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What a fantastic event, despite several participants 
pulling out due to illness, the winter blues didn’t stop the 
rest of us from having a great night. Our guest DJ, Dan 
aka DJ Spin from Tauranga, provided the entertainment 
for the evening and didn’t disappoint.  

It was awesome to have Dan at this event as he happens 
to have autism. There was also an abundance of food, 
decorations and even a face painter. Plenty of volunteers 
also meant the night ran smoothly.

On Sunday 3rd July, Recreate NZ hosted our annual mid-winter combined Juniors and Young 
Adults social event that 21 members attended, along with Grace Cussell, Amy Mauer and 
seven volunteers.
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Juniors; 1-4pm: Mandela My Life: The Official Exhibition (3 members, plus Grace facilitating): This 
month the Juniors were lucky enough to catch the Nelson Mandela exhibition at Eden Park just before it closed. 
There was so much to see, and everyone loved listening to his life and journey in the sound booths and other 
interactive displays. We wrapped up the afternoon back at the Recreate space with afternoon tea and a movie.

Young Adults; 6-9pm: Making Pizza (20 members, plus Grace facilitating): The crew took over the Recreate 
space for the evening and aided by our awesome intern and volunteers, they all created their own a bespoke 
pizza that we enjoyed for dinner. There was lots of chatter and ABBA sing-a-longs shared throughout the 
evening.

Juniors; 1-4pm: Auckland Museum & Domain (6 members, plus Grace facilitating): Spring has arrived, so 
the Juniors had a lovely sunny get-together this month. We explored the Auckland Museum, walked through 
the Domain and had some treats at the beautiful Wintergarden Café, yum. We loved hanging out together in 
our beautiful city.

Young Adults; 6-9pm: Megazone Mt Wellington (17 members, plus Grace facilitating): We had a wild time 
at the Megazone on Saturday night. We tested our talents at laser tag and mini golf, then took a stroll down to 
Better Burger at Sylvia Park. We turned the restaurant into a dance party and shared some delicious burgers 
and fries. It was such a fun evening.

Juniors; 1-4pm: MOTAT: Due to the school holidays only two members RSVPd for this event therefore it was 
cancelled. The two members who RSVPd were over 18, so they joined the Young Adults group in the evening, 
which they were happy with.

Young Adults; 6-9pm: Dinner and Stardome (19 members, with Ben facilitating): We had an awesome 
time together at the Recreate Offices, sharing good company and pizza. We then all jumped in the Recreate 
vans to head down to the Stardome, where we saw an amazing display of the night sky in the Planetarium. 

Social Clubs – review for Saturday 3rd August 2019

Social Clubs – review for Saturday 7th September 2019

Social Clubs – review for Saturday 5th October 2019

ADSA Social Clubs ‘Where young people meet 
and friendships are made...’
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New Parent/Member Contacts

Contact for new parents: Philippa Smyth, 021 025 025 95, philippasmyth73@gmail.com

Contact for all members: Paula Beguely, 09 527 0060 (Tuesday only), 021 247 2966 or  
clo@adsa.org.nz

Contact for Chinese speaking parents: Judy Sun, 09 479 8960 or 021 686 708,  
judy.yingsun@gmail.com

Contact for Japanese speaking parents: Chie Hashimoto, 09 948 2463 or 021 115 7699,  
chieh80@msn.com

Committee Members
Chairperson: Angela Owen, 027 605 4496, chairperson@adsa.org.nz

Vice Chairperson: Philippa Smyth, 021 025 025 95, philippasmyth73@gmail.com

Treasurer: Tom Beguely, 027 706 4899, treasurer@adsa.org.nz 

Secretary: Paula Beguely, 021 247 2966, secretary@adsa.org.nz

Committee member & representative on the New Zealand Down Syndrome Association (NZDSA)  
Governance Committee: Diane Burnett, 022 034 6475, editor@adsa.org.nz

Committee member: Matt Cameron, 021 045 9854, mattyc1@windowslive.com

Committee member: Maia Faulkner, 021 069 3895, mfau002@gmail.com

Committee Meetings are typically held on the third Wednesday of each month at 7.30pm at our offices, Level 3, 45 
Mt Wellington Highway. If you wish to present something to the committee, please contact Angela Owen (president) 
the week prior so that time can be allocated on the agenda and your attendance confirmed. Meetings for the next 
quarter are on Wednesday 16th October, Wednesday 20th November, Monday 9th December 2019.

Employees

Community Liaison Officer (part-time): Paula Beguely, 09 527 0060 (Tuesday only), 021 247 2966 or  
clo@adsa.org.nz

Social Media & Library Officer (part-time): Deanne Douglas, 09 527 0060, library@adsa.org.nz

Office Assistant (casual): Emma Ferens, 09 527 0060

Outlook Editor 

Diane Burnett, 022 034 6475, editor@adsa.org.nz

Deadline for copy for the next Outlook newsletter is 10th January 2020. Inclusion depends on available space so 
please get your items in as early as possible to: editor@adsa.org.nz or clo@adsa.org.nz

Chairperson’s Report
Spring seemed to be giving way to summer early, then 
the weather came back with a vengeance this month. 
It’s the season for change, for farewells and new 
beginnings.

This is my first report for Outlook, since taking on the 
Chairperson’s role from Natasha Gould in September. 
In chronological order, I’d like to say some farewells 
and thankyous. At our AGM in September, Natasha 
Gould and Jan Cairncross stepped down from the 
committee. Natasha had been Chairperson since 2015, 
and prior to that was Secretary from 2010-2015. Jan 
came on committee in 2015 and was the Auckland 
rep on the New Zealand Down Syndrome Association 
governance committee in 2016, in addition to being on 
the Buddy Walk committee for several years. I would 
like to thank them both for their hard work and for 
giving their time so generously. I’d also like to thank 
their families for supporting them in their roles. We will 
miss their knowledge and experience. Thank goodness 
they’re both only a phone call away, and I can pick 
their brains at our kids weekly Cheerleading practice.

On the plus side we’ve got a great new committee 
(you can read their bios in this issue) and I’m looking 
forward to working with them all.

Then came the phone-call on 24th September. 
Christel’s news about her daughter Renee having 
leukaemia came as a great shock, and over the 
following month as Renee started treatment Christel 
worked through and reached the decision that she 
needed to resign to be able to look after her and her 
family. We are very sad that this has happened, and we 
will do our very best to support Christel, Ant and Renee 
through their journey.

I’d like to acknowledge Christel’s dedicated contribution 
to this organisation. She took on the Community 
Liaison Officer (CLO) role in 2006, and prior to that was 
on committee as the Chairperson. She was the driving 
force that set-up and ran Buddy Walk for ten years and 
alongside Rachel Price, Christel helped develop and run 
the Success in Schools education course, supporting 
its progression to where it is today. Thankfully, she has 
very generously offered to still be contacted for advice 
and support, and we very much appreciate her offer – 
we promise to wean ourselves back from daily, to twice 
weekly, to weekly queries. Thank you, Christel, you will 
be missed.

In the interim, Deanne has stepped up her hours to 
help where she can, and Paula Beguely will now be 
working one day a week to provide some temporary 
cover until we get extra resource. Evelyn Leech is also 
helping in the office with some of the administration 
tasks. The management committee is reviewing how 
we structure our staffing resources and will provide 
updates as they come to hand.

In other news we had a very successful Success in 
Schools course in August and as it coincided with 
Kirsten McDonald’s wedding, I put on my big girl 
pants and very bravely offered to facilitate, but am 
very happy to say that Kirsten promises to take back 
the role next year. Issy (my 11yr old daughter) and I 
attended the NZDSA Ball on the 2nd November. It was 
great to see new and old faces, and everyone having 
a fabulous time. I’m now looking forward to seeing 
everyone at our annual children’s Christmas Party at 
Butterfly Creek on 8th December. 

By the way, if anyone has any potential budding 
cheerleaders, we’re always looking for new members 
– Sundays 10.30-11.30am at All Star Cheersport in 
Glenfield, 62B Diana Drive, Glenfield.

Cheers,

Angela
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Your ADSA Management Committee for 2019/2020

Your Team in the ADSA Office

Angela Owen, President

I live in Riverhead on a lifestyle block with my husband Nigel and daughter Issy, who’s 11, but 
can’t wait to be 12! Nigel, who had a lovely hiatus as a stay-at-home dad last year, is back in 
the IT industry working for Lenovo. Issy goes to our local primary school and is very keen on 
Mama Mia, still. She does gymnastics with TriStar once a week, is part of a cheerleading group 
on the Shore, and we’re just contemplating joining the Touch Compass dance programme. I 
work as a contract accountant for a food technology company in Mt Wellington. I enjoy horse 
riding when I can, and yoga to try to keep my body working properly so I can continue to ride! 
I’ve been on the ADSA committee for six years. I enjoy the camaraderie, the feeling of giving 
back, the friendships I’ve developed, and the learning I get from it.

Philippa Smyth, Vice President

I’m mum to four boys and live with my husband in Glendowie. Our youngest son, Oscar was 
born a with T21. And while his diagnosis took us by surprise, he is an adored addition to our 
family. Oscar is much doted on by his older brothers. Apart from the busyness that results from 
having four boys I also work part-time in shipping. I’m volunteering for the ADSA with the hope 
of helping and encouraging others as their journey with a baby with Down syndrome begins.

Tom Beguely, Treasurer

I live on the North Shore with my wife Paula and our two daughters, Harriet (6) and Charlotte 
(3). At the moment it seems like I spend most of my time singing Wiggle’s songs and acting 
out scenes from the Sound of Music. I also manage to fit in a bit of football (playing for Albany 
United and watching Tottenham Hotspur), and when I am not at home, football, or doing the 
weekly Pak’n’Save shop, you’ll probably find me working at Fonterra in Auckland’s CBD. Since 
the surprise of Charlotte’s Down syndrome diagnosis three years ago, it has been a steep but 
enjoyable learning curve. This year I have decided to join my wife on the ADSA committee, to 
both continue my learning and to contribute to the community that has helped our family over 
the past few years. The monthly committee meeting will also likely double as our date night!

Paula Beguely, Secretary

I am at stay at home mother to two beautiful girls, based in Birkenhead on the North Shore.  
My husband and I both grew up on the North Shore. Before becoming a mother, I worked 
for Hasbro (a toy company), and prior to that in the apparel industry. I am also a musician – 
although my skills have been made redundant thanks to the wonder of “The Wiggles”.

Our T21 journey started when Charlotte was born in July 2016 – and since then we have met 
many wonderful families and support people. I am volunteering for the ADSA so that I can 
make a contribution to this community, and also to learn more from families of older children.

Diane Burnett, Committee Member

I live on the North Shore with my husband Brad and our three children, Jada (8yrs), Marlowe 
(6yrs) and Ivy (4yrs). I have been involved with ADSA since Jada was one, initially on the 
committee until Marlowe was born, as Outlook Editor from 2013-present, then back on 
the committee in 2017. I am also the Auckland representative on the New Zealand Down 
Syndrome Association governance committee, which meets bi-monthly in difference locations 
across NZ. I joined both committees to be more involved with our wider community, to be 
in the know and up-to-date with what is going on in Auckland and across New Zealand in 
education, health, employment, recreation and more, and to help support and communicate 
new and existing initiatives to our members.

Deanne Douglas, Social Media and Library Officer

I have been working part-time in the ADSA office since 2016. Although I don’t have a personal 
connection with DS, I have been warmly welcomed by the community. I enjoy family bike rides 
with my husband Nick and our two children, Macey (13) and Ed (9); and once a week I like to 
take part in a yoga class. My background is in print and web design and I am studying towards 
a communications diploma. I have a keen interest in effectively connecting with our members 
and the public through digital media and engaging web content. My studies are on hold this 
year as our family are fostering a beagle puppy (Milo) who will become a detector dog for 
the Ministry for Primary Industries, so most of my spare time is currently spent taking Milo to 
Auckland malls to ride the escalators and elevators!

Emma Ferens, Office Assistant

I am Emma Ferens I live in a flat in Mt Albert and I am 31. I am a very strong independent 
women, I am looking for a job that suit me in my amazing life, I am a very hard working 
lady and I can do everything, so in my personalities I love doing office work and being on 
computers, paperwork, taking messages and talking to people on the phones. I am very smart 
of doing other things, I do need clear Instructions if I need help I will ask Christel or Deanne to 
help me to do more things. 

Matt Cameron, Committee Member

My name is Matt Cameron. My partner and I live on the North Shore with our son, Reid. Reid's 
T21 diagnosis was a surprise to us at birth, and since November 2018 we have been on a 
journey of discovery to learn all about T21. We have been warmly welcomed by the ADSA 
community and are enjoying making connections and learning from the experiences of others 
as we navigate our new life as parents and as parents of a child with Down syndrome.   

Maia Faulkner, Committee Member

Kia Ora my name is Maia Faulkner and I live in Mt Wellington. My son Kaiden is five years old 
and has just started school. I joined the committee to support other families with a child with 
Down syndrome as our family has been the lucky recipients of so much friendship, support and 
advice I would like to offer this to others going along on a similar journey. We are just back from 
a lovely family week on the Gold Coast where Kaiden and I met Wonder Woman!

Locsin family settling into their new home
The Locsin family recently moved to California, where their son Timmy is settling into his new 
school.

“I wanted to share Timmy’s school experience with you. Selected elementary schools in California have a section 
for special education for children with disabilities. They are picked up and dropped home by bus. Timmy will be 
assessed in the next 90 days and it will be decided if he goes to a mainstream classroom at Woodcrest Elementary 
School, where he is now part of the special ed classroom. They will make his individual education programme 
(IEP), and included in the programme is a guidance counsellor, therapist and special nurse. Timmy seems 
enthusiastic and eager to go to school every day.”

“I hope you enjoyed my short update.”

By Grace Locsin



ADSA Community Service Award
At the Auckland Down Syndrome Association AGM in September, Committee Members Pip Smyth 
and Paula Beguely presented two very deserving recipients with this award.

The Community Service Award is to recognise people 
outside of our organisation who go above and beyond 
the call of duty to assist our families and people with 
Down syndrome. This year the award was presented to 
Margaret Davidson and Marjorie Blakeley from the Music 
& Fun Playgroup in central Auckland.

This group has been a meeting place for many 
families over the past six years, providing a wonderful 
support network for new parents – many of whom 
start attending when their child is just six-months old, 
sometimes continuing until they start school. We all 
know that the path less travelled is not always smooth, 
and for many new parents, starting this journey can 
feel lonely. Meeting parents on a similar journey is so 
valuable, and many lifelong friendships have started at 
this group. The music is specifically tailored to the needs 
of the childfen, as are the toys and play equipment – 
and parents are also able to enjoy cups of tea, coffee 
and treats served by regular helpers. Margaret, Marjorie 
and their team of wonderful volunteers do all this out of 
the kindness of their very big hearts.

Margaret’s acceptance speech

Thank you for this award. Marjorie and I are both 
delighted to be here today and to meet many of you that 
have only been names on an email. And thank you for 
the opportunity to speak. I thought I

would give you a little history of the playgroup.

The Music and Fun Playgroup was a germ of an idea 
that I had when I was still working as a paediatric 
physiotherapist and a neurodevelopmental therapist at 
the Central Auckland Child Development Team, which 
was part of the Auckland District Health Board. 

When I retired in early 2013, I ran the idea of a music 
playgroup past Sally Rayner, mother of George and 
Rachel Batters, mother of Harry. They were both very 
enthusiastic.

We started off in a dark, sunless room at the Community 
of Saint Luke in Remuera on the 13th of July 2013, 
with about five children of varying abilities and ages, 
and with a great selection of quality toys. Sally and 
Rachel had asked all their friends if they had any toys 
that they no longer needed and together with those 
that I owned from my neurodevelopmental practice we 
amassed a great collection. The following year, again 

with the help of Rachel, we put together an application 
for a grant from the Wilson Home Trust for some gross 
motor equipment which the children could climb on. 
Sally also donated a wooden climbing frame, which we 
often use outside. I have to say a special thank-you to 
Sally and Rachel for their enthusiasm and energy as we 
established the playgroup and their ongoing support as 
part of the coordinating group for several years.

Four months after starting the group we progressed to a 
lovely, sunny room, with our own tea and coffee making 
facilities. As the group grew it was clear I needed some 
volunteers, some of whom were my colleagues at the 
Child Development team. The volunteer group grew 
to six and I would like to acknowledge their important 
contribution to the hospitality and smooth running of 
playgroup.

Marjorie Blakeley, my colleague here today, a retired 
Speech and Language Therapist, joined the team 
about eight months after the group started. From the 
beginning, Margie Sadler, a delightful older member 
of the Community of Saint Luke, provided homemade 
baking every playgroup. Sadly, Margie had to retire a 
couple of years ago due to poor health. As the Playgroup 
grew it became

apparent that the children younger than 18 months had 
different needs and needed different

music, so in 2014 we started the afternoon baby group. 
Most children who come to the playgroup have Down 
syndrome but there are and have been numerous other 
children with a wide variety of diagnoses.

Our musical instruments have been donated or 
are homemade. The best drums are formula tins! 
Drumsticks were generously made and donated by the 
grandfather of Chloe Steenson. Sally and Rachel were 
also very generous in donating other items such as the 
parachute, books and music. We have a wide selection 
of recorded music from many sources, alongside 
guitar music provided by Margaret Blakeley, one of our 
volunteers, flute music from Paula Beguely, mother of 
Charlotte, and piano music from Viv Alborough, mother 
of Erika. At our Christmas party we all sit in awesome 
silence as we listen to Paula, her twin sister Sarah, 
and Viv play 'O Holy Night'. They are very talented 
musicians.

Apart from my special thanks to Marjorie for all her 
enthusiasm and professional expertise, I would like 
to acknowledge the considerable contribution of our 
volunteers, Margaret Blakeley, Trish Pingram (retired 
PT), Rae Barnes, Kay Spencer (retired OT), and Bridget 
Hulls. We all love to come to the playgroup, which is 
run fortnightly during term time, and see the wonderful 
changes as the children develop and learn new skills. 
We delight in the recognition on the faces of each child 
as we begin our session with the hello song. We rejoice 
as a child stands up all by themselves for the first time. 
Wewatch with wonder the spontaneous love shown 
from child to child. I was very touched recently when 
Oscar, Pip’s little boy, came and gave me a big cuddle 
after singing a song. We also note the huge amount of 
Parent-to-Parent support that develops in the group. 

I would also like to thank the Community of Saint 
Luke for providing the lovely room in which we meet 
each fortnight, and for the coffee, tea and milk, free of 
charge. We ask for a gold coin donation from parents, 
which is given to the Community of Saint Luke as a 
donation.

Margaret Davidson, 15 September 2019
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Photos from the October Coffee Group MorningWelcome to the Baby Music Playgroup
Baby Music Playgroup is for babies with special needs aged 0-18 months.

Welcome to the Music & Fun Playgroup
Music & Fun Playgroup is for children with special needs aged 18 months to five years.

This group provides an opportunity for the babies to enjoy music and developmental activities with their parents/
carers in a supportive environment with retired paediatric therapists. It also gives parents/carers a chance to meet 
and talk with other parents with young babies.

When:  1-2pm, every 2nd Wednesday during the school term. 

Where: Courtyard Room, Community of Saint Luke, 130 Remuera Rd, Newmarket.

What to bring: A blanket for your baby to lie on and a gold coin koha for tea/coffee and use of the room.

For further information contact: Margaret Davidson: nzmargaret@gmail.com 

Term dates for 2020

This group gives children and their parents/carers the chance to play and socialise in a fun and supportive 
environment. Music is an important part of the group. Run by retired paediatric therapists and parents.

When: 9.45-11.15am, every 2nd Wednesday during the school term.

Where: Courtyard Room, Community of St Luke, 130 Remuera Rd, Newmarket.

What to bring: Morning tea for your child and a gold coin koha for tea/coffee and use of the room.

For further information contact: Margaret Davidson: nzmargaret@gmail.com 

Term dates for 2020

Term 1 Term 2 Term 3 Term 4

Wednesday 5 Feb Wednesday 29 April Wednesday 22 July Wednesday 14 Oct

Wednesday 19 Feb Wednesday 13 May Wednesday 5 Aug Wednesday 28 Oct

Wednesday 4 Mar Wednesday 27 May Wednesday 19 Aug Wednesday 11 Nov

Wednesday 18 Mar Wednesday 10 June Wednesday 2 Sept Wednesday 25 Nov

Wednesday 1 April Wednesday 24 June Wednesday 16 Sept Wednesday 9 Dec

School holidays  
10 April – 27 April 

School holidays  
4 July – 19 July

School holidays  
26 Sept – 11 October

Happy Christmas  
to Everybody

Term 1 Term 2 Term 3 Term 4

Wednesday 5 Feb Wednesday 29 April Wednesday 22 July Wednesday 14 Oct

Wednesday 19 Feb Wednesday 13 May Wednesday 5 Aug Wednesday 28 Oct

Wednesday 4 Mar Wednesday 27 May Wednesday 19 Aug Wednesday 11 Nov

Wednesday 18 Mar Wednesday 10 June Wednesday 2 Sept Wednesday 25 Nov

Wednesday 1 April Wednesday 24 June Wednesday 16 Sept Wednesday 9 Dec

School holidays  
10 April – 27 April 

School holidays  
4 July – 19 July

School holidays  
26 Sept – 11 October

Happy Christmas  
to Everybody
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Down Syndrome: Success in School  
Education Course
Monday 9th and Tuesday 10th March 2020

Welcome to Leisel Shepherd, Nutrimetics  
Consultant
If you would like to meet me and see our gorgeous range of products, I would love to meet you!

We present our two-day ‘Down Syndrome: Success in 
School’ education course twice a year, first in March 
and again in August. The course is especially designed 
for teachers, teacher’s aides, SENCOs, specialist staff 
and parents/family/whanau. It provides both theoretical 
and practical information on the best way to support 
children with Down syndrome and learning support 
needs to engage and achieve in education. The course 
hosts a variety of presenters including three who 
have doctorates in their chosen field, two who are 
experienced teachers and parents, and one who is a 
mum to a five-year-old boy with Down syndrome who 
is passionate and highly engaged in supporting a better 
education for our children. In addition, both days host a 
young adult with Down syndrome to share some of their 
experiences at school and in life, their achievements 
and to give their thoughts on how to make school more 
inclusive and valuable for students with Down syndrome 
and learning support needs.

The course aims to provide basic information and skills 
to attendees specific to educating students with Down 

syndrome and learning support needs and covers 
topics including the learning profile of students with 
Down syndrome, inclusion, use of visual supports and 
strategies to support learning in the inclusive setting, 
numeracy, literacy and how to adapt the curriculum, 
narrative assessment, and behaviour and friendships.

The next course will be held on Monday 9th and Tuesday 
10th March 2020 at Waipuna Hotel and Conference 
Centre. The cost is $350 (GST inclusive) per person. 
Morning and afternoon tea and lunch provided.

Family rate: Our family rate is $150 (GST inclusive) per 
person. ADSA provides 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.

Please visit adsa.org.nz/about-us/courses for the course 
timetable, presenter profiles and booking form or 
contact the office on 09 527 0060 or email  
clo@adsa.org.nz

Hi my name is Leisel and I am 20 years old. I went to 
Orewa College where I graduated at the end of last year. 
I still live at home in Red Beach with my mum Brenda, 
my dad Paul, little brother Hunter and my cat Trixie. 
My big brother Alex lives in Ohakea as he is in the Air 
Force. I like horse riding, dancing and baking. I play 
special Olympics swimming and ten pin bowling.  

Me and mum started my job last year as an Independent 
Nutrimetics Consultant. Neither of us had done anything 
like this before so it’s a big learning curve for both of 
us but we are having such a great time. I am having 
so much fun meeting lots of lovely people and learning 
about business and social media. My speech has 
improved a lot and I feel much more confident.

We have amazing products for all the family. With 
ranges of skincare, makeup and homecare. Our 
products are all plant based, cruelty free, no nasty 
chemicals and over 80% of our skincare is made right 
here in Auckland. Most of our products are vegan 
friendly with only a few containing bee products. 
Nutrimetics has been a trusted NZ/Australian brand for 
over 50 years.

Mum and I do lots of skincare treatments for lovely 
ladies (mostly) either in your home or ours or I love 
get togethers in cafes and bars to show and feel our 
gorgeous products (because I get to have cake!) We 
have done lots of travelling around the country doing 
events and product launches and mum has been to 
Australia and Croatia. I am going to the Conference on 
the Gold Coast in February, can’t wait!

My favourite product is Nutri-Rich Oil, which has a 100 
apricot kernels in every jar. It has so many uses for 
everybody from babies to granddads. This is our most 
popular product with one being sold in NZ and Australia 
every 5 minutes.

I have lots of happy customers and even more home 
shopper VIPs who have their own accounts. I love doing 

videos showing our latest and greatest products and 
wow check out fantastic Xmas gift range.  

I have a facebook page/blog Leisel’s Life and my business 
page Leisel Shepherd Nutrimetics where I showcase all 
our products. I also have an Instagram a/c Leiselslifenz 
and my website is nutrimetics.co.nz/leiselnz

In my spare time I do riding with North Shore RDA, 
dancing, swimming and I am hoping to get a part-time 
job in a local café soon. I am very helpful for my mum. 
Now my jobs are dusting, washing folding, sweeping up 
the leaves and looking after my bathroom and bedroom. 

So, if you would like to meet me and see our gorgeous 
range of products, I would love to meet you! Or you can 
buy directly online. AND for November and December 
10% of my sales are going to the UpsideDowns Education 
Trust. So, because everybody needs Xmas presents, why 
not buy off me and help this awesome charity. Thank you 
for reading about me – LOVE from Leisel xxx

And a word from mum.

Leisel’s joy for life and her humour melts my heart 
every day. We have had a fantastic year or so with 
starting our new business. Leisel has grown up so 
much and it is great to see how supportive everybody 
has been – right from Nutrimetics top management in 

Here is some recent feedback from our August course:

‘I learnt so much in Jude’s session and I will use a lot of her information to work with students going forward.’

‘Wow, there was so much to think about and to reflect on.’

‘Excellent!’

‘If I could rate Sally’s presentation higher, I would. Every teacher should be given the opportunity to hear her speak.’

‘I particularly appreciated the practical ideas, everything Fiona shared was time friendly and effective.’

‘I like that it covered all the topics that affect/impact students with DS. I especially like that it included guest 
speakers with DS.’

‘I learnt so much and came away with more understanding, new strategies and tools. I would highly recommend  
this course!!!’

‘You know it's great PD when you come back to school with so many ideas, you don't even know where to start!’

Australia to all our friends and family and the countless 
new friends we have made. Not bad for a baby we were 
told to terminate at 20 weeks! Sure we have had our 
challenges over the years – two open heart surgeries 
and the containment of a compulsive runner and the 
usual school ups and downs. But yay we all survived 
and enjoying this next phase in our lives. Speech 
language is so important so if you get the chance 
for some USE it. Leisel has always had the subtitles 
on anything she watched on TV (did this herself at 

a very young age) and I believe this has helped her 
understanding and vocabulary immensely. Also, if you 
can, buy the Dr Seuss book Mr Brown Can Moo and read 
it constantly to your cherubs. It has every sound and 
exercise your mouth needs for speech and as they are 
very visual learners, they watch you making the sounds 
and copy. Anyhow I hoped you enjoyed reading Leisel’s 
story so far. Check her out on facebook or, if anybody is 
interested in joining us in our business or just grabbing 
a product or two we would love to hear from you.



 Participants Needed! 

  

Who: Anyone 10 years or older with Down syndrome is invited to participate. 

What: Participants will receive a thorough corneal assessment to 
specifically determine how common and severe keratoconus is in 
individuals with Down syndrome. The visit will take 
approximately 1 ½ hours. 

In keratoconus, the cornea undergoes a shape change like in the 
picture. Overtime, this can lead to progressive vision loss. 
Corneal collagen cross-linking is a treatment that may slow down 
or stop keratoconus, which in term prevents further vision loss. 

If keratoconus is detected, we will inform the participant and 
their parent, guardian or support person. Repeat visits are 
required to check if the keratoconus is getting worse. If it is, a 
referral will be made for treatment with corneal collagen cross- 
linking.  

Cost/Benefit: The participant will also receive a general vision 
and eye health check. This is a research project being conducted 
as part of a PhD so all appointments are free of charge. If corneal collagen cross- 
linking is required, it is fully funded through the public health system in Auckland. 

Where: University of Auckland, Grafton Campus, Auckland 

For more information or to book an appointment to participate, please contact 
Joyce Mathan: joyce.mathan@auckland.ac.nz 

    +64 9 373 7599 ext. 85017    Our team 
                                     Joyce Mathan  

                                                                                                           Dr Akilesh Gokul, Dr Samantha Simkin 
                                                                              Professor Charles McGhee, Professor Dipika Patel  

    This study has been approved by the Health and Disability Ethics Committee 18/NTA/192 

Keratoconus in 
Down syndrome 

project 
This first in New Zealand eye study has started and we are recruiting 

research participants now! Most individuals with Down syndrome are eligible 
to participate.  Contact us to arrange an appointment! 

No Keratoconus

Keratoconus
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NZDSA Youth Development Camp & Ball
This year’s NZDSA Youth Development Camp was held at the Vaughan Park Retreat Centre in 
Long Bay at the beginning of November and was again a huge success.

Participants enjoyed abseiling, archery, painting, bowling, dancing, and most importantly, the company of many 
new friends. An added planned bonus was the Inaugural NZDSA Ball, which was held at the Remuera Club on the 
Saturday night. The Mermaids Dance Band performed an ABBA tribute with all the hits, which over 160 people 
attended, booging into the night. The evening was a great success and NZDSA members are keen for another similar 
event next year, so keep an eye out in the fortnightly NZDSA newsletter for information.

The NZDSA wants to thank Southern Stars for supporting this unique camp experience for our young people to grow 
their confidence and make new connections. Every region can nominate one participant 18 plus, so if you know 
someone interested in attending next year, or in the years to come, contact your local rep (Auckland, Diane Burnett, 
email auckland@nzdsa.org.nz) or email Linda te Kaat, NZDSA National Administrator nzdsai@xtra.co.nz. Just make 
sure your NZDSA membership is up to date as parents/carers must be a financial member for two years prior to 
applying/attending.

The NZDSA would also like to thank The Mermaids Dance Band for kindly donating their time to perform for our 
members and our wider community.
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Warkworth artist reaches finals of art award
A class for artists with intellectual disabilities has seen one of its participants achieve national 
recognition for her work.

Julia Quelch was one of 30 finalists in the annual IHC 
Art Awards.

Julia flew to Wellington for the awards gala event last 
month, and although her painting, Forest Fairy, failed 
to win an award, it subsequently sold at auction for 
$245.

Her mentor Ursula Christel says Julia used delicate 
blue washes to create soft layers of colour on paper 
for Forest Fairy, creating a painting that exuded an 
ephemeral mood.

“Julia's works are always minimal and light, reflecting 
the gentleness of her personality,” she says.

Ursula is a painter, sculptor and printmaker herself and 
opened up her studio last October to guide artists with 
intellectually disabilities from various homes across 
the Mahurangi area. Her art class meets on Thursday 
mornings. Ursula says she doesn't force participants 

to do things in a certain way, but instead helps artists 
find their own niche. “Some are instinctively colourists, 
some love to work with line, some love paint and some 
love three-dimensional objects,” she says.

She says unlike most people, those with intellectual 
disabilities are not self-conscious about their work. 
“They are freer and looser and less restricted and 
judgmental about their own work. Because of this they 
develop their own style and energy,” she says.

In addition to developing their artistic talents, Ursula 
says the class is also a wonderful opportunity for 
participants to get out of their respective homes and 
socialise with one another. “The carers step back and 
let the artists do what they want to do. Just like other 
adults in any other art class,” she says.

From Local Matters, your local community newspapers 
in Auckland’s North.
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The Congratulations video is part of a series of video 
conversations with families with young children with 
Down syndrome sharing messages that they wish they 
heard when their babies were born, and about the joy 
their child has brought to their families.

“Parents with a new baby with Down syndrome will have 
their ups and downs like any family trying to adjust to a 
new arrival in the house,” says NZDSA National Executive 
Zandra Vaccarino.

“Some parents may have questions about what lies 
ahead and we hope these videos will answer these 
questions and provide guidance which will reassure them 
that things will be okay, even better than ok, but above 
all, we want to remind new parents to celebrate and 
enjoy having a new baby,” says Mrs Vaccarino.

Congratulations and Couch Conversations with Parents 
are available on YouTube for parents and their whānau 
or friends and will also be part of the We Welcome 
Your Baby information pack that the NZDSA supplies 
to new parents, health professionals and its regional 
representatives.

Mrs Vaccarino says that new parents tell the NZDSA 
that the first few days and weeks after a baby has been 
diagnosed with Down syndrome can be unnecessarily 
stressful, because health professionals tend to medicalise 
the arrival of babies with Down syndrome and present 
parents with a list of potential medical issues their 
child may encounter during their life. Most of the time, 
these issues never actually materialise but having the 

conversations causes needless stress and fear.”  

“Sadly, the initial conversations between health 
professionals and parents are not about celebrating the 
arrival of the baby or talking about what their day-to-
day lives with Down syndrome will be like and how much 
joy the parents will get from their child, because usually 
health professionals will simply have no idea.”

Mrs Vaccarino says that hearing the stories from other 
parents who have walked in their shoes will give the new 
parents different perspectives to consider and provide 
encouragement for what lies ahead.

“It will also show them that they are part of a bigger 
welcoming community that support each other.”

During this Down Syndrome Awareness Month, 
organisations and individuals around the globe will 
remind their communities that people with Down 
syndrome can have wonderful, fulfilling lives and be 
valued members of any community.

The Congratulations video and the seven Couch 
Conversations videos can be viewed and shared on 
the New Zealand Down Syndrome Association website 
nzdsa.org.nz or on the New Zealand Down Syndrome 
Association YouTube channel.

For more information please contact:

Linda te Kaat, NZDSA National Coordinator.  
Phone: 0800 693 724 (ext 2). Email: nzdsai@xtra.co.nz

New video to celebrate new Kiwi babies with  
Down Syndrome 
The New Zealand Down Syndrome Association (NZDSA) has today launched a new celebratory 
video for new parents to mark the start of the Down Syndrome Awareness Month.



The idea came from her daughter Harriet’s school, 
which was using an online auction platform alongside its 
quiz night fundraiser. Being a busy mum of two young 
children, Paula thought that hosting an online auction 
would be a cost-effective and easily promoted way of 
raising the funds needed for the camp. 

These days, most people are active on social networks 
and savvy across the internet including buying and 
donating through different payment platforms. And 
because we need to raise funds now, to secure the 
camp for early next year, the logistics of a more 
traditional fundraiser through and event was not 
an option, making the online auction an excellent 
opportunity.

Of course, the securing of auction items and logistics of 
the online set up was time consuming – ensuring high 
quality information and images were available – we are 
all happy that the auction was a success.

Thanks to the generous support of our members, and 
many supporting businesses for donating prizes, 

and the wonderful ADSA members, family and friends 
who placed bids – we managed to achieve our lofty goal 
of $5,000. Many bidders found the auction to be quite 
addictive, with members out bidding each other on 
hot items – and checking in each night to secure their 
leading bids. The most hotly contested items were: 
SkyCity Grand Hotel vouchers, Les Miserable tickets, 
High Tea at Waipuna Lodge and the Hasbro Star Wars 
Chess Game. However, it was the afternoon tea with 
Charlotte Beguely that got us over the line, with  
a whopping final bid of $250!

The auction was heavily promoted in ADSA e-news,  
on our Facebook page and through the new  
Instagram account. In total we had 433 bids, with  
76 different bidders.

We can confirm that the ADSA Youth Camp will take 
place Friday 28th February-Sunday 1st March 2020. 
Places are limited so expressions of interest are being 
registered until 18th December 2019. Please email  
clo@adsa.org.nz to put your name on the list. 
Applications will be reviewed, and placements 
confirmed early 2020.

Youth Camp Fundraising Initiative
To raise funds for the ADSA Youth Camp in early 2020, Committee Member and Secretary Paula 
Beguely came up with the idea of an online auction – timed perfectly to coincide with Down 
Syndrome Awareness Month.

This is a sample of the AMAZING items 
that were on offer...

A night for 2 at the SkyCity
Grand Hotel – value $329.00

2 x A Reserve Tickets for "Les 
Misérables" at The Civic Theatre –
value $210.00

Red Boats Fishing Day Trip for 2 
adults – value $180.00

Wilde Recording Studios – Record 
your own CD – value $460.00

Scratchpad – 4 x Kids Coding 
Classes – value $140.00

High tea at Waipuna Lodge for 
4 adults – value $160.00
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A Bunch of Mates
Building peer networks at school that also ‘transition’ into adult life.

In August, ImagineBetter hosted ‘Bunch of Mates’, a 
one-day workshop that was run by Jan Kruger, director 
of Imagine More, a family-led organisation based 
in Canberra – and mother to Jack, who has Down 
syndrome.

ImagineBetter NZ, works towards a world where all 
disabled people live the lives they want, with the 
support they choose, in welcoming communities where 
they are valued. It offers information, advice, planning 
support, mentoring at and events for disabled people, 
families and organisations.

The ‘Bunch of Mates’ workshop explored how Jan’s 
family successfully created an intentional network 
of friends (Bunch of Mates) for Jack while he was at 
school and explained how this network was leveraged 
to create real work opportunities as his formal 
education came to an end.

The event provided information on how to support 
young people who are on the fringes of the education 
system to become deeply connected through the 
activation of friendships with typical students. Jan’s 
approach gave practical and honest advice and she 
gave ample time for open dialogue and questions. Over 
the course of the day Jan shared the good and the 
successes as well as the challenges and the learnings, 
which kept the content real. She also shared stories 
from other families who have created a ‘Bunch of 
Mates’ for their children, discussing what worked well 
and what didn’t work so well.

Jan is a long-time advocate for inclusion of children 
with disabilities into mainstream schools. The ‘Bunch of 
Mates’ initiative is something her and her husband Paul 
dreamt up in an effort to foster friendships between 
Jack and his classmates.

It came from a belief that we all need relationships, 
a sense of belonging and an identity in a group, to 
flourish. Jan and Paul wanted Jack to experience the 
same social networks and friendship opportunities at 
school that his siblings had.

By Year 5, Jack found the growing complexity of 
friendships harder to navigate. Seeing him flounder 
within the fast-paced conversational lunchtime 
environment, Jan and Paul created an intentional social 
framework.

Jan says that, although the concepts they used in A 
Bunch of Mates are not new, the parent-driven aspect 
of it was a first. “The purpose of Bunch of Mates was 
to intentionally create opportunities for kids to come 

together through shared interests, with the hope that 
friendships can grow.”

The first time Jan and Paul held A Bunch of Mates at 
school, they brought food and initiated a circle activity, 
getting the mates to share three things they love 
doing. This provided valuable information, a wealth 
of ideas and activities they could tap into later on to 
create further points of connection.

“Always involve food,” Jan says, “because food is a way 
to celebrate and come together.”

The free playtime at the end enabled Paul and Jan to 
observe group dynamics, to learn from and build on 
those observations. It was an opportunity for the kids 
to think creatively about how to involve Jack and a 
chance for Jack to let someone else choose an activity. 
The give and take factor of relationships.

The main aim of Bunch of Mates was to strengthen 
bonds outside of school, where the kids could see Jack 
in his element, in an entirely different setting. It was 
a chance away from the school context to build on 
shared interests.

Their first non-school event was quite simple and 
utilised the international ‘Walk to School Day’. Many of 
Jack’s mates were not local, so they were dropped at 
Jack’s house and all walked to school as a group.

On weekends over the years, the ‘Bunch of Mates’ 
made memories together; they went to the pool, the 
movies, had a fishing day, and spent a fun Halloween 
evening trick or treating to name a few.

But, Jan says, the dynamics shifted when Jack entered 
teenagehood. Like any teenager, he was trying to work 
out his identity and find his tribe.

She and Paul realised that they needed to morph 
Bunch of Mates as Jack matured. They changed the 
format to smaller breakfast hangouts. The relaxed 
breakfast vibe facilitated better one-on-one interaction. 
The kids engaged in mellow conversations better suited 
to Jack’s personality. Then they would head outside 
and kick the footy.

Jack’s Bunch of Mates has value beyond just Jack. 
Other families in Canberra, and a family in Wollongong, 
are utilising the programme and after her NZ 
workshop, the ‘Bunch of Mates’ initiative will hopefully 
be used here too.

Bunch of Mates specifically benefits children with 
disabilities who attend mainstream schools. Jan would 
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be keen to get alongside any parent interested in 
establishing something similar for his or her own child. 
She has a couple of initial tips:

1.  The parents of the mates are key. Make sure they 
know the objective.

2.   Keep the events low key so that supporting families 
don’t feel intimidated and unable to host an event 
themselves.

3.   See opportunities and jump on them. Jan noticed 
that a small group of boys had to wait a while 
near the car park for their parents after school, so 
they organised impromptu footy kicking sessions, 
engaging the kids and buoying Jack’s spirits.

4.   Never lose sight of your objective, to provide 
your child with opportunities to create meaningful 
relationships with their peers that boost their 
confidence and see them flourish. See them living 
an ordinary, inclusive and connected life.

To find out more, Jan or one of her colleagues can be 
contacted at Imagine More: imaginemore.org.au.

For other NZ based workshops and support visit 
ImagineBetter: imaginebetter.co.nz.

Where is Jack now? Attending college three days 
a week and working two days in a school-based 
apprenticeship. He thrives; his two-day job is part of 
his identity.

Jack is still in touch with many of the ‘Bunch of Mates’ 
originals. The joy-filled moments come when a mate 
drops by to do something with Jack spontaneously.
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July School Holidays
On Wednesday 17th July, during the Term 2 school holidays, a record thirteen families met at St 
Mary’s Church Hall in Ellerslie for a morning of fun and games.

October School Holidays
The October School holidays once again saw our young families come together for a morning of 
fun at St Mary’s Church Hall in Ellerslie.

The aim of these low-key gatherings is for the children to have regular playtime together throughout the year and 
to foster friendships. It is also a time for children to be able to use their fine and gross, imagination play and to 
play side-by-side, encourage talking in the context of play.

It also allows siblings a chance to connect and parents a chance to have conversations with each other.

This month we welcomed twelve families who had lots of fun painting, building blocks, bouncing, throwing and 
catching balls, playing t-ball and dressing up. During the morning Viv Alborough and Paula Beguely entertained 
us all with their musical talents on the piano and flute, including playing some popular Wiggles songs. The 
children also had the opportunity to make their own music, thanks to Margaret Davidson who loaned a variety of 
instruments from the Music and Fun Playgroup. 

We also had two fabulous face painters, Emily Harkness and her friend Isobelle, who both did a beautiful job 
painting lions, butterflies and bats.

Everyone had fun in some way, and it was lovely seeing the children as they grow up and seeing the new skills and 
hearing the new words they have learned and mastered.

Thank you to Ju Lin and Martin, Wei Kit and Zhen who came to interact with our families and help clean the hall. 
Thanks to Margaret for making tea and tidying.

Photos from the 0-12yrs Social Club



Photos from the 0-12yrs Social Club
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Making a positive difference  
in New Zealand Communities

Record 2011/2012
NZ Lottery Grants Board

Lottery Grants Board
FUNDS FOR YOUR 

COMMUNITY

The Auckland Down Syndrome Association thankfully acknowledges the following funders:

Foundation North – Grassroots Trust – Southern Trust

COGS – Lottery Grants Board

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

Thank you to our Outlook sponsors Big Communications and Blue Star
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