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Vision
A world free from the painful genetic skin condition, 

Epidermolysis Bullosa (EB).

Mission
• To ensure continued access to specialised EB care across Australia
• To support EB families in improving their quality of life
• To encourage research which develops innovative treatments 

towards a final cure for EB; and
• To promote public awareness and understanding of EB
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Chair’s Report 2016
The past year has been an eventful one for DEBRA Australia, with some wonderful achievements and significant 
developments which have helped us to consolidate and expand our programs.

We began with a very successful Health Professional Education Day in Brisbane and family conference and 
AGM at Pelican Waters, QLD, attended by 146 people, including some from New Zealand. It was pleasing to 
welcome so many people to their first DEBRA event and I am sure that some enduring connections were 
forged over the weekend. Many people found plenty to think about in the pain management presentation 
and workshop delivered by Dr Simon Cohen (Monash Medical Centre), as well as the information presented 
by our two international speakers on EB research and the EB Clinet project. At the same time our EB children 
and siblings enjoyed a wonderful activity program and also made new friendships, as well finding a new 
idol in one of our Ambassadors, Matt Bevilacqua, who was very generous with his time. On all our members’ 
behalf I would like to thank the organising team and the volunteers who worked so hard to make this event 
a success. 

You will read about all the support that DEBRA has provided for families in the accompanying reports from 
each of our committees. This year we have spent $157,922 to fund family support grants, in home nursing and  
employ our dedicated and caring Family Support Coordinator, Simone Baird. Our three EB nurses, Samantha 
Hay, Lauren Weston and Margaret Norris have continued to provide an excellent service and are continually 
looking at ways that we can improve things for the EB community. Finally we continue to support EB research 
in Australia, having increased the amount we are making available to 2 grants of $30,000 each this year, as 
well as awarding travel grants to assist young researchers and health professionals to attend scientific and 
educational meetings.

I stated in my report last year that the Board had nominated financial sustainability as a key strategic objective 
for the next few years. We have made considerable progress towards this in the past 12 months. Due to an 
introduction by Justin Braitling, DEBRA was nominated as one of the initial group of 13 charities to receive 
funds distributed by The Future Generation Investment Company Limited (ASX: FGX) which is Australia’s first 
listed company with the dual purpose of generating a social and financial benefit. It aims to give investors an 
attractive investment opportunity with a group of prominent Australian fund managers whilst simultaneously 
providing a source of funding for Australian charities, with the aim of making a difference to the lives of 
Australian children.  DEBRA is extremely grateful for this exciting philanthropic initiative. We received our 
first distribution of $82,283 in October 2015 and are using these funds to support our in-hospital EB nurse 
program.

We have also had some very generous donations from other groups and individuals. Whilst I am not able to 
name them all in this report, I want to acknowledge some of our major donors for this year: Brighter Days 
Foundation, Melbourne Markets Golf Day, TP Insurance Brokers Charity Golf Day, Runway Fashions (Wellcamp 
Airport) event, and Plaza Interiors. Our heartfelt thanks to these and our many other supporters. We appreciate 
everything you do, and every donation large or small.  We are setting up a thank you page on our website to 
give better recognition to our donors and you can also find logos there for all our corporate sponsors.

In March 2016 we appointed Bianca Ciccia to a part-time fundraising role for DEBRA. Already she has made 
some great contributions to our promotional activities, as well as starting to plan some major events for the 
next year. Also we should not forget the team in Adelaide who are working hard to get ready for the Cotton 
Ball being held there in November 2016. I urge you to consider going to this event in Adelaide if you have the 
weekend free, as it promises to be a wonderful night.

Our Board has worked together very well this year and I would like to thank all my fellow directors for their 
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expertise and commitment to DEBRA. I particularly would like to acknowledge the contributions made by 
our two retiring Directors, Michael Fitzpatrick and Shay Zulpo. Michael has been a driving force in starting up 
DEBRA nationally, convincing the Federal Government to create the EB Dressing Scheme and contributing to 
several committees and EB activities. Shay worked carefully with all of the State bodies to gradually achieve 
our current DEBRA Australia structure, was involved in setting up our HR systems, and has contributed her 
special expertise to the Family Support Committee, which she has chaired. Both of these individuals will 
continue their contact and involvement with DEBRA and I am sure we will call on them for sage advice when 
needed. Thank you Shay and Michael from all of us!

Finally, our staff and contractors carry a big load in implementing all of the things we want to deliver. All 
three of our staff, Sue McKenna, Simone Baird and Bianca Ciccia, often go “above and beyond” in what they 
do, putting in extra hours and I’m sure DEBRA is never far from their minds.  We couldn’t achieve what we do 
without such a great team and I would like to thank them all on your behalf.

Jennifer Marty
Chair, DEBRA Australia - September 2016
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Family Support Program
The Family Support Program (FSP) is in its third 
year of supporting families around Australia living 
with Epidermolysis Bullosa (EB). In 2015/2016 the 
program received 134 applications requesting 
support for individuals with various needs ranging 
from wheelchairs, promoting independence, 
bathroom renovations, in home nursing support, 
domestic support, parent respite, quality of life, 
medical supplies, home modifications, funeral 
expenses, custom made shoes and other items. These 
applications have been  funded through the FSP 
budget to the value of $98,120.  The FSP has sourced 
external support from various funding bodies where 
possible. 

In September 2015 DEBRA held an EB Family Camp 
in Caloundra QLD. 146 guests attended the camp 
over 3 days and had the opportunity to participate 
at a family day as well as attend an informative 2 
day conference consisting of health professional 
presentations, workshops and panel sessions.
 
In the past year 3 new babies with EB have been 
born in various states around the country requiring 
regular contact and support from the Family Support 
Program. These families have become part of the EB 
Community and will require on-going support in the 
future.

The DEBRA Family Support Program has funded In 
Home Nursing Support for several adults living with 
EB to assist with bathing, wound care and dressing 
changes.  Sadly 3 adult EB members passed away 
during the 2015 - 2016 period. DEBRA supported 
these families during this extremely difficult time and 
continues to keep in contact.
 
The Family Support Program is currently supporting 
families who are eligible for the National Disability 
Insurance Scheme (NDIS) as it unfolds in specific 
areas across the country. Our program will continue 
to work with EB families to ensure their needs are met 
and support is provided to ensure quality of life for 
all.

The Family Support committee meets regularly each 
month and has regular contact via email on a weekly 
basis. They will continue to work together to provide 

support for all EB families as needed. The program 
has expanded and is planning to co-ordinate a camp 
to promote independence for adolescents living with 
EB in 2016 – 2017. The committee also aims to co-
ordinate a mums respite weekend away and further 
develop the In Home Nursing Program for children 
and adults living with EB.
 
The Family Support committee will continue to 
support and nurture relationships with all EB families 
on a national level to ensure EB related needs are 
being met and quality of life is enhanced whenever 
possible.

Nikki from NSW with her pet bunny

Ivy from SA laying on her new electrical bed  
with mum Hannah & little sister Grace
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Follow Your Dreams Grant
2015-2016 has been another rewarding year for the 
Follow Your Dreams Grant committee.  The successful 
recipient for the grant for this year was Vanessa 
Manzano, a mum living with EB who was able to have 
a dream holiday on Hayman Island. This holiday was 
jointly funded with the Kate Turner Fund and both 
committees were very pleased to be able to support 
Vanessa to have this wonderful holiday experience 
and well-deserved break.

Vanessa on Hayman Island

A microsite has now been developed to encourage 
donations specifically to the Follow Your Dreams fund 
and we are optimistic we can raise enough money to 
be able to grant a larger dream next year.  The grant 
will continue to honour the intent of Carmel Harris in 
whose memory this grant program continues.

Kate Turner Fund
In 1996, Kate Turner’s mum, Linda, called a meeting 
that created DEBRA in South Australia and started 
a fantastic journey for EB sufferers across Australia.  
Kate was only 7 years old, but even then became what 
might be seen as the catalyst for the development of 
DEBRA throughout the country and it is fitting that, 
before the cessation of DEBRA (SA) Inc. and Kate’s 
subsequent death in July last year, the Kate Turner 
Fund (KTF) was created in her honour and embraced 
by DEBRA Australia Ltd.

The main intent of the KTF is to provide EB sufferers 
with something related to lifestyle that would 
otherwise not be fundable by the majority of specific 
needs grants programmes.  

Grants allocated in the last year include:
• $1,557 towards an ideal holiday at the beach in 

conjunction with a Follow Your Dreams grant
• $2,100 contribution towards flying lessons in SA
• $1,000 to support attendance to a dermatology 

conference in Perth and to help create more 
awareness of EB and DEBRA

• $1,000 contribution to assist a young man who 
desperately wanted to return to his homeland in 
the Middle East one more time

The goal was to allocate up to $5,000 per year in 
grants. In this first year, we overspent by $657, but 
the committee will aim to keep within budget for the 
following year.  The KTF Committee believes that its 
first full year has been very successful in achieving 
its purpose and we are looking forward to it growing 
as more funding is donated for its efforts and to 
the memory of a remarkable and stalwart young 
ambassador for EB sufferers throughout Australia.

Linda and Kate from SA with
DEBRA Ambassador John Platten
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Family Support Grants Allocated 15/16 

 
Areas of support provided to EB families during the 2015 – 2016  

 
 

$393,000 spent on 3 major programs  

 
Research & Education 12% 

EB Nurse Program 33% 
Family Support 55% 

 
Less than 18% funds raised in 2015/2016 spent on administration (KPI target < 20%) 

DEBRA’s activities are supported by 2.13 FTE staff and over 2000 hours of volunteer time  
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EB Services
Hospital-Based Nurses
During 2015/16 the EB Services Committee has 
consolidated the existing Hospital EB nurse program 
and considered some options for the future. Our 3 
nurses, Samantha Hay in Brisbane, Lauren Weston in 
Melbourne and Margaret Norris in Sydney continue 
to do an outstanding job. The Women’s and Children’s 
Hospital in Adelaide decided not to take up our offer of 
funds for a part-time position, but we have supported 
some educational activities about EB for the Complex 
Care nurse who deals with EB families in that hospital. 
A proposal to fund a part-time nurse in Melbourne 
to assist those in the adult setting and transitioning 
from the children’s hospital has been agreed to in 
principle and negotiations will commence shortly 
with The Royal Melbourne Hospital.

John from SA with Dr Lachlan Warren

In Home Care
Since its inception 2012, 19 different families have 
been supported with in home nursing care when 
needed. There are currently 5 individuals receiving 
support. In May 2016 Little Heroes Foundation 
advised that due to a change in its internal focus, 

it would continue to support 2 children in South 
Australia, but not fund services in other states. Thus 
from 1 July 2016 DEBRA has taken over support of 
those outside South Australia.  Other external sources 
of funding are being explored. We are very grateful 
to Little Heroes Foundation for the assistance they 
have given with this program for the past 4 years and 
look forward to an ongoing positive relationship with 
them.

Lauren (EB Nurse at Melbourne Royal Children’s 
Hospital) with Eliza who is attending the EB Clinic

EB Dressing Scheme 
During the year DEBRA has given feedback to Bright 
Sky regarding the operation of the scheme and some 
temporary supply glitches and also provided feedback 
for inclusion in its user survey. A teleconference was 
held with the Department of Health and Bright Sky 
in February 2016 to discuss some areas of concern, 
particularly the need for consumer representation 
on the Clinical Advisory Committee and the lack of a 
transparent, defined process for proposing changes 
to the list of dressings available under the scheme. 
No response has been received as yet from the Dept. 
Health concerning the matters raised.

National Disability 
Insurance Scheme (NDIS) 
With broader NDIS rollout now getting underway, we 
are looking at taking a more pro-active approach in 
future to assisting families who are starting the NDIS 
enrolment process.
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Research & Education
Research
2016 Travel Grants (total $6,000) were awarded to:
• Emma Kim (St George Hospital) to present a paper at the Australian College of Dermatologists’ Annual 

Scientific Meeting, May 2016; 
• Rebecca Saad (Sydney Children’s Hospital) to attend the 2016 DEBRA International meeting in Croatia and 

undertake some work experience at two EB units in the UK;
• Lewis Citroen (Royal Children’s Hospital, Melbourne) to attend the 2016 DEBRA International conference 

in Croatia in order to network with other podiatrists involved in EB care.

Research Grants ($30,000 each) were awarded to:
• Dr Sharleen Hill & Professor Dedee Murrell (St George Hospital ), Project title: A dual centre international 

pilot study to assess safety and efficacy of topical sirolimus 1% for the treatment of plantar lesions in 
epidermolysis bullosa simplex 

• Professor Allison Cowin and Dr Zlatko Kopecki (University SA), Project title:  “Inside out” therapy for EB 
patients.

The committee has been liaising with DEBRA International and monitoring the plans for some new clinical 
trials in EB. We are hopeful that a couple of Australian centres will be participating. 

News about this will be communicated to our members when it becomes available. 

Education
DEBRA sponsored two international speakers to attend the Health Professional Education Day and EB Family 
Camp held in September 2015. Dr Andrew South presented a global update on EB research and Dr Gabriela 
Pohla-Gubo talked about the EB Clinet project. The Health Professionals day was well attended, with 35 
participants. Other presentations covered pain management, podiatry and infection management.

The DEBRA International Best Practice Guidelines for Skin Cancer Management in EB were released late in 
2015. These have been publicised to our members and will be featured at the 2016 Health Professional’s 
symposium being planned for 17 November. Dr Jemmima Mellerio, the leader of this guideline project, has 
agreed to visit Australia to speak at the symposium and visit some key hospitals. The other topic we are aiming 
to cover is psychological support.

Professional Interations
Contact has been initiated with the Chair of the Australasian College of Dermatologists and the Chief Executive 
of the Skin & Cancer Foundation, Victoria, with a view to developing a greater understanding of the activities 
of DEBRA and ways in which we can work more effectively with these bodies. The Skin and Cancer Foundation 
has kindly offered to host the 2016 Health Professionals Day at its Melbourne headquarters.
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DEBRA International
DEBRA Australia has been well represented within DEBRA International with our representative Dr Zlatko 
Kopecki attending the 2015 conference in London during September. He has also been nominated by the 
DEBRA Australia board to join the DEBRA International Executive at the next DEBRA International conference 
later in September 2016. Our Vice Chairperson Michael Fitzpatrick has been actively doing the role of the 
DEBRA International CEO for over 18 months now. 

It is vital that DEBRA Australia maintains this level of contact with the International community as it allows 
us to access ideas, support and networks that benefit our national group, health professionals and most 
importantly our EB families. In turn other groups benefit from the contact with DEBRA Australia. 

DEBRA International continues to work on Best Practice Guidelines with a number now completed and more 
being planned  including Psychosocial support that is about to get under way. Our families and professionals 
have had the opportunity to provide feedback and input into these guidelines. Two years ago DEBRA 
International member countries highlighted these guidelines as the most critical work that needs to be done 
to support EB families now. 

EB Without Borders continues to support new and emerging DEBRA groups globally to increase support for 
the most in need people with access to information, support and mentoring. 

We continue to support and improve the network of Researchers and Clinical professionals, encouraging 
centres of excellence to register for EB-Clinet ensuring access to training, networking and professional 
development. We were fortunate to have Dr Gabriela Pohla-Gubo attending our DEBRA Australia conference 
in 2015. 



9

Marketing & Fundraising
During the last year the DEBRA Australia board 
recognised the need to resource the Marketing and 
Fundraising area with a dedicated part time employee 
position due to the ever increasing workload and 
number of events. In March this year we were 
delighted to welcome to our small team Bianca Ciccia 
as our new Marketing and Fundraising Manager, to 
this key role. Bianca brings a wealth of experience 
and knowledge to DEBRA Australia.

Bianca Ciccia

Communications
Our website continues to be updated with great 
content and resources that are useful to everyone. 
Thanks to Scott Macfarlane for the prompt and 
efficient support in this area. Scott (Website/Graphics 
Contractor) and Bianca have also worked very hard to 
improve our social media content with regular items 
and updates shared. In the last 6 months we have 
seen massive growth in numbers and reach as a result 
of the plan being implemented by the team. This is 
leading to some great awareness and engagement. If 
you have a contribution you would like shared please 
do not hesitate to contact us.

Marketing
We are very grateful to our ambassadors who very 
generously give of their time to help  support DEBRA, 
Kate Maloney, Matt Bevilacqua, John Platten and 
Brock McLean. 

Kate Moloney Matt Bevilaqua

John Platten Brock McLean

The team has developed new material and collateral 
to support our events and have a more professional 
look. Dine and Donate which is coming up in October 
has an exciting new logo and look. We have invested 
in a new fundraising platform that improves the look 
and functionality of online events. We are using this 
in the current running season and have supplied 12 
runners with the new look running kits. Check them 
out online. There is also the opportunity for others to 
suggest events and have this linked to our website 
and platform.
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Fundraising
Wow what a year! Thank you to all who participated in and donated to our events. Here is just a sample 
of some of the great fundraising contributions. We were fortunate to secure a grant from FGX investments 
donation of over $82,000 to support our ongoing programs and we look forward to working with them into 
the future. The Brighter Days Festival in March donated $105,000 to DEBRA Australia. The mates ride in March 
also contributed $9,800 to support our EB families. Along with many more large and small donations, not 
forgetting those who contribute weekly via workplace giving programs, all of which improve the quality of 
life for people living with EB.  Don’t forget to check out our website www.debra.org.au for all the upcoming 
events such as runs, Dine & Donate. The first Adelaide Cotton Ball on the 5th November and the Million Dollar 
run are all there along with others. Follow us on Facebook as well to get all the updates.

Financials
We are committed to ensuring our programs are delivered as effectively and efficiently as possible so that 
we make best use of your donations. Hence we do not produce a hard copy Annual Report. You can see how 
we measure up to our target Key Performance Indicators by clicking here and you can also view our audited 
financial statements here.

http://debra.org.au/files/annual-report/2016/DEBRA-Australia-KPI-2016.pdf
http://debra.org.au/files/annual-report/2016/DEBRA-Australia-Audit-15-16.pdf

