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New surgical rod to be available in the U.S. this year

By Mary Beth Huber
Information & Resource Director

Children and adults with Ol and their
medical teams now have an additional
option when rodding surgery isre-
quired.

In early February, the Food and
Drug Administration (FDA) approved
anew intramedullary rod specifically
for the surgical treatment of bone
deformities and fractures in patients
with osteogenesisimperfecta. It is
approved for children 18 months or
older and can be used in the femur,
tibiaor humerus.

The Fassier-Duval Telescopic
Intramedullary System was devel-
oped by Dr. Francois Fassier, Head of
Pediatric Orthopaedic Surgery at
McGill University and Chief of Staff at
the Montreal Shriners Hospital for
Children, Canada, and hiscolleague
Dr. Pierre Duval, orthopedic surgeon

at the Brome-Misissquoi-Perkins
Hospital, Canada.

In a statement provided by Pega
Medical, Dr. Fassier stated, “ This nail
will not cure the disease, but it may
help the patientsto live abit better.”

Compared to other surgical rods—or
nails—currently in use, the Fassier-
Duval System is designed to reduce
some of the more common complica-
tions of rodding surgery. Therod
features a unique screw-type anchor
system.

During clinical trialsit was reported
that timein surgery was shorter, blood
loss was less, complications were
fewer and rehabilitation was quicker.
Only 3 weeks of post-operative
immobilization (rather than the custom-
ary 6 weeks) was required for most
patients. This allowed the patient to
receive rehabilitation on an accelerated
schedule and return to normal activities

SCPICA continues loyal support to Ol

Charitable organization has
been raising funds, awareness
for morethan 17 years

The song says “it never rainsin
Cdlifornia,” but it poured on the day of
the 28" annual Southern California
Petroleum Industry Charity Associa-
tion (SCPICA) Golf and Tennis
Tournament. Although afew zealous
golf fanswerewilling to play inthe
rain, Chairman John Aguilar and his
hardworking committee were forced to
make plansfor their 2002 golf tourna-
ment not once, but twice! Two volun-
teer marathons to stuff “ goodie bags’
for the players, two trips to transport
auction items, two additional mailings

ki B
Nicole Hoffman (I), Christina Nelson (c) and
Rob Parke (r) were on hand to volunteer at
the 17th SCPICA golf tournament to benefit
the Ol Foundation.

for confirmation and postponement
announcements, and two attendance
rosters to organize. Fortunately, the
committee was able to put the event
together twice in three short months.
The rescheduled tournament was

Continued on page 11

sooner, often with lesspain.

According to reports from the
devel oper, the Fassier-Duval rod's
design causes less traumato joints,
bone and growth plates. It significantly
reducestherisk of rod migration,
making it morereliable over time, and
alowsfor longer telescopic range,
extending the time between surgeries
inagrowing child.

During late spring and summer, 2003,
Pega Medicd Inc., a Canadian
bioengineering company, will begin
manufacturing the device and make it
availablefor saleto hospitalsin the
United States. Surgeons can obtain
information about the rod and about
training opportunitiesthrough their web
site, www.pegamedical .com.

As surgeons are trained in the use of
the Fassier-Duval System, it will
become available to patients across the
United States during the next year. [l
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FROM THE EDITOR

When the Ol Foundation Board of Directors and staff began devel oping our
three-year strategic plan, outreach and publicity efforts were high on the list of
things to be included. We knew that to grow as an organization, and to increase
the impact we might have on the lives of people affected with OI, we needed to
focus more effort on creating a stronger public awareness of the disorder and
the work of the Foundation.

Whileit'sreal easy to write “increase public awareness’ into a business plan,
the process of doing so may prove to be one of the most difficult tasks the
Foundation has ever faced.

Before an organi zation can begin any outreach, marketing, or publicity efforts,
it needs to spend some time and effort determining exactly what the message
is—to both the general public and the Ol community.

Being crystal clear about our message is essential to developing a marketing
and publicity plan that reaches across all our audiences with aminimal impact on
our limited resources. We know there are a number of ways the Foundation
helps the OI Community—but crushing all the ways that we help the families
and folks with Ol into afew key conceptsis actually pretty difficult.

And we have so many audiences. Type | Teens have different needs, and will
respond to different messages, than Type |11 adults. Parents and single adults
have different needs and wants from the Foundation. Medical professionals,
researchers, or colleagues all have different demands. We want to be clever
about developing a position that works across as many of these groups as
possible to achieve the sorts of connections that we want.

WE're after involving people—engaging them. The more different the groups
arein our world, the more difficult that task is. So what was once afew linesin
a strategic plan is becoming alarge focus of energy. We' ve conducted a focus-
group meeting, bringing together members of as many different audiences as we
could, to help in that process, and the board of directors spent several hours on
thisissue during the March board meeting. We' re in the middle of devel oping our
“brand” — one simple, compelling message to use to reach out to our community
and our world. Next we'll present the results of our work to the Board of
Directors, membership, and Ol community, and start turning the “branding” work
into quality, focused PR and outreach efforts.

Thiswon't affect our mission, which remains“...toimprovethe quality of life
for people with OI through research to find treatments and a cure, education,
awareness, and mutual support.” It affects how we communicate that mission to
you, and to the rest of the world. How effective that communicationiswill have
adirect impact on how much more we might do in the future.

It's an exciting time for all of us—much more so than those few linesin our
strategic plan would lead usto believe.

Bt
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PRESIDENT’S MESSAGE

Dear Friends,

Aswe dig our way out of one of the snowiest wintersin recent memory, the Board
of Directors and staff at the Foundation are preparing for the March 2003 Board of
Director’s meeting. | seeimages on television of the incredible perseverance of people
coping with the unprecedented snow and ice, and | can't help but think of how symbolic it
is of the efforts of the Board members, staff and dozens of volunteers, who have accom-
plished so much over the past three months.

An Accountability and Ethics Task Force was created by the Board at my request.
Its mission isto identify waysin which the Foundation can make its governance, operations, finances
and mission readily available and transparent to the entire Ol community. The Task Force, chaired
by First Vice President David Zenger, has been digging through reams of internal documents and
considering “best practices’ promulgated by the National Health Council and other non-profit
organizationsin order to make policy change recommendations to the Board at its March 2003
meeting. Some of their recommendations have already been put into place, including the avail ability
of many of our financial documents on the Foundation web site. Thisisthefirst of many changes
you'll see as the Task Force continues its important work.

Staff members, along with agroup of volunteers, have tackled yet another daunting task: identify-
ing and implementing a“brand” for the Foundation. A progress report will be presented to the Board
in March, and the entire Board will participate in the process of identifying and implementing abrand
identity for the Foundation. Trying to identify and express all the ways the Foundation serves people
with Ol and their families/caretakersin just afew sentencesis achallenging task. Being crystal
clear about the Foundation’s message will help us spend our limited dollars, staff and volunteer time
wisely and effectively.

It isthe extreme diversity of our community that makes thistask so difficult, because there are a
multitude of ways the Foundation supports the community. Evenidentifying the types of Ol just got
more confusing. Two top researchers have now identified characteristics of two new types of Ol,
as explained in the Q& A (page 8).

The Foundation staff and asmall group of volunteers are currently working on four major print
resources. They are soliciting input from the community and digging through volumes of information,
tips, letters, and personal stories to make these new resources as practical as possible (page 20).
Resources include an exercise book, aguide to Ol for nurses, abook for adults with Ol, and a
children’sbook and accompanying teachers' guideto help integrate young children with disabilities
into mainstream classrooms.

| am most pleased to report to you that the members of the Board dug deep (and continue to) in
their efforts to meet a $100,000 matching fund challenge given by amost generous anonymous
donor (page 10). Their efforts and imagination are an inspiration to the entire Ol community. |f
fifteen people can accomplish so much, imagine what 50,000 can do!

And of course, the past quarter has been filled with activities, fundraisers, events and challenges
involving our entire community. So sit down and relax with news of the triumphs, frustrations, and
accomplishments of our incredible community.

Bill Schmidt

My very best persona regards,

Bill Schmidt
President, Ol Foundation Board of Directors
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NEwWS NOTES

Events Support the Ol Foundation

Allygator classic draws over 100 golfers

The Second Annual Allygator Classic
golf tournament washeld in Loveland,
Ohio on September 23, 2002.

Rob and Janel Thompson created the
event in honor of their daughter, Allison (Ally) to
help support the Ol Foundation’s programs and research efforts.

Ally, an energetic 5 year-old, has Type | Ol. When she was born, Ally had a
broken collarbone, and she endured along summer when she broke her arm
threetimes. Thisyear, over 100 golfers, sponsors and participants came
together at the Oasis Golf Club to raise close to $8,000. The day’s activities
included lunch sponsored by Skyline Chili, asilent auction, liveraffle, and dinner
provided by Outback Steakhouse.

Rob and Jandl’s family and friends ensured the event’s success with their
help and support. Ol Foundation Board member Ken Finkel and his daughter
Jessicawere thrilled to attend and glean inspiration for an event they were
planning. The Ayers family, joined by Kara Sheridan, and Ol Foundation staff
member Julianne Weiner were also in attendance.

Some of the people and companies who make this annual event possible
include Joan Wood and Coldwell Banker, James Free Jewelers of Cincinnati,
Jude Skove and Mercedes Benz of Cincinnati, Sterling Diamonds of Toledo,
JW. Seligman, M.B.A. Financial Group, Inc., Williamsand Oliver, OasisLawn
and Landscape, Children’s Hospital Medical Center, Brian Brellenthin of the
Perrier Group of America, Design Continuum, Laura Padgett, Robert Holler,
Brian Day, Steve McCoskey, Stacy and Charlie Kuhn, Janet Papp, Angie Kroll,
TinaHohl and Tom Allen.

“We couldn’t have done it without the generosity and support of so many
people,” Jand said. “Thank you all so much, and we hope to see you at next
year’s event!”

For moreinformation about The Allygator Classic golf tournament in Cincin-
nati, Ohio, visit www.allygatorclassic.org, or contact the Ol Foundation at (301)
947-0083. X1

For more details, go to www.oif.org

2nd annual “Going
Places” Sweepstakes

raises $19,000

The Second “Going Places’
Sweepstakes, created by the Ol
Foundation to replace the annual
general fund appeal, raised more
than $19,000 thisyear.

“We wanted to make supporting
the Foundation’s services and
programs fun,” stated Dev. Direc-
tor Julianne Weiner, “and give
people a chance to win some great
prizes as athank you for their
continued generosity.”

With thanksto Foundation
member Amy Ley, who secured
grand prizestwo yearsin arow
from American Airlinesand
American Airlines Vacations, the
sweepstakes has more than
doubled theamount raised in
previous holiday appeals.

Winning tickets have been drawn
and the winners are being natified.
Once all prizes have been ac-
cepted, results of the sweepstakes
will be published on the Foundation
website.

For information on thisor other
fundraising activities, contact
Julianne Weiner using the contact
information found on page 2. X1

“Bubba Invitational” a success in spite of torrential TX rain

The Bubba Invitational was named after its organizer Bob
“Bubba’ McGoldrick, who learned about the Ol Foundation
through John and Beth Shultz, the parents of Michael Shultz,
in whose memory the annual Miracle Michael Tournament
isheld.

Thisyear’s Bubba I nvitational was a two-part event,
made up of adinner on October 18th, 2002, where the dress
code was strict — overalls required, denim optional —and a
golf tournament the following day. Dinner attendees were
drenched by summer storms, but the live and silent auctions
quickly warmed up the evening.

The next day, the golf course had been transformed into a
lake dueto the prior evening's downpour. However, optimis-
tic participantstook part in chipping contests, and enjoyed a

acure for Ol.
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classic Texas Bar-B-Que. Although the would-be golfers
weren't able to tee off, the event was a success, raising
$16,895 in the name of the Miracle Michael Fund specifi-
cally to help support research into effective treatments and

Special thanksto all of the volunteers and supporters who
helped make the event such a success — Sports Leisure of
Lewisville, TX, What's The Big Idea? of Plano, TX, SEI
Incentives of Les Colinas, TX, Service Litho of Oshkosh,
WI, Incentive Solutions of Atlanta, GA, Midwest Advertis-
ing of Cincinnati, OH, the Gallo Wine Corporation, and
especially everyone from Dr Pepper/Seven Up, Inc.

And also ahig thanks to everyone who participated in this
year’sevent, in spite of thetorrential rainfall! i
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For more details, go to www.oif.org

Miracle Michael
raises $20,000

by John Shultz
Ol Foundation Member

TheMiracleMichadl Fund golf
outingisheld annualy inmemory of
Michagl John Shultz. “Miracle
Michagl” wasbornwith severe Ol
and bravely battled complications
fromthisdisorder throughout hiseight
monthsof life. Despitemorethan 100
fractures, Michael’ssmilestandsasa
symbol of how powerful the human
spirit can be, despite the obstacleswe
arefacing.

AttheMiracleMichad IV outing,
$20,000 wasraised to support Ol
Foundation research programs. Held
onJuly 22nd, 144 golfersenjoyed a
great day of fun, sunand golf at White
Eagle Country Clubin Naperville,
[llinois. Evening activitiesincluded
bothaliveand silent auction, aong
with dinner. Many specia guestswere
onhandincluding ChicagoBulls
legend Norm Van Lier, and David
KaplanfromWGN Radio. Also
attending thisyear’ sevent werethe
Kipperman and the Harshaw families,
aswell asDr. Peter Smith, amember
of the Ol Foundation Medica
Advisory Council, Tim Caruso, PT.
and JulianneWeiner representing the
Ol Foundation.

Plansareaready underway for
MiracleMichael V, scheduled for
June 30th, 2003, withagoal toraise
$25,000. Thanksagain, and we hope
toseeyouinJduly! X

For information about how

you can help or participate

in the next Miracle Michael
Golf Tournament, visit

www.miraclemichael.org
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NEWS NOTES

Tournament, organizers inspire
family to make a difference

by Steve Kipperman
Ol Foundation Member

| know first-hand
what itislikegrow-
ing up with OI and
spending a fair
amount of time in
plaster casts. Whenl|
fell and broke some-
thing, we would go
off totheER, | would
get casted, heal and
get onwiththings.

Knowing that |
had the genetic con-
dition, wehad our children tested at
birth sowewould know if they also
had OI. Our first child, Ryan, does
not have Ol. However, | never re-
ally appreciated what | put my par-
entsthrough until the day our sec-
ondchild, Katie, wasdiagnosed with
thedisorder.

It becomesawhoaledifferent game
when your baby girl is affected.
Upon learning the news, therewas
arange of emotional reactionsin-
cluding denial, fear and anger fol-
lowed by the question“how badis
it?

We began the search for the an-
swer of what Katie's prognosis
would beand wherewe should Sart.

Duetotherarity of thecondition,
wewondered if wewould evenfind
alocal doctor that isreally familiar
with Ol to answer our questions.

Having been associated with the
Ol Foundation through my mother’s
volunteer work withtheorganization,
| contacted Executive Director
Heller An Shapiro.

We promptly received thename

Steve Kipperman (I) presents John Shultz with a thank-
you for the inspiration and support he found in the
Miracle Michael Golf Tournaments.

=3 l ¥ b s

of aspeciaist (Dr. Peter Smith) at
ShrinersHospital in Chicagoand a
lot of great information for ustoread.

So we scheduled a visit to have
Katieassessed. Duringthetimefrom
whenwelearned thenewsand when
we could get in to see Dr. Smith, |
had alot of nervousenergy.

In the meantime, the Miracle
Michael golf outing wascoming up
in about three weeks. The previous
year | had the good fortune of being
invited to thisevent that raisesfunds
for Ol research, and had met Beth
and John Shultz, who put ontheevent
each year inthememory of their son,
Miched.

They showed me that you can
make adifference and alight bulb
went off inmy head.

Instead of just sitting back and
worrying about Katie'sconditionand
feding hdpless, my wife, Bonnieand
| decided to contact our friends, fam-
ily and colleagues at work to raise
awareness and ask for donationsto
support theresearch effortsof the Ol

Continued on page 16
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ARTICLES

Foundation reports on growth, NHC recognition

The Ol Foundation executive
director and staff reported significant
increases in all measurable aspects of
the Ol Foundation’s programs and
services over the past six months at
the semi-annual Board of Directors
Meetingin Maryland:

* The number of educational
materialsdistributed increased
43%.

* Web site visitors increased 295%.

* National mediaexposurein the
first six months of Fiscal Year
‘03 isgreater than al of FY ‘02.

* Breakthrough subscribers have
increased by 25%.

» Morethan 3,400 people now
subscribe to the online e-newsl et-
ter updates.

* One new support group has been
added, and the number of support
volunteers has increased by
2.5%

* Chat participation levels have

almost doubled in the past six
months.

“We ssimply could not have accom-
plished thiswithout theincredible
support from the many donors and
volunteers who make our growth
possible,” according to Executive
Director Heller An Shapiro.

Heller An also reported to the board
that the Ol Foundation has been listed
asbeing in“substantial compliance”
with the National Health Council ’s
Good Operating Practices. The
practices were adopted by the NHC's
board of directorsto ensure that its 53
health organization membersmaintain
the highest standards of efficiency and
integrity.

The standards cover the areas of
governance, personnel policies, pro-
grams, fundraising, finance and
accounting.

The NHC promotes the health of all
people by advancing the voluntary

health movement. Thismovement is
driven by volunteerswho—asindividu-
as, families and communities—work
together toward the prevention,
treatment and cure of disease and
disability.

The NHC focuses all its activities on
three major goals. to promote quality
health care for all people; to promote
the importance of medical research;
and to promote the role of voluntary
health agencies.

Heller An and members of the
Board of Directors presented a case
study on devel oping adashboard at the
NHC's Leadership Conference in
February. A dashboard is a brief report
to the board that providesinformation
about the health, direction, and growth
of the organization, much likea
dashboard providescritical, at-a-glance
informationto adriver.

The Ol Foundation also presented a
round-tabl e discussion on creating
internet communities.

Foundation’s new on-line chat functions offer peer support

The Ol Foundation’'s new web site continues to grow and
evolve as we strive to meet the needs and desires of the Ol
community.

Thelatest additionsto the website include on-line chat
communities, with new “ad and spam free” chat rooms, an
instant messaging function, and a peer-to-peer message
board. The new features resulted from a survey of more
than 100 website chat users. New chat rooms include areas
for Parents, Adults, Singlesand Open Chatting, and will
soon include a Teen room twice a month.

An instant messaging function allows registered users of
the websiteto log in to an IM function, see who elseis
visiting thewebsite, and invitethem to chat live.

The peer-to-peer message board includes sections for
adults, parents, singles and teens. They're an ideal location
to post questions, comments, ideas, suggestions or tips about

living successfully with Ol. It also includes aforum for
listing used but serviceable equipment and Ol -related goods
for sale or exchange.

All three functions require visitors to be registered on the
Foundation’s website and logged into the site before they
can be accessed. This was done in response to recommen-
dations from members and “regular” on-line Ol chatters,
and is a security measure used only to restrict access to the
rooms from the general public and protect the privacy of
those with Ol that use the functions.

Children under 13 are now required to submit written
parental consent before using the rooms, and the teen room
will be monitored to prevent inappropriate language or
behavior and protect youth from predatory visitors.

For moreinformation, visit the Chat Room page on the
website, or write the webmaster at webmaster.oif.org. X

Want to keep up with what’s going on
throughout the Ol community between issues of Breakthrough?

Register online at www.oif.org to receive the Foundation’s e-newsletter.

PAGE 6
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SPOTLIGHT

Meet the teen chat room hosts; Kelly Laird and Tara Hughes
Mentors give teens a place to learn from each other

Three years ago 26-year-old Kelly Laird, who has Type
I OI, began breaking after years without significant frac-
tures. She contacted the Ol Foundation as she began the
search for medical treatments, and realized she wanted to
give something back to the Foundation and community in
thanks for the information and resources she' d received.

She agreed to mentor ateen with OI, and has since
discovered that she's even more in debt to the Ol Founda-
tion than she was when she started.

“Mary and | have established arelationship where we
keep each other going,” Kelly said.

“I’ve learned so much from her, and it's been such a
rewarding experience for both of us.”

When she was ap-

their cars.

“l don't liketosit still, but I know my limitations,” she
said.

“My neiceis gowing up with OI; she's had more than
twenty breaksin her two years of life,” Kelly said. “Any-
thing | can do, anything | can pass on to help her in the
future or others now... well, the chat room issimply awe-
some, | can't wait to start.”

Tara Hughes has been actively involved in the Ol
Foundation for the last three years, primarily through the
encouragement of board member Jamie Kendall and the
annual Fine Wines, Strong Bones event that benefits the Ol

Foundation’shiennial

proached by the Founda-
tion and asked if she'd
“host” the teen chat
rooms, Kelly said “ Yes!”

and excitement she
appliesto her entirelife.

“Thisisjust such a
great opportunity,” she
said. “I don’t want to be the one ten years down the road
who regrets not taking action, and | want to pass that on to
the Ol Community; you can go on with everyday life!”

Kelly, aWilmington, Deleware native, spent more than
half her teenage years on crutches, but literally never let
that slow her down.

“| can run faster on crutches than | can without them, |
can dance, | can even use crutches as stilts!” she said.
“Thewhole point isto accept life's challenges and don't let
them become limitations.”

Kelly isan avid snow skier, worksout in alocal gym five
days a week and works out at home the other two. She's a
firm believer that a healthy body minimizestheimpact Ol
has on her life.

“Being asstrong as possible, physically, helps overcome
some of the limitations Ol creates,” she explained. “ Just as
importantly, you can’t giveup.”

Kelly completed college last year, more than ten years

after sheenrolled. “I ssmply never stopped going,” she said.

She’s now an analyst with MBNA, amajor credit card
company, and recently married a man she met through her
long-time hobby of restoring classic cars... another part of
her “everyday life.”

She, her husband, and her family spend virtually every
weekend in the summer monthstravelling and showing
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‘I don’t want to be the one ten years down the
road who regrets not taking action... and | want
with the same enthusiasm {0 pass that on to the Ol community; you can
go on with everyday life!”

national conferences.
Shelivesin Alexan-
dria, Virginia, and
works for the De-
partment of Defense
as afederal financial
manager. She
graduated from
Shippensburg Univer-
sity in PA, and completed her graduate work at the Univer-
sity of Delaware.

Tararecently returned home to Pennsylvaniato
recouperate from a broken hip, and is frustrated at how that
will limit her mobility over the next few months.

“I really like to keep in shape, | swim three or four times a
week,” shesaid. “| also enojy going to movies, spending
timewith friends, travelling...”

She's 27 yearsold , with Type 111 OI, and isequally
excited about hosting the teen chat rooms.

“1 wish I’d had something like thiswhen | was growing
up,” she said. “An outlet—I really support the concept and
think that teens are agroup that really needs, and will
benefit from, the camaraderie.” Wl

The Teen Chat Room is open the 2nd and 4th Thursday
of each month, from 7-9 p.m. EST, and is not intended
for users under the age of 13. Parents of children under
the age of 13 must provide the Ol Foundation with
written permission if they wish to allow their child
access. Permission forms can be downloaded from the
website's chat entry page. For more information visit the
website or contact Bill Bradner at (301) 947-0083 or by
e-mailing webmaster @oif.org.
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The following information was
prepared by the Ol Foundation,
excerpted in part from a fact sheet
titled “ Novel Forms of OI.” The fact
sheet is available at www.oif.org, by
writing or calling the Foundation at
the address and phone numbers on
page 2, or by sending an e-mail to
bonelink@oif.org.

Understanding Ol types

The characteristic features of Ol
vary greatly from person to person —
even among people within the same
family. To help families, doctorsand
researchers better understand these
differences, the Ol Foundation sup-
ported Dr. David Sillence of
Australia swork to develop aclassifi-
cation system that organizesinforma-
tion about Ol into four types. The type
classification was published in 1979
and 1981, and is based on features
that can be observed in aclinical exam
and on x-rays, as well as on how
severely the person is affected.

Ol typel isamild form, while Ol
type Il isalmost always fatal in the
perinatal period (before, during or
shortly after birth). Ol typelll isa
severe form, with progressive defor-
mity in the absence of surgical inter-
vention. People with OI type IV are
moderately to severely affected.

Detailed lists of characteristics by
type of Ol can be found in many Ol
Foundation publicationsincluding the
fact sheet Fast Facts on Osteogen-
esis Imperfecta, or the brochure OI: A
Guide for Medical Professionals,
Individuals, and Families.

The underlying genetic cause in the

PAGE 8

majority of peoplewith Ol isattribut-
able to mutations in one of two genes
which direct the body’s production of
typel collagen, the mgjor structural
protein of bone.

Do I need to know my type?

Knowing the type or general cat-
egory of Ol can sometimes help
peoplewith Ol and their familiesgain
more understanding about themselves
and thiscomplicated, variabledisorder.

Features of Ol vary widely not only
between types but within types. Many
individualswith Ol have only some—
not al — of the clinical features.
Children with milder Ol, in particular,
may have few obvious signs. Some
people appear to have characteristics
of several types. Some people use type
asakind of short-hand for generally
identifying themselves.

It isbecoming increasingly common
for personsin anon-medical environ-
ment to refer to Ol as mild, moderate,
or severe. When it comes to making
decisionsabout health and life style,
knowing theindividual’s specific
symptoms and capabilities are often
more important than knowing their
Sillence classification type.

Then why are types important?

Classification by type providesa
common language so that doctors,
researchers and people with Ol can
communicate clearly. Researchers
have been working to match clinical
featureslisted in the Sillence typesto
bone studies, DNA analysisand
collagen studies as part of gaining
more understanding about Ol.

As part of thiscommonly understood
language, typeisused in the medical
literature to report research findings,
and to describe who can participate in
different clinical trialsor other re-
search studies.

What are “Novel Forms” of OI?
For anumber of years, investigators

ANSWERS TO MEMBERS’ QUESTIONS

in Montreal have been doing special
studieson the histol ogy (minute
structures) of Ol bone. They have
been categorizing the appearance of
the different Sillence types of Ol bone
under the microscope.

They noticed that some people who
areclinically withinthe Sillencetype
IV group had adistinct pattern to their
bone. When they reviewed the full
clinical presentation of these patients,
they found that groups of patients had
other featuresin common. They
named these groups types V and VI
Ol.

Thisclassification continuesthe
numbering of the Sillence classifica-
tion, but isdiagnostically based on
histology rather than on the same
criteria used for types I-1V.

Patients with Ol typesV and VI do
not have evidence of having mutations
in the type | collagen genes. The
genetic causes are not yet known.

What is type V?

Patients with Ol type V demonstrate
three findings (the Ol type V “triad”).
Thefirst is a dense band adjacent to
the growth plate of the long bones,
which can be seen on x-rays. The
second feature is the development of
unusually large calluses, called hyper-
trophic calluses, at the sites of frac-
tures or surgical procedures. A callus
isan area of new bonethat islaid
down at the fracture site as part of the
healing process. Finally, patientswith
Ol type V have calcification of the
membrane between the radius and
ulna, the bones of the forearm. This
leads to restriction of forearm rotation,
and individualsmay notethatitis
difficult to open adoor by rotating the
wrist. Instead, they must rotate the
entire arm to achieve such a move-
ment.

In addition to this Ol type V triad,
people with this type of Ol have white
sclerae and normal teeth. The bone
has a “mesh-like” appearance when
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viewed under the microscope.

Ol typeV isdominantly inherited,
which means that if a parent has the
condition, there is a 50% chance that it
could be passed onto a subsequent
child.

What is type VI?

People with Ol type VI are more
difficult toidentify from physical
features or x-rays. These individuals
are moderately to severely affected.
They havenormal (whiteor dlightly
blue) sclerae and the teeth are not
affected. The akaline phosphatase (an
enzymelinked to bone-forming cell
activity) level isdightly elevatedin Ol
type VI. This can be determined by a
blood test.

Because the clinical features are so
similar to other moderate forms of Ol,
abone biopsy isthe only method to
diagnose type VI with certainty. The
bone from people with thisform hasa
distinctive “fish-scale” appearance
when viewed under the microscope.

Eight peoplewith thisbone histology
have been identified. None of them

Q&A: NOVEL TYPES OF Ol

have affected parents and none have
had children. Thus, the inheritance of
Ol type VI is unknown.

Asin Ol typeV, the genetic basis
for Ol type VI remains to be deter-
mined, but there is no evidence of type
| collagen abnormalities.

How does this relate to current
treatments?

People with type V and VI Ol have
received bisphosphonates. Numbers
are currently too small to draw conclu-
sions, but it appearsthat thoseindividu-
asclassified astypeV rapidly in-
crease bone density, while type VI do
so much less evidently. The specific
bonelesionsintype VI may explain
that difference.

Where can | find more informa-
tion?

The original scientific referencesfor
these types are:

Glorieux, F.H., Rauch, F, Plotkin, H.,
Ward, L., Travers, R., Roughley, PJ,,
Lalic, L., Glorieux, D.F., Fassier, F. and
Bishop, N.J. Type V Osteogenesis

Imperfecta: A new form of brittle bone
disease. JBone Min Res, 15:1650-
1658, 2000.

Glorieux FH, Ward LM, Rauch F, Lalic
L, Roughley PJ, Travers R. Osteogen-
esis Imperfecta Type VI: A Form of
Brittle Bone Disease with a Mineral-
ization Defect. JBone Miner Res, 17:
30-38, 2002.

The investigators who have de-
scribed types V and VI Ol can be
contacted for further information:

FrancisH. Glorieux, MD, PhD
Director of Research
E-mail: glorieux@shriners.mcgill.ca

Frank Rauch, MD
Assistant Dir. of Clinical Research
E-mail: frauch@shriners.mcgill.ca

Both doctors can be reached by
writing to:

Shriners Hospital for Children
1529 Cedar Avenue

Montréal, Québec, Canada

H3G 1A6 @l

are on-line, including:

Fast Facts
Bisphosphonate Q&A
Bone Densitometry
Bone Structure in Ol
Child Abuse Facts
Child Abuse (Is this OI?)
Clinical Trials
Dental Care
Education

Have you been to the Ol Foundation website recently?

We've made a number of changes and additions to our web site since
the last issue of Breakthrough, including new chat rooms, new items
in the Foundation Store, several new fact sheets, an events calendar
and dozens of pages of new information about the Ol Foundation and
current activities in the community. Our complete line of fact sheets

ER Managmement
Fracture Management
Genetics
Glossary
Guidebook: About Ol
Hearing Chat Transcript
Hearing Loss
Infant & Child Care
Nutrition

Novel Forms of Ol
Osteoporosis
Pain Management
Pregnancy
Psychosocial Needs
Care Provider Relationships

Rodding Surgery
Surgical Considerations
Understanding Type | Ol
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Board members raise $97 800 in new funds

by Julianne Weiner
Ol Foundation Dir. of Development

At the beginning of 2002 the
Board of Directors received a
challenge from an anonymous
donor that called for commit-
ment, creativity, and lots of hard
work. The challenge: to raise
new and increased funds to help
people with Ol. The results of
those efforts would be matched

out to their relatives, friends
and business associates with
letters or emails describing the
impact of Ol, and the roleit has
playedintheir lives. Atthe
same time, they offered a way
for their friends to make areal
differencein thelives of people
with Ol through gifts to the Ol
Foundation. Knowledgethat all
new or increased gifts would

dollar for dollar, up to $100,000.
Board memberstook on this
challengeimmediately, and over
the last twelve months have
reached out to new donors and past
supportersin avariety of ways,
resultingin $48,912in new and in-
creased giftsto the Ol Foundation, for
atotal of $97,824 after the match.

Personal commitments

Before asking othersfor donationsto
the Ol Foundation, many members of
the Board increased their own giving.
By offering their personal commit-

year.

Reaching out

Board Member Paul Burns is spearheading the “Steer
Around Town” campaign to raise awarness and funds in
the Denver, Colorado area.

ments to support the work of the
Foundation, Board membersdid much
more than lead by example. Their
generosity enablesthe continued
success of the programs and services
that offer hope, support and informa-
tion to thousands of families every

be matched by the Challenge
Fund acted as incentive, and
motivated aphenomenal
outpouring of support.

One Board member used the
Challenge as away to make holiday
giving givetwice, sending out beautiful
cardsto family and friendsletting them
know that a donation had been madein
their name to the Ol Foundation.

For those whose employers offer
matching gift programs, personal
donationsresultedina “triplegift,”

In order to meet the Board Chal-
lenge, members of the Board reached

Continued on page 17

Create a lasting legacy of support through bequests

Consider one of the simplest and most rewarding gifts you
can make to the Foundation: abequest in your will or other
estate plan. Many of us want to provide generously for our
loved ones and the organizations we cherish. A bequest of
any sizein your estate plan can help shape the future of the
Foundation and ensure that adequate resources are avail-
able to fund the programs and projects that are needed by
the members of the Ol community.

A bequest can be “ specific” (for a predetermined
amount) or “residual” (where a percentage of your estate is
specified, after other obligations have been met). Bequests
also differ in terms of how they may be used. An “unre-
stricted” bequest may be used where the funds are needed
most, or bequests to the Ol Foundation can be directed
specifically to the Research Fund, the Education, Aware-
ness and Support Fund, or the Endowment Fund.

Income from the Ol Foundation Endowment Fund can be
used to finance operating expenses for the Foundation. The
Endowment Fund will enhance the Foundation’soverall
ability to servethe Ol community by providing asolid base
of support for ongoing programs and projects. According to
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Foundation President Bill Schmidt, there are additional
benefits to a strong endowment, as well.

“Endowment support of administrative costs givesthe
Foundation asignificant advantage in requesting grantsfrom
public and private groupswilling to help further the
Foundation’swork,” he said. “Our goal isto grow the
Endowment large enough that itsincome can support al the
operating expenses of the Foundation (including office and
fundraising expenses) and, when that is achieved, every
single penny that isdonated by individual s or through grants
can be used to support the Foundation’s programs and
projects.”

A named endowment fund (created through a gift of
$100,000 or more) can offer a permanent memorial or
honorarium through which you can support specific Founda-
tion programs and projectsin perpetuity.

For anyoneinterested in including the Foundation in your
estate plans, we offer free, confidential resources, including
bequest language to share with your attorney. Contact
Julianne Weiner, Development Director, at 301-947-0083 or
jweiner@oif.org for information. M
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USB&J MEETING
Continued from page 14

Bone] olnt-

LD E CADE
2002 -USA -2011
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we must communicate effectively that
itisin everyone's self interest that
basic and clinical muscul oskel etal
research leads to better, longer, more
activelives.

Noting President Bush’s declared
focus on bone and joint disease, Dr.
Zerhouni underlined the admin-
istration’shigh-level realization of the
importance of issues related to muscu-
loskeletal disease.

The Federal Working Group on Bone
Diseases was cited as an example of
public-private partnership activity. The
initiative, established in 1993 under the
leadership of NIAMS, with participa-
tion from NIA, NIDCR and NIDDK,
works to expand and intensify research
and research-related programsin
osteoporosis, Ol, Paget’s disease, and
related bone disorders.

Currently the Group is comprised of
representation from 11 NIH Institutes,
centers and offices, 11 other Federal
agencies, and five liaison representa-
tivesfrom voluntary organizationsand
professional societiesincluding USBJD
members, the American Society for
Bone and Mineral Research, the
National OsteoporosisFoundation, the
American Academy of Orthopaedic
Surgeons, the Osteogenesis Imperfecta
Foundation, and the Paget Foundation.

In summary, thisfirst-of-its-kind
meeting laid the ground work for a
unified approach to erradicating or
diminishing the effects of muscul oskel-
etal diseasesin the United States.

The USBJD anticipates that this
effort will contributeto the global Bone
and Joint Decadeinitiative, increasing
awareness and support worldwide. X
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CONTINUED...

| SCPICA SUPPORT Continued from page 1

and tennis players
participated in aday of
golf, aspectacular live
and silent auction and an
exciting raffle. Donated
auctionitemsincluded a
ridein the Goodyear
blimp, Mighty Ducks
hockey tickets, aweek in
an Orlando, FL condo,
DVD players, a personal-
ized story written by
ChristinaNelson (acollege English
major with OI) and much more.

Participantsfollowed the
auctioneer’s instructions to reach
into their heartsand give, raising
more than $55,000, an increase of
$3,000 (6 percent) over last year.

Ol Foundation Executive Director
Heller An Shapiro attended the
Tournament.

“I truly admire the committee's
hard work. Thisis an enormous
event that runs very smoothly,” she
said.

“Many of the golferstold methey
were thrilled to be part of it and
couldn’t wait to return next year.”

“It was an honor to attend this
event and thank each person for
making adifferencein the lives of
peoplewith Ol,” she concluded.

Generous SCPICA tournament
participants have been supporting
the Ol Foundation’s research and
support programs for 17 years. Last
year the tournament contributed
almost 8 percent of the Foundation’'s
total annual revenue.

Seventeen years ago, SCPICA
committee members met Robbie
Parke and were inspired to try to
help him and others with OI. Now
that Rob is a successful college
student, other young people with Ol

held on abeautiful sunny 0.l E & The o=
day in January, 2003, e e Your support
More than 300 golfers nank You For

J:J

Jerry Thomas () and Roan McRae (r) display one of
hundreds of donated items used to raise funds dur-
ing the live and silent auctions at the SCPICA char-
ity event. More than $55,000 was raised this year.

and their parents have joined the
committee and volunteered their
time to help make the tournament a
success.

Ol Foundation members Trey &
Heidi Glauser, Christina& Catherine
Nelson, Nicole, Rick & Michelle
Hofhine, Rob, Philip & Mary Parke
and Ron Frost join forces with the
committee each year.

The Tournament committee
includes dedicated members who
have served more than ten years,
including John Campbell, Frank
Fossati, Kathy Laderman, Mike
L edbetter, Bill Richter, Jerry Tho-
mas, Bob Watson, Pam Weiner and
Martin Zaldo.

Major sponsors of thisyear’'s
SCPICA event include Anheuser-
Busch, Inc, Chick’s Sporting Goods,
Del Mar Analytical, Environ Prod-
ucts, Inc., Filter Recycling Services,
Gregg Drilling and Testing, Kinko's-
Tustin/City of Industry, Printed
Promotional Products, QED Envi-
ronmental Systems, SignResource
L.AA.,, T & D Sdles, U.S. Filter/
Westates, Veeder-Root, and Wayne
Perry, Inc.

To find out about how you can
help in the next tournament, Nov. 7,
2003, visit the SCPICA website at
WWW.Scpicharity.org. K
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NEWS NOTES

ELA Foundation announces schol-
arships for women with disabilities
The Ethel Louise Armstrong Foun-

dation, Inc. (ELA) is pleased to
announce that the 2003 ELA Scholar-
ship applicationisnow availableinthe
scholarship section of the ELA web
site at www.ela.org.

The ELA Scholarship provides
financial assistance to women with
physical disabilitieswho areenrolledin
acollege or university graduate
program in the United States. ELA
Scholarship awards are based on merit
and are given on an objective and
nondiscriminatory basis. Scholarships
range from $1,000 to $2,000 per year.
Theapplication deadlineis June 1st,
2003.

Career Fairs for persons with
disabilities to tour US

A multi-state career fair series for
personswith disabilities hasjust been
announced.

The 2003 HireDisability Exposwill
be at thefollowing locations:

Edison, NJ

Long Beach, CA
St. Louis, MO
Dallas, TX
Chicago, IL
Boston, MA
Orlando, FL
Philadel phia, PA
New York, NY
San Francisco, CA

April 11-13
June 6-8
June 10
Aug. 6

Aug. 15- 17
Sept. 12-14
Sept. 18 -20
Oct. 14

Oct. 16
Nov. 14 - 16

Businessesinterested in participating
andindividuasinterested in attending
should send an e-mail requesting info
tojklare@equalitystaffing.com.

National Parks offer free admission,
reduced feesto visitors with disabili-
ties and thier families.

The National Park’ Golden Access
programs allowstravel erswith disabili-
ties get free lifetime admission and re-
duced rates on fees and services to al
U.S. national parks and forests.
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The Golden Access Passport is avail-
able at al national park sites. This pass
permits you and a carload of traveling
companions free access to al national
parks, as well as a 50 percent discount
on camping, boating, and other facilities.
Visit the National Park Service website
at www.nps.gov for more details.

NSDA sports festival to be held in
New London, CT

The NDSA National Sports Festival
will once again bring hundreds of
athleteswith disabilitiesfrom across
the United States to Connecticut
College, New London, CT, to compete
in national championshipsand open
competitions, June 22 — 29, 2003.

The nation’s biggest event for
athleteswith physical disabilities, the
NDSA National Sports Festival offers

For more details, go to www.oif.org

excitement and challengeto al partici-
pants and draws recognition and
involvement from several countries.

Eventsfocus on showcasing talent,
aswell asproviding opportunity for
competition against othersof similar
ability. There are anumber of “open
competition” events.

The National Disability Sports
Alliance and the NDSA National
Sports Festival provide athl etic oppor-
tunitiesfor athleteswith physical
disabilities, just asthe Special Olym-
pics movement providessimilar
opportunitiesfor peoplewith mental
retardation.

Admission tothe National Sports
Festival isfreefor the public.

For moreinformation, please call
(860) 267-6757 or visit their website at
www.national sportsfestival.org.

.. one step at a time
Woody Binnicker raced more than 360 miles in triathalon and marathon
competition to raise funds and awareness in honor of his 5-year-old son, Cullen.
His “Tri For OI" raised $19,866 in pledges and direct contributions to the Ol
Foundation. Woody sent e-mail and internet appeals seeking sponsors for each
mile, and competed in 14 races throughout the Southeast in the ‘02 season.

Raising support and awareness.

He’s determined to “beat his personal best”
and awareness raised for the Foundation, and is now seeking pledges, sponsors,
and athletes to join him in his Tri For Ol during the 2003 racing season.

To see the results of the 2002 Tri For Ol, visit the news and events page on the
website. To get involved in ‘03, write jweiner@oif.org.

both in competition and in support
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For more details, go to www.oif.org

Red Cross publishes emergency
preparedness information for
persons with disabilities

The American Red Cross has
published aguidebook on Disaster
Preparedness for People with Disabili-
tiesthat isavailable on their website,
www.redcross.org. Go to Disaster
Services/Be Prepared/Special Needs
& Concerns.

New organization takes the search
out of searching for airbag support
If you' re having difficulty weeding
through the red tape necessary to have
an on/off switch intalled on your car’'s

airbags, Sensible Solutions can help.
Since they also manufacture the
switches, they have an extensive list of
authorized installation | ocations nation-
wide, aswell. Visit their website at
www.airbagonoff.com for more
information. For those without internet
access, call (877) 773-7908.

Ol Foundation seeking volunteers
to host teen chat rooms on website

The Foundation is seeking two or
more volunteersto take turns “ hosting”
the teen chat room on Thursday
evenings, from 7-9 p.m.

TheHosts' primary responsibility
will be to ensure the safety of the
teens using the chat room by banning
predatory visitors and enforcing basic
language and behavior standards.

Theideal host would be out-going
and college-aged; someone who can
“relate” to and mentor teens, while
accepting minor administrative and
oversight dutiesand responsibilities.
The host must have a basic under-
standing of Ol through personal or
direct experience, be familiar with the
Foundation'’s resources and programs,
and have a moderate level of computer
literacy.

All hosts must complete amentor
application and pass a basic security
screening. Training isprovided. For
moreinformation, contact Bill Bradner
by writing to webmaster@oif.org.
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Supporting each other, building communities...

Ol Foundation Executive Director Heller An Shapiro (2nd from left) had an
opportunity to meet with the members of the Northern California Support Group
at their winter meeting, held at the home of Shirley and Bo Roberts.

Heller An shared information on current Foundation activities, Ol research
projects, new developments and future directions for the Ol Foundation. Many
people were new to the support group or hadn't attended a meeting in several
years. The reinvigorated group is making plans for future activities.

“It was an exciting meeting!” Heller An reported. “People were very interested in
our new web site and chat rooms, the Growing Up with Ol books, medical research
progress, and our plans for new resources like the book for adults, the exercise
book and the children’s story book.”

Web Spots

Useful or informative sites for the Ol community

National Health Council (Page 6)
www.national heal thcouncil.org

Thefollowing organizations or
services were featured in the pages of

thisnewsletter: National Park Service (Page 10)

Allygator Classic (Page4) WWW.NpS.gov

www.dllygatorclassic.org National Sports Festival (Page 6)

American Red Cross (Page 13) www.national sportsfestival .org

Www.redcross.org Pega Medical (Fassier Rods) (Page 10)

Ethel Louise Armstrong wiw.pegamedical.com

Foundation (Page 12)

Sensible Soluti 13
www.ela.org sible Solutions (Page 13)

www.airbagonoff.com

Family Center on Technology (Page 7)

A Southern California Petroleum Industry
www.fctd.info

Charitable Association (Page 1)
www.scpicharity.org
Direct linksto these organi zations
can be found on www.oif.org.

Miracle Michael Fund (Page 5)
www.miraclemichadl .org
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ARTICLES

US Bone and Joint Decade leaders meet with NIH

As a sponsor of the United States Bone and Joint Decade
(USBJD), the Ol Foundation is pleased to report on recent
activities.

Chairman Stuart Weinstein, MD, and representatives of
15 other USBJD Founding Members leading their organiza-
tions' BJD efforts, met with top leaders of the National
Institutes of Health (NIH) to explore areas of mutua
interest and pledge to work together on specific programs to
foster research and clinical advancesin the care of patients
with muscul oskel etal disorders. Additionally, the USBJD
was invited to participate in the upcoming Surgeon
General’s Report on Osteoporosis and Bone Health.

Chaired by Stephen Katz, M.D., Ph.D., Director, Nationa
Institute of Arthritisand Musculoskeletal and Skin Diseases
(NIAMYS), the meeting drew the directors and staff of other
institutes aswell as Elias A. Zerhouni, MD, Director of the
NIH.

NIH aso invited representatives from Canada to the
meeting; Dr. Cyril Frank, MD, Director, and Héléne Plante,
Assistant Director, | nstitute of Muscul oskel etal Health and
Arthritis, Canada. The Canadian government officially
proclaimed its support for the Bone and Joint Decade in
October, becoming the 43 nation to do so.

From the outset it was clear that all are eager to see the
decade succeed in bringing about greater public awareness
of muscul oskeletal disorders, increased patient education
activity, and benefits to the research community.

Several themes emerged from the discussion, including
theimportance of:

* Establishing and enhancing thelines of communication

between medical groupsinvolved in the care of patients and
with the public;

* Increasing the number of muscul oskeletal researchers
ingeneral and clinician scientistsin particular;

» Developing new opportunities and resources for
muscul oskeletal research; and

» Enhancing theimage of musculoskeletal medicineinthe
eyes of the public, policy makers, and the medical student
population.

In the words of Dr. Weinstein, “ muscul oskel etal disorders
are under-recognized, under-appreciated, and under-
resourced.”

When discussion turned to specific issues, the inclusion of
the muscul oskel etal system education into medical school
curricula, increasing the stream of medical studentsin these
specialties, the number of researchers and clinician scien-
tists, and the number of grant applicationsto NIH were the
focus of discussion. Opportunitiesfor new partnerships, and
an image changein the presentation of muscul oskel etal
disorders, were viewed as primary areas of activity for the
Decade to bring about these goals.

Dr. Katz led adiscussion on the importance of developing
new researchers to work on musculoskeletal diseases and
basic science issues. All of the groups have an interest in
thisarea, including basic and clinical research. The group
agreed on the need to try to target earlier stages of educa-
tion (i.e. high school and college) so that more students
value a career in medicine or clinical research.

Dr. Weinstein supported Dr. Katz's comments saying that

Continued on page 11

At this time of year, many students are searching
for the right college to attend or have recently
entered college and are
preparing to take college
exams. The Family Center on
Technology and Disability
provides some information
about assistive technology in
the post secondary education
environment.

Their online newsletter can be found on their
website at http://www.fctd.info. The current issue
includes an article on Assistive Technology Planning
for Post secondary Education from the Simon
Technology Center of the Parent Advocacy Coalition
for Educational Rights (PACER), a Family Center
Partner.

FCTD compiles resources for accessible education

Look for more information in
the “Colleges and Careers”
webcast and supporting docu-
ments, found on the fact sheet
page of our web site.

It also includes resources that will aid in the
search for more information on post secondary
education, accommodations,
and assistive technology needs
for students with disabilities.
Although this is not an exhaus-
tive list, the articles and re-
sources will be of use to stu-
dents and their families, educa-
tors and professionals in their
search for more accessible higher education.

If you don’t have access to the internet, request
a copy of the information by mail by writing to the
Family Center on Technology and Disability
(FCTD), 1825 Connecticut Ave. NW Suite 700S,
Washington, DC, 20008 or by email at
fctd@aed.org. [EXi
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Children at Christmas

Jim & MarthaMiller
Christmas

Mr. & Mrs. Norman Wilcox
Marie Aquaro

Mrs. Kathleen DePasquale
Donad & Ruth Barringer

W.C. & Evelyn Barringer

Mr. & Mrs. Gordon Douglass
Allison Cannington

Dr. & Mrs. John Eckstein
Eilene Copenhagen

Fran & Leslie Gross
Kimberly Delisle

Richard Pascucci & Paula Lojko
Brian Dyar

Swanson Group,LTD
Jacob Everett

Max & Doris Everett
lvy Geisman

Mrs. GemmaGeisman

Sydney Grace Bennett
Terry & Pamela Wilson
Garrett C. Berry
Peter & Janet Droste
Christine W. Betzinger
Milwaukee Gear Company
AlmaBischof
Richard & Doris Roth & Family
Pauline Biscontine
Ms. Natalie Armetta
Mr. William Biscontine
Stephen & Peggy Biscontine
Ms. Kelly Dondanville
Frank & TeresaMartin
Richard & Patricia Murga
Ms. Patricia Van Blair
Ms. BarbaraWolf
Meg Caufield
Ms. Dawn Edmiston
Irene Cormier
Jean-Paul & Mary Richard
Ron & Rose Robichaud
Gladys Crowl
Don & ClaraBell Hileman
Mary P. Dillon
Mr. Donad Dillon
Mr. & Mrs. Donald Lott
Ms. Mary Ellen McCollom
Peter J. Dohm
Ms. Dorothy Angell
Joe & Martha Antolini
Mrs. Connie Armentrout
Jim & Kathy Arnet
Ms. Dory Beckham
Mr. John Behlmann
Behlmann Properties
Ms. Margaret Benjamin
Ms. JoAnn Berkenbush
Jon & Jan Besancenez
John & Ethel Beyer
Ms. Tressie Borron
Ms. BarbaraBreen
William & Antoinette Carson
Jeff & Sally Comparato
Donad & Judy Connor
Terry & Kimberly Cooper
Ms. Helen Cordani
Ms. Pat E. Dahm

I/n Honor Of...

Miss Elizabeth Geller
Ms. Nancy Czerkies
Mr. & Mrs, Bernard Greenbaum
Mrs. Addie Boyar
Michael & Susan Boyar
Ms. Bonnie Grzeskowiak
Brian & Tammy Lindstrand
Tracy Johnson
Kelly Caraballo
Mike, Bonnie & Emma Johnston & Family
Michael & Patricia Cadenhead
Dan & Suzanne Johnston
David & Kathy Teufert
Roy & Virginia Johnston
Dan & Suzanne Johnston
John Jones
Andrea Wisniewski
Rosemarie Kasper
Mrs. Gloria Lieberstein
Mr. & Mrs. Arthur Tuttle

Haley Lapkin

Richard & FriedaKlein
Michael Loguercio

Ms. Leslie Sikora
Kevin McGarry

Terance & Doris Thayer
Bridget Moore

Kenneth & Joyce Yale
Dan Newmark

Mrs. Laurel Newmark
Edward Petzer

James & Kathleen Kendall
Mr. & Mrs. Frank Posselius

Ms. Margaret Eitel
Florence & Joseph Rauch

Mr. Nea Rauch
Matt Reale

Larry & BarbaraEmdur

Ms. Harriett Ringold
Jonathan Reed

Lima Radio Hospital, Inc.

In Memory Of ...

Mr. & Mrs. Norbert Duello
Robert & Dorothy Ebert
Gary & Patricia Eisenhart
Lawrence & Bertille Emming
FH Cable TV

Mr. Dan Fowler

Ms. Monica Frank

Milton & Eleanor Freiert
Dick & GemmaGeisman
Herbert & Josephine Gettemeier
Steve & Peg Gettemeier
Charles & Heidi Glauser
John & Theresa Gray

Mike& AmandaHammel
Bert & Margie Heppermann
Ms. Ellen Hoelscher McLain
Bill & Rose Hoette

Bill & Mary Howle

Pete & Karon Huggler

Mrs. Rosalind James

Ms. Rosemarie K asper

Mr. & Mrs. JamesKeller

Mr. George Keller

Mr. & Mrs. Christopher Kelly
Ms. JamieKendall & Mr. Tim Dombro
David & Tana Kettner

Dr. & Mrs. Larry Kipperman
Bob & Catherine Klostermeier
Dick & Carol Kohnen

Paul & ThelmaKohnen

Mark & BarbaraKorte
Kenneth & Lou Ann Lane
Dr. & Mrs. Robert Leavene
Ms. Beverly Lefever

Donad & June Legrand

Jeff & Gwen Lehmkuhler

Mr. GeneMaus & Family

Ms. Peggy McAvaddy

Art & Dianne Mees

Brian & Connie Menz

John & Pat Mosier

Mrs. Satish Nair & Office Friends
David & Alice Neville
Charles & lola Newton

Dan & Kathy O'Keefe & Diane & Tony
Harry & Sharon Pendergraft
Evelyn Pontius

Mr. & Mrs. Dale Poslosky

Mrs. Bernice Prost

Ms. Sondra K. Rippeto

Mrs. NeldaRoehm

Ms. Helen Sage

Mrs. Loretta Schill

Elmo & Mary Schneider

Glenn & Sue Schuman

Lance & Christine Sermersheim

Mr. Barry Siegel

William & Joan Smith

Terry & Pat Stoehner

Ronald & Judy Tincher

Ms. Darlene Tracy

Don & Joan Vogt

Ms. J. Susan Wampler

Gary & Rumi Westergren

Mrs. Annette Wolf

Kerry & Susan Wright
Arnold Edelstone

Dr. & Mrs. Arthur Schneider
Kendall Winton Everson, Sr.

Ms. Odette Anderson

Mrs. Katherine Daugherty

Robert & LaDorna Eichenberg

George & Betty Glauser

Ms. Sharee Vistaunet
Mike Geisman

James & Mary Gelsman

Ms. lvy Geisman

Mr. & Mrs. Wallace Howarter

Chuck & Christine Murphy
Jerome Gersman

Ms. Rhoda Greif
Wilhelmina Giessel

Gerald & Dixie Hertel

Richard Grelle

Mrs. Charlene Maus
John C. Harris

Ms. Audrey Harris

Mr. & Mrs. Wilbur Harris
Hubert Jensen

Wendell & Joann Helland
BarbaraA. Kane

Ms. Mary Delisle

Ms. Irida Ferullo

Mr. & Mrs. John Pascucci
AlmaKasper

Matthew & Cheryl Anderson

Mr. & Mrs. Vincent Guarinello

HONORARY AND MEMORIAL DONATIONS
OCTOBER 1 TO DECEMBER 31, 2002

Cody Robbins

Tom & WillaHolmes
Nicole Schettler

Clyde & Pat Weisbrod
Liz Schmidt

Brian & Sandra Johnson
Henry & Joyce Schurr

Ms. Lydia Middaugh
Ed Silverman

JamieKendal & Tim Dombro
Shannon Strauch

Ms. Frances Donohue
Miss Alexi Soraya Suri

Ms. Mary Peterson-Suri
Jeannette Filip & TeresaWinn &
McCormick

McCormick and Company, Inc.
Kay Wilcox West

Ms. Eleanor Brown
Al & Miriam Winner

Ms. SylviaLeaf

Charles & Janice Honig

Ms. Dorothy Lapham

Mrs. Judy Picciallo
ViolaKern

Richard & Doris Roth
Mrs. Kochis

Ms. Barbara Taylor
William (Bud) Lewellen

Bill & Marjorie Hackney

Buddy & LoraJoy Box

Mr. & Mrs. Pat Ruth
Richard Newmark

Martin & Sandra Segal
Sally Parker Fassel

Mr. & Mrs. Wilbur Harris
Loretta Petersen

Mrs. Patricia Ashman & Family
MarciaL. Raines

Sherry & Kelly B.

Maurice & UgenaBell

Grandma, Kim, Lisa, Cathy & Mother

Cary & Jennifer Gray
Brenda Rakolta

Mr. & Mrs. Donald Wedding
Peter David Ray

Mr. & Mrs. Joseph Hayes
Jack Roehm

Mrs. NeldaRoehm
Robert J. Russell Jr.

Bob Jones & Bonnie Sisco
JamesE. Sharp

Ms. Cheryl Ann Sharp
Patricia Grace Silvestri

Mrs. Grace Lugea
Kay Travek Smith

Ms. Carolyn Smith
Millie Stoehner

Mrs. Charlene Maus
Lillian Strain

Mr. & Mrs. Robert Strain
William W. Theodore

Mrs. Phyllis Theodore
David Toussaint

Mr. Leo Dean

John & Katherine Treffiletti
Jean Zabinski

Nicholas & Eldred Vurdelja

Contributions to commemorate a birth, birthday, anniversary, wedding, or other occasion offer a generous and thoughtful wa% to honor a friend
or loved one while supporting the OI Foundation. The contribution can be designated to any of the Foundation’s funds-- the

Support and Awareness Fund, the Research Fund, or the Endowment Fund.
Suite 210, Gaithersburg, MD 20878. Gifts may also be made online at www.oif.org or by calling 1-301-947-0083.

ducation,

ifts should be sent to: OI Foundation, 804 W. Diamond Ave.,
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CONTINUED...

INSPIRED Continued from page 5
Foundationin conjunctionwiththe MiracleMichae outing.

Wewerefloored by the responseswereceived.

What started out asaneed to channel energy inaproduc-
tivedirection hasresulted in an annual campaign that coin-
cideswiththeMiracleMichadl event.

The first year we raised $7,500 toward the Ol
Foundation’s research funding program. Thisyear | am
pleased to say it increased to just under $10,000.

Moreimportantly, it continuesto raise awarenessin our
communities, and build friendshipsthat will last lifetimes.

Had | not met the Shultz family at the Miracle Michael
event, we probably never would havethought to dothis.

We cannot thank our friends, family and colleaguesenough
for their generosity, kind wordsand moral support. &K

VIGNETTES NEEDED Continued from page 20

professional's, medical information, and peer support for
medical concerns?

Healthy Lifestyle: How do you maintain optimal
physical health through exercise, diet, or other means?

Planning for Hard Times: Adults with Ol may be more
likely than othersto face amedical crisisthat will influence
their ability to work, carefor family members, and/or
accomplish daily livingtasks.

What steps have you taken to plan for potentially difficult
times? When you have had a fracture, surgery, or other
medical problem, how have you restructured your life and
responsibilities?

Mental Health: How do you deal with social stigmas
surrounding Ol (e.g., disability, short stature, hearing 10ss)?
What mental health issues have you struggled with inter-
nally (e.g., anxiety, fear, depression) and how have you
coped with them?

Tools for Independent Living: How have you maxi-
mized your independence in one or more areas of life (e.g.,
mobility; homemaking; daily living tasks such as grooming,
dressing, cooking, etc.)? How have you chosen which
mobility aids are best for you (e.g., wheelchair, crutches,
walker, etc.)? What resources have you turned to for
maximum independence (e.g., personal aides, assisted living
facilities, paratransit, TTY, etc.)?

Travel: What strategies have you developed for traveling
(e.g., riding on public transportation, taking trainsor air-
planes, getting around in unfamiliar cities, traveling with tour
groups, etc.)?

Home Adaptations. How have you adapted your home
to be as accessible as possible for all members of your
family?

Making Decisions About Parenting and Family:
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Attn: Young Ol Entrepreneurs!

If you are 17 years old or younger, and have
started your own business or have a unique way
of earning your pocket money, we want to hear
from you!

Breakthrough is planning a feature story on
young entrepreneurs in an up-coming issue.

Send a brief description of how you earn your
pocket money to bbradner@oif.org or write to Bill
Bradner at the address on page 2.

If your business venture is chosen to be featured
in the article, we’ll arrange an interview and ap-
propriate releases through your parents.

How have you made decisions about parenting (e.g., having
biological children, adopting children, not having children)?
What sources of information and support did you consult?
How did you/your partner cope with the emotional issues
surrounding these decisions?

Day-to-Day Parenting Issues: How have you dealt
with daily challenges (both practical and emational) related
to being a parent who has Ol (e.g., caring for young
children when you have mobility limitations, decreased
strength, or pain; addressing your child’sand hisor her
peers’ guestions about OlI; caring for a child who also has
Ol; etc.)?

Dating, Sexuality, and Marriage: What difficulties and
successes have you had in meeting potential partners,
casua or long-term dating, marriage? How have you coped
with particular problems that have come up? What advice
or strategies can you offer to others with OI?

Career Planning: How has Ol influenced your career
path? Where did you turn for information, resources, and
assistance in your chosen career? How did you overcome
challenges or barriers?

Finances and I nsurance: How has Ol influenced your
finances, in terms of health and lifeinsurance, retirement
planning, investment strategies, use of government assis-
tance programs, etc? What information and resources were
particularly helpful toyou?

Practical Legal Issues: Have you ever used the legal
system to address di scrimination against you as adisabled
person/person with OI? Where did you turn for information
and assistance? What advice would you offer to others?

Retirement and Aging: How has Ol influenced your
plansfor retirement and beyond, in terms of finances, living
arrangements, career and volunteer pursuits, etc? [l
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CONTINUED...

BOARD MEMBERS RAISE ALMOST $98,000 Continued from page 1

with theoriginal contribution being matched by the com-
pany, and the entire amount being doubled by the Challenge
Fund.

Events

Several Board members held fundraising events that
raised awareness about Ol and brought in thousands of
dollarsin increased revenue to be matched by the Board
Challenge. The annual Bone China Tea, spearheaded by
Board member Susie Wilson and her mother, Jenny Wilson,
raised $5,255 from new donors last year. Board Member
Jamie Kendall and Tracy Johnson chaired the Fine Wines,
Strong Bones silent auction and wine tasting in the Wash-
ington, D.C. area, raising $2,750 in increased donations
from the previous year.

Another fundraising avenue explored by Ms. Kendall with
the help of Barbie and Sid Simmonds was anight at Baja
Fresh, alocal Mexican restaurant, that donated 15% of the
evening's proceeds to the Ol Foundation.

On Octaber 26, 2002, in Indianapolis, IN, Ken Finkel and
hiswife Ann, along with their daughters Jessicaand Sally,
organized thefirst Mini-Golf-A-Thon to support the Ol
Foundation, with outstanding assistance from Sarah and
Terry Grevel. Close to 30 mini-golfers teed off at Ben and
Ari’smini-golf and gaming center in Fishers, IN. The
course time was donated by owner Leonard Gurin, and over
$3,000 was raised.

According to Ken, “It was great to come together and
have fun for such a good cause. We are already looking
forward to next year!”

On November 2, 2002, Robin Johnson and hisfamily
hosted the “ Skeleton Crew” fund-raiser — a pirate-themed
costume party and silent auction that raised $3,000. Over 50
people gathered in the Johnson’s home for an evening that
featured live entertainment, deliciousfood, and information
about OI. Specia thanks go to Jeffrey Eslinger, Paula and

Alyse Furber, Dr. Ivo Kalgjzic and Dr. David Rowe for
helping to make the evening a success.

In Colorado, Paul Burnsis spearheading the on-going
“Steer Around Town” campaign, in which businesses and
organizations can sponsor ceramic steers which will be on
display throughout the city of Denver. Much like the
celebrated “ Cow Parades’ held in Chicago and New York,
these decorated bovines will raise funds for Ol through their
sponsorships and through an auction to be held next winter.
If you have connections to the Denver area and would like
to get involved, please contact Julianne Weiner at
jweiner@oif.org.

Challenged Again in 2003

The challenge has been re-issued for 2003, and once
again the donor will match all new and increased donations
made to the Ol Foundation through the efforts of the
Foundation’s board members, up to $100,000. This generous
support will make adifferencein every life touched by Ol,
and in the ability of the Ol Foundation to continue meeting
the needs of everyone we serve. To offer your assistance
or suggestions to the Board, please contact the Ol Founda-
tion Development Director, Julianne Weiner, at 301-947-
0083 or jweiner@oif.org.

How can you help?

Last year the Board of Directors raised almost $50,000
through the programs and efforts described above. But you
do not need to be on the Board to help support the critically
important work of the Ol Foundation.

If you want to make a difference, the Ol Foundation can
help you with your own local fundraiser. Letter or email
campaigns, silent and live auctions, golf tournaments,
corporate philanthropy and direct support al help change
the future for families affected by OI by providing them
with the answers and the resources they depend on. [l

There have been a number of additions to the OI Clinic Directory!

Visit www.oif.org for information
about clinics and services
available to the Ol Community.

A new directory and services comparison chart will be
published in the Summer issue of Breakthrough.
Updates are posted on our website under the “Medical
Treatments” button as they become available.

Please make a note of this new clinic on your list:

Riley Hospital/Indiana University
BoneDysplasiaClinic
975 W. Walnut St.
Indianapalis, IN 46202
Dr. David D. Weaver, Clinic Director
Clinic Hours: Third Wed. of each month
To make an appoi ntment:

Iris Pettigrew (317) 274-1057
Services. Children and Adults
Treatment Programs: A,B,C,D

BREAKTHROUGH WINTER 2003
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CORNERSTONES
The view from the bottom can be fascinating, too

by Sandy Ho
Ol Foundation Member

| dreamed one night that | was
walking, and everything about me was
‘normal.’ | didn’t go to school in my
wheelchair; | walked to all of my
classes, ran the fastest mile in Phys.
Ed., and was just astall as the rest of
my fellow peers. When | woke up and
told my brother about thisvision, |
began by asking, “want to hear about
this horrendous nightmare | had?’

After | finished hereplied, utterly
confused, “but | thought you always
wished you could walk likeme.” Sol
had for quite awhile, but then |
realized that being aperson with a
disability addsto the confusion of life.
It makes mewho | am, as | challenge
it to gain the most of what | can
through every passing day.

| must confess however, that |
haven't always regarded the concept
of being handicapped with such awe
and bliss. It seemed only yesterday |
came home from my first day of
kindergarten and threw a colossal
tantrum. Through my tears and
screaming my mom learned a
kindergarteners worse nightmare: |
had to sit in the shade during recess. In
the meantime my other squeaky little
friends ran freely about the play-
ground. “1 want legs that work!” |
repeated in my childish innocence, not
understanding why mommy and daddy
couldn’t make that happen. This was
one of the few demands my parents
were and are unable to meet, although
through the years my parents have
shown me how | can surpass chal-
lenges which far outweigh a set of
working limbs.

It was one of the rare times when |
become eager and envious of my
younger sibling as | watched his feet
brush past me. | looked on with an
immenselonging, and felt asthough |
was window shopping. Just peering,
feasting my eyes, but | can’'t buy it, no
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matter how much money | might offer.
Hisfeet roll from the back of his heels
to the tips of histoes, back and forth,
back and forth. Such a simple pattern
that | could never do without the
assistance of awalker, and even then
it would look awkward, | would never
walk like him. So what choicedo |
have? |’ d made up my mind long ago
that having a disability meansto never
alow for it toinundate my life.

“You can't get anywhereif you
dwell on the negative. Go around the
wall and you'll feel good. Climb over
thewall and you'll feel great. Go
throughit and you'll fedl pain,” | quote
from my dad; asaying that has sailed
me through the roughest of seas.

Perhaps not everyone has gone
through the same ordeals. However, at
some point, disability or no, we' veal
guestioned the world and the role we
play. If there's one aspect which we
could all agree upon, it'sthat life can
make absolutely no sense when we
think about the situations we are put
through. Even through the physical
barriers, there are activitiesin lifeall of
us will experience. From the pressures
of school to waking up inthe morning,
the mgjority of the time we — believe
it or not — arein control of our own
steering wheel. In some cases it may
seem as though someone elseis
driving; but in fact we are our own
driver. We may just need to view the
problem through the eyes of someone
else. However, at times when we put
the key into theignition and expect the
roar and rumble, all we get is a sputter
and then a devastating silence.

| remember one such time on asixth
grade field trip to the aquarium. There
was one section of the exhibition with
agigantic glass tube of water that
went vertically; it was as round as the
thickest tree and as tall as a three-
storey house. | remember the long line
that seemed to inch along; finally | got
to the beginning of the stairs. Before |

could blink, my friends were off racing
up the spiraled stair-steps. | looked up
at the teacher who tried to make the
best of the situation by pointing out all
the neat things on the ocean floor. |
paid no attention to what she was
saying and looked up, and | couldn’t
get over how fascinating the view was
from the bottom.

Through anything it'simperative that
one doesn’t give up, even when it
means relying on the last thing on the
list. I've fallen back onto hope to make
what sense | can out of walking. I'll
continue watching my brothers’ feet
with careful scrutiny, mentally photo-
graphing each detail, so the next time
my physical therapist and | go for
walksI’ll be ableto imitateit, and |
will find my ownway of walking with
ease and grace.

My place and your placein the
world will not always make sense.
There will be frustrations, ups and
downs whether we ask for them or
not. The same goes for how some of
us have obvious differences, whether
we want them or not. Yet in the end
we're al humans. Even if you can't
walk, can’t run and can’t do about a
billion other thingslike your younger
brother, think about all that you can do
because they’ [I always outnumber
those that you can't.

Act like sponges; absorb the most
you can even when times do seem like
aweak sputter. The shipwrecksin this
vast ocean are normal. Remember:
how you mend your ship iswhat
makes you yourself. Catch as much
fish asyou can and trust me, you'll
survive. [l

Sandy wrote this essay for her high
school paper, then shared it with the
online community through the Ol
Foundation’s chat room. Regulars in the
chat room encouraged her to share this
with Breakthrough subscribers as an
inspiration to all.
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CORNERSTONES

Father of two pleased to see greater Ol awareness

by Mike McDonald
Ol Foundation Member

My nameis Mike McDonald. | was born in March of
1972 and am 31 yearsold. | wasn’t diagnosed with Ol until
| was about 3 years old.

When | was 18 months old and had just |earned to walk,
my parents thought that | had broken my leg and took meto
the emergency room. When the doctor finally saw me, he
proceeded to tell my parentsthat it was nearly impossible
that | had broken my leg from

not allow me to do certain things, alot of which werein my
best interest. But, the more they disallowed me to do some
things, the more | was likely to sneak and do it on my own,
and | would pay the price. It seemed asif the more | was
restricted and the more people knew about my “bone
disease” the more | had to prove myself. | even at one point
joined the wrestling team and wrestled for quite some time
until | broke my ankle. Needless to say, because of my need
to prove myself, my medical record now comesin volumes
one, two, three and four. |

merely walking. The doctor
told my parents that they
were babying me too much.
Hetold my parentsto walk to
the other side of the room
whilel wasstanding dightly in
front of the doctor with his hands holding mine. | still wasn't
standing on my leg at this point. The doctor instructed my
parents to call my name so that | would walk over to them.
At that time the doctor let go of my hands.

Since my leg was broken and | still didn’t want to apply
any pressure to the broken leg, | grabbed the nearest thing
to me-- the doctor’s private area. With ared face and a
dlightly higher pitched voice, the doctor quickly admitted that
I might indeed have a broken leg and sent me in for x-rays.

Since Ol was still not widely known, | was not diagnosed
at that time. It wasn't until my next broken leg that avery
young doctor whom my mother believed was fresh out of
medical school diaghosed me as having Ol.

While we were waiting to be seen by the doctor, my
mother was sitting in the waiting room and this young doctor
walked by and took alook at me, looked into my eyes and
said, “ Yep, blue sclera, definitely osteogenesisimperfecta.”
My mother was a bit awestruck and chased the young
doctor down, actualy halting the elevator he was on and
asking “What did you say, definitely osteo what?”’

The young doctor said, “ Your son has been diagnosed
with Ol, hasn’t he?’ | was diagnosed shortly thereafter
with Ol Type. It wasn't until then that my father was also
diagnosed with this condition.

I had many more subsequent breaks throughout my young
childhood. | even broke my leg just stepping off acurb.

Every teacher | had through elementary school was
informed of my “bone disease.” And that iswhere it was
born—the phrase | would use repeatedly for the rest of my
life: “bone disease, it means | have brittle bones.” Every
teacher was very quick to point this out to every one of my
classmates. It wasn't long before everyone in my school
had heard of the kid with the “bone disease.”

My parents, my teachers and even my schoolmates did
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‘Knowledge is key, and we’ve come a
long way in educating the public and the
medical community about OI.”

have broken nearly every
bonein my body.

Itisniceto seethat in
the last few years more
and more people have
heard of OI. | have
always dreaded answering that one question whenever |
went to the doctor or the emergency room. The conversa-
tion was almost always the same:

“Do you have any medical conditions?’
“Yes, osteogenesis imperfecta.”
“Huh? What's that?’

I'd either get thisresponse, or the puzzled ook with the
head slightly cocked to one side. Then the term that best
describesit and that has stuck with me since elementary
school always comes back, and | explain: “bone disease, it
means | have brittle bones.”

| am now the father of two boys and | admit that | am
relieved to say that neither have this condition. Although
Typel isdefinitely manageable, I’ m happy that neither of
my sons inherited that one genetic trait (even if they did get
stuck with my nose, instead).

I commend the Ol Foundation for the work they do and
for informing people about Ol. Knowledgeiskey, and
we've come along way in educating the public and the
medical community about Ol.

Just as importantly, now that I've “discovered” the
Foundation'sweb site, | especially look forward to using the
peer-to-peer and chat sections on the website, since | think
itisvery important for people with Ol to be ableto talk to
one another and find ways to help each other cope, espe-
cialy parents.

I know that every time | was in the hospital with some-
thing broken it was especially hard on my parents, who felt
as though some how they were responsible for me being
there. | won't have to go through that with my children, but
I look forward to being able to offer my insight to other
parents. i
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OSTEOGENESIS
IMPERFECTA
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Osteogenesis Imperfecta Foundation, Inc.
804 West Diamond Ave., Ste. 210
Gaithersburg, MD 20878 (USA)

(800) 981-2663 or (301) 947-0083

Fax: (301) 947-0456

www.oif.org

A

FOUNDATION

By Ellen Dollar
Ol Foundation member

The Ol Foundation isdeveloping a
new book for adults with Ol, titled
Taking Charge: Adults Living with
Ol. The book will have approxi-
mately 25 chaptersdivided into two
sections: Managing Your Health
(focusing on medical and health
issues) and Building aLife (focusing
onfamily, socid, daily living, and
emotional issues).

Each chapter will include short
“vignettes,” or real-life stories, from
adultsliving with Ol. Thesevignettes
will enhance the book chapters by
providing different perspectiveson
chapter topics. If you are an adult
with Ol, we hope you will consider
submitting avignette, or even sev-
eral. The Ol Foundation will edit
submissionsfor length, readability,
grammar, and style. Whilewe will
use as many vignettes as possible,

we cannot guarantee that we will
publish every vignette we receive.
Tosubmit avignette:

1. Choose atopic, or several, from
thelist below. Write a short vignette
(approximately 250-500 words) about
how you have dealt with that particu-
lar topicinyour life.

2. Include your name, address,
phone number, and e-mail address
with each vignette you write.

3. If possible, include agood quality
snapshot of yourself to accompany
your vignette. Please note that we
cannot use digital photos, asthey are
generally not high enough resolution
for quality printing. If you submit your
vignette viae-mail, please send a
snapshot separately viaregular mail.

4. If you are sending a photo, please
also send a sighed photo release,
which givesthe Ol Foundation
permission to publish your photo.

Vignettes needed for new book project about adults with Ol

Photo releases can be downloaded
from the “media” section on the Ol
Foundation web site.

5. Send your vignette(s), photo(s),
and photo release to:

Ellen Dollar, Editor

119 Randal Avenue

West Hartford, CT 06110
E-mail: ddollar @snet.net

Vignette Topics:

Medical Concerns Related to
Ol Orthopedics, osteoporosis, OB/
GYN, genetics and reproductive
technol ogies, neurology, dental/oral,
pulmonary, physical therapy/rehabili-
tation. How have you made deci-
sions about treatments or surgeries?
How have you dealt with particul ar
medical concerns or crises? How
have you gone about finding medical

Continued on page 16
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