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The Network is pleased to announce the “BCCNS Rocky Mountain High Confer-
ence & Retreat” to be held July 21-23, 2011. Thanks in part to a Genentech Educa-

tional Programming Grant & back by popular demand, this will be the 1st national
mtg. since 2007. Mark your calendars & start making plans to attend.
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Nestled between 3 majestic mountains, Keystone, Colorado, offers something for
everyone. Whether you are an outdoor adventurer ready to test your skills at hik- "HS !
ing, rock climbing & white water rafting, or ready to kick back at the spa and enjoy %
some spectacular views, you are sure to enjoy your stay. A seamless 90-minute & .
transfer from Denver Intl. Airport means a short travel day from most major cities. .

A national retreat has not been held for several yrs. due to declining attendance & )
the costs associated with planning & implementation. It is imperative that we have a (
min. of 75 attendees, in order to justify allocating resources for this 3 day event.

This intergenerational venue is open to all. We need you to attend & participate!!
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This is a wonderful opportunity for your family, friends & support team to gain valu- 1 - Vi
able information on current treatment options, clinical trials, & available resources. #2- &
Gorlin Syndrome experts will be on hand to enlighten us all. Providing access to

others with the condition, we can build lifelong relationships and a “genetic family.”
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The “lazy days of summer” is a relative term at Keystone. Experience what the

Rocky Mountains have to offer all in one place. Two award-winning golf courses - $ 4
wind along the Snake River and up through alpine meadows. Horseback riding, fly

-fishing, country music and loads of fun are in store for you and your loved ones.

Plan your family vacation around the retreat by coming early or staying late to enjoy

all that Keystone has to offer. To request a registration packet with more detailed

information on this enriching educational conference, contact the BCCNS Network !
office. Our enthusiastic staff is ready, willing & able to assist you. Westward Ho! | / /0
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Brittany Meck (TX) married
Brian Brown and they are ex-
pecting their first child early
next year. Brian serves in the
US Army and is currently sta-
tioned in Afghanistan. Best
wishes to both of them.

Roland Massimino, Jacob McVicker, Alexis
Griggs, Caleb Haugh, Bud Caruso, John Massimino, Lillian
Rancourt, Patricia Pearsell, Patrick Neal, Dawn Dressing,
Tony Griggs, Teresa Zajaczkowska, Susan Johnson,
Stephen Douglas, Jillian Ford, Barbara Wood, Laura Wood

lan Allen, Joseph Swierupski, Jeff Childers,
Adam Koenig, Dalton Ibuaka, Matthew Pelman, Dave
McVicker, Helen Buchser, Alan Phillips, Sarah Swierupski,
Adam Langemeier, Melanie Bons, Ruth Burgess, Davy
McVicker, Amanda Tuck, Matthew Barrett, Kristi Schmitt
Burr, Paule Laflamme, Lucy Plyler, Kayla Pelman, Kathlyn
Roth, Inger Tysland

Hans Muller, Debra Sweet, Marc Roth, David Tuck,
Justin Cristaldi, Keith Koenig, Roland Ford, Sherry Chupka,
Tracy McVicker, Janet Getto, Betty Breurken, Maartje
Breurken, Jerry Lamm
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Kyrstin Aderholt
Cindy Bunners
Marj Campbell
Bill Costa
Finkbiner Family
Adam Haugh
Mark Korschgen
Lanier Family
Kayla Marine
Nick Mercer
Brandon Pearsell
John Petkewicz
Kylie Rausch

Emilio Valdez
Rosa Wolfe
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Recently, Bill Ginn was honored at a luncheon by the Assoc. of Fundraising Professionals, as
the 2010 Outstanding Fundraising Volunteer. Bill has selflessly volunteered his time, talents
and energy, not only for the BCCNS Life Support Network, but many other non-profits in
Northeast Ohio including: Center for Community Solutions; Eliza Bryant Village; Geauga Park
District; HEARTS; Hopewell Farms; Ohio United Way; The Nature Conservancy; and Western
Reserve Land Conservancy. Nominated by the Geauga Park District, the Network was happy
to support the much deserved recognition and festivities.

Webster’s Dictionary defines the word philanthropy as “loving people.” This definition fits ex-

actly when the word philanthropist is used to describe
William “Bill” Ginn. When Bill becomes involved in a
cause, he is selflessly committed & always focused

on the common good. At age 87, he is active in

groups & causes locally, regionally, & internationally. <
His legal career and youthful spirit provide inspiration

and guidance for organizations, impacting the quality of life for thousands of people.
Congratulations on a well deserved award, with our heartfelt gratitude for your continued
support for the underserved in our community. In appreciation of Bill's efforts, on behalf
of the Network, staff presented him with a one-of-a-kind, hand-carved walking stick cus-
tom made by “Ms. Sticks” (www.mssticks.com) with emblems & symbols capturing piv-
otal events, deserving organizations & cherished memories in his life.
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BCCNS Network staff, Kristi Schmitt Burr and
Sheila LaRosa, traveled to the Novartis Pharma-
ceutical headquarters in Basel, Switzerland, to par-
ticipate in their Patient Day on Campus, along with
representatives from Switzerland; Austria, England
and Norway.

Novartis sponsored the event for their research-
ers to hear, first hand, from Gorlin Syndrome pa-
tients and advocates about the burden of the syn-
drome, including morbidity of this condition in re-
gards to available treatments, financial burdens &
disfiguring procedures. They are currently conduct-
ing clinical trials in Europe for a topical Hedgehog
Inhibitor, LDE-225, and plans are underway to ex-

pand those trials to the U.S.A. in the near future. 3,56 5 7-0 89* :( U
All participants involved did a phenomenal job 7#( 89 895 7; A)89 89 ( T
telling their stories, providing valuable feedback for 74 89& 7# 89 7 # 89
the professionals involved in developing these * T# 89 : - T % 89
studies & trials. It takes a global Network village! 3 7 #89& 7. 8
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26 26" # Cheer Memories
@6 : @6 % Party Midnight
16 : 61 Clock Parade
65 $ 361 : Confetti Toast
06 B 06 % Family Traditions
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Friends Bash
6 $ 6%




T#&8 >
?
# <
TA"'8<* |
7=8:
= 7*38
6 $5
= 7*389 =
7*389 * " T7(#89
7-.89 & *
7 *89 7(*89 &
T#&89; " T7(#89
; 7 =89
3 7=89 $

7-891 * 7638
T#&8

3

7-.8
7-8

3% 7018



A8 $ 7=8 @ 1 * 7638
B 7 < t& 8 = & * 7*8

* $5 : = 7*389 :D - 7=891 *
76389 & *  7*89& 7#&89 " 7(389 ; 7=89C - 7 =89 *
7 =89 - 7=89 : 7A"89 7(*89 * 7A"89
3 7=89 7 =89 :3 3% 7@189 * 7(#89 T#&89* " 7(#89
7(#89 7 =89 7(#89 * : 7 =8
35 <C <
- 7 =8
1
* o, 7=8< & * 7 *8<:
7A"8 >



! ||#$% ll#

Burton Ohio welcomed some 50
BCCNS members to the October Re-
gional Meeting. Thursday the 28th saw
the arrival of the first guests at the Red
Maple Inn (www.redmapleinn.com). They
were treated to the first of many good
meals, followed by some “ice breaker
games.” Soon old friendships were rekin-
dled and strangers found themselves
laughing like family.

Friday and Saturday were packed with
events. Presentations sandwiched more
good food, team building and opportunity
to open up at break-out sessions. To kick
it all off, Kristi, our Executive Director,
taught us about our “Cancer Toolbox for
Success” while the youth stepped next
door and back in time, at the Geauga
County Historical Society’s Century Vil-
lage. Kristi was followed by Ann Jardine
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(social worker); Dr. Jean Tang partici-
pated via Skype from Stanford Univ.;
Dr. lvor Caro (Genentech). Other pres-
entations included Dr. William Lynch,
Dr. David Bickers, & Dr. James Hanna.
Alan Roth was kind enough to
share his experiences as a caregiver
for his son Marc and wife, Kathlyn. His
insights into dealing with the every day
challenges of raising a son with
BCCNS, hearing deficiencies and au-
tism were inspiring to everyone in at-
tendance, particularly the challenge of
getting people to look past those condi-
tions to see who Marc really is. Sheila
LaRosa was later invited to give her
perspective as a Network employee.
Conversations continued during
Karen Kennedy’s Horticultural Ther-
apy, which brought out the spirit of Hal-
loween through pumpkin
carving. As we carved
out, drew on, and
planted in our festive
squash, everyone was
encouraged to consider
the “gunky stuff” in our
lives and how to turn it
into a place to grow.
We were then given the

opportunity to turn thought into action
when Kim Seng introduced us to her
three beautiful horses. Her challenge
was to lead one of the horses
through the obstacles she had pre-
pared for us. To achieve this goal
you had to let the horse know what
to do, communicating across some
severe language, and species, barri-
ers. The exercise reminded us that it
is often easy to forget that we may
need to approach a topic differently
in order for others to understand.
Saturday pulled us all out into the
fresh, though chilly, air. As we
walked the historic streets of Burton
Century Village, the youth were able
to add to the tour by sharing stories
that they had learned the day before.
A tour of Amish country precluded a
delicious, filling, home-made, Amish
lunch. By that night, our new family
gathered around a campfire to sing,
joke & share stories. Members new
and old seemed reluctant to leave
the glow of the fire and head back to
their homes around the country.
Andy Tiesch noted, “we came as
strangers, but we leave as friends!”
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The following article contains ex-
cerpts from a research paper by Dr.
Jean Tang regarding the high preva-
lence of vitamin D deficiency in
BCNS patients. To receive a full
copy of the article, contact BCCNS.

There is increasing concern that photo-
protection, recommended by dermatolo-
gists and physicians to prevent further
UV damage in populations susceptible
to skin cancer, may increase the risk for
vitamin D deficiency.

Our objective was to evaluate the vita-
min D status in patients with Basal Cell
Nevus Syndrome (BCNS) who practice
photo-protection because of their ge-

netic predisposition to skin cancer and
to determine risk factors for deficiency.

Over 50% of BCNS subjects were vita-
min D deficient. BCNS subjects have
mean D levels below the general popu-
lation and are 3 times more likely to be
vitamin D deficient. Levels of D were
lower in patients who were overweight &
who had blood collected in the winter
compared to the summer season

BCNS patients may be at increased risk
for vitamin D deficiency depending on
their adherence to photo-protection.

Vitamin D deficiency has been associ-
ated with an increased risk of autoim-
mune disease, fractures, cancer, cardio-
vascular disease and all-cause mortal-
ity. Results from the National Health
and Nutrition Examination Survey
(NHANES), which is representative of
the US population, suggest that vitamin
D deficiency is common, with approxi-
mately 20% of white participants consid-
ered deficient based on serum 25(0OH)D
levels lower than 20 ng/mL. Vitamin D
deficiency is more frequent in certain
subgroups including elderly, dark-
skinned or overweight individuals, nurs-
ing home residents, and people residing
in areas of low UV exposure. There is
increasing concern that sun protection,
recommended by dermatologists to pre-
vent further UV damage in populations
susceptible to skin cancer, may result in
abnormally low levels of 25(OH)D,

which may have subsequent detri-
mental effects on health.

To address this issue, the American
Academy of Dermatology recently
issued a position statement on the
issue of vitamin D deficiency and the
potential need for dermatologists to
recommend oral supplementation es-
pecially for those patients that adhere
to strict photo-protection. Patients with
a history of skin cancer are regularly
advised to avoid sun exposure, yet
there is insufficient data on the preva-
lence and severity of vitamin D defi-
ciency among skin cancer patients
and scarce information to identify
those at highest risk for deficiency.
Previous studies have reported in-
creased vitamin D deficiency in skin
cancer patients but these results have
not been compared to non-skin can-
cer subjects and these studies did not
adjust for known variables that affect
25(0OH)D levels such as age, BMI,
and Fitzpatrick skin types.

Forty-one patients with a diagnosis of
BCNS were included in this study.
The mean age of our cohort was 40.2
+ 11 years, range 21 to 67 years, and
54% were male. All subjects were
non-Hispanic, white with Fitzpatrick
skin types of I, Il, or Il as classified by
a study dermatologist. Most subjects
were overweight (BMI>25 kg/m?) with
a mean BMI of 30.1 kg/m? consistent
with previous reports of the large body
habitus in BCNS patients. The aver-
age number of BCCs among our

BCNS patients was 22 at the start
of the clinical trial. Patients in this
study were balanced in terms of
their burden of disease (20/41 pa-
tients with high burden and 21/41
patients with low burden), and
there was no difference in 25(OH)
D levels in BCNS patients with a
low vs. high burden of disease. In
general, BCNS subjects practiced
photo-protection by avoiding
sunlight during peak hours (10am
to 2pm) and by using sunscreen
daily. The majority (80%) of the 35
BCNS patients surveyed, reported
almost always using sunscreen
daily (SPF 15 or greater), and only
10% reported rare or never using
sunscreen daily. Subjects were
equally distributed by geographic
residence in the US, with 52% of
the participants living in low UV
exposure areas.

The optimal amount of serum vita-
min D levels for health mainte-
nance and disease prevention is
still being defined. The intake level
recommended currently to be ade-
quate for adults <70 years old is
200-400 IU. Taking into account
multiple health outcomes such as
autoimmune disease, cancer pre-
vention, and bone health, optimal
concentrations of 25(0OH)D greater
than 30 ng/mL have been sug-
gested. A vitamin D3 supplement
of 1,000 IU increases 25(OH)D by
an average of 10 ng/ml. Thus,
BCNS patients may require 1,000
IU to increase their winter 25(OH)D
from 20.7 ng/mL to the sufficient
range ( 30 ng/mL).
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BCCNS extends its gratitude to
these supporters for their

generous donations.

[This list

includes contributions made for
the 2010 fiscal year as of Dec. 20.
If your name was inadvertently
omitted, please contact our office
so that we may correct our records.]

Anonymous {5}
Dr. Sherri Bale
Edward & Marilyn Blazek
Bryant Bradley
Jeff Burr
Kristi Schmitt Burr
Marilyn Coffman
John & Linda Cox
Cathy Davies
Food Lion
Fetnat Fouadtarazi
Noel & Betty Gassett
Genentech
Anna Ginn
Ginn Family Fund
William D. Ginn
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Good Search
Raymond Houska
James & Patricia Hughes

Joe & Elizabeth Maddox
John & Toby Mattingly
William & Lura McVicker
Mike & Maria Michalowski
David & Patricia Mikolsky
Mission Fish
NAMTA

Michael Rainen Family Foundation

Steve & Joyce Rajki

Tim & Betty Rillahan

Alan & Kathlyn Roth
Howard & Amy Rubenstein

Addie’s Banana Bread
Donald & Laurie Ward

Cruise Raffle
William & Angela Bassett
Thomas & Sandra Beer
Bryant Bradley
Jane Darcangelo
William Jackson
John & Shawn Lambert
Steven & Carol Lavin
Shirley Morgenstern-Topilow
Gordon Leigh Pettit
Tim & Betty Rillahan
Patrick Sullivan
Bradley & Lisa Thomas
Zele & Zele Co. LPA

Jingle Bells for Basal Cells
via Bartlesville Community
Foundation
66 Federal Credit Union
Jeffrey J. Ahlert DDS
Damon & Donna Berry
Dwight & Margaret Boesiger
Brecheisen, Lumpkin, DDS
Conoco Phillips

q

Kyle & Kourtney Craig
Charlie & Julie Daniels
Angela Estes
Frank Phillips Club
Family YMCA
Todd & Rhonda Hartley
Steven & Alecia Hill
Brandon & Amy Kerr
Lasting Impressions of Tulsa

Robert & Carroll McKinnon
Family Foundation

Musselman Abstract Company
Osage Million Dollar EIm Casino
RE/Max of Bartlesville
Tim & Betty Rillahan
Stacey Schneider
Tulsa Dermatology
Wal-Mart Distribution Ctr. 7015
Helen Wohlgemuth Bumpus

Reverse Raffle
A.H. Christiansons
Ed Babcock
Robert & Leslie Bednar
Marvin & Sondra Boyd
Brockway Bond Insurance
Jeff & Kristi Burr
Michael Cathan
Joan Cikra
William Conway
Dr. Kevin & Robin Cooper
Lea Coryell
Roberta Deken
Paul & Deborah Demko
Brenny & Joanne Edic
Roger & Amy Edwards
Craig Farrell
Farview Farms
Edward & Lois Flick
Fetnat Fouadtarazi
Michael & Cheryl Getzy
William D. Ginn
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Scott & Laura Greenwald
Michelle Gyure
William & Linda Hein
Richard Herendeen
Mary Hogan
Carl & Donna Hornung
Larry & Bonnie Howell
Travis & Kami Howell
Ted & Donna Huddle
Kathleen Hyden
IGM Copy Products
Bill & Barb Jelenic
Richard & Denise Kaehler
David & Barbara Kahn
Leonard & Billie Kater
Dr. George & Mona Kikano
Kinetico Water Systems
Bruce & Jenny Lamb
Dave & Sheila LaRosa
Harold & Mary Lightner
Daniel & Susan Matsko
Brian & Ellen McCabe
David McCabe
Keith & Jennifer McClintock
Dr. Gary Milkovich
Donald Myers
Russ & Sara Nank
Nelson Talbott Foundation
John Omerza
Tony & Michele Pappalardo
Patrick & Sharon Perotti
Gordon Leigh Pettit
George & Cathy Piscsalko
Bill & Carol Prior
George Racin
Todd & Mary Ray
Sandra Reid
Rillahan & Associates
Tim & Betty Rillahan
Alan & Kathlyn Roth
Marc Roth
Jack Schmitt
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Euxaplorcd %

Harvey Shankman
Simon Shepherd
Dr. Thomas Shepherd
Carl & Debbie Smoot
Deborah Snyder

Raymond & Dorothy Suydam

Sr. Valerie Sweeney
Ben Tenebria
The Taylor Family Farm LLC
Timmons Farm LTD

University Dermatologists Inc.

Alex & Karen Uspenski
Vinecourt Landscaping
Crystal Vokac
Brian & Jane Waite
Rosemary Wayman
Karen Wise
Sandra Woolf
Jim & Nancy Wuest

Thanksgiving Appeal
Judith Balcom
C. Jaye Berger
Bryant Bradley
Julia Yu Fong Chang
Michael & Jill Formanek
Janet Gastelum
Getto & Assoc.
Lynn & Aharon Gibor
Larry & Bonnie Howell
Brett & Princess Klus
Tom & Arwilda Koch
Linda Langemeier
William Lloyd
Andrea Mankowski
Steven & Deborah McFarland
Allen & Susan Meier
Terry & Debra Miller
Jill Noviski
Anthony & Sharon Pasztor
Susan Patton
Nancy Pearlman
John & Michelle Petkewicz
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John & Jodi Radabaugh
Robert & Joyce Rancourt
Elias & Linda Roochvarg
Jonathon & Tatiana Sokolow
Joseph & Maureen Swierupski
The Roni Rubenstein & Barry
Berson Charitable Fund
Paul & Judith Whitehead
Sanborn & Barbara Wood

In Memory of Abigail Uren
Anonymous
Kacey Leonhardt
Robert & Marie Musiel
Steven Platt
Tender Touch Therapy LLC
Chris & Miranda Uren

In Memory of Kathryn Rillahan
Neil & Karen Vandemotter
In Honor of William D. Ginn
Nordson Corporation

In Honor of Ray Darrenkamp
Keith & Sherry Williamson

In Honor of Pat Hughes
Microsoft Matching Gifts Program
Skin Surgery Center, Seattle, WA

In Honor of Betty Rillahan
Progressive Insurance Foundation

In Honor of Andrea Mankowski
Richard & Cynthia Freidinger
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