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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

Our Values

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 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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Board & Staff
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Treasurer/Secretary
Peter Billing

General
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Stephanie Papaleo

Sonia Bonadio
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Yvonne Harrison

YeeBee Ngo
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Grants

Helen More

Leonie White

Database
Administrator

NDIS&Me

Anna Cook

Elizabeth McGarry
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Support Services

Office Volunteer
Richard Kirk

Sheree O’Connor
Tania Hume
Tina Diciccio
Jan Alexander
Judi Greenslade

Operations Manager
Ellie Flutey

Training &
Information Manager

Executive Officer

Sonia Bonadio
Lucinda Bain

Sue O’Riley
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President’s Report
This year DSV has become a registered provider of the
NDIS and is continuing to work through the final stages
as they transition to offer services under the NDIS. The
introduction of the NDIS is a huge transformation and
it will forever change the way that associations like DSV
operate in the future.
Change is not always easy and it has been challenging at times
for the board, staff and the members of DSV to reimagine the
way we provide our services. But without accepting this change
and making the decisions required to implement it DSV would
run the risk of not being here in the future.
During this time DSV have continued to deliver their core
services in Family & Adult Support, Club21, Education
Support Services, NDIS & Me and NDIS Support.
Thank you to the staff and board of Down Syndrome Victoria
for their dedication to the work of the association in what
has been a very busy and challenging year.
President
Katrina Enos

“The introduction of the NDIS
is a huge transformation and
it will forever change the way
that associations like DSV
operate in the future.”

5

Executive Officer’s Report
The NDIS has been a huge part of the past 12 months at Down Syndrome Victoria
and it has been challenging making decisions in an ever-changing environment. To
ensure that we remain viable into the future DSV have become a registered NDIS
service provider and will look at services that we can deliver for families in this space.
This was a transformational piece of work to meet the compliance requirements and
completely restructure the way we operate.
There will always be services that do not fit within the NDIS deliverables and this will
continue to be a challenge for DSV as we need to ensure that we can continue to
support those with Down syndrome, their families and carers.
The NDIS has also brought some challenges for families with changes to funding
agreements, and we have been thrilled to able to support them with the NDIS&Me
workshops that have been delivered across Victoria (see page 12). The NDIS&Me
workshops have given us a great opportunity to reconnect with families that we
have not had contact with for some time and it has been wonderful to be able to
provide this type of support. We are very proud of the work we have done in this
evolving space.
We have continued to run DSV’s core services
during this time of change and have had
some great achievements in the past
year. The DSV staff and board have
continued to put in a lot of hard work
and commitment to make this last
year a success.
Sue O’Riley
Executive Officer

“The NDIS&Me workshops have
given us a great opportunity to
reconnect with families that we have
not had contact with for some time
and it has been wonderful to be able
to provide this type of support.”
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Family Support
Snapshot

34

21

Average number
of people who
contact FS
every month for
information
and support

New parents
contacted DSV

14

People made
contact seeking
Prenatal Support

19

18

New parents/
family members
phone contact
and support in
lieu of visit

New family
members attended
Early Days
Workshops

34

15

New parent
packs sent

Home/
Hospital Visits

New Families Regions

METRO
REGIONS

5

10
North

West
REGIONAL

3

Greater
Bendigo

1

Goulburn

1

Barwon

1

2

Mornington
Peninsula

2

South
East

7

East

2

South

7

Those who
identified as CALD

Bellarine
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Social Media

INSTAGRAM
386 Followers
(19% increase)
TWITTER
1495 Followers
(4.5% increase)
YOUTUBE
42 Subscribers
(13.5% increase)

FACEBOOK
DSV Open Page:
3496 followers (3% increase)
Family Support Private Group:
538 members (13% increase)
Adult Support Private Group:
93 members (35% increase)
Club21 Group:
53 members (100% increase)
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Training

Here’s what we did…

Internally for families/carers:

Externally for professionals and other:

• Moving to Teens Going to
Secondary School

• Our Choice Expo
• Turning Knowledge into Action –
Annual Education Conference

• DSV Comes to You Mornington
• Preparing for Your Planning Meeting

• Teaching Children with an Intellectual
Disability – Devonport, Launceston and
Hobart, Tasmania

• Early Days Support Workshop One
(for new parents)

• Working with Children in Early Childhood
Education: Brookfield Children’s Centre

• Down syndrome, Ageing and Alzheimer’s
• Club21 Make-up and Pamper Session

• Working with Children in Early
Childhood Education: Hopper’s
Crossing Children’s Centre

• Down syndrome and Developmental
Milestones: Ages 2-5 Years
• Transition to Primary School
• Navigating the School Years

• Working with Children in Early Childhood
Education: Sorrento Kindergarten

• Down syndrome and the
Adolescent Years

• What is Down Syndrome:
Scoresby Primary School

• Younger Onset Dementia and
Down syndrome: Part 1

• MyTime Facilitator Training

• Younger Onset Dementia and
Down syndrome: Part 2

During the 2017-2018 year we
transitioned into providing training for
parents and carers as an NDIS service.
Overall it was a great success and we
will continue to develop this service in
years to come.
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Adult Support
Down Syndrome Victoria recognises adult individuals
with Down syndrome and their families as an important
and growing quota of our membership. We value the
support, information and referral we offer for this group
and understand the needs and issues for older adults
with Down syndrome will continue to evolve as our entire
population continues to age.
A large focus of our work in Adult Support has been around
the topics of Employment and Ageing which have been
emerging as growing themes for this age group over the
past five years in particular. Worldwide research shows we
aren’t alone in this sphere and these areas will only continue
to grow.
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Club 21

Club 21 has been supported by 18 wonderful volunteers who
have committed 347 hours of their time to ensure Club21
members have the most fun in a safe and welcoming space.
Club 21 has received generous donations from families and
friends of Club 21 members, along with workshop facilitators
who have donated their time to run a variety of classes for
Club 21. In addition, community outreach programs have
given us free tickets to watch art and entertainment shows.
Thank you to all those who have contributed in some form
towards making Club 21 a success.

Club 21 offers opportunities for capacity building,
increasing independence and fostering friendships and
continues to increase in numbers! As a result in 2018 DSV
started a Club 21 group catering to the Eastern suburbs,
called Club 21 Eastside. This group meets at venues in the
Ringwood area.

Club 21 and Club 21 Eastside looks forward to continuing to
welcome new members and volunteers and participating in
the community.

This year 50 Club 21 members including 11 new members
attended one or more of the 28 activities provided. Three
of these activities were in the Eastside group, with 23
members, including 3 new members, attending.
Consistently the Club 21 Christmas party is the most
popular event, followed by the Halloween and Mexican
Fiesta parties. These get togethers are a highlight for both
Club members and volunteers; they are always a wonderful
celebration of friendship and fun.
Club 21 has shared many experiences this year, from going
to market days and shows to participating in dance and
sports activities. New friendships have been formed and
established friendships have flourished.
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NDIS & Me
Down Syndrome Victoria was successful in receiving an
extension of funding to cover the NDIS & Me Project which
meant that we were able continue supporting our families
for another twelve months, through to June 2018.

In 2017-18 we responded to demand for a greater emphasis
on putting pen to paper in preparation for meeting with an
NDIS planner, hence our information sessions were extended
to include a fourth session, completing the NDIS & Me
information suite of sessions:

Implementation of NDIS & Me has continued to parallel
the staged roll-out of NDIS across Victoria, so that families
in each region received support to build their knowledge
and skills at a time that best suited their circumstances.
During the 2017-18 financial year, the following regions have
entered the NDIS:

• Introduction to the NDIS journey
• Preparing to Plan
• Drafting your Plan
• Becoming a Savvy Consumer
Although the project has been successful, it has had its
limitations not the least of which is the fact that the full
roll-out of NDIS in Victoria will not be completed until well
in 2019. This constitutes an anomaly in that Queensland,
New South Wales, South Australia and Northern Territory are
already finalising their full roll-out. To overcome the twelve
month gap between the end of funding for NDIS & Me
and Victoria’s fall-out, our organisation successfully lobbied
for extra funding to cover the emerging gap in support for
those still to enter the NDIS in Victoria.

• Bayside Peninsula
• Hume Moreland
• Inner and Outer East Melbourne
• Inner Gippsland
• Ovens Murray
• Wimmera South West
Last year’s registration of 1,200 individuals registered
with NDIS & Me continued during the reporting period,
which again was motivated by the desire to have access to
independent information about the Scheme. DSV’s facebook
groups have also been a space where members have
shared their experiences of NDIS planning as well as seek
information and advice from others.

Although this funding is now being implemented it will
have a much more comprehensive focus on supporting the
capacity of people with Down syndrome, rather than only
family carers.

Number of meetings where NDIS & Me was discussed
(including Mytime groups) during the year was 113 attracting
1,065 attendees. Location of groups included:
• Abbotsford
• Altona
• Blackburn South
• Burwood
• Coburg
• Malvern
• Maribyrnong
• Nagambie
• Seaford-Langwarrin
• Wantirna South
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Education Support Service
Down Syndrome Victoria is very fortunate to receive
ongoing funding, since 2014 from the Department of
Education and Training to support our Education
Support Service.

This funding has enabled us to support students,
their teacher, schools and parents at critical transition times.
Down Syndrome Victoria’s Education Support Service has
been in operation since 2008 and in this time we have seen
first-hand that inclusive education for children with Down
syndrome in a mainstream setting can work and be a success.

The funding supports:

Preschool allocation – 10 students

DSV has been committed to assisting the Department
of Education and Training with the Disability Standards
Reference Group project and has attended focus groups and
provided feedback on:

Which supports the transition from preschool settings
the year prior to starting at a mainstream primary school,
working with both settings and the family.

• School disability funding model development

Primary & Secondary School allocation –
25 students

• Inclusive Education policy for students with disabilities and
additional needs.

Support schools, teachers and students with consultancy,
information and support to ensure a successful transition
process that addresses learning, wellbeing and behaviour.

DSV have been very fortunate to be part of this discussion
to represent the needs of students with Down syndrome in
the education system and are encouraged by the initiatives
that the Department of Training and Education is working
on to improve the outcome for students with disabilities in
mainstream schools.

Preference is given to the following classification of students:
• Preschool – starting school the following year
• Foundation
• Transition years – Year 6, 7 and final years at
secondary school – Year 10, 11 or 12
• Moving to a new school environment
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Member Events
Family Fun Day
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Step UP! for Down syndrome
813 attendees across StepUP events in
Melbourne, Horsham, Geelong and Bendigo
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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 throughout the year supporting
Club21, Family Fun Day, and StepUp! In addition,
a special thank you 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

2018

$1,490,855

2018

$1,058,751

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

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 are encouraged by the support of
the community around us.
In 2018 we received a bequest from the estate of
Ronald Charles White for $420,000.
Ronald’s generous bequest was made in memory of his
younger brother Jackie who had passed away as young boy.
We would also like to thank our corporate and community
sponsors who have generously supported us throughout
the year.

Individuals
3000+

Brendan Curtis
Roslyn Allen

1000+
Bernard Sweeney
Carmine Santomartino
Roger Lew

Organisational
Donors

Kangaroo Flat & District
Community Enterprise

5000+

Coopers Brewery Foundation

Hamilton Marino Builders

Future Social Services Institute

Sicilian Association of Australia

Mazda Foundation

100 to 1 Production Pty Ltd

Bendigo Community Bank (Clifroy)

1000+

Ballarat Support Group

David Seton

Mount Eliza Primary School

Grant Davis

The Bing Boys

Sin Mei Tsang

500+
Laura Hamilton

Sanjay Nandurkar
Leon and Noela Howlett
Francesco Cotela
John Spence
Kerrie Vlietstra

In Memorial
Michael J. Nicoll

Bequest
Ronald Charles White

Government Funding
Federal
NDIA Sector Development

500+

Australian Sustainable Hardwoods
Rotary Club of Koo Wee Rup

Penny Savidis
Carmen Carbone

Geelong Connected Communities

State
Department of Education and Training
Department Health and Human Services

Trusts and
Foundations

Local Council
Community Grants

Tobin Brothers Foundation

City of Greater Bendigo

Nelson Alexander Charitable Foundation
Hyundai Motor Company Australia
The Flora and Frank Leith
Charitable Trust
The Marian & E.H. Flack Trust
The William Angliss (Victoria)
Charitable Fund
Strategem Community Foundation
AFL Umpires Association
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City of Monash

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

