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It is with mixed feelings that we farewell Sarah from the ADSA
office as she embarks on a new and exciting journey.
Sarah has held a casual position
at ADSA over the past five
years as an office assistant. Her
role included putting together
the new parents and school
packs and folding, labelling and
sealing envelopes for invoices
and the Outlook magazine.
She also helped in other areas
as required including in the
library and with events. We
loved having Sarah’s bright and
bubbly personality around the
office and we will miss her very
much, but we are also super
excited about the journey she
has been on this past term
that has led her to part-time
employment. We send our
congratulations to Sarah for
achieving her goal and we wish
her all the best in her new role.
Sarah was part of the IHCs skillbased volunteer programme,
where she worked with a person
one-on-one to achieve her
specific goal. Being independent
means a lot to Sarah and
working in a paid role was a key
step to achieve this. For Sarah,
the programme’s short, focused
and goal-based structure was a

good way to work towards her
objective. Sarah was matched
with Sina and the pair spent
their six weeks together working
on CV writing, and the job
application process, with the
goal of finding Sarah a paid role.
After Sarah and Sina had
distributed CVs, the pair
decided this would be the
perfect opportunity to do some
volunteer work at a local Op
Shop. Sina says “From week
one, we have always been doing
something and every week
resulted in progress.”
After a short time volunteering,
Sarah was invited to interview
for a cleaner at Club Physical.
The interview went well, and
Sarah was offered a paid role
for three days per week. Sarah
says she is much happier now
that she has reached her goal,
“I am more confident, I love my
new job!”
You can find out more about the
one-to-one friendship and skillbased volunteer programmes at
www.ihc.org.nz/volunteer.
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Photos from Round the Bays

Round the Bays 2018
Amongst the crowd of 30,000+ we had a 66-strong team, some who wore fabulous costumes
and lots who wore our bright blue Down Right Perfect t-shirts.
The 46th annual Ports of Auckland Round the Bays fun run was on Sunday 4th March and once again the
Auckland Down Syndrome Association organised a team to take part. It was a brilliant day and this year we
had a team of 66, which included a large group of members with Down syndrome who joined as part of their
social club activities with Recreate, other young adults and children with Down syndrome, their families and
carers, friends of families and friends of friends. We had some great costumes on the day too and lots of our
members looking Down Right Perfect in there Down Right Perfect t-shirts. Everyone who participated helped
raise the profile of the Auckland Down Syndrome Association and we also had one Everyday Hero, Joshua
Venables, raise $778.56. All of this does make a difference to our Down syndrome community and indirectly to
everyone in our communities. Thank you!
As always, we had a BBQ after the event and were treated to delicious cooked ham, chicken patties, sausages,
hash browns, fruit, soft drinks and even a beer. A huge thank you to our BBQ amigos, Philip Venables and
Karen and Garry Howard, who showed off their fine BBQing skills. Thank you also to the following organisations
for their sponsorship for this event – without them we couldn’t have put on such a great day. If you can, please
choose these guys next time you need them.
•

The Labour Exchange - labourexchange.co.nz

•

Nola’s Orchard - www.facebook.com/NolasOrchard/

•

Tegel - tegel.co.nz

•

Resimac Home Loans - resimac.co.nz

•

Paul Lambert Photography - paullambertphotography.com

•

Ports of Auckland and Fairfax Events

Casual Office Assistant, Mt Wellington
Are you looking for an opportunity to develop your administrative skills?
Then look no further.
With the departure of Sarah Jones (see Goodbye Sarah Jones article in Outlook later this month), we are
looking for someone to join our two part-time employees, Christel van Baalen and Deanne Douglas, on a
casual basis as office assistant.
During term time, ADSA has a variety of administrative tasks that we would like you to assist with. This will
include putting together our new parent and school packs, stuffing envelopes, sending the Outlook newsletter,
labelling and sealing envelopes.
To apply, please write a letter and email it to Christel at clo@adsa.org.nz, or for further information please call
Christel on 09 527 0060.
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Hello to all ADSA members, families and friends.
We are almost halfway through the year and winter is setting in. It has been a really busy
few months at ADSA. So far, we have enjoyed the Success in Schools education course, the
Ports of Auckland Round the Bays fun run and Buddy Walk – all of which were fabulous and
successful events.
I don’t know about you, but I thought Buddy Walk this year was one of the best yet.
It has been great looking at the photographs from the day and chatting about it with
people I have seen around and about. Buddy Walk would not happen without the hard
work put in by the Buddy Walk Committee. I would like to thank Philip Venables, Kirsten
McDonald, Jan Cairncross, Karen Howard, Garry Howard, Rachel Batters and Angela
Owen for such a wonderful job organising and running the day (again). Thank you
also to all the corporate sponsors on the day especially Grassroots Trust, which largely
underwrote the fixed costs of holding the event, and all the volunteers who came and
assisted whether it was as walk marshals, on the cake stall or the BBQ, the performers,
the photographers, or anyone else who helped on the day, no matter how small.
The Buddy Walk Committee have a lot of fun organising this event. I hear reliably that
there is a lot of wine and cheese involved. After three years a few faces will be leaving
the committee, so we are on the lookout for some new people to join and help with this
day. New input, new feedback, new ideas are all welcome so please read page 17 in this issue of Outlook to find
out how you can help.
Also in March we undertook the Success in Schools education course. Almost 50 people attended – teachers,
teacher’s aides, families and other professionals. Feedback provided very positive and valuable insight and a few
tweaks are being made to the timetable for the August course. Thanks so much to Kirsten McDonald, Tracey Elder
and Angela Owen for working on this course and making it what it is.
It is Mother’s Day today, so I wish you mums out there a very happy day and all the best for the forthcoming year.
Please look after yourselves – our young people rely on us mums so in all the chaos of our day-to-day lives we
need to remember to treat ourselves occasionally, to not beat ourselves up when we have ‘one of those days’ and
most of all to love those hugs our kids give us. Aren’t they just the best!

Rarotonga Project: Done and Dusted!
In May, Fiona Kenworthy from Small Talk Speech-Language Therapy travelled to Rarotonga to give
children living with disabilities much-needed volunteer speech-language therapy.
‘After arriving mid-afternoon on Monday 30th April, we dropped our bags at the B&B and got straight to work running
a three-hour interactive workshop for families of children with disabilities. The next day we met with lots of families
in their own homes and the following day we spent visiting students
and staff in preschools and schools around the mainland. We also ran a
workshop for teacher’s aides working with children with special needs.’

Regional and Coffee Group Contacts
Central Auckland Coffee Group contacts:
Babies aged 0-18months, Pip Smyth, 021 0250 2595 or email philippasmyth73@gmail.com
Pre-schoolers aged 1.5-5years, Viv Alborough, 021 115 9186 or email treviv@orcon.net.nz
East Auckland Coffee Group contact:
Francesca Voykovich, 09 272 4148 or 021 333 724, email 321francesa@gmail.com
South Auckland Coffee Group contact:
Sarah Jackson, 09 236 8256 or 021 065 0993, email teazzn@gmail.com
West Auckland Coffee Group contact:
Annemieke Nola, 021 0229 9708, email asleepby10@gmail.com
North Auckland Coffee Group contact:
Diane Burnett, 022 034 6475 or email editor@adsa.org.nz
Coffee Group for Chinese speaking parents contact:
Judy Sun, 09 479 8960 or 021 686 708, email judy.yingsun@gmail.com
Coffee Group for Japanese speaking parents contact:
Chie Hashimoto, 09 948 2463 or 021 115 7699, email chieh80@msn.com
Coffee Group for Pasifika families contact:
Desiree Chan-Chui, 0221 832 2578, email tboy01@gmail.com
New Baby Support Group:
Alicia Vazey, 021 069 0612, email a_vazey@hotmail.com

Employees
Community Liaison Officer:
Christel van Baalen, 09 527 0060 or 021 293 2660, clo@adsa.org.nz
Part-time Office Assistant: Sarah Jones
Social Media & Library Officer: Deanne Douglas, 09 527 0060, library@adsa.org.nz
Outlook-Editor: Diane Burnett, 022 034 6475, editor@adsa.org.nz
Deadline for copy for the next Outlook newsletter is Friday 6th July 2018. Inclusion depends on available space so
please get your items in as early as possible to: diandbrad@gmail.com or clo@adsa.org.nz

Committee Members
Chairperson: Natasha Gould, 09 521 6226 or 021 226 8954, chairperson@adsa.org.nz

‘We worked with children across Rarotonga and in a centre called ‘Te
Vaerua’. Otherwise, most of our work involved one-on-one sessions
assessing children, trialling strategies and advising parents, while
making the most of the island resources. We were absolutely flat-tack
but thrilled to be able to contribute so much to the local community
and meet so many incredible families, including five children with Down
syndrome. It was fantastic to see that these children were already in, or
expected to move into, inclusive settings. Many of their families had very little information about Down syndrome.
One family, with a four-year-old, knew almost nothing about Down syndrome; how these children present, what their
health and learning needs are, and their potential.’

Treasurer and Vice Chairperson: Angela Owen, 09 412 7326, 027 605 4496, angela_owen@xtra.co.nz

‘It was a huge learning curve, with many cultural differences to understand and great insights from the very
experienced team I travelled with. These families were inspirational, making it work. day-to-day, in the best way they
can for their children.’

Committee member & representative on NZDSA Commitee:
Diane Burnett, 022 034 6475, editor@adsa.org.nz

‘It was a great honour to be part of this project, to be useful and to be able to help. We want to send everyone a big
thank you for their support and encouragement for this project – we had an amazing time.’
Fiona Kenworthy, Small Talk, smalltalktherapy.co.nz, fiona.kenworthy@gmail.com, 021 251 6162.
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Committee member & representative on the NZDSA Education Advisory Committee: Kirsten McDonald,
027 705 1337, education@adsa.org.nz
Committee member: Jan Cairncross,
09 489 1709, 021 213 7855, thecairneys@hotmail.com
Committee member: Philip Venables, 021 467 121, philipvenables1@hotmail.com
Committee member: Annemieke Nola, 09 818 5720, 021 0229 9708, asleepby10@gmail.com

Committee Meetings are held on the third Thursday of each month at 7.30pm at our offices at Level 3,
45 Mt Wellington Highway. If you wish to present something to the committee please contact Natasha Gould (president)
the week prior so that time can be allocated on the agenda and your attendance confirmed. Meetings for the next
quarter are: Thursday 17th May, Thursday 21st June and Thursday 19th July 2018.
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Success in Schools Education Course

session on friendship is also excellent and essential for
everyone to hear, understand and collaborate on.

On Monday 5th and Tuesday 6th March, 47 teachers, teacher’s aides, SENCOs and parents met
at the Waipuna Hotel & Conference Centre to hear expert presenters impart their knowledge on
working with our children.

Once again, we took time to reflect on what we had
learnt from the presenters and how we could relate
our learnings back to the child/children we work with
before Kirsten gave a summary of the two days and
thanked and farewelled our guests.

Fantastic existing and exciting new presenters shared
practical information and advice on a range of topics
from inclusion, to literacy and how to support our
children using visual aids, maths, narrative assessment,
and behaviours and friendships.
We had a wonderful facilitator in Kirsten MacDonald,
whose interest and passion for our children to have
meaningful and positive education experiences
exuded throughout the day. After welcoming our
guests, Kirsten introduced our first presenter
Edward Borkin, who is one of our members with
Down syndrome. Unfortunately, due to being
unwell that day, Edward was unable to deliver his
presentation, so Christel stepped in to share his
story in his absence.
Our next presenter was Dr Jude McArthur, a
senior lecturer in the Institute of Education at
Massey University, who spoke on inclusion. Jude’s
background is in primary teaching, teacher education
and disability research. She also has a particular
interest in the development of socially just, inclusive
school communities that welcome, value and respond
to diversity.
After a morning tea break we welcomed Margi Leech,
a teacher with a wealth of experience gained in New
Zealand and the United States, who presented on the
learning profile of a student with Down syndrome.
Many of you will also know Margi as a parent to Emily,
who has Down syndrome, and as a member of ADSA.
A break for lunch allowed guests to mix and mingle
while enjoying the delicious buffet style spread on offer.
Following the break Margi continued the session
by sharing a 30-minute video presentation from Dr
Rhonda Faragher, who spoke on Doing maths that
matters! Rhonda has internationally recognised
expertise in the mathematics education of learners
with Down syndrome. Margi continued the presentation
on from Rhonda, expanding further on maths in the
classroom setting and introducing us to Numicon.
The last presentation for the day was on literacy
and was delivered by the enthusiastic and engaging
Dr Sally Clendon. Sally is a senior lecturer in
speech and language therapy at Massey University.
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She is passionate about access to the curriculum
and to literacy learning for children with complex
communication needs. Her presentation also
touched on the use of augmentative and alternative
communication (AAC) methods that our children may
need to use to communicate their thoughts and needs.
At the end of the day we took time to reflect on what
we had learnt from the presenters and how we could
relate our learnings back to the child/children we
work with.
Day two started with a presentation from the lovely
Emma Ferens, another of our members with Down
syndrome, who spoke about her life in general, what
she has achieved and where she is now, as well as
positive and negative experiences from when she was
at school.

As with all ADSAs events there is a lot of hard work,
time and commitment given by a select few members.
We owe a huge thank you specifically to Kirsten
McDonald, Angela Owen, Tracey Elder and Christel van
Baalen for everything they do to bring together this
fantastic course that provides such wonderful benefits
for our children and the people they are working with
and learning from in their education setting.
The high-rating results gained from the feedback
forms show that this two-day course is invaluable
for members, our children and their educators. If
your child’s teacher and teacher’s aides have not
yet attended, they can do so at the next course on
Monday 6th and Tuesday 7th August 2018. Keep an
eye out for further information and to book in the

ADSA eNews mid-way through the year. The course
is also suitable for SENCOs, parents/caregivers and
family members.
New presenter: We are pleased to announce that
specialist paediatric occupational therapist Arul
Hamill will present the learning profile of students
with Down syndrome. Arul has over 23 years of
paediatric experience gained from working with child
development teams in the 1990s, through to running a
private practice from 2003 and working with ACC and
school learning support units. Arul has experience with
children who have developmental delay, syndromes,
cerebral palsy, head injuries, prematurity, learning
challenges and neurological conditions. As well, she
has experience with equipment support, cross-cultural
support and working in the community, including
clinic, home and school.
Family rate: We are also pleased to announce
that we have a new family rate of $150 per person,
including GST. ADSA is providing this subsidised rate
to family members of a child with Down syndrome to
make the course accessible to more families within our
community for the benefit of our children.

Following on from Emma we heard about narrative
assessment from Tracey Elder, a parent and teacher
who was involved in the roll-out of narrative
assessment across Auckland. Tracey’s very practical
presentation is always a highlight for participants
as it showcases this excellent assessment tool that
provides a positive, credit-based approach that
focusses on students’ capabilities and strengths.
After a morning tea break we come back to hear
from Fiona Kenworthy, a specialist speech-language
therapist at Small Talk Therapy, on the use of
visual aids and strategies to support learning in the
inclusive setting. Fiona also expanded on AAC, which
specifically allows individuals who do not experience
typical language development in childhood access to
functional communication (to get one’s basic wants
and needs known). AAC also serves as a gateway to
literacy for individuals transitioning from icon-based
language to written language and provides visual
prompting for those who are unable to access their
full communicative abilities.
After another tasty lunch we were joined by
psychologist Phillipa Lilburn, who spoke on
behaviours and friendships. Phillipa offered practical
examples and advice on several behavioural
challenges that participants were experiencing with
the child/children they work with, as well as more
general advice on more common behaviours. Her
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What lies ahead
Thanks to routine testing, parents are often well aware of whether their child has a high chance
of Down syndrome. Emily Winstanley looks at how three families handled the news.
Auckland parents Kirsten McDonald and Philip Venables found out their unborn baby could have Down
syndrome after the 12-week screening offered to all
expectant mothers in New Zealand. They decided to
find out for sure with an amniocentesis test.
McDonald says the doctor who delivered the news
asked her to look at the piece of paper with her
name and the result, confirming their child had Down
syndrome. “Then [her] next words were, ‘You’re going
to have a beautiful baby boy.’ That still stays with me,
those words from her. She just reminded us that first
and foremost, we were going to have a beautiful baby
boy, rather than saying, ‘Oh I’m really sorry’ or even
words like ‘but’.”
Thirteen weeks later, baby Joshua was born.
At 39, McDonald knew her age would increase her
baby’s chance of chromosomal abnormalities like
Down syndrome, but when she had the 12-week test,
the chance showed at one in 80.
They’d decided to delay the amniocentesis until she
was 25 weeks, because for them, it wasn’t a question
of whether to continue with the pregnancy, but of
wanting to prepare themselves.
“Every time we had a scan we were told the risk had
increased. We just needed to know so I could enjoy
my pregnancy, rather than spend the next 15 weeks
being stressed.”
The test was conclusive, so they met with families
of children with Down syndrome, and did plenty of
research. “By the time I had Joshua we were just so
ready to meet him and not have this abstract diagnosis
of Down syndrome. We just wanted to meet our boy.
There was no shock or worry or trauma. It does have
an impact on him and I wouldn’t change him for the
world. If we could take away the Down syndrome, no
way, that’s what makes Joshua who he is.”
But like many parents of children with Down
syndrome, McDonald is concerned about the way the
diagnosis is presented to families.
“I don’t have anything to say against testing because
it prepared me for the birth of my child. I guess
what I have an issue with is what information people
are given when they are encouraged to have a test
and when they get the diagnosis. Most of it is about
everything that could be ‘wrong’ with our children.
Imagine if we did that with every diagnosis. I think
everyone has a right to have a test and a right to
make their own decision, but it’s about information.”
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And that’s certainly the view of the Down Syndrome
Association. National executive officer Zandra
Vaccarino wants families facing a diagnosis to be
put in touch with people with Down syndrome and
their families. “There’s a lot of information given
from a medical perspective, like what screening is,
and the options around termination. But they do
not get information from the social perspective.
So if someone’s never met someone with Down
syndrome, and read a book 20 years ago, that will be
the knowledge they hold. Every year, quality of life
for people with Down syndrome changes as they’re
included more in the community, and that information
isn’t always shared. People with Down syndrome are
moving the goalposts all the time.”
Vaccarino also wants better training for the medical
professionals. She says what she’s hearing from
people in the community, is some families feel they’ve
been pressured to terminate as a result of a Down
syndrome diagnosis.
Peter Stone is Professor of Maternal and Fetal Medicine
at the University of Auckland, and a representative
on the National Screening Unit Advisory Group, which
oversees antenatal testing. He disagrees with the
idea that there is pressure or coercion of women to
make a particular choice. “The screening is based
around reproductive choice. The majority of women,
whatever they decide, want to know what is going on
in their pregnancy.”
Twelve-week testing, also called “first trimester
combined screening”, takes into account an ultrasound
scan, a blood test, and other factors like a mother’s
weight and whether she smokes.
It gives a specific chance of the baby having Down
syndrome or one of a handful of rarer chromosomal
abnormalities. If the test shows an increased chance
of Down syndrome, one in 300 or less, parents are
offered further diagnostic testing — the amniocentesis,
or less often chorionic villus sampling.

abortion, so it’s impossible to know the exact number.

had another child, who she calls her ‘rainbow baby’.

Stone says the termination rate in New Zealand is
much lower than in other Western countries — for
example, Denmark. “I think this suggests there’s
not evidence of pressure or coercion to have
a termination.”

Two years on, Jess knows it was the right choice for
her family. “It’s something that comes back to me
often, but I’ve made peace with the fact it was the
right decision.”

Iceland and Denmark are often highlighted as extreme
cases, where nearly 100 per cent of pregnancies
involving a Down syndrome diagnosis are terminated.
In England and Wales it’s roughly 90 per cent. In the
United States, the rate is similar to New Zealand’s.
One parent who chose not to continue their pregnancy
after the diagnosis is Jess*. After trying to conceive
for two years, then a miscarriage, she and her partner
were thrilled to become pregnant again. Then came
the news they faced a one-in-five chance of the baby
having Down syndrome, which was confirmed with
diagnostic testing.
Jess was in her 40s when they conceived, and, as a
medical specialist, was well aware of the higher risk
that posed. Before testing, she was sure in the case of
Down syndrome, her decision would be to terminate.
But in reality, she says making the decision was
probably the worst thing she and her partner have
ever been through.
“It took us weeks to decide, and I wondered if it might
break us up at one point. We went to counselling with
the social workers at the hospital, we had a couple
of sessions with them really going through what are
our hopes and fears and our real core beliefs. I think
we came to a place of support for each other. In the
end I felt termination was the only way forward.” She
didn’t feel any pressure to terminate, “I almost felt
pressure the other way, but I think that’s just personal
circumstance.”
In the end, Jess opted to be induced at 17 weeks. “I
felt like I wanted to meet my son, I wanted to be able
to bury him and mourn him, so I went through the
induction and that was pretty horrible.” She’s since

This week, World Down Syndrome Day saw many
people celebrating what those with the syndrome
can contribute to their community. For others, it
was a chance to advocate against antenatal testing,
with some saying the syndrome is being tested
out of existence. But doctors point out that can’t
happen altogether, because many mothers choose
not to screen at all. In New Zealand, 20 per cent
of pregnancies aren’t screened, by circumstance or
by choice.
And then, even when the chance is calculated to be
extremely low, it’s still a chance nonetheless. Charlotte
Ammundsen was 24 when she became pregnant, and
her combined testing showed a chance of just one
in 12,000. Then, when her now 1-year-old daughter
Hayley was born, she immediately thought something
wasn’t quite right.
“In all honesty I didn’t immediately think Down
syndrome, but I felt like something was a bit off.
The midwife was looking at me and she said I see
you’ve picked up on something. We think there are
certainly signs of Down syndrome.” That diagnosis
was quickly confirmed.
Ammundsen’s in two minds about whether it would
have been easier to have known ahead of time. “It
would have been so wonderful to properly enjoy the
first week, because she was in NICU for three days,
and everything combined was overwhelming. Also the
community is amazing, so to be part of that earlier
would have been awesome. On the other hand, I’m
glad I didn’t have that conversation with doctors
about all the bad stuff. It’s not that scary, she’s the
best thing that’s happened to me.”
Not her real name.

*

It’s hard to work out exactly how many women choose
to terminate once a diagnosis of Down syndrome is
given. Stone says in New Zealand, about two-thirds
of women who are given a high chance of Down
syndrome and other chromosomal disorders will have
diagnostic tests done. In 2015, that was 655 women.
Of those who have a diagnosis confirmed, he says
about two-thirds again will choose not to continue with
the pregnancy. The Abortion Supervisory Committee
doesn’t keep information on the specific reason for an

Philip Venables and Kirsten McDonald with
their son Joshua.

Charlotte Ammundsen with daughter Hayley.
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ADSA Social Clubs Camp

Photos from ADSA Social Clubs Camp

For the second time since 2016, ADSA held a camp for seventeen young adult Social Club
members, hosted and run by Recreate NZ at Kokako Lodge in Hunua.
The camp, which ran from Friday 23rd to Sunday 25th February, was an absolute hit with the youth who hit
the ground running. On arrival at the lodge on the Friday evening we had dinner and got ourselves settled in.
On Saturday morning everyone was up and dressed without a hitch. We then split the group into three teams,
with each team deciding on their own name; Yellow Panthers, Purple Clouds and Green-a-Licious. The teams
then rotated through the three activities on offer; archery, the high ropes course and kayaking the Hunua Falls.
Some amazing accomplishments were made by the participants, some of who didn’t think they could do it
however, with the support and encouragement of their team mates, they got the job done.
In the evening we had a talent show where members raided the dress-up box and performed their hearts out,
before moving onto a glow-in-the-dark party for Brayden – it was his birthday on the Saturday. It was a late
start on Sunday morning as many were exhausted from the day before, with the first person surfacing out of
bed after 9am. So once everyone was up and fed the teams headed out on a scavenger hunt across the camp
grounds and down to the Hunua Falls. The scavenger hunt included some team challenges and there were lots
of great photo opportunities.
The weekend was awesome and very successful, and Kokako Lodge worked well for what we needed.

Social Clubs Calendars, April-July 2018
2018 ADSA Social Club Calendar – Juniors
Saturday 4th
April, 11am-2pm

Saturday 5th May,
11am-2pm

Saturday 9th
June, 11am-2pm

Saturday 7th July,
11am-2pm

Activity

Movies

Laser Tag

JUMP

ADSA Ball

Location

Sylvia Park

Recreate Offices,
Mt Eden

Recreate Offices,
Mt Eden

TBC

Cost

$10

$20

$10

TBC

2018 ADSA Social Club Calendar – Young Adults
Saturday 4th
April, 6-9pm

Saturday 5th
May, 6-9pm

Activity

Movies & dessert

Star Wars evening Laser Tag & dinner ADSA Ball

Location

Sylvia Park

Recreate Offices,
Mt Eden

15 Rose Rd,
Grey Lynn

TBC

Cost

$20

$10

$20

TBC
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Saturday 9th
June, 6-9pm

Saturday 7th
July, 6-9pm
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Photos from the Buddy Walk
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Photos from the Buddy Walk
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Photos from the Buddy Walk

Buddy Walk
On Sunday 18th March, our members their families and friends gathered at Tahake Reserve in
Mt Eden to participate in the 13th annual Buddy Walk.
Buddy Walk, which involves a scenic 3.5km walk
around the base of Mt Eden/Maungawhau, is a day
for families to enjoy and celebrate the people with
Down syndrome in our lives. It is always such a
wonderful event and this year again was no exception.
The entertainment kicked off from 9am with music,
food and coffee, followed by a welcome from MC Nik
Brown and ADSA President Natasha Gould, before an
energetic session of JUMP JAM to warm-up.
At 10am the walk was started with a loud blast from
the starter gun, with the super keen and fit running
on ahead and the relaxed families with young ones
in prams and on shoulders bringing up the rear. Less
than half an hour later the leaders crossed the line
to a well-deserved banana and a fabulous certificate
to recognise their achievement, with the last of the
walkers ambling in around 11.30am having had a laidback and social stroll.
The kids proceeded to enjoy the field entertainment
– the bouncy castles, a merry-go-round and farm
animals, face-painting, Alan the Bubble Man, a 5D
cinema, 4x4 jeeps, Captain Crunch the Pirate and
Cornflake the Clown. In addition, there was a special
area for our pre-school children with playdoh, a small
ball pit and plenty of toys including ride-ons and a
mini roller-coaster. Meanwhile the adults lined up for a
sausage or burger from the sausage sizzle, or a plate
of Mediterranean street food from the Mama Tahina
food truck. Also on offer was a selection of cakes,
muffins and sweets from the cake stall, a choice
of cold drinks and uniquely hand crafted gelato by
Mister Gelato.
The on-stage entertainment included the talented
Ukulele Rebels band and, from some of our members
with Down syndrome, two fabulous hip-hop
performances by Miles Cairncross and Jade Laughton,
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an excellent session on the drums by Jeffrey MacLean
and some wonderful song recitals including one from
Aladdin by Emma Ferens. Three of our young adult
members were also involved in making the hard
decision of who would win the ‘dress-up as your
favourite character’ theme prizes for best pre-schooler,
best school age, best adult and best group categories.
Throughout the day you could support the fundraising
efforts by purchasing raffle tickets to go in the draw to
win one of seven grand prizes, bidding on more than
a dozen silent auction items or services and buying a
lucky dip to get a bag of surprise treats. In total nearly
$13,000 was raised from the event, which will go
towards social club events and library resources.
Of course, an event as big and entertaining as this
only comes together with a lot of hard work from a
team of dedicated volunteers. This year we’d like to
specifically thank the Buddy Walk Committee, Kirsten
McDonald, Philip Venables, Jan Cairncross, Rachel
Batters, Karen and Garry Howard and Angela Owen
for everything they did to run this project for another
successful year. We send a big thank you to the 30
plus walk marshals, who kept everyone safe and
heading in the right direction along the route. To all
the student volunteers from Sancta Maria College, Del
La Salle College and Auckland Grammar School and to
our member volunteers for organising and managing
the BBQ, cake stall, merchandise, lucky dip, silent
auction and kids zone. We’d also like to thank Natasha
Gould and Christel van Baalen for their support
before, during and after the event and lastly, to all the
members, families and friends who came, enjoyed and
supported this fabulous day.
To view photos from the day,
visit adsa.org.nz/about-us/buddy-walk.
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Social Clubs 0-12yrs April event
Eight families came together for a fun morning with siblings and parents/caregivers on Tuesday
17th April at the Catholic church hall in Ellerslie.
The weather was fine so the playground, bats and balls and various ride-ons all got used. The paints were
popular with Sebastian, Walter, Alice and Toby, who all enjoyed this activity and Felix was very skilful with
the ribbons.

We need Buddy Walk Committee Members for
Buddy Walk 2019
We need people to step-up and help our community to ensure that we can continue this
wonderful event year-on-year.

Thank you to Evelyn’s sister-in-law Helen for making cups of tea. Helen also came prepared to sew decorative
triangles, so next time we can make pirate hats or something similar for anybody who wants to and make
decorative flags.

Background: The ADSA Buddy walk is the biggest event on the ADSA calendar and has been organised for the
past few years by a team of dedicated parents and friends of children with Down syndrome with support from
the ADSA office. Being on the committee has provided the team with event organisation experience in areas
such as project management, leading teams, fundraising and sponsorship. Some members of the committee
are leaving this year and the remaining committee are looking at succession planning so that this great event
can continue in the future. If we don’t have a committee we will not be able to have a Buddy Walk. We need
people to step-up and help our community to ensure that we can continue this wonderful event year-on-year.

Keep an eye out in our eNews later in June for the details of July school holiday event.

Key areas of skills needed on the Buddy Walk Committee 2019

The bats and balloons were fun, as the balloon travels in different directions and the children loved chasing it
about. It was so good to see Seb walking and gaining more independence.

• Project managing the logistics of the event • Volunteer organisation • Entertainment organisation
• Prizes and sponsorship • Communications and promotional material • Food • Other areas you may be
able to help?
Commitment and Workload for Buddy Walk Committee Members
Meetings for Buddy Walk Committee Members: We would like Buddy Walk Committee members in place by
August 2018 and to meet in November and/or December to confirm roles, outcomes and project deadlines.
From January 2019 we envisage more regular catch-ups to understand progress and to address any issues or
problem areas. These will be fortnightly, and possibly weekly from mid-February onwards, however these will
be kept as brief as possible.
Time expectation: We expect that this will range in effort but no more than 2-5 hours per week depending
on how close we are to the event. There will be some involvement needed on the day of the event however,
we would also like to ensure you can enjoy time with your family and friends on the day also.
Outcome
This is a fantastic chance to be involved with a great event, really help make a difference to our community
and continue enhancing the Buddy Walk day itself.
How to express your interest
If you are interested in helping out, or have any questions, please call or email Philip Venables on 021467121
or email philipvenables1@hotmail.com or Kirsten McDonald on 0277051337 or email kirstmcd27@yahoo.com.
Also, if you know anyone that is not an ADSA member, but would be keen to help, please pass on this
information and these contact details.
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Making her Mark
Madeline Stuart, as the world’s first professional adult model with Down syndrome, is putting
diversity front and centre on the catwalk and inspiring others to achieve their goals, too. By Jane
Albert. Styled by Nicole Bonython-Hines. Photographed by Duncan Killick (VOGUE Australia).
Rosanne Stuart loves nothing more than a girls’ day out
with her daughter Madeline, but as one particular outing began in mid-2015 she realised she may not have
chosen wisely. The pair had planned to see a fashion
parade in their home city of Brisbane, and as they took
their seats beside the catwalk Stuart took one look at
Madeline’s face and knew she had a new dream.
Only a few weeks earlier they’d gone to watch a Rabbitohs match. Sitting in the stands proudly wearing her
Rabbitohs jersey, Madeline became agitated. A keen
football player herself, the then-19-year-old couldn’t
understand why she wasn’t allowed on the field to
compete. It was no different that fateful August morning. As the models began striding down the catwalk,
Madeline turned to her mother and stated: ‘Mum, me
model.’
Madeline isn’t like other people. When she sees something she wants, she goes after it. She has a healthy
sense of self-belief and is intimidated by no-one. She
also happens to have Down syndrome, but neither Stuart nor Madeline has ever seen that as an impediment.
Like many people with Down syndrome, Madeline
struggled with her weight, but aside from that Stuart
saw no reason why Madeline shouldn’t try modelling.
She encouraged her daughter to pursue a healthy diet
and daily gym sessions, pointing out: “If you want to
be a professional be a professional, don’t just expect
something because you look different’ and rewarded
Madeline’s successful efforts with professional hair and
make-up, followed by a photo shoot.
Stuart was stunned with the results. With the support
of her peers in the close-knit Down syndrome community, she created a public figure page on Facebook and
posted a before and after shot. Within days the photo
had been viewed nearly seven million times, resulting
in stories being published in newspapers around the
world from Iceland to Mexico, Cuba and the US. Within
the month she had been invited to walk at New York
fashion week, resulting in Madeline Stuart being one of
the first adult models with Down syndrome to walk in a
fashion show. Indeed she is the first professional adult
model with Down syndrome full-stop. In 2017, the influential Forbes magazine named Madeline number one
for Diversity in the Fashion Industry, for ‘normalising
Down syndrome’. Dozens more runways have followed:
Paris, London, Runway Dubai and Mercedes-Benz Fash-
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ion Week China, among many others. The only person
who wasn’t surprised to have smashed through this
largely impenetrable diversity boundary was Madeline
herself.
“Madeline has been raised every day being told she’s
beautiful and capable. She wouldn’t know what it’s like
not to believe in herself,” Stuart explains, adding her
daughter recently addressed 1,500 people, including
Eva Longoria and Jamie Foxx, after receiving the Quincy Jones
“We have to stop thinking that if we use someone
who’s a bit different in advertising it’s a negative thing
… we have the opportunity to change how we think”
Exceptional Advocacy Award in Denver. Despite dancing
with Foxx for much of the after party, it was the cameraman who really impressed her, as he did the best
dab. “She doesn’t get starstruck. Her role models are
people who are loving and kind.”
If only the doctor who delivered her could see Madeline now. Stuart was 26 when she gave birth to her
daughter in Queensland. Before she could even see the
newborn the doctor had whisked her away to another
room. Staff explained her daughter had Down syndrome, but there were options she could consider. A
former model turned carpenter and building surveyor,
Stuart’s response was: “What’s Down syndrome?” The
doctor told her to leave the baby at the hospital and
start over; pointing out the child would never amount
to anything and would only mature to the mental age
of a seven year old. Stuart took the advice and did
start over, but not in the way he imagined. She shut
the door to the rest of the world and cried for three
days; then gathered herself together, separated from
Madeline’s father and never looked back.
Sitting in Vogue’s photographic studio being tended to
by hair and make-up artists ahead of her shoot, Madeline appears every inch the seasoned professional. And
so she should: this year she will walk in New York, London, Paris and Istanbul, where a designer is creating
a collection specifically to showcase Madeline; and she
will attend various functions in Albania for World Down
Syndrome Day on March 21.
But it isn’t only fashion. In her 21 young years Madeline has represented her state in cricket and basketball
at the Special Olympics, where she met her boyfriend
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of four years, Robbie Streeting; in addition to performing with InsideOutside, the Queensland-based dance
school Stuart founded in 2015 that caters largely for
people with disabilities. Then there are the countless charities Madeline supports, from the Endeavour
Foundation Australia to Step Up for Downs in America;
a documentary from Swedish company B-Reel Productions being released this year and the fashion label
Madeline launched at New York fashion week last February, 21 Reasons Why, with a third line being released
later this year. “The thing with this industry is you have
to keep evolving,” Stuart says wearily.
One of the oldest-known disorders in the world, Down
syndrome is also one of the most under-researched. It
occurs when babies are born with an extra chromosome
21, with varying intellectual and physical disabilities as
a result, ranging from heart defects to impaired vision
and respiratory issues. There are around 15,000 people
in Australia living with Down syndrome and seven million globally.
Not only does Stuart believe her daughter is the first
adult model with Down syndrome to work on the fashion circuit, last year she secured her first sponsorship
for Madeline, with Worldhotels. “She is the queen of
disability in America, because she’s helped change it for
everyone. Any organisation you talk to, they’ll tell you
Madeline is the one who opened the door,” Stuart says.
As Madeline’s manager and mother, Stuart is justifiably
proud of the sponsorship. She is also unimpressed that
the fashion and beauty industries have not been forthcoming.
There is no doubt the fashion industry is finally becoming more diverse, from representing all ethnicities to
booking transgender models and occasionally venturing
beyond the traditional height and weight restrictions.
But when it comes to embracing models with a disability progress is moving at a glacial pace; and those who
have made it fear tokenism.
The Business of Fashion recently noted that 15 per
cent of people globally – 1.2 billion – have a physical
or mental disability, yet you can count on one hand the
number of models who hail from this group. In his 2014
collection Diesel artistic director Nicola Formichetti cast
Jillian Mercado, a model with spastic muscular dystrophy who uses a wheelchair, as one of the models in his
We Are Connected campaign. He was broadly applauded for such a bold, inclusive move, and Mercado was
later signed to IMG Models, going on to model Beyoncé’s apparel line with ads for Target and Nordstrom
following soon after. That same year Danielle Sheypuk
became the first model in a wheelchair to appear at
New York Fashion Week; and in 2015 – the year of
Madeline’s debut – British model Jack Eyers was the
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first male amputee to walk, also at New York fashion
week.
They are all steps in the right direction, provided the
companies and labels working with these models have
their best interests at heart rather than a one-off ‘token’ job, which can be a thinly-veiled grab for publicity.
“In the beginning, when Madeline went viral, she got
two contracts, but people honestly believe they’re doing
her a favour because she has a disability,” says Stuart,
pointing out that smaller designers who don’t have a lot
of money can invite her to walk for them in order to get
their own name out – after all, Madeline has almost one
million followers on social media.
A glance through her Instagram feed depicts a life of
beauty and glamour, and to an extent that’s true. It is
also exhausting and Stuart says she’s never cried as
much as she has in the past two years. While Madeline is continually acknowledged as an international
gamechanger, the one who is encouraging people to
be viewed for what they can do rather than what they
can’t, there is still a long, long way to go. Television
and advertising companies show great initial interest
in Madeline, only to turn away when they realise she
has limited speech, unlike American Horror Story actor
Jamie Brewer, who has Down syndrome but speaks
fluently. Stuart has tried, and failed, to have Madeline
signed to an agency, meaning her pay isn’t always
commensurate with that of other professional models.
“We have to stop thinking that if we use someone
who’s a bit different in advertising it’s a negative thing.
As a society we have the opportunity to change how
we think,” Stuart says, adding that an easy solution
to overcome Madeline’s speech limitations is to use a
voiceover. “One in seven people has a disability. They’re
not going to go away.”
The distress Stuart feels softens when she considers
the global impact Madeline has had. In addition to the
huge number of responses Madeline’s social media
posts constantly attract, Stuart receives regular emails
from people thanking her, often opening up about their
own stories.
“I’ve had people come up to me and say: ‘I’m 30 days
drug-free; if Madeline can do it I can.’ Just the other
day there was a message from a woman who had given
birth to a boy with Down syndrome and says she looks
at Madeline’s Facebook page every day, because it
gives her hope. That’s why we do it. As a society we’ve
become so obsessed with fast cars and big houses
we’ve lost all connection with humanity. And people like
Madeline put the colour into the world.” ■
This article originally appeared in Vogue Australia’s
March 2018 issue.
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ADSA Social Clubs ‘Where young people meet
and friendships are made...’

Photos from the Buddy Walk

Social Clubs – review for Saturday 3rd February 2018
Juniors; 11am-2pm (4 members, 4 volunteers + Grace Cussell facilitating): Saturday’s games day at
Recreate went well, the group was small and volunteer ratio high so we got to focus our attention on making
sure each individual was enjoying themselves, which was really nice. We played SingStar and Buzz and everyone did some drawing too. Nathaniel didn’t come out of his shell too much, but he still enjoyed himself. Sam
did some one-on-one with Nathaniel and his communication device, and that went well. Olivia and Laura both
loved the PlayStation games and were confident, which was great to see. Melissa was a bit quieter, but she did
still participate and rocked out to the song We Built This City. Everyone had a good time.
Young Adults; 6-9pm (17 members, 4 volunteers + Andrea facilitating): We had an awesome night in
at the Recreate offices jamming out to SingStar, playing board games and eating a delicious roast dinner. Many
participants attended the evening that did not RSVP, so luckily there was more than enough food. SingStar was
a huge hit as were the games such as Monopoly, Cluedo and the balancing sticks. It was a really great night
with lots of social interaction, with everyone participating in something and having fun over the evening.
Social Clubs – review for Sunday 4th March 2018
Round the Bays, 10am-1pm: Our day at Round the Bays, run by Andrea Lim, was a great day. The crew
started from the half-way point at Okahu Bay in Orakei and walked the course from there to the end. Andrea
reported that spirits were high, and everyone did an amazing job walking the course. It was definitely a good
idea to start from half-way as it is otherwise a long walk and we still needed to get back to the van at Orakei at
the end of the event, which was rather difficult. We had nine participants sign up for the day, which was great.
The post-walk set-up at Madills Farm was awesome and the Down Right Perfect t-shirts all looked fabulous. We
also had a few Recreate staff running in the event, with their t-shirts on too. We all had a wonderful day.
Social Clubs – review for Saturday 7th April 2018
Juniors; 11am-2pm (6 members, 2 volunteers + Amy facilitating): We had an awesome morning with a
great group. We went to the movies at Sylvia Park and saw the new Peter Rabbit movie. Shortly after we got
into the movie the fire alarm went off! This put us about 30 minutes behind schedule and caused quite a bit
of anxiety in the juniors with a few refusing to leave the cinemas. However, after the drill was over we got to
enjoy the rest of the movie and here were lots of laugh out loud moments and a few new Peter Rabbit fans.
Young Adults; 5-9pm (17 members, 4 volunteers + Andrea facilitating): Because we had to move
the night forward an hour earlier to be in time for the movie, we decided to go to Garrisons for a pizza dinner
instead of the usual dessert after the movie. The group decided that we would see Peter Rabbit, and everyone
knew we were there with lots of roaring laughter throughout the whole movie, afterwards, many of the public
commented that it definitely made their movie experience even funnier.
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The Auckland Down Syndrome Association thankfully acknowledges the following funders:
Foundation North – Grassroots Trust – Southern Trust
COGS – Lottery Grants Board

Lottery Grants Board
2011/2012

a positive difference
ealand Communities

Lottery Grants Board
FUNDS FOR YOUR

COMMUNITY

If unable to be delivered please return to
PO Box 132033, Sylvia Park, Auckland 1644.
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