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Our Vision
People with Down
syndrome reach
their full potential
and enjoy the same
opportunities as others
in the community.
Their families are
supported, connected
and engaged in the
community in which
they live.

Our Mission
We are working alongside people with Down
syndrome and their families, so that they reach their
full potential and live the lives they want to lead.

Our Values
Our values shape our actions—they inform what
support we provide and how we provide it.

Rights
People with Down syndrome are individuals whose
abilities, rights and dignity should be recognised,
respected and promoted.

Self Determination
People with Down syndrome should be the authors of
their own lives, and should be provided with
appropriate support to make meaningful choices.

Inclusion
People with Down syndrome should have the same
opportunities as all individuals in the community.

Resilience
Resilient families will raise resilient individuals with
Down syndrome who are more able to reach their
full potential.

Support
Peer support for people with Down syndrome and
their families is critical to building individual and
collective resilience.

Empowerment
We will work together - we will not do to, or do for,
but do with.
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Management
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Administration
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Peter Billing

Club21

General
Committee

Casey Taylor

Jan Hodgson
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MyTime

Helen Cheney
Stephanie Papaleo

Dani Kohn

Finance
YeeBee Ngo

Grants
Leonie White

Database
Administrator

NDIS Administration
Kayla Sharp

Anna Cook
Louise Fumberger

NDIS&Me
Elizabeth McGarry

Education
Support Services

Operations Manager
Ellie Flutey

Sheree O’Connor
Arthur Loughbridge
Ian Cook
Jan Alexander

Training & Information
Sue Blandford

Executive Officer
Sue O’Riley
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President’s Report
After joining the Down Syndrome Victoria (DSV)
board in 2014, I commenced in the role of president
at DSV in October 2016 and it is a position that
I am very proud to hold. l am fortunate to have
the support of a very knowledgeable board that
are committed to ensuring that DSV continues to
deliver services and information that support those
with Down syndrome and their families.
The past year has been a challenging one for the
board and the staff at DSV and we have had to make
some significant decisions about our future direction
with the introduction of the NDIS. It is important that
we continue to stay well-informed during this time
of major change and upheaval for the not for profit
sector and we are mindful that this will forever change
the way that DSV operates and will impact on all facets
of the organisation. Those with Down syndrome and
their families also have to navigate the changes that
the NDIS will bring as it is a new way of delivering
disability support.
We are excited about continuing our work and whilst
there maybe difficult times ahead we look forward to
ensuring the future of Down Syndrome Victoria.
President
Katrina Enos

I commenced in the role of
president at DSV in October
2016 and it is a position that
I am very proud to hold.
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Executive Officer’s Report
This year DSV has commenced the work required
to become an NDIS service provider which involves
a total overhaul of our compliance documentation
and practices. The decision to become a registered
service provider is not one that was made without
a lot of consideration and the changes to the
disability sector with the rollout of the NDIS have
created a number of challenges for DSV that will
continue for some time.

We are very proud of the
online education modules and
thrilled that they will support
the work that our Education
Support Service delivers.

No longer will DSV be able to rely on state
government funds to assist with the delivery of our
services and those with an NDIS plan will become the
consumer and our services that fit under NDIS service
delivery will need to be rolled out or they will be at
risk of not continuing.
The Club21 program which has been reliant on
philanthropic grants to operate will be our first service
to transition to NDIS delivery and whilst we have a lot of
work to complete the full transition it is underway and
we are excited about increasing access to participants.

Upon completion of the modules the educators will be
equipped with a range of approaches to suit differing
needs of students, will have seen the strategies and
resources demonstrated in the school environment
and heard from teachers who are using these
strategies in the classroom.

The Down Syndrome Victoria Education Support
Service provides consultancy, information, resources
and practical support to educators and students to
address learning, wellbeing and behaviour. Through
our work in supporting students with Down syndrome
in mainstream classrooms we have been able to
determine key learning areas that educators have
highlighted they need the most help with. To help
educators’ work more effectively with their students
we developed the following online modules: Reading,
Written Expression and Behaviour

We are very proud of the online education modules
and thrilled that they will support the work that our
Education Support Service delivers.
NDIS&Me workshops have been providing many
families with information and support as they transition
to the NDIS across Victoria. It has also provided a
great opportunity for us to reconnect with families that
may not have accessed our services for some time. The
preplanning process has been an important element
for families to ensure that they are prepared for the
planning meeting. Changes to funding arrangements
for families can be daunting and DSV are committed
to helping empower participants and families to make
the most of the NDIS.
DSV will continue to navigate the challenges that the
NDIS presents and acknowledge that whilst we do not
have all the answers for where this will take DSV we
do know that we need to embrace this ever changing
environment and create a sustainable future so we can
continue to support those with Down syndrome and
their families.
Sue O’Riley
Executive Officer
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Family Support
New babies

52

Snapshot

34

new babies
born in Victoria
2016-2017

new families
live in suburbs
of Melbourne

(16 of these families had
a prenatal diagnosis)

22

18

new parents
are from CALD
backgrounds

new families live
in regional/outer
Victoria

20

27

new families have
attended at least
one workshop or
morning tea at DSV

metro home or
hospital visits

Birth Rates Regions

Loddon
-Mallee
Grampians
Northern

Eastern
Gippsland

Barwon

births by
regions

Southern
Hume
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Western

Social Media

TWITTER
1430 Followers
(78% increase)

FACEBOOK
DSV open page:
3387 Likes (6% increase)

INSTAGRAM
325 Followers
(53% increase)

Vic Family Support group:
476 Members (25% increase)
Adult Support group
69 Members (72% increase)
Club21 group: changed the
Club21 page into a closed group
to allow for safer interaction
between members
YOUTUBE
37 Subscribers
(48% increase)

This year we welcomed Dani Kohn to the
DSV team. Dani became involved with Down
Syndrome Victoria when they discovered during
pregnancy that their baby had Down syndrome.
Bohdi, now seven years old, is one of three boys
in their family. Dani’s professional background is
in primary and secondary teaching, performing
arts and yoga. Dani joined the DSV team in
September 2017 and provides support and
information both prenatally and postnatally and
for families with young children up to age 17.
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Training

Here’s what we did…

Internally for families/carers:

Early Days Support
Workshop One
(for new parents):
23 ppl

Early Days Support
Workshop Two:
12 ppl

Drafting an
NDIS Plan:
30 ppl

Friendship
Workshop
(for Club21
participants):
12 ppl

DSV Comes to you:
Ballarat

DSV Comes to you:
Warrnambool

Navigating the
school years:
16 ppl

Social Inclusion
talk: Emerald
Secondary College:
25 ppl

Continence
Workshop:
17 ppl

DSV comes to
you: Warragul

Looking ahead
leaving school:
9 ppl

Transition to
School: 9 ppl

Externally for professionals etc.
• Working with Children in the Pre-School
Years, Connections Uniting Care 40 people
and EACH 30 people–Paradise Kids Centre:
7 people
• Ed Pro Day ‘Talking Education’–Melbourne:
130 people
• Ed Pro Day ‘Teaching Children with
an Intellectual Disability’ – Devonport,
Launceston and Hobart, Tasmania:
35 people all together
• Ed Pro Day ‘Talking Education’–Geelong:
20 people
• Behaviour Support–MSAC: 9 people
• Down syndrome ‘Talking Education’–
Ballarat SDS: 50 people
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Adult Support
Down Syndrome Victoria continues to offer support,
information and referral for individual adults who
have Down syndrome and their families. As NDIS rolls
out across Victoria, there have been opportunities
to inform families of how access to funding may
enhance the lives of their family member. NDIS and
Me forums have been well attended and all our
other workshops now incorporate information about
setting goals, planning and NDIS funds to purchase
needed services.

gymnastics are just some of the pursuits where people
with Down syndrome are experiencing some notoriety.
For the third year in a row, DSV has been offered the
opportunity for our members to participate in the
AFL Umpires Association Fiona McBurney Match Day
Experience. This year we had 15 people between the
ages of 16 and 55 participating in this exciting initiative.
Thank you to AFL, AFLUA, Sportability and Apricot
Consulting for making this experience possible.

Regional families have been keen to have DSV come
to visit and to have a meet and greet pub dinner with
families followed by a series of workshops. This year
we have been to Warrnambool, Warragul and Ballarat
and have had great response from local families. For
families of adults, we have provided Looking ahead,
leaving school, and Living life to the full, thanks to
a grant from nib foundation. Part of this funding
included development of resources and we have been
able to create Planning for life beyond school and
Living a full life, where adults with Down syndrome
have shared stories of what makes a good life.
DSV has continued to support Down Syndrome
Australia and we have contributed to the development
of Employment Resources which are now available to
download from the DSA and DSV websites.
Ageing and the specific issue of dementia, continue to
be of concern to families. Again DSV has collaborated
with other Down Syndrome Associations in developing
and Ageing resource, which describes some of the
conditions which may impact on people who have
Down syndrome as they age. There are also tips on how
to reduce the impact of ageing, as has been happening
over the past 25 – 30 years, as people with Down
syndrome are living much longer and healthier lives.
The modern age of technology and social media is
being embraced by more of our families, with email
and facebook being significant communication tools
now. A closed Facebook group just for parents of
adults who have Down syndrome, has enabled families
to share their stories with each other, seek information
and learn about issues of relevance to them at this
stage in life. Parents can connect at a time that suits
them. Some great sharing has happened here.
Another major highlight of the Adult Support role,
is being able to connect young people to activities
they are passionate about and to see some of their
achievements. We have seen several of our members
awarded Young Citizen of the Year in their local
communities, for their sporting achievements or
voluntary contributions. Others have received medals
on the world sporting stage, as well as in local events.
Swimming, snow skiing, athletics, cheer leading and
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Club21
Club21 continues to grow in numbers and enjoy a
range of fun activities in and around Melbourne.
Club21 offers opportunities for capacity building,
increasing independence and fostering friendships.

Club21 has been incredibly lucky to have 21 fabulous
volunteers contribute just over 340 hours to ensure
Club21 members can have the most fun in a safe
and welcoming space. Club21 has also received
many generous donations from Club21 families,
volunteers and the wider community including
workshop facilitators donating their time to run classes
for Club21 and sports & theatre ticket donations.
Club21 looks forward to welcoming more members,
volunteers & engaging more widely with the
community in the coming year.

This year, forty-eight Club21 members, including
ten new members, attended one or more of the 24
activities run throughout the year. The most popular
activity this year would have to have been the Yarra
River Cruise Christmas party. The cruise was a perfect
way to celebrate a wonderful 2016. A year of trying
new things such as dance and cooking classes and
many opportunities to meet new people, make new
friends and continue to cherish our old friends.
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NDIS&Me Groups
Down Syndrome Victoria has received funding from
the National Disability Insurance Agency to support
transition to the Scheme, via the development of
peer support groups.

• Rosebud, Seaford/Langwarrin, Springvale
• Wantirna South, Warrnambool, Yarra Junction
Information provided during NDIS&Me
sessions included:
• Introduction to the NDIS journey

Implementation of this project over the past two and
a half years, has been driven by the Victorian roll-out
schedule for NDIS implementation across the state,
with an initial emphasis on supporting families in the
Northern Metropolitan area and Ballarat and Bendigo
areas as they transitioned across to the Scheme from
July 2016. Over time groups have been developed
across both the metropolitan area and country Victoria.

• Preparing for NDIS planning conversation
• Becoming a Savvy Consumer – successfully
implementing NDIS plan
NDIS&Me has been well received by those who have
taken advantage of this peer connect opportunity.
However, there are some who due to the hectic nature
of their lives, find attending meetings in person, too
problematic. Therefore ongoing connections through
more ‘topic specific social media’ peer opportunities
will be more helpful to explore. This will be the focus
into the future, as the project has been re-funded until
June 2018.

Currently 1,200 individuals have registered their
interest in receiving information about the NDIS and
the NDIS&Me project which is a clear demonstration
of the desire to have access to independent
information about the Scheme. Interest is also clearly
evident through both DSV’s facebook groups.
Number of meetings where NDIS&Me was discussed
(including MyTime groups) during the year was 101 with
993 people attending. Location of groups included:
• Albury/Wodonga, Altona North

People crave accurate information about the NDIS
and it has been a priority of the Project Coordinator to
continue to remain abreast of Scheme developments
and roll-out, so that information shared is up to
date and reliable. As a result ‘the rumour mill’ is not
necessarily the ‘go to’ source but rather people are
continuing to seek information provided via NDIS&Me.

• Ballarat/Bendigo, Blackburn South,
Bundoora/Mill Park
• Cairnlea, Carnegi, Croydon Club21 leaders

Elizabeth McGarry
Project Coordinator

• Koo Wee Rup, Moonee Ponds/Maribyrnong,
Nagambie
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Education Support Service
The Down Syndrome Education Support Service (ESS)
has continued to evolve and consolidate.

“I thought that it was brilliant
and a great way to get
teachers from other school
settings together to discuss
ideas and strategies to
teach our beautiful students
with Down syndrome.”

This year we have continued to deliver the ESS
to state, catholic and independent primary and
secondary schools supporting 65 students with
Down syndrome across Victoria in 57 schools.
We have also been fortunate to continue to receive
funding from the Department of Education and
Training to support the transition of children from
Preschool to starting at a mainstream government
school. This enables the student, school and the
parent to feel supported in what can be a stressful
process. It has also been positive to see schools that
are embracing diversity and implementing inclusive
teaching practices and we have seen students with
Down syndrome flourish in this environment.

Our Melbourne conference was a huge success.
Over 140 educators attended the event with a theme
of inclusion, changing mindset and leadership and
culture and key note speaker Anthony Semann held
the audience’s attention and we received some great
feedback on his presentation.

Professional development training has been a key
focus of the ESS with the delivery of workshops
in Melbourne and Geelong and staff professional
development sessions at schools including whole
school curriculum days. We have also delivered
workshops for parents on Navigating the school
years and Moving to Primary or Secondary school.

We also ran concurrent sessions on curriculum
differentiation, positive behaviour support and motor
skills sessions which provided strategies and resources
for educators and were well received.
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Member Events
Family Fun Day
Around four hundred people enjoyed
a hot Family Fun Day. Cold drinks and
shade were in demand. Family Fun Day
is a time for families to come together
and to renew old acquaintances and
make new friends.
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Step UP! for Down syndrome
2016 saw a few challenges with a windy
day in Melbourne and an extreme
weather event in Geelong. The Geelong
event had to be postponed and was held
on beautiful sunny Sunday in March with
around 200 people turning out enjoying
the fun. The Melbourne event was a huge
success. About 500 people braved the
windy conditions to walk around Princes
Park. Bendigo had a beautiful day that
saw families, dogs and super heroes all
joining in to raise awareness for people
living with Down syndrome.
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Volunteers
We really appreciate the energetic support
of our many volunteers and partners in the
corporate and community sectors. Volunteers
provide numerous unpaid hours through out
the year supporting Club21, Family Fun Day
and Step UP! A special thankyou to the DSV
board members who all donate many hours of
expertise each year.

Financial Snapshot
Five years at a glance
Down Syndrome Victoria is committed to always
being a responsible custodian of the funds provided
by our supporters. Every donation we receive
is important and very carefully spent across the
organisation providing information and delivering
services for people with Down syndrome.

Underlying Income

Underlying Expenses

2017

$1,141,113

2017

$1,088,362

2016

$1,371,230

2016

$1,049,820

2015

$992,720

2015

$856,748

2014

$905,897

2014

$829,233

2013

$896,955

2013

$845,221

Copies of DSV’s complete Financial Statements are available on Down Syndrome
Victoria’s website or on request.
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Donors, Sponsors and Supporters
We value the support from all of our donors
over the last 12 months. We have received many
donations from schools over the past year, to all
the students who participated in those fundraising
efforts, we are encouraged by your support.
We would also like to thank our corporate and
community supporters who have generously
supported us again throughout the year.

Individuals
500+

Eugenia Raskopoulos
J D Spence
Leon & Noela Howlett
Nickie Berrisford
Paul Quinane
Roger Lew

1000+

Brendan Curtis
Carmine Santomartino
David Seton
The Bing Boys

2000+

Bernard & Kathy Sweeney
Gomathy Srinivasan
Nici Deller
Roslyn Allen

3000+

John McLennan

In Memorial
Michael Nicoll

Organisational
Donors

Trusts and
Foundations

500+

ANZ Staff Foundation
Bank of Melbourne
Neighbourhood Fund
Flora & Frank Leith Charitable Trust
Marian & EH Flack Trust
Hyundai Help for Kids
Nelson Alexander
Charitable Foundation
Geelong Connected Communities
Continence Foundation
William Angliss Charitable Fund
nib foundation

Deakin University Geelong
Vermilion Energy Inc
Ballarat Turf Club
Koo Wee Rup-Lang Lang
O-I Australia

1000+

Sayantan Creative Studio
Emmanuel College

5000+

Lucky Eight Pty Ltd
(Syndrome Angels)

8000+

Hamilton Marino Builders

Organisational
Supporters
AFL Players Association
City West Water
Clifton Hill/ North Fitzroy
Community Bank
Country Racing Club Victoria
Grilled
Online Permit Solutions
Melbourne Racing Cub
Ritchies Stores Pty. Ltd
Rotary Club of Fitzroy
Rotary Club of Mt Waverley
Victoria Amateur Turf Club
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Government Funding
Federal
NDIA- DSO Sector Development
DSS– MyTime

State
DHHS: provision of Information
DET: Education Support Service

Local Council
Community Grants
City of Monash
City of Greater Bendigo

phone: 1300 658 873
web: downsyndromevictoria.org.au
email: info@dsav.asn.au
mail: 18/71 Victoria Crescent Abbotsford VIC 3067
fax: (03) 9486 9601
ABN 59 901 963 154

