
1.  Introduction and Workshop Context

Scleroderma Australia
20th Anniversary 
Workshop Outcomes

About Scleroderma Australia
Scleroderma Australia is the national peak body representing people living with scleroderma (systemic sclerosis) and 
those who support them, including families, carers, clinicians and researchers. For more than two decades, the 
organisation has played a central role in national advocacy, awareness-raising, connection and support for a rare, 
complex and often misunderstood condition.

Scleroderma Australia is a volunteer-led organisation. Its leadership, governance and much of its operational capacity 
are contributed by people with lived experience and committed advocates from across the country. 
The organisation does not receive ongoing government funding, and its work is sustained through community 
fundraising, philanthropic support, and partnerships built on shared purpose and mutual trust.

Despite these constraints, Scleroderma Australia has established itself as a respected national voice. It provides 
trusted information, facilitates peer connection, and advocates for improved diagnosis, access to care, research 
investment and policy reform. Its work is grounded in lived experience and strengthened through close 
collaboration with clinicians, researchers and allied organisations.

Operating in partnership with state and territory scleroderma organisations, Scleroderma Australia provides national 
leadership while recognising the importance of place-based support. This federated approach enables consistent 
national advocacy and messaging, while maintaining strong local connections for people living with the condition.

A core function of Scleroderma Australia is to address gaps that arise from rarity, complexity and system 
fragmentation. The organisation plays a critical enabling role by:

• Coordinate and promote scleroderma awareness across Australia

• Increase community support and engagement for people with scleroderma and their families

• Advocate for people with scleroderma for improved outcomes

• Coordinate funding for scleroderma research across Australia

• Support state associations to provide successful and sustainable outcomes

Scleroderma Australia works closely with clinical and research partners, including the Australian Scleroderma Interest 
Group (ASIG), to support research, translate evidence into practice, and ensure consumer perspectives inform 
research priorities. Stories and lived experience insights are central to this work, shaping advocacy, funding 
submissions and system-reform efforts.
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The outcomes and solution maps presented in this report are ambitious by design, reflecting community readiness 
for change. However, their implementation will require sustained collective effort. Progress will depend on:

• the scleroderma community continuing to step forward through fundraising, leadership and participation

• strong partnerships with other organisations, professional bodies, researchers and industry

• collaborative approaches that leverage limited resources for maximum community benefit

As a volunteer-run organisation without government funding, Scleroderma Australia is clear that systemic change 
cannot be delivered by the organisation alone. Instead, it acts as a catalyst and convener, bringing stakeholders 
together, amplifying community voice, and supporting shared solutions that improve quality of life and long-term 
outcomes for people living with scleroderma across Australia.

Purpose of the Workshop
The Scleroderma Australia 20th Anniversary Workshop was convened to mark two decades of national advocacy and 
to deliberately chart the next phase of impact for people living with scleroderma across Australia. Rather than 
functioning as a retrospective celebration alone, the workshop was designed as a future-focused strategic forum, 
bringing together lived experience, clinical expertise, and system insight.

The primary purpose was to collectively identify the most critical challenges facing the scleroderma community over 
the next 20 years and to co-design practical, scalable solutions that could inform advocacy, policy reform, service 
development, research investment, and organisational strategy.

Facilitation and Methodology
The workshop was facilitated by Boehringer Ingelheim, drawing on structured co-design, systems-thinking and 
solution-mapping methodologies. Participants were engaged through a combination of plenary discussions, 
small-group ideation sessions and prioritisation exercises.

The process intentionally moved participants from:

• shared understanding of the current state,

• to articulation of core challenges,

• to ideation of potential system-level responses, and finally,

• to the development of solution maps.

Each solution map followed a consistent framework, asking participants to define:

1. What the solution looks like

2. Who it impacts and how

3. What resources are required

4. What next steps are needed to move toward implementation

This methodology ensured that outputs were not aspirational alone, but grounded in feasibility, accountability and 
real-world constraints.
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Ethical and Governance Context
The workshop was conducted in alignment with the Medicines Australia Code of Conduct, which governs ethical 
interaction between pharmaceutical companies and healthcare, consumer and advocacy stakeholders in Australia.

All activities were designed to ensure:

• independence of advocacy positions

• transparency of purpose

• no influence over clinical decision-making or product use

• respect for lived experience and professional expertise

The outputs contained in this report reflect participant contributions and consensus and are intended to support 
public-interest outcomes, including improved diagnosis, care, equity and quality of life for people living with 
scleroderma.

Why we are sharing this report
This report captures the outcomes of the Scleroderma Australia 20th Anniversary Workshop, which brought 
together people with lived experience of scleroderma, clinicians, researchers, advocates and partners to reflect on 
the past 20 years and look ahead.

While the workshop participants brought deep expertise and insight, they do not represent the full diversity of the 
scleroderma community. We are therefore sharing this report as a community consultation document, to check 
whether the challenges and solutions identified resonate more broadly, and to ensure future priorities are shaped 
by those most affected.

Role of Boehringer Ingelheim
Boehringer Ingelheim supported and facilitated the workshop as part of its ongoing commitment to working in 
partnership with the broader advocacy community in areas of high unmet need. The role of Boehringer Ingelheim 
was explicitly non-promotional and focused on enabling respectful dialogue, structured collaboration and 
outcome-focused discussion.

Facilitators provided process expertise, supported group dynamics, documented outputs and assisted participants 
to translate identified challenges into coherent solution maps. Ownership of the ideas, priorities and solutions rests 
with Scleroderma Australia and the workshop participants. We sincerely thank Boehringer Ingelheim for their 
generous support in volunteering to run the workshop.

2.  Executive Summary

Shared Ambition
Across all discussions, participants agreed on one clear shared goal:

A consistent and timely person-centred approach to diagnosis, treatment, and support for the scleroderma 
community across Australia.

This ambition reflects a collective recognition that while excellence exists in pockets, current systems are 
fragmented, inequitable and often too slow to respond to the needs of people living with a rare, complex and 
lifelong condition.
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Overview of Solution Maps
Across the four workshops, participants developed a range of solution maps reflecting priority areas for action:

• Having Scleroderma Australia Known as the Peak Body

• The SUNRISE Project – A Guide to Scleroderma

• Australian Story

• Medical Students Training (Allied Health / Nursing)

• My Multi Care

• Scleroderma MDT Model of Care

• Connections

Collectively, these solution maps provide a strategic roadmap for advocacy, service development, education, data 
infrastructure and research investment over the coming years.

What this report represents
The ideas and solution maps in this report:

• Reflect what was discussed during the 
workshop

• Represent a starting point, not a finished plan

• Are intended to be tested, refined and 
prioritised through wider consultation

Nothing in this report is considered final.

Who we want to hear from
We are seeking feedback from:

… People living with scleroderma

… Family members, carers and supporters

… Clinicians and health professionals

… Researchers, partners and sector stakeholders

All perspectives are valued equally.

How feedback will be used
Community feedback will directly inform:

• Scleroderma Australia’s advocacy priorities

• Future partnerships and funding approaches

• Service development and pilot projects

• Research and data initiatives

• Our national strategy for the next phase of 
impact

A summary of consultation findings will be published 
and shared with the community.

The Four Vital Pathways
To interrogate this ambition, participants worked 
across four interdependent challenge pathways:

1. Early Engagement – ensuring people find 
Scleroderma Australia and trusted support early

2. Diagnosis and Referral – improving speed, 
consistency and confidence in diagnosis

3. Multidisciplinary Teams – guaranteeing access 
to coordinated, best-practice care regardless of 
postcode

4. Research and Data – building the evidence base 
required to drive better care and policy

These pathways were deliberately framed as 
system-level challenges, not individual or 
organisational failures.
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3.  The Four Vital Pathways

Pathway 1: Early Engagement
Driving early awareness and help-seeking

This pathway focuses on how people first encounter information about scleroderma and how quickly they are 
connected to credible support. Early engagement is critical to reducing isolation, empowering informed 
decision-making and supporting people at the point of diagnosis.

Key themes included awareness, referral consistency, digital visibility, education and the need for Scleroderma 
Australia to be the obvious national entry point.

Pathway 2: Diagnosis and Referral
Building fast, consistent diagnostic recognition and referral

This pathway addressed the structural factors driving diagnostic delay, including inconsistent GP awareness, lack of 
clear referral standards, geographic inequity and limited access to specialist expertise.

Participants emphasised that diagnostic delay is a system failure rather than an individual clinician issue, requiring 
coordinated national responses.

Pathway 3: Multidisciplinary Teams
Guaranteeing equitable access to best-practice multidisciplinary care

This pathway explored how care is delivered after diagnosis and the extent to which people can access coordinated, 
holistic care. Participants identified significant postcode-based inequity, funding misalignment and fragmented 
communication between providers.

The focus was on defining scalable, evidence-based MDT models that centre on the individual and can be delivered 
nationally.

Pathway 4: Research and Data
Building a coordinated national research and data system

The final pathway examined how data and research underpin all other improvements. Participants acknowledged 
Australia’s research strengths while identifying limitations in coverage, infrastructure, coordination and translation of 
evidence into policy and practice.

Improved data was seen as essential for advocacy, funding, service planning and ultimately better health outcomes.
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4.  Workshop 1 – Early Engagement

Pathway focus: Driving early awareness and help-seeking
4.1 Current Situation

Participants identified significant variability in awareness of Scleroderma Australia across states, clinical settings and 
medical specialties. Many people living with scleroderma only become aware of Scleroderma Australia long after 
diagnosis, missing critical opportunities for early education, psychosocial support and connection.

Although Scleroderma Australia has distributed its Understanding & Managing Scleroderma booklet nationally, 
participants agreed that current dissemination mechanisms do not achieve sufficient reach. Awareness and referral 
are largely dependent on individual clinician knowledge rather than structured or systematic pathways.

As a result, people with scleroderma frequently rely on informal peer networks, social media platforms, or chance 
encounters to locate support. This ad-hoc discovery model was widely viewed as inadequate, inequitable and 
avoidable.

4.2 Current Work Underway

The organisation is actively:

• refining clinician-facing messaging and materials for newly diagnosed people with scleroderma

• improving digital presence and discoverability at key diagnostic moments

• building more intentional relationships with hospitals, specialist clinics and professional bodies to encourage 
consistent referral to Scleroderma Australia for support

Participants acknowledged this work but noted it remains resource-constrained and unevenly implemented across 
jurisdictions.

4.3 Key Roadblocks

Several systemic barriers were identified:

• the absence of nationally consistent referral mechanisms

• competing priorities within health services, where rare diseases are often deprioritised

• limited organisational capacity and reliance on volunteers to maintain outreach and education activities

These constraints have historically limited Scleroderma Australia’s ability to embed itself as a default referral 
destination.

4.4 Challenge Statement

People are not coming to Scleroderma Australia early because it has not been positioned as the obvious first stop. Until this 
changes, diagnostic delay and delayed access to support will persist.

Participants agreed this challenge required deliberate organisational, cultural and system-level change through 
extended partnerships.
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4.5 Ideation Outcomes – Group 1A

Group 1A focused on strengthening the role of Scleroderma Australia as the recognised national peak body. Key ideas 
included:

• targeted education for GPs addressing early signs and referral triggers

• clearer reasoning and purpose for rheumatologists and other specialists to reach out

• ambassador engagement to humanise and amplify messaging

• improved alignment between national and state scleroderma organisations

• building people’s confidence to look for information themselves and supporting them to do so

Professional education, scholarship pathways and scalable social media engagement were also identified as enabling 
strategies.

4.7 Ideation Outcomes – Group 1B

Group 1B focused on strengthening individual and carer education and connection across the scleroderma journey. 
Key ideas included:

• a coordinated approach to education from diagnosis through to ongoing self-management

• practical, accessible resources to support daily living and informed decision-making

• expanding peer support opportunities to reduce isolation and build community connection

• clearer pathways for carers and families to access guidance and support networks

• stronger visibility and collaboration with trusted organisations and community partners

Improving access to timely information, strengthening peer and community connections, and embedding education 
at key points in the journey were identified as critical enablers.

4.6 Solution Map 1A

Having Scleroderma Australia Known as the Peak Body

This solution positions Scleroderma Australia as the 
authoritative national gateway for information, 
referral and support. It relies on consistent national 
messaging, alignment with state organisations and 
structured pathways ensuring that all newly 
diagnosed people are connected to Scleroderma 
Australia early in their journey.

What the solution looks like

… People with scleroderma: improved access to 
timely, reliable support and information

… Health professionals: clearer guidance and 
reliable referral options

… Government and industry stakeholders: 
a credible national advocacy partner

Who it will impact

… Dedicated people and leadership capacity

… Sustainable funding

Resources required

• Regroup and develop a detailed implementation 
roadmap

• Identify ambassadors and partnership 
opportunities

Next steps
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4.8 Solution Map 1B

Individual and Carer Education & Connection

Pathway focus: Building fast, consistent diagnostic recognition and referral
5.1 Current Situation

This solution establishes a coordinated approach to 
individual and carer education across the full 
journey, with clear awareness points and structured 
support at diagnosis. It includes practical resources 
to support daily living, peer support groups to 
reduce isolation, and accessible community 
activities. The approach also strengthens visibility of 
trusted organisations and promotes positive 
experiences through connection, storytelling and 
partnerships.

What the solution looks like

… People with scleroderma: improved access to 
practical information, peer support and 
reduced isolation

… Carers and families: clearer guidance and 
support networks

… Health professionals: improved tools to 
support individual education and connection

… Scleroderma organisations and partners: 
increased visibility and stronger community 
engagement

Who it will impact

… Partnerships with supportive organisations

… Funding and capacity to increase the delivery 
of education and engagement initiatives

Resources required

• Map the individual journey to identify key 
awareness and education points

• Improve the development and implementation 
of education packs at diagnosis

• Increase awareness of support groups, 
particularly for people who are newly diagnosed

• Build partnerships and identify opportunities for 
community connection

• Develop an implementation roadmap

Next steps

5.  Workshop 2 – Diagnosis and Referral

Participants identified diagnostic delay as one of the most significant and persistent system failures affecting people 
living with scleroderma in Australia. While diagnostic criteria are generally well understood by specialist 
rheumatologists, recognition of early or atypical signs by general practitioners and allied health professionals is 
inconsistent.
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Referral pathways vary markedly between states, regions and even individual clinics. There is no nationally agreed 
minimum standard outlining when to refer, where to refer, or how referral decisions should be prioritised. As a 
result, people with scleroderma frequently experience prolonged, fragmented diagnostic journeys characterised by 
multiple consultations, repeated testing and limited early education about the disease.

Delays are compounded in regional and rural areas, where access to rheumatologists and specialist services is 
constrained and wait times are often significant.

5.2 Current Work Underway

Scleroderma Australia, in collaboration with clinical partners, is:

• mapping existing referral pathways across jurisdictions to identify gaps and variation

• developing resources and quick-reference guides, to support GPs

• exploring partnerships with peak bodies to embed scleroderma content into continuing professional develop-
ment and training pathways

Participants acknowledged this work is foundational but recognised that it remains voluntary, fragmented and 
difficult to scale without system-level support.

5.3 Key Roadblocks

Key barriers identified included:

• limited confidence and exposure among GPs in recognising a rare, multisystem disease

• uneven access to specialist services, particularly outside metropolitan areas

• a lack of consolidated, accessible information identifying which specialists have specific expertise in scleroderma

These factors collectively contribute to delayed diagnosis and inequitable access to appropriate care.

5.4 Challenge Statement

Without practical criteria and a national referral pathway, medical professionals cannot identify scleroderma early, and 
Australians pay the price.

Participants agreed that addressing this challenge required coordinated national infrastructure, not individual 
clinician effort.

5.5 Ideation Outcomes – Group 2A

Group 2A focused on structural enablers for improving diagnosis and referral. Key ideas included:

• lobbying government to recognise scleroderma as a priority rare disease

• correcting under-reported prevalence data to reflect lived reality

• developing a national database capturing people with scleroderma, specialists and geographic distribution

• leveraging ambassadors and advocacy voices to build political and professional momentum

Education of GPs, allied health professionals and broader medical specialists was viewed as essential but insufficient 
without better system architecture.

09



5.7 Ideation Outcomes – Group 2B

Group 2B focused on training and workforce capability. Participants emphasised that diagnostic delay reflects system 
design, not individual GP failure, noting that most GPs will encounter very few cases during their careers.
Ideas included:

• CPD modules for GPs focused on symptom recognition and escalation triggers

• tiered referral models distinguishing generalist and specialist rheumatology roles

• improved education for rheumatologists, including exposure to complex and rare cases

• incentives to address regional workforce shortages

5.8 Solution Map 2B

5.6 Solution Map 2A - Australian Story

The Australian Story proposes a national data 
platform that maps people living with scleroderma 
alongside specialist expertise and geographic 
distribution. The platform would enable 
evidence-based decision-making, identify unmet 
need, guide allocation of specialist resources, and 
support advocacy and funding bids.

What the solution looks like

… General practitioners: clear referral options 
based on proximity and expertise

… People with scleroderma: faster, more accurate 
diagnosis and referral

… Health services and government: reliable data to 
support service planning

… Researchers and advocacy organisations: a 
shared evidence base

Who it will impact

• Future health professionals: improved 
confidence and rare disease literacy

• People with scleroderma: earlier recognition 
and more informed care

• Health system: reduced diagnostic delay and 
downstream costs

Who it will impact

… Cross-jurisdictional coordination

… Data governance and stakeholder buy-in

… Sustainable funding

Resources required

This solution embeds scleroderma and rare disease 
education within undergraduate and postgraduate 
medical, allied health and nursing training. It 
promotes early exposure to rare conditions, 
support organisations and multidisciplinary care 
models.

What the solution looks like

• Secure agreement and partnership with relevant 
professional colleges

• Develop a project plan and advocacy strategy

• Identify and source existing data holdings

Next steps

Medical Students Training (Allied Health / Nursing)
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… Collaboration with universities and professional 
colleges

… Curriculum development

… Advocacy at federal and professional-body 
levels

Resources required

• Engage with medical and allied health education 
providers

• Lobby government and professional associations

• Identify champions within training institutions

Next steps

Pathway focus: Guaranteeing equitable access to best-practice 
multidisciplinary care

6.1 Current Situation

6.  Workshop 3 – Multidisciplinary Teams

Participants consistently described access to multidisciplinary team (MDT) care as highly variable and largely 
postcode-dependent. Where comprehensive MDT services exist, they are typically concentrated in major tertiary 
centres, leaving many people to coordinate care across multiple unconnected providers.

Participants noted that effective MDT models do exist within Australia and internationally; however, these models are 
often localised, reliant on individual champions, and difficult to replicate due to funding and workforce constraints.

Digital health platforms capable of supporting shared care and communication between specialists, GPs and people 
with scleroderma remain underdeveloped or inconsistently used.

6.2 Current Work Underway

Current efforts include:

• engaging clinicians and partners to define minimum MDT standards for scleroderma

• exploring scalable elements such as telehealth and shared-care arrangements

These efforts are constrained by the absence of dedicated funding and national coordination.

6.3 Key Roadblocks

Identified barriers included:

• funding models that do not adequately support MDT clinics for rare diseases

• workforce shortages across key specialties and allied health

• lack of national coordination or shared infrastructure

• limited ability for digital health systems to work together and share information, with differences between states 
making it harder for people to access their own medical records consistently
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6.4 Challenge Statement

Postcodes continue to determine the quality of scleroderma care in Australia. Best-practice MDT care exists, but only in 
isolated centres. What national, scalable model are we ready to implement now?

6.5 Ideation Outcomes – Group 3A

Group 3A focused on defining quality MDT care and improving coordination. Key ideas included:

• individualised multidisciplinary care models built around each person’s needs

• central coordination roles to support communication

• greater GP and allied health engagement, particularly in regional areas

• telehealth and shared electronic health records as core enablers

• increased education for people with scleroderma and carers about what best-practice MDT care looks like

6.7 Ideation Outcomes – Group 3B

Group 3B concentrated on system-level reform, including:

… hub-and-spoke models anchored by Centres of Excellence

… communities of practice linking clinicians nationally

… specialised training pathways

… national registries of MDT expertise

… MBS item numbers to support MDT clinics

6.6 Solution Map 3A - My Multi Care

My Multi Care is an evidence-based, standardised 
MDT model delivered through telehealth and 
shared-care arrangements. Care planning is 
co-designed with people with scleroderma, with 
agreements co-signed to formalise roles and 
expectations. Communication is person-centred, 
interactive and transparent.

What the solution looks like

… People with scleroderma: coordinated, equitable 
and person-centred care

… Clinicians: clearer shared-care roles and 
communication

… Health system: improved outcomes and reduced 
duplication

Who it will impact

… Data infrastructure and governance

… Clinical expertise and individual input

… Operational funding and coordination capacity

Resources required

• Identify existing MDT exemplars

• Develop service directories and gap analyses

• Advocate for sustainable funding models

Next steps
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6.8 Solution Map 3B - Scleroderma MDT Model of Care

This solution establishes a nationally funded MDT 
model of care based on Centres of Excellence, 
supported by communities of practice, national 
provider registries and digital referral pathways. 
The model draws on successful rare cancer 
frameworks.

What the solution looks like

… People with scleroderma: timely access to 
comprehensive care

… Health professionals: structured support and 
education

… Government: reduced hospitalisation and 
long-term costs

Who it will impact

… Staged funding

… Project coordination

… Cross-sector partnerships

Resources required

… Establish governance structures

… Secure funding commitments

… Pilot and scale nationally

Next steps

Pathway focus: Building a coordinated national research and data system

7.1 Current Situation

7.  Workshop 4 – Research and Data

Participants acknowledged Australia’s strength in scleroderma research, particularly through the ASIG national data 
repository. However, current coverage captures only a proportion of the scleroderma population and is limited to 
ASIG clinic-attending cohorts.

There is a lack of consistent national data on prevalence, outcomes and care patterns. Research funding remains 
competitive and constrained, and infrastructure limitations hinder broader data collection and participant enrolment.

7.2 Current Work Underway

Scleroderma Australia continues to:

• support ASIG-led research fundraising

• partner on clinically relevant research design

• advocate for research investment

Participants recognised opportunities to strengthen coordination, governance and advocacy leverage.
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7.3 Key Roadblocks

Key challenges included:

… chronic underfunding of rare disease research

… governance complexity around data sharing and privacy

… limited infrastructure to support national enrolment

… fragmentation between research and advocacy data needs

7.4 Challenge Statement

Australia cannot deliver truly evidence-based scleroderma care because we are not measuring what matters, lack national 
coordination, and have no clear ownership of the issue.

7.5 Ideation Outcomes – Group 4AB

Participants proposed:

• defining a core outcome set through codesign

• adopting internationally recognised measurement frameworks

• differentiating data for research versus advocacy

• positioning scleroderma as a national health issue

• leveraging stories as a powerful data source

7.6 Solution Map 4AB - Connections

Connections focuses on building community 
buy-in and awareness of research, enhancing 
collaboration, and ensuring research addresses 
outcomes that matter to people living with 
scleroderma. Scleroderma Australia acts as the 
national platform linking community, clinicians, 
researchers and policy-makers.

What the solution looks like

… Community: increased understanding, trust and 
participation

… Researchers: improved enrolment and 
meaningful outcomes

… Advocates and policy-makers: stronger 
evidence base

Who it will impact

… Dedicated coordination roles

… Engagement strategies across regions

… Digital platforms and communication tools

Resources required

… Promote clinical trials through national channels

… Strengthen governance and collaboration 
frameworks

Next steps
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8.  Consolidated Solution Map Summary

Across the four workshops, participants collectively identified several priority solution maps, each addressing a critical 
system challenge along the scleroderma journey. While each solution map was developed within a specific pathway, 
participants consistently emphasised that successful implementation will require integrated, cross-pathway action.

Taken together, the solution maps form a coherent national roadmap focused on early connection, timely diagnosis, 
equitable care, and evidence-driven policy and practice.

Summary of Solution Maps

Early Engagement

• Having Scleroderma Australia Known as the Peak Body
Positions Scleroderma Australia as the authoritative national entry point for information, referral and support. 
Focuses on consistent messaging, alignment with state organisations, ambassador engagement and building 
people’s confidence to take an active role in their own care and information-seeking.

• The SUNRISE Project – A Guide to Scleroderma
Enable our education resources to be linked to QR-codes in clinical settings to connect people with Scleroderma 
Australia at point of diagnosis, supported by community liaison roles.

Diagnosis and Referral

… Australian Story
Establishes a national data platform mapping people with scleroderma, specialists and geography to identify 
unmet need, strengthen advocacy, guide service planning and provide GPs with clear, evidence-based referral 
options.

… Medical Students Training (Allied Health / Nursing)
Embeds scleroderma and rare disease education across undergraduate and postgraduate training, improving 
workforce readiness and rare disease literacy from the outset.

Multidisciplinary Teams

… My Multi Care
An evidence-based MDT model centred on the individual, utilising telehealth, shared-care arrangements and 
co-designed care plans to improve coordination, communication and equitable access.

… Scleroderma MDT Model of Care
A nationally funded framework based on Centres of Excellence, communities of practice, provider registries and 
MBS-supported MDT clinics, informed by exemplar rare disease and rare cancer models.

Research and Data

• Connections
Strengthens community engagement with research, improves collaboration and governance, and positions 
Scleroderma Australia as a national platform for translating data into advocacy, funding and improved care.

Collectively, these solution maps reflect a shared commitment to transforming fragmented systems into coordinated, 
person-centred pathways supported by sustainable infrastructure and policy reform.
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9.  Closing Reflections

The Scleroderma Australia 20th Anniversary Workshop brought together lived experience, clinical expertise, advocacy 
leadership and system insight to reflect on past progress and identify what needs to change over the next 20 years. 
Participants reached strong agreement that improving outcomes for people living with scleroderma will require better 
national coordination, stronger data and research, equitable access to multidisciplinary care, and earlier connection to 
trusted support.

The solution maps outlined in this report capture what was shared during the workshop and provide a starting point 
for action. They are not final. Scleroderma Australia is now sharing this report as part of a national consultation to test 
whether these priorities reflect the experiences and needs of the broader community.

We invite you to read the report and share your perspectives through the accompanying Google Form. Whether you 
agree, disagree, or feel something important is missing, your feedback will help shape Scleroderma Australia’s 
advocacy, partnerships and priorities for the years ahead. Together, we can ensure the next chapter of this work is 
grounded in lived experience, clinical insight and collective wisdom.

Scan the QR code to provide your feedback:
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Abbreviations: AHP – Allied Health Professional; ARA – Australian Rheumatology Association; ASIG – Australian 
Scleroderma Interest Group; CPD – Continuing Professional Development; CoE – Centre of Excellence; GP – General 
Practitioner; HCP – Health Care Professional; HP – Health Professional; MBS – Medicare Benefits Schedule; 
MDT – Multidisciplinary Team; MDC – Multidisciplinary Care; Q&A – Questions and Answers; RACGP – Royal 
Australian College of General Practitioners; RACP – Royal Australasian College of Physicians; SA – Scleroderma 
Australia; SSc – Systemic Sclerosis; SME – Subject Matter Expert
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