoxify heavy metals or other toxins contribute to impaired gut
function. Food allergies, intolerance to wheat and milk products, immune impairment such
as frequent ear infections in infancy and chronic yeast or viral infections or bacterial infections all point to a need to have the GI system evaluated.
Many of the vaccines given to our children contain a preservative called ethylmercury. The
correspondence between autistic traits and those that occur from mercury poisoning is
highly significant and includes varying degrees of auto immunity. In fact all traits that define
autism have been described in mercury poisoning literature.
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In South Africa the measles vaccine is given at 9 months and again at 15 months of age in the form of the MMR. Many
children are able to tolerate these vaccines, however, an immune compromised child, does not have enough immunoglobulin at the time of the vaccine, to mount the anti-bodies necessary, to build resistance to the live virus injected.
The accumulation of mercury and other heavy metals stresses the gut and opens the door to yeast overgrowth. Yeasts
give off toxins that are neurotoxic and often a child who suffers from yeast appears drunk. Many children have been
noted to have an amazing improvement in cognition and behavior after treating candida and bacteria that have overtaken the GI tract.
Test results often reveal that autistic children have auto-antibodies to brain cells. These children appear to have an
immune dysregulation. They have auto-antibodies to a central nervous system protein known as myelin basic protein.
Myelination is an essential part of human brain development. Nerves can only conduct pulses of energy efficiently
when properly sheathed with myelin. Like insulation on an electric wire the myelin helps keep the electrical pulses confined thus maintaining the integrity of the nerve’s electrical signal. When the insulation on a wire is damaged the flow of
electric current is interrupted and short circuits occur. When the immune system attacks the body’s own myelin, short
circuits occur within the brain. One treatment prescribed to address this problem is intra-venous immunoglobulin. Immunoglobulin is administered in order to re-write the body’s immune system.
“Little Stars” , an early intervention centre, for children on the autistic spectrum is hosting ”The Challenging Children
Conference”. The conference is to be presented by two world renowned professionals – Dr Doreen Granpeesheh,
Founder and Executive Director of the Center for Autism and Related Disorders (CARD) and President of the Board of
Autism Care and Treatment Today (ACT Today) and Dr Jeff Bradstreet (Defeat Autism Now!) who is the Founder and
Director of Clinical Programs, The International Child Development Resource Center (ICDRC) and President and Physician at Creation’s Own, Inc.
The focus of the conference will be on biomedical treatments and educational interventions for children with Autistic
Spectrum Disorder including Pdd, Adhd and related disorders.
The Conference will be held on Sunday, 19 July and Monday, 20 July 2009 at the Linder Auditorium, Education Campus of the University of the Witwatersrand. In order to register for the conference you can contact Ilana Gerschlowitz
on ilanag@global.co.za or 083 286 2223.
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Having Asperger’s Syndrome continued:
More importantly, the main reason I do this work is to see parents faces light up. At every event I do, and I do about four a
month, a parent will approach me. They tell me about their autistic children and then they thank me for helping them to see the
light at the end of the tunnel. Hearing me speak helps them to realize that having Asperger Syndrome isn’t the end of the
world. They realize that if you encourage the child to develop their positive strengths and work around their weaknesses then
there’s no reason why they can’t achieve in life. They realize that Asperger Syndrome , if utilized in the right way, can enhance
the persons world as opposed to being the end of it!
Recently I found myself facing one of the biggest endurance tests in modern Britain; the delays on British Rail. Having just
spoken to an inspirational parents support group in the Scottish borders, I was relishing the thought of a quiet and stress-free
journey back to London. However, I soon realized this was not to be.
Due to unpredictable weather, my train had been cancelled while I was still sat on it. As a result of this, hundreds of us were
unceremoniously dumped in York and expected to find our way to Doncaster in order to catch our connection to London. As
you can imagine this situation had the potential to be massively stressful!
In this time of great stress I surprised myself. I did something that I would never normally do; I started talking to people. I engaged myself in a discussion with three other passengers who were sat around me. I talked a little about myself but mostly
listened to them talk about their careers and their lives. Now, although I had little interest in their lives, I knew that speaking to
them would pass the time—it would make the delays and transfers more bearable. Also, more importantly, I knew that if I
spoke to them I would gain three new allies. We could stick together and weather the storm as a group we were in the same
boat. This made me feel much more confident, because at least I knew that if I missed an announcement (which is a possibility
that continually fills me with panic) I could find out what was going on from them. This calmed me down remarkably; it reassured me.
Looking back on this experience I am glad I did this; forging those short-term acquaintances made the journey smoother. I had
familiar faces to look at for reassurance as we changed trains for the umpteenth time. All of these upheavals were now easier
to handle.
Now I know what you are thinking; what on earth has this got to do with asperger syndrome? Well, I think this has everything
to do with Asperger Syndrome. As a person with AS, upheavals and change are something I naturally find very difficult. However, I could cope with this series of unpredictable events because I had a strategy in place to extend my comfort zones. In
this case I stepped out of my comfort zone and struck up a conversation with those people around me to help me through the
journey. Also, on another level I coped because my comfort zones are already much wider now than when I was younger.
People with AS can often live their lives in quite small and restrictive comfort zones; we tend to be quite terrified to step outside
of these areas of safety. With this in mind I knew that I would only get over those fears if I extended my comfort zones. I figured that issues will always affect me unless I dealt with them head on. I was keen to do this as I knew I wouldn't live life to the
full if I spent the whole time in a state of terror.
From this moment on, I set myself new challenges every day. If something frightened me I’d try it. I remember I was incredibly
uneasy in big crowds of people so I knew that I had to expose myself to it to get over it. I took myself off to the new Primark in
London’s Oxford Street the week it opened. I took a deep breath and just stood there. After a few minutes it dawned on me,
nothing was happening. I was OK! Now I am absolutely fine in crowded places. I don’t give them a thought because I know
that if I coped in a shop crammed with thousands of bargain hungry fiends than I can cope in any crowd.
Similarly, I was always quite frightened of approaching people, so most days I challenge myself to do just that. This can range
from asking somebody for the time to asking someone to read their newspaper on the train. These things may seem perfectly
fine tasks to you, but to me I can often get quite nervous about doing it. However, because I have challenged myself to approach people so often, I am now much more able to do so because I have the knowledge that I have successfully done so
before. The fear is no longer there. Extending comfort zones is a strategy I would recommend to anybody with AS. Now I am
not saying that a person with a fear of heights should book themselves a bungee jump! Far from it, what I am saying is that
those people with AS should be encouraged to challenge themselves in small ways everyday. If a person is frightened of approaching people in the street, perhaps they should challenge themselves to ask somebody the time. If a person is afraid of
getting the train alone perhaps their parent or carer could sit in a separate carriage for a small part of the journey to help them
to feel more comfortable in that situation. It’s often by carrying out these small challenges that the person with AS, like myself,
develops a catalogue of experiences that they can draw from in times of stress. For example, if a person knows they have
walked to the shop alone successfully before they should find it much easier to go alone the second time. Extending these
comfort zones also extends the person’s confidence in life—as they know, from their experiences, that they are capable of
much more than they originally thought. For me this has eased a lot of my stress in life. On a serious level, if it hadn't been for
me extending my comfort zones, then that cancelled train journey would have been a whole lot more stressful. I would have
panicked that I was on the wrong train or that I was in the wrong station The negative outcomes would have been endless.
However, this was averted because I had built up enough experiences to know that I could cope. On a more basic level, if I
hadn’t adopted this strategy I may still have been sat in York now!

PAGE

14

The balancing act: Finding time for family, work and yourself .
ISBN: 1-890627-29-1 –Siblings of Children with Autism—A Guide for Families
Many of the demands faced by Maria
Gonzalez are part of life in any family,
regardless of whether there is a child
with autism Family life is a balancing
act. Parents are often struggling to meet
the needs of their children, their partner,
and themselves. If both parents work,
the demands are even more intense
because all of the household chores
must be addressed as well as the responsibilities from work. These stresses
are inherent in family life as we know it
in western culture. If there is a child with
autism, the responsibilities can be further
heightened by that child’s special needs.
These added needs of the child with
autism can be so intense as to make it
impossible for a woman to work outside
the home, while the father may need to
work more hours to make up for the income lost when his wife does not work
(Alessandri, 1992). Research suggests
that mothers spend more time with a
child with a disability than with a typically
developing child (McHale & V. Harris,
1992). This difference in attention can
lead to jealousy from other children in
the family. It is probably not simply the
amount of time spent with them that
makes the most difference to their children in the family, but what they believe
this difference means. If the typically
developing children feel that their parents love the child with autism more then
themselves, that will probably have a
more negative impact than if they are
able to understand the reason for the
difference in attention. Once again this
argues for the importance of good communication in the family.
Older children sometimes tell us that
they know how hard it is for their mother
and father to do everything that has to
be done for a sibling with autism, and
they understand why that child gets
more attention. However even the most
understanding of siblings is likely to view
this difference in attention as very unfair
at times We saw this in the case of the
Gonzalex family, when Natalia felt her
mother’s attention to C.J. was depriving
her of the time she needed. There are
no perfect solutions to the demands on

parents for time and resources.
It is inevitable that you will have
to make choices and sometimes
one ore more members of your
family will be disappointed by
the outcome. That happens in
every family. But, with planning
it may be possible to reduce the
disappointments, and with effective communication it may be
possible to decrease the upset
feelings when things do not
work out as your child had
hoped they might.
You love him more. Children
are very alert to differences in
how they are treated. Such
differences in treatment are inevitable, and sometimes they
are even desirable, but they can
form the basis for resentment
and disappointment. We typically give different privileges,
bedtimes, allowances, and responsibilities to children at different ages. If you have two
children, your treatment of each
is based on age, maturity, and
need. These decisions seem
rational and wise to you, but
may seem less fair to your child
who sees himself as receiving
the smaller portion of privileges,
even if he is younger than his
brother, who has been granted
more age-appropriate freedom.
However, your child can be
helped to understand that some
privileges are granted not because one child is loved more
than the other, but because with
age comes increasing freedom
as well as increasing responsibility. Even though they may
protest a bit, children can usually understand the justice in
this formula as long as they find
that they too receive their fair
share as they grow up and as
long as they feel loved and valued by their parents. Differences in privileges based on
age may be relatively easy to

explain to your child. It is harder
to explain to children, especially
when they are young, why one
sibling receives the preponderance of parental attention because
he has autism. Natalia Gonzalez’s
resentment that her parents were
going to C.J.’s school meeting
instead of hers is very understandable. She may have been correct
in her judgment that she was not
getting her share of parental attention, although that lack of equity
was not due to a lack of love on
her parents’ part. To the contrary,
Maria valued Natalia as a dear
child and her only daughter. She
also very much appreciated Natalia as her strongest helper at
home. Nonetheless, Maria and
Carlos Sr. had not worked out a
balance of attention that would
help Natalia feel she was getting
her fair share of their time.
Together or apart. How do you
feel about doing things as a family? Many parents believe that
family activities should always be
shared as a family unit. If they are
going to the museum, the whole
family should go, and if they are
going to one child’s Little League
baseball game, everyone else
should come along. When there is
a child with autism, parents may
feel especially strongly that this
child should always be included in
family events. They want to make
it clear that the youngster is a full
member of the family and the community, not someone to be left
home with a babysitter while the
rest of the family has a good time.
Although we respect the idea that
everyone in the family should
share family events, we believe it
is important to think flexibly about
who should be included in an
event. If one child has a concert,
and your child with autism is not
able to sit quietly through the music, we believe it is usually more
important for parents to go to the
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concert by themselves than it is to include the child with autism and risk
disrupting an important moment for the
other child. Every child needs a chance
to shine, and sometimes a sibling with
autism can cast a shadow that never
allows another child to be the center of
attention. It is okay, it is probably very
important to give each child some separate time with Mom, with Dad, and with
both parents together. That is true in all
families, not just choose where a child
has autism. Perhaps you have some
fond memories from your own childhood of a special event where you were
the center of your parents’ attention.
You will want to give your own children
similar memories for the years ahead.
Time spent together needs not be
lengthy, or occur every day with each
parent, or revolve around a special
event. But at least several times a
week, each child should know that he
has the opportunity to spend some private time with Mother or Father. During
that time, a parent should do her best to
focus on that child. For example, a
father might take his daughter with him
to pick up a tool at the hardware store
on Saturday morning. During the drive
over and back, he would make her the
focus of his attention. During this same
interval, his wife might be going to the
drycleaner, taking along their young
son with autism.
One of the things the Gonzalez family
decided to do to help make sure they
were touching base with the children
each day was to take turns putting the
younger children to bed and to spend
time with Natalia before she went upstairs on her own at bedtime. One
night, Carlos would work with C.J., talking with him about the day just passed
and planning tomorrow’s routine, while
Maria tucked Gus into bed, taking ten
or fifteen minutes to talk with him, sing
to him, and cuddle him. Later in the
evening when it was Natalia’s bedtime,
one of her parents would sit in the
kitchen with her while she had her night
-time snack. This was a time for sharing. By doing this consistently every
night, they found they had at least a few
minutes a day of private time with each
child. This focused attention helped
them both be more alert to potential

PAGE

problems, and the children valued
knowing each would have some undivided parental attention each day.
Another approach Maria and Carlos
might have taken would be to carve out
a longer period of time with each of their
children a few days a week, or to have a
special shared activity such as playing
tennis together each Saturday morning
or going for a long walk on Sunday afternoon. After they had their schedule
for the children in place, Maria insisted
that she and Carlos needed to make a
plan for themselves. Maria knew that
she needed to have some private time
with Carlos if she were going to sustain
the energy she needed for the children.
So, they asked four people—Maria’s
mother, her aunt, Carlos’s younger
brother, and a good friend from high
school—to each help them out one Saturday night a month. With these four
helpers, each of whom understood
C.J.’s special needs, Maria and Carlos
were able to look forward to one evening a week that belonged to them.
Just knowing that they were going to
have this time alone made it easier to
put up with the hassles of the week.
If they had not been able to turn to
friends and family, the Gonzalezes
would have been wise to consider professional respite care from a state or
professional agency, or to ask for childcare support from church members or
from special education students from a
nearby college or university to meet
their need for private time.
Being together
It is important for a child to have special
time with a parent, but it is also important to be together as a family. Part of
what it means to be a family is to share
things: to make group decisions about
shared activities, to go places together,
to have family jokes and family fun. It is
important for your typically developing
children to understand that your child
with autism is part of that, just as they
need to understand that sometimes they
will do things separately from their sibling with autism.
Choosing the right activities:
Finding activities that can be shared by
your child with autism can sometimes
be a challenge. Perhaps it is helpful to
understand that the skills necessary for
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this kind of sharing can be mastered over
time, just as other skills, such as speech or
self-help skills, are gradually learned and
made more complex. Your child’s teacher
can be a valuable consultant in identifying
activities within your child’s abilities and in
helping create programs to enable your
child to learn the skills.
Examples of shared family activities that
can be performed very competently by
many people with autism are jogging, bowling, or bike riding. Shopping at the mall,
preparing a special meal, or going to a
movie may also be shared events. We
know a family whose adolescent son with
autism fascinated by maps. He is the navigator on family trips, telling the driver when
to turn and warning the passengers to be
alert to upcoming scenic spots from the
guidebook. This role keeps him happy and
makes him an integral part of family trips.
It may take the person with autism longer
to master the basic skills of an activity, but
if you begin with modest goals and gradually build to broader objectives, it is reasonable etc expect that many young persons
with autism could go on a family bike trip or
go jogging with a parent or sibling each
morning. Indeed, we know a preteen with
very significant autism who jogs with his
Dad every morning.
If your child with autism has a hard time
tolerating a family trip to the shopping mall,
you may have to gradually build his tolerance for the experience. This can mean
going only for a brief time in the beginning,
and then slowly increasing the amount of
time spent. It can also mean going at quiet
times when there are fewer people and
less noise confusion. Initially, trips may
need to include two adults and two cars, so
one person can make a graceful exit with
the child with autism, while the other completes the chores at the shopping mall. A
ten-minute trip can grow each month to be
a bit longer, until your child with autism is
able to tolerate a full trip and to enjoy the
experience. Even when a child resists
every new activity, it is important for parents to persist in introducing new things to
do. People with autism need to learn to
tolerate change if they are to function effectively in the world, and learning to manage
the stress of change is therefore an important lesson of childhood.
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Why does my child not play with his toys
properly?

One of the symptoms of the disorder that
parents notice first is that their child doesn’t play with toys “correctly” or the way
he’s expected to. For instance, your child
may line up puzzle pieces instead of putting
them together. In fact, all he may do with
his toys—cars, balls, stuffed animals—is
line them up, regardless of their function.
Or, he’ll play with them in a manner that
you’ve never seen before, like occupying
himself for long stretches of time twisting
and handling the string of a yo-yo instead
of tossing it up and down as is customary.
Some kids may even disregard toys altogether. Lining up toys is a form of stimming, a visual technique that may make him
feel more assured that his world is in perfect order. Or it may comfort him better
to see that his toys are arranged just so.
Also, if your child (like many other children
with autism) is unable to participate in
imaginative play, a developmental skill necessary to fully enjoy many toys, he might
be having difficulty grasping complicated
concepts. Take the afore-mentioned puzzle—how can your child complete a puzzle
(let alone start ) if he can’t even conceptualise that what he’s assembling is supposed
to look like the picture on the box? Or
that the seemingly random pieces do indeed fit together? To him, it may all be a
jumble, so stacking them up or arranging
them in rows is a simple way to use them.
Children with autism are challenged by
representational play. If in an attempt to
engage him in pretend play, you roar at
your child like a bear, he may think you’re
trying to hurt him and run away. In fact,
autism expert and scientist Simon Baron—
Cohen, in a study he led in 1992, concluded that if babies and toddlers don’t
appear able to participate in symbolic play,
they’re likely to be diagnosed with autism
later in life.
What is echolalia?
When your child repeats apparently meaningless words and phrases uttered by
somebody else, he’s exhibiting echolalia, as
in “to echo”. He may duplicate something
he heard the day before or perhaps weeks,
months, even years earlier. He may even
follow a certain pattern of speech, or replay a snippet of dialogue over and over,
down to the intonation or accent. Echola-

lia isn’t limited to a few words; your child
may be able to recite a song’s lyrics completely, or sing it in the same way a musician has recorded it. He may also be able
to relay an entire conversation, including
pauses and changes in volume, without understanding completely what the exchange
meant.
Many children with ASD (autism spectrum
disorder) use echolalia without intending to
communicate. For example, your child may
repeat words that absolutely have no connection to what’s happening at the present
time ( you ask him if he wants juice, and he
says “Don’t walk on the grass”, for example), or he may sound like he’s talking to
himself, as Dustin Hoffman’s character, Ray,
did in the movie Rain Man, when he would
say, “Gotta watch Wapner” out of the blue.
But echolalia could also signal that your
child is taking baby steps on the road to
communication. In fact, echolalia is normal
in some cases; babies, for example, routinely engage in echolalia (a parent says
“mama,” and the baby repeats it, not knowing it means his mother). It’s an infant’s
way of grasping the complicated nuance and
ritual of language, and as kids who aren’t on
the spectrum begin to master communication, echolalia dissipates and is replaced by
more direct responses—the back-and-forth
of language takes over. On the other hand,
a child with autism can become stalled in
the echolalia stage. With luck, the stasis
lasts only for a while, but without early or
intensive intervention, it may persist much
longer.
You can tell if your child is trying to communicate with echolalia if what he’s saying
seems to be in response to you or to the
situation before him. Enamored of the
movie Dinosaur, four-year-old Alex Ham
Kucharski took a liking to the line, “Stand
together,” which was a verbal signal for a
herd to assemble. When Alex went to the
mall or went trick-or-treating and saw a
group of people, he’d yell out, imitating the
dinosaurs voice, “Stand together.” At first,
it was disconcerting for his parents, until
they realized he was merely trying to recognize a group, connecting it to what he
had previously seen in the movie, in an effort to urge them to converge in the way
he’d witnessed onscreen. It was a clunky
way to let people know what he was thinking, but it was actually a positive sign that a
previously nonverbal person with autism
was branching out. Years later, Alex grew

out of echolalia and was able to
communicate his thoughts more
clearly: If he wanted people to
line up, he’d simply say “Line up,”
without using the intonation of a
growling, animated dinosaur.
What does it mean when a
child “stims”?
Many children with autism stim,
which means they engage in repetitive, self-stimulatory behaviours, either by moving objects or
their bodies in a certain way. For
example, a child may bounce a ball
repeatedly against the wall or pick
at his cuticles incessantly. He may
tap a specific beat over and over
or spin until he’s dizzy. Hand
flapping is so common among
people with autism that it’s almost
synonymous with the disorder.
Doctors have varying explanations
for stimming. Some say it’s a way
for a child to gain control over his
environment; if he finds a place
too loud, crowded, or enclosing,
to feel calmer he may engage in
his favourite stimming behaviour.
It may be upsetting to you to see
your child stim; you may think it
makes him look troubled or
draws attention to his autism.
Instead, think of it as his signal,
whether he’s aware he’s sending
it or not, that he may not be feeling entirely comfortable with his
surroundings; he may also do it
more often when he’s exhausted.
This is helpful to you because you
can than take his cue and try to
figure out what may be upsetting
him, and help him work through
it. You may be able to remove
the unsettling object or condition,
or lead your child to a place that
feels safer to him.
If the environment seems to be
the way he likes it, there may be
other reasons for his stimming.
He could be hyposensitive, a sensory dysfunction that indicates his
sense of touch isn’t as attuned as
others. Somehow, the brain in a
hyposensitive child has trouble
processing the tactile input—or
whatever it is that’s touching
him—so in order for him to
“feel” the object, he has to rub it

EDITION

14

or touch it more often or more
strongly than would children without
autism.
It’s important to know that children
with autism do not all share the same
stimming behaviours. If your child likes
to rock back and forth, his friend who’s
also on the spectrum may not. It’s also
not necessarily a measure by which you
can compare whether your child’s autism is milder or more severe than
someone else’s.
In a way, many of us who do not have
autism may indulge in stimming behaviours from time to time. If you’re stuck
in traffic and are growing aggravated by
the minute, you may find yourself twirling your hair because it feels relaxing.
This is similar to what your child does,
for example, he rubs his fingers together anytime has to ride a crowded
bus. The difference between you and
your child is that you may not necessarily twirl your hair every single time you
need to relax—you wouldn’t do it at a
high powered meeting at the office, for
example, because you’re aware that
you have to appear professional and
composed, and you’ve learned other
ways to cope with tension. Or, you’d
simply tell a colleague you’re nervous
about your upcoming presentation and
reduce your anxiety verbally.
For many reasons, a child with autism
can’t easily communicate what he’s
feeling. He may not even know exactly
what he’s feeling in the first place. So
for him, it’s not simple to substitute
one behaviour for the next. With guidance from a knowledgeable therapist,
sensory integration expert, or your
child’s autism-savvy doctor, you’ll be
able to help him come up with more
appropriate ways to find comfort in his
world. Instead of screeching loudly and
flapping his hands at a scary noise, he
may learn to cover his ears. Rather
than his playmate because she’s coming
too close to him, he’ll learn, with your
help and patience, that he can walk to a
corner, and rub his own arm gently to
calm himself down. Or he may even let
go of his stimming behaviour entirely,
once he’s able to communicate better
with the world.
What does it mean when a child
“perseverates”?
To perseverate means to repeat. A
person with autism may uncontrollably
repeat a word, phrase, or gesture even
after the stimulus that triggered the

PAGE

response has stopped. The behaviour
is similar to stimming, in the sense that
your child engages in repetitive movements, and many kids with “classic
autism” perseverate.
Perseveration also refers to an obsession or fixation about an idea, method,
interest, person, or object. For example, your child may insist on doing
something in the same way: His toy
cars must be “parked” around his
room based on his own specifications;
he eats his lunch in a specific pattern
(juice first, then fries, followed by a
perfectly round cookie); he may only
be able to watch TV shows that have
to do with vehicles or dinosaurs and
nothing else, and if you stray from
that, he may respond in a manner you
don’t quite understand or know how
to manage, like kicking the screen or
rolling on the floor until you find a
show that features the subjects on
which he’s perseverating. Like many
other children, he may only want to
read the same book, or eat the same
foods, except in his case it’s much
harder, maybe even nearly impossible,
to coax him to try something new.
What is sensory integration dysfunction?
We learn about the world through the
information we receive from our six
senses, which our brain and central
nervous system put together and interpret to give us a coherent whole.
Say, for example, we enter a restaurant to have dinner. We see the long
line in front of the reservation desk
and the people milling about, looking
forlorn and impatient; we hear the
noise of a roomful of diners; we smell
the food cooking and trays of meals
hoisted by the bustling waiters; our
mouths water in anticipation, and because all the seats are taken we lean
against the wall and feel it uncomfortable against our backs as we wait. The
result? Some of us decide the restaurant is obviously too busy and so we
leave; others may patiently remain,
having decided that a busy place like
that probably serves good food so it’s
worth the hassle. Either way, we are
able to take in everything around us
and use the input to make decisions
about our actions.
When a child has sensory integration
issues, as many children with autism
do they have difficulty processing in-
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formation they receive from their senses.
Their minds are unable to integrate all the
sensations and interpret them, creating
confusion. They may also have difficulty
with individual senses—some are overdeveloped, heightening every input received
from that source of information, and others may be underdeveloped, muting that
source. It’s hard to know what your child
is experiencing, but suffice to say his sensory pathways are giving him all the data
he needs to be able to behave as others.
His brain, which in a sense acts as a gatekeeper, allowing some in-put to get
through and others to be filtered out.
Also may not be able to rank the stimuli
he’s receiving, meaning he can’t discriminate between what’s relevant and irrelevant, and focus on what’s important.
Your child, for example, may enter the
same room described above and have the
following experience: The long line that
meets him upon entering the door doesn’t
appear like a handful of strangers. Instead,
it may look like an army closing in on him
because that’s how his brain is processing
what he sees. The colours of other people’s clothing may be so garishly bright
they hurt his eyes, or may be so pale that
they blend together and he can’t differentiate one from the other. The din from
the restaurant may to his ears, sound as
raucous as a rock concert even though
everyone’s speaking in conversational
tones. Or the noise may seem to eerily
low to him that he grows uncomfortable
because it sounds as if everyone around
him is whispering and, try as he might, he
just doesn’t understand. The extra saliva
produced in his mouth from hunger may
feel so uncomfortable to him that he
wants to spit. And the wall on which he
may lean on feels so heavy against his back
that he seems to be glued to it and he
won’t be able to get away. Or he may
hardly feel the floor at all because his mind
can’t register the feel of the carpet, and he
feels s if he’s sinking into a vacuum, and all
he can do to stay level is stomp.
If it isn’t his surroundings that are bothering him, it may be the label on his shirt,
which feels so scratchy it’s as if a sharp
fork is repeatedly scraping against his skin
every time he moves. And even if no one
sense is overpowering him, taken as a
whole they may be bombarding him with
so much information that everything is
jammed together into one over whelming
chunk. He can’t settle into the waiting
period, for instance, if he’s registering
everything
all
at
once;
the
clang
of
silverware
against
plates, the feel of the carpet underfoot,
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the crowd gathering at the front, the Vestibular: We gain a sense of seem to be laughing at you,
sensations of his tongue in his mouth, balance through the inner ear, on or seem offended at the
the smell of cooking wafting from the which this system relies, and things you say or do, and you
kitchen. It may feel like an unsettling which also takes into account don’t know why. This may
sensory assault. Given all this, how can gravity and the body’s movements. be your child’s reality. No
he sit still patiently in such a chaotic (or When this system is compro- wonder he lashes out someso it seems to him) environment? How mised, your child’s ability to sense times, perhaps out of frustracan he focus on the yummy dinner he’s balance and how he takes up tion or fear, or maybe beabout to sit down for when his feet feel space in the world is lost. The cause he doesn’t know any
like they’re walking on quicksand? How simple act of walking down a flight other way to react. Behavcan he respond in the same way you of stairs may feel dangerous, the iour therapy works wonders
would? That explains why your child descent too vertiginous, his equi- in alleviating aggression. Talk
may seem like he’s acting up—his senses librium completely off. He feels to your child’s developmental
unsteady at every step. If this sys- pediatrician and therapists to
aren’t functioning like yours.
tem is underdeveloped, he may learn how best to handle
What are tactile, vestibular, and not be well attuned to changes in these episodes. In extreme
stability. He may twirl around cases medication may be warproprioceptive dysfunctions?
incessantly because he never quite ranted.
Children with autism often have sensory feels dizzy, or he may require that
integration dysfunction in three different much stimulation to experience a Why does my child hit
world in balance.
himself?
systems:
Tactile: Our skin is lined with nerve
endings that send messages to the brain
so we know what it is we’re touching.
That’s how we know when we’re feeling
hot, cold, pain, pleasure, and pressure.
In turn, we know how to respond to
touch; we know to pull away if we get
near a hot stove, for example, or to
wear a coat when it’s cold outside. But
if your child has sensory integration issues, his sense of touch is impaired. He
may flinch if you pat his back softly, perceiving it as a hard blow. Or he may
insist on walking barefoot on the summer-scorched pavement because he
doesn’t quite register the searing heat.
Proprioceptive: This system controls
the movements of the body and allows
us to know how body parts are positioned in relation to one another. It
allows you to move naturally and fluently; your body senses where you are
and shifts accordingly. A person with
autism who has a dysfunction in this area
may have sensory receptors that can’t
read these signals, and so his movements
seem jerky or uncoordinated. Or he
may not know to keep his distance from
other people (hence his continual violation of personal space) because he doesn’t have a clear perception of where his
body ends and someone else begins.

Why does my child respond
aggressively to others?
Aggression is one of the most
difficult manifestations of autism to
manage. You may be feeling overwhelmed by your child’s aggression, and don’t know how to face
any more attacks, the most common of which are hitting, biting,
and kicking. You’re not alone:
Not many parents can handle it,
especially if the aggression is directed at you, but it may be helpful to understand where it’s coming from.
Imagine that your emotions are a
jumble. Feelings engulf you and
you have no way to make sense of
them or to let others know clearly
what you want and need. When
you try to communicate in the
limited ways you know how, you
may not get the desired results
because you’ve been misinterpreted. And that’s not all: Your
physical world is an indecipherable
puzzle, too. Light bothers you,
and sounds seems to boom in
your ear. A walk in the street
isn’t tranquil, as you’re bombarded
left and right by what you see,
hear and touch. Worse, people

Many children with autism
engage in self-injurious behaviour, which includes hitting,
biting, or scratching themselves. Your child may be
affected by something he
hears or sees in his environment and he reacts to it by
hitting himself. Or, he may
simply be trying to “feel”
himself or his surroundings to
compensate for a sense of
touch that’s underdeveloped.
He may be stimming and unaware of the pain, or unable
to voice his emotions and
exhibiting anger or frustration in this manner. Experts
have come up with other
reasons as well. According
to Stephen Edelson, PH.D., of
the Center for the Study of
Autism in Salem, Oregon, a
person with autism may derive delight from his behavbecause betaiour
endorphins, chemicals that
elicit pleasurable sensations,
are released by the brain. He
may also hit himself as a way
to catch your attention.
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Lets get the potty started!
Taken from 1001 great ideas—Ellen Notbohm and Veronica Zysk

Toilet training is a frequent topic of conversation among parents of young children during their toddler years. For your child with ASD,
sensory, motor and perceptual differences make this a developmental milestone filled with challenges.
Many ideas associated with toilet training are listed below. Before hand, though, we want to impress upon you two thoughts:
1.
As much as you would like this to happen on some sort of ‘accepted’ timetable, the plain truth of the matter is that children will
become toilet trained when they are ready. Wait until a child is at least 18 months old before even thinking of potty training.
Once started , if all of your very creative and very appropriate efforts are not working, consider that you may be trying too
hard, too early. Give it a rest and try again in another couple of months.
2.
That said, keep in mind that a child who, at the age of four, five or seven is not yet toilet trained will be the subject of peer
ridicule that will grossly erode his or her self-esteem. Make toilet training a priority after age four and get help from a professional if you need it.
Signs that your child is ready to begin a toilet training program.
The child stays dry for longer periods of time.
He seems to perceive a relationship between consuming fluids and when urination occurs.
He shows visible signs of urinating or having a bowel movement (squatting, pulling at her pants, touching himself or crossing
his legs).
He shows interest or you see a difference in behaviour in response to him seeing other people involved in toileting activities.
The ability to sit for about five minutes during an activity
He can pull his pants up and down with assistance
She understands simple directions (example, sit down or stand up).
The potty-training process Before you start potty training, chart your child’s urination patterns over a 10—14 day time period. This
will help determine how long your child is staying dry, and also when urination is most likely to occur. You must be able to arrange a
fair amount of time with your child to do nothing else but potty training. It is helpful to have two or even three people available to help.
Give your child plenty of liquids. This will encourage urination and will increase the opportunities to reward successful attempts.
Place him on the potty at the first waking moment of the day, for about three to five minutes. Make this a fun time. Read stories,
blow bubbles or play games. Use your data chart to gauge how frequently to put him back on the potty. If he is staying dry between
sittings on the potty, expand the time gradually by a set increment of minutes. If there is an accident, lessen the time between potty
sittings to the previous amount of free time where he remained successful. After a few days, if successful, you may want to put training pants on your child. Remember that potty training is a big step for a child. They have been urinating in those diapers for a long
time. Habits don’t die easily; be patient and be consistent. A long list of related toilet training ideas follow; some alert you to the sensory issues involved with potty training a child with ASD. Others speak to encouragement, praise and reward. Hang in there!
1.
2.
3.
4.
5.
6.
7.
8.

Try to get your child to sit on the toilet with the lid down while he is still wearing diapers; then move on to sitting with the lid up
and undressed.
Teach pre-toileting dressing skills first; many involve motor planning skills that need to be in place to manage the dressing/
undressing sequence and fastening pants.
Don’t potty train when there has been a major event; for example, Mom is back at work, you moved to a new house, or the
child moved to a bigger bed. Likewise, if your child gets sick during training, all bets are off. Delay the routine and start again
once he’s well or changes are back to a minimum.
Choose a method and stick with it. Give any method at least several weeks to see if it works. However, if you don’t see
positive gains in two weeks, take a good look at your program for inconsistencies or errors and adjust accordingly.
Use underpants; they get wet and provide feedback to the child. To help protect the furniture, and maintain good hygiene, try
plastic pants worn over the underwear, or plastic padding on the furniture while training takes place.
Consider how you dress the child during potty training. Potty training is easier in the summer because children have less
clothing to deal with. Elastic-waist pants are a better clothing choice than those that may cause him to have accidents while
fumbling with zippers. He needs to be successful when he does the right thing.
Be a model. Children learn from example. If it is comfortable for you, provide your child with opportunities to see how the
potty is effectively used. Or use siblings to model the correct behaviours for your child.
Use a positive approach and stay upbeat and supportive at all times. When you see appropriate behaviours, comment on
them and reinforce them with specific verbal praise.
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9.
10.

11.
12.

13.
14.
15.

Use simple, concrete directives and be consistent with your language.
Expect some accidents and when they happen, remain calm. Never punish accidents; they’re part of
eventually getting it right. However, teach your child responsibility for his actions by having him help
clean up a mess he created. Clean up with minimal social interaction. As strange as it may sound, the
verbal attention can be reinforcing for some children.
Schedule a relaxing or low-stimulation activity just before scheduled toilet times so your child is more
relaxed before starting the toilet training routine.
Teach using the toilet as an entire routine involving preparation and activities needed for completion
rather than just sitting on the toilet. Break the toilet-training program into parts your child can handle.
For instance, going to bathroom and closing the door, undressing, toileting, dressing, washing hands,
exiting the bathroom. Using a visual schedule will help promote independence. Cover your strip of
visual cues with plastic, so they don’t get wet, if you’re posting them near the sink.
Avoid asking if the child needs to use the bathroom when the schedule indicates a toileting time. Until
the child is trained, handing him a visual cue menus that the potty routine starts.
Make sure the bathroom is seen as a relaxing place, and not loaded with tension. Check for any
stressors that might influence your child (bathroom fan? Glaring lights/ texture of the bathroom seat or
carpeting / tile? Smells?).
If your child reacts negatively to sitting on the toilet, it may be in response to the feel of the porcelain
seat, feeling unstable while on the toilet, being afraid of the noise from flushing or being afraid of falling
into or touching the water.
A.
B.

16.
17.
18.
19.
20.
21.
22.
23.
24.

use a stool so their feet are flat on a surface, at right angles to the floor,
which supports their back.
change a porcelain seat for a vinyl, padded one; consider a slightly
smaller sized seat that is commonly available.

If your child impulsively jumps off the toilet to look at other things in the bathroom, place a small, plastic
table over his lap once he sits down. Then give him a few favored toys or activities to play with on the
table.
Be careful using perfumed soaps, lotions, and wet wipes when completing the toileting routine. Some
children are cued by the smell to engage in the related behavior. Smelling the perfume on their hands
may prompt them to eliminate once outside the bathroom.
Eliminating in the toilet is one of the few tasks that you do NOT want the anxious child to focus on.
Give him something else to focus attention on, such as a book or a toy. The more he thinks about
eliminating, the more difficult it will be.
Think twice about using food as a reinforce, as it may not be that enticing after a meal.
For children who eliminate several times per hour, because of constant intake of food or liquids, consider incorporating scheduled intake of food and drink during the potty training program.
If you decide to use books or toys or a particular music CD to induce relaxation during the toileting routine, make sure these items are not available to the child any other time of the day.
If your child is too fascinated by flushing the toilet, make sure your picture cue shows not only when to
flush, but how many times.
Hand washing; Use precise directions such as “use one squirt of soap” or “wash for one minute” (use a
timer) if you find your child becomes stuck during this part of the sequence or uses if for play.
Is your child using too much toilet paper? Teach her to count out a specific number of sheets, or place
a mark along the wall, several inches below the roll, then teach her to unroll the paper until the end
touches the mark, then tear it off.
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Once your child has learned to use the toilet properly, don’t remove all the visual cues. Change the appearance to simpler
visual prompts, or those that are more natural looking.
Avoid trying to toilet train a child at night when frequent or regular wetting in the daytime is still a problem. First things first.
Communicate information to your child’s teacher that may impact his toilet training program; unusual foods ingested or
new medications.
All caregivers, including grandmas, should consistently use the same toilet training methods. Teach them what you are
doing and enlist their help and cooperation in a consistent program.

Green magic. For little boys who are reluctant to use the toilet, try adding blue food colouring to the water in the bowl. When
they urinate it will turn green right before their eyes. Magic! For variety; red food colouring + urine = orange.
Muffle it. Keep a pair of earmuffs next to the toilet for reluctant trainees who can’t tolerate the sound of the flushing.
Desperation is the mother of invention. A mom we know was becoming frantic because her son would not give in to bowel
movements. It was becoming a serious health problem. The boy was quite bright and had a fascination with numbers. One desperate day, when the boy had managed a bowel movement in the toilet, Mom said, “Oh look! It’s in the shape of a 7! That was all
it took—end of problem.
Poop or get off the pot. Success! Your child is staying dry during the day, and perhaps even at night. You’re ready to tackle
problem #2. Here are some possible pitfalls to avoid. (BM = Bowel Movement)
Be aware that for some children, the added pressure and weight of a diaper filled with waste can be calming and therefore,
they will resist having a BM in the toilet.
If your child has a BM in his pants within 20 minutes of exiting the bathroom, make the toilet training experience more relaxing.
Be careful with picture cues of waste in a toilet. Some individuals with autism may interpret this as meaning they can have
a bowel movement anywhere, as long as they then dispose of the waste in the toilet. Use a picture cue that shows waste
being expelled while sitting on the toilet.
If constipation is a problem, add more fruits, vegetables whole grains and legumes to their diet, or try a natural bulk laxative, which is very gentle.
Some children have real fears about BMs; they think their insides are coming out, or they are losing part of themselves. If
this is the case, go slow. Try explain the digestive system to the child, using visuals of the human body. A very popular
book with lots of moms and kids is “Everyone Poops” by Taro Gomi.
How much wiping is enough? As a rule of thumb, teach him to wipe three times. This may not be enough at first and the
adult present can continue to clean up, if necessary. But as he becomes more adept, three times should be enough.
Staying Dry at Night. Teaching your child to stay dry at night involves some preplanning and a few minor routine changes as
night time approaches. Keep in mind the following ideas as you put together a night-time potty-training schedule for your child.
Restrict liquids, including water, after 6pm. If he’s thirsty, give him only a few small sips.
Schedule a toilet time immediately before he climbs into bed. Make it part of his bedtime routine, not an option.
Once he is asleep, check him periodically to determine when he’s urinating during the night; you will probably see a pattern. Then wake him up consistently 10—15 minutes before that time and take him to the toilet to urinate. Do this without
a lot of fuss.
Incorporate a visual prompt into his night-time toileting routine. Post it at eye level on the bathroom door and direct his
attention to it every time he uses the toilet—day or night. Hand him a matching picture when you waken him during the
night This will build the foundation for eventually using visual cues to prompt independent toileting at night without adult
intervention.
Make sure the visual prompt is located where he can see it when he awakens during the night, reminding him to get up
and use the toilet.
Be sure to also teach him to respond to a picture that symbolizes “sleep” and post this so he can readily see it when he
finishes his night-time toilet visit. You want to make sure he returns to bed and goes back to sleep.
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Say what you mean, mean what you say. Taken from “1001 great ideas”—Ellen Notbohm and Veronica zysk
An effective communicator with kids with ASD will keep in mind that they think in literal and concrete ways, and
that they tend to think specific to general, rather than general to specific. Help them better understand the world
around them by becoming cognizant of the ambiguities that regularly fill conversations. Sloppy talk is confusing
for a child who is analyzing your every work to get the full meaning of your conversation. Speak plainly, speak in
complete thoughts, and speak in the positive.
SAY

RATHER THAN

This is a picture of a dog.

This is a dog.

Put the flowers in the vase.

Put these in there.

It’s a red sweater.

It’s red.

After you finish your maths you can go outside.

If you don’t finish your math, you can’t go outside.

Please walk to the classroom.

No running in the halls.

Put your hands in your pockets

Keep your hands to yourself (a figure of speech.
He’s thinking; where else would they be?)

We are going home now.

Let’s get going.

Quadrant Fountain
Vera School, Cape Town
World Autism Day was declared by the United Nations in 2007.
On 2 April 2009, our quadrant fountain was unveiled to mark this auspicious
annual event.
The quadrant refers to the four areas of human development in which people
with Autism have difficulty. Each side of the centre pillar represents a different
aspect, namely:
Social Relatedness
Communication and Language
Thinking Style
Sensory Experience
The symbolism depicted on the four mosaic panels, can be interpreted as follows:
The true circles on the social relatedness and communication/language
sides, represent neurotypical people. The blue, yellow and orange ovals in contrast, signify people
with autism.
The strong lines of the thinking style design symbolises a narrow, focused, inflexible pattern of
thinking, interest and behaviour.
The sensory experience panel signifies the fluctuation of sensory life for people with autism. It can
sometimes be uneasy and overriding such as the thunder and ‘lightning’ symbols depicted below.
The top shows a more tranquil, even, modulated sensory state.
The water flowing over the pillar from the ball at the top emphasizes the person functioning as a whole. We hope
that the sound of this fountain will be a soothing sensory experience and that the beauty of this feature will make
life sweeter for many.

EDITION

14

PAGE

THE AUTISM SOUTH AFRICA OET COMMITTEE
What is it?
The OET committee is the Outreach, Education and Training committee- a sub committee of Autism South Africa (ASA).
For the last three years it has been my privilege to chair this small group of highly experienced and committed professionals who represent many of the schools and adult service providers for children and adults with autism.
What do we do?
The committee meets three times a year usually at Unica School, Pretoria. There is always a very full agenda which takes
over the day. The members consider matters related to outreach, education and training, countrywide , who after the
meeting go back to their regions, and report to the National Executive Committee of ASA with their recommendations.
Some of our achievements:
Outreach
The schools for learners with autism all act as resource centres and support other schools, both mainstream and special,
and satellite classes . The picture at the last meeting in February 2009 looked like this:
Western Cape: support from Vera School
Chere Botha School
They have received a redeployed psychologist.
Vera Team has performed 5 assessments for IEDPs (Individual education and Development Plans).
The psychologist shadowed all the assessments.
New premises for the autism unit are being planned.
Nolunthando School
Vera Team has undertaken 10 assessments for this school.
Their autism class teacher is now receiving a salary from Western Cape Education Department.
The local Rotary Club is assisting with the plans for a new school on the same premises for learners with autism.
Margaret Golding is implementing TEACCH training during 2009.
Eastern Cape: support from Quest School
Parklands School
They have gone from 2 to 3 classes for children with autism
Arcadia School
This school is considering opening a class for learners with autism.
Autism Sinethemba
They have started an early education class and are doing well.
Gauteng : Support from Unica School : Pretoria
Unica School experiences a massive demand for assessment services and immediate placement of
learners. The DOE has been informed of this escalating demand.
Hope School Johannesburg.
This school is welcoming learners with ASD.
Bakenkop Primary School Pretoria
Unica school is assisting them in 2009
Namibia
Staff from Unica School will be implementing training in Namibia.
Support from the Key School: Johannesburg
The Key School arranged a presentation for mainstream and special school teachers on
Asperger’s Syndrome.
The Principal will be considering outreach development this year.
Kwa-Zulu Natal:
Browns School
Interested parties are allowed to watch classroom intervention strategies.
The HOD has been involved with information sessions for educators.
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THE OET COMMITTEE—continued
Adult Services:
Abrina and LLK Pretoria:
Both houses are full. Anna Atkins represents these services on the OET committee.
Hurdy Gurdy House Cape Town (High Support residents)
Fanie Minaar and Margaret Golding are Trustees and support the manager and staff
with monthly meetings. They are busy creating a specific training model for care
staff.
Sprigg Road: Cape Town (Asperger and Higher Functioning Autism residents)
Fanie Minnaar and Cecil Reed support the parent body of this home.
It is worth noting that all this support is done voluntarily and often stretches the human resources of
the schools and individuals beyond reason.
In keeping with the White Paper however, the schools have committed themselves to doing their
utmost to help as many learners as possible have access to an autism specific lifelong education. It
is hoped that the authorities will recognise the need for additional resources once they have seen
the quality of the support being given. Already the Western Cape Education Department has taken
note and at the end of 2008 gave a grant to Vera School to set up two assessment teams from
December 2008 to April 2009 to screen children on the huge waiting list.
The adults with autism are also represented by the OET committee. There are only three autism
specific residential service providers for adults in the country and members of the committee who
are Trustees of these facilities are concerned to make these models of good practice so that further
appropriate developments may take place.
Information sessions have been arranged for different provinces by ASA, and members of the
committee and their staff have given their services to provide these presentations in East London,
Bloemfontein and Pietermaritzburg.
Education:
Members of the committee are leaders in their field and as such share expertise and keep up to
date with research and development worldwide. Everyone is a lobbyist for autism –for example
they took it upon themselves to educate our previous Minister of Education, Naledi Pandor, when at
the World Congress for Autism she admitted that she knew very little about it. The result was that
she accepted an invitation to visit Vera School in Cape Town and spent a half a day listening to
staff and governors and observing in the classrooms. The Principal of Unica School, Pretoria, with
the Director of ASA was granted an interview with the Deputy Minister Enver Surty.
Training:
During the last three years members have devoted a great deal of time to considering the training
needs in South Africa. The Minister herself expressed shock that there was no specific training for
autism.
It was decided to prioritise training for educators and the Vera school has developed
an intensive annual two week ‘hands on’ training for professionals working in the field.
The course is now running for the fifth time and is always oversubscribed. Over the
last two years a ‘Train the trainers’ course has been developed and as from 11th May
2009 the course will be offered by three service providers;-Vera, Unica and Quest
Schools. The course is experiential and includes practical experiences as well as lectures and workshops at post-graduate level.
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THE OET COMMITTEE—continued
It has already been endorsed by Autism S Africa (ASA) and The Paediatric Neurology and Development Association of
Southern Africa (PANDA SA).
All schools have developed induction and in-service training models for their staff and it is hoped that these
models will serve as the basis for further courses to be made available via the OET committee and ASA.
The TEACCH programme (Treatment and Education for Autistic and related Communication handicapped
CHildren) has been introduced and implemented in six schools for learners with autism and one satellite facility. This approach uses the visual strengths of people with autism and structures the learning environment in a
visual way. This assists the learner to understand, to respond and to manage his/her own learning. This autism specific approach results in a calm orderly environment with low arousal and increased understanding.
Makaton South Africa is being developed by Christine Koudstaal and Margaret Golding in an effort to get
South African tutors trained and registered. At present Margaret is the only tutor and this multi-modal communication system is extremely beneficial for learners with autism.
Several workshops have been delivered for educators, parents and therapists in Cape Town and Gauteng
and it is hoped that resources can be found to train South African tutors in the near future
Registration:
ASA has an accreditation process which awards a quality mark to the Service Provider if twenty five Standards are met. The Registration process is carried out by a trans-professional team and is a detailed and rigorous procedure. Members of the OET Committee developed the Registration process with ASA, and make
up the teams together with invited experts in the field .
Registered service providers are listed on ASA’s webpage so that parents and interested parties are able to
see which are high quality autism specific facilities.
Message from the OET Committee:
Members of this committee know that professionals can only do so much. It is you the parents and members
who can effect change by putting pressure on the Authorities. It is hoped that parents could energies themselves and find the strength to lobby en masse for the rights of children and adults with autism. There is only
one cake and we have to fight to get a big enough slice for autism!
It is parent power which has made things happen overseas- help us to continue to help you- can we,can you? In the words of Obama
‘’YES WE CAN’’!!
Margaret M Golding

Autism South Africa database
Please remember to let us know if
your contact details change.
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Monday, 11 May 2009 At the SNAP Centre it’s like a beehive with its
different activities and help offered to each child and family. The SNAP
Programme teaches children with autism, developmental delays and other
disorders. What is SNAP? SNAP is an integrated programme, focusing
on children who require exceptional care and guidance regarding their
learning and development. It’s a program for children who struggle to
correctly interpret social and emotional cues. The programme’s relevance
is drawn from proven methods, such as Applied Behaviour Analysis, Sensory Integration, Relationship Development Intervention, the Greenspan
Method and Verbal Behaviour. It’s a language based programme addressing all areas of a child’s development. This includes language, socializing, play, social skills, self-help skills, fine and gross motor skills,
cognitive development, art, music and computer skills. The programme
works together with other professionals including speech therapists, occupational therapists, physiotherapists and paediatricians. SNAP continues
to research different methods in order to ensure that the child’s optimal
level of development is achieved. SNAP also provides information and
support to parents and siblings. The child’s problems are addressed
through a holistic approach. This year we have offered two two-week
training courses to new tutors, to be trained in all the methodology and
practical hands-on experience. Psychiatric nurses, psychologists, doctors
and social workers from the Health Department are attending workshops
at SNAP on an ongoing basis. This helps them to recognize and diagnose
autism and related disorders accurately and refer the patients for therapy
that will help them to reach their full potential and become independent
members of society.
Parents from all over the country as well as abroad, come for workshops
to upgrade their child’s programme at regular intervals, with their child,
nanny, grandparents, tutors and themselves to be trained and empowered
to teach, understand and discipline their child at home and let them develop.
Talks are held at different venues to inform the public and parents. Seminars and hands-on training sessions are given in different suburbs all over
South Africa. Program Managers also go and visit the parents to give
them support and upgrade the programmes from time to time. Social
skills groups (RDI) are held for the children to teach them through games
how to interact successfully with their peers.
An Asperger’s Support Group has been running in the Northern Suburbs
since August 2008. The aim is to be a source of encouragement and
knowledge for the parents as well as adults with Asperger’s Syndrome. A
quarterly Newsletter is being sent with all the news of the SNAP population. Fundraising events held in 2009 includes a Ball held at the Westin
Grand Hotel on 18 April and a Mother’s Day concert held at the Barnyard
Theatres in Willowbridge on 10 May.
We have social events for parents and their children with autism, i.e. a
spitbraai with jumping castle and waterslide, a tea party for the moms or a
cheese and wine evening for the dads. Kind regards

ANNALIES VAN RIJSWIJK Director: Snap Education cc +27 (0)21 9757224. http://www.snap.org.za/
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WORLD AUTISM AWARENESS DAY 2009

Association for Autism
On 2 April 2009 the Association for Autism celebrated
World Autism Awareness Day in Pretoria. An open day
was held in which the general public was invited to share
information and knowledge about Autism Spectrum Disorders.
Staff, volunteers, board members and members of the
public attended the day and shared thoughts and experiences regarding Autism with the common goal of showing
their support to Autism.
In keeping with the international theme of the day, blue
balloons were launched and handed out in order to
spread the word about World Autism Awareness Day
2009. Each balloon contained a small, rolled-up notice
about the day and invited interested persons to contact
our organisation.
The Association for Autism also produced and distributed

hundreds of metal badges which raised awareness about World Autism Awareness Day. They
were supplied to the general public, learners at
Unica School as well as the members of the ASSIG (Autism Spectrum Special Interest Group)
professionals’ forum and their subsidiaries.
Anna Atkins, Director of AFA, was interviewed on
a number of radio stations and went a very long
way in answering specific questions and raising
general awareness about Autism and services
which are available. A local newspaper arrived to
cover the day.
The Association for Autism would like to thank all
the friends and volunteers which helped in making World Autism Awareness Day 2009 such a
great success.
E van Wyk
Tel: 012 993 4628
www.autismassociation.org
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DISTELL VOLUNTEER
PROGRAM HELPS GROWTH
THROUGH KNOWLEDGE
SCHOOL
Growth Through Knowledge School
was given a face lift in May when a
team of six volunteers arrived from
Distribution Services-Southern Region-Parow (Distell) to create a
vegetable garden for the vocational
skills campus. The school started a
pickles and bread making program
this year and the vegetable garden
will greatly assist with the ingredients being used. Distell sponsored
all equipment required for the job,
including an Eco Composter, which
will allow the school to make its own
compost and ensure that quality
organic produce is grown. This approach falls within part of the
schools policy to be environmentally
friendly and increase our carbon
footprint.
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Before the work began
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Hard at work

The finished project
Front: L-R: Wilhelmina Petersen, Cheryl
Becker , Lesley Siljuer
Back: L-R: Stephen Antrobus, Anel Keuler
and Barret Temmers

We would like to sincerely thank
Distell and Greater Good SA for
their hard work, financial contribution and making a difference in our
community.

Autism South
Africa would like to
acknowledge and
thank the National
Lottery Distribution
Trust Fund for their
support.
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Life is about People.
Hi, my name is Peter, and I am a
compulsive gambler.
I have been clean for 133 days, and
this is my story so far.
Life is about people. The people
that form you, the people you meet,
the people that scare you, and the
people that don’t understand you,
the people that disappoint you, and
the people you disappoint. And the
most important group of people –
the people that inspire you.
I have formed my life through people. And people have formed my
life for me. I started out in a very
“normal” family, with parents who
measured their life on being
“normal”. My father has spent his
whole life providing for his family,
with only a Standard 9 working
himself up from spraying pesticides
to eventually becoming a director of
a large company Group.
My
mother went from being a typist to
studying to become a teacher, to
eventually being a well respected
headmistress and training other
teachers in her passion for helping
others develop. We never had any
spare money – luxuries were not a
feature in our home. We were quite
an insular family, my brother, my
sister and I never stood out from the
crowd.
I suffered as a middle child – my
older brother seemed to get everything even though he was the rebel
in the family, and my younger sister
was the darling of the family. But
looking back, I faced an even
greater problem – I was scared of
people! I did not know how to deal
with them, and did not know how to
interpret what they were telling me
through their attitude toward me,
their facial expressions, their body
language. I had no role model to
learn from – we did not interact
much socially, and if I look at myself in social situations, I am as
inept as my father always was. My
father is aloof, arrogant, socially
incompetent in many people’s eyes,
but I have come to realise that we
are severely disadvantaged as we
don’t recognise the social cues that

seem to come so naturally to
others.
My father immersed himself in
his work, with the noble goal of
providing for his family, but I
have come to realise that he did
not provide what I most needed
– love and understanding. In
confronting my addiction, one of
the most rewarding things I
faced was finally seeing my father show some emotion – in the
first few days and weeks, we
spoke on almost a daily basis,
and I could hear his tears on the
other side of the phone. In a
strange way, I felt pleased and
sad at the same time – pleased
that he actually did feel for me,
and actually love me, and aggrieved that I had to go through
this to realise it.
In Standard 8 I suffered from a
“pre-erosional ulcer”, the medical term for having so much
stress to deal with that it was
making me ill. I could not deal
with the pressure – of having to
achieve, of having to socialise
when I was a social outcast, of
having to make friends when I
did not know how to be a friend.
Susan and I have a daughter who
suffers from many of the same
ills – and through her I am now
starting to understand the root
cause – a condition on the autism spectrum known as Asperger's Syndrome or ASD NOS.
I had no problems academically
growing up, and when in a comfortable state of mind often excelled in my school work. At
university I managed to complete my Honours degree in four
years, without spending too
much time with books, or even
attending lectures. All this time
I struggled to fit in.
I desperately wanted to please or
at least impress those around me,
but this was a poor substitute for
finding a way for them to like
me.
After finishing my National Service I started out my career in
Computer Sales, and again I
excelled. I intuitively knew how

to impress people enough for
them to spend money, but again
I did not make many real
friends. I did however meet
one person who inspired me –
Stephen. He was my first partner, having been there for a
year more than me he showed
me the ropes and soon we found
that our skills really complemented each other. Stephen
always seemed to understand
me, and believe in me. He has
stood by me in tough times, and
I look up to him still, and know
that he is there for me whenever
I may need him to be.
Stephen lives in England now,
and I called him on November
8, and told him what was happening. I didn’t give all the
detail, and said that I would
send him a mail to explain. He
instead asked me to tell him
when he could call so we could
talk through it, no matter how
long it took. I am going to send
him this, and then I need to face
that call.
Since then, my career has been
characterised by initial euphoria, impressing with my skills,
and then coming down hard
when it was time to deliver. I
am more than capable of conceptualising success, but when
it comes to delivery, I am a
serial procrastinator. Why –
perhaps because I can’t do, perhaps because I am just so scared
of failure that not doing is the
easy way out.
I am now making a living by
helping others to do, and most
importantly to interact. Isn’t it
ironic that what I see as the
value I can offer are the two
things I have consistently failed
to do for myself!
In not facing up to my own issues, the one thing I sought was
an escape. This has come in
many forms over my life, but
perhaps the two most pertinent
are alcohol and computer
games.
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Life is about People continued:
When I settled in at university, I realised that a neat way to party without having to face interacting with others was
to drink. The bonus was that you did not get scared trying to interact after a few drinks, and somehow making a fool
of yourself could then be blamed on the alcohol and not on you. This became a feature of my life until I told Susan,
about 12 years ago, that I believed I was an alcoholic, and along with the other things that were going wrong in my
career, my social life and our marriage, I was suicidal.
The second inspirational person in my life came to the fore – Susan whisked me off for help, supported me through
the process, and turned me into the conscious social drinker that I am today. Am I an alcoholic, I don’t know. Am I
in denial, maybe. Am I in control of my drinking, for now I am. Am I in danger of being a certifiable alcoholic,
always.
At the same time I was playing more than my fair share of Computer Games. I could immerse myself in a game of
solitaire, minesweeper, StarCraft or Age of Empires, and would sometimes find myself playing till 3 or 4 in the
morning. Eventually this began to invade my work life, and I would play a game while psyching myself up for a
particularly difficult task, or in other words procrastinating.
After a few more ups and downs in my career, and one particularly bad episode where I started a company and then
allowed it to be stolen from under my nose through serial procrastination and non-delivery, all the time blaming everyone else for my failings, I found myself self employed. Susan had started a good business, and was supporting us,
but still I procrastinated and put myself on the path to self destruction. I was good at what I did – facilitating group
work in the corporate world, and all the time receiving accolades for what I was able to get out of them. But it was
too scary to go out and look for business, or even to focus on the detail of running my own business, so again I escaped, this time into Computer Games..
I started just playing the games on my PC, but one day I discovered interactive gaming over the Internet. Playing
Backgammon against a real person was a whole lot more fun than playing against the predictable computer. It didn’t
take long to discover the whole new world out there - Internet Gambling.
The first time I logged into Piggs Peak, sometime in 2002, I opened an account and played for fun, but in a few days
I was gambling with real money. I started out playing Black Jack and avoided the one armed bandits as they were
purely based on chance – there was no “skill” involved. Months later I discovered poker machines, and it was there
that the die was cast. Looking back, I realise that the few big wins were allowing me to fool myself that there was a
chance that I would be able to recover from all the losses. Having to continually top up my account scared me, but I
was always sure that I would one day have a royal flush with enough money on the table to make it all right again.
And then I would stop.
Just when I started to get the feeling that I was on a hiding to nothing, I discovered the on-line poker games. Surely
this was a better bet – playing against real people took out the possibility of the house fixing the odds on a machine,
or dealing that card you really did not want to see when you were about to land that big payday.
I started small – on the 50c / R 1 tables, and it was a lot of fun for little money. Every now and then we would see a
bigger player come to the table, and everybody would marvel at his skill, or we would hear of one of the legends
from the high stakes games, and all the while I saw this as a training ground where I would hone my skills to be able
to take on the big guns and win some real money. Soon I had players saying they could not believe I had only been
playing for 2 weeks, and it was time to move up.
Before I knew it, I had a reputation, and players would come and look for me to play head to head, or encourage me
to join an 8 seater table, or a tournament. I prided myself on playing ethically, and would congratulate the player
who beat me on the last card to fall, or who outplayed me by drawing me into a silly bet when they had me beaten all
along.
All the time waiting for the big score to at least allow me to hide from Susan what I had been doing.
All the time ignoring my real responsibilities – family, work, contributing.
Susan had been supporting us, both financially and emotionally. Although in the interim I had got another job, and
earned really well before I also inevitably screwed that up, I was absent. I never gambled at work (if they weren’t
monitoring I probably would have), but my every waking moment was spent on waiting for the next opportunity to
make that big score. When I lost that job, and again found myself self employed, I gambled more than ever.
On occasion I would have an assignment in Cape Town. I would arrive at the airport and check in, then find a spot
to log on and gamble until I had to board the plane, and on arrival would rush to the hotel, log on and gamble until
the early hours of the morning when I had to sleep to be able to cope the next day. The return trip was much the
same.
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Life is about People continued:
I was always tired, the quality of my work suffered, and most importantly of all, my relationship with Susan
and our children was going down the drain.
Enter, retrospectively, another inspirational person in my life, enise. Susan and I had been seeing Rachel for
some time to address our marital issues. Rachel became someone we could talk through, a safe place for
both of us, where I could complain about Susan being domineering, controlling, and she could talk about my
procrastination, arrogance and aloofness. I could cry comfortably about my relationship with my father, and
Susan could unload about all of the issues that she faced. Rachel showed me on many occasions that she felt
as deeply as I did, and all the time I hid from her the real truth of who I was. I know today that Rachel is
probably pained that she never discovered the real me, and I am so ashamed of that that, apart from seeing
her when the truth was finally disclosed, when she pointed me in a direction to recovery, I have not been
able to face her to say how sorry I am. Rachel, I have driven past your house so many times, wanting to
come in to make amends, but have not been brave enough to do it, I hope tonight you will hear me. I am
truly sorry.
On 18 July 2008, 132 days ago, just after Susan had asked me to sit down with her to go through our finances, something inside me snapped. I realised that I had to come clean, that I could not continue to shuffle
money between accounts, and only print Susan’s statements to hide all the transactions going through mine.
I have heard that you will only turn the corner once you have reached rock bottom. For me, rock bottom
was the realisation that if I did not ask for help, I would destroy everything. I had done a damn good job of
destroying our financial stability, but I think the fear of losing Susan and my children if Susan found out
what I was doing before I told her hit home to me that day.
“We need to talk. I have a gambling problem and I need help. If you want me to leave, I will go.”
Those were my words that night. Susan was shocked, and didn’t know how to react, as if I could actually
expect her to. She got angry, and I had to answer all of her questions. I knew that I needed to be completely
honest, and when Susan spent the next few nights going through my bank statements I had to stay away and
let her see for herself the extent of what I had done.
The Saturday afternoon Susan told me we were going to see Rachel. She suggested I go and see a professional counsellor, and through him I called the NRG call centre, and through them I called GA. The first
person I spoke to was Peter from Saxonwold, and what amazed me was that, while I just wanted to see
somebody, he wanted to talk. He was concerned about me. And he never tried to tell me what to do, he just
opened the doors for me to walk through on my own. I was driving around, trying to keep up a facade of
normality for our children, while thinking how best to commit suicide. My life policy would help Susan and
the kids to recover, but I didn’t know if it would pay out if I took my own life.
Peter gave me Desmond’s number, and when I called him I was met with the same feeling I got from Peter –
here was somebody who did not know me, but at the same time was concerned about me. Desmond told me
that there was a meeting that night right here, and I said I would come.
I arrived here that Thursday night not knowing what to expect. I was ready to burst into tears every time I
opened my mouth, but here were a group of people who were smiling – surely they weren’t taking this seriously enough? I sat in this room, and was struck by how normal you all are – I somehow saw myself as
scum, and when confronted with all of you started to realise that we compulsive gamblers do not have our
affliction tattooed on our foreheads. I heard you talk about how well things were going, and how badly
things were going, and I saw understanding. I knew I was in trouble, but it was a shock to me when I scored
17 out of 20 on the 20 questions. I took the yellow book home and, after explaining to Susan as best I could
what I had experienced, I stayed up most of the night reading and re-reading the book. Since that first meeting, I have come to realise that everybody who steps into this room is an inspiration. Those that we meet
here for their first time inspire me because they have taken a huge, courageous step. Those that come back
after lapsing show courage in what could prove to be their lowest moments. Those that have been coming
forever demonstrate a sense of purpose and commitment that I can only aspire to. Those that reach out show
a compassion and understanding that touches me deeply. In particular, Anne, who inspired me when she
told us how she had learned to hug, and who frightened me when she said she wasn’t sure if she wanted to
come back. Jane, who even when facing some really scary consequences, the extent of which I will probably never know, always has a smile on her face, and always looks for the positive. Simon, who is always
open and honest with how he is feeling, and always believing that such moments too shall pass. Riaad, who
listens so intently to everything going on around him, and then comes up with a quiet word of encouragement or clarity at exactly the right time. Kalvina, who smiles even while she is crying. Kathy, who I have
seen going through similar phases to me, at similar times, and keeps coming back.
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Life is about People continued:
Desmond, who is always looking for ways to practice step
12, and provides those uncomfortable, but in retrospect
constructively searching questions. Andre, who I know is
always there if I need to call. And Sasha, who has helped
so much in that often neglected part of recovery – understanding the effect it has on those around us. And Amos. I
have seen you achieve a state of serenity that we can all
aspire to. Even facing one of life’s toughest challenges,
you are not allowing yourself to be beaten, and I salute you
for that.
All of you inspire me, and although I am not too accomplished in knowing how to express the feeling I have for
you, let me just say that if it weren’t for every one of you, I
would not be here today.
My second GA meeting was at Saxonwold, where Susan,
her sister Danelle and I went to listen to a talk by some
lady with a strangely suitable name. Again, I didn’t know
what to expect, but when Sam launched into a detailed
analysis of the effect addictions have on those around us, it
resonated with me, and most importantly with Susan.
Through Sam we have learnt about the two sides of addiction, and her direct, no nonsense approach has definitely
kept me focused. I started with Sam desperate to know
why I was this defective Human Being, but have come to
realise that I am who I am, and it is what I make of it that is
really important.
Susan has been the truly inspirational person to me in this
whole process. The fact that she has committed herself to
our relationship, and has stood by me through this process,
or rather the beginning of this lifelong journey, has been
inspirational in itself. Susan, you have given me the reason
to stop thinking of taking the easy way out, and you have
given me the courage to face what I need to do, and what
we need to do together. You haven’t been easy on me, and
I appreciate that. If you had tried to cocoon me, and resolve the issues for me, I would have remained where I
was. Instead, through your decisiveness, your direction,
and the pressure you have brought to bear, I believe that I
am more focused, more able, and more productive than I
have been for many years. I have a purpose now, and although I am not there yet, I at least now where there is, and
how to get there.
As I said at the beginning, life is about people. But the
most important people of all are the ordinary people who
do extraordinary things. Facing up to this addiction, and
making a conscious choice to recover, is an extraordinary
thing. You are all incredibly important people.
We are moving to Namibia in 5 days time. I am sad to be
leaving, but at the same time glad to have the opportunity
to be able to come back. And I will keep coming back.
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UNIVERSITY OF CAPE TOWN DEPARTMENT OF PSYCHOLOGY
Theory of mind development: A comparison of children with autism spectrum
disorders and typically developing South African children.
Principal Researcher:
Susan Malcolm-Smith, Lecturer, Department of Psychology, University of Cape Town,
021-650-4605
You are invited to take part in a research study comparing theory of mind development
in children with autism spectrum disorders and typically developing children. Theory of
mind is the ability to understand what other people want, feel and believe, and being
able to predict people’s actions using this knowledge. Thus, theory of mind is very
important for everyday social interactions. We know that people with autistic spectrum disorders have impaired and delayed theory of mind abilities, as well as impaired social and communication skills.
This study will look at the differences in theory of mind ability between high functioning autistic /Asperger’s syndrome children, low functioning autistic children, and
typically developing children, aged 3 to 16 years. Approximately 250 children will
participate in the study.
Theory of mind has not been studied in South African children. This study will aid in
the understanding of theory of mind development by seeing whether South African
children develop these abilities at the same age as previously studied children from
other countries. It will also increase our understanding of how theory of mind ability
differs in low-functioning and high-functioning autistic children compared to typically
developing children at different ages.
If you consent to your child participating in this study, your child will be involved in
two cognitive assessment sessions (each about 40 minutes long for children younger
than 7 years and 90 minutes for children 7 years and older), where abilities like
memory, language and social perception will be assessed. These abilities are assessed by completing several straightforward pencil and paper or computer-based
tasks. You, or another caregiver, may be present at the testing session. There are no
risks involved in participating in this study. If at any time during the experiment you or
your child finds any of the procedures uncomfortable, you are also free to discontinue
participation without penalty. At the end of the study, both you and the school will
receive feedback about what we found.
We will take strict precautions throughout the study to keep your personal information
safe and confidential. Your information will be kept without your name or other personal
identifiers, only a code, in a locked file cabinet or on a password-protected, secure
computer. The data gathered from this research may be published, but your child’s
contribution will remain anonymous. Should you have any questions or queries
about the research or your participation, please do not hesitate to contact Michelle
Robberts: (cell) 082 597 8518, (email) Michelle.Robberts@uct.ac.za
Way-Finding in autism spectrum disorders
1. Invitation and Purpose Your child is invited to take part in a research study about
way-finding in autism spectrum disorders. We are researchers from the Department of
Psychology at the University of Cape Town. The study aims to understand better how
children diagnosed with an Autism Spectrum Disorder (ASD) learn and remember
aspects of the space around them compared to Mentally Challenged and Typically
Developing children of the same age. Approximately 150 children will participate in this
study.
2. Procedures If you decide to allow your child to take part in this study, we will ask
them to take complete a series of pencil-and-paper tests as well as a computer-based
test. The tests will assess your child’s general intellectual functioning, their general
spatial abilities as well as their spatial navigational abilities. There will be two sessions
and each session will take about 60-90 minutes. You, another caregiver, or a teacher
may be present at the testing sessions. Your child will be allowed to take breaks whenever requested during the sessions.
3. Risks, Discomforts & Inconveniences There will be minimal risk involved in the
research and your child will not be asked to perform any potentially harmful tasks.
The only possible risk is that your child may feel uncomfortable or become fatigued
during the testing. If they do they will be allowed to take a break. They may also
withdraw from the tasks at anytime. At the end of the study general feedback will be
provided.
4. Benefits The information from this study may help improve our understanding of
autism spectrum disorders, particularly with regard to general spatial abilities and spatial
navigational abilities in individuals with autism spectrum disorders.
5. Privacy and Confidentiality Information collected during each session will be stored
in locked filing cabinets or in computers with security passwords. Only certain people
have the right to review these research records. These people include the researchers
for this study and certain University of Cape Town officials. The data gathered from this
research may be published, but your child’s contribution will remain anonymous. All
the sessions will be conducted in a private room at the school.
6. Money Matters Participating in this study will not cost you or your child anything.
You or your child will also receive no compensation for taking part in this study.
7. Questions If you have questions or concerns about the study please contact the
principal investigator Kevin G. F. Thomas, PhD: (office) 021-650-4608 (email)
Kevin.Thomas@uct.ac.za or Natalia M. Ing (cell) 082-663-7028 (email)
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Autism South Africa is a local distributor for a wonderful magazine
from America called Autism Spectrum Quarterly.
Included in every issue of Autism Spectrum Quarterly
Articles by, for, and about individuals with ASD
A focus on families and family issues
Book and product reviews and recommended resources
Contributions by outstanding professionals in the ASD field
Spotlight on Best Practices to highlight an educator, clinician, or
paraprofessional support person whose work on behalf of those
with ASD has been exemplary
Tips and strategies to translate research into practice
User-friendly, cutting-edge information from the world of research.
And so much more!
Due to the financial implications, we will need potential South African
subscribers to sign up, commit and pay up front for the period of a
year for which you will receive four copies. Should you wish to subscribe for the ASQ Magazine please complete the form below and fax
it to 011-484-3171 along with your deposit slip.

Only R 55
per copy
including
postage

Phone: 011-484-9909/9923
Fax: 011-484-3171
pauline@autismsouthafrica.org
www.autismsouthafrica.org

Name:
Postal Address:

Phone

Fax

Email Address
Signature
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communication:
lack of pointing to direct others' attention to objects (occurs in the first 14
months of life)
does not adjust gaze to look at objects that others are looking at
cannot start or sustain a social conversation
develops language slowly or not at all
repeats words or memorized passages, such as commercials
does not refer to self correctly (for example, says "you want water" when
the child means "I want water")
uses nonsense rhyming
communicates with gestures instead of words

it is
conservatively
estimated
that 35 million
people
worldwide
have
autism.
autism is now
considered to
affect
1 per 158
children,
that means
over

5000

children born
in our country
in this year
alone, will be
autistic.

social interaction:
shows a lack of empathy
does not make friends
is withdrawn
prefers to spend time alone, rather than with others
may not respond to eye contact or smiles
may actually avoid eye contact
may treat others as if they are objects
does not play interactive games
response to sensory information:
has heightened or low senses of sight, hearing, touch, smell, or taste
seems to have a heightened or low response to pain
may withdraw from physical contact because it is over stimulating or overwhelming
does not startle at loud noises
may find normal noises painful and hold hands over ears
rubs surfaces, mouths or licks objects
play:
shows little pretend or imaginative play
doesn't imitate the actions of others
prefers solitary or ritualistic play
behaviors:
has a short attention span
uses repetitive body movements
shows a strong need for sameness
"acts up" with intense tantrums
has very narrow interests
demonstrates perseveration (gets stuck on a single topic or task)

invisible mis-understood under-estimated marginalized
The most complex of all childhood disabilities ….. but maybe the least acknowledged and supported. Please help us help the estimated 270 000
people with autism in our country.

autism south africa
info@autismsouthafrica.org
www.autismsouthafrica.org
tel: +27 11-484-9909/9923
fax: +27 11-484-3171

standard bank. sandton branch.
account name: autism south africa
account no: 220731233.bank code: 019205.
type: cheque. swift code: sbzazajj

