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ChairThe 20 Years of Scleroderma Australia meeting, held on 
the 21st of March 2026, brought together members of 
the Scleroderma Australia (SA) community, including 
people living with scleroderma, their families, clinicians, 
researchers, partners, and longstanding supporters, to 
celebrate 20 years as a national organisation.

The day was split into a morning and afternoon session, 
with the morning session comprising key 
presentations, including one from international 
speaker Prof. Anna-Maria Hoffman-Vold, and panel 
discussions focusing on the evolution of care and 
support and the delivery of better outcomes through 
multidisciplinary care.

The afternoon session focused on the four vital 
challenges faced by SA. It was conducted in a workshop 
format, with the aim of generating ideas to overcome
the following challenges:

• Early engagement

• Diagnosis and referral

• Multidisciplinary care

• Research and data

In the workshops, participants prioritised strengthening 
SA’s role as the national peak body, improving education 
for healthcare professionals, specialists, persons with 
scleroderma and support people, and increasing 
awareness through digital and social channels. 

The content of this document only covers the
proceedings from the morning session.

Funding of this event and the development of this newsletter 
was provided by Boehringer Ingelheim.

01



Members of Scleroderma Australia Board at the 20th Anniversary Meeting of Scleroderma Australia

Scleroderma Australia proudly acknowledges and thanks its volunteers for their ongoing time, energy, and dedication. 
Their efforts are vital to the work of Scleroderma Australia and the support provided to people living with scleroderma.
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Scleroderma Australia 20th Anniversary: Reflecting, Connecting, and Looking Forward

Scleroderma Australia: 20-Year Overview (2004–2026)

For the past two decades, SA has dedicated its efforts to supporting people living with scleroderma, increasing 
public awareness, and enhancing the quality of care nationwide. The 20th Anniversary overview reflects on the 
organisation’s key achievements and looks ahead to future possibilities and honours the many individuals who have 
stood together to drive change, inspire hope, and build a truly national movement.

Since 2005, SA has functioned as a national body, built on strong state-based representation and united by one 
voice advocating for people living with scleroderma. From the beginning, it has been guided by a devoted volunteer 
board, with representatives from each state, and strengthened by the involvement of community members, 
healthcare professionals, and partner organisations.

The journey began in November 2004, when representatives from NSW, Victoria, and Queensland met in Canberra 
for the first time. By July 2005, Scleroderma Australia had become an incorporated organisation. This milestone 
provided people living with scleroderma, for the first time, a unified national voice, a recognised point of contact 
for government, clinicians, and industry, and a coordinated platform for raising awareness and supporting research. 
Today, SA stands as the national peak body representing people with scleroderma, and working to:

Advocate for 
better diagnosis, 

treatment 
options, and 

coordinated care 
pathways 

Offer information and support to
people living with scleroderma

Strengthen a shared national
identity while encouraging state
organisations 

Increase awareness of
scleroderma across health and
community settings

Contribute to better care by 
supporting specialist nurses 
and hospital-based programs 

Enhance research efforts through 
strong partnerships and national 
collaboration 

Foster a connected community 
through education, events, and 
peer-to-peer support

Here we are - 20 Years in the making. Today is not just an anniversary; it is the 
celebration of a story. A story built on resilience, collaboration, and a shared 
drive to improve the lives of people living with scleroderma across Australia.

Amanda
Lawrie-Jones

Chair: Amanda Lawrie-Jones (Chair of the Board for Scleroderma Australia)

     Jan Elliott (Original Committee Member and First President of Scleroderma Australia), 

Iain Pizzey (Current Board Member and Treasurer of Scleroderma Australia), Liz Yuncken (Support Group Leader for 

ACT, Scleroderma Australia; and person with scleroderma)

Participants:
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Several additional significant aspects were highlighted including:

History and evolution of Scleroderma Australia logos:

Partnerships & advocacy: SA has strengthened 
national and international partnerships to 
raise the profile of scleroderma globally.

Strengthening research, care, and support: 
The impact in recent years has been 

substantial with the expansion of Australian 
Scleroderma Interest Group (ASIG)-funded 

scleroderma nurse positions nationwide 
(2023), Telehealth Pathways Nurse Program 
(2024), and Future Research Leaders (2025).

Gratitude: Special acknowledgement and 
gratitude was expressed to volunteers 

and board members. 

The Achievements of Scleroderma Australia Over 20 Years: 

Over the past 20 years, SA has achieved significant milestones like:

Awareness and Community Events Helping Australians Understand Scleroderma:

Creation of a 
National 

Organisation

Launch of the 
First National 

Website

Regular 
Communication of 

Resources (e.g., 
Newsletters) to Keep 

the Community 
Connected and 

Informed

Official 
Incorporation 
and National 
Recognition

Establishment of 
the Medical & 

Scientific 
Advisory Board

Growing a 
National 

Community: 
Facebook 

Support Group

First National Public 
Launch: Australian 

Rheumatology 
Association (ARA) 

Conference

Sustained 
National Fund-

raising for 
Research & 
Clinical Care

Strengthening 
State 

Associations

2005-2006

2006

2006

2008

2013-2023

2013-2026

2005-2026

2005-20262004-2005

National visibility began to grow significantly through World Scleroderma Day, 29 June. Expansion was achieved 
through Snuggle Up for Scleroderma, a warm and community-focused winter initiative encouraging supporters, 
families, and friends to literally “snuggle up” in blankets, pyjamas, or cozy gatherings to raise awareness and funds. 
In 2024, Australia’s first National Sunflower Day was introduced on 23 March. This campaign emerged because 
winter conditions make it challenging for many people with scleroderma to participate in World Scleroderma Day. 
The sunflower initiative provided a bright, warm-weather alternative that celebrates strength, hope, and togetherness 
at a time of year when people can gather outdoors and spread awareness. Finally, there is Shine Like a Sunflower, a 
modern yet iconic national campaign. As a national symbol of hope and solidarity, this campaign has illuminated 
skylines across Australia in scleroderma colours. This year, the campaign reached over 150 landmarks. 

The SA logo has changed and developed over the 
years, but the sunflower has remained central to 
its identity. Just as a sunflower turns toward the 
sun for warmth, many people with scleroderma 

feel more comfortable in warmer conditions.
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How it all began, what were the biggest challenges, and what sparked the realisation that Australia needed a national 
voice for scleroderma?

Jan Elliott worked to establish SA and became its first President in 2005.  She paid tribute to the early trailblazers 
who kept the Victorian branch running after its founding in 1979. In 2004, Jan met with Motor Neuron Disease 
Australia to learn how they formed a national body. After the meeting, the idea of adopting a flower as their 
emblem resonated with her. The sunflower felt like the perfect representation for people with scleroderma. 
Scleroderma Victoria adopted the sunflower, followed by Scleroderma Australia, and it is now proudly shared as 
a symbol that people can connect with. Stories like Jan’s help raise awareness and remind us that life with 
scleroderma can still be meaningful and full of connection.

What were the key turning points?

One of the major milestones was the growth of 
online presence. Support groups that were once only 
in-person are now widely available online, dramatically 
improving connection and accessibility. 
Social media, especially Facebook, has played a major 
role. Today, most of the states have their own website 
and Facebook page, complemented by national online 
support groups. This digital network has significantly 
increased visibility, helping people who are newly 
diagnosed to quickly find reliable information, 
connect with others, and access support groups. 
Another major turning point was the establishment 
of ASIG, which brought hospitals and clinical experts 
together to coordinate national research priorities. 
Scleroderma Australia has supported the 
development of research groups, contributed 
approximately A$520,000 to a range of research 
projects, and strengthened care by helping fund 
specialist scleroderma nurses across seven hospitals.

How have support groups changed the way people with 
scleroderma find connection, information, and hope, 
and what themes or needs emerge most often?

Although scleroderma is a rare condition, it is less 
discussed than many other rare diseases. As a 
result, people can receive a diagnosis at any age, 
having never heard of it before, with no idea what 
it means or what lies ahead. Many initially fear the 
worse or assume it is a death sentence. 

Support groups play a central role within SA. 
They help people understand the many ways 
scleroderma can affect individuals, while also 
reinforcing that a full, meaningful, and happy life 
remains possible. These groups also help people 
understand what is “typical” about the disease and 
what the symptoms could look like. Online support 
groups have made these benefits more accessible, 
especially for those in rural and remote areas.

Chair: Amanda Lawrie-Jones (Chair of the Board for Scleroderma Australia)

Moving forward, the organisation would benefit 
from developing ambassadors and public 
influencers who can help raise awareness.

Iain Pizzey

People living with scleroderma now have a 
stronger voice in research.

Liz Yuncken

Panel Discussion: Reflecting on the Journey and the Voices of Those who Shaped it

    Jan Elliott (Original Committee Member and First President of Scleroderma Australia), 

Iain Pizzey (Current Board Member and Treasurer of Scleroderma Australia), Liz Yuncken (Support Group Leader 

for ACT, Scleroderma Australia; and person with scleroderma) 

Participants:
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Why has national collaboration been essential?

Scleroderma Australia is a collaboration of states working together with volunteers, clinicians, and lived 
experience voices.

What will the next decade of Scleroderma Australia look like?

The panel noted that more people are now being diagnosed at a younger age, enabling earlier treatment and the 
potential for better outcomes.

They also highlighted the role of social media in helping people feel more connected and supported and 
emphasised the importance of ambassadors and influencers in raising awareness and funds.

Looking ahead, the panel described a future with access to wrap-around care, wherein specialists work 
together to support timely diagnosis, and stressed the need for people to be directed to support groups and 
other available services following diagnosis.

Scleroderma Australia 20th Anniversary Key Takeaways:

There has been a progression from producing simple brochures to influencing national policy, supporting 
ASIG-funded nurses, and investing in major research initiatives.

The current work reflects what people with scleroderma say truly matters to them, and research efforts 
now extend far beyond treatment. For example, one project uses large-scale data, the Australian Scleroderma 
Cohort Study (ASCS),  to identify patterns and clusters of scleroderma cases across the country.

The ASCS was designed by ASIG in 2007, with the aim of creating a detailed national database of people with 
scleroderma and mixed connective tissue disease (MCTD).

ASIG also established a biobank to collect and store biospecimens to provide novel insights into biomarkers 
and the  genetic components of this rare disease. All people with scleroderma or MCTD attending any of the 
ASIG centres are offered the opportunity to participate in the ASCS and use the biobank.

• 20 years of support across Australia: Scleroderma Australia (SA) has grown into the national organisation 
supporting people living with scleroderma.

• What SA does: SA provides information and support, raises awareness, advocates for better diagnosis 
and care, supports research, and helps people feel connected to others with scleroderma.

• Major milestones: National fundraising for research and clinical care, growing online support and 
communication, and strengthening state-based groups.

• Raising awareness nationwide: Campaigns such as World Scleroderma Day, Snuggle Up for Scleroderma, 
National Sunflower Day, and Shine Like a Sunflower have helped more people across Australia understand 
scleroderma.

• Looking ahead: Over the next decade, the focus will be on earlier diagnosis, better coordinated care, 
stronger links to support services, and using digital platforms and ambassadors to raise awareness and funds.
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The life rewritten
scleroderma reshapes work, relationships, identity, yet people continue to adapt and self-advocate 

with fierce clarity.

Nothing is spontaneous anymore; I research everything before I go anywhere.

The hardest part is wanting to do more than my 
body will permit. It is hard living with an invisible 

illness and being told that you look so well.

Most GPs don't know anything about what I have 
and dismiss the serious impact on my life.

Person with
scleroderma

Person with
scleroderma

Person with
scleroderma

Policy and Advocacy Campaigns: Scleroderma Awareness Campaign

The Scleroderma Awareness Campaign was introduced and will be launched in partnership with TrialScreen and the 
Melbourne Playback Theatre Company highlighting the theme scleroderma is complex and often invisible. 
Many people including clinicians, hospital administrators, funders, and policymakers still have little understanding of 
what it is or how deeply it shapes daily life.

  Tara Haneveld (Deputy Chair of Scleroderma Australia; President of Scleroderma Queensland),

Emma Burrows (Neuroscientist and Head of Scientific Engagement at TrialScreen) 

These are exactly the audiences this campaign aims to reach with the goal of sparking national awareness by 
highlighting real, diverse, and authentic stories from across Australia. These stories capture the urgent and 
multifaceted reality of living with scleroderma and call on the health sector and policymakers to act.

People with scleroderma were invited to share their experiences by responding to simple, everyday questions like 
“What is your morning like?”. To honour these voices while protecting privacy, SA partnered with the Melbourne 
Playback Theatre Company to create a short awareness video using actors. Thirty Australians living with scleroderma 
shared deeply personal stories from across every state. From these accounts, three distinct archetypes emerged, 
reflecting different pathways people take through their scleroderma journey:

The delayed & dismissed
stories reveal the long, confusing road to 

diagnosis, and the voices within them carry a 
quiet strength where frustration is tempered 

by determination.

The unpredictable fighter
marked by daily negotiation between good 

days and bad, plans made and remade, the grit 
to keep moving, and a sharp, dark humour that 

lightens the load. This voice refuses pity. It is 
inventive, defiant, and often very funny.

Presenters:
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Scleroderma Australia and Lung Foundation Australia Partnership Announcement

.

Together, Scleroderma Australia and Lung Foundation Australia helped establish the men's online support group. The 
collaboration with Scleroderma Australia is grounded in the principle of being equal partners with a shared mission.

Across all three archetypes, several powerful themes emerged:

The burden of complexity. Almost everyone 
described how difficult it is to explain scleroderma,

even to medical professionals.  

01

Invisibility and stigma.
02

03

A longing for visibility.
04

These stories highlight the need for health system improvements for better clinical understanding and
coordinated care, greater research investment and faster access to new treatments, and attention to policy
and funding to reflect the seriousness and complexity of scleroderma.

Harry 
Patsamanis 

                            Amanda Lawrie-Jones (Chair of the Board for 

Scleroderma Australia), Harry Patsamanis (General Manager, 

Consumer Programs and Partnerships, Lung Foundation Australia) 

Scleroderma Australia has been working closely with the Lung Foundation 

Australia (LFA) for many years. 

One in three people with scleroderma will develop interstitial lung disease (ILD) or pulmonary arterial hypertension 

(PAH). Yet routine screening for them is still not standard practice. Similarly, people with ILD are not consistently 

assessed for underlying connective tissue disease. These gaps contribute to long delays in diagnosis. 
Thus, specialised health navigation, accurate information, streamlined pathways, research, and access to a trusted 
source of information are essential.

The formal partnership between SA and LFA is the first official national partnership established, reflecting the 
increasing recognition of how profound lung involvement affects people living with scleroderma.

Under the goal Supporting People to Live Well, several key aims have been defined: 

• Raising awareness, in the community and in primary care, of the link between scleroderma and lung disease, 
and providing encouragement to seek advice and care 

• Facilitating pathways to earlier diagnosis of common lung disease (ILD, PAH) for people living with scleroderma

• Ensuring the multidisciplinary team (MDT) approach spans both rheumatology and respiratory medicine for 
better care

• Improving coordination of information and support services  

Hope and humour. Even the toughest
stories carried moments of wit and lightness,
displaying humour that show this community

refuses to be defined as victims.

Presenters: 
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Expert Presentation: An Overview of Systemic Sclerosis (SSc)

Figure 1. ILD is frequently present at the time of SSc diagnosis across subtypes of SSc1

Diffuse cutaneous SSc Limited cutaneous SSc

ILD No ILD ILD No ILD

ILD, interstitial lung disease; SSc, systemic sclerosis

Prof. Anna-Maria
Hoffman-Vold

Clinical Session: Delivering Better Outcomes Through Multidisciplinary Clinics

Scleroderma is a passion, and people with scleroderma are an inspiration. Prof. Mandana
Nikpour 

The session looked at how bringing specialists together in MDTs can transform diagnosis, streamline treatment, and

ultimately improve quality of life for people living with scleroderma. Scleroderma Australia’s contributions over the

past 20 years have been fundamental, together with the work of ASIG since 2007. Thanks to these efforts, the way

scleroderma is managed in Australia has improved significantly over the past two decades.

The central role of ILD management and MDT care in improving outcomes for people living with scleroderma
were highlighted in the pre-recorded presentation delivered by Prof. Hoffmann-Vold.

In recent years, SSc has received increased attention, reflected in the growing number of published guidelines and

recommendations. This has led to more standardised, evidence-based approaches to care. A key message is that

ILD is a common manifestation of SSc, regardless of the skin subtype, and that lung assessment should be
routine for all individuals with SSc. Early identification of ILD enables timely intervention and treatment, helping

clinicians optimise long-term outcomes.

Many people with scleroderma develop lung involvement, and experts emphasize
regular assessments, even before symptoms appear, because early detection

enables faster access to treatment and improves long-term outcomes.

                 Prof. Mandana Nikpour (Department of Rheumatology, Royal Prince Alfred (RPA) Hospital; Director of the
University of Sydney Musculoskeletal Research Centre; Executive Chair of Australia Scleroderma Interest Group)

                   Prof. Anna-Maria Hoffman-Vold (Department of Rheumatology, Oslo University Hospital, Norway;
Department of Rheumatology, University Hospital Zurich, Switzerland)

Chair:

Expert:
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Figure 2. The specific roles of the different specialties2

Radiologist

Pulmonologist Respiratory physiologist

Pathologist

This team-based approach ensures that care is coordinated and comprehensive. 

In recent years, the importance of multidisciplinary care has become increasingly clear in managing SSc as a
complex, multi-organ condition.

Rheumatologists play a crucial role within MDTs and with strong evidence suggests that their involvement is critical 
to accurate diagnosis and ongoing management.  

• Interprets medical history, clinical 
data and PFTs 

• Diagnosis and treatment of ILDs 

• Interpret lung volume and gas 
exchange analysis on PFTs 

• Assesses disease progression 

• Interprets extent and patterns 
of fibrosis on HRCT

• Contributes to diagnosis and
disease staging

• Assesses disease progression on CT

•• Interprets histopathological
features on lung biopsy

• Contributes to diagnosis

Rheumatologist
• Reviews serological

tests
• Diagnosis and

treatment of CTD-ILDs

Gastroenterologist
• Manages highly prevalent 

gastrointestinal nutrition and
motility issues

Cardiologist
• Screens for and manages cardiac complications,

including arrhythmias and heart involvement

Variables evaluated during an MDT

• Clinical information
• Environmental exposures
• Biology and autoimmunity
• Familial history/genetic information
• PFT

• CT
• Serological testing
• Biopsy
• Bronchoscopy/BAL
• Longitudinal ILD evolution

BAL, bronchoalveolar lavage; CT, computed tomography; CTD-ILD, connective tissue disease associated ILD;

HRCT, high resolution CT; ILDs, interstitial lung diseases; PFTs, pulmonary function tests

Physiotherapist/
occupational therapist 
• Supportive care 

(pulmonary rehabilitation, 
physiotherapy, and 
supplemental oxygen)

Clinical nurse 
specialist 
• Supportive care
• Symptom

management
• Palliative care

10



Key Takeaways from Prof. Anna-Maria Hoffmann-Vold

Figure 3. The rheumatologist’s 10-domain approach in collaboration with other specialties3-

Treatment review Laboratory tests

Lung involvement

Digital ulcers

Skin involvement

Heart function

Renal function

Musculoskeletal
system

-Because systemic sclerosis can affect multiple organs over time, regular whole-body monitoring with a

rheumatologist is essential. This approach has been supported by international consensus, which defines a

minimum annual monitoring framework to support early detection and guide proactive care.

Gastrointestinal 
involvement 

Raynaud’s 
phenomenon

Rheumatologists also play a major role in treatment decisions. Over the past decades, the number of people

receiving appropriate treatment has increased dramatically, from 14% before 2007 to 57% after 2016.

Non-pharmacological therapies are equally important, and care should always consider what additional support

could improve daily life, especially through collaboration with specialist nurses, physiotherapists, and occupational

therapists. Education, self-management, and community support are central to care alongside practical strategies

such as smoking cessation, avoiding cold exposure, regular tailored exercise, hand-function rehabilitation, oral care,

manual lymphatic drainage, and broader approaches to improving quality of life.

Finally, Prof. Anna-Maria Hoffman-Vold emphasised that there is no single “perfect” MDT model, and these

should be adapted to local resources, staffing capacity, and care settings. For rural and regional areas, linking

smaller centres with larger ones is crucial. Telehealth-based MDTs have made this possible, ensuring people still

receive expert care.

• Interstitial lung disease is a common and serious complication of SSc that needs to be assessed.

• Care is best delivered through MDTs, which support a more complete understanding of a person’s overall

health by enabling earlier and more accurate diagnosis, as well as more tailored treatment.

• A rheumatologist should oversee overall care, since SSc is a multi-organ disease with significant risks for

other organ complications.
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Panel Discussion: Services, Clinical Care, Advocacy, Challenges, and Demands

What is most valuable and effective in the MDT?

The pulmonary hypertension clinic model was described by Dr. Lau, highlighting how it differs slightly from the ILD
approach.

Ever since therapies for pulmonary hypertension became available in Australia in 2006, Dr. Lau's team has run a
monthly multidisciplinary “big clinic”.

This approach allows the team to review each person’s results collectively and reach a shared treatment plan. 

It was stated that not all the hospitals have the capacity or funding to do it. As a result, many MDTs depend on the
goodwill and generosity of clinicians.

Janelle Blight

Susanne Webster explained that the clinic has been operating as an ILD service since 2011, seeing people with
many different conditions, including scleroderma. From the beginning, it was multidisciplinary. The goal was and
still is to bring all key services together in one place so people with scleroderma can receive comprehensive
care without moving between multiple clinics. She also acknowledged that not all services have the resources to
achieve this.

Janelle Blight shared her experience as someone attending a scleroderma clinic for nearly a decade. Travelling
remains a challenge, especially for those with fatigue or brain fog, and there’s often anxiety before appointments.

Continuity of care makes a huge difference. Seeing the same doctor for years and having access to a dedicated nurse

reduces stress.

Having someone who understands scleroderma specifically, not generalised advice,
made me feel confident and supported.

It is highly efficient and beneficial for people with complex, multi-organ disease, but very resource-intensive.

However, there is a clear opportunity for advocacy. Evidence shows that MDTs improve outcomes for people living
with scleroderma while also streamlining care and demonstrating this impact is key to securing the resources
needed.

                 Prof. Mandana Nikpour (Department of Rheumatology, Royal Prince Alfred Hospital (RPA); Director of the
University of Sydney Musculoskeletal Research Centre; Executive Chair of Australia Scleroderma Interest Group)

                         Dr. Edmund Lau (Lead Respiratory Physician of the Pulmonary Hypertension Service, RPA Hospital;

Clinical Professor of Medicine, University of Sydney), Dr. Anthoulla Mohamudally (University of Sydney and

Department of Palliative and Supportive Care, RPA Hospital, Sydney), Susanne Webster (ILD clinical nurse

consultant, RPA Hospital, Sydney), Janelle Blight (Administration Officer for Scleroderma Victoria; Support Group

Coordinator across Victoria, Tasmania, South Australia, and WA; and person with scleroderma)

In this panel, speakers explored several topics, including wrap-around services, the role of MDTs in clinical care,

support services such as palliative care, and the challenges and needs expressed by people living with scleroderma.

Chair:

Panellists:

12



What is palliative care, and how does it fit into managing a disease like scleroderma?

One of the greatest benefits of MDTs is that a person’s story is shared once and heard by the whole team. 

How do we enable clear, timely, and person-centred communication?

Often, people are only informed after decisions have been made, without understanding who was involved or
why, which can increase anxiety, especially for those newly diagnosed.

We're caring for humans at the end of the day, not a disease.
Dr. Anthoulla
Mohamudally

Without information, people fill in the gaps themselves, often imagining the worst. Janelle Blight

There are many misconceptions and often fear around palliative care as many people associate it with
end-of-life. Palliative care provides support at any stage of a chronic illness, and for people living with
scleroderma, it focuses on two core goals: managing symptoms to reduce the impact on health, regardless
of diagnosis or prognosis, and improving quality of life for both the person and their carer.

Palliative care takes a whole-person approach, supporting not only physical symptoms but also emotional, social,
and practical needs, and allied health professionals (nurses, physiotherapists, occupational therapists, and social
workers) play a vital role.

While “one-stop-shop” clinics can be ideal, many people with scleroderma experience severe fatigue, so
assessments should be paced carefully.

In recent years, expanded funding for non-cancer palliative care has improved access across Australia, though
not all hospitals have established MDTs.

To bridge this gap, online MDTs and telehealth enable shared expertise, support other services to replicate
models that are effective, and help ensure accessible care regardless of postcode, which is essential given
Australia’s geography.

The human impact of MDTs is often felt in small but meaningful ways. Navigating the health system can be
exhausting particularly when people are asked to repeat their story to one doctor after another.

When a clinician already knows someone’s background, it reduces stress, builds trust, and reassures people that
they are genuinely understood and supported.

The importance of clear and timely communication was highlighted, particularly around when MDT meetings
take place and what is discussed.

Including support persons in discussions is also essential, as they play a key role in supporting understanding,
decision-making, and recall.
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Effective communication cannot be rushed, and a few key principles include: 

Clinical Session: Key Takeaways:

Dr. Anthoulla
Mohamudally

These steps would make multidisciplinary care more transparent, supportive, and empowering for people living
with scleroderma and for their support persons.

I think good multidisciplinary care takes up a village of people who are dedicated
and who are passionate about what they do. But it also takes time. It’s not

something that can be rushed.

• MDTs bring specialists together, providing better coordinated care and less stress.

• Travel is a major challenge.

• Palliative care is not just end-of-life care. It can help at any stage by managing symptoms and improving

quality of life.

• Care should be paced and flexible, recognising fatigue and individual needs.

• Telehealth and online MDTs improve access to care, especially for people living outside major cities.

• Clear communication and involving support people help people feel informed, reassured, and supported.

Healthcare teams should listen
actively, avoid pressuring people,
and refrain information overload

The first appointment should
encourage two-way

communication

Enabling easy
follow-up

questions (often
via telehealth)

Offering short, regular check-ins
can help reduce anxiety between
appointments

Guiding people toward
credible information sources
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Final Thoughts and Looking Forward

Scleroderma Australia has identified four key priorities to guide its work over the next decade these were
explored in depth during the afternoon workshop:

FINAL THOUGHTS:

This gathering marked only the second national meeting in 20 years, highlighting how far the organisation has

progressed. With more young people now being diagnosed, raising awareness and providing early support are

more critical than ever. Thanks to increasing awareness, stronger networks, advancing research, and the

dedication of volunteers and professionals, the outlook for people living with scleroderma will continue to

improve.

Early engagement

ensuring people
receive support as
soon as possible

1

Diagnosis and referral

reducing delays
and making care
pathways clearer

2

Multidisciplinary care

expanding access
to coordinated,

team-based care

3

Research and data

strengthening the 
evidence base to drive 

better outcomes 

4
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