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A message from the Chair

Welcome to our 2018-19 annual report. This document is now our fourth in this format and serves to 
review last year’s operations, discuss our future plans, and to provide information on the Trust and our 
activities.

The Trust’s activities
We exist to support families to provide speech therapy for kids with Down syndrome. We finished the 
financial year in March 2019 supporting 158 families, 23 of whom joined the Trust in the 2018-19 year. 
We continue to receive a steady flow of applications reminding us that, while we have grown, there are 
still many more families that we do not yet help. As well as being able to increase the number of families 
we fund, we’ve made good progress in becoming more representative. Our national coverage has been 
growing steadily for many years now. This year we have also started to see the impact of our Outreach 
project in reaching more of the families who need our financial support the most. We’ve still got a long 
way to go but we’re travelling in the right direction.

Our supporters
In 2018-19 the Trust was again the beneficiary of hugely generous support from a wide range of organisations and individuals. Our supporters 
are acknowledged individually later in this report and I would encourage you to support the many businesses that have supported us.

I would particularly like to highlight the Potter Masonic Trust, The Hugo Charitable Trust, the Joyce Fisher Charitable Trust and the Howick 
Freemasons Lodge. Their repeated support in 2018-19 has been instrumental in giving us the confidence to accept more families into the 
Trust.

Events
We ran a number of fundraising events in 2018-19 including a quiz night and Share the Dream events. One of the highlights of the year has the 
number of events run by families who have taken the initiative to raise funds for us in various ways. Thank you to all involved.
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Outreach project
In last year’s annual report, I introduced our Outreach project for the 
first time. 2018-19 has seen us make a big investment in building our 
networks to reach families that wouldn’t otherwise approach us for 
support. At the same time, we’ve introduced a funding option to 
assist families that need our support most. We’ve still a lot to do here 
but we’re off to a really encouraging start.

Financial situation
In 2018-19 we had another solid financial year and reported a small 
surplus. As a small charity, it is challenging to balance the multi-year 
financial commitment that we make every time we support an 
additional family with the mostly one-off and uncertain nature of our 
income. Again this year though, we have been confident enough of 
our position to take on more families. 

People changes
In 2018-19 Solitaire Henare joined the UpsideDowns team part-time 
to lead the Outreach project. She has been a fantastic asset and has 
moved the Outreach project along hugely.

Each year we have some changes on the UpsideDowns Trust Board. 
We had four departures in 2018-19. On behalf of all our members, I 
would like to extend our thanks to Carey-Ann Morrison, Jo Dick, 
Casey McPike and Karen Gillies for all of their contributions. We are 
delighted to have had Chris Steenson and Nurain Janah join over the 
same time period. We would love to welcome one or two more to 
join our ranks so, if this is something you would consider, please get 

in touch. 

I would also like to acknowledge the ongoing contribution of our 
other board members Jason Wong, Paul Batters, Tom Pedlar, Ruth 
Young, Andree Pearson and Nick Ling, and our wider network of 
members, friends, and family, who give their time so willingly to 
support Kiwi kids with Down syndrome. 

Getting involved
I, along with rest of the board, hope that you will get involved with 
the Trust. You can assist us by donating items for us to auction at our 
fundraising events, and encouraging your friends to attend with you. 
We’d also appreciate introductions to potential sponsors, as we’d 
love to increase our corporate engagement.

We hope you will continue to support us to fulfil our core mission – to 
increase the communication, independence, and confidence of Kiwi 
kids with Down syndrome.

Adam Barker, Chairperson

A message from the Chair
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About the UpsideDowns Education Trust

• The UpsideDowns Education Trust was established in 2003 

by a group of parents to support children with Down 

syndrome and their families.

• UpsideDowns funds speech language therapy for Kiwi kids 

with Down syndrome. Families choose between three funding 

options, the third of which was introduced in 2018 in order to 

support low-income households:

1. 50% of therapy costs, to an annual cap of $2,000 per child

2. 80% of therapy costs, to a maximum of $1,000 per year

3. 100% of therapy costs to an annual cap of $1,300 per year 

(on application)

• We aim to grow confidence and independence in our 

children by developing their communication skills.

• As we receive no government funding, the bulk of our 

income is generated from grants, donations, and our 

fundraising events, organised by a team of parents and 

volunteers.

FUNDING OPTION CHOICE 2018-19

1 2 3

Erika (4) and her parents
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About the UpsideDowns Education Trust

• UpsideDowns currently funds 158 children to receive speech 

language therapy from 42 different NZSTA-registered therapists.

• We have a waitlist of 13 families, and this waitlist is always 

growing.

• In 2018-19 we welcomed 23 new families into membership.

• Approximately half of our members are based in Auckland, with 

the remainder spread throughout Aotearoa, roughly in keeping with 

the general population spread.

• Our members range in age from new-born to 18, with the majority 

attending pre-school or primary school.

• We are run by an Operations Manager (30 hours per week), an 

Administration Assistant (5-10 hours per week), an Outreach 

Coordinator, and a team of volunteer Board members.

• In September 2018, we welcomed Solitaire Henare to the team, in 

the new role of Outreach Coordinator. Solitaire was brought on 

board to assist us with our Outreach project, and has been working 

part-time for us to great effect. For more information, check out the 

Outreach section on pages 9 and 10.

Oscar (3) and Olivia (2)

Children by age
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Children supported by UpsideDowns

Children by region New members by ethnicity
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Highlights of 2018-19

• This financial year, we were able to begin funding speech language 

therapy for 23 additional children.

• In 2018-19, we provided 2,156 sessions of individualized speech 

language therapy!

• We launched our Corporate Partnership programme, and made 

partnership agreements with two amazing businesses: SilverStripe and 

Halo Business Intelligence.

• We worked with the Speech Sciences Programme at the University of 

Auckland on an exciting research project that may benefit many children 

with Down syndrome in Aotearoa into the future. Watch this space!

• We were nominated for Community of the Year at the New Zealander 

of the Year Awards.

• We worked with a range of businesses, community groups, and other 

charities to give a voice to kids with Down syndrome. These included 

Downlights, Attitude, Raukatauri Music Therapy Centre, the Auckland, 

Canterbury, Otago, and New Zealand Down Syndrome Associations, One 

Percent Collective, the Coffee Club/Bird on a Wire, Vaka Tautua, 

Sustainable Coastlines, and so many more.

Preparing for Lunch at Flagship

Bronagh (10) and Kathlyn (12) receive 
SLT from Shannon Hennig
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Highlights of 2018-19: Events

• Following a successful year in 2017-18, we decided to step back from 

holding a fundraising gala in 2018, and instead held a smaller Share the 

Dream on World Down Syndrome Day – 21 March 2019. This was a 

beautiful, relaxed evening spent at the Flagship Education Centre on 

Auckland’s waterfront, and raised a total of $26,000.

• The Auckland Quiz Night brightened up our winter in 2018, and raised 

over $16,000. The theme was 1980s/Stranger Things, and the competition 

for Best Dressed was particularly fierce.

• In October 2018, we decided to run a slightly different kind of event, 

aimed at information sharing and thought leadership instead of 

fundraising. Lunch at Flagship brought members, donors, and volunteers 

together to learn more and be inspired by Kiwi whanau raising kids with 

Down syndrome.

• Our amazing members once again joined in the fundraising efforts. The 

van Egmond whanau held a Nia fundraiser, the Griffiths whanau held a 

movie night, the Riley and Aldrich whanau organized an odd sock 

fundraiser, and the Pearson's raised nearly $3,000 through the Take 

HeART auction in Christchurch!

Share the Dream 2019

Quiz Night 2018
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Outreach

• In our last Annual Report, we reported on findings from 
internal research that UpsideDowns members were more 
likely to be living within the least deprived quintile of the 
population.

• In addition, we were also concerned to learn that, while our 
membership was generally spread equitably among the 
different regions and cities of Aotearoa, we were badly 
underrepresented in South Auckland, particularly in Otara-
Papatoetoe, Mangere, and Manukau. 

• We were also discouraged to learn that we had very few 
Māori families and no Pasifika families receiving funding from 
us.

• In January 2018, we launched our Outreach programme. 
2018-19 was therefore the first full financial year of this 
initiative.

• The aim of this programme is to make UpsideDowns 
membership accessible to Aotearoa’s most vulnerable 
families, and to broaden our membership base beyond those 
who have traditionally engaged in our services.

• In September 2018, we brought Solitaire Henare on board 
as our Outreach Coordinator (right). 

Solitaire Henare (right) and her younger brother, Jason
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Outreach
• Solitaire has made a big difference to our organisation, increasing the total number of children on Option 3 sevenfold and significantly 

increasing the profile of UpsideDowns in the Maori and Pasifika communities, and in areas of South Auckland where we were previously 
completely unrepresented.

• She has also fostered relationships with Taikura Trust, WINZ, and a range of community networks, all of which had been aspirations for the 
Trust for some time.

• With her guidance, we have translated, printed, and distributed our brochure for parents into te reo Māori, Samoan, Tongan, Hindi, and 
Mandarin Chinese.

• The most significant step we have take has been to 
introduce Option 3 – our funding option specifically designed 
for families facing significant financial hardship. 

• UpsideDowns has experienced some amazing and inspiring 
results from the children we have begun funding on Option 3, 
and has also begun to receive referrals from Vaka Tautua, 
WINZ, and Taikura Trust.

• The graph on the right demonstrates the small but 
significant progress we have made in the last financial year in 
making our funding work for those who need it most. For 
example, we have doubled the number of children we 
support in the most deprived quintile of Aotearoa.

• We are so grateful to the Hugo Charitable Trust, Potter 
Masonic Trust, and all the supporters who have enabled us to 
embark on this challenging but rewarding venture.

Members by deprivation index
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What can you do as a business?

Many businesses support charities through employee plans, payroll 

giving, related charitable trusts, or directly. Other businesses could 

support us directly through sponsorship. If you know, work for, or run 

a business that you think might be willing to support the Trust and 

could make an introduction, we could arrange a presentation by the 

Trust to them.  

Giving in-kind

In order to support our work, we run at least one fundraiser per year. 

For these fundraisers to be successful, we need to find dozens of 

silent and live auction items.

Donating products, vouchers, or services to these auctions makes a 

huge difference, and can provide an excellent marketing opportunity 

for your company. From small hampers or a bottle of wine, to fishing 

charters or jewellery, your in-kind donation can go a long way at an 

UpsideDowns event.

Partnership

Corporate partnerships are a great way for the not-for-profit and the 

private sector to work in tandem to the advantage of both. 

UpsideDowns can provide a business with great promotional 

opportunities, and staff with a real connection to the amazing 

children we support. Email sarah@upsidedowns.co.nz to find out 

more about partnering with UpsideDowns.

The team at Silverstripe celebrate their new partnership with 
Wellington members of UpsideDowns 

mailto:sarah@upsidedowns.co.nz
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What can you do as an individual?
As a member

The UpsideDowns Education Trust is a membership-based 

organisation. The families that the Trust supports are members of the 

Trust. In return for the Trust’s support, its members are asked to also 

support the Trust in ways that they can manage. Support could come 

in the form of time, skills, or connections. These are some ways that 

families and their networks can support us.

• Send us high-quality photos of your child – we’re always on the 

lookout for these!

• Get involved in our Auckland-based fundraising events if you live 

in Auckland

• Run your own fundraising activity – anywhere! For instance, a 

school mufti day, a marathon or half-marathon run, a movie night, 

a quiz night, or put on a show. The possibilities are endless! These 

have the added bonus of raising awareness in your community 

about kids with Down syndrome

• Ask someone you know who runs a business to consider 

partnering with us, or donating in-kind.

As a supporter

• We use the services of printers, designers, photographers, and 

other people who can help us to promote ourselves. If you have 

these skills and could give us some time, that would be great. If 

you have other skills and would be willing to donate your time, 

why not consider auctioning your skills at one of our annual 

fundraising events?

• Donate your birthday or special event to us through the Good 

Registry

• Become a member of the OnePercent Collective and donate on a 

regular basis 

Hallie Sweet, SLT, competed in the Wanaka 
Challenge, raising over $1,000 for 
UpsideDowns
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Statement of financial performance
Revenue 2018-19 2017-18 2016-17

Donations, Fundraising and 
similar

$287,667 $205,333 $268,572

Fees, subscriptions and other 
revenue from members

$4,335 $1,850 $2,150

Revenue from providing goods 
or services

$0 - -

Interest, dividends and other 
investment revenue

$7,648 $5,168 $1,586

TOTAL $299,650 $212,351 $272,308

Expenses

Expenses related to public 
fundraising

$10,584 $21,891 -

Volunteer and employee 
related costs

$76,053 $58,954 $26,150

Costs relating to providing 
goods or services

$0 - -

Grants and donations made $136,315 $90,555 $83,869

Other expenses $4,262 $156,749

TOTAL $236,518 $175,662

Surplus/(Deficit) $63,132 $36,689 $115,559
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Revenue sources

• As the graph below demonstrates, we have roughly 
halved our income from events and doubled our income 
from grants, donations, and sponsorship since 2016-17.

• Our income is still heavily reliant on grants, however, and 
we will continue to aim for more diversified revenue 
sources in 2019-20.

Income by revenue source

Income by revenue source (year comparison)
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Expenditure
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UpsideDowns Education Trust board 2018-19

• Adam Barker – Chair

• Paul Batters – Treasurer

• Jason Wong – Secretary 

• Jo Dick – Grants 

Manager

• Andree Pearson – South 

Island Representative

• Karen Gillies

• Nurain Janah

• Nick Ling

• Casey McPike

• Carey-Ann Morrison

• Thomas Pedlar

• Chris Steenson

• Ruth Young

• UpsideDowns is very fortunate in 

having a dedicated team of 

volunteer Board members, several 

of whom have served for many 

years.

• Sadly, we had to say goodbye to 

some of those amazing people in 

2018-19. 

• Karen Gilles, Jo Dick, and Casey 

McPike, and Carey-Ann Morrison 

have all departed for new 

adventures in their careers, and 

we wish them all the best for the 

future.

• We are excited to welcome Nurain 

Janah and Chris Steenson onto the 

Board, and are looking forward to 

having additional new members 

join us soon.
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Individual donors in 2018-19

• Bill Rimmer

• The Hickson Family

• Rod & Diana Barker

• Hannah Reynolds

• Heera Kim

• Carol McWhinnie

• Janine Sutton

• Craig Mark

• Charlie Espinoza

• Antony Hart

• Sue Hart

• Ngan Ho

• Laurie Pedlar

• Paul Abigail

• Lucinda van Zyl

• Roberta Hanlon

• Robert Kang

• Juan van der Merwe

• Clement van der Merwe

• Patrick Coyle

• Anica Roberts

• Matthew Gilles

• Briony Carpenter

• Sarah Twist

• Steve Pyatt

• Cara Caldwell

• Nicky Davis

• Leela Aboubakr

Plus all our wonderful One Percent Collective donors, all those who supported Hallie Sweet in the Wanaka Challenge in February 2019, and 
everyone who purchased a Good Registry gift card and selected UpsideDowns!

Isla Tui (1) joined us this year
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Progress over the past 5 years

These changes 
represent a shift 
in our funding 
model which 
prevented us 
from running 
unsustainably 
and enabled us 
to support more 
families.
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Major community sponsors in 2018-19
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Major community sponsors in 2017-18

Silk Route Trust

Kingdom Foundation
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Corporate partners 2018-19
We have also been fortunate to receive generous in-kind donations from many businesses in 2018-19. A full list of these businesses is available on our website 

in the supporters section.


