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eft) and Pete at home

The Pirie Family: Bridget and CoI|n with Griffin (I
in West Auckland .

With the completion of little Pete’s to getting back to living a normal
chemotherapy treatment for Acute lifestyle, something they have not
Lymphoblastic Leukaemia (ALL), had for the past three years.

the Pirie family is looking forward On August 20, Peter received his

last dose of chemotherapy - a
great day for the whole family.

“We feel like we have just run a
marathon,” says Bridget, “We are
so looking forward to seeing Peter
learn to eat and sleep properly
and hopefully catch up develop-
mentally to his peers with Down
syndrome.

“We had good times and bad
times over the last 3 years,” says
Bridget, “There were times when
we didn't think Peter was going to
make it, or he was incredibly sick
from the chemo, or had other bad
side effects.

We really struggled as a family
with the high levels of stress. But
then there were also great times,
like the cameraderie with other
cancer parents, Peter's awesome
Make-a-wish party and the
wonderful times when we happily
waved both our boys off for a
week at Camp Quality.

We are so incredibly lucky to have
our dear little Pete with us. Life is
Good!”

F““.w“.“‘“! The Auckland Down Syndrome Association Inc Inside Outlook:

a non-profit organisation supporting families :

“All people are # within the greater Auckland region. We aim to: Chairpersons report |P 4
valued and « inform and support families of people with DS | Westies’ excursion |P 6
contributing « review policies and lobby government and oth¢ Budget 2010 P9

= members ofthe ¢ institutions.
community” - promote a positive public awareness through |Everyday Hero P16

educational and media initiatives. Celeb children
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The Auckland Down Syndrome Association Inc thankfully acknowledges the following funders:

ASB Trust, NZ Lottery Grants Board; Auckland City Council; NZ Post; Portage Trust; COGS (Community
Organisation Grants Scheme) Auckland City, Manukau, Papakura/Franklin, Rodney/Nth Shore, Waitakere City.
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Nicki Smith

Chairperson/President 476 2338 home jessejames@xtra.co.nz
029 4863600 mob

Natasha Gould

Secretary 5216226 home natsha.gould@bluestargroup.
4770402 work co.nz
0212268054 mob

Christel van Baalen Community Liaison Officer |636 0351 work clo@adsa.org.nz
292 7223 home cvanbaalen@clear.net.nz
0211362537 mob
Helen Clussell Accountant 530 9131 home Biztorque @xtra.co.nz
027 4309131 mob
Janet Eades 846 8853 home janetel@ihug.co.nz
021 2981242 mob
John Ferens 292 7891 home j.r.ferens@xtra.co.nz
Jenny Harkins Akl rep on NZDSA cmttee; |530 9091 home jferab@hotmail.com
ADSA committee member |027 4866028
Heather McBride 832 1222 home heather@themchbrides.info
Rachel Price 5761161 home rachprice@xtra.co.nz

027 7816714 mob

Mike Reed 476 2338 home jessejames@xtra.co.nz
027 6005883 mob
Mike Rudkins 278 9757 home jpopham@xtra.co.nz

027 4413949 mob

Committee Meetings:

These are normally on the first Tuesday of the month (7.30pm) and

will be held in the meeting room at MacDonalds in Greenlane.

All are welcome to attend. If you wish to present something to the committee let Val Sturgess

( secretary) know the week before so time can be allocated on the agenda.

Meetings for next quarter 2010 are: Tues 7th September; Tues 5th October; Tues 2nd Novem-
ber; Tues 7th December

Deadline for copy for the sociation is to promote the participation of people

The Mission of the Auckland Down Syndrome As-

December 2010 newsletter is

with Down syndrome in their communities.

20th November, 2010.

We are a non-profit organization relying solely on
fund-raising, funding applications and on the kind-

Inclusion often depends on

available space so please

If you wish to make a donation, please make

get your items sent in

ness of donations.
H your cheque payable to:

Auckland Down Syndrome Association,

icngawaka@hotmail.com

Onehunga 1643,

or clo@adsa.org.nz

or deposit in our bank account:

Thankyou .

as early as possible to: i PO Box 13385,
N

(12 3008 0265824 00) along with your last name
and “donation”. Thankyou.

e
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Jacqui Piskulic

Central Auckland regional
contact;
Coffee Group contact

636 4328 home
021 2652845 mob

brettpp@xtra.co.nz

Francesca Voykovich

East Auckland reg contact;
Coffee Group contact

272 4148 home
021 1362176 mob

voyk@orcon.net.nz

Alison Whittington

Nth Shore regional contact;
Coffee Group contact

418 2131 home
021 2684080 mob

jomax@clear.net.nz

Christel van Baalen

South Auckland region
contact

636 0351 work
2927223 home
021 1362537 mob

clo@adsa.org.nz
cvanbaalen@clear.net.nz

Annie Williams

West Auckland reg contact;
Coffee Group contact.

810 7137 home
021 2164163 mob

nuimanufarm@ihug.co.nz

Tracy Elder

South Auckland Coffee
Group contact

267 0866 home
0272128283 mob

eldertracey@hotmail.com

Yvonne Walker

South Auckland Coffee
Group contact

238 1331 home
0274 392893 mob

image@shootu.co.nz

Denise Hoffman

West Auckland Coffee
Group contact

836 2457 home

m.d.hoffman@xtra.co.nz

Heather McBride

West Auckland Coffee
Group contact

8321222 home
021 586961 mob

heather@themchbrides.info

Karen Knight

Central Auckland Girls’
Group contact

522 0176 home

karen-knight@hotmail.com

Bronwyn Rydon

South Auckland Girls Group

2775701

b.rydon@extra.net.nz

Juliette Ngawaka

West Auckland “Westies”
social group contact

837 3639 home
021 1451730 mob

jcngawaka@hotmail.com

AUCKLAND DOWN SYNDROME ASSOCIATION INC.
LIBRARY SUBCOMMITTEE

Margi Leech Library Sub-committee 520 4022 home margi.leech@xtra.co.nz
0274 493878 mob
Teresa Tuenter Library Sub-committee 833 7248 home dtuenter@xtra.co.nz

Christel van Baalen

Library Sub-committee

636 0351 work
292 7223 home
021 1362537 mob

clo@adsa.org.nz
cvanbaalen@clear.net.nz

Bronwyn Rydon

Library Sub-committee

2775701 home

b.rydon@xtra.net.nz

NEWSLETT

ER EDITOR

Juliette Ngawaka

Editor

837 3638 home
021 1451730 mob

jcngawaka@hotmail.com

The coffee groups are for all parents and carers, not only those who have
preschoolers; so if you have a free morning why don’t you go along and have a cuppa

and a chat.
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Page 6 Chairperson’s Report Continued...
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Numicon Training Courses in Auckland

Numicon is a multi-sensory, structured maths programme for all learners, but :

particularly successful for children who have learning difficulties or require numicon
remedial support. Full day and half day options are available depending on the
level required. Courses cover both the foundations of teaching maths and extending children beyond the
foundations.

a clear image for maths

Date: 20th October (final one for 2010)
Venue: Parent and Family Resource Centre |
Cost: Professionals: $121.50 for full day or $76.50 for half day. pr

Numicon kits will soon be available to loan through the ADSA library.

Kits and training DVD'’s are already available through www.numicon.co.nz and
will be available from NZDSA in 2011.

Register online at www.numicon.co.nz/training, phone Margi on (09) 520 4022 or
email margi@numicon.co.nz

Upside of Down Sponsorship

Upside of Down are excited to announce they are getting full sponsorship from the IHC!

The Upside of Down Team would like to take this opportunity to express their gratitude

to the IHC for this generous donation. It is fabulous that they recognise a good resource. Please
visit www.upsideofdown.co.nz and click on the IHC Banner to check out all the wonderful things

they have on offer—Nykie
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Crafting a Future workshops Page 7

You are invited to an inspiring weekend for families with a disabled family
member who are seeking strategies for a better life.

This two day workshop will discuss themes such as:

Establishing a Vision of a good life for your family member

Building a larger network of enduring relationships to uncover potential and ensure community
involvement.

Valued roles as an empowering part of any good life

Wills, Trusts, Estates, Benefits

If you have ever wondered who will ensure your family member’s interests are protected, their contribu-
tions recognised and their needs and choices honoured, especially when you are no longer here; then
this course is for you.

Oamaru 30-31 October

Queenstown 13-14 November This workshop is specifically designed for families

. and is relevant to any person who is concerned with
Whangarei  4-5 December the well being and future of a person with a disability
Costs: over the long term. The workshop will be of most

. value to people who are less than satisfied with the
Family members $50.00 current life options available to disabled people and
Disabled person $20.00 who wish to invest in a better way.

Registration:
To register your interest and secure your place on these courses, please contact:
Susan Frear, PFRC, PO Box 13-385, Onehunga, Auckland 1643.
Phone: 09 636 0351 E-mail: susan@pfrc.org.nz Web registration: www.imaginebetter.co.nz

78 x x

A Conversation with IF provider Manawanui in Charge.

If you are a disabled person, parent or guardian of a disabled person, then you might want more
choice about how services will be delivered, when they will be delivered and who will provide
your government funded support.

Individualised funding through Manawanui In Charge helps you;

Employ the support staff you want in your life — people who understand your culture, priorities,
preferences and lifestyle choices.

Set your own timetable to come and go as you want, so you can build stronger relationships and
enjoy a better social life.

Source ‘respite’ care that best benefits your family.

Identify new sources of support.

Take charge of who enters your life and calls the shots when it comes to your priorities.

There are three dates to choose from:

1) Wed 25 Aug 7 to 9pm or
2) Thurs 23 Sept 12.30pm — 2.30pm (pre-schoolers welcome) or
3) Wed 27 Oct 7 to 9pm

Where: Disability Resource Centre - 14 Erson Avenue - Royal Oak
RSVP is essential:  636-0351 or francesca@pfrc.org.nz
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This beach house is available for hire for weekeardenger — Carer Support Days accepted.

Sleeps up to 7. Charge for a weekend is 2 cargrostigays.

Spacious lawns and specially designed facilitiesHe disabled, young and old. The beach is righiss
the road, which is a no-exit so is very quiet. Géitdhen facilities, spacious living areas. Easyeass for
wheel chairs

Please contact: D. Hegarty Rescare Homes Trust

(and incorporated society devoted to the needsedintellectually disabled.) Ph: (09) 267 9808

Payroll Giving - How can you help Auckland Down Syn drome Association

The Government’s new payroll giving legislation Inland Revenue.
provides a voluntary scheme that enables people to It's then up to the employer to decide whether to
make donations directly from their pay to their cho- choose one or two donee organisations to offer to

sen charity. employees to support or to let individual employees

People who donate through the payroll giving choose any approved donee organisation.

scheme will receive an immediate tax credit in their

pay packet instead of waiting until the end of the So how can you help us? —

financial year to claim a rebate. If you are an employer, please consider offering
the Auckland Down Syndrome Association

The Auckland Down Syndrome Association has to your employees.

been approved by Inland Revenue as a “Donee And if you are an employee, please encourage

organisation” under the new scheme. This means your employer to do so!

employees can choose to donate a sum of money

from their pay packet to the Association. Your support would provide benefit to our commu-

nity and be very appreciated by our Committee.
In order to enable employees to do this the em-
ployer needs to file their Employer monthly schedule Thanking you in anticipation,
and Employer deduction form electronically to Janet Eades, Chair Person

Following the success of the first two Start Strong Seminars earlier this year, planning is now
underway for the next Start Strong Seminar on the 14th October in Wellington at the Duxton
Hotel where the Start Strong Action Plan will be launched.

The seminar is being co-hosted by IHC Advocacy and Parent & Family Resource Centre.

This Start Strong seminar will explore the findings and issues raised in the first two seminars
and will include responses from Government agencies and Non-Government Organisa-
tions. Your input is really important as it will form the Action Plan which will be a way forward
for the agencies involved in the support of disabled children and their families across New Zea-
land.

IHC would appreciate as much feedback as possible to enrich our findings and to help formu-
late possible solutions to the agencies charged with disability provision in New Zealand. Some
conversation topics are already available and more will be added soon. You can read about the
findings thus far and contribute your opinions and insights in various forums including:

www.ihc.org.nz

www.startstrongnetwork.ning.com

www.facebook.com/IHC.New.Zealand

www.twitter.com/IHC New Zealand

Lisa Martin, Parent & Family Resource Centre, (09) 636 0351, www.pfrc.org.nz
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Independent monitoring of disabled people's rights

The Government is investing $2.34 million over the next three years to help promote, protect and moni-
tor the rights of people with disabilities in line with the United Nations Convention on the Rights of Per-
sons with Disabilities. The initiative will see New Zealand strengthen its reputation as a world leader in
disability issues by supporting disabled people to do their own monitoring. Effective monitoring requires
transparency and accountability. The UN Convention, which New Zealand ratified in 2008, recommends
a framework to promote, protect and monitor the rights of disabled people, including at least one mecha-
nism independent of government. The Human Rights Commission and the Ombudsmen will have an ac-
tive role as part of the independent mechanism, along with disabled people's organisations.

The Human Rights Commission will increase its advocacy for disabled people. It will act as an inde-
pendent, public advocate to promote awareness of disabled people's rights and ensuring equal rights
are maintained and enhanced. The Ombudsmen have been asked to bring their independence from
government to monitoring and reporting on implementation of the UN Convention. Scoping of this pro-
posed new role will begin from 1 July. The Government has committed $750,000 to resource a network
of disabled people's organisations to monitor disabled people's experience in living their life and difficul-
ties they encounter, such as with accessing government services (including disability supports). A quali-
tative research and monitoring programme will be established with oversight by the Disability Rights
Promotion International Project based at York University in Canada.

New Zealand's first report to the UN on Convention implementation is due in October 2010.

Improving Attitudes to Disabled People

The Government is investing $3 million over the next three years to improve the lives of disabled people
by changing the attitudes and behaviours that limit their opportunities. The Ministry of Social Develop-
ment (and Office for Disability Issues) will work in partnership with employers, educational and health
services, community organisations and the media to develop a programme of activities that raise public
awareness of the issues facing disabled people in New Zealand. Consultation with disabled people un-
dertaken for the development of the New Zealand Disability Strategy identified negative attitudes, at all
levels of daily life, as the major barrier to their inclusion and participation in society. Changing negative
attitudes will help reduce discriminatory behaviour and ensure that disabled people can live "ordinary"
lives on an equal basis with others.

Disabled people are among the people doing most poorly on just about every social indicator we

have. Negative attitudes towards disabled people have been consistently identified as the biggest barrier
to disabled people getting on and being able to access the same opportunities as most other New Zea-
landers. To turn this around New Zealand must change the attitudes and resultant behaviour of key
groups, in particular employers, businesses, education and health professionals, community organisa-
tions, families and disabled people themselves. A multifaceted campaign will be developed aimed at
achieving a major shift over time in how disabled people are viewed.

Dance4Everyone Thursdays, Orakei Community Centre

_ , _ Orakei, 4-5pm (teenage/young adults) -
If you know of anyone with children in the 7-13yrs

age group in the Orakei/East Auckland area who

might like to try these classes, there are vacancies Hot Off The Press! We are currently working on

in our Tuesday class. Please give them my details starting some new classes in West Auckland,
thanks! and the North Shore, and are interested in
Tuesdays, Orakei Community Centr(_e , hearing from any families in these areas who
Kepa Road, Orakei, 4-5pm might like to attend.
Wednesdays, Rosehill School dancedeveryone@xtra.co.nz

Rosehill Drive, Papakura, 4-5pm . Allie Carter, 021 634 554.




Page 10 Sex Education for Our Kids by Teresa Tuenter

At a recent conference | attended led by The Down Syndrome Society of South Australia | was horrified to
find out that over 90% of young people with a disability have been sexually exploited by the age of 18.

| think as parents we need to be aware of some of the reasons that these statistics are so high. Young
people with a disability don’t tend to report abuse for some of the following reasons: they were “playing a
game,” “they didn’'t want to lose a friend, “it was a secret"

The South Australian Society suggests that rather than teaching our children to say “no” it is better to
teach them to say “I'm telling”.

Our young people are at an increased risk because they are vulnerable; either due to ignorance, lack of
assertiveness, or even over compliance. As parents we need to make sure that we are not over protect-
ing our children but teaching them specific skills so that they can empower themselves. We need to teach
them Private versus Public, personal space, body parts, and friendship circles where we can teach them
the appropriate greetings for either family members or acquaintances. There are a variety of books and
programmes available. Find the one that works for you and your child.

For more information contact Christel at the ADSA office.

H I B BN NN EEEER
Lost Families

Does anyone know the whereabouts or current addresses of the following families so that the
ADSA database can be updated?

Boatwright family, Flat Bush, Manukau Brent-Jones family, Glen Eden, Waitakere
Bundock family, Glenfield, North Shore City Das family, Remuera, Auckland

Dowling family, 53 Tawa Road, One Tree Hill Gamage family, Mt Roskill, Auckland
Harvey family, Ellerslie, Auckland Kishore family, Manukau

Reed family, Glen Eden, Waitakere Vipeesh family, New Lynn, Waitakere
Tawhiti family, Mt Albert, Auckland Meyenberg family, Albany Village

Vossey family, Mt Eden, Auckland Wilson family, Manukau

DATABASE UPDATE REMINDER

Please remember to contact us if you have a change of address
S0 we can update our database, ensure that you continue to
receive our newsletter and so that we do not waste our limited
resources.

Contact ADSA, PO Box 13-385 Onehunga, Auckland 1643.
Please also advise ADSA if you have an email address and would
like to receive our weekly E-Newsletter. This way you will be kept &1/(
fully informed of up-to-date information, events, etc. m

If you haven’t been receiving one to date, it may be because we \4\
do not have an email address for you. Just send Christel your full
name by email: clo@adsa.org.nz to ensure your records are
up-to-date and that you receive all future emails.

Tap danCIng gives Children and Adults the Opportunity to gain Self-esteem, co-ordination and
confidence with one's body through movement.

Tap is a form of dance characterized by a tapping sound that is created from metal plates that are at-
tached to both the ball and heel of the dancer's shoe. These metal plates, when tapped against a hard
surface, create a percussive sound and as such the dancers are considered to be musicians.
) +( , - J0 + 122

3 4 5 6 You need to provide your own tap dancing shoes.....




Feedback Sought: www.upsideofdown.co.nz Page 11

Hi, my name is Sandra and | am a student teacher in my final year of primary school teacher training. |
have a beautiful nephew Eli who is a part of "Upside of down." | have chosen Downs syndrome as my
topic for study of special needs in my training.

Here are some questions | would love to ask you all, to help define my research -

- What would you like to see happen in a classroom for your child?

- What preparation should a teacher make for your child with special needs?

- Are there any questions that | should be asking as a teacher with regards to your child?

- Is there anything you would like to receive from school to help prepare your child for school?

Resources Information Workshop
14 September Orakei Baptist Church, 96 Kupe Street,pm to 4pm

ADSA is establishing a lending library for members and schools where members attend. The funds
raised from Buddy Walk and donations from parents and others have made this possible. We have invited
a number of writers and distributors to show these resources and give you an understanding of how to use
them (Precision Academics — A Step at A Time — Numicon — Red Melon — Reading Eggs). Register to at-
tend this event which is being held from 1pm till 4 pm at the above venue.

Cost: $10.00 ADSA members and professionals.

Register via our website: www.adsa.org.nz. We will then email you a tax invoice and registration
form. Pay online or by cheque. Either way we require your registration form.

eReadingPro Workshop
14 September, Orakei Baptist Church, 96 Kupe StreeBam-

12.30pm
Denise MacDonald (Canada) will be attending the NZDSA 2010 Forum in Auck-
land and then presenting throughout the country.

YOU WILL LEARN:

Reasons why your child may currently be struggling with reading.

- The importance of teaching your child to read early- especially if you child
has Down syndrome, autism, dyslexia, or other learning
disabilities.
How to create and use flashcards effectively to teach reading.
How to teach your child to progress from reading single words to
couplets, phrases, sentences and books.
How to implement a fun reading program for you and your child.

Cost: $45 for ADSA members $75 for professionals
About the presenter:
Denise MacDonald is the President and Founder of eReadingPro, and was Co-Founder (and Origina-
tor) of the original Out of the Box Reading program.
As a result of her extensive background in administering psycho-educational assessments with young
children in the school system, Denise became concerned about the growing number of students strug-
gling with traditional educational methods.
In 2004, armed with both a clinical and real-life understanding of neuropsychology, Denise set out to
make a difference. Through eReadingPro and her former company Out of the Box Reading, Denise is
determined to give parents and educators the tools to assist individuals of all ages who may be
struggling with reading.
About the programme:
eReadingPro is a system for teaching reading to individuals of all ages who are visual learners. The pro

gram equips the parent or teacher with everything they need to teach a child to read for a 14-month
period. It is engaging, motivating and fun!
Contact Christel clo@adsa.org.nz or phone (09) 636  0351.
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The “Empty Nest syndrome” -

One mother’s point of view

March, 2010

On the 29" December, 2009 | packed up my daugh-
ter, Ruth and her things, and we set off on our new
life’s discovery, six hours south west of our home in
Auckland, to live in Napier, in the Hawkes Bay.

Our journey started 7 years ago when Ruth then
(aged 17) represented NZ at the Australian National
Games in Sydney, where she met another team
member, Shaun (aged 20) who came from Napier.
Shaun and Ruth grew to like each other a lot and he
proposed to her at the end of the Games in Sydney.
Since then we have visited Napier, come to know
and love the family and we trust visa-versa, and
Shaun has come up to stay with us and become
part of our family.

Ruth is very much a special lady, and has come
through the most difficult challenges, living in vari-
ous countries and engaging to the full, in an as-
tounding number of various activites, while still hav-
ing a wonderful sense of humour. She is a very spe-
cial loving daughter to Pete, myself and sister to Re-
beca and brother in law, Nathan - and whom we
have all made the centre of our attention.

For 24 years, there have been very rare times when
we were separated from each other for any length of
time, and so this past 7 weeks of not having her
around 24/7 has been rather humbling and

strange. No one to say, “Come on we are off so get
everything ready”, or “what sport do you want to do
today after | come home from school”, or “what are
we having for tea tonight?”

Ruth and Shaun decided that they wanted to be to-
gether and get married. For this to happen | know
that she had to be prepared as much as we were
able. For seven years she finished school, went to
UNITEC and then this past year stayed at home.
She had support from 2 lovely ladies from the Ren-
aissance Group for 2 hours, three times a week, to
help her look after herself and become independent
as well as trying to crystallize her from a child to an
adult. Some days | think we have achieved this and
other days | am like an ostrich and wonder if any-
thing we have tried to show and teach her has made
any mark on her at all.

Ruth decided that as Shaun worked two jobs at that
time, (at present has one), and there would be more
opportunities for them in a smaller community, that
she would move down to be close to him and flat
with another special girl until she could find her own
feet and decide what she really wanted to happen in
her life.

This past year, with the incredible help of Shaun’s
family, Andrea and staff at the Community Connec-
tions, we were able to bring this venture to its frui-
tion and Ruth moved into a flat with Eve just on the
20" February. Since the 29" December, she had
been, up till this move, staying with Shaun’s family

in Napier; this in order for each to get to know the
other, rather than a long distance romance.

Praise God for ‘Best mate’ on their mobile phones
as we would have had to take out a bank loan to
pay for their very regular, long distance, loving
phone calls.

For 24 years we have prayed over and for Ruth and
committed her to the Lords Care, so, was it easy for
me to leave her there?

The answer is,” Yes and No'. Every Mother wants
the very best for their children and for me the best
for Ruth was her love for our Lord and for Shaun.
Each day while we worked we committed her to the
Lord and will continue while we are here on this
earth. | know she is safe in His care and she is
happy to be journeying on the path to mar-

riage. This time for her is a time of choosing;
whether she wants to marry Shaun, whether she
can be apart from her family and many activities and
also a time for her to mature in an adult, solo envi-
ronment. Only time will tell how it works out so,
‘watch this space.” She is always welcome back to
our home anytime.

The first 3 weeks have been in a flurry of work, night
school, exams and starting up in the Special Olym-
pic sports again.

I must admit it is easier knowing that | can stay out
at night, and go from A to B without the worry of
where she is and what she is doing, but on the other
hand | miss her lot. | miss the phone calls through
the day, her company, the active, different lifestyle
we had around her and not having her at the various
activities we attend. There is no Ruth dancing in the
aisle now during our church Praise and worship, no
tea on the table three nights a week and no-one
saying at the other end of the phone, ‘going to..’
when | asked if she had done all the chores on the
list | had left for her.

I miss the incredibly funny things that she said or did
and waiting with bated breath for what she was go-
ing to do next, that | hadn't trained her for, (or even
thought could happen which it usually did). | miss
her company on the long trips back and forth to
Napier and her telling me off for eating chocolate, as
I have to get thin (YEAH RIGHT) for her wedding.
Going out by myself and usually coming home eatrly,
as this has been my habit for so long, and not hav-
ing my evening cup of tea and vitamins brought to
me at 9pm on the dot. | miss her laughter, her en-
couraging “Mum you look beautiful today”, as |
struggle to get up out of bed. She always had a
spontaneous, positive comment about the day or
what was happening and a child-like wonder of what
could happen.

Sometimes | have not wanted her to grow up, as
I've wanted to cocoon her to live in this fantasy
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world where nothing bad happens without a good
ending, but unfortunately life isn't like this, so she is
now into the real world. There isn't a day goes by
that she is not mentioned either at church, school or
the supermarket; neighbours, sports friends, take-
aways that we frequent, bus drivers and at events -
even our Garbiologist (garbage collector) enquires
about her - plus the many phone calls and letters to
find out how she is doing

Marriage is two people from two different back-
grounds, and tying to move as one unit. There have
already been the misunderstandings and frustration
of their various thoughts over their relationship, e.g.
what ‘courting 'should be, and the choice over
church and sport, as one of them has a game just
before church starts, (this is the only time this sport
has training in the week). Is this a compromise, to
rush to church straight after the game or look at an
alternative sport that she can do during the week?

| am taking a back stand and will await her deci-
sion. Eve and her special boyfriend both are Chris-
tians and also worship at the same church and will
go out double dating. Can you all see Gods plan in
all of this? Ruth also has a wonderful support sys-
tem, with our friends; as well Shaun’s large welcom-
ing family there. (She also just has walk just around
the corner to go to church.)

She is involved in the weekly class at Mosiacs (a
digital photography class) in the morning and art
class in the afternoon. The CC is looking for other
options for her during the day for the now. | could
see her working in a hospital situation with the older
folks, as a volunteer.

In the meantime | am going to do myself a list of
goals that | will accomplish this year, (if | am not too
tired after work), to engage in them)

1. Night school, | have already enrolled in, and next
is the- gym equipment, to buy to reduce the 62 year
old body, with its’ chocolate angle wings that are
adjoining my upper arms (and the rest of me).

2. Spend a bit more time with my family, eating
green vegetables. (Ruth hates greens)

Then maybe, when | find this time, | will get out and
play golf and win the masters for 2010 or back to
university to do yet another degree. But maybe, just
wait on God to see what he might have for my life
as this seems more of an exciting thing to do.

In the meantime, | will cry in my quiet time, read lots
of books, as my ‘life’'s computer program’ just needs
to be written to be filled with exciting goals and
mountains to climb. Ah the Sky’s the Limit.
Blessings and thanks to you all.

Val O’'Gorman.
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Page 14 Parent to Parent 2010 Training

Have you thought about getting involved with Parent to Parent’s
training programmes? The ‘Parent Support Programme’ is made up of three
modules, so there is a course to suit everyone and everyone’s circumstances:

Personal Support Course Communication Course Navigating the System

(One day module) (Two day module) (Half-day module)

Learn new ideas on how to Develop your communication “You don't know what you don't

manage stress skills to help you in your own life know”

Understand grief and how it is Enhance your listening skills so Look at the resources and

portrayed you can provide support to support available within the

others disability sector

Identify your support network

and learn how to grow it Take the opportunity to meet
the people who provide the

Find ways to build resilience - services

yours, and your family's

These three modules are stand-alone courses and can be attended in any order.
Those who have completed the Personal Support and Communication courses can
apply for accreditation as a Support Parent.

Each module is available, free of charge, to any parent who has a child with a dis-
ability, health impairment or special need, and who is interested in learning more

for themselves, to support others, and to refresh their skills.
“This is an excellent programme that could benefit a huge amount of people.”

Parent Support Programme Training Dates 2010
Please check with your Regional Co-ordinator or visit our website

Date Region Course Date Region Course
12 September Personal Support 30 October Pukekohe | Personal Support
Northiand Communication Central
30 — 31 October Skills 6 November e Personal Support
30 October Blenheim | Personal Support 21 November | Waikato | Personal Support
30 October | Wellington | Personal Support 26 November Nelson Personal Support

www.parent2parent.org.nz for further details.

Advocacy Support Training

We invite parents who have children with a disability, health impairment or special
need and family/whanau members interested in learning more about advocacy to
attend this training. The 12 hour course covers assumptions (and the dangers of
making them), questioning skills, active listening, planning and researching. Advo-
cacy support training is free to parents and family/whanau members.

We offer a limited number of fee paying places to those who are not parents, family
or whanau members. The course fee is $360. Please contact National Office to
register your interest. Advocacy Support Training courses are being offered at:

Date Region
11 — 12 September North Shore




SibSUppOT‘tN_Z_@ Page 15

SibSupportN.Z. provides non-disabled siblings with a programme that assists them
to cope with the challenges and stresses of living with a brother or sister who has
special needs.

The programmes are free and are held at camps nationwide. Siblings develop long
term friendships, learn life skills and have some much needed time away from the
challenges they may face in their family environment. The camps are organised
and facilitated by siblings for siblings.

To supplement the camp programmes we also offer day long SibShops around the
country. These are busy interactive days for siblings. Issues are discussed and
feelings shared in a SibShop interspersed with team building games, theatre sports
and lots of fun. As with the camps the young people are supported by facilitators
and leaders who also have brothers and sisters with special needs.
SibSupportN.Z. programme for 2010, for further information and to register your in-
terest please phone: National Office toll free: 0508 236 236 or email:
sibsupport@parent2parent.org.nz

SibCamps 2010 Sibghops
When Where When Where
15 — 17 October Wellington 11 September Whangarei
5 — 7 November Nelson 12 September Tauranga
19 — 21 November Taranaki 19 September Gisborne
CibCamps 2011 31 October Hamilton
When Where 14 November Rotorua
11 -13 February Hastings 20 November Greymouth
25 — 27 February Auckland 21 November Westport
11- 13 March Southland 27 November Invercargill
25 =27 March Waikato 28 November Invercargill

A weekend workshop, held in Christchurch, is available to adult siblings who are
interested in being an important part of the support and guidance of their disabled
brother or sister.

This weekend workshop focuses on the unique perspective
of siblings, the distinctive dynamics of the relationship they
have with their disabled brother or sister and provides prac-

tical advice and information about how to manage the role
of advocate. w) (V

Christchurch: 8th — 10th October MATUA ki e MATUA

Blue Skies Conference Centre, Kaiapoi, Canterbury.
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Squire and Phillips helped develop the South

|ﬂf0l’matl0n key to Australian Society “Right to Know” programme,

which gives teacher aides and parents tools to
Down Synd rome Sex teach young people with Down syndrome about
By JO GILBERT - The Press friendship, sexuality and personal safety.
24/07/2010 "We have to call a spade a spade,” she said.
Young people with Down syndrome need the "These young people need to see things practi-
right information to make sex and relationship  cally and repeatedly.”
decisions, two visiting Australian educationists  Phillips said: "You can't just talk about it. You

say. have to be very explicit so it's absorbed and un-
Anne Squire and Jill Phillips, of the Down derstood."

Syndrome Society of South Australia, said it Squire said information empowered and pre-
was important that those with the congenital pared young people.

condition had the right information about areas "With information, kids can take a valid risk,"
that other people "just knew" or learnt from their she said. "Like any young people, it doesn't al-
peers. ways mean they'll make good choices, but they
"People with Down syndrome are not asexual,” are equipped.”

Squire said. "They have exactly the same sex- Phillips said the young people often did not find
ual urges and desires as everyone else and fol- the information difficult or embarrassing.

low the usual pathways. They just need to be "If you took it to high school kids they would no
equipped.” doubt giggle and snigger, but these kids see it
The pair delivered their message to about 100 as knowledge they need to know," she said.
parents, teachers and teacher aides at a Can-
terbury Down Syndrome Association-organised
conference at Canterbury University yesterday.

REF:http://www.stuff.co.nz/thepress/news/christchur
ch/3953454/Information-key-to-Down-syndrome-sex

PR =

Posted onthe Everyday Hero website by P-J McCrea 10 Aug 2010 10:01 AM

Coleman's mum and friends have decided to take part in the Auckland Marathon by walking
21km on October 31st.

To give the team an incentive to make the bridge in time to walk over, and not have to bus over,
they have decided to fundraise for the Auckland Down Syndrome Association.

They are looking into raising funds for the coming resource
library that will help children like Coleman to reach their full
potential helping them to transition into school.

Currently Coleman is trialling the Transition Into School.

Thank you to the team at the Auckland Down

Syndrome Association for giving Coleman this opportunity.
I live in hope that others like Coleman can have the same
opportunity.

NB. Add your support for Coleman’s fundraising team at http://www.everydayhero.co.nz/pj_mccrea
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Sydney Gears up for Buddy Walk

\
Sydney City is gearing up for what will be their biggest Buddy Walk m 7
yet in October. They will be crossing the Harbour Bridge again this A
year but picnicking in a new glorious spot right under the Bridge itself
where Down Syndrome NSW will host a very special 30™ anniversary

celebration concert. If you only go to Sydney once a year, or even once a lifetime, make sure it is the
weekend of the 24™ October, so you don't miss this great event.

Great Walks are also being planned again for Newcastle, Canberra, Wollongong and Wagga. If you
would like to participate, please register as soon as possible for the ‘earlybird specials’ and to help plan
these special celebrations.

The big event of the year is a little over a month away.

Buddy Walk has been growing each year with Walks in each state during October, including Tasmania,
for the first time and in the national capital, Buddy Walk — Australia 2010 promises to be the biggest
ever celebration of people with Down syndrome!

Taking part in Buddy Walk Sydney is as easyas 12 3

1) Register (it’s free!) (Sydney, Newcastle, Wollongong, Canberra, Wagga or your own Walk!)... and
you can order your great 2010 Buddy Walk t-shirts, caps and raffle tickets at the same time...

2) Set up your Buddy Walk Hero page

3) Start training — take a leisurely stroll around the block, have a picnic in the local park or back yard —
that’s it you're ready for Buddy Walk — 2010!

Note: Buddy Walk t-shirts are only at the earlybird price of $11 for a few more days before prices go up, so
please register and order today!

At Buddy Walk — Sydney they will be celebrating the 30" Anniversary of Down Syndrome NSW with a very
special celebration concert, extra stalls and a jumping castle!

The concert will feature two dads (who happen to be star musicians):
Golden Guitar winner, Steve Passfield and the Handpicked Band
Belfast (and Blue Mountains) boy Phil Davidson
A number of acts featuring some very talented people with Down syndrome

The walk will be starting at East Circular Quay again but picnicking in a new glorious spot right under
the Harbour Bridge looking across to the Opera House. If you only come to Sydney once a year, or
even once a lifetime, make sure it is the weekend of the 24" October, so you don’t miss this great
event.

Steve Clarke, Chief Executive Officer, Down Syndrome NSW
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Quote of the Quarter:

“The difference between a flower a
aweed is a judgmer’it =Unknown
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Imagine that you have just given birth. You notice a
sense of excitement in the room. Finally, the doctor
comes to you with a big smile and says, “I have
some important news to give you. Based on our pre-
liminary examination, we believe your baby has
Einstein syndrome!”

The doctor goes on to tell you that children with ES
typically read by age three, and by six or seven read
at a high school level. They can master many lan-
guages during their preschool years, develop phe-
nomenal vocabularies, and complete high school by
age ten or eleven and college by fifteen. Further-
more, children with ES have remarkable physical
skills. Many Olympians have ES. And they tend to
be excellent musicians.

Now, how are you going to treat this child? It is
doubtful that you are going to leave him in his crib
for the first two months, watching a mobile.

Instead, you will keep your child in a room full of ac-
tivity. You will talk to him, naming items, and expect-
ing him to begin to understand you. You will sur-
round him with classical music. You will read to him
as much as you can and begin teaching him alpha-
bet letter sounds very early.

This child will go with you everywhere, just so you
can teach him more about the world. He won'’t be in
a playpen; you will be giving him lots of opportuni-
ties to learn to crawl, and you will expect him to go
get things himself. You will probably hire a nanny
who speaks another language, and will likely enroll
him in gymnastics or swimming classes.

Guess what? Even if the diagnosis was wrong, by
the time your child is five or six, people will begin
commenting on how incredibly bright he is. He will
be an excellent reader, have a tremendous vocabu-
lary, have a good ear for music, and be exception-
ally coordinated, all because of the extra input that
you have given him based on your expectations.

Contrast this with another scenario, this one all too
real. After giving birth, there is stillness in the deliv-
ery room. The nurses seem to avoid you. Finally,
maybe several hours later, the doctor tells you what
is wrong. “Your baby has Down syndrome. Try not
to let it ruin your life.”

As you read more about
Down syndrome, this
dreary prognosis
emerges: Your newborn
baby is retarded. He will
learn to crawl and walk
late. His language skills
will always be minimal,
and he will never be
able to express himself well. This child might learn
to read a little, but certainly not by the age that nor-
mal children do, and never well. Even as an adult,
he will always do stupid things because he will
never learn to think well.

With that dreary prognosis, how are you going to
treat your baby? Why bother talking to him? He
won’t understand you anyway. Why bother reading
to him? He’'ll never learn. Why bother even getting
him out of his crib? He isn’t supposed to crawl for
many months. And guess what? He doesn't learn to
walk, read, talk, or think well, just like they all said.

I am convinced that the biggest handicap

Down syndrome children have is the low
expectations of their parents.

This baby may have physical problems. Maybe he
doesn’t hear well. Maybe he has poor muscle tone
or a heart defect that leaves him weak and causes
difficulty with new physical skills. This little baby
needs lots of extra sensory input just to balance his
physical handicaps.

As a baby, my daughter, Mary would have been
content to lie on the floor for hours sucking her
thumb. As a toddler, she hardly demanded any at-
tention. With five other children, | had plenty to do
and easily could have ignored her. But Mary needs
more input, not less. | needed to make a constant
effort to interact with her and involve her in what the
family does. As a result of all that extensive input,
by the time Mary was three, she wasn't in the least
passive, but was on the go non-stop.

I have been accused by a social worker of not deal-
ing realistically with Mary’s condition, of being in
“denial.” Yup, I'm in denial. But as long as | believe
that she is capable of normal function, | will be will-
ing to give her the input she needs to get there.

00
s

This article was first published in the Teachingnio
magazine in July/Aug 1994.

# Love to get your thoughts about this (or any othe
jcngawaka@hotmail.com and I'll publish your feedbac

r) article. Email me at
k in the next issue —Jules




FORMER Tenterfield resident Alison Durham cele-
brated her 80th birthday on Thursday, and is
believed to be the oldest living person with Down
syndrome in Australia.

Ms Durham grew up in Tenterfield and has outlived
all her siblings. She moved from Tenterfield to
Roseneath Nursing Home in Glen Innes early in
1976.

“She has been here for 34 years this year, and is a
quiet lady, very gentle and very kind,” said Rose-
neath’s Recreation and Activities Officer Jennifer
Rich.

“She has a set routine every day with each day’s
activities.”

Down syndrome is a genetic condition that leads to
delays in physical and intellectual development, and
occurs in about one in every 800 live births.

When Ms Durham was born in 1930, the average
life span for a person suffering Down syndrome was
just nine years, putting into perspective the 80-year
milestone.

Today, the average life expectancy for those suffer-
ing with Down syndrome has improved to the late
50s, but that remains more than 20 years less than
the average life expectancy for the typical person.

It is possible Ms Durham is the second oldest sur-
viving person with Down syndrome in the world. The
2009 edition of the Guinness Book of Records lists
American Bert Holbrook as the record holder.

If Mr Holbrook is still alive today he will turn 82 this
month.

Staff said Ms Durham loves a cup of tea and bis-
cuits, and always hangs up her clothes before bed,
ready for the next day.

Along with the nursing home staff, Ms Durham has
been kept company by her community visitor Lyn
Dwyer for a number of years.

TUCSON, Aug. 30 (UPI)

A new battery of tests taking only 2 hours can
assess the best drug and behavioral help for
children with Down syndrome, U.S. researchers
say.

"In the past when we would assess cognition in
Down syndrome it would be over the course of
several days," Lynn Nadel and Jamie Edgin of
the Down Syndrome Research Group at the
University of Arizona, Tucson, said in a state-
ment.

The tests use non-language dependent com-
puter exercises to determine what the research-
ers call a "developmental trajectory” of those
with Down syndrome. The tests have been vali-

dated in a study published in the Journal of
Neurodevelopmental Disorders.

"The point is that these tasks in the test battery
have been selected because they really hone in
on the particular functions of the brain regions,"
Nadel said.

"What's equally important is that not only do
they hone in on a particular brain region, but
they also don't particularly depend on other
brain regions. They're selective.”

Also involved in the tests were researchers at
Johns Hopkins University and Emory Univer-
sity.

In Down syndrome, the presence of an extra
chromosome -- occurring once in about 800 to
1,000 live births -- can lead to health issues as
well as mild to severe developmental disabili-

ties.
!
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Ukraine development project underway and new See and Learn step now available

Down Syndrome Education International has recently concluded a three year project agree-
ment with Nordic IT leader EDB and the Ukrainian Do wn Syndrome Organisation. This pio-
neering partnership project will deliver better car e and support for people with Down syn-
drome throughout Ukraine.

Down Syndrome Education International is working to ensure that high quality, evidence-based
education benefits all young people with Down syndrome. For most children in low and middle in-
come countries, this remains a distant prospect. We are therefore delighted to have recently em-
barked on a three year development project to improve support for people with Down syndrome
and their families throughout Ukraine.

See and Learn First Sentences

The UK English edition of the next step in the See and Learn Language and Reading program -
See and Learn First Sentences - is now available - online for free download and self-assembly or
for purchase as a readymade Kit.

DownsEd's See and Learn programmes offer evidence-based activities, developed by early inter-
vention and education specialists with years of experience supporting children with Down syn-
drome.

We are now working on the US English edition of See and Learn First Sentences, which we hope to
have available online and to ship readymade in early October.

With kind regards, Frank Buckley CEO

Corporate Social Responsibility partnership project gets underway in Ukraine

Few babies diagnosed with Down syndrome in Ukraine return home with their parents, and those
who do receive limited support. Most children with Down syndrome are confined to baby hospitals
and then orphanages. Many die young.

With support from Nordic IT company EDB, Down Syndrome Education International and the
Ukrainian Down Syndrome Organisation are working together to improve information and advice for
families and professionals, to change attitudes and policies affecting people with Down syndrome,
and develop model early intervention, education and healthcare services.

Book now for education conferences in Ireland and the USA

Book now to secure a place at one our forthcoming D own Syndrome Education
Conferences: in Dublin, Ireland (October 7-9, 2010), in Atlanta, Georgia (September 9-11, 2010)
and Cleveland, Ohio (November 3-5, 2010).

See and Learn First Sentences UK English edition pu  blished

The UK English edition of the next step in the See and Learn Language and Reading program -
See and Learn First Sentences - is now available - online for free download and self-assembly or
for purchase as a readymade Kkit.

See and Learn Language and Reading offers reliable, easy-to-use step-by-step guidance and ma-
terials to help families and professionals provide effective support for language development.
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Daring Mum to drop 13,000 feet

Weston & Somerset Mercury 1 Sept 2010

A MOTIVATED mum-of-two will hurl herself 13,000ft from an aeroplane to raise
money for charity.

Lindsay Cutts, of Winscombe, is taking on the extreme challenge this month for
south west Down's syndrome group, Ups and Downs.

The 25-year-old, of Homefield Close, said the charity has helped support her
one-year-old daughter, Josephine, who has the illness and has been a great
assistance.

The former Churchill Community School pupil said: "l was blessed with my new
little arrival Josephine but upon her arrival | was asked if | could see anything
wrong with my child. | was then chucked a load of medical jargon about genetics.

"These memories will haunt me for the rest of my life but there are memories of
joy, happiness and love.

"l can see absolutely nothing wrong with Josie. Yes she has Down's syndrome
but that will only cause barriers for her if people allow it to.

"She is a happy, loving and healthy child just like any other. Yes she may be a
little slower but it is just all the more rewarding when she gets there."

Lindsay will take part in the skydive on September 29 and she is appealing for
SPONSOrS.

'The charity aims to enrich the lives of people with Down's syndrome and their
families by providing a network of resources and helps to create awareness. To
sponsor Lindsay call her on 07791 045768

" #3$% &
"()*+, -./011 The number of babies with Down syndrome carried to term in the United
States has declined to single digit percentages, officials say.
Approximately 92 percent of American women with prenatal diagnoses of Down syndrome babies chose
abortion, Children's Hospital Boston pediatric geneticist Dr. Brian Skotko said.
Skotko is concerned whether myths or facts drive the decisions, ABC News reports. "I am concerned
about mothers making that informed decision. Are they making it on facts and up-to-date information? Re-
search suggests not, and that mothers get inaccurate, incomplete and sometimes offensive information,”
Skotko said.
But many parents who choose to deliver Down syndrome babies say their lives have been enriched, ABC
News said.
Lisa Aguilar, a 43-year-old mother of a 7-year-old with Down syndrome said, "l decided to keep him, no
matter what. He is the happiest, kindest soul | have ever met. Daniel has taught me some valuable les-
sons about acceptance and love and being more compassionate.”

% & "% /% % % "(* 0. 0

Online

- Check out these websites: www.seeingtheupsideofdown.com

- New research is offering help for families of Down syndrome children and the promise of a fu-
ture that will help mothers pressured into abortion make a choice for life:
http://www.research.ds.org/?displayvideo=true

- Down syndrome Diaries: downsyndromediaries.blogspot.com
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5 Celeb Parents Who Have Kids With Disabilities

“Celebrity Baby Scoop”, 25 August 2010

Let's continue to celebrate diversity and take a look at five families in Hollywood that have children with
disabilities. From autism, to Down syndrome, to Septo-optic Dysplasia, some of our favorite Hollywood
parents have children with special needs.

Katie Price & Peter Andre:
British glamour model Katie Price's 8-year-old son Harvey was born with a condition known as Septo-
optic Dysplasia (SOD), which causes blindness and hormonal deficiencies. From his birth, doctors reas-
sured Price that nothing in her lifestyle could possibly have caused her son's rare condition.
As he has matured, Katie discovered that he is on the autistic spectrum, gains weight easily, and finds
walking difficult.
Harvey's biological father is former footballer Dwight Yorke, although he has not been involved in his life.
Katie's ex-husband Peter Andre - who is father to her two other children Junior, 5, and Princess Tiaamii, 3
- raised Harvey as his own son and still hopes to adopt him one day.

| asked to adopt him because I love him, | didn't ask to adopt him to be disrespectful,” Andre said. "When
you love a child...he's in my life, he calls me dad. | never said I'm his father, but I'm so proud to have him
in my life. And it angers me - it angers me when people turn around - when | get a comment like that. Why
is that disrespectful because | ask to look after someone's child? | thought that was a good thing, | thought
that's what we're supposed to do in this world. | don't understand that."

Rodney Peete & Holly Robinson-Peete:
When Holly Robinson Peete and her husband, former NFL quarterback Rodney Peete, welcomed their
first children - twins Rodney Jackson "RJ" and Ryan - they never imagined that one of them would be di-
agnosed with autism at the age of three.
Autism affects 1 in 110 children and 1 in 70 boys. Holly sat down with Celebrity Baby Scoop to raise
awareness for children and families living with autism: "Children in minority communities go undiagnosed
too long." Holly also encourages parents to "get out of denial quickly," and "find time for yourself."

RJ is going on 13. Loves all sports; MLB especially. By the way: Puberty plus autism? Challenging! Even
more than for typical adolescents,” Holly said. "It can cause aggressive behavior and depression. Big tran-
sitional hurdle. Another thing you don't read too much about. We are seeing some regression which is not
fun. But he is verbal, affable, he has friends and plays team sports - all of which we were told he'd never
do."

Holly also commented on how autism affects the entire family:

" #s#E %" & I

Colin Farrell:
Irish hunk Colin Farrell and his ex-girlfriend Kim Bordenave are parents to 6 1/2-year-old son James. In
October 2007, Farrell revealed that James has Angelman Syndrome, a rare genetic disorder character-
ized by intellectual and developmental delay, speech impediment, sleep disturbance, seizures, hand flap-
ping movements, and frequent laughter/smiling.
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John C. McGinley:
Scrubs star John C. McGinley and his ex-wife Lauren Lambert are parents to 13-year-old son Max who
has Down syndrome.

When Max was born, McGinley immediately hit the books to learn everything he could about the condi-
tion. He is now an active advocate for Max, working to give him opportunities to help him develop and ac-
quire the mental and physical skills that he needs. "The learning curve is through the roof on picking up on
all this kind of stuff,” says McGinley.

The proud dad says that a variety of therapeutic activities every week including horse back riding, gym-
nastics, trampoline work and much more seem to be helping Max's development:

Knock on wood here, Max is going to be a pretty high-functioning kid. He's rapidly becoming — by virtue of
this wonderful, developmental spurt — a precocious, no-good, confounded, Irish troublemaker."

This special father-son duo love to sing together, play musical instruments, run the dogs, go to the beach
and much more. "l sing to Max constantly, because he sings along with me," says McGinley. "It becomes
this parade of good, clean fun and lots of it."

John has remarried, and he and wife Nichole are parents to daughters Billie Grace, 2, and Kate Aleena, 2
months.

Sarah Palin:
At the age of 44, former vice-presidential candidate Sarah Palin carried her son Trig to term, even after
she was told during a sonogram that he would be born with Down syndrome. After giving birth to Trig in
April 2008, Sarah released the following statement:

Trig is beautiful and already adored by us. We knew through early testing he would face special chal-
lenges, and we feel privileged that God would entrust us with this gift and allow us unspeakable joy as he
entered our lives. We have faith that every baby is created for good purpose and has potential to make
this world a better place. We are truly blessed."

On the cover of In Touch, Sarah appeared with her teen daughter
Bristol and her baby Tripp with the title, "We're glad we chose life."
Sarah told the magazine, “The last few years have been unreal
and surreal.”

The proud dad has said that his son is "nothing but a gift."

The Phone Booth star went on to say that James is perfect just the
way he is,
As far as I'm concerned he’s exactly the way he should be.” The

loving father added: “It's not different to me. He has his own path.
He’s just brilliant.”
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If undeliverable, please return to
Auckland Down Syndrome Assn
c/o Parent & Family Resource Centre
Cnr Spring St & Princes Streets
PO Box 13385 Onehunga 1643
AUCKLAND
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STATEMENT OF POLICY DISCLAIMER

Through this publication the Auckland Down SyndroAssociation will attempt to report items of intereelating to Down syndrome, and a
forum for others. The Auckland Down Syndrome Asstion does not promote or recommend any partidhlerapy, treatment or agency et

The opinions expressed in the newsletter are rossarily those of the Auckland Down Syndrome Assgimn.

Please remember to contact us if you have a chafggdress so we can update our database and ¢haty®u continue to receive our
newsletter, and so we do not waste our limiteduesss. ADSA PO Box 13-385, Onehunga, Auckland, BH-n@o@adsa.org.nz.




