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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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Janice Chan
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President’s Report
The 2018-2019 year has been a year of change with
opportunity for reflection.

Consultants to help us evaluate what we should be
considering and building in for the future. Today Design
went through an exercise to better understand the current
environment; to connect with you; to look at what other,
similar organisations have been doing; and to create several
potential options for us to consider as future services. Some
of you may have been contacted by them and been part of
the interviews. Thank you to all who participated. Of course
the next challenge for us is to prioritise these options and
work out how best to make them a reality.

In 2018 DSV celebrated its 40th anniversary. This was a
terrific milestone and gave us a great opportunity to
connect with the families who had created our organisation
and others who have been a key part of its evolution. It gave
the current team the chance to reflect on DSV’s original
purpose, that of connecting families and helping people
share their experiences; to look at how much has changed
over the past 40 years; and to reflect on where our focus
should be for the future.

Last year I scheduled our family visit to Scotland to coincide
with the World Down Syndrome Congress in Glasgow. It was
wonderful to connect with so many Victorian and Australian
families and to be able to hear from a range of professionals
and self-advocates from around the globe. Given my
connection to Down syndrome has been through my Uncle
Dave, I was particularly interested to hear from professionals
on ageing, Alzheimer’s and social inclusion. I was also inspired
to hear from self-advocate groups who were finding ways to
have their voices heard on areas of key concern.

This year CEO Sue O’Riley resigned after nine years at DSV.
During her seven years as CEO Sue steered the organisation
through financial strife, creating a terrific foundation for us
to enter the NDIS world. Thank you Sue for having helped
shape the DSV of today. With Sue leaving us, we were able to
welcome Daniel Payne to the team. Dan, along with his family,
has been a member of DSV for a number of years, and had
previously been on the board. Dan brings a great balance of
advocacy, empathy and positive energy to our organisation
and it is wonderful to have him on the team in this capacity.
Any change in leadership gives us the opportunity to step
back and look at the organisation with fresh eyes.

All in all it has been an incredibly busy year. I want to say a
huge thank you to all the team and to all of our members.
President
Katrina Enos

But we’re only here because of you, our members, and we
need to make sure that we are providing you with services
that you value. Utilising the opportunity for reflection that
this year presented us with, we engaged Today Design

“In 2018 DSV celebrated its 40th anniversary.
This was a terrific milestone and gave us a
great opportunity to connect with the families
who had created our organisation and others
who have been a key part of its evolution.”
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Chief Executive Officer’s Report
What an incredible time to be
joining the DSV team and family. I’m
excited to be here and grateful for
the opportunity to be accountable
for such an amazing association that
has supported Victorian families for
40 years and leads positive change
through the collective voice of
people with Down syndrome. From
an alignment to my personal purpose
and values there may not be a more
appropriate or fulfilling role.
It has been another enormous year for
DSV. Highlights include:
• Welcoming 33 new babies to the
DSV family
• 25 DSV training and information
sessions conducted
• Our Education Service supported
52 Victorian schools to achieve
improved learning outcomes for
children with Down syndrome
• 36 Club21 activities, consisting
of both social and educational
experiences, were enjoyed by
53 teenagers and adults with
Down syndrome
• Over 1,000 participants enjoyed our
StepUP! and Family Fun Day events
• 7 employment connections were
fostered between workplaces,
DSV and potential employees
with Down syndrome
• 2018 AGM that celebrated 40 years of
DSV. This provided an opportunity to
reconnect and show our gratitude to
founding members, past and present
employees and board members
• Steph Papaleo celebrated 20 years
of working at DSV

The past year has been unprecedented
for our members, our association and
the disability sector with the full roll out
of the NDIS nearing completion across
Victoria. For many of our members
and families, the NDIS has resulted
in mixed experiences, emotions and
outcomes. It is the positive outcomes
that allow us to believe in the system,
and the unfavourable experiences that
maintain our diligence in advocating
and working hard for better outcomes
for our members and community.
We hear your feedback, challenges
and frustrations, and your stories
will continue to be the driving force
behind our efforts to influence positive
outcomes and offer support throughout
this transformational period.
I would like to thank the DSV team
and board for their tireless work and
acknowledge our incredible partners
and supporters who, due to their
generous backing, enable us to
deliver our suite of services,
information and support.
To Sue O’Riley (outgoing CEO),
thank you for your profound
contribution to DSV and
congratulations on the enormous
impact you have had on so many
of our members, families and
community over the past nine
years. Sue will be greatly
missed however will
continue to be part of
our wider DSV family.
In closing, and
to reiterate the
words of our
President, DSV
exists for you,
our members.

“DSV exists for you, our members. The viability
of our association to work alongside people
with Down syndrome and their families, so that
they reach their full potential and live the life
they choose is critically important.”
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The viability of our association to
work alongside people with Down
syndrome and their families, so that
they reach their full potential and
live the life they choose is critically
important. Finances will be challenging
in 2019-2020 with the conclusion
of reoccurring department funding.
Whilst our Club21 program has
successfully transitioned to an NDIS
service model, our remaining services,
information and supports either remain
reliant on philanthropic funding or yet
to be established revenue streams.
We will work collaboratively with our
consortium partners, Down Syndrome
Australia and member associations to
deliver the services and support our
members need now, and those they
want in the future.
I look forward to connecting with as
many members as possible throughout
the next 12 months. If I don’t reach
you first, I encourage you to contact
me and the team for information and
to share your feedback.
Dan Payne
CEO

Family Support

20
NEW PARENTS
CONTACTED DSV

HOME/HOSPITAL
VISITS

PEOPLE MADE
CONTACT SEEKING
PRENATAL SUPPORT

AVERAGE NUMBER OF
PEOPLE WHO CONTACT
FAMILY SUPPORT EVERY
MONTH FOR INFORMATION
AND SUPPORT

Family Support is an important aspect of Down
Syndrome Victoria, providing information, support and
encouragement to families who are new to the journey,
and those who have walked it for years. Family Support at
DSV currently focuses on the prenatal stage through to 17
years of age.

NEW FAMILY MEMBERS
ATTENDED EARLY
DAYS WORKSHOPS

NEW FAMILIES WHO
IDENTIFY AS CALD

has proven to be an excellent opportunity to develop links
and provide up to date information to those who are very
often the first supports when new families are delivered the
news that their child has Down syndrome.
In terms of our activities, it has been interesting to note that
despite the prenatal climate, the number of new parents
contacting DSV has remained steady, with 33 this year
compared to 34 last year. There has been a slight increase
in people seeking prenatal support but the more notable
development has been a 29% increase in the average number
of families contacting family support each month. We’re
excited to end this year knowing that we are becoming more
widely known and trusted in the community. To be trusted
with the stories of our members is the absolute core of our
work at DSV and we look forward to continuing to support
families in the years to come.

The highlight of this year has been welcoming new
members and babies to our community. It is such a pleasure
to connect with families and offer them information and
support throughout their journey. We are also proud of
the relationships we have fostered with the Mercy Hospital
allowing us to provide an education series to neonatal staff
and midwives at Werribee Mercy Hospital, along with a
bi-annual lecture to Year 3 Melbourne University Medical
students, as part of their Genetic Study Day Program. This
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MyTime
Down Syndrome Victoria operates 16 of the 45
MyTime groups around Victoria, reaching over 80
families. MyTime groups are for parents and carers
of a child with a disability, developmental delay or
chronic medical condition. Our MyTime groups are
a great opportunity for our members to socialise
and share ideas with others who understand caring
for a child with additional needs and are based at
the places below.

RESERVIOR
ABBOTSFORD

We look forward to continuing our relationship with
the Parenting Research Centre and our partners to
deliver the MyTime program for Victorian families
in 2019-20.

ALTONA
NORTH

HEIDELBERG
HEIGHTS

BLACKBURN
FERNTREE
GULLY

GEELONG

MILDURA

COBRAM
KYABRAM
SHEPPARTON
BENDIGO
MT EVELYN

MyTime Bendigo

MORWELL
WONTHAGGI

“I love MyTime because it’s a great
place to chat about everything –
the human connection and a regular
place to be has helped me immensely.
Emma loves it too, which is a bonus!”
KELLY PARRY, PARENT
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MyTime Blackburn

Education Support Service
The Down Syndrome Education Support Service (ESS)
has continued to support children and teachers in new
and existing schools across Victoria. This year we have
delivered the service to 52 students from kinder to
Year 12 across state, catholic and independent schools.

Professional development has been an important focus
this year, beginning with the annual Education Conference
in February, entitled Inclusion in Practice: An Innovative
Education Conference. We were fortunate to have Professor
Roy McConkey as a key-note speaker. His presentation on
‘Social Inclusion – An Impossible Dream?’ was entertaining
and informative, providing valuable insights into working
with children with Down syndrome.

Continued funding from the Department of Education and
Training has enabled the ESS team to deliver education
support 35 mainstream Government schools. This support
assists schools to effectively deliver pedagogy and include
students with Down syndrome in mainstream classes.

Other sessions included information on the inclusive
classroom, positive behaviour support and practical
strategies to support students within primary and secondary
settings. The feedback we received indicated that the
material presented was relevant and valuable.

The ESS has provided a range of assistance to schools during
the year, including:
• Sourcing of specialist resources

The ESS team has also delivered a series of workshops
across the year, including ‘Transition to Primary and
Secondary School’ in Melbourne, and in Tasmania,
‘Teaching Children and Adults with Down Syndrome’.

• Assistance at Student Support Group (SSG) meetings
• Positive Behaviour Support
• Curriculum modification
• Professional development
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Adult Support
Down Syndrome Victoria offers information, support and
referrals to individual adults with Down syndrome and their
families, as well as service providers and employers.

One such topic is housing options, which is often seen at the
forefront of these discussions. The NDIS has sparked some
of this momentum as increased support for individuals is
provided with Supported Independent Living. This is a new
and exciting area for many families.

The roll out of the NDIS is continuing across the state and
coming to completion.

Dementia and ageing are areas that are of great concern
to many families. More research and understanding of
Dementia and Down syndrome is coming to light as
more adults with Down syndrome are living longer.
With this comes the education of families and services in
understanding the impact of Dementia on someone with
Down syndrome and how to accommodate these changes.

The NDIS has sparked conversations around future supports
when parents can no longer provide it and has allowed
families to think about what the future could possibly look
like. As a result we have begun a body of work focussing on
‘future-proofing’ including developing a network of families
who are interested in the associated topics.

Matt O’Neil is proud to continue
representing Victoria on the Down
Syndrome Advisory Network (DSAN).
The DSAN is a group of people with
Down syndrome elected to work
together to provide direct advice to the
Down Syndrome Australia Board. At
the DSV AGM 2018 Matt was invited
to give a speech to the Board and
Members. He also presented at our
Education Conference in 2019 to over
100 educators from around Victoria.
We’d like to thank Matt for his valuable
contribution to our organisation.

The Fiona McBurney Match Day
Experience was a feature, allowing six
people the opportunity to have a match
day experience at a football game at
the MCG. We would like to thank the AFL
Umpires Association, in particular retiring
president of the AFLUA, Peter Howe, for
their support and ongoing match day
experiences at AFL games at the MCG.
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Club21

Club21 is a place where people can meet new friends and do activities together. Club21 supports
the development of day-to-day living skills and social skills and we promote inclusion of our
members in the community.
Club21 increases in numbers every year which is fantastic. Club21 Eastside has ensured its place in
the calendar this year, and its popularity continues to grow.
In 2019 we were very excited to start a Club21 Teen group, for people with Down syndrome aged
14-18. Thanks to a grant from the Bank of Melbourne Foundation we began a pilot program in March
2019 with a meet-and-greet lunch. We have since had four activities with 12 eager teens. We are
enthusiastic about creating new avenues for teenagers with Down syndrome to make new friends and
share good times together.
Part of what makes Club21 so successful are the wonderful and
dedicated volunteers. We are immensely thankful for their time and
companionship that ensures Club21 members from all groups can
have the most fun in a safe and welcoming space. Club21 has
been supported generously this year by 20 volunteers who have
committed 414 hours of their time and we have welcomed four
new volunteers to the Club.
Over the course of the year Club21 has received generous
donations from families and friends of Club21 members
and volunteers including, but not limited to, workshop
facilitators who have given their time teaching classes to
Club21. Community outreach programs have also given us
free tickets to watch the Melbourne Symphony Orchestra at
the movies, as well as dance, magic and circus shows.
The Club21, Club21 Eastside and Club21 Teen groups look
forward to welcoming new members and volunteers and to
participating in the community over the next year.
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Club21

53
MEMBERS

30

NEW MEMBERS

ACTIVITIES

20

VOLUNTEERS
EASTSIDE ACTIVITIES

Events included: dancing, pub lunch,
swimming, go karting, cooking,
magic show, karaoke, pet parade,
movies, Melbourne Symphony
Orchestra, pizza making, Harry
Potter and the circus!
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414
VOLUNTEER
HOURS

Training
Here’s what we delivered...

Internally for individuals and families:
• Down syndrome and Developmental Milestones:
Ages 0-2 Years
• Facilitating and Supporting Respectful Relationships
for Parents
• Respectful Relationships for People with Down
syndrome x 3
• Positive Behaviour Support
• Legal Matters
• New Parent Workshop
• Transition to Primary School
• Transition to Secondary School

“The presentation was really clear and
we got a lot of good information that
we didn’t previously know.”

• Introduction to the NDIS
• Progressive Planning for Good
Housing Outcomes

“There are a lot of myths about Down
syndrome that I am now aware of.”

• Supported Decision Making

“I really appreciate knowing more and
having more knowledge and skills to
help me understand Down syndrome.”

“The stories shared were invaluable.”
“Thank you SO much! Such a valuable
workshop and support.”
“Presenter was excellent, engaging
and kept it interesting.”

Externally for
professionals and other:
• Melbourne University Medical Students
• Inclusion in Practice – Annual Education Conference
• Teaching Children with an Intellectual Disability –
Devonport, Launceston and Hobart, Tasmania
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• Working with Children in Early Childhood Education
– Petit Early Learning Richmond
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beyond – Werribee Mercy Hospital x 2
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• Testing and Prenatal Diagnosis – Pregnancy
Counselling Helpline
• Be Well Be Connected Expo
• What is Down syndrome? – AMES Australia
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Member Events
Family Fun Day
Family Fun Day this year fell on a warm sunny day and
we saw just over 350 people join us for the festivities
celebrating World Down Syndrome Day.
This year saw the special addition of a market which
consisted of artists and business people with Down
syndrome selling their wares.
We also were entertained by the great rapper with Down
syndrome, Shea MacDonough, who did an amazing job
working the crowd.
The day as always provided a safe space for families to
enjoy a day out and connect with each other.
A special thanks goes out to our event day supporters:
City of Monash, Nelson Alexander, Rotary Club of
Camberwell, BAM Allstars, The Confidential Shredding
Co., and The Strayhorns. Thank you for making our
Family Fun Day such a memorable event.
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StepUP! for Down syndrome 2018
Over 650 people attended StepUP! events across
Victoria in Melbourne, Bendigo and Shepparton to
celebrate Down Syndrome Awareness Month.
It was through this collaborative effort that our supporters
raised in excess of $70,000 which is an incredible effort.
A huge thank you to everyone who attended, celebrated,
fundraised and supported. And a special thank you to
our regional coordinators Rebecca Quinn in Bendigo, and
Alecia Silvera in Shepparton for their time and effort.
We are also grateful for all our sponsors, event day
supporters and volunteers who add to the enjoyment and
spirit of the day each year.

Celebrating our top five
fundraising teams for 2018!
Team Name

Total Raised

Wade’s Waddlers

$10,324.91

Fabulous Francesca

$10,079.27

Sophie’s Stars

$4,620.84

Super Noah 2018

$4,273.71

Team Joe!

$3,662.71
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Volunteers
We really appreciate the commitment of time
and energy of our many volunteers. Without
them many of our programs and events could not
run. This year, 29 volunteers each gave two-three
hours of their time to our fundraiser StepUP! Our
Family Fun Day in March was supported by 26
volunteers to give a total of 90 hours making it
a wonderful day for our community. Volunteers
also provide skilled support to our office duties
and ensure the viability of our Club21 program.
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 and grant we
receive is important and very carefully spent across
the organisation, allowing us to work alongside people
with Down syndrome and their families to ensure that
we are providing the information and support required
by our members.

Expenses

Income
2019

$1,211,180

2019

$1,221,562

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

A copy of our complete Financial Statements are available on our website or on request.
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Social Media
We are continuing to foster our growing platform on social media.
In the past year we have also opened a LinkedIn and Clickability account
which we will develop further in the coming year. Facebook remains our
most popular social media channel, while Instagram has been our biggest
area of growth in the past 12 months.

INSTAGRAM
680 Followers
(76% increase)

FACEBOOK

TWITTER
1576 Followers
(5.5% increase)

DSV Open Page:
3716 followers (6% increase)
Family Support Private Group:
590 members (9.5% increase)
Adult Support Private Group:
144 members (55% increase)
Club21 Group:
80 members (51% increase)

YOUTUBE
46 Subscribers
(9.5% increase)

DNEWS
our e-newsletter is delivered
monthly to over 2,300
members and supporters
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Donors, Sponsors and Supporters
We value the support from all of our donors over the last 12 months.
Without you we cannot do what we do, and we are incredibly grateful for your generosity.

Individuals
5000+
Narayan Sreenivasan

3000+

Organisational
Donors

Trusts and
Foundations

5000+

Arts Centre First Call Fund
Bank of Melbourne Foundation
Collier Charitable Fund
Frank & Flora Leith Charitable Trust
Gandel Philanthropy
Hyundai Help for Kids
The Jack Brockhoff Foundation
Marian & E.H. Flack Trust
Nelson Alexander Foundation
The Pierce Armstrong Foundation
Tobin Brothers Foundation
Westpac Foundation

Black Widow Design

Roslyn Allen

Border Games Albury Wodonga

Sarah Kell

Melbourne Racing Club Foundation

1000+

1000+

Christopher Bannister

Amici-Westbourne Early Learning Centre

Brendan Curtis

The Bing Boys

Christina Herd

Hamilton Marino Builders

Carmine Santomartino

Lauriston Girls School

David Seton

Oak Living

Bernard Sweeney

500+

500+
Yianni Doropoulos
Leon and Noela Howlett
Peter Sloan
John Spence

Drysdale Primary School
Newport Gardens Primary School
Rotary Club of Koo Wee Rup
Lang Lang Inc
UFS Medical Centre

William Angliss (Victoria) Charitable Trust

Sponsorship
Clifton Hill - North Fitzroy
Community Bank
Nelson Alexander Foundation

David Wilson

Government Funding

In Memoriam

Local

Gordon Griffiths

City of Greater Bendigo

Nona Elizabeth Otto

City of Monash

Robert Smith

State

Bequest

Department of Education
and Training

Ronald Charles White

Department of Health and
Human Services

Michael J. Nicholl
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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

