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ABOUT SCLERODERMA VICTORIA

Our Mission

Scleroderma Victoria Incorporated began in 1979 to support people with Scleroderma.
Our mission is to:

© provide support to those living with scleroderma, their families, carers and friends

© promote community awareness of scleroderma

© support research into better treatments for all people with this chronic illness

We are run solely by volunteers, whose dedication and lived experience drive everything we do.
Our passion ensures that our programs remain community-led, compassionate, and responsive to
the real needs of people affected by scleroderma.

Our Values

We are guided by the following core values:

Empathy

We listen, understand, and support with compassion.
Respect

We honour the dignity and individuality of every person.
Inclusion

We embrace diversity and ensure accessibility for all.
Integrity

We act with transparency, honesty, and accountability.
Collaboration

We work together with participants, health professionals, and the broader community.

Hope
We believe in the power of research, connection, and resilience.

What We Do

Scleroderma Victoria provides a wide range of services and initiatives, including:
® Support Groups across metropolitan and regional Victoria

® Peer Support for newly diagnosed individuals and carers

Virtual Educational Sessions held monthly with expert speakers

o Community Awareness Campaigns to increase understanding of scleroderma

Advocacy for improved healthcare access and disability inclusion

Fundraising Events to support research and member services

Information Resources including brochures, newsletters, and online content

Collaboration with Researchers to advance scientific understanding and treatment options
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Scleroderma Victoria relies solely on the dedication of our volunteers and the support of our financial
members to continue our vital work. Becoming a financial member is a powerful way to actively support
our mission, ensuring the strength and sustainability of all our programs, including our

Support Groups.

Your membership provides critical benefits that allow us to:

Strengthen Our Advocacy: A larger financial membership base demonstrates a strong, unified
community to government, healthcare bodies, and policymakers. This greatly enhances our ability
to advocate effectively for improved healthcare access, better services, and disability inclusion for all
Victorians living with scleroderma.

Secure Funding and Grants: Many grant and funding applications require us to demonstrate the size
and commitment of our community. Your membership helps us secure the essential funding needed
to run our programs, invest in research, and expand our reach.

Cover Essential Operational Costs: Membership fees directly help cover the day-to-day costs of
running our organisation, such as maintaining our website, printing and distributing information
resources and newsletters, and general postage. This ensures that the majority of our fundraising
dollars can be directed toward our core support services and research goals.

Stay Informed and Connected: Financial members receive our official communications, including
regular newsletters, and are the first to be notified about virtual educational sessions and
community events.

Shape Our Future: Financial members are eligible to vote at our Annual General Meeting and,
crucially, are eligible to apply for key volunteer roles like Support Group Leader, empowering you
to directly shape the future of our community.

In short, your financial membership is an investment in hope, connection, and the collective fight for a
better life for everyone affected by scleroderma.
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PROGRAM
OBJECTIVES

To ensure the effective delivery and sustainability
of the Support Group Program, each group

must have a designated Support Group Leader.
This role is essential for maintaining structure,
promoting best practice, and safeguarding the
well-being of all participants.

Scleroderma Victoria encourages individuals to
express interest in leading or joining a support
group when they feel ready. We believe that
meaningful support is built on reciprocity and
lived experience, support offered by and for
people who truly understand the journey of
living with scleroderma.

Scleroderma Victoria’s Support
Group Program aims to:

Foster a sense of belonging and community
e Reduce isolation and increase social networks

* Improve emotional, mental, and spiritual
well-being

* Empower individuals to make informed
decisions

» Support carers with stress relief and
connection

Becoming a Support Group
Leader

To become a Support Group Leader,

individuals must:

e Be afinancial member of Scleroderma Victoria

* Have personally come to terms with their
own experience of scleroderma or caring for
someone with the condition

Contact supportgroups@sclerodermavictoria.
com.au to express interest and begin the
onboarding process.
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Qualities of a Support Group
Leader

Effective leaders demonstrate:

Strong listening and communication skills

A genuine desire to give back to the
community

Commitment to the mission and values of
Scleroderma Victoria

A non-judgmental attitude toward others'
circumstances

Responsiveness to member needs and
enquiries

Reliability in planning and reporting meetings

Support Group Leader
Responsibilities

Support Group Leaders are expected to:

Maintain secure and confidential records of
group participants

Be a welcoming and positive presence in the
group

Organise regular gatherings appropriate to the
group’s needs

Select accessible venues for meetings

Promote events in advance to ensure strong
attendance

Notify supportgroups@sclerodermavictoria.
com.au of all meeting dates and details so
they can be advertised via the website and
social media

Facilitate inclusive and balanced discussions,
allowing space for both challenges and hope

Ensure every participant has a voice during
meetings

Share updates from Scleroderma Victoria and
encourage participation in broader events

Best Practice Principles

To ensure support groups are inclusive,
effective, and empowering, Scleroderma Victoria
encourages leaders to adopt best practice
principles that foster safety, participation,

and connection. These guidelines help create
meaningful experiences for all participants and
support the long-term success of each group.

* Create a Safe Space: Establish group
agreements (e.g., confidentiality, respect, one
person speaks at a time).

» Use Rituals: Start and end meetings with
consistent routines (e.g., check-ins, gratitude
rounds).

* Share Leadership: Delegate tasks like
refreshments, note-taking, or greeting
newcomers.

* Promote Meetings: Use flyers, social media,
and referrals. Always email supportgroups@
sclerodermavictoria.com.au with event
details.

» Offer Hybrid Options: Reach out to
Scleroderma Victoria for support.

* Invite Guest Speakers: Include medical
professionals, wellness experts, or lived
experience advocates (Reach out to us for
support and guidance on speakers).

Accountability and Program
Understanding

Support Group Leaders must acknowledge and
uphold:

* Their duty of care to both Scleroderma
Victoria and group participants

» Scleroderma Victoria's responsibilities to
support and guide leaders

* Their own responsibilities in maintaining the
integrity and safety of the program

Leaders are encouraged to reach out for support
or guidance at any time via supportgroups@
sclerodermavictoria.com.au.
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Scleroderma Victoria offers three distinct support
group models, each designed to meet different
community needs and levels of involvement.
While all models play an important role, they
serve different purposes. Clearly communicating
these differences helps set appropriate
expectations, ensures people can engage in

the way that suits them best, and protects the
organisation’s reputation and strategic objectives.

Social Support Groups

Social groups are informal, social gatherings of
individuals who share a common experience,
such as living with Scleroderma. These groups
are characterised by:

e Casual connection and conversation
* Friendship and emotional support
* Unstructured meetups

» No formal governance or accountability
mechanisms

» No requirement for training or facilitation

While social groups can be valuable for reducing
isolation and fostering community, they may vary
in consistency, inclusivity, and safety depending
on group dynamics and leadership.

Their primary purpose is sharing experiences
and building friendships, not structured
education or formal support.

Peer Support Groups

Support Groups are semi-formal gatherings that
combine social connection with a light structure
to promote inclusivity and shared learning.
These groups:

* Are not led by certified facilitators, but leaders
understand the organisation’s purpose and
values

e Include both social interaction and formal
discussion topics

» Share organisational updates and resources to
increase health literacy and self-advocacy

* Maintain two-way communication with
Scleroderma Australia and State Associations
to inform advocacy and community support

Support Groups differ from Social Support
Groups by having a stronger link to
organisational priorities and a commitment to
empowering participants through information
and connection, while still remaining flexible
and social.
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SPIN Support Groups

SPIN Support Groups are led by trained,
certified leaders who complete the SPIN SSLED
program. This ensures they have the skills to
create safe, inclusive, and well-run groups.
Leaders know where to find accurate,
evidence-based information and stay
connected with Scleroderma Australia and
State Associations - so participants can trust
the guidance they receive.

Groups can be structured, but they also offer
relaxed social time for building friendships and
sharing experiences. What sets SPIN groups
apart is the quality of leadership: conversations
stay inclusive, purposeful, and grounded in
reliable information, helping participants build
confidence, health literacy, and self-advocacy
skills.

These groups are:

 Facilitated by highly trained and certified
leaders who have completed the SPIN SSLED
program and/or Mental Health First Aid
training, ensuring they have advanced skills in
group facilitation and support.

» Leaders possess expert knowledge of where to
access accurate, evidence-based information
and maintain strong connections with
Scleroderma Australia and State Associations,
guaranteeing that all information shared is
trustworthy and aligned with organisational
values.

* Have a strong focus on shared experiences,
education, empowerment, and health literacy,
helping participants build confidence in
self-advocacy and navigate health systems
effectively.

» Supported with organisational resources,
branding, and strategic oversight, including
the option to attend monthly Support Group
Leader meetings for ongoing learning and
collaboration.

* SPIN Support Groups aim to provide the
highest level of safety, consistency, and
empowerment, complementing care and
building resilience through knowledgeable
support and reliable information.

If you would like to know more about our
Support Group Model, please reach out to
supportgroups@sclerodermavictoria.com.au.

Program Governance

Support groups operate under Scleroderma
Victoria's policies to ensure safety, confidentiality,
and consistency. Leaders are supported and
protected through clear guidelines.

Policies & Procedures

These guidelines outline how groups are formed,
managed, and sustained. They ensure ethical
conduct, privacy, and the well-being of all
participants.

Reimbursement Policy

Scleroderma Victoria is committed to supporting
the efforts of our Support Group Leaders. We
understand that running a support group may
involve out-of-pocket expenses, and we are
happy to reimburse pre-approved costs directly
related to group activities

Eligible expenses may include:

* Venue hire

* Printing or promotional materials
* Guest speaker fees or travel costs

» Supplies for group activities
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Important Notes:

» All expenses must be pre-approved by Scleroderma Victoria before purchase.

* Receipts or invoices must be submitted for reimbursement.

* Reimbursement requests should be made within 30 days of the expense.

If you're unsure whether a cost is eligible, please contact the Support Group Coordinator
before making any purchases. We're here to help ensure your group runs smoothly and

sustainably.

To ensure transparency and adherence to
Scleroderma Victoria’s financial policies, Support
Groups are not permitted to open their own
separate bank accounts. All funds raised through
Support Group activities or events must be
provided directly to Scleroderma Victoria.

If your Support Group holds an event that
involves collecting funds (e.g., donations,
fundraising activities), please ensure these funds
are remitted to Scleroderma Victoria through one
of the following methods:

Online Donation Page: Encourage participants
to donate directly via Scleroderma Victoria's
official online donation page.

Bank Transfer: Transfer collected funds directly

into Scleroderma Victoria's bank account. Please

contact enq@sclerodermavictoria.com.au for our
bank details.

Bank Branch Deposit: Deposit collected funds
into Scleroderma Victoria's bank account at any
bank branch.

For guidance and resources on planning and
holding events, please refer to the Scleroderma
Victoria's Fundraising Guideline & Toolkit
available on our website. This resource provides
valuable information to help you organise
successful and compliant fundraising initiatives.

Each group is led by a local Support Group
Leader who ensures meetings are inclusive,
accessible, and welcoming. We support Support
Group Leaders in every way we can. For groups
actively engaged with Scleroderma Victoria,

we offer ongoing guidance, resources, and
regular contact through our Support Group
Coordinator. This includes training, check-ins,
help with challenges, and access to our monthly
Scleroderma Australia Support Group Leaders
forum, ensuring leaders feel equipped and
connected.

Having a Co-Leader in a support group
strengthens the group’s resilience and continuity.
Co-Leaders share responsibilities, provide backup
during absences, and bring diverse perspectives
to group facilitation. This collaborative approach
reduces burnout, enhances decision-making, and
ensures that participants always have access to
consistent support. Co-Leaders also help foster

a more inclusive environment by modelling
teamwork and shared leadership. Co-Leaders
are also required to be financial members of
Scleroderma Victoria.
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LIMITATIONS, ETHICAL
CONSIDERATIONS & GRIEF SUPPORT

Support Group Leaders play a vital role in
fostering connection, empathy, and well-being,
but it is essential to understand the boundaries
of this role to ensure safety, professionalism, and
ethical conduct.

Limitations of the Role

Support Group Leaders are not health
professionals and must not:

* Provide medical advice, diagnosis, or treatment
recommendations

» Offer counselling or psychological therapy

* Interfere with or attempt to alter a participant's
treatment plan

* Replace or act as a substitute for professional
healthcare providers

Support groups are designed to offer peer support,
not clinical care. Leaders and participants share
lived experiences to foster understanding and
encouragement, but they must always refer
individuals to qualified professionals for any
medical, psychological, or crisis-related concerns.

If a participant raises a health-related question or
appears to be in distress, leaders should:

» Encourage them to speak with their GP,
specialist, or treating clinician

» Refer them to appropriate services such as:

- Lifeline 13 11 14 - lifeline.org.au

- Beyond Blue 1300 224 636 - beyondblue.org.au
- GrieflLine 1300 845 745 - griefline.org.au

Additionally, to maintain a respectful and inclusive
environment, please be sensitive and avoid these
topics:

Religious Content: We live in a multicultural, multi-
religious society. Therefore, religious postings and
discussions are to be avoided in support group
settings.

Political Content: Politics can be highly personal

and divisive. We ask all participants to refrain from
political posts or discussions to preserve group
harmony.

Contact supportgroups@sclerodermavictoria.
com.au for guidance if unsure how to proceed.
Maintaining clear boundaries protects both the
leader and the group participants, and ensures
that support groups remain safe, respectful, and
focused on peer connection.

Grief, Loss & Memorials

Support may be required after the loss of a person
connected to the group. Grief is a natural and
deeply personal response to loss, and leaders
should be prepared to offer compassionate
support while respecting each participant's
individual experience.

Ways to support the group include:

* Acknowledging the loss during meetings in a
respectful and inclusive manner

* Providing space for participants to share
memories or reflections

» Referring participants to professional grief
support services when needed

* Encouraging self-care and connection during
difficult times

Families of those who have passed away may
choose to honour their loved one by requesting
memorial donations to Scleroderma Victoria. These
donations help continue our mission of support,
education, and research.

For information about bequests or memorial
donations, please contact us on 03 9231 3651
or visit Donate to Scleroderma Victoria

Privacy & Confidentiality

Participation is voluntary and confidential.
Leaders must uphold Scleroderma Victoria's
Privacy Policy.
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Mental Health First Aid

We recognise the emotional challenges that can
accompany chronic illness. Several participants of
the Scleroderma Victoria Committee are qualified
in Mental Health First Aid, equipping them with
the skills to:

* Recognise signs of mental distress
* Provide initial support in a crisis

» Refer individuals to appropriate professional
help

¢ Promote mental well-being within our
community

This ensures our support programs are not
only compassionate but also informed by
best practice in mental health awareness and
response.

While support group leaders may not be
formally qualified in mental health first aid,
they play a vital role in fostering connection and
understanding.

If at any time they feel they need guidance or
support within their groups, they are encouraged
to reach out to us, we're here to help.
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SUPPORT GROUP MEETING
TOPIC IDEAS

Scleroderma Australia provides a wide range of free brochures and resources to help friends, family,
and carers better understand and support people with scleroderma. These resources are available on the
Scleroderma Australia website and offer foundational knowledge to encourage meaningful conversations
and informed support.

To enrich your Support Group Meetings, consider exploring the following topics using these resources.
Each topic includes a brief synopsis to help participants select areas of interest:

Suggested Topics for Support Group Discussions

Understanding the NDIS

Learn how the National Disability Insurance
Scheme works and how it can support
people with scleroderma.

Raynaud’s Phenomenon

Understand this common symptom of
scleroderma, its triggers, and management
strategies.

Eating Well

Explore nutritional tips and dietary
strategies to support overall health and
symptom management.

Oral Health

Discover how scleroderma can affect oral
health and ways to maintain good dental
hygiene.

Lung Function Testing

Learn about the importance of monitoring
lung health and what to expect during
testing.

Scleroderma and Intimacy

Address the emotional and physical aspects
of intimacy and relationships while living
with scleroderma.

Fatigue

Discuss causes of fatigue and practical
strategies to manage energy levels.

Telehealth Pathways Nurse

Learn how telehealth services can provide
accessible support and guidance from
healthcare professionals.

Bladder and Bowel

Understand how scleroderma may affect
these systems and explore management
options.

Workplace

Explore rights, accommodations, and
strategies for maintaining employment with
scleroderma.

Support Group Guidelines | 14



Skin
Learn about skin care routines and

treatments to manage scleroderma-related
skin changes.

Localised Scleroderma

Understand the differences between
localised and systemic scleroderma and its
unique challenges.

Travel

Tips and considerations for travelling safely
and comfortably with scleroderma.

Taking Blood

Guidance on blood tests and how to prepare
for and manage the process.

Hospital Checklist

A practical checklist to help prepare for
hospital visits or stays.

Trial Screen

Information on clinical trials and how to
assess eligibility and participation.

SPIN (Scleroderma Patient-centred
Intervention Network)

Learn about international research and
support initiatives focused on improving the
quality of life.

Virtual Education Sessions

Our monthly online learning events
provide expert speakers to share practical,
up-to-date information to support people
affected by scleroderma.




RESOURCES
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