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About Us
Who We Are
Side By Side Advocacy is an independent, community based advocacy
organisation that promotes and upholds the rights, needs and interests
of people with intellectual disability to enable full and meaningful
participation in the community.

Our Vision

We envisage a world where people with
disability are equal and valued; where
diversity is celebrated, needs are fulfilled
and opportunities realised.
Advocacy Is
Speaking, acting and or writing with a minimum conflict of interest on
behalf of the sincerely perceived interest of a person with disability in
order to promote, protect and defend their interests, rights and needs.
Advocacy strives to be independent, emphatic and vigorous and can be
costly to advocates.
At Side By Side Advocacy, advocates are side by side with someone
when they are facing challenging situations, navigating complex
systems, dealing with uncertainty, or being treated unfairly.
The definition of advocacy has been adapted from the original definition of Wolf Wolfensberger (1992),
Social Advocacies on behalf of devalued and disadvantaged people, Adelaide presentation
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About Us
5 Primary Focus Areas

Citizen Advocacy
Individual Advocacy
National Disability Insurance
Scheme Appeal Support
Disability Royal Commission
Advocacy
Inclusive Governance Research
Overview
Side By Side Advocacy started with a Citizen Advocacy Program and in 2021
we are celebrating 30 years of Citizen Advocacy. The Citizen Advocacy
Program began because of a recognition of the unmet needs of people
with intellectual disability living in the Ryde and Hunter’s Hill local
government areas.
In 1989 a steering committee was established to investigate the feasibility
of setting up a Citizen Advocacy Program to address that unmet need. One
of the driving forces of the steering was John Roarty, a resident of
Weemala in Ryde. He wrote forcefully about his experience of being
institutionalised in his book Captives of Care. The steering committee was
successful and the association, known as Citizen Advocacy Ryde Hunter’s
Hill (CARHH) was incorporated in 1991.
In 2006 the constitution of CARHH was changed to enable the organisation
to add a second model of advocacy. This form of advocacy is called
Individual Advocacy and is delivered by members of staff, whom we call
advocates. In 2006 we also changed our name to Side By Side Advocacy.
The organisation later added additional projects.
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Our Values

Each person’s life is of equal and inherent value and worth
People with disability have the right to advocacy and to protection
from devaluation, neglect, abuse and the denial of human rights
People with disability have the right to be treated as individuals, and
not in terms of their disability
All people are entitled to comprehensive and appropriate support to
ensure full inclusion into the community
All people have the right to make decisions about their own lives
All people should be treated with dignity and respect
All people have the right to be safe, valued and accepted
All people have the potential to grow and develop and should be
provided with opportunities
All people regardless of gender, age, ethnicity, sexuality or religion
have the same human and legal rights
People with disability are to be treated in accordance with the UN
Convention on the Rights of Persons with Disabilities
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Chairperson's Report
As the world continued to battle the effects of the Covid-19 pandemic
we experienced a year filled with uncertainty, apprehension and
isolation. While not everyone has been equally affected, the negative
social, emotional, financial and health consequences of the Covid-19
pandemic have been far reaching, including for members of the Board.
In spite of personal circumstances, challenges and sacrifices, the
members of the Board remained steadfast in their commitment to
promote and uphold the rights, need and interests of people with
intellectual disability.
We have found ways to be
flexible and responsive and
have continued in our role of
governance with due
diligence.

"

We have found ways to be
flexible and responsive
and have continued our
role of governance with
due diligence.

If we needed to draw
inspiration for this
commitment we had only to
look to the staff of Side By
Side Advocacy. We continue
to be impressed by the
capacity, tenacity, initiative
and passion of our team
members – Deb Maio (Citizen
Advocacy), Preeti Thadani and
Tina Huang (Individual
Advocacy), Cathy Milne
(Disability Royal Commission)
and Nabil Mohamed (NDIS
Administrative Appeals
Support Officer). Kim Roots,
our Executive Officer, has
been exemplary in her
leadership and support of the
team during difficult times.
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Chairperson's Report
While many organisations and businesses have been forced to reduce
their operations as a consequence of the pandemic, we have been
fortunate to be able to add to our staff. Bernadette Curryer joined us in
July as the Research Project Officer of the Inclusive Governance Project
(IGP). In February Will Harding and Katrina Sneath were appointed as
co-researchers on the project. An unexpected but welcome increase in
funding of the Disability Royal Commission (DRC) Project will mean
that we can recruit a new member to the team in the near future. In
addition we will also be able to add a part time position in the Citizen
Advocacy Program. The skill and experience of the staff combined with
their diversity and lived experience of disability, have enhanced Side By
Side Advocacy’s capacity to respond in meaningful and appropriate
ways.

Amongst the consequences of the
pandemic have been isolation and
disconnection and Side By Side Advocacy
has made a conscious effort to short
circuit this trend.
We have made a concerted effort to engage more with the community
to increase the profile, reach and reputation of the organisation. The
establishment of the IGP Consultative Group, DRC outreach sessions,
development of a new website, increasing the frequency and
circulation of our newsletter, actively encouraging membership and
recruiting volunteers are just some ways we have attempted to raise
our profile and increase our connection.
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Chairperson's Report
While the financial report shows that we have again finished the year in
a strong position, we are mindful of other funding sources and the
opportunities that they potentially offer. The Board undertook training
this year to enhance our grant writing skills, and Side By Side Advocacy
was successful in winning various grants including funding to produce
Easy Read Brochures and to celebrate International Day of People with
Disability.
Remaining optimistic and seeing beyond the immediate challenges of
the pandemic are important to ensure that Side By Side Advocacy
survives and flourishes into the future. Our EO has undertaken
numerous practical projects to increase the efficiency of our operations,
both now and for the future. A new data base and updated IT, phone
system and photocopier are just a few of the improvements made this
year. We are committed to developing a new strategic plan that will
guide Side By Side Advocacy going forward, and we have begun the
process of engaging with all stakeholders to ensure the plan is relevant
and representative.
This year has been characterised by cancellations, modifications,
meeting remotely and making the most of situations beyond our
control. Most importantly, Side By Side Advocacy has been able to
continue its projects and programs throughout the year.
Discrimination, abuse, and neglect of people with disability did not go
away because there was a pandemic. If anything the risks to people
with disability were heightened as a consequence of isolation,
segregation and lock-down. Through strong leadership, planning and
dedication, Side By Side Advocacy continued to provide advocacy and
its other supports, as well as systematically and proactively engaging
with people with disability who were particularly vulnerable during this
difficult time.
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Chairperson's Report
We finish this year with Greater Sydney under stay at home orders. The
number of daily cases is rising as are hospital admissions and fatalities.
It is difficult to be positive about the year that was or about what is to
come. Perhaps in the midst of the current health crisis there is a lesson
to be learned about empathy. In lockdown we are experiencing
loneliness, boredom, limited freedoms and segregation from the
community, family and friends. We know this is not good for our mental
and physical health. Our expectation is that our freedoms and quality of
life will be restored when the pandemic is resolved. And for people with
disability? A return to pre-pandemic life for many means continuing to
live with boredom, limited freedom and segregation. Perhaps the
empathy will remain and more people will join Side By Side Advocacy
as we work towards a world where people with disability are equal and
valued; where diversity is celebrated, needs are fulfilled and
opportunities realised.
I would like to make special mention of our Treasurer, Michael Slinn.
Michael has been Treasurer of Side By Side Advocacy since 2006. His
knowledge and skill has undoubtedly contributed to our strong
financial position, and his personal ethics and values have enhanced
our deliberations and decision making. Michael has indicated that he
will retire during the coming year, once a suitable replacement can be
found. We offer Michael our heartfelt thanks and best wishes for the
future. Finally I would like to thank my fellow Board members. We have
had a busy and challenging year. As an incorporated association, a
functioning Board is essential, and I am inspired by the thoughtful and
conscientious way that each member has performed their duties.
Coralie Jensen
Chair
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Executive Officer's Report
The year 2020-2021 has been challenging for people with disability across
Australia. The isolating impact of Covid-19 and the threat of independent
NDIS assessments were among the factors that created an atmosphere
of anxiety for many people with disability and their supporters.
It was in this context that Side By Side Advocacy embraced a raft of
innovations and changes so we can provide optimal advocacy for people
with disability.

Key Achievements
Providing information and advocacy related advice to many people
who have previously lacked access to such information
Making face to face and virtual training opportunities available for
people with disability, Citizen Advocates, and other supporters of
people with disability
Enhanced infrastructure so that advocacy can take place remotely
and efficiently
Ongoing staff training in topics such as supported decision making
and writing in Easy Read formats so that advocates can continue to
develop and enhance their skills
Sector networking to ensure that advocates remain up to date with
sector developments and can collaborate with colleagues from other
organisations where appropriate
Strengthening connections with Citizen Advocacy organisations
across Australia and overseas
Enhanced communications with stakeholders via our accessible,
quarterly electronic newsletter
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Executive Officer's Report

The team at Side By Side Advocacy is
growing with new staff, new members, and
new volunteers.
New projects are providing pathways to
reach more people with disability who
are in need of advocacy. The Disability
Royal Commission Project is engaging
with people affected by the Disability
Royal Commission including people in
disability specific settings like
Australian Disability Enterprises and a
semi devolved institution.
The Inclusive Governance Project is also
new and has already succeeded in
developing diverse connections with
influential thinkers in the disability
sector and beyond, including
academics and CEOs.
Through this project we have been able
to recruit two employees with lived
experience of intellectual disability as
co-researchers and have actively
engaged with other people with
disability as part of the Consultative
Reference Group. Their important
contribution has added to the depth
and nuanced nature of the expertise
within the Inclusive Governance Project
and the organisation as a whole.

"
The Inclusive
Governance Project
has helped raise
awareness of Side By
Side Advocacy
as a thought leader.
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Executive Officer's Report
Adapting to Change
The team at Side By Side Advocacy has adapted as the advocacy context
has changed. We have worked together to ensure that people seeking
advocacy have access to the great depth of knowledge held by the team.
As an advocacy organisation that specialises in supporting people with
intellectual disability including people with informal communication
styles, the ability to adapt and build on skills and resources is particularly
important.
We have also adapted events. This year we hosted a series of small
gatherings to celebrate International Day of People with Disability rather
than a large event. We also hosted a series of socially distanced training
events and online sessions.

Systemic Level Change
Side By Side Advocacy has also worked to bring about change at a
systemic level by supporting campaigns and reporting matters of
systemic significance to the National Disability Insurance Agency, the
Department of Social Services, and other relevant authorities. The Side
By Side Advocacy team also has a local focus and participates on
inclusion committees at City of Ryde and Lane Cove Councils.

Accessible Information and Governance
The organisation has an unwavering commitment to providing
information in accessible ways and to including the meaningful
participation of people with disability in decision making.
The support of City of Ryde Council is helping us create a suite of Easy
Read resources and a new, accessible website is being developed.
Side By Side Advocacy’s committed and capable Board has ensured that
the organisation has strong governance and a robust financial position
so that change is considered, strategic, and sustainable.
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Executive Officer's Report
These are busy times at Side By Side Advocacy and, in my first year as
Executive Officer, I am delighted to be part of a committed and capable
team that is striving to ensure that people with disability have the same
chance for an ordinary, good life included in community that most of us
take for granted.
Kim Roots
Executive Officer

Kim Roots and Catherine
Hogan facilitating an event
in Manly

New Members: Rolf Geerlings
and Annette Brown
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Citizen Advocacy
Citizen Advocacy aims to recognise, promote, protect and defend the
rights, needs and interests of people with intellectual disability who are
at risk of abuse, neglect and/or social isolation. It does this by
establishing and supporting one-to-one relationships between a person
with a disability who has unmet needs and a responsible citizen who is
interested in having a long term connection with that person.
The function of Side By Side Advocacy is to make and support those
matches.
Citizen Advocacy is available to people with intellectual disability living
in Ryde and Hunter's HIL LGAs.
Despite the challenges created by Covid-19, 2020 - 2021 was another very
productive year for the Citizen Advocacy Program at Side By Side
Advocacy. There are currently sixteen Citizen Advocacy relationships in
the Citizen Advocacy Program.
This includes two new matches that were made during this period: Lisa
and Kate and Max and Angela. Lisa and Max are already enjoying more
diverse opportunities and richer life experiences due to their
relationships with Citizen Advocates.
All Citizen Advocates continue to advocate for their match and provide
substantial protections in areas such as financial security,
accommodation security, dealing with the National Disability Insurance
Scheme and holding services accountable. As is the nature of the lives of
vulnerable people, these advocacy actions may be ongoing and require
perseverance and commitment on the part of the Citizen Advocates.
Citizen Advocates have been proactive and creative in adapting their
advocacy to meet the needs of their match in the current circumstances
Understanding that the need to feel and stay connected is at the heart
of Citizen Advocacy relationships, Citizen Advocates are using
technology wherever possible to maintain connections. While Covid-19
may interrupt face to face opportunities to meet, the needs of people
with intellectual disability and the failings of system responses to these
needs, have not decreased.
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Citizen Advocacy

Citizen Advocates continue to promote and
advocate for a good life for people with a
disability where their needs are met and
their interests recognised and supported.
Along with their always important presence as protection in the life of the
person with disability, some of the Citizen Advocacy highlights have been:
With support from his Citizen Advocate and Guardian, a young person
with disability successfully completed high school and commenced a
supported employment program.
A Citizen Advocate used relentless advocacy efforts to gain necessary
evidence from an accommodation service to achieve an NDIS Plan
that reflects her match’s real support needs
A Citizen Advocate worked tirelessly with her match’s accommodation
service to ensure appropriate pain management was taking place,
thus protecting a person with disability’s health, wellbeing, welfare
and safety within her home.
A Citizen Advocate secured much needed funding for equipment to
give her match more opportunity for community engagement.
A Citizen Advocate agitated on behalf of all residents of disability
specific accommodation to secure Covid-19 vaccines in a more timely
manner.
A Citizen Advocate successfully advocated for the appointment of a
Guardian for a person with disability as a protection against her
threatened exit from her long term accommodation due to that
person’s changing needs.
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Citizen Advocacy
In 2020 - 2021 the Coordinator’s main role remains to assist the Citizen
Advocates in developing and working towards achieving their vision for
a good life for their match.
Through regular follow along and support, the Coordinator works to
sustain the strength of these freely given relationships through sharing
information, listening and discussing possible actions. Opportunities for
training are provided throughout the year. For example, a Citizen
Advocate was sponsored to attend a two day event called Towards a
Better Life. She reported that the event made her more alert to
instances where the person she is matched with is offered options she
would not want for herself.

Citizen Advocates Nick and Jeff

A Citizen Advocacy get together was hosted to facilitate the sharing of
experiences, challenges and ideas between Citizen Advocates.
Another key role for the Citizen Advocacy Coordinator is recruiting Citizen
Advocates and identifying people with intellectual disability with unmet
needs. There were five people with intellectual disability on the working
list, two are now matched. There were 22 potential Citizen Advocates in
2020 - 2021 who were contacted by the Citizen Advocacy Coordinator
from known networks and Expression of Interest referrals. Two potential
Citizen Advocates were recruited, resulting in two matches in the period.
Side By Side Advocacy | Annual Report 2020 - 2021
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Citizen Advocacy
Citizen Advocacy is a long term commitment and is not the “first Tuesday
of the month” commitment some volunteers are looking for. The time
spent with potential Citizen Advocates is an opportunity to promote
Citizen Advocacy even where a match does not result.
To assist Citizen Advocates with up to date information, the Citizen
Advocacy Coordinator has undertaken extensive professional
development during 2020 - 2021 including webinars about housing
options, medical safeguarding, building valued roles, human rights,
circles of support, building a context for relationships and supporting
people with sensory differences.
The Citizen Advocacy Coordinator participated in five learning through
CAPE sessions with Citizen Advocacy leaders from around the world.
CAPE refers to Standards For Citizen Advocacy Program Evaluation.
To enhance the information available to Citizen Advocates and to
maintain the profile of Citizen Advocacy in our local community, the
Coordinator is a member of City of Ryde Council Social Inclusion
Committee.

Citizen Advocacy match:
Angela and Max

Citizen Advocacy match:
Kate and Lisa
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Citizen Advocacy: Event Highlights
Three training sessions presented by John Armstrong and Jane Sherwin
were funded by City of Ryde Council. Training was designed to enhance
the skills and understandings of advocates – with a particular focus on
Citizen Advocates. Both John and Jane are well respected Senior Social
Role Valorisation ( SRV) Trainers. SRV is the theory that underpins Citizen
Advocacy.

Enhancing communications with people with intellectual
disability
Covid-19 has resulted in most of us having more limited opportunities to
interact and socialise over the last year. People have experienced this
change in different ways with some finding it harder than others. The
impact of Covid-19 has resulted in some specific communication
challenges for people with intellectual disability – particularly where a
person communicates informally and/or lives in disability specific
accommodation.
This interactive session discussed some specific communication
strategies to overcome social isolation for people with intellectual
disability and invited participants to share their challenges and
solutions.

John Armstrong presenting
Side By Side Advocacy | Annual Report 2020 - 2021

19

Citizen Advocacy: Event Highlights
Supporting freely given relationships and keeping connected
Most people identify freely given relationships as one of the good
things in life that adds meaning and connection, but it can be
challenging to keep relationships alive in a time of rolling lockdowns
and isolation.
This session explored ideas about how relationships can be
maintained and developed in these difficult times. Participants
received tips about how small changes to routines can help facilitate
freely given relationships beyond immediate family, friends, and
Citizen Advocate relationships.
·

Deb Maio facilitating a training session

Enhancing inclusion for people with intellectual disability:
moving from being in the community to belonging in
community
Many people with intellectual disability have few connections in their
local community. They may attend local events and places but are not
well known and interact with others in only superficial ways. Covid-19
has made the possibility of forging new connections more challenging.
Jane explored how considering, developing, and then nurturing valued
social roles can assist a person to move from being on the sidelines of
community to belonging.
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Individual Advocacy
Individual Advocacy is provided by our experienced and qualified
advocates and focuses on the rights, needs and interests of people with
intellectual disability. Individual advocacy assists eligible people with
one-to-one support when they are facing challenging situations, dealing
with uncertainty or being treated unfairly. Some examples include:
problems at work, home or with neighbours; dealing with government
departments; accessing educational opportunities; negotiating and
navigating Guardianship, Public Trustee matters and more recently,
NDIS issues.
Priority is given according to the relative need of the person.
Considerations include factors such as physical and emotional harm,
homelessness, incarceration, hunger, poverty, and vulnerability.
Individual Advocacy is without financial cost and is available to people
with intellectual disability that live in the northern suburbs of greater
Sydney.
It has been a very busy year for the Individual Advocacy team at Side By
Side Advocacy. Many people presented with complex, intertwined
advocacy issues that were impacting on their lives in negative ways.
Advocates adapted their approach to advocacy to suit the needs of the
person seeking assistance. For example, we adapted the pace of
advocacy to allow people seeking advocacy to make informed,
considered decisions and to suit the urgency of the situation.
The approach to advocacy also
adapted as health advice changed
relating to Covid-19. In efforts to
balance safety and need, advocacy
was provided remotely where
possible. Many clients have been
open to receiving assistance in a
variety of ways such as Zoom, email
and phone.

Senior Advocate, Preeti Thadani
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Individual Advocacy
Sector Issues
The busyness of advocacy and complexity of advocacy issues has been
impacted by world events. It has been a challenging year for most clients.
Some of these challenges have included:
· Covid-19 lockdowns
· The threat of Independent Assessments
· Long delays in NDIS Plan Review matters
· Delays in decisions being made by the NDIS Quality and Safeguards
Commission.
December 2020 - January 2021 posed a unique challenge for many people
with disability living in the Northern Beaches when only that region was in
lockdown. Many people with disability were isolated with no contact with
their family and friends in other parts of Sydney over the holiday season.
People had difficulty accessing support as new, more individualised in-home
supports were implemented.
The more recent lockdown that commenced in June 2021 has further
heightened the difficulties for clients right across our geographical
catchment area. Many people with disability have again experienced
reduced service provision with many only receiving limited support for selfcare. The changing information from the government around vaccinations
has created additional confusion in our cohort of clients.
For people with disability attending group settings, suspension of these
programs has added to boredom and frustration. Online opportunities to
connect have emerged but these appeal to a limited cohort who have skills
to use computers and are comfortable with an online platform.
In addition to assisting clients with their advocacy issues, Individual
Advocates have been in regular contact with clients and ex clients –
particularly those who live alone and have little or no community
engagement. These people are most vulnerable as a result of the lockdowns.
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Individual Advocacy
Each person who comes seeking advocacy is unique. Below are some
examples of issues that advocates have assisted with.
Complaints relating to service providers
Lengthy delays in the NDIA finalising Review of a Reviewable decision
applications
Difficulties in advocating to the Local Area Coordinators in the Early
Childhood teams, as often differing advice is given by the Local Area
Coordinators
Delays in in the Quality and Safeguards Commission to finalise
complaints
Assisting clients to pursue their interests in ordinary community
settings - especially during lockdowns
Plan Reviews and advocating for more funding to Local Area
Coordinators and NDIS Planners
Change of Circumstance Applications
Housing issues which included advocating for clients to have
essential repairs and property modifications as well as Supported
Independent Living (SIL) and Specialist Disability Accommodation
(SDA) funding
Advocating for clients to receive extra funds with the Public Trustee
Guardianship and Financial Management applications
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Individual Advocacy
Individual Advocates also assisted clients who chose to make a
submission to the Parliamentary Joint Standing Committee in relation to
Independent Assessments. The news that the Independent Assessments
in their current form will not proceed was celebrated across the disability
sector.

Community engagement
As well as working individually
with people with disability, the
Individual Advocacy team
contributed to sector
development and to raising
awareness about what advocacy is
and its availability.

Individual Advocate, Tina
Huang, at a training event

For example, Senior Advocate, Preeti Thadani, presented to students
studying for their Certification in Disability Studies at Meadowbank TAFE.
The presentation aimed to assist future disability sector workers
understand the difference between service provision and advocacy and
the importance of independent advocacy. This included helping people
understand the perils of conflict of interest where advocacy takes place
in a service context.
Another presentation that was hosted by Hornsby Ku-ring-gai Women’s
Shed, helped participants learn about advocacy and gain a deeper
understanding of the common life experiences of people with disability.
Some examples were shared of how advocacy can make a positive
difference for a person with disability. Both presentations were well
received with feedback including: ‘Extremely valuable information.’ ‘I
would like to know more. Thank you!’ ‘Articulate and interesting.’
Side By Side Advocacy has received invitations for future presentations in
learning and other community contexts.
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Appeals Support at the AAT
National Disability Insurance Scheme (NDIS) Appeals Support has been
made available to ensure that people with disability have access to
support when seeking a review of decisions made by the National
Disability Insurance Agency (NDIA) in the Administrative Appeals
Tribunal (AAT). Appeals Support is provided by our Appeals Support
Officer (ASO) to ensure that the best possible case is presented to the
AAT.
This support role includes: explaining the review process, including what
is involved in appealing to the AAT; helping to prepare documents;
providing advice and skills so appellants can better represent
themselves; attending AAT conferences and hearings to help appellants
put their case to the AAT; referring to Legal Aid Commission where
appropriate. Side By Side Advocacy provides this NDIS Appeals support
across Greater Sydney.
There has been an increase in appeals about decisions of the National
Disability Insurance Scheme to the AAT across the sector. Adding to the
pressure on the advocacy sector, the complexity of matters is also
increasing with more steps before hearings take place and longer
hearings.
A new area emerging for AAT applications this year was an increased
number of clients being refused Supported Independent Living (SIL) and
Independent Living Options (ILO).
People with disability wanting to access support via the National
Disability Insurance Scheme continues to represent a large percentage
of people seeking NDIS Appeals support from Side By Side Advocacy.
Additionally, the Covid-19 pandemic made providing effective advocacy
more challenging as matters at the AAT Tribunal are being conducted
either via phone conference or through online video platforms.
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Appeals Support at the AAT
This transition to phone and online interactions has been possible
because of a range of formal and informal supports including family
members, support coordinators and support workers. There has been
increased collaboration between stakeholders to ensure that people with
disability still receive the best advocacy available.
The number of people supported to engage with the appeals process by
Side By Side Advocacy increased during this period. Most matters were
able to be settled before a hearing.
The need for NDIS Appeals Advocacy is ever more pressing given the
increasing challenges this pandemic brings for vulnerable members of
the community.
Funding for NDIS Appeals Support currently allows for four days of
support per week. This presents ongoing challenges given the increased
number of enquiries for support and greater complexity of matters.
Below are some statistics of the services provided by the NDIS Appeals
program in the last financial year.
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Disability Royal Commission Advocacy
The Royal Commission into Violence, Abuse, Exploitation and Neglect of
People with Disability was established in April 2019. It is also known as
the Disability Royal Commission. The final report will be delivered at the
end of September, in 2023.
The Disability Royal Commission started because of community
concerns that people with disability are more likely to experience
violence, abuse, neglect, and exploitation than people without disability.
The Disability Royal Commission wants to hear from people with
disability about their experiences and about how things can be
improved.
Side By Side Advocacy is one organisation helping people with disability
share their experiences with the Disability Royal Commission. If people
have a story they want to share, Side By Side Advocacy helps them to:
learn more about what the Disability Royal Commission is doing; decide
if they want to share their experience; plan the best way to share their
story; provides support to contact the Disability Royal Commission in a
way that suits; provides information about organisations where other
kinds of support such as counselling can be sought.
The reporting period has been a challenging and busy one. The extent of
current and ongoing unmet need in our service area is becoming
increasingly clear.
Despite positive changes for people with disability, many people with
complex support needs, informal communication styles and few if any
freely given relationships are among the most vulnerable who continue
to miss out on opportunities to have their voices heard in any meaningful
way. They are simply not reached by most outreach methods such as
online presentations via platforms such as Zoom. Because of this, they do
not receive information about the support they can access or know what
advocacy can involve.
Further, many people are not aware that their life experience is less than
optimal. For example, many people have lived their entire lives in
segregated settings with others who have had the same life experience.
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Disability Royal Commission Advocacy
With this in mind, Side By Side Advocacy planned a series of ‘in-reach’
events designed to allow people with disability to meet with advocates in
places that are familiar to them and in ways that would allow time to get
to know each other.
Unfortunately, not all plans flow smoothly. Covid-19 resulted in many
settings being closed to visitors and our in-reach plans went on hold.
As restrictions eased, plans were reactivated with some positive results.
Side By Side Advocacy hosted information sessions and events to provide
specialised learning opportunities.
Topics were chosen that are likely to help safeguard people with
disability against future abuse, neglect and exploitation and raise
awareness about current negative experiences. While exploring these
topics, people had the opportunity to consider their experiences and
where change is needed.
As well as starting conversations, raising awareness, and identifying
people interested in making a submission to the Royal Commission,
there have been some concrete life outcomes. Some attendees have
accessed advocacy to implement plans to safeguard their future.
In the latter part of the reporting period, the further lockdowns resulted
in a re-escalation in distress for some clients who have experienced
mental health challenges. Clients have said that their feelings of anxiety
are exacerbated by the isolation resulting from lockdown and their fears
for their own health and wellbeing should they contract Covid-19.
This heightened vulnerability has resulted in frequent risk assessments
and collaborations to ensure that people’s wellbeing is appropriately
safeguarded.
Side By Side Advocacy’s consistent, low pressure engagement has made
it possible for us to speak with people we would not be able to reach via
more traditional outreach. But there is a long way to go. It is a beginning
that opens new channels of communication that we are building on with
off-site events and one to one conversations.
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Disability Royal Commission Advocacy
Side By Side Advocacy continues to formulate and implement strategies
that aim to reach those people.
For example, we continue to widely disseminate information and engage
with professional networks. This enables us to maintain a pathway to
people with disability who may be affected by the Disability Royal
Commission and/or have unmet needs.
Additional funding that has been made available for the next reporting
period will assist us to continue the slow, methodical work of reaching
people who traditionally miss out on advocacy and support them to be
free of abuse, neglect, and exploitation so that they can start to make
plans for a positive future.

Cathy Milne with advocacy
colleague, Yvonne Munce from
Multicultural Disability Advocacy

Cathy Milne with participant at
event in Manly

Covid-19 safe individual portions
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Disability Royal Commission Advocacy
Some of our learnings are:
There are no short cuts – when liaising with workers, families and with
the people who may want to make submissions. Some services,
families and people with disability are suspicious of the motivations of
advocacy organisations and others who they do not know well. Trust
and sharing takes time.
Many people need a chance to reflect on their life experiences in a
way they have not before. Part of this recalibration could prove
painful, and we need to ensure that we have the capacity to support
people appropriately - either ourselves or via appropriate referrals.
The pace of in-reach needs to be considered.
Many people exploring the possibility of making a Royal Commission
submission are experiencing ongoing abuse, neglect and exploitation
and have multiple support needs.
Making a submission to the Royal Commission is not the right choice
for everyone, but the opportunity to be heard is a valuable one that
should not be limited to those who choose to make a submission.
There is considerable unmet need with many of the most vulnerable
members of the community experiencing neglect relating to basic
health care needs.
Many people with disability in the service area have experienced a
long history of institutional type living and have few if any freely given
relationships in their lives. Many communicate informally, in these
circumstances, they are particularly vulnerable to abuse and neglect.
If some people are not going to come to us, then we need to go to
them. This is long term work.

Side By Side Advocacy | Annual Report 2020 2021

30

Disability Royal Commission Event
highlights

Events increased awareness of the role
that advocacy can play in addressing
issues impacting on people with disability.
Side By Side Advocacy’s events boasted respected speakers from across
Australia. They aimed to enhance the knowledge, confidence, and skills
of people with disability and their supporters.

Meet the Advocates Sessions
These introductory sessions provided opportunities for participants to
have a better understanding of advocacy and explore their information
gaps. Topics included: how advocacy could be useful to a person with
disability; getting access to the NDIS; how to make a submission to the
Disability Royal Commission.

·

Preparing for an NDIS review
This interactive discussion started by finding out what participants
knew and shared information to fill gaps and enhance understandings.
Participants were offered the chance to have 1:1 follow up conversations
and advocacy support.

The changing face of the NDIS

·

Changes at the NDIS can leave people confused and worried. This
session explored: what the NDIS does and how to apply; independent
assessments and other proposed changes; getting the best out of an
NDIS plan; options if an NDIS plan is no longer suitable.
·
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Disability Royal Commission
Event Highlights
Planning for the Future
Planning for the Future
sessions were presented by
respected leaders in the
advocacy sector. Catherine
Hogan has been an advocate
for people with disability for
more than 20 years. She has a
sister and son with
intellectual disability and has
been the leader of a
respected not for profit
organisation. Catherine
shared practical planning
tools and ideas used by her
family when planning for the
future of her sister.
Anne Cregan, a partner in law
firm Gilbert + Tobin’s Pro
Bono group, has
longstanding connections
with social advocacy
organisations. Anne discussed
the legal considerations when
planning for a person with
disability.

Bernadette Curryer and Chris
Morris at Planning for the Future –
North Ryde

Catherine Hogan and Anne
Cregan at Planning for the
Future – North Ryde
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Inclusive Governance Project
The Inclusive Governance Project is being undertaken by Side By Side
Advocacy in association with Southern Cross University. This research
project aims to promote the inclusive governance of community
organisations by:
understanding the experiences of Board members with and without
intellectual disability
identifying the strengths and weakness of current governance models
in promoting and supporting the recruitment, decision-making and
leadership of people with an intellectual disability
recognising structures, policies and procedures that are likely to
promote the inclusion of people with intellectual disability
developing resources for community organisations who are seeking to
engage with more inclusive governance approaches.

The Inclusive Governance Project is exploring the experience of inclusion
of people with intellectual disability on the Boards of community
organisations. We are looking at different models of governance and
what helps to enable the participation of people with intellectual
disability. We are funded by the Australian Government Department of
Social Services. The funding came from the Information Linkages and
Capacity Building (ILC), Economic and Community Participation Grant
Round 2019-20. It is important that research is undertaken safely and
ethically, so we are grateful to the support being provided by the ethics
committee of Southern Cross University.
Inclusive research principles are used. People with intellectual disability
are involved in all aspects of the project, including planning, data
collection, analysis, and presentation of results. The project has a research
officer, Dr Bernadette Curryer, who started work in July 2020. Two coresearchers, Katrina Sneath and Will Harding, have been employed since
January 2021. The Inclusive Governance Project will run until February
2023.
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Inclusive Governance Project

“I feel honoured to be part of Side By Side
Advocacy. I feel passionate about advocacy
and enjoy the amazing experience of
learning about people with disability being
involved in board meetings.” Katrina
Consultative Reference Group
We have a Consultative Reference Group who we call on for advice and
guidance. Thank you to all members of this group:
Associate Prof Michelle Donelly (Southern Cross University)
Kim Roots (Executive Officer Side By Side Advocacy)
Dr Margaret Spencer (Sydney University)
Professor Ian Eddie (Excelsia College)
Councillor Penny Pedersen (Ryde City Council)
Marian Onofomi (Multicultural Disability Advocacy Association)
Nicole Lee (NSW Council for Intellectual Disability)
Jessica Mooney (Intellectual Rights Disability Service)
Fiona Given (Side By Side Advocacy Board member)
Shu-Hua Chan (CID Board Member and self-advocate)
A literature search has been conducted, looking at what has already been
written about the inclusion of people with intellectual disability on Boards
and committees. There has not been very much written. What has been
written helps to guide the project.
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Inclusive Governance Project
Promoting the project and recruitment of participants to take part in the
research has been the main goal over the last year. Will and Katrina have
been involved in making a video to encourage people to talk to us.

“I enjoyed making videos about the project
– it was fun to present and share what the
project is about.” - Will
We have started interviewing people to understand their experiences.
We have talked to Board members, with and without an intellectual
disability, as well as executive officers and Board support people. We will
use this information to understand what helps Board members with an
intellectual disability to be included and effective in their role as a Board
member. We are hoping many more people talk to us in the next six
months.
Naomi Oei, a social work student
from Sydney University on
student placement, also helped
with the project. She helped us
search the literature and
supported us in our work. We
thank her for her involvement
and wish her well in the future.

Co-Researchers Katrina Sneath and
WIll Harding with Social Work
Student Naomi Oei

We look forward to using the research results to help develop, and put
into practice, inclusive governance models that enable people with
intellectual disability to be actively involved in the decision-making of
community organisations. In the coming year we will work on a report
and develop resources to help organisations. We will also present
information in a way that is easy to read and understand.
We have created an Easy Read version of this report as an example of
how information can be shared in different formats. Sharing information
in an Easy Read format makes it meaningful to a wider range of people.
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Nothing About Us Without Us: Inclusive
Governance Project

This is a report about the Inclusive
Governance Project.

This research project wants to help
people with intellectual disability have a
say in the decisions made by
community organisations.

Bernadette Curryer is the Research
Officer.
Katrina Sneath and Will Harding are Coresearchers.

Naomi Oei is a social work student from
Sydney University and she helped with
the project.

We have a group of people from other
organisations who provide advice to the
project.
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Nothing About Us Without Us: Inclusive
Governance Project

People with intellectual disability are involved
in planning and doing the research.

We have interviewed people on Boards to
understand their experiences. We want to
talk to more people.

We will be writing a report to help people with
intellectual disability to be included on Boards
and Committees.

This project will finish in February 2023.

This project is funded by the Australian
Government Department of Social Services.
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Board of Management
Chairperson – Coralie Jensen
Coralie has a professional background in education and management. She
is passionate about social justice and inclusion for all people who are
marginalised. As the mother and carer of a person with disability, Coralie
has lived experience of disability, and knowledge, experience and training
in advocacy. After eleven years as a volunteer of Side By Side Advocacy,
Coralie joined the Committee of Management in 2003, and has served in
the position of Chairperson since 2007. Coralie has contributed to the
organisation in many other ways including event management, policy
writing, public speaking and lobbying for the organisation around funding
and disability issues in general. Coralie continues her dedication to the
work of Side By Side Advocacy as a memorial to her son Finley who passed
away in 2012.

Vice Chairperson – Fiona Given
Fiona has an Arts/Law degree from Macquarie University. She has been a
General Member of the NSW Civil and Administrative Tribunal since its
inception. Previously, Fiona was a community member of the NSW
Guardianship Tribunal. She sits on the Boards of Assistive Technology
Australia and Side By Side Advocacy. Fiona lives with cerebral palsy
including communication disability. She is a Research Assistant with the
University of Technology Sydney.

Treasurer – Michael Slinn
Michael is a retired accountant who spent the last 28 years of his working
life as the Company Secretary and Finance Director of a manufacturing
company. Michael has a commitment to social justice and, on his
retirement, embraced a range of community roles including as a Board
member and treasurer. His roles have a focus on enhancing the life
opportunities for people who experience barriers in accessing the ordinary
good things in life – including people with disability. This commitment led
him to join the Board of Side By Side Advocacy where he has been
Treasurer for fifteen years. Michael and his wife Pat have two married
daughters, and two grandsons. They live in the Blue Mountains where they
enjoy a large garden.
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Board of Management
Secretary – Ruth Perram
Ruth has a background in psychology and education. She retired in 2013
after a twenty-two year career as a high school teacher. Ruth has a
strong sense of community and speaks up and out on various issues
when she feels that justice is not being served. She is the mother of three
adult daughters, and the proud grandmother to three granddaughters
Ruth loves travel and lives in Eastwood with her husband. Ruth was
elected to the Board in 2013 and became secretary in 2014.

Board Member - Michelle Donelly
Michelle is one of the founding members of Citizen Advocacy RydeHunter’s Hill (before the organisation became Side By Side Advocacy)
and has been actively involved in the organisation for over thirty years.
Michelle is committed to people with disability being included as valued
members of the community as demonstrated by her roles as a
foundation board member of Family Advocacy, her former role as a
Board member NSW CID and her role as a Citizen Advocate. She has an
academic, professional, and personal commitment to educating people
about disability. Michelle is Adjunct Associate Professor of Occupational
Therapy at Southern Cross University. She has also been Chief
Investigator for multiple successful research grants.

Member - Angela Talarico
Angela was born in Italy and has lived in Australia for over fifty years. She
is the proud mother of four adult sons and has eight beautiful
grandchildren. Angela has lived experience of disability as her youngest
son has Down Syndrome. He is in his late thirties and lives in a L'Arche
Community. Angela initially joined Side By Side Advocacy to provide
Board support. After a year in this role she became a full Board member.
Angela is passionate about people with disability living “a good life”.
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Board of Management
Board Member – Nicci Lindemann Gilmour
Nicci was born in London but spent her early childhood in Australia which she has called home for the past twenty years. She is passionate
about supporting people living with disability. She was previously the
General Manager of a radio station for people with disability, and has
held Board positions with L'Arche Sydney, and with Radio for the Print
Handicapped Australia. Nicci brings to the Board of Side By Side
Advocacy a long experience in working closely with people with
disability, a strong sense of justice, and a passion for advocacy.

Board Member – Stephen MacDonald
Steve is originally from the UK and has lived and worked in Australia
since 2004. He has twenty years’ experience in various IT roles, including
technical support, training, and project management. Steve’s association
with Side By Side Advocacy began in February 2008, when he answered
a request for pro bono IT support. Steve first joined the Board in 2014.
From 2014 -2017 Steve served as vice chair. Steve left Sydney in 2017 and
so did not renominate. Now settled back in Sydney, Steve re-joined the
Board in May 2020. Steve is the devoted father of a daughter who
attends primary school.

Life Member – George Gray
George is our only life member having served on the Board of
Management for ten consecutive terms. He is a fine speechmaker and a
consummate networker and has wide social contacts over the northern
Sydney area. George lives in the Ryde area.

Board members Ruth and Angela with
life member, George
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Staff
Executive Officer - Kim Roots
Kim joined Side By Side Advocacy in July 2020. She brings a wealth of
experience in not for profit, commercial and government contexts. This
includes a long history in leadership development and as a lawyer. Kim
has been a member of numerous advisory groups and has provided
feedback to government about matters that impact on the lives of
people with disability. Kim believes that good communities are made
up of all people and that advocacy can play a critical role in exposing
abuse and neglect and in ensuring that people with disability have
access to the ordinary good things in life.

Citizen Advocacy Coordinator - Deb Maio
Deb joined Side By Side Advocacy in May 2013. Her experience in
disability is as a parent, guardian and professional. She has worked in
both Individual Advocacy and in Citizen Advocacy and spent many
years in the education sector working to provide equal access to
mainstream education for students with disability. Deb values the
opportunity to support advocates to speak up for people with
disability’s right to a full and inclusive life in their community.

Senior Advocate, Individual Advocacy - Preeti Thadani
Preeti has an extensive work background in alternate dispute
resolution. She completed her Master in Dispute Resolution from the
University of Technology Sydney in 2007. Preeti joined the Board of
Management at Side By Side Advocacy in 2015 and became aware of
the important work of the organisation. After resigning from the Board,
Preeti commenced work in the Individual Advocacy team in March
2017. She is passionate about the protection and promotion of human
rights and is committed to giving people with disability a ‘fair go’. Preeti
has developed strong networks including in culturally and linguistically
diverse communities. She is a certified Workplace Trainer and shares
her advocacy expertise with a wide range of groups including people
with disability, their families, NGOs, schools and TAFE. Preeti and her
family have strong ties in the community having lived locally since 1979.
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Staff
Individual Advocate, Disability Royal Commission - Cathy
Milne
Cathy joined Side By Side Advocacy in 2018 as part of the Individual
Advocacy team. Cathy has been a passionate advocate in both a personal
and professional capacity for people with disability, degenerative
neurological conditions, and mental health issues for more than 20 years.
Cathy has been working with people to navigate the NDIS and its
complex intersections with health, education, housing, justice and aged
care systems since the scheme’s inception. During the last 10 years
Cathy’s advocacy has been particularly focused on working with people
who grew up in institutionalised settings and people who communicate
informally. Cathy draws on augmentative and alternative communication
(AAC) and the principles of trauma informed practice to support people
who communicate informally to assert their right to make decisions
about their own lives. In addition to individual advocacy, Cathy has led
multidisciplinary teams delivering information and referral, intensive
family support and early intervention services. Cathy has a Masters in
Bioethics from the University of Sydney and has contributed to published
research projects, systemic advocacy projects and the development of
multilingual resources and evidence based consumer health
publications.

Individual Advocate - Tina Huang
Tina Huang commenced at Side By Side Advocacy in April 2020. Prior to
joining Side By Side Advocacy, Tina worked in variety of roles at the NSW
Tenants' Union. Tina has a Bachelor of Arts (Gender Studies) and Bachelor
of Laws. Tina has assisted in a diverse range of advocacy matters related
to the National Disability Insurance Scheme, NSW Trustee and
Guardianship arrangements, and housing and tenancy. Tina is passionate
about supporting the rights, needs and interests of people with disability.
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Staff
Appeals Support Officer - Nabil Mohammad
Nabil joined Side By Side Advocacy in December 2017. He has worked
previously as an Individual Advocate and is currently the Appeals Support
Officer. Nabil has extensive experience in the legal industry and has been
admitted as a lawyer in the state of New South Wales. He is passionate
about ensuring clients are afforded procedural fairness and receive
equitable outcomes. Since joining Side By Side Advocacy, Nabil has
supported clients in his capacity as the NDIS Appeals Advocate in a
number of areas. These include NDIS access requests, Assistive Technology
requests and requests for Supported Independent Living funding. Most
matters are resolved by way of agreement with the National Disability
Insurance Agency before the matter has proceeded to a hearing. Nabil
works collaboratively with Legal Aid NSW in ensuring the best possible
outcomes for clients.

Inclusive Governance Project Officer - Bernadette Curryer
Bernadette has been involved with disability issues for many years, as a
parent and worker in the disability advocacy sector. Her passion for
research, particularly about intellectual disability, led her to undertake and
complete a doctorate exploring self-determination of people with
intellectual disability within family relationships. As an affiliate of the Centre
for Research Policy and Practice (Sydney University) and vice president of
the Australasian Society for Intellectual Disability (ASID), Bernadette
strongly believes in the need for research to inform practice. She hopes
that the Inclusive Governance Project will make it possible for people with
intellectual disability to have a real say in the decision-making of
community organisations.
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Staff
Inclusive Governance Project Co-Researcher - Katrina Sneath
Katrina recently moved from New Zealand to Inner City Sydney to
pursue her ambitions as a passionate advocate for people with
disability. Katrina has been a student at Sydney University in the
Uni2Beyond program for people with disability auditing classes. She
joined the Inclusive Governance Project because she wants to
understand how Boards are run and how they can be more accessible
to people with intellectual disability. Her message is - “Believe in
yourself and don’t let your disability get in the way of anything”.

Inclusive Governance Project Co-Researcher - Will Harding
Will was born in England and now lives on the Northern Beaches of
Sydney. In addition to his role at Side By Side Advocacy, Will works to
implement bush regeneration and is a member of the Consumer
Representative Group at his workplace. He is also involved in the local
cricket club, managing the 2nd grade team. Will is keen for his role in the
Inclusive Governance Project to help more people with intellectual
disability the chance to have a say in community organisations. His
message is “Focus on your ability, not your disability”.

Administration Support (Volunteer) - Mahalakshmi Niranjan
Mahalakshmi joined Side By Side Advocacy in June 2021. She has a
Bachelor of Commerce Degree from the University of Madras and
extensive experience in HR and payroll related roles.

Information Technology Support (Volunteer) - Danny Yang
Danny joined Side By Side Advocacy in May 2020. Danny has a Masters in
IT and has worked as a systems administrator. He also speaks Mandarin
and has his own international trading business.
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Thank you
Many people and organisations have supported the work of
Side By Side Advocacy during the year.
We want to extend our thanks for your generous
contributions of time, money or other resources.
You helped us to achieve everything we did during the year.
Australian Government Department of Social Services - funded our core
advocacy programs and projects
City of Ryde Council - funded learning opportunities for Citizen
Advocates and other advocates in the local area and an initiative to
produce materials in Easy Read format called 'Access all areas accessible information for people with intellectual disability'
Southern Cross University - are ongoing research collaborators in
relation to the Inclusive Governance Project
William Buck - provided pro bono auditing of Side By Side Advocacy's
Accounts
Anne Cregan and the team from Gilbert + Tobin - shared pro bono legal
expertise at Planning For the Future workshops
Office Works - donated stationary
Angus Robilliard of Lateral Funding Solutions - shared expertise at a
Board training event
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Financial Reports
Finance Report for Twelve Months to 30 June 2021
Income and Expenditure Summary
The result for 2021 was a deficit of $5,010 compared to a surplus of
$73,313 in 2020.
The big difference was the receipt in 2020 of $58,256 from the Federal
Government as part of their measures to stimulate the economy. We
also received in that year $5,935 from the Australian Tax Office as a
refund of tax overpaid many years ago.
In 2021 we had to rely on our normal funding from the Department of
Social Services.
On the cost side a major unplanned expense for 2021 was the need to
put aside significant funds (over $38,000) to cover the cost of increased
provisions for annual leave. This was a consequence of Covid 19, which
made it difficult for employees to use much of their annual leave
entitlements. It is anticipated that some of this will be recouped in the
year ahead.
Another cost related to Covid 19 was the need to upgrade equipment
(computers and phones) to enable our staff to work from home for
much of the year.
We also spent significant amounts on necessary training ($10,974 for
2021 compared to $4,798 in 2020) and engaged subject matter experts
(see Contract Labour $7,950 and Consultants $800) to assist in
communicating the support we are able to offer those affected by the
Disability Royal Commission.
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Financial Reports
The Future
While this will be dependent on carefully managing our available
funds, we anticipate being able to break-even in the year ahead.
Auditors
I want to acknowledge the generosity of our auditors William
Buck Accountants who for many years have carried out our audit
free of charge. This has contributed in a significant way to our
ability to continue providing support for many vulnerable people
in our community.
Farewell
For a variety of reasons, including my age, this will be my final
report as treasurer and I’ve asked the board to find a replacement
for me in the near future. I will stay in the role until a suitable
person is found.
Over the years I’ve been inspired by the wonderful work our staff
members do, and also thankful to be part of a board comprised of
so many good and committed people. I’m particularly grateful to
Coralie, who for most of my years of involvement has been
chairperson of the board. She has set the pattern for the way the
board operates that is efficient, ethical and respectful of each
member and it has been a privilege to be part of that.
Michael Slinn
Treasurer
Board of Management – Side By Side Advocacy
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