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Support Group Update
It wasn’t just the warm weather that made Florida the place
to be in January. Both the Central OI Support Group and its
newer counterpart in the Miami area held meetings the last
weekend of the month. Dr. Jay Shapiro was present and
spoke about the Kennedy Krieger Institute and the Linked
Clinical Research Centers for OI patients, the latest
research, and the importance of joining the OI Registry. Our
CEO Tracy Hart spoke about the upcoming OI Conference,
the 40th Anniversary celebration, and the behind the scenes
advocacy work that has such potential to make a difference
in the lives of people with OI. Advocacy and public
awareness are also high on the list of priorities for the Miami
support group which is fortunate to have members involved
in public media.

February was a time for groups in Arizona and New Mexico
to reconnect after the business of the holiday season, with
the big topic being who is going to Conference.

A new group is forming on Long Island with a first meeting planned for April. If you’re in the neighborhood, stop by and
introduce yourself. First meetings are important as they offer the means of defining needs of the members, determining
future meeting topics and frequency of meeting.

Southwest Missouri has a new support group, with information about a first meeting to follow.

Dates, times and other information about scheduled meetings can be found on the OIF online calendar at
http://www.oif.org/site/Calendar?view=MonthGrid.

Seattle Holiday Regional Reception
Brings OI’ers Together
Dr. Peter Byers was guest speaker at the Seattle Holiday Regional Reception in December hosted by Parker and Carol
Folse. Dr. Byers shared his vision of quality care for every person and family living with osteogenesis imperfecta through
the network of Linked Clinical Research Centers.

Karen Braitmayer, one of the leaders of the Seattle-area OI Support Group said, “It was an exciting time to hear about all
the recent advances in OI research from Dr Byers - and to learn about the variations in the condition that are being isolated.
This can lead to better treatment options for all ages and types of OI.”

“I think everyone who attended really enjoyed themselves and had the opportunity to make new friends and share stories.
The Ranier Club was an excellent venue and hopefully we will have the opportunity to do this again next year,” added John
O’Brien, Director of Development.

More than 30 people attended this wonderful event.

OI Support Group leader Curtiss Wilson was selected to participate in
the New Mexico Game & Fish One in a Life Time Hunt on December
19. This was a Handicapped Oryx Hunt; Curtiss successfully shot the
Bull before 7:20 a.m. from 208 yards on the White Sands Missile
Range, Rhodes Canyon Range.
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Paralympics Watch
Tune in from March 12-20th and watch 23
year-old Taylor Lipsett in the Sled Hockey
competition. Taylor competed in the
Paralympics in 2006, assisting his team in
winning a bronze medal. More recently, a gold
medal was won by the team at the 2009 World
Championships in the Czech Republic. For
coverage of the Paralympic Games go to
www.universalsports.com.

A wheelchair user since third grade, Taylor first
began playing street hockey with his brother,
pushing himself around on a skateboard.

Sled hockey, known as sledge hockey outside
of the United States, was invented in 1960 at a
rehabilitation center in Sweden by a group of
men who wished to continue playing hockey
despite their physical disability. It was
introduced as a medal sport in 1994 at the
Lillehammer Games.

Like ice hockey, sled hockey is played with six
players and a goalie. The rinks and goals are
regulation size and the game consists of three
15 minute periods. In sled hockey, players
propel themselves with two three foot-long
sticks while sitting on specially designed sleds
that sit on two hockey skate blades. The sticks
have spikes on the ends which enable players
to maneuver, shoot and pass.

In addition to playing hockey, Taylor is studying
finance at the Cox Business School at
Southern Methodist University. He is married
and lives in Texas.

Wells Fargo Foundation
Awards OI Foundation $1,000
For the outstanding work the OI Foundation is doing in the San Diego,
CA community by responding personally to each and every inquiry
regarding this rare disorder, producing new information resources,
funding research, and facilitating the operation of support groups not
only in the CA area, but across the country, Wells Fargo awarded the
Foundation a contribution of $1,000.

Frank Booth and his 16 year old grand daughter Taylor Carpenter who
has OI, represented the OI Foundation at a reception and grant
presentation ceremony held at the Old Globe Theatre in Balboa Park in
San Diego, CA.

“I really appreciate Frank and his grand daughter representing the OI
Foundation at this wonderful event held by Wells Fargo” said John
Obrien, Director of Development, it’s great to partner with an
organization like Wells Fargo that shares your values and mission of
making a difference”

The OI Foundation would like to thank Lauren Tobiassen, Regional
President for the opportunity to be recognized. We would also like to
thank Kristin Callahan and members of the Scripps Ranch Center
Store for their support and belief in our cause.

From left to right: Kristin Callahan, Manager, Wells Fargo Bank; Frank
Booth, Sr.; Marie Quintana, Assistant Manager, Wells Fargo Bank; and
Taylor Carpenter
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New Healthy Children Website

The American Academy of Pediatrics (APA) has launched a
new website, HealthyChildren.org. It is designed to provide
reliable, up-to-date information on child health and
parenting. The site contains information on a wide range of
topics related to physical, mental, and social health and
well-being for infants, children adolescents and young
adults. 

Hearing Aid Information

People with OI are among the 35 million Americans who
have some degree of hearing loss. Two new resources are
available to help people become informed consumers. In
recent years, as hearing aids have become more
sophisticated and more expensive selecting the right one
has become more and more complex. The US Food and
Drug Administration’s publication “A New Online Guide to
Hearing Aids” describes the different types and styles of
hearing aids, answers frequently asked questions, and
includes a check list of steps to take before purchasing. The
guide can be found at http://www.fda.gov/ForConsumers/
ConsumerUpdates/ucm185723.htm.

The Hearing Loss Association of America another source or
reliable information has added a “Checklist for Consumers,”
to their library of information about hearing aids. It is an
organized list of questions consumers should ask about
hearing testing, selecting aids, and consumer protections.
The checklist can be found on-line at www.hearingloss.org
under the “Learn” tab. 

Travel 

Today all travelers, especially those who need to travel by
air, face many challenges. The Transportation Security
Administration website (www.tsa.gov) contains an excellent
section for Travelers with Disabilities and Medical
Conditions. It covers what to expect at airport screening
stations, as well as how to pack medications you need to
take in your carry-on luggage.

People who must take oxygen along with them when they
travel face some additional challenges. Since 2004 the
Federal Aviation Administration rules allow people with
chronic lung disease to bring a portable -+oxygen
concentrator on flights. But airline policies and procedures
vary. Before booking your trip, it is a good idea to contact
your airline’s medical desk and check on their specific
requirements. The TSA website mentioned above also
contains detailed information about traveling with oxygen.
Another organization, the National Home Oxygen Patients
Association (www.homeoxygen.org) is another reputable
resource.

Education Scholarship Available to Students
with OI

An education scholarship is being offered by the Patient
Advocate Foundation (PAF), an organization that provides
mediation and arbitration services to people with chronic,
debilitating and life-threatening illnesses. The scholarship is
open to students under the age of 25 living with any chronic
disorder including OI. The award amount is $3,000 which
would be paid directly to the college, university or
vocational-technical school for the purpose of defraying
tuition and other fee costs. Books are not included. The
deadline to return a complete application packet is April 12,
2010. The application is available at
www.patientadvocate.org under the program section.

Paralympics

The 2010 Winter Paralympics, officially known as the X
Paralympic Winter Games, will be held in Vancouver and
Whistler, British Columbia, Canada between March 12 to
March 21, 2010. Five sports will be on the program: Alpine
Skiing, Nordic Skiing, Cross-Country Skiing, Wheelchair
Curling, and Sledge Hockey. Information about these sports
and the US Paralympic Team is posted on the United
States Team website, www.usparalympics.org.

From the Information Center

Health & Wellness
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OI and Your Heart

What is “Heart Disease”?
Although recent statistics indicate a
decrease in the incidence of coronary
heart disease in the United States,
heart disease remains the leading
cause of death for men and women in
the United States. It includes
conditions affecting the structure of
the heart and/or its ability to function.
These include coronary artery
disease, abnormal rhythms, heart
valve disease, and congestive heart
failure.

Is heart disease a part of
having OI?
It is not known if people who have OI
develop heart disease more often then
people who do not. Having OI could
increase a person’s chance of
developing heart disease for several
reasons. The underlying problem that
causes most types of OI is a defect in
Type 1 collagen. Besides being an
important part of bones, this type of
collagen is also found in many parts of
the body including the lungs, tendons,
and heart valves. It also provides
strength and elasticity to the blood
vessels. Weakness in these important
connective tissues can lead to
different kinds of heart and respiratory
problems. Many people who have OI
develop breathing problems related to
having low oxygen levels in their blood

and weak lungs. Respiratory problems
also put stress on the heart. It has
been suggested that people with the
more severe forms of OI might
experience more heart disease, but
this has not been thoroughly studied.
It has also been suggested that as
more people with OI live longer, more
cases of heart disease will be seen.
Whether heart diseases experience by
people with OI are simply related to
aging and life-style or if weak heart
valve tissue is the cause also needs to
be studied.

What is the most common
heart problem faced by
people with OI?
Heart valve problems including mitral
valve prolapse and aortic root dilation
are reported most often in the medical
literature. Heart valves and blood
vessels contain collagen and can be
affected by connective tissue
disorders. 

What is mitral valve
prolapse?
The mitral valve controls blood flow on
the left side of the heart.The valve
opens and closes with each
heartbeat. It works like a one-way
gate, letting blood flow from the upper
heart chamber to the lower chamber.
When you have mitral valve prolapse
(MVP), the valve closes after blood
flows through, but bulges backward a
little. It looks like a tiny balloon as it
bulges. Over time this bulge can
stretch and weaken the valve so it no
longer closes completely. MVP can
lead to irregular heart rhythm,
dizziness and infection.

What is aortic root dilation?
Blood from the left side of the heart
goes out to the body through the
aortic valve and into the aorta, the
main blood vessel leaving the heart.
The section of the aorta that is
connected to the heart is called the
aortic root. If it becomes enlarged or
dilated, it pulls the aortic valve out of

shape, causing it to leak. This
weakens the heart’s ability to beat.

Are people who have OI more
at risk for a heart attack than
other people?
People with OI have the same life-
style risks for a heart attack as
everyone else. These include
smoking, high blood pressure, high
blood cholesterol, obesity, diabetes,
emotional stress and physical
inactivity. OI can add to these risks
because of the stress of living with a
life long health problem, and because
maintaining a healthy weight and
being physically active can be difficult
when trying to avoid fractures or there
is limited access to recreation
facilities. 

Can people who have OI have
heart surgery?
Yes. A number of articles, usually case
studies (a report about one doctor’s
experience with one or two patients)
have been published about heart
surgery for people who have OI. In
articles about heart valve replacement
the most frequent problems
mentioned are excessive bleeding,
and getting a good fit from a
replacement valve. Being in good
health before the surgery and having
a surgeon who is experienced with the
procedure and who understands OI
are other important factors.

Can CPR be done on people
who have OI?
Yes. The first issue is to save a life.
Children with OI require less force to
achieve the proper compression
depth. When treating adults with OI,
age determines the ratio of chest
compressions to breaths. Size
determines the force needed to
achieve proper compression depth
and as in children less force may be
needed. Rib fractures do not always
occur. 

Q&A

continued on page 24
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Should all children and
adults who have OI be
screened by a cardiologist?
As far as we know, there is no need
for most children to see a cardiologist.
Studies from the past indicated that
children have about the same
incidence of mitral valve prolapse as
children in the general population.
Young adults should be screened for
general heart health and followed up
as necessary. Both children and adults
should be referred to a cardiologist if
their primary care physician has a
concern, hears a “murmer” or if there
is a family history of heart disease.

What can people do to lower
their risks and keep their
hearts healthy?
The guidelines suggested by the
American Heart Association apply to
everyone including children and adults
with OI. These include eating a
healthy diet that is low in fat,
maintaining a healthy weight, being
physically active, keeping cholesterol
levels low, learning to manage stress,
controlling high blood pressure and
not smoking or exposing children to
second hand smoke. Good
communication with your primary care
physician can catch problems when

they are minor so report all troubling
symptoms including increased fatigue
or the sensation of your heart skipping
a beat and be sure to discuss your
family’s heart health history. There is a
lot that is not known about OI and the
heart. The OI Foundation’s Natural
History of OI study includes questions
about heart health and is an important
step in getting reliable information on
this important topic.

This report was prepared by OI Foundation staff
with the assistance of Jay Shapiro, MD, Director
of the Bone Center and the OI Program at the
Kennedy Krieger Institute in Baltimore, MD.

2009 Volunteer Award Recipients continued from page 1

Foundation and its members.  Recipients demonstrate a willingness to put others before themselves as demonstrated by the
late Thelma Clack.

This year’s recipient of the President’s (Volunteer of the Year) Award is Christine Wyman Rossi. The President’s Award is
given to the outstanding volunteer of the past year.  The award is given to an individual who best exemplifies the qualities of
volunteer service to the OI Foundation and the OI community.

Following in the family tradition, Christine has served the OI community in many capacities.  She recently completed six
years serving on the Board of Directors, a position she began before the birth of her son Jack who, like Christine and her
father Dick Wyman, also has OI.  The arrival of Jack, or more specifically the arrival of his first femur fracture, inspired a
desire to raise funds for research to find a cure and treatment for OI. So began an annual walk-n-wheel event in
Massachusetts, now in its 6th year.  As chairperson, Christine is involved in all aspects of what has become a very
successful event. In addition, through her role as a local support group leader, the Massachusetts OI community has
benefited from Christine’s availability in sharing information and support as well as from efforts to coordinate presentations
of OI related issues by experts in the field.  Most recently, Christine’s work on behalf of the OI community were rewarded by
her company, EMC Corporation, with a $10,000 award to the OI Foundation.  Christine lives in Framingham with her
husband John and sons Jack and 2 year old Hugo.

A volunteer from the age of 2 years old, Rebecca Perritt leads by example.  Rebecca is this year’s recipient of the Peter
Dohm Junior Volunteer Award.  The award is given to an outstanding youth volunteer of the past year.  Peter Dohm began
volunteering for the OI Foundation as a young man when his parents helped organize an OI conference.  He continued to
volunteer throughout his lifetime.

A strong advocate for people with disabilities, Rebecca lends her support to local endeavors such as Junior Civitan, Special
Olympics and as a student board member of Parents of Children with Special Needs, Inc.  Rebecca is a strong OI advocate,
and from the age of 5, she has spoken about her disability to teachers at Eastern Kentucky University, encouraging them to
advocate for their students.  She has also addressed Senators and Representatives about healthcare, helping them
understand the needs of those with disabilities.  Rebecca has done fundraising for the OI Foundation as well as participated
in an OI walk-n-wheel event in Kentucky. With a perseverance that moves others, her spirit in participation has encouraged
many youth in the community to join or participate in activities.  Some are amazed to see her going and doing what she
does in a wheelchair.  Rebecca responds, “I’m not handicapped…I just use a wheelchair”.  If someone needs help, Rebecca
is there.

Frank, Christine and Rebecca will receive their awards at the 2010 Biennial National Conference in Portland, Oregon.

continued from page 23
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Ben
Mrs. Ethelda Gilletly

Ed Adcock
Gerald & Dixie Hertel

Nick Anderson
Carver Center’s National Honor Society

Nicholas Atkinson
Ms. Kim Atkinson
Jeff & Jodi Freeman
Ms. Merideth Perrone

Donald & Ruth Barringer
W.C. and Evelyn Barringer
Gordon & Jane Douglass

Dave & Jane Bartram
Jason & Susan Reazor

Miss Molly Bevan
Mrs. Mary Bevan

Rachelle Bose
Gerald & Dixie Hertel

Ryan Bose
Gerald & Dixie Hertel

Tom & Marcia Bose
Gerald & Dixie Hertel

Miss Paisley Boutte
Ms. Jan Spizale

Dillan Breen
Ms. Elizabeth Hannan

Nathaniel Broyles
Ms. Kathleen Broyles

Allison Cannington
John & Diane Eckstein

Mr. & Mrs. Jack Caya, Jerry & Families
Ms. Sylvia Leaf

Lily Ann Clark
Jerry & Katie Clark

Dom & Fran Confetti & Lee Ann Dozier
Anthony & Elizabeth Battaglia

Miss Audrey Cook
Mr. Charles Cook

Nicholas Cook
Mr. Andrew Cook

Steven Cozza
Mr. Eugene Berman

Harry & Jackie Cramer
Mr. & Mrs. Richard Pinney

Sarah Cramer
Mrs. Nona Barnes
Mrs. Jacquelyn Powell

Anna Curry
Ms. Dorothy Baker
Vestavia Hills United Methodist Church

Joel Davis
William & Nancy Arce

Bennett Clayton DeBlieck
Bennett Clayton Foundation

Michael, Mary & Emma Delfosse
Ms. Kay Hastings

Don Dillon
Steven & Stacy Deon

Don Dillon Family
Mr. Carl Bergman

Evan Donnelly
Geoffrey & Cathleen Cantor

Andersson Dyke
Mr. Matthew Clark

Jacob Everett
Amos & Doris Everett

Jacob Maxwell Everett
Robert & Debra Harwell

Miss Jessica Finkel
Gary & Linda Keslik

Connor Folse
Neal Manne & Nancy McGregor

Anna Frederick
Ms. Teresa Frederick

Roz & Ron Glickman (50th Anniversary)
Ms. Rae Blumberg
Ms. Shirley Chasin
Ms. Joi Fried
Ms. Roslyn Kosowsky
Ms. Barbara Sohn

Dave Gorton
Ms. Sylvia Leaf

Merrick Graves
Lara & Suddha Graves & Family
Ms. Susan Norman

Mr. & Mrs. Jason Hawn
Duncan and Ada Sutherland, III

Max Henry
Ms. Karen Henry

Mr. & Mrs. Gerald Hertel
Wayne & Ann Westerman

Christina Hiller
Mrs. Barbara Thompson

Miss Mallie Holman
William & Jane Austin, Jr.
Mrs. Helen Holman
Dr. & Mrs. Walter Holman, Jr.
Ms. Mary Ridgway
Walter & Audrey Serafin

Debra Iachini-Lux
Ms. Diane Redvay

Blair, Ginger & Will Jennings
Mr. & Mrs. F. Hampton McFadden, Jr.

Gabriela Joglar
G-Tech Contractors, Inc.

Emma Johnston
Dave & Joyce Baughman
Herb & Virginia Morgenthaler

Miss Emma Johnston
Ms. Kathy Cross

Mr. & Mrs. Jules Karp & Jodi
Ms. Sylvia Leaf

Ms. Rosemarie Kasper
Mr. & Mrs. Arthur Tuttle

Lexy Keaton
Mr. & Mrs. Gene Field
Ms. Lexy Hancock
David & Suzanne Horlick
Larry & Deborah Keaton
Mr. Wade Keaton

Roan Kelly
Ms. Beverly Suderman

Patrick Kelly & Family
Ms. Beverly Suderman

Jim & Kathee Kendall
Mrs. Peg Dombro

Tim Dombro & Jamie Kendall
Mrs. Peg Dombro

Cooper Knorr
Ms. Gladys Portalatin

Rupert Koyote & Family
Ms. Beverly Suderman

Josh Kutsch
St. Matthew Catholic School

Megan Grace Lavinder
Connect2 Communications, Inc.

Dr. Ted Leaf & Diane Stone
Ms. Sylvia Leaf

Mr. & Mrs. Mark Leaf, Jenna, Tyler & Grand Dog
Ms. Sylvia Leaf

Mr. & Mrs. Bruce Leaf, Kyle & Lewis
Ms. Sylvia Leaf

Miss Maeve Leininger
Mr. Kevin Leininger

Anna M. Lennartson
Sherwood & Britta Lennartson

Julia & Master Michael Loguercio
Robert & Patricia Sikora

Elise Ludwig
Larry & Deena Ludwig

Tom & Denise Mackall
Mr. Gary Schaefer

The Mckean Family
Ron & Rosalind Glickman

Andrew McNutt
Mr. Martin Crotty

Shirley Moody
Ms. Kim Tracey

Joan Mulcahy
Mr. Stephen Phillips
My Awesome Mother
Saurabh Mittal

Christina Nixon
Mrs. Helen Holmes
John & Angelina Korinis

Chris Nolan
Mrs. Kathryn Phillips

Theresa Papich
Dr. Mark Papich

Steven Parker, Jr.
R. Nelson Snider High School

Kendrick Pascoe
Mr. & Mrs. F. Hampton McFadden, Jr.

Lacey Pfalz
Ms. Jeanne Shultis

Colleen Priest
Charles & Debbie Priest, Jr.

Patty & Bill Rash
Ms. Doris Louden

Peter David Ray
Mr. & Mrs. Joseph Hayes

Jonathan Reed
Lima Radio Hospital, Inc.

Kelsey Rozema
Mrs. Karen Muransky
Ms. Harriet Rozema

Sebastian Sacchetti
Marvin & Bette Davidson

Lenny Samuels, Michael, Mimi & Family
Ms. Sylvia Leaf

Miss Jil Scharmen
Ms. Elizabeth VanTilburg

Miss Maddie Schoemann
Richard & Maribeth Ellsworth

Ashley Schwoebel
Ms. Teresa Frederick

Mr. & Mrs. L.J. Sherman & Children
Ms. Sylvia Leaf

Matthew Skolnick
Nancy & Alan Skolnick

Sharon Trahan
Mr. & Mrs. Donald Trahan

Regina Wagner’s Brother
J.C. & Neil Milner

Kay & Ralph West
Norman & Joyce Wilcox

Chuck Winner & Justin & Families
Ms. Sylvia Leaf

Mr. & Mrs. Ethan Winner/Nicole & Family
Ms. Sylvia Leaf

Miss Addie Wisniewski
Tim & Jane Kirk

Christopher Wittreich
Mrs. Mary Leuck

Mary Ellen Wyman
James & Debra Neshe

Matthew Young
Mr. Brian Verhoeven

\Ç [ÉÇÉÜ by
November 1, 2009 –  January 31, 2010

Donations to the OIF were made in Honor of the people whose names are printed in bold. Donors are listed below each honoree.
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Baby Alex
Ms. Benita DiLucido-Saff

Guy Beals
Mr. & Mrs. Howard Beals

Miss Sydney Grace Bennett
Mr. Stephen Wilson

Pastor Lowell Berg
Randall & Deb Warner

Miss Molly Bevan
Mrs. Mary Bevan

Constance Bialek
Ms. Rhoda Greif

Paul Bonaventure
Ms. Karen Erwin

Ashley Nicole Boyles
Chuck & Theresa Henry

Evelyn Bruce Thorpe
Ms. Vicky Fenimore

Henry David Cheng
Mr. Jason Law

Ruth Cunningham
Ms. Jo Ann Berkenbush
Ms. Rosemarie Kasper

Hyae Deavers
Mrs. Elke White

Andrea Christine (Christy) Deel
Ms. Linda Stewart

Mary Ellen DeVee
Ms. Virginia Motl

Jeremy Dickinson
Robert & Rebecca Dickinson

Mary P. Dillon
Robert & Peggy Davey
Ms. Aileen Potter

Havannah Selam Dutton
Ms. Sally Hewett

Miss Havannah Dutton
Ms. Elise Hewett

Irida Ferullo
John & Phyllis Pascucci

Lucille Funk
Anonymous Donor
Arensburg-Pruett Funeral Home
Walter & Margaret Engeman
Mr. & Mrs. John Funk
Richard & Linda Gallion
Charles & Judy Hammond
Mr. Dave Johnson
Paul & Carol Pennington
Ms. Carol Percy
David & Sheila Phillips
Dennis & Loretta Schrick
Gregory & Mary Stephenson
Ms. Janice Zeit

Lisa Gadzinski
Mrs. Nancy Kemper

Aleandro Garcia
Ronald & Jamie Mastrangelo

Erving Garrity
Pat McQuillin

Mike Geisman
James & Mary Geisman

Joyce Hall
Ms. Joyce Hall

John C. Harris
Ms. Julie Flick
Wilbur & Nancy Harris

Walter R. Holman, Sr.
Mrs. Helen Holman
Carl & Mary Anne Martin
Walter & Audrey Serafin

Ronald G. “Pee Wee” Horner, III
Mr. Stephen Hales
Halford & Mona Hales
James & Karen Hart
Mr. Ronaly Hofseth
Ms. Mary Nell Nail
Ms. Sharon Ratcliff
Thomas & Erma Todd
Ms. Gladys Wasson
Mrs. Joan Weiss
Wendell & Frankie Wiggins
Ms. Sherby Woodall

W.M. House
William & Doris Childers

George G. Johnson
Mr. & Mrs. Norm Wrona

Jackson Koal Jones
Jeff & Kelly Povroznik Jones

David J. Knorr
Ms. Lucie Blohm
Ms. Virginia Brockey
Ms. Kathleen Carmody
Ms. Brigitte Mazzaferro
Ms. Michele Miroff
Ms. Nancy Rocker
Ms. Gilma Simeone 

Ruth Kruse
Randall & Deb Warner

Don Maroon
Wyman & Carolyn May 
Adrian & Debra Pena

Margaret McDivitt
Ms. Susan Wilson
Mrs. Jennifer Wilson

Donna (Peanut) McGee
Ms. Annie McGee

Carla Moreira
Mr. David Moreira

Joanne Morris
Ms. Barbara Stannard

Bob Moser, Sr.
Randall & Deb Warner

Roger Moss
Mr. & Mrs. Irving Bross
Mr. Robert Manela

Joseph Aubert
Mr. John Painter

Stephen Jude Perez
Ms. Maria Perez

Miss Elizabeth Jordan Pingel
Ms. Lisa Pingel

Panayiota Psillos
Mrs. Margaret Nixon

Erma L. Puma
Matthew & Marcia Belin
Ms. Sandra Hinderliter
Ms. Teresa Neal
PA CareerLink DuBois Staff
Ms. Joana Rocco

Miss Brenda Rakolta
Mr. & Mrs. George Rakolta
Mr. & Mrs. Donald Wedding

Shirley Reynard
Charles & Heidi Glauser

Merri Patricia Roberson
eInstruction Corp.

Kathleen Schaeffer
Henry & Joyce Rinaldi

Kathleen R. Schaeffer
Ms. Elinor Chamas

Dolores Schultz
Patrick & Ann Gunn
Paul & Rosemary Raczkiewicz

Neeru Sharma
Bruce & Dee Baraw
Mrs. Kirsten Billhardt
Ms. Stephanie Blitz
Ms. Kristin Bujak
Eric & Sara Conn
Ms. Sandra Daw
Ms. Christina Degnore
Ms. Jessica Dimmer
Ms. Kylie Flynn
Ms. Wendy Hale
Ms. Christina Jantzi
Ms. Bridget Karle
Warren & Susan Kendall
Mr. & Mrs. James Kendall
Ms. Sangeeta LaForges
Ms. Mary B. Mulder
Ms. Julie Nedeljkovic
Ms. Mary O’Daniel
Mr. Robert Pantano
Ms. Sharon Sheremet
Monika & Rishi Sud
Ms. Marianne Tappy
Ms. Danielle Veggian
Mr. Jeruld Weiland
Ms. Susan Wilson

Chuck Sheehan
Mr. Matthew Fiscella

Katherine J. Skram
Ms. Carol Barbara Skram

Anne Snee
Ms. Margaret Brennan 
Ms. Patricia Ritsick

Patricia Snee
Ms. Margaret Brennan 

Norma Spinner
Mrs. Elke White

Timothy Richard Stedman
Jeffrey & Sharon Stedman

Evelyn Bruce Tharpe
Ms. Nancy Pennell
Mr. Clark Spurlock

Alex John Thompson
John & Angela Thompson

Anne M. Urbanski
Mr. Ken Urbanski

Owen Mark VanDenBergh
Ms. Andrea VanDenBergh

Roger Warner
Mrs. Helen Szeeley

Debbie Whitten
Wendell & Frankie Wiggins
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Donations to the OIF were made in Memory of the people whose names are printed in bold. Donors are listed below each honoree.
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Breakthrough
The quarterly newsletter of the Osteogenesis Imperfecta Foundation, Inc.

Chief Executive Officer
Tracy Smith Hart

thart@oif.org

Director of Finance and Administration
Tom Costanzo

tcostanzo@oif.org

Information & Program Director
Mary Beth Huber
mhuber@oif.org

Information & Resource Specialist
Marie Maffey

mmaffey@oif.org

Associate Director of Marketing/Communications
Erika Ruebensaal

eruebensaal@oif.org

Development/Events Associate
Jennifer Redding
jredding@oif.org

Administrative Assistant
Jenny Stup

jstup@oif.org

Database Manager
Desiree Swain
dswain@oif.org
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Stuart Tart

start@oif.org
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Gretchen Schock
gshock@oif.org

Newsletter Design/Layout
Marcia Kennedy

General Correspondence: The OI Foundation welcomes submissions of news articles, photos, personal stories, and
information of interest to the OI community for inclusion in Breakthrough.

Osteogenesis Imperfecta Foundation
804 W. Diamond Ave., Suite 210

Gaithersburg, MD 20878
(800) 981-2663   Fax: (301) 947-0456

www.oif.org
bonelink@oif.org

Donations/Contributions: To support the Foundation with a financial contribution, please send your donation to:

Osteogenesis Imperfecta Foundation
P.O. Box 824061

Philadelphia, PA 19182-4061

Financial information and charitable disclosures can be found at www.oif.org/aboutOIF or by calling or writing the Foundation
offices.
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The 1980’s the OI Foundation’s second decade was a time of change. Game Boy and Rubik’s cube were
invented. The most popular video game was PAC-MAN. Mt. St. Helens a volcano near Seattle,
Washington erupted and the Berlin Wall came down. Change was occurring in the world of OI research
as well. The now familiar system of classifying OI by type – Type I, II, III and IV – that had been
developed in the late 1970’s in Australia by Dr. David Sillence gained world-wide acceptance leading to
greater insight about OI’s variability. (A grant from the OIF helped pay for Dr. Sillence’s study.) In
1981, the Michael Geisman Fellowship Fund was established. It continues to be an important and
respected part of the OIF research grant program and a way to encourage young researchers to study
OI. In the early 1980’s the two genes involved in the most common forms of OI were identified giving
researchers and families new tools for recognizing and understanding OI. Over this decade the OI
Foundation was growing, changing and starting important traditions. In 1982, the OIF held its first
national family conference in Little Rock, AR. Two international conferences for medical researchers
were held in this decade with the help of the OIF. Then, in 1987 after years of working out of people’s
homes, a National Office was opened in Tampa, FL. 

Help celebrate 40 years of discoveries about understanding and living well with OI. Come to the OI
Foundation’s 2010 National Conference in Portland, OR. July 8-10.

HHaappppyy  4400tthh  AAnnnniivveerrssaarryy

217100:Layout 1  3/10/2010  8:41 AM  Page 28


