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



SWAN Australia would like to

acknowledge the Wurundjeri

people of the Kulin Nations as the First

Peoples, Traditional Owners and

Custodians of the land and waters where

we work and pay our respects to

Indigenous Elders past, present and

future. We recognise that sovereignty

has never been ceded and it always was

and always will be, Aboriginal land.
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SWAN Australia is the peak not for profit

charity providing information, support and

systemic advocacy for families caring for a

child with an undiagnosed or rare genetic

condition. 

We organise peer support events and

networking opportunities to help SWAN

families connect and reduce the pain of

isolation, frustration and anxiety. 

SWAN advocates for increased funding for

genetic research, free and equitable access

to genomic testing and decreased waiting

periods. We provide a public voice for our

families, campaigning for improved disability

support services, better community

education and greater resources and

pathways so that SWAN children can thrive.

P r o v i d i n g  i n f o r m a t i o n  a n d  s u p p o r t  t o  S W A N  f a m i l i e s .

S Y N D R O M E S  W I T H O U T  A  N A M E  

@SWANAustralia

instagram.com/swanaus/

@swanaus

linkedin.com/company/swanaustralia

youtube.com/user/SWANAust

S U P P O R T               E M P O W E R M E N T               A D V O C A T E               E D U C A T E             A W A R E N E S S                 S U S T A I N A B I L I T Y

WHO WE ARE OUR TEAM

PO Box 390  |  Fairfield  |  VIC 3078

info@swanaus.org.au

swanaus.org.au

0404 280 441      

CONTACT DETAILS

SOCIAL MEDIA

Chief Executive Officer

(CEO)/Secretary      

Chair

Deputy Chair          

Treasurer     

Ordinary Member

Ordinary Member 

SWAN Ambassador      

Heather Renton

Liz Bishop

Melanie Regan

John Balaskas     

Nicole Antonopoulos

Rhiana Spinoso

Ass Prof Sue White
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C E O  R E P O R T

We all have to agree, the last quarter of this

financial year has been a surreal time for all.

Who would have thought we would be living

amidst a pandemic and it would throw our

world into chaos? It has certainly changed

the way we have supported members and

COVID-19 has certainly been challenging for

our members with vulnerable children, many

who have not left their house since the first

lockdown.

Once again, the demand for our support has

grown and we have seen a 23% increase in

SWAN membership and a 52% increase to

our newsletter subscription. Not surprising

the key issues for our families are around

genetic and genomic testing, accessing the

NDIS and planning for NDIS review

meetings.

Isolation felt by our members remains a key

issue when you have a child with an

undiagnosed or rare genetic condition and

many of our members report that they have

finally found their tribe when they join

SWAN. 

Unfortunately, the face to face connections

with other SWAN families that our members

desire have not been able to take place as

frequently as we would have liked. As a

result of the lack of face to face events, we

have offered a number of informal virtual

events and introduced state based closed

Facebook groups, to allow our members to

still connect. These closed Facebook groups

and virtual events and have been well

attended and our sense of community

support has grown. We have also increased

our social media presence through LinkedIn,

Twitter and Facebook to raise awareness

and support our members.

One of the key highlights that have come out

of the last twelve months is that we now have

a Medicare item number for some genomic

sequencing tests. This will mean that the

diagnostic test which has the highest

diagnostic yield is now more accessible to

SWAN families.

Another key achievement has been the

launch of the National Strategic Action Plan

for Rare Diseases. SWAN was one of the key

stakeholder groups engaged with

contributing to the action plan. I was on the

steering committee for the development of

the plan which enabled me to provide

firsthand insight into some of the issues that

SWAN families experience, that were

addressed in the plan. The plan focuses on

awareness and education, care and support,

and research and data. The plan will pave

the way for improved health and wellbeing

outcomes for Australians living with rare

diseases. All our SWAN children present with

a rare genetic condition diagnosed or not.
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In August I attended the Human Genetic

Society of Australasia (HGSA) conference

and presented a poster on Social Precision

Medicine (page 6). Social Precision Medicine

occurs when personal experiences,

emotions, coping strategies, medication and

therapies are discussed with other people

with the same condition. The knowledge

derived from peers is used to influence a

diagnosis and treatment plans.

I was also able to present to Neonatologists

at a pre HGSA meeting about SWAN and why

a diagnosis is important to so many families -

"There is more to a diagnosis than a name".

Luckily Rare Disease Day was just before the

rising rates of coronavirus and we were able

to partner with Sanofi Genzyme, a

pharmaceutical company, and the Genetic

Alliance Australia to celebrate a Rare Disease

Day event in Sydney. It was a wonderful

event and it was a chance for SWAN to

showcase its SWAN portrait exhibition.

SWAN continues to build on its professional

network and we contribute to a number of

community advisory groups and committees.

This is one of the best ways we can advocate

for better outcomes for our members whilst

also raising awareness of the support and

information that our families need to care for

their SWAN child. We continue to speak at

professional events to raise awareness to

improve outcomes for our families.

I would like to take this opportunity to thank

our short-term staff members Linda Fothergill

and Catherine Devine as well as the

outgoing SWAN committee for their

dedicated contributions to SWAN. I would

also like to thank our current Chair of our

board and current board members for the

passions, professionalism, dedication and

support, particularly through what has been

some unprecedented times.

Heather Renton

Chief Executive Officer
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C H A I R  R E P O R T

it is estimated that in Australia there are

approximately 56,000 charitable

organisations, all with a Vision, Mission and

Goals that support people in our

communities in many significant and

valuable ways. Our organisation; SWAN, is

one of them, fulfilling an important and much

needed role in supporting families with a

vulnerable child seeking a diagnosis or with

a rare genetic condition. It is satisfying to

see the organisation staying true to its

Mission and continuing to achieve its

strategic goals of: Support, Empowerment,

Advocacy, Education, Community

Awareness, Membership and

Sustainability. You will see throughout

this report the progress that we have made

for 2019-2020, and given our size

and minimal resources these are great

achievements indeed.

The Board of Management plays a role in

SWAN to ensure that the organisation stays

the course and doesn’t stray from its reason

for being. SWAN fills a gap in the social and

health support systems and provides

services for its members that no other

organisation can.

It provides information and support for

families so that they have access to the latest

policy and research information and peer to

peer support to address isolation and

connection. It does many more things as you

will read but these two things are, in my

mind, pivotal, as they make a difference

directly and immediately in the lives of those

we support.

The task of advocacy is to speak on behalf of

others to gain better outcomes and we

achieve that constantly through lobbying

and engaging with government at the

Federal and State level across the country. It

is through our networks and our

collaboration with other organisations and

individuals that we get things done. The

attainment of the Medicare item number for

genomic testing is a great achievement and

will pave the way for more recognition of our

families’ issues in a system that might finally

be changing and responding to our families’

real needs.

The Board of Management would like to

acknowledge the passion and commitment

of SWAN’s founder and CEO, Heather Renton

and thank her for her ongoing work, positive

attitude and care for our members, which has

been made particularly more difficult in the

past six months of home schooling and

social isolation. I would like to thank the

other members of the Board: Melanie, John,

Nicole and Rhiana for their contribution to

making SWAN the successful and supportive

organisation it strives to be for its members. 
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SWAN acknowledges and thanks all of its

funders for their support throughout

2019-2020 you will find details about them

further into the report, without them we

could not do the work.

Lastly and most importantly, I would like to

thank all of the SWAN membership for their

ongoing support of SWAN and each other.

Liz Bishop

Chair

O U R  M E M B E R S
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S U P P O R T  &  E M P O W E R

Number of  Events

13

17

7

1

38

Face to Face Peer Support Events

Virtual Events

Meet the Expert Series

Conference

Total Number of Events

Type of  Events

Support, including peer support continues to

be at the forefront of SWAN’s activities,

although since COVID-19, SWAN has

introduced more virtual events. We held face

to face morning/afternoon teas, dinners, and

other social gatherings including our Dad’s

group and playgroup. We commenced

our SWAN Siblings’ group, facilitated by a

Siblings leader, to give brothers and sisters

of SWAN children a safe place to come

together for emotional support and fun

activities.

October 2019 saw over 97 people register for

our inaugural SWAN Conference, an event

we hope to repeat every second year. We

had a wonderful line up of speakers who

presented on a range of topics including,

genetics and genomics, genetic counselling,

consumer testing along with SWAN parents

telling their stories.

Our Meet the Expert series has been popular

and we have had a range of presenters

speaking on a variety of interesting topics

from genomics, to supporting carers, to

ensuring you have the right team around

you, to support our SWAN families.

We introduced state based closed Facebook

groups, to build more of a connection within

the different states. We also introduced an

Over 10's group to support families as their

SWAN children transition from primary

school to secondary school and post school

options. 

In line with our strategic plan, SWAN has

continued to build on relationships with

likeminded organisations for support and

collaborations. SWAN continues to work

collaboratively as part of the Genetic

Undiagnosed and Rare Disease (GUARD)

Collaboration, which consists of the Genetic

Support Network Victoria (GSNV), Genetic

and Rare Disease Network in WA (GaRDN),

Genetic Alliance Australia in NSW and SWAN.

SWAN continues to work with Rare Voices

Australia (RVA) at a systemic level. Together

we form a stronger voice to support our

members and advocate at a systemic level.
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This year has seen our membership grow by

23% as more genetic services refer families

who care for children with undiagnosed and

rare genetic conditions to SWAN for support.

We have been able to provide care packs

and morning tea/a meal to SWAN families

when we know when they have been in

hospital, to make a little bit of difference to

their stay. We are hoping to expand on this

program next year.

A D V O C A T E
SWAN welcomed the introduction of

Medicare item numbers to reimburse

patients for genomic testing which is used to

diagnose more SWAN families. Many SWAN

families will benefit from this testing without

being out of pocket. The genomic tests can

be ordered by a specialist paediatrician in

consultation with a clinical geneticist.

Unfortunately, we still do not have a

Medicare item number to fund genomic

testing for SWAN children over the age of 10

years or those who don’t meet the strict

testing criteria, so we still have some

advocating to do. 

We know from the data derived from the

Melbourne Genomic Health Alliance’s

Childhood Syndromes Clinical Project led by

SWAN Ambassador – Associate Professor

Sue White, that “genomic testing yields a five

times greater diagnosis rate at less than half

the cost per diagnosis to the healthcare

system”. SWAN appreciates both the

Australian Genomics Health Alliance and the

Melbourne Genomic Health Alliance’s hard

work and dedication to make this SWAN

dream of accessible genomic testing a reality

for so many.
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SWAN contributed to The McKell Institute

report: Disability and Rare Disease: Towards

person centred care for Australians with Rare

Diseases. The report focuses on person

centred care and makes a number of key

recommendations to improve the health,

education, disability and social care needs of

people living with a rare disease.

In February, the Federal government

launched the National Strategic Action Plan

for Rare Diseases. The plan was developed

by Rare Voices Australia in collaboration with

their partners in the rare disease sector and

SWAN contributed to the plan. The plan is

divided into three sections: Awareness and

Education, Care and Support and Research

and Data and will be responsible for driving

the best possible health and wellbeing

outcomes for Australians living with a rare

disease.

SWAN continued building relationships with

local politicians, Ged Kearney ALP Federal

member for Cooper and Kat Theophanous

ALP State member for Northcote, Victoria.

We expressed our concern again for the lack

of funding for genomic testing with Minister

Greg Hunt’s – the Federal Health Ministers

advisor Kylie Wright. And we met with

Senator Walsh who has an interest in

disability. We contributed to a number of

submissions and attended events run

by other advocacy organisations such as

Victorian Council of Social Service

(VCOSS), Victorian Disability Advocacy

Network (VicDAN) and the Disability

Advocacy Resource Unit (DARU).

September 2019

October 2019

April 2020

April 2020

The NDIS Act Review and NDIS Participants 

Service Guarantee Discussion Paper

Join National Standing Committee on the NDIS - NDIS Planning

Date

Meet the Expert Series

National model for Clinical Consent to Genomic Testing

Submissions and Statements

Syndromes Without A Name (SWAN) Australia – Annual Report 2019-2020    11 



38 events 500 families supported

8 professional 
SWAN awareness
 presentations 

9 meetings with politicians
and submissions written to
support our advocacy work

250 hours of phone
support provided

5127 unique website visitors 
and 15885 pages viewed

O U R  I M P A C T
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E D U C A T E
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SWAN has run sessions about the National

Disability Insurance Scheme (NDIS) and also

offered individual phone support and email

support around planning for participants’

NDIS planning meeting. We continue to

support our members in in this area. 

Our Meet the Expert Series not only offers

support for our members but also enables

them to build their knowledge on a range of

topics. These sessions are always popular

amongst our community. Depending on the

topics, these sessions are open to other

support groups and Master of Genetic

Counselling Students who are wanting to

upskill themselves to learn more about

some of the issues that SWAN families face

and also about the type of support

structures that are in place for SWAN

families. 

COVID 19 has meant there has been limited

opportunities for us to present to clinical

professionals at conferences to raise

awareness of the challenges SWAN families

face and the important work we do.



A W A R E N E S S
SWAN was delighted to partner with Sanofi

Genzyme and the Australian Genetic Alliance

to celebrate Rare Disease Day, which is

always marked by the last day in February.

Special thanks to the SWAN families who

were involved in our Rare Disease Day

campaign, particularly Kris Pierce and her

son Will, Rebecca Glover her daughters Ruby

and Sophie, Jess Stephens and her daughter

Lily and Belinda Donkin-Evers and her

children Lochlan and Madeline. Special

thanks to Sue White, Lyndon Gallacher and

Natalie Tan for the part they played with

rethinking rare disease.

SWAN acknowledges the support of Sanofi

Genzyme in assisting us raise awareness of

Rare Diseases and the impact that caring for

a child with a Rare Disease has on our SWAN

families. We were of thrilled Sanofi Genzyme

could host our SWAN portraits exhibition as

part of our Rare Disease Day celebrations.

The SWAN portraits exhibition was the

brainchild of SWAN mum Kat Barlow and her

friend Crystal Winterton. SWAN children

were painted/drawn by artists all over the

world to celebrate their diversity and

differences. 

We were extremely disappointed to have to

cancel our Undiagnosed Children’s

Awareness Day events around the country, in

March, at very short notice due to the threat

of COVID-19. We know many of our families

and the wider community look forward to

raising awareness of the large number of

families who care for a child with an

Undiagnosed or rare genetic condition.

We were pleased to launch our SWAN

merchandise at our conference in the way of

SWAN windmills, SWAN environmental

reusable shopping bags and SWAN T-shirts.

The more exposure these items have in the

community, the more awareness they will

bring to our cause.

We would like to thank all our SWAN

Members for doing their part in raising

awareness of undiagnosed and rare genetic

conditions within their networks and

community. By promoting the work of SWAN

as a caring organisation, we are able to

attract and support more members to limit

the feelings of isolation experienced by so

many in our community.

Some of our SWAN families have had

the privilege to be able to present to a

number of groups this year. Our

presentations have shared experiences of

what the journey is like for so many SWAN

families. Raising a SWAN child comes with a

degree of feelings such as: anxiety, isolation

and grief. We hope by sharing our personal

stories to medical students, genetic

counsellors, geneticists and genetic

counselling students, clinicians and

community groups, they can gain a better

understanding of what life is like for our

families and understand the value of peer

support and the important role that peer

support groups play in supporting families.

We have also had media coverage through

the likes of: ABC’s Baby Talk show, Too

Peas in a Podcast and other media channels. 
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S U S T A I N A B I L I T Y
We were delighted to be chosen by the Quill

Club, (a group of insurance professionals

dedicated to the cause of development of

relationships through social liaison) as the

chosen charity for their annual charity

luncheon.  A special thanks to the SWAN

volunteers and families who spoke and

assisted at the luncheon. A special mention

of thanks to Abigail Burton and Linda

Fothergill who shared their experience of

being SWAN parents. We were thrilled to

receive over $45,000 to support our cause

and raise awareness within the wider

community.

  

Part of our goal towards sustainability is to

invest in volunteers. We are grateful for the

role our volunteers have played and

continue to play in supporting SWAN. A

special mention goes out to Anja Ruff and

Abigail Burton for their continual support.  

                                

Aspect Personnel 

Australian Federal Government

Epic Assist

Illumina

The Quill Club

Rare Voices Australia

Sanofi Genzyme

The William Buckand Foundation

Victorian Sate Government

Westpac Foundation

Philanthropy grants and support, and

Government grants have also enabled SWAN

to thrive and grow as an organisation. SWAN

is grateful and acknowledges the support of

the following organisations:

The Genetic and Undiagnosed and Rare

Disease (GUARD) collaboration and our

continual partnership with Rare Voices

Australia have allowed us to unite for a

common cause: Supporting people with

undiagnosed and rare disease in a variety of

ways by providing our community with

information, raising awareness, education,

research and support.

 

We would like to acknowledge the support

of the rare disease sector including the

admirable work that clinicians do, especially

the work of geneticists and genetic

counsellors in supporting our SWAN families.

We continue to work with the health and

disability sectors to further support our

members.
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F I N A N C I A L S
As we aim to support more SWAN families

across Australia, we need to look at ways we

can strengthen and diversify our income

stream. 

The SWAN board sees no issues of concern

with the financial position of Syndromes

Without A Name (SWAN) Australia to date.

We are of the opinon that there are

reasonable grounds to believe that SWAN

can pay it’s debtors as and when they

become due.

This year SWAN has made a surplus of

$102,080 for the year ending 30 June 2020

which is a significant improvement on the

year ending 2019 ($38,832). Our equity for

the year ending 30 June 2020 was $197,642,

a marked improvement on the year ending

30 June 2020 ($95,562). 

In 2019-2020, we enjoyed a good financial

year, thanks to a kind donation from the Quill

club. SWAN is extremely grateful to the

William Buckland Foundation for a generous

grant which has allowed us to continue to

employ a Chief Executive Officer. 

Apart from wages, our other major expense

for the 2019-2020 financial year was used for

marketing and and awareness-raising

campaign around Rare Disease Day

(February 2020). The marketing and

awareness grant received from Sanofi,

allowed us to create a social media

awareness campaign with SWAN families

sharing their stories around what it is like to

care for a SWAN child. 

The government stimulus packages and

other federal and state government grants

have allowed us to plan and deliver

information and supports to our SWAN

community.

Thank you to the ongoing support of our

generous and loyal supporters, who have

allowed us to make an impact in supporting

more SWAN families than ever before. 
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F I N A N C I A L S
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Balance Sheet
Syndromes Without A Name (S.W.A.N) - Australia Inc
As at 30 June 2020

30 JUN 2020 30 JUN 2019

Assets
Bank

AUD PayPal 4,893.98 -

Community Solutions Cheque Acc 68,905.79 1,697.59

Savings 129,488.63 94,365.70
Total Bank 203,288.40 96,063.29

Current Assets
Other Receivable 3,000.00 -
Total Current Assets 3,000.00 -

Fixed Assets
Computer Equipment 6,694.30 -

Less Accumulated Depreciation on Computer Equipment (2,591.94) -

Less Accumulated Depreciation on Office Furnishings (22.56) -

Office Furnishings 2,712.86 671.00
Total Fixed Assets 6,792.66 671.00

Total Assets 213,081.06 96,734.29

Liabilities
Current Liabilities

GST 257.02 -

PAYG Withholdings Payable 6,090.00 1,885.00

Provision for Annual Leave 6,789.98 -

Superannuation Payable 2,301.95 (712.50)
Total Current Liabilities 15,438.95 1,172.50

Total Liabilities 15,438.95 1,172.50

Net Assets 197,642.11 95,561.79

Equity
Current Year Earnings 102,080.32 38,831.94

Retained Earnings 95,561.79 56,729.85

Total Equity 197,642.11 95,561.79
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Profit and Loss Account
Syndromes Without A Name (S.W.A.N) - Australia Inc
For the year ended 30 June 2020

2020 2019

Trading Income
Donations 70,914.78 36,530.57

Events 319.70 807.15

Sale of goods 337.71 -

Sponsorship Income 4,622.44 -

Fundraising - 4,397.00

Grants 224,024.50 112,000.00

Other Revenue 6,000.00 -

Other Income 96.27 219.71

Government Stimulus 20,000.00 -

Total Trading Income 326,315.40 153,954.43

326,315.40 153,954.43Gross Profit

Operating Expenses
Accounting Software 691.39 300.01

Advertising & Marketing 64,870.50 5,086.34

Insurance 4,709.07 3,397.33

Office & General expenses 7,976.55 2,540.83

Event Expenses 16,727.47 27,947.79

Fundraising Expense - 200.00

Memberships & Subscriptions 943.37 117.00

Parent Support 365.91 1,300.94

Professional Development (includes Travel & Accomodation) 8,896.78 8,532.25

Wages & Superannuation 112,264.06 65,700.00

Annual Leave 6,789.98 -

Total Operating Expenses 224,235.08 115,122.49

Net Profit 102,080.32 38,831.94
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Reviewer's Report
Syndromes Without A Name (S.W.A.N) - Australia Inc
For the year ended 30 June 2020

Report on the Financial Report

We have reviewed the accompanying financial report, being a special purpose financial report of Syndromes Without A Name 
–SWAN, which comprises the Income and Expenditure Statement, Assets and Liabilities Statement, Movement in Equity and 
Statement of Cash Flows, notes comprising a summary of significant accounting policies and other explanatory information,
and the responsible entities’ declaration.

Committee’s Responsibility for the Financial Report

The committee of Syndromes Without A Name (SWAN) - Australia is responsible for the preparation of the financial report that 
gives a true and fair view and have determined that the basis of preparation described in Note 1 to the financial report is 
appropriate to meet the requirements of the Australian Charities and Not-for-profits Commission Act 2012 (ACNC Act) and the 
needs of the members. The responsible entities ’responsibility also includes such internal control that the responsible entities 
determine is necessary to enable the preparation of a financial report that gives a true and fair view and is free from material 
misstatement, whether due to fraud or error.

Auditor’s Responsibility

Our responsibility is to express a conclusion on the financial report based on our review. We conducted our review in accordance 
with Auditing Standard on Review Engagements ASRE 2415 Review of a Financial Report: Company Limited by Guarantee or an 
Entity Reporting under the ACNC Act or Other Applicable Legislation or Regulation, in order to state whether, on the basis of the 
procedures described, anything has come to our attention that causes us to believe that the financial report does not satisfy the 
requirements of Division60 of the ACNC Act including: giving a true and fair view of the registered entity’s financial position as at 
30 June 2020 and its performance for the year ended on that date; and complying with the Australian Accounting Standards and 
the Australian Charities and Not-for-profits Commission Regulation2013 (ACNC Regulation). ASRE 2415 requires that we comply 
with the ethical requirements relevant to the review of the financial report.

A review of a financial report consists of making enquiries, primarily of persons responsible for financial and accounting matters, 
and applying analytical and other review procedures. A review is substantially less in scope than an audit conducted in 
accordance with Australian Auditing Standards and consequently does not enable us to obtain assurance that we would 
become aware of all significant matters that might be identified in an audit. Accordingly, we do not express an audit opinion.

Conclusion

Based on our review, which is not an audit, nothing has come to our attention that causes us  to believe that the financial report 
of Syndromes  Without A Name –SWAN does not satisfy the requirements of Division 60 of the Australian Charities and
Not-for-profits Commission Act 2012 including:

(a) giving a true and fair view of the registered entity’s financial position as at 30June 2020 and of its financial performance and
cash flows for the year 30 June 2020 ended on that date; and

(b)complying with Australian Accounting Standards to the extent described in Note 1, and Division 60 of the Australian Charities
and Not-for-profits Commission Regulation 2013.

Basis of Accounting

Without modifying our conclusion, we attention to Note 1 to the financial report, which describes the basis of accounting. The
financial report has been prepared for the purpose of fulfilling the responsible entities’ financial reporting responsibilities under
the ACNC Act. As a result, the financial report may not be suitable for another purpose.

Auditor’s signature: Nicole Butera

Auditor’s address:57 Trevelyan Street, Elsternwick, VIC 3185

Dated:    26  /    10    /     2020



G R O W T H  A N D  D E V E L O P M E N T
 We look forward to developing new

resources over the coming year. These will

include a new brochure series, animation

resources and a new website. We anticipate

that these resources will provide much

needed information to our members and to

the healthcare and social network that

supports them.

We are hoping to be able to continue

supporting our SWAN Siblings, a program

that was placed on hold due to COVID-19

and lockdown. We are looking forward to

hosting a number of face to face peer

support events as well as continuing with our

virtual supports and expanding our Meet the

Expert Series. 

We will continue to lobby for more

supportive pathways for SWAN families,

including better supports under the NDIS

and increased access to genomic testing for

children over the age of 10 and for those

who still remain undiagnosed.                

We look forward to supporting our members

and expanding our membership to support

even more SWAN families.

Over the next five years we look forward to

supporting more members, developing

relationships and continuing to work with

likeminded organisations and increasing

awareness and support for children with

undiagnosed and rare genetic conditions

across Australia. We aim to increase our

education and program reach so that there is

a greater understanding of the issues SWAN

families face so the wider community can

help support them.

SWAN plans to develop a fundraising

strategy and relationships with

philanthropists and donors so that we can

become sustainable in the future.
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