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2022 XP International
Medical Conference
The University of Minnesota is excit-
ĞĚ�ƚŽ�ďĞŐŝŶ�Ă�ŶĞǁ �ƐƚƵĚǇ�ĨŽƌ�ƉĂƟĞŶƚƐ�
with genome repair disorders. The
study is designed to establish a regis-
ƚƌǇ�ŽĨ�yW�ƉĂƟĞŶƚƐ�ĂŶĚ�Į ƌƐƚ-degree rel-
ĂƟǀ ĞƐ�;ŝ͘Ğ͘�ƉĂƌĞŶƚƐ͕ �ƐŝďůŝŶŐƐ͕ �Žƌ�ĐŚŝůͲ
dren). WĂƌƟĐŝƉĂƟŽŶ�ŝŶ�ƚŚĞ�ƐƚƵĚǇ�ŝƐ�ǀ ŽůͲ
ƵŶƚĂƌǇ�ĂŶĚ�ŝŶǀ Žůǀ ĞƐ�ĐŽŵƉůĞƟŶŐ�Ă�
ƋƵĞƐƟŽŶŶĂŝƌĞ͕�ƉƌŽǀ ŝĚŝŶŐ�Ă�ďůŽŽĚ�ƐĂŵͲ
ple, and/or a skin biopsy. The ques-
ƟŽŶŶĂŝƌĞ�ǁ ŝůů�ďĞ�ĂĐĐĞƐƐŝďůĞ�ŽŶůŝŶĞ�ĂŶĚ�
covers medical history, sun exposure
ŚŝƐƚŽƌǇ͕�ĂŶĚ�ůŝĨĞƐƚǇůĞ�ŝŶĨŽƌŵĂƟŽŶ͘ �dŚĞ�
blood and skin samples would be ob-
tained at the University of Minnesota
ǁ ŚĞŶ�ǁ Ğ�ŚŽƐƚ�ƚŚĞ�/ŶƚĞƌŶĂƟŽŶĂů�yĞƌŽͲ
derma Pigmentosum Family Support
D ĞĞƟŶŐ�;yW&̂ ' Ϳ�ŝŶ�D ŝŶŶĞĂƉŽůŝƐ�E ŽͲ
vember 10-14, 2022. The samples will
be used to measure senescence, in-
ŇĂŵŵĂƟŽŶ͕ �ŵĞƚĂďŽůŝƚĞƐ͕ �ĂŶĚ�ƚŽ�
measure the level of DNA repair.

-Cont. on Pg 3

A Higher Calling for Paxton Feltner

�ǀ Ğƌ�ƐŝŶĐĞ�WĂǆƚŽŶ�ǁ ĂƐ�Ă�ůŝƩ ůĞ�ďŽǇ�ŚĞ�ǁ ĂŶƚĞĚ�ƚŽ�ƐĞƌǀ Ğ�ĂŶ�>�^�ƐĞƌǀ ŝĐĞ�
ŵŝƐƐŝŽŶ�ĨŽƌ�ƚŚĞ��ŚƵƌĐŚ�ŽĨ�:ĞƐƵƐ��ŚƌŝƐƚ�ŽĨ�>ĂƩ Ğƌ��ĂǇ�̂ ĂŝŶƚƐ͘ �zŽƵŶŐ�
D ĞŶ�ĂƌĞ�ƵƌŐĞĚ�ƚŽ�ƐĞƌǀ Ğ�ĨŽƌ�Ϯ�ǇĞĂƌƐ�ŝŶ�Ă�ůŽĐĂƟŽŶ�Ăůů�ĂƌŽƵŶĚ�ƚŚĞ�
world that is chosen for them. Although he had all the determina-
ƟŽŶ�ĂŶĚ�ĨĂŝƚŚ�ƚŽ�ƐĞƌǀ Ğ͕�yW�ǁ ĂƐ�ĂŶ�ŽďƐƚĂĐůĞ�ŝŶ�ŚŝƐ�ƉĂƚŚ ͘ �/Ŷ�ŽƌĚĞƌ�ƚŽ�
ƐĞƌǀ Ğ�Ă�ĨƵůů�ƟŵĞ�ŵŝƐƐŝŽŶ�ǁ ŝƚŚ�ůŝƩ ůĞ�ƚŽ�ŶŽ�ŚĞĂůƚŚ�ƌĞƐƚƌŝĐƟŽŶƐ�ŚĞ�
ŶĞĞĚĞĚ�ƚŽ�ǁ ƌŝƚĞ�Ă�ůĞƩĞƌ�ƚŽ�ƚŚĞ�&ŝƌƐƚ�WƌĞƐŝĚĞŶĐǇ�ŽĨ�ƚŚĞ�ĐŚƵƌĐŚ�ĞǆͲ
ƉůĂŝŶŝŶŐ��yW�ĂŶĚ�ƚŚĞ�Ěŝī ĞƌĞŶƚ�ĂĐĐŽŵŵŽĚĂƟŽŶƐ�ŚĞ�ǁ ŽƵůĚ�ŶĞĞĚ�ƚŽ�
ďĞ�ƐĂĨĞ�ĂŶĚ�ďĞ�ĂŶ�Ğī ĞĐƟǀ Ğ�ŵŝƐƐŝŽŶĂƌǇ͘����������������������-Cont. on Pg 2
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A Higher Calling continued...

�ŌĞƌ�ǁ ƌŝƟŶŐ�ƚŚĞ�ůĞƩĞƌ�ŚĞ�ǁ ĂŝƚĞĚ�ĂŶĚ�ǁ ĂŝƚĞĚ�
ĂŶĚ�Į ŶĂůůǇ�ŐŽƚ�ĂŶ�ĞŵĂŝů�ƚŚĂƚ�ŚĂĚ�ŚŝƐ�ůŽĐĂƟŽŶ�
ĂŶĚ�ĚƵƌĂƟŽŶ�ŽĨ�ŚŝƐ�ŵŝƐƐŝŽŶ͘ �, Ğ�ǁ ĂƐ�ĐĂůůĞĚ�ƚŽ�
serve in the Portland, Oregon mission serving
ƚŚĞ�ĨƵůů�Ϯ�ǇĞĂƌƐ͘ ��, Ğ�ƉĂĐŬĞĚ�ŚŝƐ�ďĂŐƐ�ĂŶĚ�ůĞŌ�
home to spread Gods light and love on Au-
gust 2nd 2021. He is living out a lifelong
dream and keeping safe from the sun. It may
take extra effort but you can achieve your 
dreams.

Want to add someone to our electronic news-

ůĞƩĞƌ͍ ���ŽŶƚĂĐƚ�ƚŚĞ�Žĸ ĐĞ�Ăƚ�ϵϭϲ -628-3814 or

email us at mmilota@xpfamilysupport.org

A wish come true for Jax

Jax is 8 years old and has XP-A. Jax loves play-
grounds and cherishes the evenings when he is
ĂďůĞ�ƚŽ�ŐŽ�ƚŽ�ƚŚĞ�ƉĂƌŬ�ǁ ŝƚŚŽƵƚ�ŚŝƐ�ƉƌŽƚĞĐƟǀ Ğ�
gear. Jax was granted his wish of an indoor play-
room from Make-A-Wish Minnesota. His new
playroom has a slide, swings, and lots and lots of
balls! A muralist painted fun, cheerful walls in
the room. Jax loves his new playroom and is smil-
ing in it every day!! To refer a child for a Make-a
-t ŝƐŚ�ǀ ŝƐŝƚ�ŚƩ ƉƐ͗ ͬ ͬ ǁ ŝƐŚ ͘ ŽƌŐͬ ƌĞĨĞƌ-a-child#panel-2
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Want to help support YOUR XP Family Support
Group?

If you are purchasing products from Amazon, go to ŚƩ ƉƐ͗ ͬ ͬ

smile.amazon.com/ and choose Xeroderma Pigmentosum Family Support

Group as your charity. Amazon will donate 0.5% of the purchase price of eli-

gible products to XPFSG. Every purchase can help a family with XP. Ask 10 of

your friends to do the same!

2022 XP Internation-
al Medical Confer-
ence dŚĞ�ƉĂƟĞŶƚ�ƐƵƌǀ ĞǇ�
and biological sample da-
ta will then be matched
and used to advance the
understanding of XP and
to determine if new ther-
apies available to target
senescence and metabol-
ic changes may be of val-
ue in XP. Once shared
with other researchers in
Ă�ĚĞŝĚĞŶƟĮ ĞĚ�
(anonymous) manner,
ƚŚĞ�ƌĞŐŝƐƚƌǇ�ŝŶĨŽƌŵĂƟŽŶ�
and samples will be a
powerful tool to inform a
ƐĞƌŝĞƐ�ŽĨ�ŵƵůƟ-specialty
clinical and basic science
ƌĞƐĞĂƌĐŚ�ŝŶŝƟĂƟǀ ĞƐ�ĂŝŵĞĚ�
at discovering new thera-
pies for XP and related
genome repair disor-
ders.

ZĞŐŝƐƚƌĂƟŽŶ�ŝŶĐůƵĚĞƐ�ŚŽƚĞů͕�ĨŽŽĚ͕ �ĂĐƟǀ ŝƟĞƐ͕ �ĂŶĚ�ĐůĂƐƐĞƐ�Ăƚ�ƚŚĞ�ĐŽŶĨĞƌͲ
ence.

General Schedule:
 Thursday, November 10th—t ĞůĐŽŵĞ�ZĞĐĞƉƟŽŶ�ϲƉŵ
 Friday and Saturday, November 11th—12th—�ŽŶĨĞƌĞŶĐĞ�ĂŶĚ��ĐƟǀ ŝͲ

ƟĞƐ
 Sunday, November 13th—Farewell Banquet
 Monday, November 14th—ZĞƐĞĂƌĐŚ�ƉĂƌƟĐŝƉĂƟŽŶ�ĂƉƉŽŝŶƚŵĞŶƚƐ�ĂŶĚ�

travel home
ZĞŐŝƐƚƌĂƟŽŶ�ĨŽƌ�ƚŚĞ�ĐŽŶĨĞƌĞŶĐĞ�ŝƐ�Ψϭϵϵ�ƉĞƌ�ƉĞƌƐŽŶ͘ �yW�ƉĂƟĞŶƚƐ�ĂƌĞ�Ψϵϵ ͘ �
�ŚŝůĚƌĞŶ�Ϯ�ĂŶĚ�ƵŶĚĞƌ�ĂƌĞ�ĨƌĞĞ͘��ZĞŐŝƐƚĞƌ�Ăƚ�ŚƩ ƉƐ͗ ͬ ͬ
xpfamilysupport.org/2021/08/08/xp-medical-conference-2022-
minneapolis/

Register Now-2022 XPFSG International Medical Conference!

Chat with us on Facebook

Have questions on the best way to talk

to your school, need travel ideas, or

looking for advice? Let us support

you. Like and follow us on Facebook.


