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2010 NF Midwest
Symposium

Saturday, October 16
8:00 AM to 4:00 PM

Hoffman Estates, Illinois

Brochure

Be informedi is online
Sign-up now!

Find more information about our
annual symposium at nfmidwest.org
or call the office at 630.932.8111.

This year we will have a short educa-
tional session on NF and NF1 research
and clinical trial updates by Dr. Gut-
mann (Washington University, MO) and
Dr. Tonsgard (University of Chicago).
Dr. Hubert Weinburg will discuss his
technique for removing fibromas. Sandra
Cushner-Weinstein, from the Children’s
National Medical Center and chair of
Camp New Friends/Brainy camps will
provide insight on what helps people to
be resilient. An overview of public bene-
fits will be given by Health & Disability
Advocates.

An NF2 specific breakout session will
include a research update from Dr.
Vijaya Ramesh of Massachusetts General
Hospital about their mTor/P13K study.
Dr. Matthias Karajannis of NYU Medical
Center and Dr. Andrew Fishman from
Northwestern Memorial Hospital will
discuss their NF2 clinics. This nf2 ses-
sion will also include a focus group
discussion on the components of a
patient-friendly, efficient NF2 center are.

For the kids we will have two separate
age groups. Our 5 to 11 age group will
basically have a fun, supervised day.
While our teen group (12 to 18) will also
have plenty of time to socialize, they will
also have the opportunity to meet with
Ms. Cushner-Weinstein for an open
discussion of NF.

Fall 2010

Send Us Your Personal Plea

It’s time to rev up for our February 2011
trip to Washington, D.C. to advocate for
research dollars for NF. Write a personal,
compelling story about yourself or a
loved one and we’ll deliver it to your
senator or congressman personally. Be
sure to address it directly to them and
include pictures if you can. If you're not
sure who your congressman is look them
up at www.contactingthecongress.org.
Please, mail your story as soon as possi-
ble to NF Midwest, PO Box 1923,
Lombard, IL; email it to

info@nfmidwest.org; or fax it to
630.932.8119.

We even have an example for
you to use! (PDF or DOC)

New Board Member

This past spring we welcomed John
O'Donnell, who was voted in as a board
member in April. His wife Susan and
daughter Grace both have NF-1 and the
family has been involved with the Great
Steps Walk in Naperville for the past 3
years. John works for Enterprise/
National/Alamo Rent-A-Car as a Group
Risk/Vehicle Repair Manager for the past
17 years. "I am very excited to be part of
the board, and I am looking forward to
working with NF Midwest to further the
goal of finding a cure for NF." This past
April, John and Susan coordinated our
inaugural participation in the Chicago
West Suburban St. Patrick’s Day Parade.

New board member, John O’Donnell at the St.
Patrick’s Day Parade
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Mission Statement

NF Midwest is an
organization dedicated to
the support and education
of people affected by the
Neurofibromatoses; to the
education of health care
providers; and to the
investment in research.

Disclaimer
Neurofibromatosis Midwest does
not endorse any of the medica-
tions, treatments, or products
reported in this newsletter. This
information is intended only to
keep our members informed. We
strongly advise that you check
any drugs or treatments men-
tioned with your physician.

NF Midwest

PO Box 1923
Lombard, IL 60148
1.630.932.8111

info@nfmidwest.org
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Provide Hope! Participate in Research!
In the last 10 years NF research has bounded forward to
the point that there are many clinical trials or studies
available to participate in. Please give careful considera-
tion to your ability to help in the following research pro-

grams: W‘m.
Learning Disabilities Trial “::e's':’::d other
The University of Chicago Neurofibromatosis Program  trials-
(Dr. Tonsgard), and the NF Center at Washington Univer-

sity, St. Louis (Dr. Gutmann) along with 7 other NF

Consortium centers around the U.S. are conducting a

study of learning to see if Lovastatin, a conventional

cholesterol lowering medicine, might improve learning in

children with NF Type 1. This study furthers the work of

Dr. Silva whose work on learning in NF mice was partially

funded by NF Midwest. Dr. Silva observed that using

cholesterol medicine on NF animals normalized learning.

Participants must be between the age of 10 and 16. For
more information please contact the University of Chicago
at 773-702-6488 or the St. Louis NF Center at 314-632-

7379-

Plexiform Drug Trial

Using Sirolimus, researchers have shown preliminary
success in reducing the growth rate of actively growing
plexiforms. This study is at several clinics. In the Midwest,
if you are interested in helping to further this research, you
may contact the St. Louis NF Center at 314-632-7379 or
the University of Chicago at 773-702-6488.

Genetic Differences in Identical Twins with NF
Elizabeth Schorry, MD from the Cincinnati Children’s
Hospital is conducting a study of the genetic differences in
identical twins with NF. Blood samples are needed. Please,
contact Dr. Schorry’s office at 513-636-0121 or your NF
doctor.

The Early Development of Children with NF-1

The University of Wisconsin Milwaukee Department of
Psychology (Bonnie Klein-Tasman, Ph.D.) is collaborating
with the University of Chicago NF Program (Drs. Tonsgard
and Hunter) and Children’s Hospital of Wisconsin NF
Clinic (Drs. Bick and Rhead) to learn about the cognitive,
learning, and behavioral functioning of young children
with Neurofibromatosis-1. They are looking at the func-
tioning of 3- through 6-year-olds with NF-1 as well as their
siblings without NF-1. First language must be English.
Participation takes up to 4 hours. The researcher will play
games with the child to look at reasoning, expressive and
receptive language abilities, patience, and reactions to mild
frustration. The research takes place at the Child Neurode-
velopment Research Lab at the University of Wisconsin —
Milwaukee, in Milwaukee, WI or at Glenbrook Hospital in
Glenview, IL.

For more information please contact the Child Neurode-
velopment Research Lab at the University of Wisconsin —
Milwaukee at (414) 229-2586. Ask for Lorri or Kelly.

NF Midwest Ambassadors

NF Midwest ambassadors helped us spread goodwill by
visiting clinics and researchers that received NF Midwest
grants this year.

Sallie Taylor visited the Washington University, St. Louis’s
NF Clinic in May to personally congratulate Dr. Gutmann
on the receipt of a grant from NF Midwest to support his
clinic. The grant provided for an Patient Care Coordinator.

In April, Laura Didier and her daughter, Ali, visited Drs.
Vijaya Ramesh and James Gusella to deliver a $25,000
check from NF Midwest’s NF2 Action Committee’s
(NF2ACT). This was NF2ACT'’s first grant. Laura shares
her story on page 4.

i ‘|
(L-R) Dr. Fawn Leigh, Dr. Vijaya Ramesh, Dr. James Gusella,
Diane Shepard, Laura Didier, Ali Didier, Katie Shepard

(L-R) Anne Albers (Nurse), Sallie Taylor, Courtney Dunn
(physical therapist) Amy Westfall (occupational therapist), Dr.
David Gutmann and Vicki Kuchnicki (Patient Care Coordinator)

New Pediatric NF Clinic

The University of Chicago NF clinic is now collaborat-
ing with the Northshore University Health System to
offer a pediatric NF clinic one Monday afternoon each
month at Glenbrook Hospital, 2100 Pfingsten Rd,
Glenview, IL. To schedule an appointment call Sharon
Morton with the UC clinic at 773-702-6169.



http://nfconsortium.org/STARS.html
http://nfconsortium.org/STOPN.html
http://www.cincinnatichildrens.org/svc/alpha/h/genetics/fs/fac/elizabeth-schorry.htm
https://pantherfile.uwm.edu/bklein/www/research.html
http://www.clinicaltrials.gov
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Your Donations Make a Difference.

The continuing success of NF Midwest reflects the ongoing
financial support and generosity of the community. We are
deeply grateful that, in spite of the challenging economy,
you have opened your hearts to us and strengthened our
commitment to putting our resources where they will be
used most effectively. Your donations to NF Midwest have
enabled us to:

¥ Award more than $105,000 to research and clinical
care.

¥ Sponsor an annual educational symposium for affected
families and interested parties.

¥ Produce this newsletter and maintain a website and
several social networks such as Facebook and Twitter to
keep you up-to-date with happenings in our NF
community and the medical community.

¥ Send kids to NF camp and work towards creating more
opportunities for children with NF.

¥ Raise awareness of NF.

¥ Work with area NF clinics and doctors to improve care
and advocate for NF families.

¥ Provide counsel, advice and general information to NF
adults and families.

Woays to donate or help

— Hold a Community Event. Use your personal
strengths and contacts to hold a community event to
raise funds and/or awareness for neurofibromatosis.
Look for more information on page 7 of this newsletter.

— Make a donation directly to NF Midwest from a link
on our website, NFMidwest.org.

— Donate in memory or honor of a loved one.
— Include NF Midwest in your trust or will.

— Make a commitment to a monthly tax deducti-
ble donation. We can have it set up to securely and
automatically donate from your credit card.

— Take advantage of matching gift programs.
Matching gifts provided by your employer double your
contribution. If you receive donations from friends, be
sure to have them check if their company matches.

— Write to your Congressmen urging funding for NF
research and clinical support. Every spring, be on the
lookout for requests from us for a special push with
specific language to include in the letter.

— Collect your empty ink jet and laser-printer
cartridges and your old cell phones. Call or email
the office and we'll send you pre-paid mailing stickers.
All you'll have to do is put the cartridges in a box, slap
on the sticker and drop at a UPS box. We will receive
the proceeds from items you might otherwise throw
away.

— Use goodsearch.com as your search engine and
we will receive a penny for every search. Simply set up
“Illinois Neurofibromatosis” in the Goodsearch.com
site.

— Celebrate birthdays, holidays and anniversaries
with the gift of hope. Requests donations be made to
the NF cause in recognition of a special day. How many
of us wouldn’t appreciate a thoughtful donation made
in our name?

All together now!

Your donation of any size, when pooled with other
individual donations, can make a big impact on our ability
to fund research, promote awareness, and provide
information about NF to the general public.

Donation Envelope

Included in the newsletter this month is a donation enve-
lope. Please help us continue to fund CARE and a CURE. If
you would like credit to be given to a specific Great Steps
team or family, please include a note with that informa-
tion.

Executive Functioning

Most studies put the incidence of learning and cognitive
disabilities (or differences) in children and adults with NF
at approximately 60% so it is important to be proactive
and aware of the possibility of these difficulties. One
common learning difference that is often discussed regard-
ing NF children and adults is executive functioning.

Executive function refers to the collection of abilities
related to behavior control and cognition.

Common signs of executive function difficulty are:
e Inconsistent performance

e Organization and follow-through problems

e Generally not able to work at full potential level
[ ]

Difficulty “putting the brakes on” behavior, thoughts
and emotional reactions.

Executive function includes skills such as:

e Appropriate control over impulses and emotions

e  Ability to flexibly shift between ideas and activities

e (Capacity to hold and manipulate information actively
in working memory

e Ability to plan, organize, and enact appropriate
behaviors

Executive function can be improved through as the brain
continues to mature and develop connections well into
adulthood. Also early attention to developing skills can
improve executive function. For more information go to
http://www.ldonline.org/article/24880.



http://nfmidwest.org/donation.html
http://www.nfmidwest.org
http://nfmidwest.org/donation.html
mailto:info@nfmidwest.org
mailto:info@nfmidwest.org
http://www.goodsearch.com
http://www.ldonline.org/article/24880
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Face Time by Laura Didier

My daughter, Ali, and I flew out to Boston April 15/16 to
present our NF2 Committee's $25,000 grant check to Dr.
James Gusella, the Director of Harvard Medical School's
Neurofibromatosis and Allied Disorders Research Center
to fund his proposed research project pertaining to NF2-
specific meningiomas. This grant is mainly composed of
funds raised by NF2 affected families for NF Midwest in
our Great Steps walks, Motorcycle Poker Run, chapsticks
sales, etc. and I have a very personal commitment to
seeing that it is used for specific research into NF2. Ali and
I had the opportunity to tour Dr. Gusella's lab where the
research will take place as well as meet all the other
doctors and technicians who will take part in the research
our grant will fund. (The Center is very large with 230
people working there in 30 labs of 12-50 people.) The
information they shared at this meeting was, quite frankly,
largely over my head (let’s just say Ali fell asleep in the
initial discussion in Dr. Gusella’s office). I took no notes
(gasp!) due to the highly scientific information but I CAN
tell you that this was the most impassioned group of
people I have ever met! They SO love what they do and it
was awesome to have the opportunity for us to give "face
time" to them as NF2 patients and family members of the
disorder they are hoping to cure. We met up with our
friends, Diane and Katie Shepard, who accompanied us to
this meeting and were pleasantly surprised that some
familiar faces were there, too: Drs. Scott Plotkin and Fawn
Leigh from Massachusetts General Hospital (we've met
both at NF Symposiums) as well as meeting research Drs.
Marianne James and Dr. Gusella's associate for over 20
years, Vijaya Ramesh, all of whom came on tour with us!

The actual research project is titled "Testing mTOR/PI3K
Inhibitors in an NF2 Benign Meningioma Model". Dr.
Gusella received the grant to further explore the mTor
pathway to gain understanding of the pathogenesis of NF2
meningiomas. (I told you it wasn’t simple...) He expects
that the results of the study will provide a definitive
answer as to whether the intracranial injection men-
ingioma model (i.e. a neurosurgeon implanting human
meningioma tumors into the brains of mice) is effective for
testing drugs and whether there is evidence in this first set
of tests that either Rapamycin or PI-103(proteins, mTOR
inhibitors) is a viable drug therapy candidate for human
testing in Phase 0 or Phase I clinical trials. While many
cancers and diseases actually have the same mTOR
pathway, funds specifically raised for Neurofibromatosis
Type 2 (between 2007 — 2009) are being allocated towards
this research project directly impacting those affected
with NF2, with the stipulation that no part of these hard-
earned funds be used for “facilities and administrative” but
must go directly to research. Dr. Gusella and his group
work on many different genetic diseases and disorders
(autism to tuberous sclerosis to Huntington Disease) and
one of the advantages of doing so is being able to take what
they learn and translate it for use in NF research and trials
quickly. Dr. Gusella brought up a unique situation he
recently ran into where they were working on some
research (for Autism patients) that needed stem cells and
his team didn’t feel that harvesting stem cells through a
skin punch was a good idea with autistic patients but
wanted to instead grow stem cells from hair follicles that

they plucked from their heads (less harsh). Apparently an
oversight committee (I don’t remember the entity) refused
to allow them to do so which just pointed out the extreme
limitations and restrictions these research labs deal with
on top of the everyday scientific ones inherent in their
work. Anyway, it seemed that giving our money to their
efforts was very much appreciated and I believe they will
do everything in their power to use it efficiently to achieve
their desired outcomes. Please know that we are very
grateful to EVERYONE who has donated to this worthy
cause (remember, research into NF2 also benefits those
affected by cancer and learning disabilities) and we are so
pleased to be able to personally commit collected funds
towards a project our committee chose instead of sending
money into a charity group not knowing what it will be
used for. Wow!

NF Adult Making a Difference

Mike Forbes, current chair of NF Midwest’s NF Adult
Group, is determined to get the word out on NF and how it
may affect adults. To do this Mike has spent his own time,
money and energy researching ways to speak to the public
and especially the medical community about NF. This in-
cluded a trip to Springfield in April to educate healthcare
workers at the Illinois Critical Care Conference. To contact
Mike about his efforts please email him at
nag@nfmidwest.org.

Mike Forbes speaks out in Springfield.

Go to brainycamps.com for more information!
—\ [
riends

Thanks to funds raised by our
@ Take a Swing For NF golf out-
ing and to Marcey and Stuart
Goldner for generously spon-
soring three kids, NF Midwest
was able to send 8 kids to
Camp New Friends in July.
This camp is just awesome!
The friendships they make and
skills that our NF children

learn help them to become confident and resilient adults.



http://www.brainycamps.com/brainy-camps/camp-new-friends.html
http://nfmidwest.org/symposium2010.html
http://brainycamps.com/

Volume 29, Issue 2

NF Midwest News - Page 5

77\, Golf Benefits for NF

u@, ‘l The dog days of summer 2010 saw the addition a second golf outing to benefit Neurofibromatosis Midwest. En-
("J )| couraged by the success of the popular Swing for NF outing, Steve & Marge Griest organized the first annual Chip

in Fore NF Golf Benefit.

Take a Swing at NF (see photos)

The 12th Annual Take a Swing at NF golf benefit on
Friday, August 13 was held once again at Prairie Landing
Golf Club in West Chicago, IL. Seventy-eight golfers
enjoyed the day and raised over $13,000. Take a Swing
for NF is strongly supported by Jay Sanders of
Professional Business
Consultants in honor of
the child of a fraternity _ __
brother who has NF. h
Thanks to Jay, his
wonderful assistant,
Sharon, and their
associates for their
continued efforts for
the NF cause! Proceeds §
from the Take a Swing >
outing are used for NF Dr. Angela Madden and Jay

camp an,d other Sanders begin their day at the Take
children’s programs. a Swing at NF golf benefit.

Take a Swing at NF sponsors

AthletiCo

Jeffrey and Lisa Visotsky, MD
Rothschild Investment Corp The Private Bank
Hugh and Mary McLean, MD Anthony Savino

M. Angela Madden, M.D., LLC  Ledcor Construction

Milton Bergal, MD
Fifth Third Bank

Sussex Financial Group, Inc. Wayne & Linda Goldstein
Trish Kosinski Peg Michalski

John & Sharon Farris Jim Watson

Ken & Cheryl Christensen

Healthcare Information Services, LLC
Northwest Orthopaedics and Sports Medicine
Michigan Avenue Real Estate Group
Kamensky Rubinstein Hochman & Delott, LLP

Dr. Robert Listernick (right) of Children’s Memorial NF clinic,
greets attendees at NF Midwest’s Chicago area Ask the Doctors
session in April.

“: = The events were tremendously successful in both participation and funds raised.

Chip in Fore NF (see photos)

Wednesday, August 25th saw the tee off of the inaugural
Chip in Fore NF golf benefit at Cog Hill Country Club in
Lemont. It couldn’t have been a more perfect day with a
slight wind, a cloudless

blue sky and a tempera-
ture around 75 degrees.

Chip in Fore NF was
organized by Steve and
Marge Griest in honor of
a family friend with NF.
Thanks to their effort and
their many dedicated
volunteers, over $29,000
was raised for NF Mid-
west programs.

Joan and Dennis Pilkinton check
out the Harley “hole-in-one” prize
at Chip in Fore NF

Chip in Fore NF sponsors

Circle Metal Specialties. Inc. Harmon, Inc.

Doralco Kawneer Co. Canada Ltd.
Mortenson Construction North Shore Community
Bank & Trust Company

Pittco Architectural Metals Skender Construction

3M Superl, Inc.

Tee Jay Service Company Stevenson Crane Service
Action Caulking & Sealants Dow Corning Corporation

Thank you to our Great Steps Sponsors

Naperville Presenting Sponsor

Crown Corr, Inc.

Naperville Supporting Sponsors

Enterprise Rent-A-Car Gardner Metal Systems

Naperville Participating Sponsors
Crowe Horwath, LLP
Stevenson Crane Service, Inc.

And -Kind?”

Viracon, Inc

donors

Pepsi Einstein Bros. Bagels
Oberweis Dairy Trader Joes
Michael's Market Caribou Coffee
Jel-Sert Corp Storck Candies

Frito Lay Copp's Grocery
Lender's Bagels Jewel Stores

Belgio's Catering Casey's Food
Connie's Pizza Bulldog's Red Hots
Innovative Mail Services LogoMax



http://pbcgroup.com/
http://pbcgroup.com/
http://www.circlemetal.com/
http://harmoninc.com/
http://www.childrensmemorial.org/findadoc/bios.aspx?id=780
http://www.childrensmemorial.org/depts/genetics/research.aspx
http://crowncorr.com/
http://enterprise.com
http://www.gardnermetal.com/
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"A leader is one who sees more than others see,
who sees farther than others see,
and who sees before others see."~ Leroy Eimes

Ten years ago Joan Pilkinton had a vision to create a walk model of NF fundraising that would bring the NF community to-
gether, raise awareness and also raise much needed funds for NF research and programs. She wanted the requests for dona-
tions to be easy and not stressful and she wanted the actual walk to be pleasant and easy enough for most people to accomplish.
She also wanted the day to be fun. Joan put together a fantastic committee and they started the work of the 1st Great Steps for
NF Walk. That first year they had approximately 300 walkers and raised over $40,000. This year at the 9th walk over 1000

people raised $154,000. Thank you, Joan, for your wonderful vision

and leadership!

Since its inception Great Steps Walks in the Midwest have raised over $750,000 and today there are Great Steps for NF walks
popping up all over the country. If you are interested in starting a walk in your area, we have all the tools you need to get you
going. Give us a call at 630.932.8111 or drop us an email at greatsteps@nfmidwest.org.

Naperville, June 5th (see photos)

On Saturday, June 5th we celebrated our
oth Great Steps Walk in Naperville, IL. We
had a good run (er...walk) of decent
weather for the previous 8 years, but this
year it rained (er...poured!). For the actual
walk the rain fizzled to a drizzle and the
clouds actually cleared (or at least stopped
dripping) for the post walk festivities of
pizza, hot dogs, ice cream, raffle and team
prizes. Despite the rain it was a fantastic
time and because of the rain we got to
witness the joyful romp and slide of

By The Numbers

All total NF Midwest Great Steps Walks
raised over $175,000 in 2010! While we
had some superstar teams that raised
larger amounts of money, it took every
team’s hard work to reach that wonderful
amount. Below we list the totals and the
top teams, but every team is truly a
winner.

Naperville
Amount Raised: $154,000

. Participants: 1000+
g«lelg;en through puddles and spontaneous 15t Place: AKate $16,102
Girls from the top fundraising team, 2nd Place: Team Doodle $12,821
4KATE, enjoyed the dc 1. 3rd Place: Cole’s Crew $10,710

As the original Great Steps for NF walk, the
Naperville walk is the “grand poobah” of

Most Creative: Katie’s Kruisers

them all! This year we had over 1,000 participants and 64 eck Madi sonés I naugdlur
teams. The entire Naperville walk raised over $154,000! Be S“re:ot:‘: at Amount Raised: $3,325 ’

> a .. ’ ’
That’s an average of $2,400 per team! :;ore:::)s/tG‘)S'/org Participants: o5

r

Madi son’ s | naugseephdtgs) ; ur r tn Effingham
Wisconsin held its first Great Steps for NF walk in the Amount Raised: $18,000
Madison area on July 12th. While our crowd was a little Participants: 150
small, our spirit was great. We had plenty of snacks, nice 1st Place: Little Buddies $4,467
yve_zather and a great time visiting. Be sure to come out and ond Place: Alex’s Angels $3,100
join us next year. 3rd Place: Ali’s Gaitors $2.693

Effingham, June 19th (see photos)

Effingham’s 3rd annual Great Steps for NF walk was held
on Saturday, June 19th. Starting out in Community Park,
approximately 150 people walked over 2 miles through the
downtown promoting NF awareness and visiting with
other NF families and individuals. Effingham is a great
centralized location in the middle of Illinois and drew
people from as far as southern Missouri.

Laura Didier and her team worked hard to make it an
awesome morning with bagels and fruit. The walk was
followed with pizza, kids games, a raffle and team prizes.

Most Creative: Rockstars for Wyatt

Pick a Date! Pick a Place!

Join the Great Steps Movement!
Dates are being set for next year’s walks. Below are the
tentative dates and places. Be sure to check for additions
or changes at www.greatsteps.org.

Naperville, IL June 4th, 2011
Effingham, IL June 18th, 2011
Madison, WI May—TBA



http://www.flickr.com/photos/nfmidwest/4767905585/in/set-72157624311555961/
http://www.flickr.com/photos/nfmidwest/sets/72157624970134744/
http://www.flickr.com/photos/nfmidwest/sets/72157624401051604/
http://www.flickr.com/photos/madphotosink/sets/72157624365478950/
http://nfmidwest.org/Great_Steps.html
http://greatsteps.org
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“How’d They Do That?

The top Great Steps team, 4KATE, raised over $16,000
this year for NF research and care programs. We often get
the question “how’d they do that?”. First of all they started
early. Some teams start as early as October and are plan-
ning for next year before the current walk has even ended.
Most of our successful teams held fundraising events.

Here are some examples of successful events:

® 4KATE held a Saturday Night Sock Hop and raised over
$3,000. You can “update” this idea by having a disco
theme or a dance party.

e The 2ADDIs team held a successful day-long “crop
party” for scrap bookers and raised almost $1,000. A
cover charge took care of lunch, snacks, dinner and
prizes, plus a charitable donation.

e Two teams worked together to create a Trivia Nite and
raised over $1,000. The night was so much fun, atten-
dees were already asking about the next one. It felt more
like a FUN RAISER than a fundraiser.

® The team of 4KATE and [ ] also pooled their resources
and held a successful bowling event.

The exciting thing about all these events is that they were
held in public places and therefore had the added bonus of
raising awareness and reaching out to other people, not
just those we usually count on for donations.

Most teams also created a “giving chain” by sharing their
story via email, personal letters, and Firstgiving.com. Their
appeals asked people to spread the word and donations
sometimes came in from people they didn’t even know. A
personal plea is a compelling motivator for people to open
their hearts. Again this also spreads awareness.

There are guidelines you should consider when planning
your fundraising drive.

Be sure your event can reach past your immediate circle of
friends and can speak out to others. Otherwise, you are
using precious time and resources reaching people that
already know the passion of our cause and will donate
without a party or special event.

Carefully consider the cost of your event, the amount of
work and the net benefit realized. If someone is paying $50
and only 10% will actually go to the cause, is this $50 they
may have been willing to donate straight out with 100%
going to the cause? Or is this an event or activity they're
going to enjoy so much that they won’t consider it a dona-
tion and/or they may be very generous once they are at the
event and are participating in games such as a raffle.

Fundraising and raising awareness can be lots of fun and
very rewarding, but it is a learning experience. Don’t be
afraid to jump in a give it a shot. If you need any advice
give us a call!

NF2 Ohio Gathering

October 8th-10th is the 7th annual Ohio Gathering in
Grove City, OH. For more information to
www.ohiogathering.com

Rhonda Clark shows off her raffle and awareness display at
her Roll Quer NF bowling event in Sturgeon Bay, Wisconsin

NF Midwest, Executive Director, Diana Haberkamp raises NF
awareness at the Daughters of Isabella, Copernicus Circle.
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Kids spread awareness and tell the crowd “Irish NF would go
away” at the Naperville St. Patrick’s Day Parade

Get more timely and detailed news by signing
up for email updates at nfmidwest.org!
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