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The DSAYR's First Annual Buddy Walk 2005

SUNDAY, NOVEMBER 6TH, 2005  RICHMOND GREEN SPORTS CENTRE & PARK

Just a note of CONGRATULATIONS on
a very successful Buddy Walk on Sunday,
November 6th!!

Thanks to all the organizers, volunteers,
executive and all others involved in the
walk. Thanks also to the very generous
sponsors for their door prizes and other
‘goodies’ as well as all those who sponsored
walkers and pledged to the DSAYR.

A great big thank you to all of the walkers
who came out despite the ominous weather
forecast!!

After such a successful
first endeavour I am
sure that there will be
great interest in the
2006 Buddy Walk.
Cheers for one and all.
Sincerely,

Doug and Edna Duff

_—




President’s Message

First Annual Buddy Walk

Our First Annual Buddy Walk, in
celebration of Down Syndrome
Awareness Week, was a huge success.
Over $6000.00 was raised at the event.
There are lots of pictures further
in the newsletter. Thank you to our
Walk Co-ordinators Shaleigh Watson
and Kim Bryan, and all of our other
volunteers that helped out to make this
a great event. Thank you also to all the
participants that braved the inclement
weather to make this event successful.
The walk for 2006 is already in the
planning stages, and we are looking
forward to another great walk this fall!

Upcoming Events

The DSAYR will be hosting a Sunday
Family Bowling Afternoon in the early
spring. Details are being finalized
and will be available soon. Look for
something in the mail shortly.

The DSAYR will be hosting its Spring
Networking and Speaker Evening in
May. Executive Elections will also be
held at this time. If you are interested
in sitting on the DSAYR executive,
please contact us via e-mail. We are

currently looking for a speaker for the
evening. If you have any suggestions
please contact us.

The DSAYR’s annual family picnic
has also been booked. We are looking
forward to another outstanding event
at Camp Green Acres Saturday June
10, 2006.

Help Wanted

The DSAYR is in need of your help.
We have several volunteer positions
available including Webmaster and
Alternate SEAC representative. See
the Help Wanted section below for
a full list of the positions available.
Volunteering with the DSAYR is a
rewarding and fun activity, suitable
for almost anyone. We are always
interested in meeting new volunteers.
High school students are welcome for
many of the positions!

Newsletters

Newsletters will be sent, free of
charge to your family doctor, your
child’s teacher, education assistant or
principal. Please contact the DSAYR if
you would like to have someone added
to our mailing list.

Membership — 2006

It’s that time again.
Membership renewal
forms are on the back of
the newsletter for 2006.
Please take the time to
fill them out and return
them. If you have any doubt whether
you are up to date or not, please contact
us through email or the phone line.

Down Syndrome
Association of
York Region

New — E-mail distribution list

The DSAYR is starting an e-mail
distributionlist. Many timesthe DSAYR
receives information on community
events and other Down Syndrome
Association events that fall between
the times of newsletter publication. We
felt that it would be useful to forward
this information electronically to our
members, in hopes of keeping our
membership up to date. If you have
provided your e-mail address to us
on your membership renewal form,
you will automatically be added to the
list. If you would like to be added or
deleted from the distribution list please
contact us at:

info@dsayr.on.ca

Music Therapy - It’s Not Just Singing!

We are currently
looking for volunteers
for several positions
within the DSAYR.

Currently available:

Down Syndrome
Association of
Ontario —York Region
Representative
Social Co-ordinator

Buddy Walk
Committee
Newsletter Committee
Website
Co-Coordinator

Alternate SEAC
Representative,
Public School Board

We need your help!
Please contact us at
1-800-649-DOWN or
info@dsayr.on.ca

end of the nine weeks Julie gave each child a booklet
of songs and activities, and provided the parents with a
report outlining their child’s successes. Julie’s beautiful
singing, her talented guitar playing, and her exceptional
teaching abilities provided several children with a very
educational and enjoyable experience.

As far as the children were concerned they were
just singing, and playing rhythm instruments, and
having lots of fun! The great thing about music therapy,
however, is that, behind all of this fun there is a great
deal of learning. Language skills are built during every
song as each child is invited to respond verbally or
non-verbally, depending on the child’s comfort level.
Playing rhythm instruments in time to the music

packed hour is

The DSAYR was fortunate enough to be able to collaborate with music therapist Julie Charette
in offering a series of music therapy sessions for five- to ten-year olds through the fall. At the

develops co-ordination. Taking out and putting away instruments provides an opportunity
for using good social skills and being responsible. The
number of skills being developed during this action-

were concerned they were just singing, and playing
instruments, getting together with new friends and
having lots of fun.

Please contact the DSAYR at 1-800-649-DOWN or
info@dsayr.on.ca if you interested in having your child
participate in upcoming sessions.

extensive, but as far as the children
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Andy Brookes
Past President

Kim Bryan
Secretary

Tracey Armstrong-Smythe
Treasurer

COMMITTEE MEMBERS

Sue Hoe
Executive Advisor

Kathy Bryden
SEAC Separate School

Linda Bernofsky
DSAO Representative

(Vacant)
Social Direction

Elaine Dawe
Meeting Coordinator

Dawn Fawns
Phone Committee

Theresa Burfield
Director

Mark Bryan
SEAC Public School
Representative

Dr. N. Blustein
Medical Advisor to the Board

THE DOWN SYNDROME
ASSOCIATION OF
YORK REGION

1100 Gorham Street
Suite 11B-345
Newmarket, ON L3Y 8Y8
416-410-DOWN
800-649-DOWN
E-mail: info@dsayr.on.ca
www.dsayr.on.ca
Publications Mail Agreement No. 40112306
Return undeliverable Canadian addresses to:

Circulation Dept.
330-123 Main St.
Toronto, ON M5W 1A1
email: circdept@publisher.com

The printer assumes no responsibility for errors, omissions
and/or copyright infringements within this newsletter.
The opinions expressed in this newsletter are
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Attention Teens or Preteens!

[ am interested in forming a play group for my 14 year old son Julian. Very casual
setting for the kids to talk, play and interact. The parents can enjoy coffee and
dessert while exchanging life experiences about their child and getting questions
asked by other parents.

Nothing is written in stone for dates and times. | was thinking on meeting on a
monthly basis in the beginning and see where it goes from there.

This is an opportunity for the kids to meet new friends on a social (f
level and hopefully develop a friendship. D

If anyone is interested, please contact me at 905-887-5743.

Jozine Teofilo

Hello everyone, | can’t believe how fast the winter is going! I hope that
you are all enjoying the nice weather when we get it. I was so pleased
at how our first Buddy Walk turned out. I know that a lot of hard work and
time went into preparing for this event from a lot of people and it was so nice
to see how that hard work made a fantastic day. I would just like to thank
all of our volunteers as they did an amazing job at helping us to keep things
running smoothly.

Thank you to my uncle Jerry and aunt Sharon Harper for gathering such
beautiful prizes and helping us make all of those loot bags and for working
at the registration desk.

Thank you to my mom, Julia and my dad, Wayne Watson, for all of their
help at the registration desk and especially for dealing with my moods (I am
told I can get a little bossy when I get worried). I would also like to thank
Kim Bryan for all of her hard work and also for putting up with me. Thank
you to the St. John Ambulance team. They were really great in working with
our schedule. Thank you to Theresa Burfield for letting us use your house
for some meetings and for your wonderful prize donations as well. There are
so many people to thank I think I could go on forever. Thank you to Liz for
allowing me to be part of this event, thank you to Tracey who is now in the
process of writing everyone’s receipts and figuring out the final proceeds to
DSAYR and CDSS. I would especially like to thank my uncle Robert Watson
for the gracious donation of food and my uncle Greg Watson for donating
all the key chains, hats, t-shirts, golf bag, bottles water as well as collecting
pledge money for the Buddy Walk. I am so sorry if I forgot to thank anyone,
but I do want to thank all of you who came out to the Buddy Walk and made
it such a great day. I know that the weather wasn’t the greatest, but I think
that Mother Nature did pretty good considering we held this in November. |
am still thanking Mother Nature for its reprieve from the wind and rain.

I want to especially thank Kim Bryan for introducing me to some of the
most amazing people that I have ever met; one of them being Leah Bryan.
Leah has opened my eyes to so many different things that I don’t even know
where to begin. She has changed my life and I know that I have also made
a difference in hers. Leah is not just a little girl that I look after every once
and a while, she is also my best friend and she will be my best friend forever.
She will be my maid of honour at my wedding (when I get a boyfriend) and I
will celebrate her birthdays, accomplishments, and successes with her family
yearly! Overall, I would like to express that it was an honour to be able to
organize an event like the Buddy Walk for DSAYR. Thank you again Liz,
Tracey, Theresa and Kim; you are great and I really enjoyed
working with all of you. I am looking forward to working
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with you all again next year. I hope that everyone had a ¢ & v,

great day at our First Annual Buddy Walk I hope we’ll Em‘%

see you again next year! | —
Sincerely, BUDUY

Shaleigh Watson, Buddy Walk Organizer
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(Welcome to the world Reti!

Our Little Angel’s full name is Areti Zoe Siarkas (Reti or Ret
for short) and she was born at Markham Stouffville Hospital

on Jan. 5, 2006 at 8:04 am. She weighed 6lbs 130z.
As new parents we are very excited and nervous.
We are also very grateful for all the support we have
received so far. We are trying to live one day at a time
and take the challenges and joys as they come.

Thanks, Bill & Torie Siarkas....
\_ and Baby Reti too !!

We look forward to being part of this supportive community.

| YIS - == b/
The DSAYR would like to extend a warm welcome
to baby Reti and the Siarkas Family.
We look forward to meeting all of you soon! 4

DSAYR’s First Annual Buddy Walk 2005

Well, it’s been several months since the Buddy Walk and
donations are still arriving in my mail box. This year’s event
has taken me by surprise. I was surprised by how great it
felt to plan, organize, and watch things come together the
day of the event. I was surprised how generous my family,
co-workers and neighbours are. I was surprised so many
companies donated items for prizes or donated drinks for
the participants. I was surprised the day of the event to
wake up to pouring rain with high winds in the forecast. I
was surprised in the moments before the walk when the rain
stopped and the sun actually shone through the clouds for
a brief moment. I was surprised Roger Cable T.V. came to
record the event and to see our children on the First Local
news cast the next day! I was surprised to see co-workers
come with family, friends come from out-of-town, and to see
people volunteer or pitch in that day whenever they could. I
was surprised by how much work it all was and how tired I'd
be after it was over. I was amazed at the community spirit I

the displays from Pampered Chef, Discovery Toys, and Fifth
Avenue but never seemed to have enough moments to really
check things out. From the bottom of my heart, thanks to Liz,
for giving us the opportunity to co-ordinate the Buddy Walk.
It was a great learning experience and I'll be happy to help
out again next year. Thanks to the Watson family (especially
Shaleigh), the Harpers, DSAYR executive, Ed Bader (Focus
on Fathers), Sam Garner (my neighbour) and her friend
Kelee, Julie Charette (Creative Sounds music therapy), and
the many others who were involved in making this event a
success. Most of all, thanks to the special people we know
who happen to be “chromosomally enhanced” in one way
or another. You enrich our lives more than we can express
and this event is an expression of our love back to you.

We’ve already begun planning for next year, so if anyone
would like to join one of the following committees, please
contact DSAYR via phone or email:

jf‘ = ..m.b""'ﬁ-.
* Publicity * Food and Beverages <7 @ "*.%

* Prizes * Displays/Vendors E ;
'BUDDY
WALK..

saw, the team spirit illustrated by “Kirstin’s Krew”, and the
generosity shown in the pledges collected by the participants.
I was pleased to see the kids playing instruments (with and
without Julie). I wanted to spend more time looking over

* Entertainment ¢ Registration
Thank you so much....Kim Bryan

Down Syndrome Association of York Region

MISSION STATEMENT

We are a group of parents, educators, and community support professionals who firmly
believe in the inherent equality of persons with Down syndrome. We are committed to
promoting a positive image of people with Down syndrome as being valued community
members.

This newsletter reports items of interest relating to Down syndrome and provides a forum
for others. The Down Syndrome Association of York Region (DSAYR) does not promote or
recommend any therapy, treatment, etc. We will not espouse any particular political or
religious view. Individuals or organizations referred to us do not necessarily endorse this
publication or its editor. We wish to bring together those interested in Down syndrome and
attempt to create an optimistic outlook and attitude. The editor reserves the right to make
corrections to material submitted for publication.
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Canadian Down Syndrome Society Position Statement:
DOWN SYNDROME, REDEFINED

Down syndrome is a naturally occurring chromosomal
arrangement that has always been a part of the human
condition. The occurrence of Down syndrome is universal
across racial and gender lines, and it is present in
approximately one in 800 births in Canada.

Down syndrome is not a disease, disorder, defect or
medical condition. It is inappropriate and offensive to
refer to people with Down syndrome as “afflicted with”
or “suffering from” it. Down syndrome itself does not
require either treatment or prevention.

The sole characteristic shared by all persons with
Down syndrome is the presence of extra genetic material
associated with the 21st chromosome. The effects of that
extra genetic material vary greatly from individual to
individual. Persons with Down syndrome karyotypes may
be predisposed to certain illnesses and medical conditions,
but that genetic arrangement does not guarantee their

the same extent as would be expected in the population
without Down syndrome. Vigilance on the part of health
care practitioners is required to identify and treat any of
them if they arise.

Conversely, studies have shown that people with Down
syndrome have a statistically lower risk of developing
certain other illnesses and medical conditions. That
genetic arrangement does not guarantee that they will not
develop.

Down syndrome commonly results in an effect on
learning style, although the differences are highly variable
and individualistic, just as in the physical characteristics
or health concerns. The most significant challenge is to
find the most effective, productive methods of teaching
each individual. The identification of the best methods of
teaching each particular child ideally begins soon after
birth, through early intervention programs.

development. The same illnesses and conditions are also
present in the general population. Timely and accurate
diagnosis and appropriate treatment of these illnesses and
conditions improves both the length and quality of life, to

The Eyes See What the Ears Hear

)
Dear families,

Our research group has been working on an exciting project: looking at how children with Down
syndrome make sense of the information that they see and hear in speech. For example, when someone speaks to us, we
hear the sounds coming from their mouths, and we also see how their lips move.

Position Statement on Redefining Down Syndrome
Approved November 2003

www.cdss.ca

>

Why is this important?

With the results of this project, we aim to develop a quick and simple language test that can be used with
children in the first few years of life to determine which children may be at risk for language delays later
on. Once we can identify these children, we can implement new language teaching techniques to help them
learn. 7o do so, we need your help!

What is involved?

We ask children to watch a screen with a woman’s face, some marbles, and some flowers projected on
it, for 15 minutes. During the video presentation, we ask the children to repeat what they think they
have heard and to point to the screen. As well, we do a brief screening of their language and thinking
skills.

We expect that the entire project would take at most 1 hour. Based on our work so far, most children who participate
appear to enjoy the tasks. We would be happy to share the results of how your child did on these tasks with you. As a thank
you for your child’s time, they will receive $20 in the form of cash or a gift certificate to a book store.

#*F%% Our research can be conducted either at York University or in your home -
whichever is more convenient for you and your child (on weekdays or weekends). *#**

Who can be involved?
We are looking for children with Down syndrome, between the ages of 6 - 18 years, with no visual or
hearing impairments (i.e., requiring a hearing aid), and no autism.

To participate, or if you have any questions, please contact:

Jonathan Weiss, M.A., Department of Psychology, York University, 4700 Keele Street, Toronto (Ontario), M3J 1P3
Please call (416) 736-2100 ext. 20706 and leave a message with your name and phone number

or Email: jonweiss @yorku.ca
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Down Syndrome May Hold Clues to Fighting Cancer

Researchers Probe Why Those With Disorder Are Less Likely to Develop Certain Tumors

By AMY DOCKSER MARCUS,
Staff Reporter of THE WALL STREET JOURNAL
September 6, 2005;

Researchers are working to unravel a medical mystery that
they hope will lead to new ways to fight cancer: they’re
trying to figure out why people with Down syndrome are
less likely to get certain common cancers than the general
population, and why they respond better to treatment in
other cancers.

Recent research shows that people with Down syndrome, a
genetic condition with a range of physical and intellectual
disabilities, have a significantly lower-than-expected rate
of breast cancer, lung cancer, mouth cancer and other
common solid tumors. They are at significantly greater risk
of getting a rare type of leukemia, called acute myeloid
leukemia (AML), when they are children — but they have a
substantially higher survival rate and lower relapse rate than
children in the general population.

Now, studies are being done at Children’s Hospital Boston,
Johns Hopkins University School of Medicine, the University
of Chicago, the Barbara Ann Karmanos Cancer Institute in
Detroit, and other centers around the country, to find out
why this is. By understanding the various characteristics of
Down syndrome that relate to cancer, researchers hope to
develop new cancer drugs, and identify specific targets for
cancer treatments, that will benefit all patients.

“Individuals with Down syndrome, who are too often
viewed as a burden on society, have in fact provided us with
a major clue that is fundamental to the health of everyone,”
says Roger H. Reeves, professor at the Johns Hopkins
University School of Medicine, who is studying mice to
understand how Down syndrome has a protective effect
against cancer.

Researchers believe the answers they’re seeking lie deep in
people’s genetic makeup. Much of the research is focused
on Chromosome 21. Most people with Down syndrome
have three copies of Chromosome 21 compared with only
two in the general population. This extra copy is believed to
be responsible for many of the disabilities associated with
Down syndrome, such as language and cognitive deficits.
But people with Down syndrome also make more of the
proteins associated with that chromosome — including a
substance known as endostatin that may be involved in
preventing cancer.

In the case of acute myeloid leukemia, efforts center around
a genetic mutation that appears to be found exclusively in
AML patients who have Down syndrome. Some scientists
say this mutation makes the children more responsive to
the chemotherapy drugs used to treat it. The Children’s
Oncology Group, a consortium of pediatric cancer centers
in the U.S. and Canada, is following over 200 children with
Down syndrome for five years who are being treated for or
have had leukemia hoping to find new insights into why.

Not everyone agrees that there is something intrinsic to
Down syndrome that protects people from cancer. It may
simply be that this population isn’t being adequately
screened for cancer so the disease may be more likely to be
undetected in people with Down syndrome than the general
population.

There also is some concern that if a drug is designed to
prevent cancer by mimicking levels of certain proteins
found in people with Down syndrome, this might reproduce
some of the other aspects of Down syndrome, such as
learning and memory problems. Sandra Ryeom, a research
associate at Children’s Hospital Boston who is studying
aspects of Chromosome 21, says that if researchers develop
a potential drug, they plan to run learning and memory tests
first on mice before going further.

The focus on the connection to cancer comes at a time
of growing interest in research into Down syndrome. The
life expectancy for people with Down syndrome has risen
dramatically in the past decades, from an average age of 25
in 1983, to an average of 56 today, in part because of earlier
intervention for health problems. That means researchers
can now afford to turn their attention to improving the lives
of people with Down syndrome, including boosting their
cognitive abilities.

It also means that they are living long enough to get diseases
like cancer that mainly affect older people. For a long time,
oncologists suspected that people with Down syndrome
were at lower risk for cancer. Several studies published in
the past few years seem to have confirmed it: the studies
examined death certificates in the U.S., and health, hospital
and cancer registries in countries like Denmark, Sweden
and Australia, and found that the number of solid-tumor
cancers were lower than expected for people with Down
syndrome.

“The lower incidence of cancer used to be explained by
saying people with Down syndrome didn’t live long enough
to get cancer,” says Judah Folkman, who heads the vascular
biology program at Children’s Hospital Boston. “Now they
are living long enough to get it but still aren’t and that’s
intriguing.”

Research led by a group of scientists at Beth Israel
Deaconess Medical Center in Boston found a possible clue
in endostatin, a fragment of a protein found on Chromosome
21. Endostatin appears to damp the development of new
blood vessels that feed tumors. And people with Down
syndrome have around 1.7 times the endostatin in their body
fluids and tissue than typical individuals. Using mice that
they manipulated to produce endostatin at levels comparable
to those in people with Down syndrome, the researchers
then put cancer tumors into the mice. They found that the
rate of tumor growth in these mice was reduced by threefold
compared to mice that had regular levels of endostatin.

...continued next page
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The finding raises the possibility of someday finding a way
to elevate the levels of proteins that people make naturally
in their bodies as a way of “controlling the progression of
the cancer so that survival increases without increasing
the toxicity that is associated with cancer therapies,” says
Raghu Kalluri, director of the Center for Matrix Biology at
Beth Israel and the study’s lead author.

Dr. Folkman’s lab is also collaborating with scientists at
Genentech Inc., a maker of cancer drugs, on a project to
study a gene found on Chromosome 21 called “Down
syndrome critical region 17 (DSCRI1) that could be a
possible new focus for developing cancer drugs. The
researchers at Children’s Hospital Boston believe the
DSCRI1 gene and endostatin together protect people with
Down syndrome against cancer.

The interest in people with Down syndrome isn’t limited to
cancer. Researchers are also working with Dr. Folkman’s lab
to try to understand whether endostatin is also responsible
for why people with Down syndrome appear to have lower
blood pressure and less athlerosclerosis — or buildup of
plaque in the arteries — than those in the general population.
Doctors at Cedars-Sinai Medical Center in Los Angeles
are launching a study later this year using electron beam
computed tomography (CT) scans to examine the arteries
of people with Down syndrome. “We believe that some of
the same genes that lead individuals with Down syndrome
to have congenital heart problems at birth might be
protecting them later in life from cardiovascular calcified
plaques,” says Julie R. Korenberg, a professor of pediatrics
and human genetics at the University of California in Los
Angeles, who is leading the study.

Martha Linet, chief of the radiation epidemiology branch at
the National Cancer Institute and the co-author on a 2003
study looking at the records of people with Down syndrome
in Sweden and Denmark, sounds a note of caution regarding
all this research. The findings have been based on numbers
that were still relatively small, she says. Even in her own
large study of more than 4,800 people in two countries, Dr.
Linet said, “the total number of solid tumors in this whole
study was 28. You have to be careful what you say about 28
cancers.”

Write to Amy Dockser Marcus at amy.marcus @wsj.com.

Reprinted by permission of The Wall Street Journal,
Copyright © 2005 Dow Jones & Company, Inc. All Rights
Reserved Worldwide. License number [from above]. Dow
Jones & Company’s permission to reproduce this article
does not constitute or imply that Dow Jones sponsors or
endorses any product, service, company, organization,
security or specific investment.

** Editor’s note:

Writer Amy Dockser Marcus has written many articles
dealing with Down syndrome. Her topics and research have
varied and some of her articles have been controversial.
A “google” search of Amy Dockser Marcus and Down
syndrome together will bring up many links to her various
articles. They are definitely worth reading.

What Makes You Different,

Makes You Beautiful

You don’t run with the crowd
You go your own way
You don’t play after dark
You light up my day
Got your own kind of style
That sets you apart
Baby that’s why you capture my heart

I know sometimes you feel
Like you don't fit in
And this world doesn’t know

What you have within
When | look at you

| see something rare

A rose that can grow anywhere
And there’s no one | know that can compare

What makes you different (makes you beautiful)
What's there inside you (shines still to me)
In your eyes | see
All the love I'll ever need
What makes you different makes you beautiful to me.

You got something so real
You touched me so deep
See what’s there in your face

Don’t matter to me
So come as you are '

You got nothing to prove

You want me with all that you do
And | wanna take this chance to say to you

N

What makes you different (makes you beautiful)
What’s there inside you (shines still to me)
In your eyes | see
All the love I'll ever need
What makes you different makes you beautiful to me.

You don’t know how you touch my life
Always so many ways | just can’t describe
You taught me what love is supposed to be
You saw the little things that make you beautiful to me

What makes you different (makes you beautiful)
What's there inside you (shines still to me)
In your eyes | see
All the love I'll ever need
What makes you different makes you beautiful to me.

Sung by the Backstreet Boys
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Micayla’s Journey with Atlanto Axial Instability

In 2001 when Micayla was four years old she had the
recommended x-rays to assess for Atlanto Axial Instability.
Micayla has always been very flexible especially in her neck
and has a clumsy gait so I wasn’t surprised when the results
show a 4mm gap between her vertebras — borderline AAL
This didn’t have too much impact on her well-being. She
wasn’t able to participate in gymnastics, horse back riding,
contact sports or diving but she could still do the things she
loved — swimming, camping and playing at the park.

Everything was going well until Sept. 2004 when out
of the blue Micayla started to experience neck pain one
weekend. Call it mother’s instinct but I knew something was
wrong and took her into Southlake where her x-rays were
repeated. Now the gap was 11mm and we were referred to
an Orthopedic surgeon at Sick Kids. From there we met with
a Neurosurgeon. After more x-rays, CT scans, and an MRI
it was determined that Micayla would require C1/C2 fusion
surgery. Micayla was immediately placed into a neck collar
and restricted from all physical activity including playing
outside. Thank goodness she loves movies. We have spent a
fortune at SilverCity!

It was very stressful waiting for the surgery. I didn’t know
how to tell Micayla what was about to happen. How do I
send an otherwise happy and healthy child to the hospital
for major surgery? Micayla wore the neck brace without any
complaints. [ was on pins and needles the entire time because
the doctor told me that one wrong fall or bump could result
in catastrophic injuries! Ok, no one move!

Micayla went into Sick Kids on Monday June 6. I told
her about the surgery on the weekend and read her the book
“Franklin goes to the Hospital.” I also showed her a picture of
a halo and the halo vest she would have on after the surgery.
She didn’t want to look at the picture of the halo but was
otherwise excited about going to the hospital. On Monday,
she had a 2 hour procedure to align her neck and put the halo
and vest on. I thought I was prepared to see Micayla with
the halo on but it was very overwhelming when I first saw
her in recovery. The halo looks heavy and is secured into
her skull with 8 pins. The vest was 2 inches thick of sheep’s
wool covered with a hard plastic shell that went down to her
waist. She had to wear this for almost 4 months and I never
did get use to seeing her in it. Fortunately Micayla adjusted
fairly quickly. She had headaches for a few days but the
nurses were great at keeping on top of her pain medication
so it never got unbearable. She was several weeks before she
could walk independently again. The halo really throws your
balance off. I couldn’t leave her side for 6 weeks.

On Thursday June 9 she had the fusion surgery. Initially
the doctor thought he would have to fuse the neck bones to
her skull but he ended up only fusing the C1 and C2 together.
This means that she will not lose any neck moment but
there is always a risk that the bones will not fuse meaning
that the surgery would have to be done again. We kept our
fingers crossed all summer. The surgery took 6 hours (1 hour
to intubate her — later found out she has Obstructive Sleep
Apnea and a narrow windpipe but that’s another story!) She
slept for most of the first two days. One day 3 and 4 she had
a lot of pain from her hip where the surgeon removed bone

for the fusion. By day 5
she was starting to get out
of bed and went for rides
in the wheelchair.

After 2 weeks she
was discharged from the
hospital and our long, hot
summer began. I didn’t
know how we would
make it. She couldn’t
walk and at first she couldn’t even sit up straight because
the vest hurt her stomach. The nurse visited 3 times a week
and she also had physio. The pins sites had to be cleaned
twice a day. The heat was awful. Imagine wearing 2 inches
of sheep’s wool in the heat we had this summer! We stayed
in the air conditioning and kept busy playing boardgames
and watching movies. I was so fortunate to be able to take
3 months off work and despite the challenges, it was great
spending time with her.

Micayla was so brave throughout the ordeal. She never
once complained about the halo or asked for it to come off.
She missed camping and swimming but understood that she
had to wait until her neck was better. By mid July she was
able to walk and we were able to get outside for short walks.
It is surprising how weak she got after almost 1 year of no
physical activity. Even now her legs are still weak.

On September 19th the halo was removed. What a wonderful
day! I couldn’t wait to give her a bear hug without getting
poked in the eye or arm by the halo. No more bruises for
mommy! Micayla’s neck and stomach muscles were so weak.
We were off school/work for another week while she built up
her strength to sit up and hold her head up. She was back in
her neck brace again.

On October 5th we returned to Sick Kids for more x-rays.
The bones look like they’re fused! She was able to take
off her neck brace and by herself she asked the doctor if
she could go swimming. We spent Thanksgiving weekend
at the pool! Her bones will continue to heal over the next
year. She has another 3 months to go before she can resume
physical activity other then swimming. I suppose I'll always
worry that she’ll have to go through this again but for now
everything is going well.

Thanksgiving weekend is always very special for us. It is
the anniversary of our adoption. Micayla came into my life
8 years ago on Thanksgiving weekend. She brings me joy
and happiness every day. I have always admired her strength
and determination and this summer was no exception. This
Thanksgiving we also celebrated the end of Micayla’s
journey with AAIL

Terri-Lea & Micayla

January 2006 - Well, it’s been almost 2 years since our
journey began. After numerous tests, surgery, 4 months in a
halo, 3 months in a neck brace, and complete restriction from
physical activity....we found out in January that the bones in
Micayla’s neck are not completely fused so she is back in her
neck brace for another 3 months. The journey continues.....
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Gregory O’Brien
September 7th
9th birthday

Brandon Fowler
September 12th
8th birthday

Sarah Pariselli
September 22nd
25th birthday

Elaine Hurst
September 27th
18th birthday

Nathan Cacciotti
October 3rd
9th birthday

Ahmed Alessa
October 7th
15th birthday

October 7th
5th birthday

Fiona Chiu
October 9th
13th birthday

Lee Calder
October 11th
9th birthday

Kyle Kolenda
October 26th
11th birthday

Evan Gray
October 27th
18th birthday

Sandra Bernofsky
October 28th
19th birthday

IR

‘V'Alexander Lucas D’Silva .

i PN

Amanda Lloyd
November 2nd
20th birthday

Candice Dawson
November 8th
9th birthday

Justin Weick
November 9th
6th birthday

Fernando Quintero
November 15th
26th birthday

Katherine Zakrzewski
November 20th
9th birthday

Erin Magee
November 22nd
13th birthday

Sarah Collins
November 26th
8th birthday

Ryan D’Silva
December 1st
11th birthday

Bandagi Jaggi
December 8th
4th birthday

Torben Edgington
December 8th
5th birthday

Francis Piques
December 23rd
20th birthday

Steven Burfield
December 27th
8th birthday

Marie-Eve Mulligan
December 31st
13th birthday

Michael Gillis

January 5th
10th birthday

Brent Hoey
January 12th
17th birthday

Lucy Guest
January 18th
7th birthday

Kayleigh Weddel
January 27th
14th birthday

Jaclyn Veres
February 3rd
25th birthday

Gabriele Fazio
February 3rd
5th birthday

Carissa Cassels
February 5th
4th birthday

Eric Smythe
February 6th
7th birthday

David Matias
February 16th
16th birthday

Jolen McPhee
February 28th
12th birthday

Robin Steel
February 29th
22nd birthday

Alexander Aivaliotis
February 29th
14th birthday

Fall/Winter 2005

Count Us In

Page 11



If People with Down Syndrome Ruled the World

Dennis McGuire, PhD, Adult Down Syndrome Center of Lutheran General Hospital, Park Ridge, Illinois

This paper was originally delivered as
a plenary address at the Conference in
Chicago in July of 2005, co-sponsored
by the National Down Syndrome Society
and the National Association for Down
Syndrome. It was well received by
the audience, and we have received
many requests for a written form of the
presentation. In this paper I will try to
maintain the spirit and humor of the
original.

If I am going to describe what it would
be like if people with Down syndrome
ruled the world, it may be helpful to
explain how I came by this information. I
am the Director of Psychosocial services
at the Adult Down Syndrome Center in
Park Ridge, Illinois, a unique partnership
between the National Association for
Down Syndrome (NADS), Advocate
Medical Group, and Advocate Lutheran
General Hospital. Our multidisciplinary
team has served the health and
psychosocial needs of over 3000 teens
and adults with Down syndrome since
we started in January of 1992. Our
patients have let us into their world, and
what a rich and interesting world it is.

Development of the Adult Down
Syndrome Center

Before beginning let me provide
a little history. NADS, as the oldest
Down syndrome parent organization in
the country, had many members who
had teen and adult age children. These
families found there were few health or
social services available to them. Sheila
Hebein, Executive Director of NADS,
was determined to develop resources
for these individuals and their families.
She recruited the Center’s Medical
Director, Dr. Brian Chicoine, and myself
to help develop and then run the Center,
and we continue to have a very close
working relationship with NADS. Why
us? Brian had some experience in his
medical practice with persons with
disabilities, but he also did not have a
great deal of contact with people with
Down syndrome. One could say I also
had led a sheltered life. Sheila’s son,
Chris, was probably the first I had ever
met. Still, Sheila seemed to know this
would work. The good thing about our
lack of experience was that we were
able to listen to the families and the
people with Down syndrome without
any preconceived ideas, assumptions,

or biases. We learned quickly that the
families are the experts with regard to
their sons and daughters — because they
had to be. We view the information
we have gathered from families as a
repository of their wisdom. We hope this
paper will be helpful to families who are
searching for ways to improve the lives
of their sons and daughters.

What would happen if people with DS
ruled the world?

If people with Down syndrome ruled the
world: Affection, hugging and caring
for others would make a big comeback.
Despite the fact that my family was
not terribly affectionate, I have had a
crash course in hugging at the Center. |
am confident that if people with Down
syndrome ran the world, everyone would
become very accustomed to the joys of
hugging.

Fortunately for me, I had a head start.
My wife is a native of Argentina, and I
got some intense exposure to hugging
when I landed in her country and found
there were 6000 members of her family
waiting to be hugged as we got off the
plane.

All people would be encouraged to
develop and use their gifts for helping
others. In our world, too often people
with Down syndrome are “DONE FOR”
by others, when in fact they are great
givers. If they ran the world, their ability
to minister to others would not be wasted.
People would be refreshingly honest and
genuine. People with Down syndrome
are nothing if not straightforward and
unpretentious. As the expression goes,
“what you see is what you get.”” When
you say to people with Down syndrome,
“You did a good job,” most will answer
simply and matter-of-factly, “Yes, I did.”

We believe, too, that a stuffy high society
would probably not do well “In the
world of Down syndrome.” However, we
believe that BIG dress up dances would
flourish. People with Down syndrome
love dressing up and dancing at big
shindigs. They have a ball, and...can
they dance! (and by the way, who needs
a date...“Just dance.”)

Most people we have met with Down
syndrome also love weddings. This
should not be a big surprise. They love
getting dressed up, being with family
and friends, having good food, and, of

course, dancing until the wee hours of
the morning. (Many people love it so
much, they will chase the band down
at the end of the night, begging them
to continue.) Perhaps, too, part of the
reason they love weddings so much is not
just because of the food and dancing, but
because in many cases the rules against
hugging are temporarily suspended. This
may give people a little piece of what I
experienced in Argentina. Whoa! Can
you imagine what the world would be
like with so much affection unleashed?

People engaged in self talk would be
considered thoughtful and creative. Self
talk rooms would be reserved in offices
and libraries to encourage this practice.
People with Down syndrome have a
reputation for “talking to themselves.”
When conducted in a private space, self
talk serves many adaptive purposes. It is
a wonderful means to ponder ideas and to
think out loud. It allows people to review
events that occurred in the course of their
day. It allows people to solve problems
by talking themselves through tasks. It
allows them to plan for future situations.
It is also helpful in allowing people
to express feelings and frustrations,
particularly if they have difficulty
expressing their feelings to others. There
is even evidence that athletes who do
not have Down syndrome use self talk
to motivate themselves. Certainly people
without Down syndrome talk to their
computer (particularly when it crashes),
and likewise many people talk out loud
when driving in Chicago. (Of course
they may also make odd gestures as
well; not recommended if long life is one
of your ambitions.)

Order and Structure would rule. We
have heard that many people with Down
syndrome are stubborn and compulsive.
Now, I know what many of you are
thinking...“Did you really have to bring
that up?” I’'m sorry, but we do. What
we hear is that quite a few people have
nonsensical rituals and routines. They
can get stuck on behaviors that can drive
family members a little crazy. Despite
the irritations, there are also many
benefits to these “obsessive compulsive
tendencies.” We actually have termed
these tendencies “Grooves” because
people tend to follow fairly set patterns,
or “grooves,” in their daily activities.
What are the benefits of Grooves?
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Many people with Down syndrome are
very careful with their appearance and
grooming, which is especially important
since they often stand out because of their
physical features. Grooves also increase
independence because most people are
able to complete home and work tasks
reliably when these tasks are part of their
daily routine. (And while they are not
fast ... they are very precise.) For many
with Down syndrome, grooves serve as
a way to relax. Some people repeat a
favorite activity in a quiet space, such as
writing, drawing, puzzles, needlepoint,
etc. Grooves also serve as a clear and
unambiguous statement of choice (very
important for people with language
limitations). This may even be a way
for teens with Down syndrome to define
their own independence without getting
into the same rancorous conflicts with
parents as many other teens. So given
what we know about people with Down
syndrome and grooves, how would they
use this to run the world?

Here is how:

Schedules and calendars would be
followed. Trains & planes would run on
time. Lunch would be at 12:00. Dinner
at 6:00. Work time would be work time.
Vacation would be vacation.

At the Center, our receptionist, Shirley,
will often have people at her Desk point-
ing to the clock or their watches.
Obviously, she hears about it when
we don’t take people back at their
appointment time, but she also found
that some people refuse to go back
early: “Nope I am not going at 9:45, my
appointment is at 10:00,” nor does going
over into the lunch period work. I am
sure all of you have similar stories.

But there is much, much more:

People would be expected to keep
their promises. Last minute changes
would be strongly discouraged (if not
considered rude and offensive). Places
would be neat, clean, and organized (not
just bedrooms, but cities, countries, the
whole world). Lost and founds would go
out of business (even chaotic appearing
rooms have their own sense of order).
The “grunge look” would be out, way
out. “Prep” (but not pretentious) would
be very big.

In the world of Down syndrome, there
would be a great deal more Tolerance for:

* Repeating the same phrase or question.

* Use of the terms “fun” and “cleaning”
in the same sentence.

* Closing doors or cabinets that are left
ajar (even in someone else’s house).

* Arranging things until they are “Just so.”

Despite their compulsions and grooves,
people with Down syndrome rarely have
the really ‘bad habits’ that so many of
us have. In fact, out of approximately
3000 people we have seen at the clinic,
we have not seen any drug addicts or
gamblers and just two alcoholics and a
very small number of smokers.

However, we think that pop may be a
common addiction in the world of Down
syndrome, and of course some people
are incurable savers and hoarders of just
about everything, but especially paper
products and writing utensils. Because
of this, I could see maybe a Betty Ford
Center for pop addicts and extreme paper
hoarding.

The words “hurry” and “fast” would be
not be uttered in polite society. “Plenty
of time” would take their place. At
the Center, we frequently hear about
pace, or how fast or slow people move.
Quite often these issues are discussed
in disparaging terms by harried and
frustrated family members. In this world,
people with Down syndrome have a
reputation for having two speeds, slow
and slower.

Therefore, in the world of Down
syndrome:

Our current mode of dealing with time,
also known as the “Rat race” (or rushing
around like our hair is on fire), would
not survive.

Here and now would command a great
deal more respect than it currently does.
Stopping to smell the roses would not
be just a cliché. Work would be revered,
no matter what kind, from doing dishes
to rocket science. We have consistently
seen respect and devotion to work by
people with Down syndrome. This is
such a strong characteristic for many
that they don’t want to stay home from
work even if feeling ill. Perhaps more
importantly, they value any kind of work.

Therefore, if people with Down
syndrome ran the world:

Speed would be far less important than
doing the job right. Work would be
everyone’s right, not a privilege. How-
ever, we think there would probably be
no work conducted during the time that
“Wheel of Fortune” is on TV.

All instruction would include pictures to
aid visual learners.

Many studies have shown that individ-

uals with Down syndrome have deficits
in auditory memory. If they cannot
remember verbal instruction, they may
be considered oppositional or less
competent in school, home, or work
environments. Despite this, they have
exceptional visual memory - they are
visual learners. If they see something
once, they can usually repeat it. They
also have an exceptional memory for
facts and figures of interest (favorite
celebrities, movies, music, sports teams,
etc).

If people with Down syndrome ran the
world:

School and work sites would have
picture, written, and verbal instructions
to accommodate different learning styles.
Counselors would be able to use visual
mediums to help solve problems.

What About News? If people with
Down syndrome ran the world:

Weather would be the only essential
news item. News would be more local
(“A new McDonald’s just opened up,” or
“A dance tonight,” etc.). After all, what
is more important than that?

What About Bad News?

If people with Down syndrome ran the
world, would there be wars or murders?
We don’t think so!

There may be too many McDonald’s but
definitely not the wars or murders we
have in our “civilized societies.”

Whataboutand terms suchas “Behaviors”
and the ever popular “Incident reports,”
“Outbursts,” “Unprovoked outbursts”
(one of our all time favorites), and of
course ‘“Non compliance”? We believe
that in the world of Down syndrome,
anyone writing “incident reports” would
have to go through sensitivity training,
which would consist of someone
following them around writing down
everything they did wrong.

Brian Chicoine and I both figure that we
would have been on major psychotropic
medications long ago if we had people
writing up incident reports on us.

We have found that most people with
Down syndrome are very sensitive to
expressions of anger by others. I imagine
they would do all they could to help
reduce and solve conflicts between
people.

Therefore if people with DS ran the
world:

Anger would only be allowed in special
soundproof rooms. Trained negotiators

continued on page 14
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would be available to everyone to help
deal with any conflicts.

The word “non compliant” would not be
used (except as a very rude comment). It
would be replaced by “assertive,” as in
“he or she is being assertive today.”

What about Self Expression?

Art and music appreciation would be
BIG. People would have time to work on
paintings and other art projects. Acting
and theatrical arts would be encouraged
for all.

Dancing

You probably would not hear a great deal
about exercise, but you may hear a phrase
like, “Dancing tonight... absolutely.”
The President’s Commission on physical
fitness would probably recommend
dancing at least 3 times per week. People
would be encouraged to get married
several times to have more weddings
for more music and dancing. Richard

Simmons and John Travolta would be
national heroes.

Music

Elvis, The Beatles, and the Beach Boys
would still be number 1 on the Hit
parade (Music of the 60’s, 70’s, and 80’s
would be BIG). Musicals would be very,
very, very, big (such as “Grease,” and
“The Sound of Music”). John Travolta
would be the biggest star.

Television

Classic TV hits would be very BIG and
take up at least half the TV schedules.
“I Love Lucy,” “Happy Days,” “The
Three Stooges,” etc. would be very BIG.
Wrestling would be very big. “Life Goes
On” would also be very big and replayed
regularly.

Movies

There would be fewer movies, but they
would be replayed over and over. Movie

theaters would allow people to talk out
loud to tell what happens next.

No Secret Agents

People would not hurt the feelings of
others and they would also not lie or
keep secrets. Therefore there probably
would be no secret service agents, spies,
Or terrorists.

The purpose of this article is to give
back some of what we have learned
to the families and people with Down
syndrome who have come to the Adult
Down Syndrome Center and who have
been so giving and open with us. If
people understand more of the special
talents people with Down syndrome
have, they may be more able to help
them use and develop these talents to
improve their lives. We also wanted to
reassure families of younger children
with Down syndrome who are concerned
about their child’s future that there is
much to be optimistic about.

Down Syndrome Association of Ontario 2005 Conference Highlights

“If at first you don’t succeed, try reading the instructions”

By Kim Bryan

As | opened my folder after picking up my registration package
[ noticed a small laminated book mark. When | read the caption
(see it above) | broke out laughing, thinking of my husbhand
Mark, who insists he does not need to read the instructions
because he’s intelligent enough to figure anything out for
himself. It must be a family trait as | remember his grandfather
struggling with a remote control and saying the same thing.

What has this got to do with Down syndrome? Well, since
becoming a parent, and especially becoming a parent with
a special needs child, | can't think of a better way to diffuse
a difficult situation, reduce tension and anger, relieve stress,
pause sibling rivalry, or make light of an awkward moment,
than to use humour. Did you know that children laugh 85-100
times a day?? Did you know that most adults laugh only 15
times a day?? | didn’t know that. | didn’t know that laughter
helps improve our memory, tones muscles, and helps us to live
longer! | don’t think | even laugh as much as the typical adult
at times. How lucky for me Leah came into our lives! | never
expected this little person to be able to understand humour,
and use it appropriately, but she does. She will purposely say
“Nana” when | ask her to say “mom” and then she’ll giggle. She
will put her head down on the table or floor in a very dramatic
fashion when told not to do something or when she is trying to
get out of something (like speech therapy). Then she looks up
to see if you are watching and gives a big grin as if to say “I'm
so cute maybe you'll forget what we were doing or let me do
what | want” (yeah, right). I still smile anyways. | contain the
laughter for fear she’ll only be encouraged. | see my sons trying
to humour her at night when she is cranky. She giggles so hard,
it makes us all laugh. | see her brothers’ self esteem rise as they
share this special time together. When one boy is upset, the
other makes silly faces to make him laugh and forget why he
was upset in the first place. Just try talking to your child when he

is angry with a bright red clown nose on, and see what kind of
a reaction you get. Just try saying to the kids “Ahhh...I thought
it was MY turn to leave my coat on the floor and my boots on
the carpet!!” Try something different... I dare ya...

The keynote speaker at this year’s Down syndrome conference
was Robb Chubb and the topic was humour. This was not
the first talk on the benefits of humour that I'd been to (you'd
think I'd learn something by now). We were asked to tell our
partner how we played as a child. For once, Mark was silent.
He could not remember. No, he is not THAT old. Life just
had him so far removed from his childhood that he does not
think of it any more. We are only 8 days apart in terms of age
(notice no mention of what that age is) and | remembered
building snow forts, tobogganing, and other fun stuff with my
dad. I remembered playing Barbies, dress up, and card games.
[ remember sitting at the “kid table” with my cousins and not
eating because we were laughing too hard at the bodily noises
some were making. Oh to be a kid again. Well, why not? Not
that I am advocating making weird bodily noises or anything,
but why not play games with the kids, go outside and play in
the snow. Be silly, have fun. It might just be the most memorable
moment in your family’s history.

And with that, | will end on this story. One weekend Mark and
| were watching a Clint Eastwood movie and playing with Leah
at the same time. Leah’s big thing is the “family hug” in which
we all hug and kiss each other. Well, at a particular moment in
the movie, Clint was kissing a young woman and Leah walked
up to the screen to kiss the two of them!! It was so unexpected
that both Mark and I laughed out loud (big mistake). Yes, she still
kisses the television on occasion and was even caught trying to
hug it last week during a Barney episode. So live, laugh, and
enjoy your children. To those parents with young toddlers with
Down syndrome, please be careful what you laugh at!!
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“ was thirty-seven years old when
my husband and | decided it was time to
have a baby. We had been married nine
years, together for sixteen. We had put it
off for all this time in order to focus on
careers, travel, fun, ourselves. My job was
pretty glamorous: vice-president of a big
publishing company in New York City.
My life was filled with interesting writers,
fascinating trips, sparkling conversation,
fine wine, speaking engagements. | saw
having a baby as something to “check
off a list.” Something to do. And besides,
a baby would go so well with my new
black suit. So I signed up for the Gwyneth
Paltrow version of motherhood. The
Kelly Ripa woman-on-the-go scenario.
The version of motherhood that gets
glamorized in People magazine. But
in my heart of hearts, | was scared.
Terrified. 1 didn’t want my life to change
that much. Still, | had the anticipation of
regret and | thought having a baby would
be “good for me.”

So picture this: parenthood, to me,
was like a giant swimming pool. | saw
other people in the pool and they looked
okay. But | was hesitant to even stick a
toe in. | didn't want to get wet. Other
parents said to me, “going into the pool

Notes from the deep end... cuorwnnown

can be really scary. But it’s all worth it.”
| thought to myself, “if they can do it, so
can .7 And, tentatively, | put my foot in
the water. Suddenly someone grabbed
me from behind and threw me in the
deep end. In the deep end! How unfair!
You don't take the person most frightened
of the water and throw them in the deep
end! Throw another person in the deep
end, someone who’s used to the pool!
Someone who knows how to swim! “I'm
going to die,” | thought. I railed against
the unfairness of it all, the shock of the
cold water. But instinct kicked in and
clumsily I moved my arms and legs. And
| did not drown.

Gagging and coughing and choking
and sputtering | had a question: “Who
did this to me,” | wanted to know. “How
did this happen?!” My head went under
and panic set in. | moved my arms and
legs more and | did not drown. Now
| was treading water. | noticed there
were other people in the deep end with
me, and they were offering to help. But
| didn’t want to be in their Deep End
Club. And besides, | didn’t think | even
belonged here, it was only a matter of
time before someone told me it was all a
mistake and 1'd be pulled out of the pool

( Winter Fun )

to safety. “I should have left well enough
alone. I'should never have tried to go into
the pool,” I thought. And as | continued
to tread water | noticed something else: |
did not drown.

Soon | started to float. | felt pretty
much alone but the panic had subsided
and | knew | could survive although
it wouldn’t be pleasant. And | did not
drown. But then | noticed there was a
little boy in the deep end with me, a
little boy named Nicholas with eyes
that crinkle up like half moons when he
smiles. A little boy named Nicholas who
loves Bruce Springsteen and Puccini’s
“La Boheme” and 1940s Big Band Music.
And Nicholas could swim. Looking at
him, | began to realize that | might be
able to do more than float someday.
| might be able to swim. And | might
even enjoy it. Perhaps I'd even love it.
| realized that the deep end allows for
underwater somersaults and in the deep
end, it's possible to dive. You can't do
that in the shallow end. And perhaps
someday, with Nicholas at my side, we’d
both wave to the parents at the shallow
end of the pool and say, “you don’t know
what you're missing, here in the deep
end.”

Golf Tournament Success

LCBO’s Annual Golf Tournament — June 15, 2004
Every year, Andy Brookes and Bob Bayliss organize and

COLD FLAKES PLAYTIME  SLEIGH SNOWMAN

FAMILY FRIENDS SLEDDING SNOWBALL WINTER
BDECPQOORJZYGUL
MSLKOOXZZDZUNSR
KRNBVQCLSLYY Il NI

CJYOOI LBREVBDEFP Course.
OUNGWATBUQKGDY X Nor-Line’s Annual Golf Tournament
NYWMBMB ZG 1 QAEWT | Sythe and Dave and
ROLWPLAYTIMELGEF Brenda Satoor once again hosted the
SBOMTWRNEMZGSTFR Annual Nor-Line Golf tournament at
ANQVIBHG I ELSYKI | ShrdeGldmmimii,
SZLNQUWBHNDARLVE donated to the DSAYR.
RRTNZBYRGLODI PN 6th Annual Rebel Golf Tournament
JEUXBCOVOVKEMRD September 10th, 2005
RFQMXLLCTJLKADS

MRKFGMVVBJI CFHX

QWGMTEQR I DXQHZE

host this very successful event. The Tournament took place
at the Bradford Highlands Golf Course on June 15, 2006.
160 Golfers with players from the LCBO, the trade and from
the DSAYR enjoyed a fabulous day. Over $5,000.00 was
donated to the DSAYR. This year’s tournament will be held
on Wednesday, June 14, 2006 at Bradford Highlands Golf

On Saturday, September 10th, 2005, Aurelio Calabretta
hosted the 6th annual Rebel Golf Tournament at Cardinal
Golf Course. All the funds raised were generously donated to
the DSAYR. They had a great turnout and raised over $4,000
for the DSAYR. This year’s tournament will be held Saturday
July 8th, 2006 at Cardinal Golf Course.
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Down Syndrome Association of York Region Publication Mail Agreement
1100 Gorham Street #40112306
Suite T1B-345

Newmarket, Ontario L3Y 8Y8

www.dsayr.on.ca

Down Syndrome Association of York Region
2006 Membership Application Form
(Charitable #89156 0971 RR0001)

In order to continue to share valuable and informative material with all our members, it is vital that we maintain
up-to-date and accurate information. Your $25.00 membership includes our quarterly newsletters, “Count Us In,”
social functions, regular Association meetings with guest speakers and access to our lending library.

(L1 YES, please sign me up for a membership in the Down Syndrome Association of York Region.  $ _ 2500
L YES, | would like to make a donation to the Association. $
Tax receipts will be issued for donations of $10.00 or more. Total

Please complete the information below:

Name: Address:
City: Province: Postal Code:
Telephone: ( ) E-mail:

My child has Down syndrome. His/her name is:

My child’s birthdate is: Year: Month: Day:

| agree to having their name published in the Association’s newsletters:  Yes [_] No []
Please check ¥ all the answers that apply.
[am [] an individual with Down syndrome

[_] a parent/guardian of an individual with Down syndrome
[_] a medical professional

Please detach and mail with your cheque payable to The Down Syndrome Association of York Region
1100 Gorham Street, Suite 11B-345, Newmarket, Ontario L3Y 8Y8




