


2010-2011 was a very active year for the VCFS 22q11 Foundation

VCFS 22q Christmas Party December 12 2010VCFS 22q Christmas Party -December 12 2010

• Many families came along to the Willoughby Park for a family picnic day. 
Santa came and presented the children with some fabulous gifts  Santa came and presented the children with some fabulous gifts. 

World Rare Disease Day 28th Feb 2011

d d h h d ld d•I attended the Steve Waugh Foundation  (SWF) World Rare Disease day at 
the Sydney Opera House on behalf of the foundation. There were guest 
speakers and Steve Waugh. They spoke of the need to raise awareness of 
R  Di  I tl  ki  ith SWF  th i  R  Di  D  Rare Disease. I currently working with SWF on their Rare Disease Day 
committee  to assist in planning the 2012 campaign. 

In the evening the VCFS 22q11 Foundation hosted an event at Vivo Cafe  • In the evening the VCFS 22q11 Foundation hosted an event at Vivo Cafe  
with 60 guests for World Rare Disease Day. Tim Maddren of Hi 5 came along 
as our MC. Laurie Taylor from AGSA spoke as did Yvonne Zyrninski from the 
Australia Paediatric Specialist Unit  Sponsors of the night were Red Balloon Australia Paediatric Specialist Unit. Sponsors of the night were Red Balloon 
and Magnolia Solutions



Steve Waugh Foundation WRDD event Sydney Opera House



Representatives from the many 
different Rare Disease groups with 
Tim Maddren from Hi 5 & Carly
Nade



Committee and Local Area Representatives workshop- March 12th 2011

• The VCFS 22q11 Foundation Board and Local Area representatives came • The VCFS 22q11 Foundation Board and Local Area representatives came 
together for a 1 day workshop and dinner at the Vibe Hotel in Surry Hills, 
Sydney. The day was a planning day for the future direction of the 
foundation  It was a great day and the group of 20 came up with a draft foundation. It was a great day and the group of 20 came up with a draft 
plan for the next 5 years. 

The VCFS Board
& Local Reps



Priority Item Progress Date
1 Teachers guide The guide is complete and ready for review and 

editing 
July 2011

2 Parent guide update and review2 Parent guide ‐ update and review
3 Camp Funding has begun via the Everyday Hero, Treadmill 

walk, City to Surf, Marathon 
4 Contact list to be on  members section of 

websitewebsite
5 Consultant to lobby government
6 Family planning info sheet
7 Local rep stickers for brochures
8 Funding for IVF8 Funding for IVF
9 Advice on awareness week activities
10 Guidelines for reps
11 Telling siblings
12 Magazine for other states info12 Magazine for other states info
13 Fundraising ideas on website This has been included in the July Magazine 
14 Members section on website
15 Telling your child info sheets Discussion to be held at the conference‐ topic was 

covered at the VCFSEF conference in julyj y
16 Review the (No) contact list 
17 Local rep packs
18 Awareness packs to reps
19 Website to advertise all events All that is required is to email to President to q

include on what’s on page
20 Medical checklist after diagnosis A care plan has been formulate by the Children’s 

Hospital of Wisconsin and will  be uploaded to 
website shortly and available at conference

July 2011

21 Medical board In discussion with Dr Campbell, Dave Fitzsimons, Dr 
Huessler, Dr Wilson

22 Update contact page on website for
different age groups



22q at the Zoo – 22nd May 2011
• Raising awareness in this worldwide campaign. We had 150 peopleRaising awareness in this worldwide campaign. We had 150 people 

attend the Featherdale Wildlife Park wearing our specially designed 
t‐shirts and caps. It was a great family day. Due to the time difference 
we were the first country in the world to launch the 22q at the Zoo 
day The day was an initiative by the International 22q Foundationday. The day  was an initiative by the International 22q Foundation, 
Dempster Foundation and CHOP. More than 13 countries, 65 zoo’s 
over 3 continents participated. More than 10,000 people across the 
globe. I spoke with Macca on “Sundays with Macca” on ABC Radio on 
h d Th l 2 i l b h d A llthe day. There were also 2 newspaper articles about the day. As well 
as many social media posts & videos.



Western Advocate- Central West 
NSW

Blacktown Advocate- Western 
Sydney



Courses: July 2011 
• I went to 2 courses for the foundation. Sustainable Fundraising 
and Secrets of  Successful Boards. I have applied for a grant to pp g
complete the Governance course.  We have also been approved 
for DonorTec program (a program that offers reduced price 
software)

VCFSEF 18th International Scientific Conference July 15th – 17th

• Louise Hall  Andrew Dunkerly and I attended the conference in Louise Hall, Andrew Dunkerly and I attended the conference in 
New Brunswick NJ USA. The conference was over 3 days with more 
than 80 presenters, moderators and professionals. I presented at 
the conference on The Importance of Support Groups and using the conference on The Importance of Support Groups and using 
Social Media. I will present  a brief of the conference  later today. 

City to Surf 2011

• Belinda Cropper Roberts and Charlie Champions entered the City 
to Surf to raise money and awareness of VCFS. With the assistance 
of a very good friend of the family they hope to continue to raise y g y y p
awareness and money to help our families go on a holiday camp. 
They had their own shirts made and have done a fabulous job.

• Rachel Mangan also entered the City to Surf and has raised      
money to assist our foundation. 



VCFS 22q11 Foundation Awareness week 2011 – 22nd August – 28th August

M  f  b  h  b  h ti  i  t  Pi k d Bl  d                • Many of our members have been hosting morning teas, Pink and Blue days               
Etc.. During awareness week. There has been a number of Newspaper 
articles about the syndrome. Well done to everyone.

• The VCFS 22q11 TV commercial has been playing all year on Ch9 and will 
also be aired again during August nationally on 9, Win and NBN as well as 
pay TV  thanks to Lucy Jackson  pay TV, thanks to Lucy Jackson , 
Tex Whitney (producer) and 
Scott Corcoran of WinNBN TV

Tamar Stanford our IllawarraTamar Stanford our Illawarra 
Rep in the local paper



24 hour Treadmill for Awareness 25th & 26th August

C li  D  VCFS 22 11 F d ti  b  t k it  h lf • Caroline Dwyer VCFS 22q11 Foundation member took it upon herself 
to raise awareness by doing a gruelling 24 hour treadmill walk. Caroline 
has raised funds and awareness.  Caroline was sponsored by many 
organisations who offered donations of money  prizes to raffle etc  organisations who offered donations of money, prizes to raffle etc.. 
Other members of our foundation went along to support as did a huge 
contingent of her friends. Well Done you superhero!!!!!!

Caroline was featured 
in The Penrith press 
newspapernewspaper



VCFS Iron Man – Scott Longden

• Scott  has been competing in many Iron Man events and Triathlons to 
help raise awareness and funds for VCFS. We thank him for his 
dedication and we back him all the way. Keep on running Scott.

Association for Genetic Services Australasia (AGSA)

I h b l l tt di th AGSA t l d• I have been regularly attending the AGSA support group leaders 
meetings. Thee meetings were established so that the support groups 
could work together sharing ideas and support mechanisms

Learning Difficulties Coalition (LDC)

• Louise and I have attended the LDC meetings this year The LDC has• Louise and I have attended the LDC meetings this year. The LDC has 
written on behalf of all the foundations they represent including VCFS 
22q11 for many government enquiries and requests for information to 
assist with services for those with learning difficultiesassist with services for those with learning difficulties.



Social Media

• We have been using social media regularly to raise awareness and 
support each other on this journey. 

Our FB site has 592 members. We have formed friendships with the 
Dempster Foundation, International 22q11 Foundation & VCFSEF and 
many other groups to raise awareness using Facebook and twittermany other groups to raise awareness using Facebook and twitter. 

Over the past 2 weeks the Dempster Foundation has had a bus visiting 
many cities in the USA with the slogan “Strike out 22q” Ryan Dempster ismany cities in the USA with the slogan Strike out 22q  Ryan Dempster is 
a famous baseball player for the Chicago Cubs” and he has a child with 
the deletion. Fantastic work!



Dempster Strike out 22q Bus on tour 
across USA



New Information and Guides

• USB sticks – We have purchased VCFS 22q11 Foundation USB sticks. 
The sticks are a valuable resource and have been preloaded with 
guides, booklets, brochures, Plan of Care etc on them. There is also 
plenty of space left on the sticks to put your own medical records or 
reports. Each family here today has received one. They will be available 
to people who have not attended today for a small fee.  A great way to 

 d   l i f ti  i   t d  b  save and carry your personal information in one spot and can be 
plugged into any USB port to read. 



• Wrist Bands- We had 500 wrist bands made and they have almost  all 
b ld b f b d i ibeen sold by many of our members during awareness campaigns. 

All in all it has been a very successful year for the foundation . All of the 
board and representatives are volunteers. I want to thank you all for p y
your great work & dedication. I encourage all of you here to volunteer 
from time to time.  It is a very rewarding experience.

I believe we will continue to grow as the years move on. 

I am proud to be your President  and I hope to continue over the next 
few years.

Maria Kamper


