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On July 20-24™, 100+ BCCNS
family members (parents, children,
caregivers, & doctors) will gather in
comfort for the BCCNS 2011 Global
Family Retreat, at the Inn at Keystone,
to face the challenge of climbing their
personal health mountain.

Nestled safely in Keystone Re-
sort (www.keystoneresort.com), in Sum-
mit County, Colorado, the Inn will pro-
vide all that you need for an unforget-
table family vacation. Those who
arrive early (or stay after the re-
treat), can indulge in activities like
mountain biking, golfing, spa
treatments, shopping, and all
that the great outdoors has
to offer.

You won't just be
there to enjoy the ecol-
ogy. This year’s retreat
will be all about tackling
the crags (surgeries,
stress, countless doc-
tors’ appointments, etc.)
that always seem to
block our views. So, what
can YOU expect out of your time in the
Centennial State?

Our “climbing lessons” will be
instructed by 4 acclaimed medical pro-
fessionals, each with their own unique
experience dealing with BCCNS. These
experts will point out clear handholds,
such as new treatments, preventative
tips and screening recommendations.
Attendees will have plenty of time to
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“boulder” around some of the chal-
lenges they have faced through inter-
active breakout sessions and be able
to expand their network of trusty
“belayers” who will be there whenever
they feel the need to “bail.”

In spectacular Keystone, climb-
ers’ rest stops will include equestrian
therapy, outstanding views of the
Rocky Mountains, great food and more
activities to be announced. Will you be
one of the proud climbers to

reach the peak?
Deadlines are
approaching fast. Res-
ervations must be
made by June 15th
to ensure adequate
“climbing time.”
Sixteen families
are already pack-
ing their bags,
but they are sure
to be joined by
many more in the
next few weeks. If
you are having trouble making
plans or want to know more about the
retreat, contact the Network office to-
day for your packet. For more informa-
tion on the Inn at Keystone, visit:
http://www.keystoneresort.com/plan-a-
vacation/lodging/lodging-explorer-no-
dates.aspx. We want you to be able to
have plenty of personal and social
time, so come early and stay late!

Climbing Terms For the Lay Person
Bouldering- rock climbing on boulders, typically close to the ground, as practice

Belayer- a person (sometimes a device) who ensures a climber’s rope is secure

Bail- retreat from a climb
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Living Life by Bonnie Mohr
“Life is not a race - but indeed a journey.
Be Honest. Work Hard. Be Choosy. Say “thank youd &reat job” to someone each day.
Go to church, take time for prayer. The Lord divahd the Lord taketh.
Let your handshake mean more than pen and paper.
Love your life and what you've been given, it ig accidental
~ search for your purpose and do it as best you can.
Dreaming does matter. It allows you to becomewtach you inspire to be. Laugh often.
Appreciate the little things in life and enjoy theBome of the best things really are free.
Do not worry, less wrinkles are more becoming. kargt frees the soul.
Take time for yourself ~ Plan for longevity. Recagmthe special people you've been blessed to know.
Live life for today, enjoy the moment.”
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Piper Devlin, Daley Marshall,

George Sweet, John Marshall, Rita Douglas, Nathan Haugh, Cathy Davies, Carol Johnson, Alan Roth, Jon

Johnson, Sonya Dean, Patty Tiesch, Lisa Lamm, Matt Langemeier, Ashley Stickley

Jennifer Morris,

Orit Rindner, Cara Shelley, Stephanie Cox, Adriana Cristaldi, Michael Massimoni, Gina Marie Haugh, Mi-

chael Getto, Zachary Cox, Devin Allen, Sandy Wood, John Wood, Linda Cox !

Ashley LaRowe,

Nick Massimino, Ben McVicker, Jenn Finkbiner, Marj Campbell, Lynn Bourke, Hans Tysland, Ronnie
Boehm, Noah Haugh, Christopher Barker, Sean Griggs, April Stickley, Kevin Powers
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Please join us in extending a warm
welcome to new family members:

Jenn Anthony
Julie Breneiser
Brittany Brown
Phil Buchser
Cindy Bunners
Kyle Chasteen
Bill Costa
Stephen Douglas
Jenn Finkbiner
Teri Futrell
Christen Gullatt
Carol Johnson
Mark Korschgen
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Kayla Marine
Nick Mercer
Sarah Mouhtarim
Dan Neimeister
Kayla Pelman
John Petkewicz
Melissa Phillips
Kylie Rausch
Emilio Valdez
Villa Senor Family
Cat Wells
Rosa Wolfe
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Roger Edwards has been an
active member of the Network for
four years. He works for Consol
Energy, Inc., (headquartered in
PA) who generously donated
$3,500 to the Network.

Before he can begin work
each day (securing iron roof sup-
ports in the Enlow Fork Mine), he
must descend 680 feet, and then
travel a mile or more into the coal
shaft. Last year, Consol Energy
began a program to reward em-
ployees for reaching company
Safety Goals. Each shift (of 200-
300 workers) that remains acci-
dent free for an entire quarter, is
designated $3,500 to donate to
the charity of their choice.

In the 4th quarter of 2010, Mr.
Edwards’ shift achieved this goal.

Over the last few years we
have had some wonderful families
giving back to the Network in their
own unique way. We would like to
invite you to be a part of that ca-
maraderie as well.

You don't have to master a
new skill, or undertake a 300+

When workers were invited to
submit the name of a non-profit
that they would like to support,
Edwards nominated the BCCNS
Life Support Network and we
were drawn as the beneficiary of
the award. On February 4", Mr.
Edwards, his wife Amy, together
with their son
Jarrett and daugh-
ter Addie, repre-
sented the Network
to accept the com-
memorative check.
We would like to |
extend our thanks
to Roger Edwards,
his co-workers, and
Consol Energy for
keeping us in their
thoughts and sup-
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person event, any effort can make
a difference. Pancake breakfasts,
bake sales, car washes, some
businesses will match every dollar
raised. Think about what you like
to do and don't be afraid to think
outside the box either. My march-
ing band sold fruit (some sun-
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By Tim Rillahan

a college football pool called

Period,” or BDFPP for short.

Betty and | are members of

the “Best (Darn) Football Pool,

porting the life-changing efforts
and programs of the Network. It
is only through the generosity of
donors like yourselves, who give
of their time talent and wealth,
that we are able to give hope to
the BCCNS community.
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shine for your sunshine?) and
www.flowerpowerfundraising.com
allows you to sell flowers and
seeds, door to door or online.

To get started on a fundraiser
of your own, call the office so we
can get you on your way!

son, pool members, Sherry and
Leon Woody, host a BDFPP
party near Amelia Island.

Over the years, the party
has also turned into a fund-

The pool is run by Steve Lavin,
our “Commissioner,” who is the
husband of Betty's cousin,
Carol, and one of my very best
friends. Carol and Steve live
on Amelia Island, Fl. At the
end of the college football sea-

raiser featuring chinese, silent
and 50/50 raffles. The charity
of choice for the year is chosen
by the overall pool winner as
part of their reward. As usual, |
was a lousy player; Betty did
incredibly well, until the last few



games. Go figure.

Fortunately, the winner of the
pool was a rookie recruit of mine,
Randy Jackson. Steve made the
announcement via email, which
read, “To dispel any speculation,
or rumor, Randy is NOT the
brother of Michael, nor is he a
judge for American Idol. Randy
lives in Las Vegas, NV, and has
been a close friend of Tim'’s for 40
years. They met in the Army, and
to reference Forrest Gump, they
were like “peas & carrots,” just
like Forrest & Bubba.”

Steve further stated: “It is due
to this friendship with Tim, that

Randy was introduced to the
BDFPP, and thus his desire to
designate the Basal Cell Carci-
noma Nevus Syndrome Life Sup-
port Network as the charity and
beneficiary of our donations this
year. Tim & Betty have been long
time, active supporters of the Net-
work, and Tim is a member of the
Board of Trustees.”

Because of the generosity of
Randy, Steve, the fundraising
committee and the entire BDFPP,
| am happy to say that a check in
the amount of $2,220 has been
donated to the Network as a re-
sult of our fundraising efforts at

Who We Are, & How We Became “THE BEST (DARN) FOOTBA

By Steve Lavin

Sept, 2003: My wife and |
drove to Miami with a small group
of friends to attend the Hurricanes
-Gator football game. On the ride
home, the conversation among
the guys gravitated to sports and
our mutual interest in college foot-
ball. Though the 3 of us did not
really know each other very well,
the talk escalated, challenges
were issued, and the framework
(of this BDFPP football pool) was
conceived. We laid out the rules,
and the bet. We would not play
for money. We played for honor

& bragging rights. It was decided
that the two losers had to make
dinner for the winner and every-
one else who went on the Miami
trip, at which point Eric uttered
those fateful words: “and the los-
ers have to wear dresses .”

For the next couple years, the
camaraderie and competition
grew. We added a few people,
added entry fees and prize
money. Our outfits became more
stylish. Tales of our “pool dinners”
spread to friends and family who
were anxious to attend. Well, if
people wanted to drink, laugh and
make fun of men in dresses,
we decided that they should
“pay for their pleasure,” and
we could do something posi-
tive along the way with their
money.

That is how the tradition of
raising money for charity was
created. The winner each
year can pick a charity to be
the recipient of our dona-
tions. Often the charity has a
deeply personal connection

8

the season finale party. Betty and
| are grateful to the football pool
and feel truly blessed to not only
be members of the BCCNS fam-
ily, but to also be members of the
BDFPP family! Our sincere
thanks to all — we really are the
Best (Darn) Football Pool, Period!

LL POOL, PERIOD!”

to the Champ. In the past 4
years, we have donated more
than $6,000. In addition, this past
year, a separate donor matched
our contribution of $2,220 to the
Basal Cell Carcinoma Nevus Syn-
drome Life Support Network.

That is how we started. To-
day we are 36 members strong
and growing.

So . ..who are we? We think
that college football is the BEST
part of the fall. We get upset be-
cause, though our favorite team
won, they didn’t cover the spread.
We are a group who loves to
laugh & make fun of each other &
ourselves. We come together an-
nually to celebrate another suc-
cessful season, and, as a bonus,
we try to raise money for charity.

These are our roots. This is
who we are. We are irreverent.
We are politically incorrect. We
are and will always be . .. THE
BEST (DARN) FOOTBALL
POOL, PERIOD!
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By Nancy Conn-Levin, M.A.

Fatigue is a common com-
plaint among people who have
been diagnosed and treated for
different varieties of brain tu-
mors. Unlike the usual physical
and emotional sensations of
“being tired,” it is a debilitating,
persistent loss of energy that is
not improved by sleep. This un-
usual, whole body weariness can
range from mild to severe, but all
levels can have a profound effect
on a person’s quality of life. In-
tensity can vary from day to day,
or at different times of the day.
Its effects are unpredictable and
may last for years following brain
tumor treatment. Affected pa-
tients describe overwhelming
feelings of exhaustion that inter-
fere with their ability to carry out
daily activities.

As with any health concern,
consult your personal physician
and other members of your
healthcare team for guidance
regarding which of these tech-
niques might be useful for your
unigque circumstances.

What are some possible ef-
fects of fatigue?

Some of the physical, social,
attentional, spiritual or emotional
changes that may accompany
brain tumors and their treatments
include: reduced energy level;
diminished strength; difficulty
sleeping; difficulty concentrating;
inability to understand new infor-
mation; feeling overwhelmed by
daily tasks; feelings of “why me”
related to diagnosis; changes in
mood; reduced self-esteem;
fears or anxiety about the future.

When discussing these
symptoms or feelings with your
healthcare team, it is important to
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identify the factors in your life
that might be related to fatigue.
Some physicians and nurses en-
courage patients to categorize
their levels using a numerical
scale (0 to 10) where 0 would be
“no fatigue” and 10 would be “the
worst you could imagine.” Using
this scale and keeping notes
about your perceptions allows
levels to be monitored over time.

The following coping mecha-
nisms can play an important role
in reducing symptoms and re-
storing quality of life.

Reduce distractions

Be aware of your self-care
needs and avoid circumstances
that make your symptoms worse.
Use reminders: lists, notes, cal-
endars, Post-its, recordings, etc.
Simplify or divide tasks  so that
you can focus on one piece, or
project, at a time.

Nutrition: Many people find it
easier to meet their nutritional
needs by eating five or six small
meals throughout the day, rather
than larger amounts less often.

For people affected by nausea,
palatable meals and snacks are
especially important. Dietary
choices like yogurt, milkshakes,
dried fruit, whole grain muffins,
pudding, cut up vegetables and
dip, fresh fruit or other well toler-
ated foods might be more easily
consumed. Sometimes an empty
stomach can increase feelings
of nausea. Keeping “portable”
shacks like cereal bars or peanut
butter crackers available can be
helpful in these circumstances.
Hydration: Many healthcare pro-
fessionals suggest drinking 6 to
8 glasses of water daily. Keeping
bottled water handy or taking
breaks every half-hour or so for a
glass of water can help prevent
dehydration.

Light exercise as tolerated. Talk
to your medical team about
which types of gentle exercise
might be useful for your circum-
stances. Consulting with a physi-
cal therapist can be helpful when
factors like altered balance,
weakness, or partial paralysis
are involved.

Sleep and rest: Include short
naps as needed. Talk to your
doctor if you have difficulty falling
asleep or sleeping through the
night. There may be other medi-
cal conditions involved, which
might be managed with medica-
tions or adaptive techniques.
Conserve energy by pacing
yourself and carefully prioritizing
and planning activities to con-
serve your strength. Learn to use
“free time” wisely, to perform
those tasks that allow you to feel
a sense of accomplishment.

Use relaxation techniques such
as breathing exercises, journal
writing, and intellectual stimula-



tion to reduce stress levels and
restore attention.
Ask for help: Being specific
about concrete responsibilities
will make the process easier for
both you and your helper.
In conclusion
If you are coping with the ef-

fects of brain tumor related fa-
tigue, remember, “you are not
alone!” Many other people who
have survived various types of
brain tumors and different treat-
ments are also affected by
chronic fatigue. By using the cop-
ing techniques described in this
guide, applying positive selfcare,
and working closely with your
healthcare team to develop a
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Every year, the Environ-

mental Working Group (EWG)

publishes their “Shopper’'s Guide

to Safe Sunscreen” where they
provide readers with the tools
they need to make an informed
decision about which sun-
screen to purchase. Their
suggestions?

Avoid products with:
Oxybenzone - an artificial

personalized coping plan for your
own fatigue, the effects of this
common health issue can often
be reduced and an improved
quality of life can be restored.
Notice the blessings that each
day brings and let them be part
of your celebration of survival.
About the authors

Nancy Conn-Levin, M. A .,
Health Educator, has written pa-
tient education materials and re-
source guides for healthcare pro-
fessionals. She is a member of
the Advisory Board of the Brain
Science Foundation, a board
member of The Healing Ex-
change BRAIN TRUST, and co-
founder of the Monmouth and

tanium Dioxide, Avobenzone

or Mexoryl SX. Apply them lib-
erally and often. These have
been proven to protect against
UVA rays, which can cause last-

ing, serious damage to your skin.
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Ocean County Brain Tumor Sup-
port Group, Inc. She is also a
brain tumor survivor.

Peter M. Black, M.D., PhD. ,
Medical Advisor, is Neurosur-
geon-in-Chief, Brigham and
Women’s Hospital and Children’s
Hospital, Boston, MA, Chief of
Neurosurgical Oncology, Dana
Farber Cancer Institute, Boston,
MA, and Franc D. Ingraham Pro-
fessor of Neurosurgery, Harvard
Medical School.

To see a full copy of the arti-
cle “Brain Tumors and Fatigue”
or the PowerPoint Presentation
“Coping with Fatigue” visit
www.brainsciencefoundation.org.
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wearing sun protective clothing
(preferably a tightly woven fab-
ric), sunglasses (with broad
spectrum protection), sitting in
the shade, and avoiding peak
hours of UV radiation (which is
highest around mid day).
Their website contains a
plethora of additional re-
sources, suggestions and
facts for the informed con-

estrogen that can pene-
trate the skin.

Vitamin A — while still beneficial
as a digested nutrient, Vitamin A

(often listed as “retinyl palmitate”)

has been linked to earlier devel-
opment of tumors when used in
this manner.
Added insect repellant — since
repellant and sun block chemi-
cals break down at different
rates, applying them together
may lead to over exposure to
sun, insects, chemicals or all of
the above.

For the best protection, look
for ingredients such as Zinc, Ti-

If you are having doubts
about what to use, or would like
to see some more statistics be-
fore you buy, be sure to visit:

http:/lewqg.org/2010sunscreen.

They have produced an
online database of 1,400 items
tested for safety and efficiency.

Their ratings, warnings, and sug-

gestions are available for con-
sumers to view before they buy.
But EWG stresses that sun-
screen alone is not enough for
an effective sun protection regi-

ment. In addition to using appro-
priate products, they recommend

sumer.
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The Banquet Center at St.
Noel in Willoughby Hills, Ohio was
a buzz with excitement on March
12" for the sixth annual BCCNS
Life Support Network Pot of Gold
Reverse Raffle. The 317 guests
were greeted by a festive amal-
gam of St. Patrick’s Day and
cruise themed décor (in honor of
the Kathryn M. Rillahan Memorial
Cruise Raffle); serenaded by Irish
Fiddler, Francis Quinn; treated to
a delectable banquet meal; and,
most importantly, surrounded by
excitement, games, and auctions
to support the Network.

During the festivities, Kristi
Schmitt Burr and the Board of
Trustees recognized this year’s
Volunteer of the Year, Betty Rilla-
han, and Survivor of the Year,
Andy Tiesch. Betty has been an
outstanding help in pulling to-
gether the “Pot of Gold”, she even
surrendered her living room to
house the multitude of donations
leading up to the event. Andy was
recognized for his commitment to
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helping others by enrolling in clini-
cal trials, advocating, and attend-
ing BCCNS sponsored events.

In addition to the $1,000 Re-
verse Raffle Grand Prize, atten-
dees were invited to bid on over
47 Chinese, 100 Silent, 20 Live
Auction Items, and to partake in
the various games of chance such
as: $3 and $5 Side Boards; Grid
Game (for a $500 gift card tree);
50/50 Raffle; Lottery Ticket Bas-
ket Raffle; Break the Bank (for an
IPad 2); High Low Dice Game (for
a 42" flat screen TV); and the
drawing of the Kathryn M. Rilla-
han Memorial Cruise Raffle. Auc-
tion items included: The Dessert
of the Month (featuring Addie’s
Famous Banana Bread); Bread
for a Year (at Panera Bread Co.);
a beautiful original Blue Jay wa-
tercolor by member/artist, Abby
Michalowski; golf outings; round
trip tickets for Southwest Airlines
and AirTran.

The event raised over $28,000
for the life-changing efforts of the
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Network, for which we would like
to Thank the Pot of Gold Raffle
Committee Members: Nancy
Bonnema; Jeff & Kristi Burr; Sue
Fisher; Bill Ginn; Sheila LaRosa,;
Ellen McCabe Scott Mihalic;
Melissa Pomeroy; and Co-Chairs,
Tim & Betty Rillahan.

We would also like to recog-
nize our generous donors, atten-
dees of this year’'s event, and the
following selfless families who vol-
unteered their time, energy, and
efforts: Brittani Bulanda; Buck,
Rita, Stephen & Savannah Doug-
las; Roger, Amy, Jarrett & Addie
Edwards; Rocki & Jenn Finkbiner;
Larry, Bonnie, Travis & Kami
Howell; Kathleen Hyden; Mike &
Maria Michalowski; Brittani Riggs;
Andy, Tim Jr. & Heather Rillahan;
Andy, Patty, Kim & Mary Tiesch;
& Karen VanDeMotter. In the
words of Tim Rillahan (Vice Presi-
dent, Board of Trustees): “this
year was the best yet, but next
year will be even better.”
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We all seem to have a case of
Spring Fever. The sun is shining,
temperatures are on the rise
(hopefully) and many of us are
thinking about getting away from
the house, which we have seen
far too much of. Before we jump
in our cars and tear off down the
road like college students on their
way to Miami, we have a bit of
planning to do. Whether you are
looking forward to visiting family
two hours away, or getting ready
for the July 20th BCCNS Retreat
in Colorado, these tips will help
you avoid some major problems
along the road.

1) The Packing Lis t: | can not
stress this one enough. Sit down
and think about: where you are
going; what you
are doing; and
what you need
every day. Not
sure what you
might do? Now
is the time to
plan for sponta-
neity. If you take
a moment to
think about what
is available,
then you might
just remember

%
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Every week the Network’s
Delphi Forum is flooded with
posts from readers like you. Re-
cently, topics have ranged from
clinical trials, nutrition tips, Mohs
surgery, sun protective clothing
and the effect of welding equip-
ment radiation.

Participants can post ques-
tions or advice for the community
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to pack that bathing suit and river
shoes or a spiffy outfit for the 5
star restaurant that just opened.
You can always cross things off,
but you don’t want to forget your
underwear because you waited
till the last minute to pack.

2) Know Where You Are Going
This one seems like a no-brainer,
but not for everyone. It means
more than just having a general
destination. Be sure you have the
physical address. Do you need a
passport to get there? How about
cash for the ferry or toll road? It is
always good to know your route
in advance and have a back up
directional tool (GPS can loose
reception, Google maps may be
wrong, and roads change after
maps are printed). If you have
two, or three different sources to
get there, you have a better
chance of avoiding road blocks.

3) Call Ahead : Expand your
knowledge and your op-

tions. Call the hotel, your friends,
or even the local Chamber of
Commerce, before you leave.
This gives you the chance to ask
about accessibility (visit The Dis-
abled Travelers Companion for
some great questions to keep in
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to see, free of charge. So, don't
be afraid to ask about what is on
your mind. People just like you
are waiting to answer. The Forum
also has a plethora of old posts
for you to look through and glean
additional pearls of wisdom.
Maybe someone has already
answered the question you've
been dying to ask! More benefits
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mind), upcoming events you can
participate in, and whether they
have stores, pharmacies or other
services you may need to replace
the things you leave behind or
lose as you go along your way.

4) Take Care Of Things At
Home: Because home can be
the furthest thing from your mind
when you are away. Make sure
someone knows where you are
going and how you can be
reached in case of an emer-
gency. This would also be a good
person to keep apprised of where
important documents are in case
you need access to them later.

Enlist someone to water your
plants and feed the pets. You
may even consider having some-
one (friend or family) stay at your
house while you are gone, so
that the mail is picked up and
your home is secure. Remember,
it is never a good idea to adver-
tise that you will be out of town
for any length of time, especially
on insecure networks like Face-
book and Twitter.

For more tips and suggestions for
traveling this spring, check out
http://www.tdtcompanion.com/.
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are available
through a paid
membership to
the Forum.

To start posting, click the Forum
link at the top left of
www.gorlinsyndrome.org.
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«&m After a long, cold, and snowy (very blusterous for some of us), winter, it's nice to
stop and think of summer for a moment, particularly camps. Believe it or not, the
time has come to log on to the computer, or pick up the phone, to register our pride

\ A\ and joy for that week away from home, in the fresh air.

Camp Discovery—AAD

April 14th, Dr. referrals are due! This year, 6 camps across the country will be spon-
sored by the American Academy of Dermatology under the Camp Discovery program.
Children ages 8-16, who have a chronic skin condition, are invited to attend one of
these sessions, free of charge (including transportation). This is a chance to spend a
“week of fishing, boating, swimming, arts and crafts, and just plain fun, without stares
and questions about their skin condition.” A referral from a Member of the American
Academy of Dermatology is required. Registration information is available at
www.campdiscovery.org or by phone at (847) 240-1737.

Camp Little Pine (ages 10-14)  Camp Reflection (ages 9-15) Camp Big Trout (ages 14-16)

Crosslake, Minnesota Carnation, Washington Crosslake, Minnesota
June 26—July 1 June 26—Julyl July 10—15

Camp Darmadillo (ages 9-15) Camp Horizon (ages 8-13) Camp Liberty (ages 9-16)
Burton, Texas Milville, Pennsylvania Hebron, Connecticut
August 7—12 August 13—19 August 14—19

Camp Wonder—CSDF

Sponsored by the Children’s Skin Disease Foundation and hosted by Camp Arroyo
in Livermore California, Camp Wonder is a week of “Silly Olympics,” sports and
recreation, theater, and other activities for children age 7-16 with severe and fatal
skin diseases. For more information, or to refer a child, visit csdf.org/camp-
wonder.html or call (925) 947-3825

)A Now accepting referrals online for camp starting, J une 19-24, 2011.
U/

Camp Quality

With 15 camps all over the United States (and many more world wide), Camp Quality has been
able to reach the lives of thousands of children who are thriving and surviving their fight with can-
cer. The camps conduct empowering activities for children and fami-
lies year round, including “sleep away” summer camps. To find a
camp near you, visit www.campgualityusa.org or call (330) 671-0167.
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What Do You Need to Get Ready FP:S)WLQ/Q/

There are a lot of gardening tools that we use in the spring.
Now that the snow is melting, can you recognize some the gear
you might need to enjoy the sun and the dirt?

1) | keep you out of the rain

B L L _A
2) | love to grow
S D _S
3) We stomp in puddles
A B S
4) We get covered in dirt, so your hands do not.
A D L S
5) | protect your head from sun
B D A
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In 2010, the High Plains Division of the American Cancer Society awarded 171 scholarships, made possi-
ble by Relay for Life, to college enrolled, or college bound, students who were diagnosed with cancer be-
fore they were 21. Winners were chosen based on their financial need, GPA and an essay. Students can
apply each year for up to $1,000. Residents living in the states of Guam, Hawaii, Kansas, Missouri, Ne-
braska, Oklahoma and Texas are eligible. If you would like more information on this scholarship, contact
Phyllis Caron at Phyllis.Caron@cancer.org or by phone at (512) 919-1910.
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SuperSibs! was created to honor, support and recognize the brothers and sisters
who wonder in the background, "What about me?" (www.supersibs.orq)

Entire families are affected by a  for parents, teachers, and medi- For more information, or to refer
cancer diagnosis. Children of all  cal professionals alike. a sibling: call (888) 417-4704 or
ages have to confront an obsta- ) . . visit www.supersibs.org

cle course of changes if they T_helr web5|t_e_ contains pages de-

have a sibling going through signed specifically for different

treatment. Unfortunately, there @€ groups, letters of support

aren’t a lot of places for them to from other S|bI|ngs, booklets for

turn, especially when their par- parents and children, and re-

ents are overwhelmed by taking ~ SQUTCeS on camps, support ser-

care of their brother or sister. vices, and how to talk to kids

about cancer. SuperSibs even
SuperSibs is designed to fill that  provides care packages free of
gap and to provide information charge for sibs!




Today Is Monday. If It's Monday, It's Mohs Day. By Ronnie Boehm

Gratitude, that is the feeling | rier, and received the disorder ined them, & then shot out of the
have about Mohs day. Gratitude from her mother, and she from room (she had seen the plantar
because without the professional her mother. Two of my brothers pits) to return with what seemed
skills and expertise of our derma: have “the syndrome,” and all like a squad, but was more like a
tologists/medical care providers/ three of us now live in California. half dozen interns. She was so
researchers and scientists, our One brother has been in the GD(excited to show them a textbook
lives would be very different. 0449 study in Arizona for three example of Gorlin Syndrome, but
years (thank you Dr. Epstein for she seemed desensitized to the
help with that). All told, | seem to fact that | knew nothing of what
have 10 immediate family mem- she was exclaiming about, to
bers with Gorlin Syndrome. these students. This is what | re-

| had never heard of Gorlin  member hearing: “skull calcifica-
Syndrome/BCCNS until | was in tion . .. blah blah blah . . . rib ab-
my 30’s. | knew that my grandme normalities . . . blah blah blah . . .
had a lot of spots removed from brain tumors . . . blah blah blah . .
her face, but we didn’t know wha . jaw cysts . . . blah blah blah,”
“it” was. Discovering I/'we had  sound like a familiar story?
Gorlin Syndrome was a process | left with prescriptions for x-
that took quite a few years. In myrays of my skull and chest and
20’s, | had some “moles” re- fear and confusion. | did not re-
moved. They were biopsied and turn to her. However, she was the
the results turned out to be BCCx« first professional to diagnose me.

My dermatologist sent me to i In the process of locating a new
plastic surgeon because most of doctor, | learned that not every

Today, | had the easiest Moh: the cancers were located on my doctor, nor every dermatologist,
surgery ever, only one cut! That face. | had become a quick study knew what Gorlin Syndrome was.
is a first. Most of you reading this on spotting BCCs. He used to sa | learned that | needed to be my
know about Mohs day, right?! | “okay, you tell me where they = own advocate and blaze a trail. |
like to think of it as a spa day. | are.”After spending at least a yee learned that | shouldn’t lose my
catch up on reading, have won- under the care of the plastic sur- sense of humor. One biopsy at the
derful conversations with the geon, he told me | needed to find plastic surgeon’s office had me in
other Mohs patients, during the a “good” dermatologist because my gown, the doctor and the
waiting period; there’s usually  he had only seen one other patie nurse, all three of us, on all fours,
healthy food available, and the who had so many bcc’s. (Still no crawling around looking for the

staff is fantastic to be with. mention of Gorlin Syndrome.)  specimen that had accidentally
The Evolution of Gorlin As instructed, | made an ap- fallen to the floor.
Syndrome in My Life pointment with a “good” derma- Eventually | did find a skilled

My name is Ronnie Boehm. | tologist, a woman who was very and professional dermatologist
am 55 years old, and | have Gor- well known in our community.  who knew about the disease. |
lin Syndrome. | am the oldest of She was an hour and a half late saw him regularly, researched the
four siblings born in Michigan.  for my first appointment and syndrome, and | was starting to
Our mother died when | was when she saw my scarred face, get ‘it.” What “it” was, and how
seven, therefore some history is shoulders, chest, neck and back, to manageit.” There was defi-
lacking. She was the BCCNS cat she grabbed my hands and exan nitely a learning curve . . . Using



)

sunscreen as a regular part of m able and felt safe in his care. Af- Univ. of California, and to be in
daily routine, wearing brimmed ter all, he knew what the Syn-  the Tazorac Study that he di-
hats, (yes, hats help) you can  drome was! Then came the day rected. Being at the conferences
never have enough hats. In fact, when he didn’t take our insuranciwas profound for me. Seeing and
my 5 little grandchildren anymore; but, not before we wer¢being with others who had the
(nipotini) learned the word “hat” introduced, through his practice, same disorder that most people
early on and | am recognized  to the name Dr. Ervin Epstein.  never heard of was validating.
quickly as the lady in town with Dr. Epstein was at UCSF and do: The first conference | attended, |
the hat. .. and fabric . . . fabric iing research for us! He had a  felt that burning in my throat all
my friend . . . gloves, umbrellas, study going on! That was music day. | wanted to cry. What |
sleeves. X-rays are not recom- to my ears. Someone really carellearned at the conferences was
mended. Stay out of the invaluable.

sun. In my humble opinion/ learned that | shouldn’t lose my sensgam eternally grateful to Dr.
all of these precautions  of humor. One biopsy at the plastic suEpstein and all the wonderful

have helped. geon’s office had me in my gown, thePeople who have worked

I have bgcame hyper- doctor and the nurse, all three of us, O(HIigentIy for us for so many
aware of skin, my own, my all fours, crawling around looking for years. Thanks to Dr. Ep-
brothers’, & my daughter’s. ’ stein’s referral to the GDC-

They might describe itin ~ the specimen that had accidentally g449 study in Arizona, my

other words. | was just fallen to the floor. brother is currently cancer
“nagging” my daughter to- free. | couldn’t be prouder of
day . .. “where is your hat?!” about this rare syndrome and him. He is a hero to me.

This daughter is now a beautiful wanted to help us. | would later

27 y.o. police woman. At the age have the opportunity to meet him  (continued on page 14)

of 13, she began showing small at two of the BCCNS Life Sup-

bcc’s on her back, face & chest. port Network conferences held ai | know he doesn’t always feel
She was diagnosed with Gor-

lin Syndrome. Hearing that diag-

nosis was crushing . . . all of you

parents know what | mean. | was

terrified for her, she was so

young. She began her journey

with jaw cysts and bcc’s much

younger than | did. | couldn’t be

prouder of her and how she han-

dles herself. Together we make ¢

two-person support group. If |

could take all of her symptoms, |

would in a heartbeat. | have

learned that complete control is

an illusion. When you know bet-

ter, you do better and it is never

too late to have a good day.
So, this “good” doctor took

care of the two of us for a long

while, and we were very comfort- # # % !
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great, but he doesn’t miss work,
has made umpteen trips to Ari-
zona, and doesn’t complain . . .
he is a giver and a sharer. |1 do
wish that he would wear a hat
more often.

| am grateful for the research
& the treatment options we have
now. | find it a challenge to get

syndrome. | mind how hard it is
to get approval for necessary
procedures. My Mohs surgery
today was initially denied. That
scenario isn’t unfamiliar. | am
grateful that it was finally ap-
proved.

My dermatologist, Anya
Bandt M.D. of San Rafal C.A.,

the health insurance companies tbas been caring for me for over

support these options. My symp-
toms have progressed over the knowledgeable and empathetic.

years. | don’t mind having this

1 * #'
0" 5 %5#3
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The families who join us at
Keystone Colorado are sure to
enjoy the pleasures of the out-
doors. Even though mother na-
ture is a beautiful thing, it is al-
ways important to be aware of
any risks she might throw our
way. This year, in the Rockies,
that risk is Altitude Sickness.

Keystone resort sits at 94,000
feet above sea level & it is possi-
ble to develop Altitude Sickness,
or Acute Mountain Sickness
(AMS) at altitudes of 8,000-
10,000 feet. This may put some
individuals, regardless of age,

B .00 " +

Have you ever imagined yourself
mastering the waves, weaving
around rapids & taking charge of
a raging river? First Descent, an
organization out of Vail, Colo-
rado, helps cancer survivors
ages 18-39 achieve this dream
through their “Outdoor Adventure
Therapy” programs. Conven-

10 years. She is highly skilled,
She and her staff spend a lot of

*

physical fitness, or gender, at
risk.

Symptoms of AMS include:
Headache, Loss of Appetite, Diz-
ziness, Feeling Sick to Your
Stomach, Exhaustion, and Inter-
rupted/Poor Sleep Patterns.

The best treatment for alti-
tude sickness is time. Be sure
you have time to get plenty of
rest before you begin the exciting
activities we have in store. If you
are having an adverse reaction to
the height, other treatments in-
clude descending to a lower alti-
tude and oxygen therapy. Key-

*

iently enough, one will take place
in Vail, July 24-30, 2011.

The program is free of charge for
first timers (including lodging,
food, gear, and activities) and
gives participants the opportunity
to try their hand at either rock
climbing or white water kayaking.

time and energy convincing the
insurance company of medically
necessary procedures. | am grate-
ful to her and her fine staff for all
that they do and have done to
help me and my daughter.

Thank you to BCCNS Life
Support Network for all you do to
further the medical research, edu-
cate us, and make us feel like we
are not alone.

If it's Monday, it's Mohs day.

stone Resort has medication,
oxygen tanks, and an Emergency
Medical Team available in case
you need immediate assistance.
Talk to your doctor about your
risks and other preventative
measures (such as taking aceta-
zolamide
(Diamox) be-
fore arriving).
Also be sure
to have a
pain medica-
tion to treat
headaches,
just in case.

So, if you consider yourself a
great outdoors-man, or would like
to become one, check out
www.firstdescents.org, or call
(303) 945-2490, and turn July
into the month you take charge of
yourself and your environment.
Requires an Application filled

out in advance.
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In a recent study by Navigating Cancer, 50% of
caretakers surveyed responded that their health
was negatively affected due to their responsibili-
ties. Itis easy to forget sometimes, how draining it
is for loved ones to give their time energy and emo-
tion to their ailing family members. Eventually, the
strain of these duties can result in the iliness of the
caregiver as well. This being so, it is important to
recognize the signs of “caregiver burnout” and to
know where to turn for help.

We all have our ups and downs, but if you are ex-
periencing any of the following symptoms, identi-
fied by www.peelregion.com, on a regular basis,
you should start thinking about your own health:

Physical

You have less and less energy
Sleep doesn't relieve exhaustion
Little things take enormous effort
You have difficulty sleeping
You're frequently ill with colds
Use medication more often

Social

You feel little satisfaction with being a caregiver
You have less social contact

You have feelings of emptiness

Your family relationships are strained

Emotional

You've lost your sense of humor.

You have mood swings

You are increasingly sad, impatient, frustrated,
and resentful

*&'1& 2% 10 ,

Self-Care

You feel more disorganized

You ignore your own needs

You are unable to eat or rest, even when help
is available.

If you experience one or more of these symptoms,
it is time to start looking for help, and there are
some great resources out there.

For a personal touch you may want to turn to
friends and family. There are also networks (like
BCCNS Life Support Network) who are happy to
send you in the right direction for help.

For the tech savvy, online communities exist just
for the support of people like you. For example,
www.strengthforcaring.com, has a wealth of infor-
mation on first aid, a message board for caregivers
and articles focused on taking care of YOU! You
can find resources
by state, view the
latest issue of TO-
DAY'’S CAREGIVER,
or read up on a vari-
ety of different topics
on www. care-

giver.com.

Where ever your
online travels take
you, be sure to
check out www.caregivers4cancer.com to
download your own Caregiver Bill of Rights, which
lays out clear and reasonable guidelines to prevent
burnout from occurring, or happening again.

"% * %

As a Network, we have had
the honor of serving many unique
members, just like you, who have
a lifetime of experience dealing
with this complex, and often con-
fusing, condition. Now, we are
asking YOU to share that wisdom
with a captivated audience who

is thirsty for advice.

Your stories, tips and con-
cerns can appear right here in
the Quarterly Advocate which
reaches hundreds of families,
Doctors, and caregivers who are
struggling with the challenges
caused by BCCNS. If you have a

first person story to share, medi-
cal advice to give (licensed
healthcare providers only please)
or even a few tips that have
helped make this syndrome more
bearable, we want them to be
heard. Contact our office TODAY
& lend a hand to your fellow man.
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