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A Message From 
the President
Dear OI Community,

We’re here when you need us.

That observation was made during a 
chat about how people and families 
with OI interact differently with the 
OI Foundation. If you are a seasoned 
citizen with OI, you might be interested 
in how medical equipment or therapies 
can adapt to your changing health needs. If you are new 
parents of a child with OI, you might want to hear about 
the latest research on OI treatments. As a young adult, 
perhaps you are looking to transition from pediatric to adult 
health care. In 2022, the OI Foundation continued providing 
information and support in all of these areas.

What do you need today?

The OI Foundation continued current programs and initiated 
new programs over the past year. Free virtual information 
sessions were streamed on topics such as living with OI, 
COVID-19 updates and research updates. The OI information 
center answered thousands of questions. The OIF brought 
OI clinic directors from all over the country so that physicians 
could compare experiences with specific case studies to 
better serve the OI community. The OI Foundation partnered 
with other rare bone disease patient advocacy groups in 
an alliance which enables them to bring awareness of OI 
and other skeletal dysplasias to physicians and researchers 
the world over. And the OIF sponsored a virtual national 
conference and the first in-person regional conference 
since the pandemic. Were you able to plug into any of 
these activities?

What will you need tomorrow?

A world café! World café is not a cornucopia of ethnic 
delectables, although that sounds good, too. Rather, it 
was a process of harvesting the collective wisdom of the 
OI community, at both in-person and virtual sessions. The 

The mission of the 
OI Foundation is to 
improve the quality of 
life for those living with 
osteogenesis imperfecta 
through research, 
education, awareness  
and mutual support.
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Medical 
Advisory 
Council
Francis Glorieux, OC, MD, PhD - 
Chairman
• Shriners Hospitals for Children, 

Montreal, Quebec and McGill 
University in Montreal

• Principal Investigator, Brittle Bone 
Disorders Consortium site in 
Montreal, Qc, Canada

• Principal Investigator on the landmark 
1998 study on using bisphosphonates 
to treat children with OI; author of 
the OI Foundation booklet, Guide 
to OI for Pediatricians and Primary 
Care Physicians, and senior editor of 
Pediatric Bone: Biology & Diseases

Michael Bober, MD, PhD
• Nemours Alfred I. duPont Hospital for 

Children in Wilmington, DE
• Pediatrician, geneticist and Director 

of the Skeletal Dysplasia Program 
at the Alfred I. duPont Hospital for 
Children.

• Professor of Pediatrics at Thomas 
Jefferson University’s Stanley Kimmel 
Medical College.

Peter Byers, MD
• University of Washington School 

of Medicine, and University of 
Washington School of Dentistry, 
Seattle, WA

• Genetic Medicine Clinic, University of 
Washington Medical Center, Seattle, 
WA

• Recipient of March of Dimes/Colonel 
Harland Sanders Award for lifetime 
achievement in the field of genetic 
sciences

Hollis Chaney, MD
• The George Washington University 

School of Medicine and Health 
Sciences, Washington, DC

• Children’s National Health System, 
Washington, DC, as Vice Chair of the 
Division of Pulmonary Medicine

Paul Esposito, MD
• Clinical Service Chief, Pediatric 

Orthopedic Surgery Surgeon, 
Children’s Hospital and Medical 
Center, Omaha, NE

• Professor of Orthopaedic Surgery and 
Pediatrics, University of NE Medical 
Center, Omaha, NE

• Co-Director for The OI Clinic at 
Children’s Hospital and Medical 
Center in Omaha

ideas gathered in 2022 became seeds for OIF programming 
in 2023 and beyond. For example, look ahead for more 
research on psychosocial needs related to mental health and 
pain in people with OI. The collection of long term health 
data will also continue in the Longitudinal Study with the 
goal of improving the health and quality of life of people 
with OI. 

The OIF is executing on a Patient Centered Outcomes 
Reporting Institute (PCORI) funding award addressing care 
for adults with OI. The goal is for the OI community to be 
able to compare strategies for delivering high quality care in 
the context of a complex disorder.

Are you part of an underserved community of people with 
OI? This past year the OI Foundation planted seeds to 
reach out in even more welcoming ways with the goal of 
connecting more people with OI who could benefit from OIF 
information, programming, research and support.

Thank you for being there for the OI Foundation.

The work of the OIF is possible because you, the OI 
community, sponsors, researchers and the staff come 
together to create a better quality of life for people with 
OI. Thank you for 2022. I look forward to what we can do 
together in the year ahead!

Sincerely,

Ted Trahan 
President, Osteogenesis Imperfecta Foundation 
Board of Directors
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MEDICAL ADVISORY 
COUNCIL (continued)
Jeanne Franzone, MD
• Nemours Alfred I. duPont Hospital 

for Children in Wilmington, DE
• Pediatric orthopaedic surgeon at the 

Nemours Alfred. I. duPont Hospital 
for Children

• Co-Director of the Multidisciplinary 
Osteogenesis Imperfecta Program

• Franzone is on the Scientific Advisory 
Board for the OIF’s Preparing Adults 
with Osteogenesis Imperfecta to 
Engage in Research on Access and 
Quality of Care for Their Rare Disease 
PCORI project

Deborah Krakow, MD
• Professor and Chair, Obstetrics and 

Gynecology, UCLA, David Geffen 
School of Medicine, Los Angeles, CA

• American Board of Medical Genetics 
board member

• American College of Obstetrics and 
Gynecology policy committee on 
Genetics

• Principal Investigator, Brittle Bone 
Disorders Consortium site in  
Los Angeles, CA

Richard W. Kruse, DO, MBA
• Professor of Orthopaedic Surgery 

Thomas Jefferson University College 
of Medicine in Philadelphia, PA and 
the Uniformed Services University 
School of Medicine in Bethesda, MD

• Vice Chair Department of 
Orthopedics and Chief of the 
Orthopedic Trauma Service at 
Nemours/Alfred I. duPont Hospital 
for Children in Wilmington, DE

• Co-Director for the multidisciplinary 
OI program at Nemours/Alfred 
I. duPont Hospital for Children in 
Wilmington, DE

• Interests: Osteogenesis Imperfecta, 
bone trauma, sports rehabilitation, 
nutrition and transition from pediatric 
to adult health care.

Brendan Lee, MD, PhD
• Baylor College of Medicine, Houston, TX
• Principal Investigator, Brittle Bone 

Disorders Consortium
• Dr. Lee is an elected member of the 

National Academy of Medicine

Joan Marini, MD, PhD
• Chief, Bone and Extracellular Matrix 

Branch, National Institute of Child 
Health and Human Development 
(NICHD), National Institutes of 
Health, Bethesda, MD

• Director of Translational Research 
Program on OI at NICHD

• Principal Investigator, NICHD 
Pediatric Research Program

• Twice awarded the National Institutes 
of Health Director’s Award for her 
research on OI

2022 Accomplishments 
 
Awareness Week 
Each year during National OI Awareness Week, OI 
community members request state proclamations, host 
events, tell their story, and share social media posts to 
raise OI awareness. This year, during the week of April 30 
– May 7, OIF social media posts reached nearly 100,000 
people, we received 22 official National OI Awareness Week 
proclamations, and 25 OI community members created 
National OI Awareness Week Facebook Fundraisers. In 
addition, many individuals participated in Bone China 
Tea and DoubleGood Popcorn Fundraisers, as well as 
purchased OIF Unbreakable Spirit® apparel to help share 
their awareness.
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MEDICAL ADVISORY 
COUNCIL (continued)
Sandesh C.S. Nagamani, MD
• Associate Professor in the 

Departments of Molecular and 
Human Genetics and Internal 
Medicine at Baylor College of 
Medicine

• Focused on translational research 
that involves evaluating new and 
potential therapies for various genetic 
disorders

• Clinical geneticist – provides clinical 
care for adult patients with a wide 
variety of heritable conditions 
including OI, heritable disorders of 
bone, and other common forms of 
metabolic bone diseases

• Investigator, Brittle Bone Disorders 
Consortium (BBDC)

Cathleen Raggio, MD
• Hospital for Special Surgery, 

New York, NY, Orthopedic Surgeon
• Co-Director of the Kathryn O. and 

Alan C. Greenberg Center for Skeletal 
Dysplasias

• Principal Investigator, Brittle Bone 
Disorders Consortium site in 
New York, NY

Frank Rauch, MD
• Shriners Hospitals for Children, and 

McGill University Faculty of Medicine, 
Montreal, Quebec, Canada

• Director, Biomedical Laboratory, 
Shriners Hospitals for Children, 
Montreal, Quebec

• Principal Investigator, Brittle Bone 
Disorders Consortium site in Montreal 
Qc, Canada

Eric Rush, MD
• Children’s Mercy Hospital and the 

University of Kansas Medical Center 
(KUMC), Kansas City, MO

• Clinical Geneticist at Children’s Mercy 
Hospital and the University of Kansas 
Medical Center

• Associate Professor of Pediatrics at 
the University of Missouri-Kansas City

• Rush is on the Scientific Advisory 
Board for the Rare Bone Diseases 
Alliance and the Global Foundation 
for Peroxisomal Disease and is on the 
Board of Directors for RareKC

Sandy Sandhaus, MD, PhD
• University of Colorado School of 

Medicine, and National Jewish 
Health, Denver, CO

• Clinical Director at the Alpha-1 
Foundation, Denver. CO

• Medical Director and Executive Vice 
President of AlphaNet

• Dr. Sandhaus applies his experience 
with internal medicine, pulmonary 
disease, critical care medicine and 
the biopharmaceutical industry to the 
study of lung disease

Regional Conferences
Since its re-launch in November 2013, the OIF’s Regional 
Conference program has reached more than 1,500 members 
of the OI community, half of whom had never attended 
an OI event before. As a supplement to the biennial OIF 
National Conferences, OIF Regional Conferences are one 
day meetings that provide a more intimate educational 
setting for local community members to learn about OI and 
meet other local community members. In July 2022, the OIF 
hosted a regional conference in Tampa, Florida, chaired by 
Dr. Danielle Gomez Reynolds.

Dr. Reynolds, a pediatric endocrinologist at University 
of Southern Florida (USF) and Principal Investigator in 
the Brittle Bone Disorders Consortium (BBDC), opened 
the meeting along with Gail Bunker and Susie Wilson, OI 
Support Group Co-Leaders to a sold-out audience of over 
100 attendees. Local medical experts presented on many 
interdisciplinary topics, and OIF Medical Advisory Council 
members Dr. Cathleen Raggio, Dr. Laura Tosi, and Dr. Robert 
“Sandy” Sandhaus presented on “Adult Health,” “Engaging 
Your Voice in Research,” and “Pulmonary Health and OI,” 
respectively. In the afternoon, Susie Wilson shared her 
strategies for advocating for yourself in medical settings, 
and then OI community members participated in discussion 
panels on “Adult Life and Independent Living” and “Growing 
up with OI: For Children, Parents, and Young Adults.”

Upcoming OIF Regional Conferences can be found at  
www.oif.org/events.
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Jay Shapiro, MD
• Dr. Shapiro is Consultant to the 

Endocrine and Diabetes Dept. at 
the Walter Reed National Military 
Medical Center, Bethesda, MD

• Endocrinologist experienced in the 
treatment of genetic and metabolic 
bone disorders in children and adults

• Former, Director of the Bone 
and Osteogenesis Imperfecta 
Department, Kennedy Krieger 
Institute, Baltimore, MD. Professor 
in Dept. Physical Medicine and 
Rehabilitation Johns Hopkins School 
of Medicine

• Dr. Shapiro is the Editor-in-Chief of 
the 2014 textbook, Osteogenesis 
Imperfecta: A Translational Approach 
to Brittle Bone Disease (Elsevier 
Publishers).

Peter Smith, MD
• Pediatric Orthopaedic Surgeon at 

Shriners Hospital for Children, Chicago
• Professor, Orthopaedic Surgery, Rush 

University Medical Center
• Director, Osteogenesis Imperfecta 

Clinic, Shriners Hospital for Children, 
Chicago

• Principal Investigator, Brittle Bone 
Disorders Consortium site in Chicago

• Dr. Smith has visited China, India and 
several countries in South American 
to train physicians in surgical 
techniques related to OI

• Co-Editor of the 2015 textbook, 
Transitional Care in Osteogenesis 
Imperfecta: Advances in Biology, 
Technology, and Clinical Practice 
(Shriners Hospitals for Children - 
Chicago, Publishers)

Reid Sutton, MD
• Texas Children’s Hospital Skeletal 

Dysplasia Clinic and Baylor College of 
Medicine Department of Molecular 
and Human Genetics, Houston, TX

• Director of the Medical Genetics 
Residency Program

• Medical Director of the Biochemical 
Genetics Diagnostic Laboratory

• Administrative Director and Principal 
Investigator, Brittle Bone Disorders 
Consortium Rare Disease Clinical 
Research Center, Baylor College 
of Medicine and Texas Children’s 
Hospital, Houston, TX

Laura Tosi, MD
• Orthopedic Surgeon, Division of 

Orthopaedics & Sports Medicine, 
Children’s National Hospital

• Associate Professor of Orthopaedics 
and Pediatrics, George Washington 
University School of Medicine and 
Health Sciences, Washington, DC

MEDICAL ADVISORY 
COUNCIL (continued)
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• Principal Investigator, Children’s 
Research Institute (CRI), Center 
for Genetic Medicine Research 
(CGMR), Children’s National Hospital, 
Washington, DC

• Board of Directors, Osteogenesis 
Imperfecta Foundation

• Chair, Steering Committee, Rare Bone 
Disease Alliance

• Faculty Chair, Rare Bone Disease 
TeleECHO

• Principal Investigator, Brittle Bone 
Disorders Consortium site in 
Washington, DC.

• Board of Directors, US Bone & Joint 
Initiative

• Steering Committee, Own the Bone 
Program, American Orthopaedic 
Association

• Medical and Scientific Advisory 
Committee, American Bone Health

Maegen Wallace, MD
• University of Nebraska Children’s 

Hospital and Medical Center, 
 Omaha, NE.

• Associate Professor of Orthopaedic 
Surgery at the University of Nebraska 
Medical Center.

• Wallace is the director of the 
Osteogenesis Imperfecta clinic at 
Children’s hospital in Omaha and 
serves as a board member for the 
Jansen’s Foundation.

David Vernick, MD
• Harvard Medical School, Boston, MA
• Surgeon in Otolaryngology at 

Massachusetts Eye and Ear Infirmary, 
Beth Israel Deaconess Medical Center, 
Brigham and Women’s Hospital, and 
Children’s Hospital, Boston, MA

Matthew Warman, MD
• Director of Orthopedic Research 

Laboratories, Department of 
Orthopaedic Surgery, Boston 
Children’s Hospital, Boston, MA

• Professor, Departments of 
Orthopaedic Surgery and Genetics, 
Harvard Medical School, Boston, MA

Michael Whyte, MD
• Washington University School of 

Medicine, St. Louis, MO
• Shriners Hospitals for Children, and 

Barnes-Jewish Hospital, St. Louis, MO
• Medical-Scientific Director, Center for 

Metabolic Bone Disease and Molecular 
Research, Shriners Hospitals for 
Children, St. Louis, MO

MEDICAL ADVISORY 
COUNCIL (continued)
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2022
Members
Mark & Joy Abbott
Dennis & Eileen Abruzzi
Sam & Victoria Aburto Hernandez
Ms. Tillie Allen
Paul & Kayla Andrews
Ms. Nancy Andrews
Alan & Sherianne Angel
Dee Roberts Baraw
W.C. and Evelyn Barringer
David & Marita Barth
Ms. Dorothy Bauch-Barker
Don & Chris Baumann
Mr. John Becker, Jr.
Mr. Michael Bellas
Jerry & Patricia Bennett
James & Donna Bernie
Mr. Robert Bernstein
Dr. Joan Berry
Mr. Steven Biagini
Helga Binder, M.D.
Victor & Gilda Bonardi
Ms. Beverly Booth
Mr. Stephen Bordenkecher
Mrs. Linda Boryczka
John & Nancy Braitmayer
Karen Braitmayer & David Erskine
Ms. Valerie Brammer
Mr. Frederick Brooks
Mrs. Faye Bross
Nathaniel & Kim Brost
Lane & Carol Brundieck
Michael & Tracy Bryan
Ms. Lucille A. Buell
Don Carolan &  

Madeline McLaughlin
Ms. Catherine Carter
Ms. Mary Jane Cera
Paul & Elsa Chase
Ms. Kim Chernicki
Chris & Jennifer Chilton
Ms. Christine Cino
Mrs. Maureen Connor

Eugene Washington PCORI 
Engagement Award
Under the direction of OIF Medical Advisory Council member 
Dr. Laura Tosi, the OI Foundation recently completed our 3rd 
Eugene Washington PCORI Engagement Awards, through 
the Patient-Centered Outcomes Research Institute (PCORI), 
Leveraging Virtual Communication to Advance PCOR 
Adoption by the Rare Bone Disease Community. This award 
brought together members of the Rare Bone Disease Alliance 
(RBDA) with stakeholders from the patient and scientific 
communities in a series of focus groups and large group 
meetings to examine barriers to participation in research, 
barriers to access to care, and patient-identified issues that 
need to be reflected in the development of patient-reported 
outcomes. The OI Foundation is currently administering our 
latest award, Preparing Adults with Osteogenesis Imperfecta 
to Engage in Research on Access and Quality of Care for 
Their Rare Disease, which is exploring the problems that 
individuals with OI have as they transition from pediatric to 
adult care. Over the next year, we will be hosting more than 
150 listening sessions with members of the OI Community, 
Clinicians, and other rare disease stakeholders to explore 
challenges a patient may encounter when seeking primary 
and specialty care, the difficulties pediatric OI clinics have 
as they seek to successfully transition their patients to adult 
care, and the barriers that existing adult OI clinics encounter 
as they seek to provide appropriate and high-quality care to 
adult patients.
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Terence & Carmen Connors
Ms. Elyse Constantin
Dr. Charles Cook
Peter and Philomena Coppa
Thomas & Kristy Corkran
Randall & Dianna Cramer
Bill & Michelle Cramer
Cliff & Terri Creek
Ms. Evelyn Culmer
Mrs. Despina Cusulos
Deborah & Dan Dagit
Mr. & Mrs. Peter G. Dagnes
Joe & Janice Daniel
Ms. Angela Daniels
Ken & Melissa Davert
Mrs. Monica Dean
Ms. Angela Dearinger
Brenda & Duane DeBlieck
Ms. Lorraine C. Dellasanta
John & Lori DeRosa
Mr. John Dibble
Ken & Diane Dietterich
Mr. Colin Donnaruma
Mrs. Janice Durden
Earl & Sarah Dyke
Ingrid Junker & Andy Eccleshall
Arthur & Carole Elias
Fran Ely
Larry & Barbara Estrada
Ms. Kimberly Estrada
Mr. & Mrs. Dwaine Evans
Rev. Douglas Faraci
Ms. Dawn Felton
Mr. Kevin Fieldes
Jeff & Michelle Flitcroft
Jeanne Franzone, M.D.
Ms. Rachel Fritz
Carl & Elizabeth Gaglio
Mr. & Mrs. Robert Gaik
Don & Renee Gardner
Ms. Abigail Garfield
Mr. Timothy Gay
Ms. Dorothy Gay
Ms. Ann Marie Geiger

Scientific Meeting
In April, the OI Foundation gathered 70 scientists and 
researchers specializing in OI research and treatment in 
person – with an additional 65 attending virtually – for a 
two-day session to discuss Scientific Advances in OI. This 
meeting is designed for scientists interested in learning more 
about the latest in basic and clinical OI research, and how the 
information could ultimately benefit people living with OI. 
This year’s meeting, chaired by Dr. Deborah Krakow, featured 
sessions on the musculoskeletal system, quality of life, stem 
cell research, cardiopulmonary issues, treatment beyond 
bisphosphonates and a look at what’s new on the horizon.

Virtual Education and  
Mutual Support Sessions
For the past three years, the OI Foundation has hosted 
more than 20 live, virtual sessions connecting OI community 
members with OI experts to discuss COVID-19 related 
topics, research updates, and mutual support opportunities. 
Sessions have included: three Virtual National Conferences; 
Information on COVID-19; Mental Health and Wellness; 
Nutrition and Fitness; Employment Accommodations; 
COVID-19 Vaccine Updates; Brittle Bone Disorders 
Consortium research updates; support groups, virtual holiday 
parties and so much more! The virtual sessions have allowed 
hundreds of new individuals who have not had the ability 
to attend in-person OIF events to participate in the most 
popular informational and social sessions. All OIF virtual 
sessions have been recorded and are available on the OI 
Foundation’s website and YouTube channel with certain key 
educational sessions being available in English, Spanish, 
and French.
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2022 MEMBERS
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Mr. Richard Geisman
Robert & Karen Gietl
Mr. Chris Gitto
Patrick & Bernadette Gleason
Ms. Sherri Goodman
John & Paula Goodrich, III
Ms. Corinne Gottman
Paul & Dina Granger
Ms. Virginia Greene
Ms. Peggy Grigg
Mrs. Charlene Grimo
Mrs. Juanita Gruenloh
Mrs. Charla Gualano
Mr. Stephen Gudek, Sr.
Mrs. Janice Hagan
Mr. James Hall
Mr. Jerry Hall
Ms. Famida Hanif-Weddle
Mr. Steven Hardesty
Jim & Kathy Harmer
Dr. Gerald Harris, Ph.D., P.E.
Ms. Tracy Smith Hart
Mrs. Brooke Hershberger
Ms. Lenore Hill
Mrs. Michelle Hofhine
Ms. Eileen Hogan
Mr. Douglas Holleman
Jason & Emily Holub
Mr. David Howarter
Mr. Paul Hurst
Mrs. Judy Irvin
Mr. Donald Irwin
Ms. Araya Isaacson
Ms. Noreen Islam
Jean Jasinski, Ph.D.
Eamon & Mary Jo Jennings
Dennis & Jean Johnson
Marvin & Eileen Jones
Mr. & Mrs. Mark Jones
Donald & Lynda Kehoe
Kenneth & Karin Keppel
Ms. Tara Keppel
Mrs. Priscilla Kilman
P.J. & Jennifer Kimball

Rare Bone Disease Alliance
The Rare Bone Disease Alliance (RBDA), a program of the OI 
Foundation, brings together a coalition of sixteen rare bone 
disease patient advocacy groups. The RBDA is committed 
to expanding education of rare and ultra-rare disorders and 
expanding research on the natural history, diagnosis, and 
treatment of the diseases. The RBDA unites researchers and 
early-stage investigators through a monthly TeleECHO Clinic 
Series that focuses on helping physicians, nurse practitioners, 
physician assistants and other healthcare professionals safely 
and effectively diagnose and treat rare bone diseases and 
disorders. The RBDA also hosts scientific symposia and 
working group meetings through associations such as the 
American Society for Bone and Mineral Research and the 
American Society of Human Genetics. In 2023, the RBDA will 
host a scientific symposium led by Dr. Eric Orwoll focused 
solely on osteogenesis imperfecta.
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2022 MEMBERS
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Donna King, Ph.D.
Ms. Tina Kingery
Mr. Josh Klein
Mrs. Linda Koenig
Mrs. Judith Kong
Mrs. Gloria Kowbel
Mrs. Sara Kreps
Ms. Elizabeth LaFollette
Ms. Jacqueline Lapidus
Larry & Deborah Lapkin
Tom and Laureen Lash
Dwayne & Dawn LaVoie
Mr. Joseph Lawless
Mr. & Mrs. Alan Lawrence
Brian & Kristin Lenahan
Mrs. Elsie Leon
Mr. David Lewallen
Peter & Cheryl Lewis
Mr. Lawrence Lindvig
Michael & Caren Loguercio
Ms. Elizabeth Lower-Basch
Ms. Mandi Lowery
Mrs. Jennifer Lucas
Fred & Jean Major
Betsy & Bob Manela
Ms. Cristina Martinez
Robert & Sara Mathers
Mrs. Charlene Maus
Mrs. Carolyn May
Mr. Nelson Maylone
Ms. Serena McCoy
Ms. Rita McGrinder
Dick & Margie McLaughlin
Peter & Kathleen McMenamin
Mrs. Marcia McMullen
James & Susan Meade
Mr. Richard T. Mehl
Dr. Ankita Mehta
Mrs. Martha Ann Messinger
Mrs. Barbara Miller
Ms. Christina Mills
Ms. Judith Mischel
Ms. Liliana Molina
Mrs. Donna Molony

Rare Bone Disorder and 
OI TeleECHO Sessions
In 2022, The Rare Bone Disease TeleECHO Clinic Series 
continued to educate medical professionals on a variety of 
rare bone diseases. This virtual education program held 12 
monthly sessions in 2022 for medical professionals interested 
in rare bone diseases beyond just OI. In each session, 
leading experts on diagnosing and treating rare bone 
diseases gave didactic presentations, followed by discussion 
and participant-led case presentations. These sessions, 
which averaged 74 participants each month, provided 
researchers and clinicians a professional development 
opportunity and gave them a forum to discuss challenging 
cases so that they could improve their patient’s outcomes. 
The Rare Bone Disease TeleECHO is led by an eight-member 
multi-disciplinary faculty that includes five members of the 
OIF’s Medical Advisory Council (MAC): including Dr. Laura 
Tosi (Chair), Dr. Frank Rauch, Dr. Eric T. Rush, Dr. Jay Shapiro, 
and Dr. Michael Whyte.  

To view the full agenda and register to attend upcoming 
sessions, visit www.rbdalliance.org/echo.

OI Clinic Outreach
In an ongoing effort to connect with medical professionals 
who are currently treating patients with OI and educate 
them on the resources the OIF provides clinics and their 
patients, the OIF has begun holding a biannual Town Hall 
Meeting for OI Clinic and Bone Health Programs with the 
first two events being held in April 2022 and November 
2022. We were excited to gather medical professionals in 
person and virtually to connect and collaborate on the latest 
in OI treatments and patient care. We have created a new 
quarterly electronic newsletter specifically for this group, 
which includes important announcements about meetings 
and resources.
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OIF Virtual Conference
For the past three years, the OIF has hosted a Virtual 
National Conference to help fill the gap between in-person 
OIF National Conferences. The virtual format has allowed 
hundreds of new individuals who have not had the ability to 
attend an in-person OIF National Conference to participate 
in the most popular informational and social sessions 
complete with closed captioning and live interpretation 
in both French and Spanish. In 2022, we utilized an 
“Ask the Expert” format to allow for a more informal 
dialogue between OI experts and virtual participants. 
Session recordings are available on the OI Foundation’s 
YouTube channel.

OIF National  
Information Center
This past year, OIF staff responded to more than 11,000 
direct inquiries for medically verified information, and an 
average of 6,000 people used the OIF website each month. 
Topics range from medical issues such as genetics, diagnosis, 
and treatments to daily living strategies such as school and 
employment. Educational materials are available in print and 
electronically through the OIF website.

Jeanie Coleman  
Impact Grants
In partnership with the Children’s Brittle Bone Foundation, 
the Jeanie Coleman Impact Grant Program was designed 
and established to provide funding for items that will 
significantly improve the quality of life for a person who has 
OI and limited financial resources. In 2022, the OIF was able 
to fund $136,509 worth of items and services for 18 families. 
The 2022 grants covered a range of items including: mobility 
assistive devices, car seats and ASL class. The next round of 
Impact Grant applications will open in January 2023.

2022 MEMBERS
(continued)

Paula & Tony Moniz
Mrs. Shirley Moody
Mrs. Klenda Moritz
Mr. Richard Morse
Dennis & Michelle Moscardelli
Dennis & Mary Murray
Jonathan & Sharon Mutnick
Allen & Kindra Nagle
Mr. Andrew Nahass
Mrs. Helen Nahrstedt
Mr. Don Naifeh
Joseph & Charlene Nanista
Jason & Laura Nanista
Ms. Yolanda Negron
Raymond & Maureen Noeth
Mr. Joseph Nucci
Ms. Jeanelle Oakes
Mr. Vincent Okine
Ms. Katharine M. O’Meara
Ms. Gretchen Osborne
Mrs. Mary Alice Pacious
Frank & Maureen Palestrini, Jr.
Adrian & Debra Pena
Ms. Dana Pence
Evan & Lori Perry
Mr. Raymond Phillips
Mrs. Judy Picciallo
Dick & Karen Pinney
Henry & Rose Piper
Joseph & Marjorie Polerecky
Mr. Judson Polikoff
Mr. Frederick Pracht
Melinda & Daniel Preston
Tony & Charlotte Preuss
Dennis & Kathi Primus
Mrs. Lynda Pullis
Melanie Rak, M.D.
Mrs. Irene Ratto
David & Sharon Ray
Jared & Kim Reichert
Mr. Brian Reitz
Mrs. Jama Rendell
Mr. & Mrs. Roger Gray Renegar
Miss Gail Ann Rennetty

12 | 2022 ANNUAL REPORT



2022 ANNUAL REPORT | 13

Navigating a New 
Diagnosis: A Toolkit 
for Parents and Medical 
Professionals
This tool kit, sponsored in part 
by a donation from Minnesota 
Neonatal Physicians in memory 
of Michael Johnston – a long 
time OIF volunteer and past 
board member – covers topics 
including diagnosis of OI, types 
of OI, caring for a newborn with 
OI, and information to share 
with your doctor. The Navigating 
a New Diagnosis Toolkit and 
accompanying video resources 
are available online and in print 
in English and Spanish for OI 
community members, medical professionals, OI clinics, and 
bone health programs. 

Social Networking
The OI Foundation manages three official social networking 
sites: the OIF Facebook Page – followed by 14,257 Facebook 
users; the OI Foundation Twitter page (@OIFoundation) – 
followed by 2,786 Twitter users, and the OIF Instagram page 
(@oifoundation) – followed by 1,804 Instagram users. This 
year the OIF YouTube channel highlighted virtual information 
sessions, COVID-19 community calls, and fundraising 
event recordings. A new playlist was created in honor of OI 
Foundation founder, Gemma Geisman, to share stories from 
OI community members. Gemma’s Corner encourages the 
OI community to keep sharing with each other, caring for 
each other, and providing support to one another.

2022 MEMBERS
(continued)

Edward & Roxanne Rios
Conrad & Mary Rivers
Mrs. Mary Ann Roach
Ms. Kathryn Roberson
Jane & Bruce Robert
Guy & Mien Roberts
Ms. Karla Robinson
Mr. & Mrs. Benny Robinson
Ms. Simone Rodriguez
Paul & Judi Rossi
Andrea Ives & Parke Rublee
Archie and Jacinta Ruel
Harvey & Lapaula Sakai
Scott & Susan Sander
Scott & Eleanor Sawyer
Gerald & Sandy Scalzo
Eric & Kathleen Schlingloff
Mrs. Mary Schlink
Ms. Margaret Schroeder
Wayne & Beverly Schultz
Rachelle Grossman &  

Robert Seelenfreund
Mrs. Maxine Selig
Mrs. Mary Ann Sergio
Gurdev & Vimla Sharma
Ms. Cherylanne Sharp
Mr. David Sharp
Mike & Diane Sheehy
Mrs. Jessica Sheridan
Robert & Patricia Sikora
Ms. Nancy Simmers
Mr. Edward Simmons
Mrs. Ila Simpson
Gary & Paula Singer
Ms. Carol Sirkowski
Mr. Eric Skolnick
Pamela S.W. Smith, M.D.
Mr. Allan Smith
Ms. Margaret Smith
Mr. & Mrs. James Smith
Peter Smith, M.D.
Mr. Jerome Snee, Jr.
Dave & Kimberly Sobus
Mr. John Soltesz
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1970 Society Members
Thank you to our members who made a very special gift in 
recognition of the OI Foundation’s founding year! 

Mr. John Becker, Jr.

Anthony & Jennifer Benish

Mrs. Ellen Benish

Ms. Jo Ann Berkenbush

John & Nancy Braitmayer

Lane & Carol Brundieck

Chris & Jennifer Chilton

Dr. Charles Cook

Ms. Angela Daniels

Mr. William Danner

Ms. Kimberly Estrada

Jeanne Franzone, MD

Ms. Sherri Goodman

Ms. Stephanie Greenwood

Mr. Stephen Gudek, Sr.

Ms. Famida Hanif-Weddle

Dr. Gerald Harris, PhD, PE

Ms. Tracy Smith Hart

Mrs. Michelle Hofhine

Mr. Donald Irwin

Mrs. Priscilla Kilman

Sylvia & Corey Leaf

Mrs. Barbara Miller

Ms. Judith Mischel

Ms. Liliana Molina

Jonathan & Sharon Mutnick

Jared & Kim Reichert

Mr. Brian Reitz

Ms. Cherylanne Sharp

Mr. David Sharp

Peter Smith, M.D.

Jack & Carol Sprawls

Ms. Candice Stevens

Ms. Robin Wright

2022 MEMBERS
(continued)

Jack & Carol Sprawls
Ted & Marnie Starkey
Dave & Cindy Steele
Ms. Candice Stevens
Mrs. Donna Straight
Dr. Nancy Sweeney
Mr. Dominick Tamburri
Mrs. Claire (Beth) Tatman
Ms. Rachael Terrin
Mrs. Katherine Thoma
Laura Tosi, M.D.
Mrs. Janet Valdes
Ms. Adriaan Van Kempen
Ms. Wendy Veney
Ms. Nancy Ward
Mrs. Wendy Webb
Mrs. Joan Weiss
Thomas & Susan Weller
Mr. & Mrs. Jim Whalen
Mrs. Delores Wharton
Ms. Deborah Williams
Mrs. Eleanor Wilson
Mrs. Maureen Woolington
Ms. Robin Wright
Richard & Mary Ellen Wyman
Brandon & Angela Yamashita
Ms. Linda Zaccagnini
Ms. Debbie Zarelli
Ms. Lorriane Zelenz
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Fundraising Events 
July 1, 2021 – June 30, 2022

As a small organization for a rare disorder, the OI Foundation relies on volunteer events held 
around the country to help raise awareness and funds to support the OI Foundation’s mission 
to improve the lives of people living with osteogenesis imperfecta. Thank you to all the hosts 
and attendees!

$100,000 and greater
OI Golf Classic

$50,000 to $99,999
Facebook Fundraisers
Fine Wines Reception Naples
Strong Bones Gala Boston
Strong Bones Gala Houston

$25,000 to $49,999
Riley’s Gathering Place Golf
Virtual Fine Wines Strong Bones DC

$10,000 to $24,999
Bone China Tea

$5,000 to $9,999
Amazon Smile
Miracle Michael Golf
Power Up
Unbreakable Spirit® Golf Tournament, PA

$2,500 to $4,999
Blue Jeans for Better Bones
Double Good Popcorn
OI Carnival

$1,000 to $2,499
Alle Shea Project Events
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Sources of Revenue 
FY 2022

Distribution of Expenses 
FY 2022

 Program Services 
 (Including Research)

 Administration  
 & General 

 Fundraising 

30%

20%

50%

11%10%

79%

 Individuals  
 & Events

 Corporations 
 & Foundations

 Other (Including 
 Government Grants 
 and Conferences)

REVENUES FY2022
CONTRIBUTIONS 
AND GRANTS  1,231,528

EVENT REVENUE  455,934

INVESTMENT INCOME  234,314

DIRECT MAIL REVENUE  283,218

CONFERENCE REVENUE – 

PRODUCT SALES, 
LESS COST OF  
GOODS SOLD  672

IN-KIND CONTRIBUTIONS  29,511

TOTAL SUPPORT 
AND REVENUE     $2,235,177

DISTRIBUTION FY2022
PROGRAM SERVICES (including ReseaRch) 
 PERCENTAGE  79% 
 AMOUNT     $1,905,880 
 
FUNDRAISING  
 PERCENTAGE   10% 
 AMOUNT     244,765

ADMINISTRATION 
& GENERAL 
 PERCENTAGE 11% 
 AMOUNT   262,270

TOTAL EXPENSES 
PERCENTAGE 100%  
AMOUNT  $2,412,915
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(continued)
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Lifetime 
Members
Mr. Arturo Acosta

Joe and Martha Antolini

Ms. Ann Armstrong

Asset Allocation &  
Management Co.

Robert & Donna Ayers

Roger & Gayle Bache

Melvyn & Elena Baez, Ph.D.

James and Gina Baxter

Armand & Lisa Benassi

Ms. Jo Ann Berkenbush

Ms. Marcia Bernstein

Mrs. Diane Bessler-Hackett

Michael & Susan Boyar

John & Nancy Braitmayer

Mrs. Jean Brendel

Fred & Harriett Bridges

Dr. & Mrs. William Brock

Charles & Paula Brunell

Andy & Ronda Bryson

Mr. Dominick Bucci

Mr. & Mrs. Kenneth Buck

George & Gail Bunker

Peter Byers, M.D.

C’Jack Realty Associates

Tom & Patricia Camp

Mrs. Diane Camp

Mr. David Cannington

Mrs. Kathleen Caruso

Jeanne Charnas, M.D.

John Cheronis & Shirley Browner

Don & Linda Chinn

Mr. Walter Ciejek

Ed & Aileen Clarke

Ms. Judith Clarke

Mr. James Clinansmith

Robbin & Shannon Cohen

George & Pat Collett

Mr. & Mrs. Les Cook
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Honor Roll of Contributors 
July 1, 2021 to June 30, 2022

The OI Foundation gratefully acknowledges the generous individuals, 
foundations and corporations whose support helps us respond to 
thousands of inquiries each year, produce new information resources, 
fund research, organize National and Regional Conferences and 
facilitate the operation of support groups across the country. This list 
represents donations made from July 1, 2021 to June 30, 2022. We 
regret any error or omission and ask that corrections be brought to 
our attention.

$100,000 or Greater 
Baylor College of Medicine
Children’s Brittle Bone Foundation
Parker & Carol Folse III
Patient Centered Outcomes Research 

Institute
Randolph D. Rouse Foundation, Inc
 

$50,000 to $99,999 
Henry & Gilda Buchbinder
Degna Spoldi Private Family 

Foundation
Silicon Valley Community Foundation
Ultragenyx Pharmaceutical Inc.
 

$25,000 to $49,999 
BioMarin Pharmceutical, Inc
Estate of Allen K. Mangira
Tech Needs, LLC
 

$10,000 to $24,999 
Alexion Pharmaceuticals, Inc.
Bennett Clayton Foundation
George & Pat Collett
Mr. Steven DeWitt
Shriners Hospital for Children, Canada
J. Eric & Laura Gould
Kenneth & Teresa Gudek Sr,
Thomas & Ellen Hooper
Inozyme Pharma, Inc
Kennedy Krieger Institute
Mereo Biopharma Group
Thomas & Carole Miller
Mr. Mike Clark & Sarah Morian
John & Carolyn Tipton
 

$5,000 to $9,999 
Roger & Gayle Bache
Karen Braitmayer & David Erskine
Timothy & Elizabeth Curtin
Mrs. Jody Dyke
Estate of Timothy Turner
Larry & Pat Hufford
Hutter Construction Corporation
IPSEN

Jack & Judith Johnson
The Karina Foundation
Klausmair Construction LLC
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Matthew & Christina Mueller
Ms. Barbara Mullen-Neem
Mrs. Bonnie Mullin 
Gene & Beth Mulroy 
Jonathan & Sharon Mutnick
Mr. Don Naifeh 
Joseph & Charlene Nanista
Mrs. Elaina Naples 
Todd & Catherine Nash
Mr. William Newbauer
Ms. Julia Nguyen
Mr. Michael Noble 
Raymond & Maureen Noeth
Ms. Suzanne Noyes
Mr. Joseph Nucci
Ms. Susan Ohrenberger 
Alvin & Roseanne Okonski
Ms. Amanda Olender
Mr. Jonathan Oliva
Ms. Nancy Olson
Mrs. Shelley Olson
Mr. Dennis Olson & Ms. Nita 

Johnson
Mr. John Onder
Ms. Amanda O’Neill
Mr. Robert O’Neill
Mr. Joseph Orlesh Jr.
Mrs. Alvaro Osornio Vargas
Mrs. Michele Owens
Mr. Borden Painter
Mr. Mark Palen 
Steve and Beth Paluszek 
Anthony & Carol Panzica
Parkland Medical Center 
Jeff & Peggy Parks
Mr. Donald R. Pascucci
Ms. Catherine Pascucci-Delisle
Mr. Parth Patel 
Robert & Theresa Patten 
James & Pamela Patterson III
Mr. Stephen Patterson
Mr. Eugene Paykel
Mr. Robert Pelczar
Mr. Michael Pelkey
Ms. Donna Pelletier
Ms. Dana Pence
Ms. Alice J. Peters
Ms. Cynthia Peters
Mr. Ryan Peters 
Barb Pomeroy & Eric Peterson 
Mary Peterson-Suri M.D. 
William & Jett Petit 
Vincent & Judith Pettinelli
Mr. Paul Phillipps 
Bob & Linda Phillips
Mr. Raymond Phillips

Ms. Erin Phipps
Mr. & Mrs. Paul Pierce 
Dick & Karen Pinney
Mr. Robert Pizza
Ms. Cristie Plant 
Suzanne & Michael  

Polerecky-Mathews
Policy Well and Pump Co.
Mr. Judson Polikoff
Mr. Rodney Polston
Polytech Education Association
Mr. Frederick Pracht 
Dennis & Kathi Primus
Prosperity Lodge 564 Of I.O.O.F. 
Robert & Jennifer Prybolsky
Mr. Andrew Pschirrer
Ms. Cecelia Puglio & Vantage 

Operation Team
Ms. Erika Pursell
Putnamville United Methodist  

Ch. Women 
Shawna Pyott Ph.D.
Ms. Patricia Rabbitt 
Melanie Rak M.D.
Mr. Otto Ramthun
Mrs. Monique Ranck
Ms. Claire Rankin
Mr. Neal Rauch 
Richard & Marsha Rawlings 
Michael and Nancy Raymond 
Steve & Kerry Rebora
Ms. Irene Recio
Mr. & Mrs. C.M. Redford
Ms. Delores Rees 
Doug and Diane Reeser
Mrs. Laura Rex
Mr. Perrin Reynolds Jr.
Mr. Hampton Rich
Mr. Jean-Paul Richard
Ms. Lisa Richardson 
Kevin & Julie Ricker 
Edward & Roxanne Rios
Mrs. Melanie Ripley
Mrs. Joanne Rizzo
Mrs. Mary Ann Roach 
David & Nancy Robator 
Arthur & Judy Robbins
Ms. Michelle Robbins
Ms. Kathryn Roberson
Mr. Michael Roberts
Mr. & Mrs. Benny Robinson 
James & Elizabeth Robinson
Roche Diagnostics
Ms. Sarah Rose
Dr. & Mrs. Samuel Rosenfeld
Ms. Mary Ross
Mrs. Cynthia Rossetti
Ms. Cara Rossi
Mr. Jay Rossi 

Paul & Judi Rossi
Mr. Paul Roszko 
Mickey & Robin Rowland
RPI Services LLC 
Jeffrey Gerber & Shannon Rudisill
Ms. Hope Ruetiman 
Bob & Sherry Runco 
James & Susan Rutherford 
Thomas & Mary Ryan
Ryman’s Inc Air Conditioning  

& Heating
Mr. Adam Sachs
Salem Co-Operative Bank
Mr. Glenn Sampson
Ms. Nancy Sanchez 
Scott & Susan Sander 
Kumud & Shashikant Sane M.D.
Mrs. Megan Sayago 
Gerald & Sandy Scalzo
Ms. Elizabeth Schaller
Ms. Lauren Scherer
Mr. & Mrs. Herbert Schettler
Ms. Jane Schley 
Eric & Kathleen Schlingloff
Mr. Kevin Schlott 
James & Barbara Schmidt
Mr. William Schmidt Jr.
Mrs. Heather Schrauben 
Dan & Deborah Schreck
Ms. Margaret Schroeder 
Paul & Darlene Schroeder 
Wayne & Beverly Schultz
Ms. Emily Schur 
Lawrence & Joanne Schwartz 
Rachael & Brian Schwartz
Mrs. Paula Seay 
Rachelle Grossman & 

 Robert Seelenfreund 
Bruce & Judith Segal
Ms. Andrea Segel
Mrs. Maxine Selig
Mrs. Maria Semprini-DeMartino RN
Dr. & Mrs. Jay Shapiro MD 
William & Patricia Sharp
Ms. Nancy Shea 
Mike & Diane Sheehy 
Philip & Theresa Sheingold
Ms. Julie Shortier 
Laura Sices & Peter Garfield
Dr. Susan Mathai & Chris Sigakis 
Robert & Patricia Sikora
Ms. Della Simmons
Ms. Carol Sirkowski
Mr. Eric Skolnick
Ms. Carol Barbara Skram 
Carl & Lynn Smith
Mr. Jack Smith
Mr. & Mrs. James Smith
Mr. Kevin Smith
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Ms. Merri-Lynn Smith
Mr. Kevin Smyth
Mr. Thomas Snee 
Dave & Kimberly Sobus 
Robert & Kathy Southern
Mr. Edward Soyka
Mr. Eugene Soyka
Mrs. Marie Spears
Ms. Christina Spears-Bartunek
Ms. Shannon Spence
Spring Valley, LLC
St. Katherine Drexel School
Ms. Sondra Stamen
Mrs. Mary Kate Stanfield
Mr. Joe Stanley
Ms. Barbara Stannard
Stanton Group WP 
Ted & Marnie Starkey
State of California
State of Washington 
Mark & Robin Stawasz
Ms. Ann Stoudenmire 
Jan & William Stowe
Mrs. Donna Straight 
Peter & Gretchen Strauch Jr. 
George & Beverly Strileckis
Ms. Susan Sullivan
Dr. & Mrs. Stephen Sundberg 
James & Jennifer Surmeian 
David & Anne Swanson
Mr. Kristen Swanson
Dr. Nancy Sweeney
Mr. William Sweeney
Ms. Mary Lou Swift
T & J Investments
Ms. Myra Tanamor
Mr. Patrick Tate 
Allan & Janet TeDesco
Ms. Elizabeth Tepper
Ms. Rachael Terrin
Ms. Kathryn Teufert 
Larry & Alison Thomas

Mr. James Thompson
Mr. Kyle Thompson
Ms. Pamela Thompson
Ms. Sherie Thompson
Ms. Jeanette Thomson
Ms. Christine Tibor 
John & Leslie Tignor
Ms. Carolyn Timpany 
Stephen & Pamalah Tipps
Toledo Firefighters
Ms. Debra Torosian
Mr. Irving Torres
Ms. Sandy Touchton 
Patricia & Dave Towle
Mr. Ramon Towne 
Tom & Elizabeth Tracy
Mrs. Angelica Trahan
Travelers
Mr. Charles Trusty
UMB Financial
United Way of Central Texas
United Way of West  

Central Connecticut
United Way Truist
UWSWPA.ORG
Mrs. Janet Valdes
Mrs. Julie VanDenBergh
Mr. Matt Vaughn 
Theodore & Adrian Vecchione
Vermont Country Store
Ms. Emily Vigour
Mr. Chris Vince
Ms. Carol Vincent
Ms. Rhonda Voelz
Ms. Judith Von Fortune
Mrs. Kim Voska 
Robert & Jennifer Wadas
Ms. Sherrie Wadstrom
Ms. Cecilia Wagner
Mr. John Wahlstrom 
Harold & Kathleen Waldron 
Brian & Jennifer Ward 

Randall & Deb Warner 
Randall & Sebrenia Watts
Mr. James Weaver
Mrs. Wendy Webb
Mrs. Janna Webber
Mr. & Mrs. Donald Wedding 
Sean & Wendy Weglage
Mrs. Shirley Wei
Ms. Shu-Shang Wei 
Gregg & Paula Weinberg 
Mark & Karen Weishaar
Mrs. Joan Weiss
Ms. Judith Welch 
Thomas & Susan Weller 
Deborah Wenkert M.D.
Mr. Shawn Wentworth
Ms. Laura West
West Jefferson Women’s Health 
Matt & Anna Whipp
Ms. Sarah White
Mr. Sam Wice
Mr. Joe Wiese 
Steve & Chris Wilcox
Mrs. Patricia Wilkerson
Mr. Josiah Willard III 
Roger & Rebecca Williams
Ms. Jill Wilson
Mr. Bruce Winges 
Robin Wolfecone
Mrs. Joanna Wood
Ms. Mary Woodford 
Charles & Frances Wooten 
Paul & Geraldine Yamashita
Mr. John Yarborough
Ms. Emily Yerger
Mrs. Bonnie York 
Tim & Ann Young
Ms. Debbie Zarelli
Ms. Beryl Zbar
Mr. Benjamin Zukerman

HONOR ROLL OF CONTRIBUTORS (continued)
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Memorials 
January 1, 2022 – December 31, 2022

Thomas Acquafredda
Victoria Assumma

Decker Cyrus Aghili
Anne Anderson
Linda Armstrong
Matt & Amanda Bedsaul
Zachary Bekish
Tawni Boedeker
Ronald & Suzanne Boisen
Cortney Borgedmail.com
Catherine Brassfield
Amy Castro
Marjorie Chang Fuller
Andrea Civello-Taylor
Helen Clarke
Nancy Dahlen
Judy Davis
Melinda Denton
Marilyn Erpenbach
Donald Fraley
William Franks
Taylor Geertsen
Valerie Gurske
Brooke Gwin
Ted & Tania Hand
Dan & Kathy Harmon
Cheryl Hastings
Mike & Hilary Hastings
Patricia Haxton-Evans
Katri Herranen
Andrea Hoffelt
Kathie Jensen
Trevor Jensen
Craig Johnson
Jordan Knapp
Jessie Lamb
Ryan Lewis
Makayla Martinez
Cindy McCullough
Jennifer McEvoy
Sam & Maia Mercer
Nate & Marissa Mosier
Joe & Ashlee Randall
Cindy Reed
Danielle Remondino
Vic & Kris Rennie
Kyle & Shelby Ross
David & Julia Rust
Dillon & Donna Rutherford
Cindy Schuppert
Judy Senn
Shannon Spence
Frances Stein

Harvey & Kathryn Teitzel
Trevor Thies
The Thies Erpenbach Fund
Hannah Thies-Aghili
Lauren Webster
Matt & Anna Whipp
Janet Willadsen
Jill Wilson

Alex Aminto
Benita DiLucido-Saff

Devin L. Aumend
Phyllis Salyer

Jenifer Noel Barton
Ramon Towne

Joseph W. Begin
Dee Proulx
John & Linda Proulx

Braxton Bergeron
Sharon Tipton

Axl Van Berkel
Patricia Easton

Norman Berman
Henry & Leslie Brandeis
Diana Harris
Wendy McConachie

Jacqueline Ann Biagini
Nino & Terese D’Urso

Megan Blackwood
Emillie Blackwood

Bonnie Bolden
Bruce Winges

Mary Louise Burckhart
James & Therese Drummey

Lorraine M. Burke
Megan Sayago

Patricia Irene Burns Harbour
David & Jessie Atteridge

Justin Buscher
Jill Aiello

Colin Butler
Alison Butler-Feurtado
Neil Hentschel

Margaret Carpenter
Beth McLain

Bobby John Chamberlain, PhD
Katherine Chamberlain

Elizabeth Grand
Smantha Hollack
Judith Jenkins
Christine Kelly
John & Marcia Koren
Robin Savage
Lois Tashjian & Ohio  
    Riding Group

Bobby John Chamberlain, PH.D & 
Baby Mitchell
Larry & Judy Baggs

Elsa Chase
Marie Bakewell
Joann Chonko
Judith Hall
Donald & Beth Hunt
Donald & Jennifer Sebastian

Charles T. Clasen III, MD
Merlin & Jerry Boyer
Tammy Duhon & The Partners  
   of The WMC
Steven & Kelly Ferris
James & Susan Fisher
Bonnie Mullin
Lisa Toporek

Skye Coffee
Margaret Childress

Dio Loren Coglianese-Hutto
Francis & Patricia Coglianese
Tammy Deja

Deborah “Debbie” Lynn Collins
Vicki Devenport

Maureen Comford
Mary Comford

Judd B. Daniels
Angela Daniels

Dustin Darby
Andrew Roth

David, Loving Father In-Law & 
Grandfather
Stacy Mason

Beatrice Marie Demarest
Kimberly Caldarera
Florence Fuselier
Denise Rau

Jeremy K. Dickinson
Robert & Rebecca Dickinson
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MEMORIALS JANUARY – DECEMBER 2022 (continued)

Joseph W. DiCosola
Hugh Gallagher
Robert & Sheila Puopolo
Carole Rosenberg

Amy Marie Dolph
Kimberly Gralen

Dr. Jean Ann Duffy
Kenneth & Mary Ellen Fletcher
Joan Holden
Thomas Riley

Alan “Nile” Dunbar, Sr
Dominique Dunbar

Havannah Dutton (14th Birthday)
Elise Hewett

Sam Easoz
David & Kelly TeDesco

Crawford Brown Edwards, III
Tommy & Rita Battle
David & Kristi Black
John & Peggy Edwards
Charles Ethridge
Roger & Sherrie Jamison
John & Elizabeth McGoldrick, Jr.
Rader & Kate Sellers
Michael & Connie Smith
Spring Valley, LLC
Heidi Whipple
Joe Wiese
Joanna Wood

Faith
Julie Selvey

Father of Katherine Perrotti
Stephanie Harris

Ann D. Finkel
Mark & Martha Birdwhistell
Roland & Patricia Dorson
Chris & Cindy Kernan
Stanley Jones Agency, Inc
Kristen Swanson

Carolyn “Pippi” Forbes
Scott & Ellen Paul, M.D.

Barbara Jane Garrow
Brian Garrow
Danielle Mayberry

Donald Gaudreau, Sr.
Mark Banks
Theresa Conroy
Lisa Russo
Peter & Gretchen Strauch, Jr.

Gemma Geisman
Cathy Bowen
Cecily Canady
Night Owl Quilting Studio
Mary O’Regan

Brad Gilbert
Mark Goldstein

Anita Gilmartin
Ashley Carpenter
Angela Ciccanti
Jerry & Lisa Courtney
Rita Dilucia
Charles Gilmartin
Paul & Shelly Hendler
Eric Hendler
Eugene & Phyllis Mastrangelo
Suzanne Tossini
Jane Wagner
Dennis Wendt
Shirley Wisler
Heather Wisniewski

Betty Gmeinder
Barbara Shefrin

Jonathan Gomes
Dianne Wotherspoon

Waverly Maeve Gray
William & Wendy Gray

Carol Anne Grier
Richard Grier
Kevin Malone
Bridget O’Neill
Tawney Stasuk
Ann Treadway
Tim Valentine

Christina B. Guzman
Maria Semprini-DeMartino, RN

Eric Lee Hahn
Jeffrey & Wanda Fishel
Paul & Marcia Hahn
Barry & Marilyn Stenberg

Simon Illa
Mark Goldstein
Jay Manuel
Marley Wiseman

Judith D. Jackson
Karen Standifer

Jessie May Jezierski
John Carey
Jon & Mary Skillin

Kimberlee Kane
Catherine Pascucci-Delisle

Rosemarie Kasper
Jo Ann Berkenbush
Joan Duryea
Beverly Krudys

Jamie Kendall
Jason & Alexis Clark
Tim Dombro
Jeffrey Eslinger
Jackson Frost
Jeffrey Gerber & Shannon Rudisill
Myra Tanamor

Aliyah Naomi Lansing
Jonathan Lasko

F. Timothy Leaman
Drew Asimus
Mike Blaney
Thomas & Alice Maher
Dawn Nebrig
Carolyn Royalty

Baby Leonardo
Cincinnati Childrens Hospital-
Opthalmology

Bobby Levesque
Aimee DesRoches

Allen K. Mangira
 Estate of Allen K. Mangira

Arlyne Marks
Daniel LeBlanc

David K. Mason
Robert & Susanne Tanner

L. Matthew McClure
Suzanne McClure

Joseph F. McHale
Mindy Rotter

Carolyn Menage
Randall & Deb Warner

Benjamin Alexander Miller
Stephen Klitzman

Dr. Edward Miller-COS Shrine 
Chicago
Steven Mardjetko, M.D.

Lisa Molony
Sharon Crall

Dr. Hardy Morgan
Michael Bailey
Melinda Montague
Mary Ross
Laura West

Rhea Morgan
Linda Coan
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MEMORIALS JANUARY – DECEMBER 2022 (continued)

John Mucha
Peter & Marianne Petrarca

Frances Murphy
William & Wendy Gray
Samuel & Sandra Scelso

Susie Nagel
Wanda Buckley

Loraine Hart Nelson
Pat Beanblossom

John “Jack” O’Connor
Gil and Alma Cabacungan
Chris Chulos

Chloe Rose O’Day
Christy DiCarlo

John L. O’Day
Mary Ann Alberalla

Helen Marie Olsen
Richard & Karen Muller

Joseph Aubert Painter
Frank Torres

Fillmore Peltz
Norman & Ethel Berman

Bill Poole
Marcy Latteman

Brenda Rakolta
Mr. & Mrs. Donald Wedding

Florence & Joseph Rauch
Neal Rauch

Susan Reazor
Meredith Hung
Kevin & Claudia Shannon

Erin Reid
James & Jennifer Spires

Mark Gerald Rhoades
Charles Rhoades

Catherine Riga
Bernice Russo

Charli Amanda Rizzo
Barbara DiVito
Joanne Rizzo

Chandler Rowland
Ellen Fitzgerald

Ruth Ruzicka
Marshall & Joan Mezzell
Dal & Judy Reid
Ray & Lois Threlkeld
Kae Wrinkle

Barbara Kathleen Ryan
James & Janice Ryan

Ada Mae Saxton
Bob & Sherry Runco

Angelo Zoltan Schwartz
Pamela Curtin
Katherine McKay
Lawrence & Joanne Schwartz
Barry & Debrah Shulman

Neeru Sharma
Gurdev & Vimla Sharma
Cecilia Wagner

Norman David Slocum
Abbie Pagone

Matthew Smith
Scott Curran
J. Beatty & Susan Hunter
Samantha Spencer, M.D.

Pat Snee
Thomas Snee

Grace Sonneborn
Donn & Mary Anne Davis
St. Katherine Drexel School

Gloria Spector
Dylan Doyle
Robert & Antoinette Siriani
Edward Soyka
Eugene Soyka

Shirley Stearns
Dan & Susan McRae

Owen Mark VanDenBergh
Andrea VanDenBergh

Kenneth Vanderbeck
Kari Hernandez

Amy Rich-Wahl
Becky Fellmy

Steven Warner
Alice J. Peters
Cynthia Peters

Nick Wassenaar
Randall & Deb Warner

Shaun Lee Whitmore
John & Ruth Hill

Jane Widenor
Barbara Taylor

Hila Williams
Barbara Taylor

Chuck Winner
Sylvia & Corey Leaf

Jesse Roderick Yzaguirre
Jill Yzaguirre

Yvonne Zamora
David Morrison

Phyllis S. Zenger
Bob & Sherry Runco
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Dennis & Eileen Abruzzi (50th 
Wedding Anniversary)
John & Melody Faisetty
Donald & Nancy Scatton

Janice Agranoff & Family
Sylvia & Corey Leaf

Grace Andrews
Ms. Ann Davis

Malani Rose Araujo
Miss Patricia Araujo

Tina Argetsinger
Ron & Sally Smith

Nicholas Atkinson
Erik & Stephanie Molden

Atkinson Family
Mrs. Carol Casten

Mr. & Mrs. Bain, Matthew & Grace
Sylvia & Corey Leaf

Gwena Claire Bateman
Ron & Karen Bateman

Regina Bevars
Ms. Julia Nguyen

Bob Blue
Randall & Deb Warner

Jessica Booth
Ms. Beverly Booth

Maddox Botelho
Mrs. Andrea Botelho
Ms. Amy Gifford
Mrs. Lindsay Pacheco
Ms. Elizabeth Tavares

Vandy Bowling
Mr. Daniel Coner

Emma Bozzay
Mr. Jonathan Oliva

Mr. & Mrs. William Brown & Family
Sylvia & Corey Leaf

Alec Cabacungan
Mr. Chris Chulos

Jim Callery
Mr. Gregory Cox

Stephanie Carlos
Ms. Keren Ramirez

Mr. & Mrs. Jack Caya, Jerri  
& Family
Sylvia & Corey Leaf

Mr. & Mrs. Andrew Chapkis  
& Family
Sylvia & Corey Leaf

Alden Chilton
Ms. Cindy Chessor
Ms. Lindsey Guill
John & Kathy Scott

Samuel Jacob Clodfelter
Mr. Richard Clodfelter

Edward D. Cranston
Mr. Edward J. Cranston

Annalise Dimino & Family
Sylvia & Corey Leaf

Tim Dombro
Jeffrey Gerber & Shannon Rudisill

Dan Duggan
Ms. Frances Duggan

Michelle Dupre
Ms. Victoria Eichler

Dyke Family
Trey & Jamie Lipsitz

Andersson Dyke
Matthew & Laura Baird
Mrs. Jody Dyke
Brendan Lee, M.D., Ph.D.
James & Shannon Mann

Kim & Audrey Eap & Family
Sylvia & Corey Leaf

Jack Edler
 Charlestown Elementary School

Sherry Erikson, Austin, Aidan, 
Seth, Cathy & Family & Pets
Sylvia & Corey Leaf

Jose Estrada, III
Ms. Kimberly Estrada

Jacob Everett
Robert & Debra Harwell

Dr. Brian Fox (50th Birthday)
Robert & Bobbie Kahn

Kelly Gagnon
KLA Foundation

Natalie Gifford
Ms. Louise LeBlanc

Mr. & Mrs. Evan Gilroy, Bailey, 
Dylan & Pets
Sylvia & Corey Leaf

Miss Skylar Goldberg
Joel & Erica Feldman

Audrey Goodrich
John & Barbara Goodrich, Jr.

Francis Murphy & Waverly Gray
Glenn & Janet Dietrich

Bernard Grunow
Ms. Carolyn Geck

Jacob Grys
Ms. Elizabeth Grys

Lorraine Hart-Nelson
Mrs. Karin Myrwold

Chris Harkman
Derek Dees

Tracy Hart
Deborah Krakow, M.D.

Mr. & Mrs. Neil Hattem
Sylvia & Corey Leaf

Gerald & Dixie Hertel
Mrs. Ann Westerman

Dr. & Mrs. Robert Hoff
Sylvia & Corey Leaf

Tracy Johnson Mulroy
Ms. Sheila Darcey
Mrs. Laurie Friedman
Jeffrey Gerber & Shannon Rudisill

Emma Johnston
William & Patricia Sharp

Mr. & Mrs. Alan Karp
Sylvia & Corey Leaf

Jodi Karp
Sylvia & Corey Leaf

Imran Katchi
Mr. Sri Kainkaryam

Bradley Koch
Mrs. Wendy Abruzzi
Dennis & Eileen Abruzzi

Taylor Landay
Dr. Adam Leaderman

Corey Leaf
Sylvia Leaf

Jenna Leaf & Jonathan
Sylvia & Corey Leaf

Kyle Leaf
Sylvia & Corey Leaf

Honorariums 2022 
January 1, 2022 – December 31, 2022
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Mr. & Mrs. Mark Leaf, Tyler  
& Crush
Sylvia & Corey Leaf

Dr. Ted Leaf & Pets
Sylvia & Corey Leaf

Elise Ludwig
Larry & Deena Ludwig

Elizabeth & Mark MacEwen
Mr. William Schmidt, Jr.

Charlene Mahone & Sawyer
Ms. Drucilla Buuck

Makari
Ms. Mary Jo Henderson  
    of Herscan
Mr. Michael Jones
Ms. Alexandra Khan
Ms. Sahrah Marcellin
Ms. Lorraine Barbara Marcellin
Ms. Siannah Marcellin
Ms. Lorraine Barbara Marcellin
Ms. Maddy O’Brien Jones

Michelle Martin, Partners, Friends 
& Family
Sylvia & Corey Leaf

Olga Martinez & Louis
Sylvia & Corey Leaf

Ethan McBride
Mr. Michael Shinbein

Minnucci Family
Ms. Margaret Kelly

Miss Emma Minnucci
Mrs. Jane Carlson

Luca Mounts
Al & Mary Cissi

Stephen Mucher
Mrs. Kathy Ice
Christopher & Cynthia Mucher

Myrtle’s Great Grandkids
Ms. Myrtle B. Fantroy

S. Nagel
Ms. Tara Lukehart

Josephine Noriega
Sylvia & Corey Leaf

Paddock Family
John & Megan Lovoi
Will & Susan Penland
David & Mary Valentine

Jim Paddock
Stacy & Ken Malcolmson

Cameron Penn
Mrs. Sandra Lowery

Grady Quintal
Thomas & Suanne Schutt

Christopher Radke
Robert Pizza

Christine Rossi
Mrs. Lori Franzella

Mr. & Mrs. Lenny Samuels
Sylvia & Corey Leaf

Mrs. & Mrs. Michael Samuels
Sylvia & Corey Leaf

Quinn & Lyla Sartorius
Eric & Melissa Sartorius

Dr. William Schrader
Mr. Justin Ping

Allison Schwartz
Mr. Paul Lee
Joshua & Aimee Lubin

Mrs. C.Z. Sherman, Cousins, 
Caregivers & Pets
Sylvia & Corey Leaf

Sara E. Simpson
 Corey Kent-United  
    Concordia Dental

Linscott Snow
Michael and Nancy Raymond

Jenny Stup & Joey Reed
Sylvia & Corey Leaf

Janet & Bernard Swift
Ms. Joan Tao

Deanna Szabo & Family
Sylvia & Corey Leaf

Carolyn Tipton
Mrs. Michele Owens

Marty Wagner
JC & Neil Milner

Charles & Holly Weilbrenner
Ms. Joanna Antonopoulos

Dr. & Mrs. Art Weiss, Family  
& Staff
Sylvia & Corey Leaf

Kay Wilcox West
Robert & Louisa Matthias

Sam Wice & Einav Hart
Mr. Martin Wice

Susan Wilson
Jesse Biddle

Annie & Justin Winner
Sylvia & Corey Leaf

Mr. & Mrs. Ethan Winner, Children 
& Family
Sylvia & Corey Leaf

Nicole Winner & Family
Sylvia & Corey Leaf

Mr. & Mrs. Zach Winner,  
Max & Sofia
Sylvia & Corey Leaf

Matthew Young
Mr. Kenneth Young

HONORARIUMS JANUARY – DECEMBER 2022 (continued)
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2022 United Way/CFC/Employee 
Workplace Giving/Online Charity Giving
Abbott Laboratories Employee 

Giving Camp
Abbvie Employee  

Engagement Fund
Activision Blizzard
Adobe Inc.
Mr. Firas Altakrouri
Amazon Smile
America’s Charities
Ameriprise
Mr. Andrew Anaya
Andersen Corporation-

YourCause, LLC
Associated Spring-Hyson 

Products
AT&T United Way/Employee 

Giving Campaign
Automatic Data Processing, Inc
Mr. Michael Bailey
Mr. Brian Baldwin
Ms. Joan Berry
Dr. Joan Berry
Best Buy Employee  

Giving Program
The Boeing Company
Bright Funds Foundation
Tory Brooks
Ms. Stephanie Carlos
Mr. Dionicio Casillas
Charities Aid Foundation-Allstate
Charity On Top Foundation, Inc
Chevron Workplace Giving
Ms. Caroline Chisholm
Mr. Seth Clark
CM-UWW
Colgate-Palmolive
Community Health Charities
Mr. Jimmie Cox
Mr. Timothy Cusack
Duke Energy
Ms. Donna Edler
Mr. Chris Erickson
Facebook Online Giving
Ms. Kristin Ferrer
Frontstream

Ms. Kelly Gagnon
Ms. Anna Gefroh
Give Lively Foundation
Givinga Foundation, Inc.
Mr. Michael Goebel
Mr. David Gomes
Good Street
Ms. Stephanie Goode
Google
Ms. Emily Heller
Ms. Jennifer Hertha
Highmark Health
Ms. Missy Hunsche
Indeed
Intuitive Foundation
Mr. Robert Johnson
JPMorgan Chase Foundation-

Matching Gift
Mr. Joel Keith
Mr. Chaz Kellem
Ms. Marie Kennedy
KLA Foundation
Mr. Sathish Kumar
Mr. Mark Lee
Liberty Mutual Group, Inc.
Ms. Krystal Lim
Ms. MaryBeth Long
Ms. Erin R. Mantz
Marsh & McLennan Companies
Ms. Melissa McConnell
Mr. Justin McWilliams
Medtronic
Microsoft Matching  

Gifts Program
Microsoft Rewards API
Robert & Connie Milstein
New york Life
Mr. Steven O’Brien
Palo Alto Networks
Paypal Charitable Giving Fund
Mr. Robert Pizza
Pledgeling Foundation
Pledgeling Technologies

Prudential Foundation  
Matching Gift

Mr. Vijay Rajeshkumar
Mr. Karl Reinsch
Mr. Charles Rhoades
Roche Diagnostics
Luiz Henrique Rosso
Eric & Melissa Sartorius
Mr. Kevin Schlott
Ms. Christina L. Schrier
Mr. Carl Smith
State Employees’  

Community Campaign
State of Washington
Mr. Kurt Stone
Levi Strauss & Yanil Rangel
T-Mobile
Target Corporation
TisBest Philanthropy
Total Quality Logistics
Edward & Sharon Trahan
Ms. Melissa Travers
UK Online Giving Foundation
UMB Financial
United Way of Central & 

Northeastern CT
United Way of Central Texas
United Way of SD
United Way of West Central 

Connecticut
United Way Truist
UnitedHealth Group  

Employee Giving
USAA
UWSWPA.ORG
Ms. Christy Valent
VMware Foundation
Ms. Sherrie Wadstrom
Ms. Shu-Shang Wei
WePay
Mr. Jeffrey Werner
Robin Wolfecone
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A Special Thank You to Our 2022 
Corporate and Foundation Contributors
$224,909 Patient Centered Outcomes Research Institute in support of two PCOR awards

$200,000 Randolph D. Rouse Foundation, Inc in support of adult health initiatives

$131,357 Children’s Brittle Bone Foundation to support the Jeanie Coleman Impact Grant Program and 
general funding

$125,000 Baylor College of Medicine in support of the Brittle Bones Disorder Consortium

$60,000 Ultragenyx Pharmaceuticals to support the OIF Science Meeting and OIF Virtual and  
Regional Conferences

$50,000 Degna Spoldi Foundation to support the Jamie Kendall Fund for OI Adult Health and  
general funding

$30,000 BioMarin Pharmceutical, Inc to support the Rare Bone Disease Alliance, a program of the OIF

$25,000 Technical Needs, Inc to support the OI Golf Classic in New Hampshire

$20,000 Bennett Clayton Foundation to support research and general funding

$15,000 Kennedy Krieger Institute to support the OIF Virtual National Conference and  
Regional Conference

$12,500 Mereo BioPharma to support the programs of the OI Foundation

$10,000 Alexion Pharmaceuticals to support the Rare Bone Disease Alliance, a program of the OIF

$10,000 Inozyme to support the Rare Bone Disease Alliance, a program of the OIF

$10,000 Shriners Hospital for Children, Canada to support the OIF Virtual National Conference

$5,000 IPSEN to support the Rare Bone Disease Alliance, a program of the OIF

$2,500 National Osteoporosis Foundation to support the OIF Virtual National Conference
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