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A newsletter from the Xeroderma Pigmentosum Family Support Group, a registered

non-profit organization dedicated to helping those touched by the rare genetic con-

dition through education, research and kindness.

E Ğǁ ƐůĞƩ Ğƌ

Register Now for the 2018 XP Medical Confer-
ence and Firefly Kids Camp in Wichita!

Registration is now open for the 2018 XP Medical Conference
and Firefly Kids Camp in Wichita, KS. Visit the Sedgwick
County Zoo, explore a salt mine, hangout in Old Towne. The
XP Medical Conference and Firefly Kids camp is a life chang-
ing event for individuals of all ages in the Xeroderma Pigmen-
tosum community. The conference increases self-esteem, self-
image and allows people to discover they are not alone. Regis-
tration is open now. Space is limited. Register Today!
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ZĞŐŝƐƚĞƌ�Ăƚ�ŚƩ Ɖ͗ ͬ ͬ ǁ ǁ ǁ ͘ ǆƉĨĂŵŝůǇƐƵƉƉŽƌƚ͘ ŽƌŐͬ ϮϬϭϴͬ ϬϮͬ Ϯϳ ͬ

xpfsg-medical-conference-wichita/

ZĞŐŝƐƚƌĂƟŽŶ�ŝƐ�Ψϳ ϬϬ�ĨŽƌ�Ă�ĨĂŵŝůǇ�ŽĨ�ĨŽƵƌ�ĂŶĚ�ŝŶĐůƵĚĞƐ�ŚŽƚĞů͕�ŐƌŽƵƉ�ŵĞĂůƐ͕ �

and conference sessions. Please call for pricing for families larger than

four.
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The Technology Raffle is happening right now 

ĂŶĚ�ǁ Ğ�ŶĞĞĚ�ǇŽƵƌ�ŚĞůƉ�ƚŽ�ƐĞůů�ƟĐŬĞƚƐ͘ ��ĂĐŚ�

board member and XP families have been giv-

ĞŶ�ƟĐŬĞƚƐ�ƚŽ�ƐĞůů�ĨŽƌ�ƚŚĞ�ƌĂŋ Ğ�ĂŶĚ�ǁ Ğ�ǁ ĂŶƚ�ƚŽ�

sell all 7,500 before the draw at the Medical

Conference and Kids Camp in Wichita this No-

vember. It’s very important that we get help in

ƐĞůůŝŶŐ�ƚŚĞ�ƌĂŋ Ğ�ƟĐŬĞƚƐ�ĂƐ�ƌĂŝƐŝŶŐ�ŵŽŶĞǇ�

ƚŚƌŽƵŐŚ�Ğǀ ĞŶƚƐ�ŝƐ�ƚŚĞ�ŽŶůǇ�ǁ ĂǇ�ǁ Ğ�ĐĂŶ�ĐŽŶƟŶͲ

ue to host camps and help XP families through

the support we offer. Please work hard at sell-

ŝŶŐ�ǇŽƵƌ�ƟĐŬĞƚƐ�ĂŶĚ�ĂƐŬ�ĨŽƌ�ŵŽƌĞ�ŝĨ�ǇŽƵ�ĐĂŶ͘ �

Our board works hard at raising money but we

can’t do it alone, we need you!

The last two months saw golfers swinging their clubs in support of the

XPFSG in two tournaments on either side of the US-Canada border. The

Madden family of El Dorado, Kansas, held their 8th annual tournament

and the Jakovac family of Milton, Ontario held their 7th annual tourna-

ment. Although held on different days, ironically each tournament start-

ed off in the rain and dried up as the day went on. Despite the weather, 

ƐƉŝƌŝƚƐ�ǁ ĞƌĞ�ŚŝŐŚ�ĂŶĚ�Ğǀ ĞƌǇŽŶĞ�ŚĂĚ�Ă�ŐƌĞĂƚ�ƟŵĞ͘�/Ŷ�ĂĚĚŝƟŽŶ�ƚŽ�ƌĂŝƐŝŶŐ�ĂŶ�

ŝŵƉƌĞƐƐŝǀ Ğ�ĐŽŵďŝŶĞĚ�ƚŽƚĂů�ŽĨ�Žǀ Ğƌ�Ψϭϭ͕ ϬϬϬ͕�ƉĂƌƟĐŝƉĂŶƚƐ�ĐĂŵĞ�Ăǁ ĂǇ�ǁ ŝƚŚ�

Ă�ďĞƩ Ğƌ�ƵŶĚĞƌƐƚĂŶĚŝŶŐ�ĂŶĚ�ŐƌĞĂƚĞƌ�Ăǁ ĂƌĞŶĞƐƐ�ŽĨ�yW͘�t Ğ�ŚŽƉĞ�ƚŚĞ�ƐƵĐͲ

cess of these two fundraisers inspires you to take on a fundraising event

of your own. If you want some helpful hints or ideas for a different fund-

raiser, please contact us and we can help.

E ĞĞĚ�Į ŶĂŶĐŝĂů�ĂƐƐŝƐƚĂŶĐĞ�ƚŽ�ĂƩ ĞŶĚ�

ƚŚŝƐ�ǇĞĂƌ͛Ɛ�ĐŽŶĨĞƌĞŶĐĞ͍ ��ĂĐŚ�ƟĐŬĞƚ�

you sell will earn you $0.50 to-

wards your conference fees.

�ǆĂŵƉůĞ͗ �̂ Ğůů�ϭϬϬ�ƟĐŬĞƚƐ�ŐĞƚ�ΨϱϬ�Žī �ǇŽƵƌ�ĨĞĞƐ͊
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We want you!

If you’re looking to volunteer in a way that directly helps people with XP or maybe you want to give back for the help you’ve

ƌĞĐĞŝǀ ĞĚ�ĨƌŽŵ�ƚŚĞ�yW�&ĂŵŝůǇ�̂ ƵƉƉŽƌƚ�' ƌŽƵƉ͕ �ǇŽƵ�ƐŚŽƵůĚ�ĐŽŶƐŝĚĞƌ�ĂƉƉůǇŝŶŐ�ƚŽ�ďĞ�Ă�ŵĞŵďĞƌ�ŽĨ�ŽƵƌ�ďŽĂƌĚ͘ �/Ĩ�ǇŽƵƌ�ĂƉƉůŝĐĂƟŽŶ�ŝƐ�

accepted, you’ll do meaningful, rewarding work that directly supports our XP families. Below are some requirements and crite-

ria to help you assess if this opportunity is for you. Anyone who is interested can contact us and send a brief note (a couple of

paragraphs is fine) as to why you want to apply, any relevant experience and any other skills you can bring to the table that 

ŵŝŐŚƚ�ŚĞůƉ�ƚŚĞ�ďŽĂƌĚ�ǁ ŝƚŚ�ǀ ĂƌŝŽƵƐ�ƚĂƐŬƐ͘ �t Ğ�ǁ ĞůĐŽŵĞ�Ăůů�ĂƉƉůŝĐĂƟŽŶƐ�ĂŶĚ�ǁ ŝůů�ĂƐƐĞƐƐ�ĞĂĐŚ�ĂƉƉůŝĐĂƟŽŶ�ďĂƐĞĚ�ŽŶ�ŝƚƐ�Žǁ Ŷ�ŵĞƌŝƚ͘

Who can apply?

Anyone. You don’t have to have previous board experience, you simply have to be dedicated to improving the lives of people

with XP.

t ŚĂƚ�ĂƌĞ�ƚŚĞ�ĞǆƉĞĐƚĂƟŽŶƐ�ŽĨ�ĞĂĐŚ�ďŽĂƌĚ�ŵĞŵďĞƌ͍

Board members are required to raise $5,000 per year through their own fundraising efforts and assist in broader XPFSG fund-

ƌĂŝƐŝŶŐ͘��ŽĂƌĚ�ŵĞŵďĞƌƐ�ĂƌĞ�ƌĞƋƵŝƌĞĚ�ƚŽ�ƉĂƌƟĐŝƉĂƚĞ�ŝŶ�Ă�ŵŽŶƚŚůǇ�ƚĞůĞĐŽŶĨĞƌĞŶĐĞ�ǁ ŚĞƌĞ�ďŽĂƌĚ�ďƵƐŝŶĞƐƐ�ŝƐ�ĚŝƐĐƵƐƐĞĚ�ĂŶĚ�ǀ ŽƚĞĚ�

ŽŶ͘ ��ĚĚŝƟŽŶĂůůǇ͕�ďŽĂƌĚ�ŵĞŵďĞƌƐ�ĂƌĞ�ƌĞƋƵŝƌĞĚ�ƚŽ�ĂƩ ĞŶĚ�ĂŶ�ĂŶŶƵĂů͕�ŝŶ-ƉĞƌƐŽŶ�ďŽĂƌĚ�ŵĞĞƟŶŐ�ŝŶ�̂ ĂĐƌĂŵĞŶƚŽ͕ ��� ͕ �;ƚƌĂǀ Ğů͕�ůŽĚŐŝŶŐ�

and meals are covered by XPFSG).

Do board members do anything else besides raise funds?

Yes. Board members are assigned tasks based on their skills and availability. For example, board members may help in organiz-

ŝŶŐ�ƚŚĞ�ŵĞĚŝĐĂů�ĐŽŶĨĞƌĞŶĐĞ�ĂŶĚ�ŬŝĚƐ�ĐĂŵƉ͘ �K ƚŚĞƌ�ďŽĂƌĚ�ŵĞŵďĞƌƐ�ŵĂǇ�ǁ ŽƌŬ�ǁ ŝƚŚ�ůĞŐŝƐůĂƚŽƌƐ�ƚŽ�ĐŚĂŶŐĞ�ǁ ŝŶĚŽǁ �ƟŶƟŶŐ�ůĂǁ Ɛ�Žƌ�

ƚŚĞǇ�ŵĂǇ�ŚĞůƉ�ƉƌŽĚƵĐĞ�ƚŚĞ�ŶĞǁ ƐůĞƩ Ğƌ͘�dŚĞƌĞ�ĂƌĞ�ŵĂŶǇ�ŽƉƉŽƌƚƵŶŝƟĞƐ�ƚŽ�ƉƵƚ�ǇŽƵƌ�ƐŬŝůůƐ�ĂŶĚ�ƚĂůĞŶƚƐ�ƚŽ�ŐŽŽĚ�ƵƐĞ͘

Do you have to have XP in your family to be a board member?

No. Anyone can apply to be on the board but knowledge about XP and the challenges faced by those affected is and asset.

How long are board member terms?

dĞƌŵƐ�ĂƌĞ�ƚŚƌĞĞ�ǇĞĂƌƐ�ŝŶ�ůĞŶŐƚŚ͘ ��ǆŝƐƟŶŐ�ďŽĂƌĚ�ŵĞŵďĞƌƐ�ĐĂŶ�ĂůƐŽ�ďĞ�ŶŽŵŝŶĂƚĞĚ�ĂŶĚ�ǀ ŽƚĞĚ�ŽŶ�ƚŽ�ƐĞƌǀ Ğ�ĂĚĚŝƟŽŶĂů�ƚĞƌŵƐ͘

Do you have to live in the United States to be a board member?

E Ž͘ �D ŽƐƚ�ŽĨ�ŽƵƌ�ďŽĂƌĚ�ĂƌĞ�ĨƌŽŵ�ƚŚĞ�hŶŝƚĞĚ�̂ ƚĂƚĞƐ�ďƵƚ�ƚŚĞ�ƌĞĂĐŚ�ŽĨ�ƚŚĞ�yW&̂ ' �ŝƐ�ŝŶƚĞƌŶĂƟŽŶĂů͘�t Ğ�ĐƵƌƌĞŶƚůǇ�ŚĂǀ Ğ�Ă�ďŽĂƌĚ�ŵĞŵͲ

ber from Canada.

t ĂŶƚ�ƚŽ�ĂĚĚ�ƐŽŵĞŽŶĞ�ƚŽ�ŽƵƌ�ĞůĞĐƚƌŽŶŝĐ�ŶĞǁ ƐůĞƩĞƌ͍ ���ŽŶƚĂĐƚ�ƚŚĞ�Žĸ ĐĞ�

at 916-628-3814 or email us at mmilota@xpfamilysupport.org


