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SYNDROMES WITHOUT A NAME (SWAN) AUSTRALIA 

SWAN is the national peak body and not-for-profit charity providing information and support to 

families caring for a child with an undiagnosed or rare genetic condition.  

Our mission is to: 

• Increase awareness and understanding of the impact and prevalence of undiagnosed 
genetic conditions within the wider community 

• Provide information and emotional support to families to assist them with establishing 
enduring mutually supportive relationships 

• Limit the isolation and the negative social, emotional and financial impacts experienced 
by families 

• Strive to obtain better resources and pathways for our children without a diagnosis in the 
future 

The statistics speak for themselves: 

• An estimated 2500 SWAN children are born each year in Australia 

• 1 in 12 children are born with a rare genetic disorder 

• Around 40-60% of children will never received a diagnosis for their rare genetic condition 
in their life time 

• The average time to reach a diagnosis is 9 years 

• Approximately 40% of SWAN children will receive at least one misdiagnosis 

We support SWAN families by: 

• Facilitating workshops, forums, information sessions – all accessible virtually 

• Offering peer to peer support events – Dad’s group, Mum’s group, Grandparents group, 
SWAN playgroup and Family days 

• Providing a range of active social media support 

• Having a dedicated parent support telephone line 

We advocate for: 

• Free and equitable access to genetic and genomic tests 

• Decreased turnaround times for genetic tests 

• More funding into research, particularly around rare diseases 

• Better outcomes for SWAN families under the NDIS 

• Better resources and pathways for SWAN children 
 

OUR TEAM 

Office Bearers 

President – Tim McMahon  
Vice President – Linda Fothergill 
Treasurer – Ed Atfield 
Secretary – Cody Oliveira 

Committee Members 

Cas Simons, Georgia Meagher 

SWAN Ambassador 

Associate Professor – Sue White  
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SWAN AUSTRALIA - EXECUTIVE OFFICER’S 

ANNUAL REPORT: JULY 2018 – JUNE 2019 

SWAN Australia has grown and developed over the last year. Not only has our 

membership expanded across Australia, we have developed professionally as an 

organisation and peak body to the point where we could engage an Executive 

Officer. I am incredibly grateful to William Buckland Foundation managed by 

Equity State Trustees for the opportunity to become SWAN’s first Executive Officer. I have outlined 

some of our achievements, actions and outcomes under our different support areas in this report. 

Family Support 

SWAN represents undiagnosed and rare genetic conditions for which there is no other support 

group. We receive telephone enquiries around support and specifically about access to genetic 

testing and services, and the National Disability Insurance Scheme (NDIS). There is also a growing 

trend to reach out for support by messaging via social media. 

 

We have established a Family Stay Entertainment Program at the Royal Children’s Hospital (RCH) 

Victoria, with an iPad preloaded with Netflix and unlimited data, to make our families’ stays in 

hospital a little more comfortable and less stressful. We are hoping to role this program out to other 

Children’s Hospitals around the country in 2020. 

 

We were thrilled to commence a SWAN Playgroup for our families and are hoping to roll this group 

out to other states over the coming years (funding permitting). It is so lovely to hear comments such 

as “I do not schedule any appointments on playgroup day, it is my lifeline and so good for my mental 

health”. 

 

SWAN started a Grandparents Group for those grandparents who appreciate being able to connect 

up with other SWAN grandparents for support. Grandparents often feel isolated and are grieving for 

the loss of a dream for a typical grandchild as well as for their children managing parenting a SWAN 

child. We hope to see this group increase in size over the coming year. 

 

Our social media sites such as our closed Facebook are getting busier and we have now commenced 

a SWAN bereavement group, over 10’s and SWAN grandparents’ group on Facebook to offer more 

support to our families. 

 

We now have 4 new SWAN videos on our website which illustrate the process for genetic testing, 

what SWAN means to families and about our organisation’s vision, mission and purpose. Our genetic 

flowchart has also been updated on our website to reflect the current access and process of genetic 

services. 

Events 

We celebrated Rare Disease Day with Linda Fothergill (SWAN Vice-President) and myself speaking at 

the Genetic Support Network of Victoria event. We also attended a parliamentary event in Canberra 

where Linda spoke to highlight some of the difficulties of being a parent of a child with an 

undiagnosed or rare genetic condition. 
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This years Undiagnosed Children’s Awareness Day in March was our most vibrant and well attended 

event to date. We were fortunate to have Ms Ged Kearney MP, the local member for Cooper 

officially open the day for us.  

 

SWAN held a number of metropolitan, regional and state based morning teas that were very 

successful. Parent dinners, as always, are growing in popularity and are very much appreciated by 

those who attended them. Our Dads’ and Mums’ groups also held a number of events over the last 

12 months. Many thanks to Linda Fothergill, Tim McMahon and Georgia Meagher and our regional 

and interstate volunteers: Megan Firster, Rebecca Glover, Emma Ericksen, Julie Edwards and 

Heather Cox for assisting with organising a number of events. 

 

SWAN also hosted some very informative and successful workshops around the NDIS, Disability 

Advocacy Education, Caring for the Carers and Siblings. These events were very well attended in 

person and virtually. 

Advocacy 

SWAN has been busy advocating for a better NDIS, free, equitable and accessible genomic testing, 

and improved disability services on behalf of our families. I am very grateful to Linda Fothergill and 

Abigail Burton who advocated with me and visited their local politicians and advisors on behalf of 

SWAN in the lead up to the State and Federal elections. Linda and I lobbied particularly hard in the 

lead up to the Victorian and Federal Election, writing campaigns on what we considered needed to 

change to support SWAN families more around the areas of support, disability and health.  

 

We have written the following submission in the hope it will influence government to support our 

members further: 

• DSS and NDIA – NDIS Thin Markets Projects 

• NDIS AT Systems Submission 

• NDIS ICT Systems Submission 

• Supported School Transport and the NDIS Discussion Paper 

• Draft Disability Action Plan 2018-2020 DHHS Consultation Survey 

 

Being involved in groups such as the Australian Genomics “Genomics in the Community” Working 
Group, Melbourne Genomics Health Alliance Community Advisory Group and the Rare Disease 
Action Plan Steering Committee, has provided me with many opportunities to advocate about the 
issues affecting our SWAN families. Through these groups, opportunities arise to educate genetic 
services and government about the issues that are important for SWAN families. SWAN families see 
the benefit when genomics is integrated in everyday health care. 
 
SWAN has collaborated in forming an alliance called GUARD (Genetic, Undiagnosed And Rare 
Diseases), which unites our voices to advocate for our communities’ views and to represent them on 
different reference groups and working parties. GUARD is a collaboration between the:  

• Genetic and Rare Disease Network in WA 

• Genetic Support Network Victoria 

• Rare Voices Australia 

• Genetic Alliance Australia 

• Syndromes Without A Name (SWAN) Australia 

 
  

https://swanaus.org.au/home/our-work/june-2019-dss-and-ndia-ndis-thin-markets-project/
https://swanaus.org.au/home/our-work/wp-content/uploads/2018/10/Syndromes-Without-A-Name-SWAN-Australia-NDIS-AT-Systems-Submission.pdf
https://swanaus.org.au/home/our-work/wp-content/uploads/2018/10/Syndrome-Without-A-Name-SWAN-Australia-NDIS-ICT-Systems-Submission.pdf
https://swanaus.org.au/home/our-work/wp-content/uploads/2018/08/Supported-School-Transport-and-the-National-Disability-Insurance-Scheme-Discussion-Paper.pdf
https://swanaus.org.au/home/our-work/wp-content/uploads/2018/08/Draft_disability_action_plan_2018-2020_DHHS_consultation_survey.pdf
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Linda and I were part of the Rare Disease Day celebrations at Parliament House. The theme for this 

year was bridging the gap between health and social services in order to tackle the challenges that 

people living with a rare disease and their families around the world face every day. Linda spoke 

about her experience of the NDIS, highlighting what needs to be improved for SWAN families. 

 

SWAN responded to the Medical Service Advisory Committee (MSAC) application of funding genomic 

testing under Medicare for Childhood Syndromes. There is still a lot of campaigning to do around 

access to genetic services and the costs of these services for SWAN families. 

Grants 

We are incredibly grateful for our philanthropic donors and donators. Below is a list of grants we 

received over the last 12 months. 

• William Buckland Foundation – Equity Trustees 

• Sisters of Charity Foundation  

• ILC – AFDO  

• Alfred Felton Bequest  

• Toyota Employee  

• Westpac Community Foundation 
 

We are extremely grateful for the support of the Illumina Foundation who supported SWAN for Rare 

Disease Day with a #jeansforgenes photography competition.  

Governance and Professional Development 

We have developed our second strategic plan for 2019-2021 that has set the direction and purpose 
for the next three years. We look forward to delivering the actions and benefiting from the 
outcomes as an organisation. 
 
A few of our Committee members and myself attended some professional development in the roles 
of: 

• Safety risk and insurance 

• Privacy law for not for profit organisations 

• Governing a community organisation 
 

Good governance is so important in any organisation, especially in a young organisation such as 

SWAN and we learnt some great skills that we have utilised in our meetings, particularly around 

privacy and risk. 

 

SWAN was fortunate to win a Westpac Bank Observership program grant. This enabled a Westpac 

employee – Irene Yu – to observe our board meetings and offer feedback where appropriate, 

particularly around risk. This has been very beneficial for our Committee’s development. Through a 

scholarship I completed the Women in Boards’ Leadership mentoring program, which was also very 

beneficial in building good governance skills. 

Linda Fothergill and I attended an Easy English writing course to develop our skills in making our 

print and website support information more accessible to all current and potential SWAN members. 

We are hoping we can build on the skills learnt and develop content over the coming 12 months. 
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Networking/Promotional Opportunities 

SWAN has taken every opportunity that was feasible to promote our organisations work to the 

wider community in the hope of being able to support more families. I have attended a number of 

key stakeholder events and have presented at a number of events over the last 12 months. These 

included but were not limited to: 

• Rare Voices Australia (RVA) Summit 

• Australian Patient Organisations Network (APON) 

• Victorian Genetic State Counsellors Conference 

• Annual Australian Clinical Genomics Symposium 

• Illumina – Patient Story Telling Workshop 

• Masters of Genetic Counselling Course UTS – “Expert Session” 

• Illumine – Patient Advocacy Summit 

• Source Kids Expo 

• Victorian Inclusion Agency Tradeshow 

• ABC Radio and 2SM Radio – promoting SWAN  

• Strengthening Disability Advocacy Conference  

• Advocacy Sector Conversation Forum 

• Neurodevelopmental and behavioural paediatric society of Australasia conference  

• Health Informatics Society of Australia 

• Strengthening the Support Sector 

• Consumer Health Forum 

• Melbourne NDIS Change Makers' Forum - Strategies for Success Under the NDIS 

Volunteers 

SWAN relies on volunteers to carry out the work we do. We have many volunteers assist us with 

events, including our major event of the year - Undiagnosed Children’s Awareness Day (UCAD). Our 

volunteers also assist us with parent support, including visiting SWAN families in hospitals. One 

volunteer that deserves a special mention is Abigail Burton who does at amazing job of supporting 

SWAN families at the Royal Children’s Hospital (RCH) in Melbourne.  

 

Other volunteers have taken it upon themselves to fundraise for us. A very big thank you to Belinda 

Bravo and her team of volunteers from the Department of Health in Victoria, who rode their bikes 

from Murray to Moyne and hosted a sausage sizzle to raise money for SWAN. 

 

A big thank you to all the volunteers who have assisted SWAN over the last 12 months with 

supporting more families. This includes our SWAN committee for their support and our SWAN 

families who have supported one another on their journeys. We appreciate our members offering 

support to one another, particularly at times that are challenging. 

 

We look forward to expanding our membership over the next 12 months, developing and 

implementing new projects and supports for our SWAN families 

 

Heather Renton 

Executive Office – SWAN Australia 
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2020 - Growth and Development 

We are really pleased to be able to have been able to employ 2 staff members from 1 July 2019. 

Linda Fothergill is employed as a Project Worker and is primarily responsible for assisting me with 

submissions, grants and advocacy work. Catherine Devine is employed as a Marketing, 

Communications and Events Officer. Both positions are funded for 4 hours per week. Ideally if 

funding permits, we would like to expand these positions to build on these employee’s capacity and 

capabilities and be able to increase their hours over 2020 and employ additional support staff to 

assist with education and fundraising. I am also hoping to secure funding for my own position so I 

can continue to grow and develop professionally along with the organisation.  

We will continue to grow and develop our reputation further as the peak body for undiagnosed and 

rare genetic conditions. We want to continue to be well respected amongst our peers and genetic 

services as a professional peak body we are and continue to be appreciated as an organisation by 

our members. We cannot continue to do what we do without the kind and generous support of 

philanthropy funding.  

Over the coming 12 months we are hoping to: 

• Expand our Siblings program to support more SWAN siblings. 

• Implementing more of our strategic plan 

• Provide our members to join moderated virtual coffee sessions, so they can learn from 
each other’s experience and support one another 

• Continue and expand our “Meet the Expert” series 

• Consolidate and build on the current programs and supports we offer  

• Build our membership base 

• Present to more professionals such as genetics, genetic counsellors and maternal health 
nurses about the important work we do in the hope of supporting more SWAN families 

• Seek out individual donors to gain funding for SWAN 

• Continue to apply for philanthropy funding to support programs such as our SWAN 
playgroup 

• Lobby government to invest in genetic peer support groups 

• Advocate for free and equitable genetic testing for undiagnosed children 

• Work together with genetic services to develop what we consider the ideal pathway to 
receiving a diagnosis and support afterwards 

• Develop a new website including an “Easy” English” version 

• Achieve better outcomes for SWAN families under the NDIS 

 

5 Year Plan and Projects 

We are looking forward to growth and sustainability as an organisation and supporting more 

members. We estimate that 2500 children are born each so we know there are a lot more families in 

Australia we could be helping. 

We would like to expand many of our Victorian pilot programs to different states in Australia. We 

would like to expand our virtual programs and offer them on a more regular basis to include and 

connect our members throughout Australia. We know that having a SWAN child is isolating and we 

want to limit the feeling of being alone by connect our members with one another for peer support. 
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We will continue to work and collaborate with organisations such the Genetic Support Network 

Victoria, Australian Genetic Alliance, the Genetic and Rare Disease Network in WA and Rare Voices 

Australia as collaborations such as the GUARD represent a collective voice in which we can advocate 

for issues that are important to SWAN members such as free and equitable access to genomics for 

SWAN members and better supports under the NDIS. 

We look forward to delivering on our strategic plan and being able to provide information and 

support to more SWAN families over the next five years. 

 

VICE PRESIDENT’S REPORT  

It has been an incredible year of growth for SWAN with a range of new 

initiatives that provide more inclusive peer support and stronger advocacy for 

our members than ever before. This year has seen SWAN employ its first 

Executive Officer, Heather Renton and exceed our projected membership 

level. 

Heather and the Committee have developed their knowledge and skills to the benefit of both the 

organisation and the services we provide our members. SWAN looks to further the skill development 

of its Committee and employees in the coming year to assist the expansion of the organisation as 

the peak body in the undiagnosed and rare genetic disease space. This will also involve fostering 

SWAN’s current cross-sector relationships and promoting opportunities for new ones.  

As Heather detailed in her report, the expansion of SWAN programs to now provide inclusive peer 

support to all members of the SWAN community, no matter their age, has highlighted the shift in the 

organisation to a larger more sustainable platform. I am particularly proud of how these programs 

have forged support networks in the SWAN community, where we see members empowered to 

offer support to and share information with other SWAN families. I’ve seen numerous examples of 

how this model of peer support and precision medicine enhances the quality of life of SWAN 

children and their families, and SWAN will be aiming to strengthen this model in the year to come.  

The focus over the last year on outreach to our members in all states around Australia has been 

highlighted by the many connections we see being made on the SWAN Facebook pages and in the 

enthusiastic attendance at our events. In 2020 SWAN will focus on consolidating this expansion in 

each state around Australia and furthering these networks that have been made.  

I sincerely want to thank our SWAN members who have shared their story with the media over the 

last year. They’ve demonstrated incredible strength to raise awareness of undiagnosed and rare 

genetic disease within the wider community, paving the way for better support for other SWAN 

families. 

Lastly, I would like to thank our SWAN Committee for their commitment, devotion and enthusiasm; 

Rhiana Spinoso, Tim McMahon, Cas Simons, Edward Atfield, Cody Oliveira, and Georgia Meagher.  

  



Syndromes Without A Name (SWAN) Australia – Annual Report 2018-2019 8 

FINANCE REPORT 

Overview 

There are no issues of concern with the financial position of Syndromes Without A Name 

(SWAN) Australia to date. 

We are of the opinion that there are reasonable grounds to believe that the organisation will be able 

to pay its debtors as and when they become due. 

We are still classified as a small charity as we have an annual revenue of less than $250,000. 

Therefore, we must submit an Annual Information Statement with ACNC but are not required to 

have our financial statements reviewed or audited for ACNC purposes.  

Operating Result 

SWAN recorded a surplus of $38,832 for the year ended 30 June 2019 (2018: $38,267) 

We have had a significant increase in grant income and specifically received a grant of $90,000 from 

Equity Trustees which allowed us to employee a CEO.  

Our expenses have increased in line with our income and increased in activities.  

Financial Position  

SWAN had a net asset position of $95,562 at 30 June 2019 (2018: 56,730) and total liabilities of 

$1,172. 

No matter or circumstance has arisen since 30 June 2019 that has significantly affected or may 

significantly affect the organisation’s financial statements as at 30 June 2019.  
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BALANCE SHEET 

Syndromes Without A Name (SWAN) Australia 

As of 30 June 2019 

 

 30 June 2019 30 June 2018 
   

Assets   

Bank   
Community Solutions Cheque Account 1,697.59 31,828.22 
Savings 94,365.70 24,230.63 

Total Bank 96,063.29 56,058.85 
   

Fixed Assets   
Office Equipment 671.00 671.00 

Total Fixed Assets 671.00 671.00 
   
Total Assets 96,734.29 56,729.85 

 

Liabilities   

Current Liabilities   
PAYG Withholdings Payable 1,885.00 - 
Superannuation Payable (712.50) - 

Total Current Liabilities 1,172.50 - 
  - 
Total Liabilities 1,172.50 - 
   

Net Assets 95,561.79 56,729.85 

 

Equity   

Current Year Earnings 38,831.94 38,267.08 
Retained Earnings 56,729.85 18,462.77 

Total Equity 95,561.79 56,729.85 

 

  



Syndromes Without A Name (SWAN) Australia – Annual Report 2018-2019 10 

PROFIT AND LOSS 

Syndromes Without A Name (SWAN) Australia 

As of 30 June 2019 

 30 June 2019 30 June 2018 

Trading Income   

Donations 36,530.57 3,159.18 
Fundraising & Events 5,204.15 6,086.00 
Grants 112,000.00 45,500.00 
Interest Income 219.71 98.16 
Other Revenue - 75.00 
Total Trading Income 153,954.43 54,918.34 

   

Gross Profit 153,954.43 54,918.34 
   
Operating Expenses   

Accounting Software 300.01 275.00 
Advertising/Marketing 5,086.34 1,467.00 
Event Expenses 24,900.92 12,076.76 
Insurance 3,397.33 1,754.62 
Membership Fees 474.00 279.35 
Office and General Expenses 2,540.83 580.04 
Parent Support 1,793.90 218.49 
Professional Development 2,139.87 - 
Program Expenses 8,789.29 - 
Wages & Superannuation 65,700.00 - 
   
Total Operating Expenses 115,122.49 16,651.26 
   

Net Profit 38,831.94 38,267.08 
 

  



Syndromes Without A Name (SWAN) Australia – Annual Report 2018-2019 11 

PHOTOS FROM UNDIAGNOSED CHILDREN’S AWARENESS DAY 
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PHOTOS FROM SWAN EVENTS 
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Charlie is my gorgeous 3-year-old son with electric 
blue eyes that charm every person he meets. 
Charlie gets a lot of joy from watching his 
favourite TV shows and belly laughs when he 
hears music he recognizes. Charlie loves people, 
but no one more than his older sister Chloe. 

 
 
 
 
 
 
Charlie has complex medical needs and is 
significantly disabled, both physically and 
intellectually. We have tried for most of Charlie’s 
life to get answers as to why Charlie has so many 
challenges. We have undergone a variety of 
extensive genetic tests at our financial expense 
albeit Charlie still remains undiagnosed and is a 
mystery to the medical profession. 
 
It has been a bumpy ride and Charlie is a frequent 
flyer at the Royal Children’s Hospital. The day we 
learnt Charlie’s whole brain hadn’t formed 
properly and that our son will never walk or talk 
shattered our family and our world came crashing 
down around us. We grieved deeply for the simple 
life experiences and opportunities our son would 
never have. 

 
With time to adjust and greater understanding 
of Charlie’s condition our family has adapted to 
our new “normal”. There are immense daily 
challenges with Charlie’s care and maintaining a 
functioning family life. 
 
Charlie has significant challenges: 

• He is fed through a tube into his intestine 
for 20 hours per day as he can’t swallow. 

• His bowels don’t function so he requires 
both a gastric drainage and colostomy 

• He has multiple seizures, despite the high 
dosage of seizure control medication he 
takes. 

• He requires support to sleep safely. 

• He is wheelchair dependent. 

• He cannot sit, stand or walk. 

 
All these difficulties and nobody can tell us why! 
 
 

The average time from initial testing to a 

diagnosis is estimated to be 5.5 years 

Charlie’s Story 
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Being a mum of a complex special needs child, you 
are their advocate and their link to the world. As 
Charlie’s carer, it is incredibly isolating spending 
large amounts of time in hospital, at therapy 
sessions and tending to his high medical and 
disability needs at home. I put a mask on to hide 
the distress and sheer tiredness I feel when I walk 
out my front door and face the world each day. A 
great deal of this distress and vulnerability comes 
from feeling confused, anxious, and uncertain 
about what the future holds for my son without a 
formal diagnosis.    
 
 
 
 
 
 
  
From the moment our family discovered the peer 
support and advocacy group SWAN Australia 
(SWAN) our journey changed. SWAN wrapped 
their collective arms around Charlie and our family 
and for the first time we were welcomed into a 
supportive non-judgmental community. We felt 
that we belonged as SWAN surrounded us with 
people who just understand some of our daily 
struggles and the heartache that we experience.  
 
We can share useful information about our 
children with other families and help prop each 
other up when the uncertainty of our children’s 
futures become too heavy to bare. SWAN 
Australia has become our second family and for 
that we are forever grateful. 
 
We greatly value the new friendships we have 
made through SWAN and I often have heart-to-
hearts with parents I have met through Charlie’s 
weekly SWAN playgroup.   

 
 

I’m incredibly proud of what SWAN 
Australia has achieved in just a few short 
years and the number of families they have 
supported Australia wide during their darkest 
times. The Executive Officer founded SWAN 
almost 7 years ago and has worked tirelessly 
to support and advocate for the SWAN 
community working voluntarily for most of 
this time. SWAN requires funding to keep 
supporting families experiencing the greatest 
challenges of their lives and to turn such 
devastating experiences into meaningful 
supportive relationships for life.  

 
 
 
 
 

 
Help us to help more families like ours. Your 
contribution today will assist SWAN to continue 
to advocate and provide information and 
support to families caring for a child with an 
undiagnosed or rare genetic condition.      

Grief, isolation, frustration, confusion, 

anxiety and depression are just some of 

the emotions SWAN families experience 

on a daily basis. 

 2500 SWAN kids are born each year  

and only 30-50% will receive  

a diagnosis for their condition. Charlie 

is yet to receive a diagnosis 
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THANK YOU TO OUR PHILANTHOPISTS AND SPONSORS 

 

 

 

 

 
  

 
 

 

  

 

 
 

  
 

   
  

  

  

SWAN CONTACT DETAILS 

Syndromes Without A Name (SWAN) Australia  
 
A: PO Box 390, Fairfield, VIC 3078 

T: 0404 280 441 

E:  info@swanaus.or.au 

W: www.swanaus.org.au 

 

 

 

Managed by Equity Trustees 


