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Resources for Medical Professionals

The Ol Foundation provides resources and learning Q Ol Clinic and Bone Health Town Hall meetings
opportunities for medical professionals throughout the country provide a unique opportunity for medical professionals
and around the world. These initiatives have helped increase who treat patients with Ol, and those who are interested
knowledge of osteogenesis imperfecta and other rare bone in bone health, to connect with each other, stay up to date

diseases among the medical community and are a central part on Ol care topics, and learn about OIF resources.

of how the OIF accomplishes its mission of improving the quality Q The OIF Information Center features factsheets and

some of the resources we provide for medical professionals: health, and caring for patients with Ol.

Q TheMedical Professional Email List keeps medical Q TheOIF YouTube channel has multiple videos of
professionals who are interested in Ol updated on past professional meetings such as Rare Bone Disease
upcoming events, programs, and new resources. Ol TeleECHO presentatior®) and Bone Clinic Town

Q DuringTeleECHO Clinic Series  sessions, a featured ,EPP .1 IIXMRKW ERH 6EVI &SRI (MW
WTIEOIV KMZIW E FVMIJ TVIWIRXEXM S RYBRSEMGANA@RC G HMWIEW I
or an interdisciplinary topic, followed by participant-led Q The Medical Professional Event Calendar on the

case presentations and group discussions. The Rare Bone  OIF website features upcoming sessions and events!
Disease TeleECHO Clinic Series and Ol TeleECHO Clinicearn more about each of these programs at www.oif.org
Series have had thousands of medical professionals atte(jdder the ‘For Medical Professionals’ tab.

Q TheWashington, DC Metabolic & Rare Bone
Disease Club brings together endocrinologists,
rheumatologists, geneticists and orthopaedic surgeons to
provide easy access to innovative and robust data as well
as help expand professional relationships across the varied
disciplines that care for these challenging patients.

Ol Research Fund Launches

Since the founding of the organization, the OIF has been
GSQQMXXIH XS JYRHMRK WGMIRXM¥%G
translational. Our founders knew that it would take a commun
of researchers and physicians to develop novel treatments
for Ol and they also knew that it would take a community of
supporters to fund that research. A partnership of community
members and researchers was born more than 55 years ago

difference in the lives of people with Ol.

Today, the OIF continues the effort to fund research projects
and activities including the Michael Geisman Fellowships;
expert consensus meetings; the adult care initiative; the ann

initiative has been launched, the Ol Research Fund, that will '{\
allow donors and supporters to designate their contribution \ q
to support these and other research activities. Many of these
EGXMZMXMIW VIUYMVI PEVKI 2RERG
happy to meet with anyone interested in exploring ways to

support these important initiatives. For more information on Tracy Hart at thart@oif.org Your support is so important,
contributing to the Ol Research Fund, please visit the OIF’'s more now than ever, as we work to bring more treatment

website at www.oif.org/researchfund  or contact choices to the Ol community.

\ /

Vol. 51 No. 1 SPRING 202511

and

I EW



www.oif.org/ClinicDirectory

together to provide continuity of care for Ol patients of all ages.

Bone and Mineral Clinic at
Oregon Health & Science
\ University

Oregon Health & Science University (OHSU)
in Portland, Oregon, is dedicated to
improving health and quality of life through
0 HSU excellence, innovation, and leadership
in health care, education, and research.
The Bone and Mineral Clinic at OHSU, which is part of the
Division of Endocrinology and Diabetes Clinical Nutrition,

provides expert consultation and care for patients with skeletal
disorders and mineral metabolism issues, such as Osteogenesis
Imperfecta (Ol). The clinic is actively involved in inpatient care,
education, and research related to skeletal disorders and mineral
metabolism. Its goal is to improve the understanding of the
causes and treatments for bone and mineral disorders.

OHSU and The Shriner’s Hospital Bone Health Clinic, while
separate entities, work closely together on developing a pediatric
to adult transition pathway from Shriners to the adult metabolic
bone clinic at OHSU. A developing pediatric to adult transition
pathway from Shriners to the adult Metabolic Bone Clinic at
OHSU. Pediatric endocrinologist Lindsey Nicol, MD and adult
endocrinologists Eric Orwoll, MD and Winnie Liu, MD meet
quarterly to discuss pediatric patients who will be going to the
adult clinic, so that the transitioning patients will be greeted

by a clinical team with knowledge of their background and
medical history.

.

Clinic Spotlight: Bone and Mineral Clinic at
Oregon Health & Science University (OHSU) and
The Shriner’s Hospital Bone Health Clinic

The Ol Foundation works closely with nearly 60 multidisciplinary Ol Clinics across the continent to provide timely and accurate
information about the range of available services to Ol community members. The complete Ol Clinic Directory can be found at

To provide an overview of the background, mission, and services of these centers, the OIF spotlights new and existing Ol clinics serving
pediatric and adult patients in each issue of Breakthrough. In this issue, we are excited to highlight the Bone and Mineral Clinic
at Oregon Health & Science University and The Shriner’s Hospital Bone Health Clinic and how they are working

\ The Shriner’s Hospital Bone
Health Clinic

Includes pediatric orthopedics,
endocrinology, physical and occupational

Shriners therapy, and social work support,
- s Working together to develop personalized
C hi |d rens treatment plans. Care may involve fracture

management, surgical interventions (like rodding surgery),
physical rehabilitation, medical treatments to increase bone
density mobility aids, and family support services. Shriner’s
hospital and OHSU share the same campus. Shriners also has a
walk-in fracture clinic that is highly recommended and utilized by
their pediatric Ol patients.

As the only academic health center in Oregon, OHSU generates
breakthrough research that leads to new cures, new standards
of care, and a better understanding of the basic science that
drives biomedical discovery. The team at the Bone and Mineral
Clinic at Oregon Health & Science University exemplifies this
commitment as they strive to better understand the causes of
bone and mineral conditions, such as Ol, in order to provide
their patients with the best possible treatment.

To contact OHSU Adult Metabolic Bone Clinic about their
services, call 503-494-3273.

To view the complete Ol Clinic Directory, please visit
www.oif.org/ClinicDirectory.
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Stay Up to Date on Ol Research

The Ol Foundation strives to keep Ol community members Participate in Ol Research—
updated about all current and ongoing Ol studies. The OIF's Join the Ol Registry!

Current Ol Studies webpage features studies that are currently
recruiting participants. Visit www.oif.org/currentstudies
to learn more today.

The best way to stay on top of Ol research is to join the Ol
Registry! Individuals with Ol (18 and older) and parents of
children with Ol are encouraged to join. Once you are enrolled,

On the OIF's Ol Publications webpage you will also find you will begin to receive information on upcoming studies and
publications from recent Ol research. This page includes a online surveys about Ol. Your participation in these studies helps
spreadsheet, by Riley Johnson B.S. (Research Assistant, Oregon move Ol research forward. To join the Ol Registry, visit

Health and Science University), created as a resource for people www.oif.org/oiregistry!

interested in the medical science supporting osteogenesis The Ol Registry is currently made up of 2,682 individuals with Ol

imperfecta (Ol) in adults. This resource includes more than 200

who are interested in participating in Ol research. The majority
articles published in the last 40+ years.

of participants (n=2117) are from the United States. Check out
the visuals below to learn more about this group.
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Ol Registry Survey Results

The OIF conducted a survey to understand how the information
provided through the Ol Registry aligns with the expectations
and needs of the Ol community. We want to thank all 292
individuals who participated.

Your feedback helps us serve you better.
Here’s what we learned:

B 100% of individuals think clinical trials are important in
advancing research.

W 95% of individuals find the current studies’
information helpful.

B 93% of individuals find the current publications useful.

B 41% of individuals have signed up/contacted a clinical
trial recruiter.

~

B 20% of individuals have participated in a clinical trial.

B 40% of survey respondents are not worried that clinical
trials jeopardize their health.

B Around 71% individuals think emails from the Registry are
sent out at the right frequency.

Why Your Participation Matters

Your participation in Ol research is crucial in shaping our efforts
to better serve the Ol community. Thank you for your continued
support and participation in the Ol Registry!

If you are interested in participating in the Ol Registry, please
visit www.oif.org/oiregistry.
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Congratulations, Caroline!

The Ol Foundation is excited to announce €Caroline Denny as the
recipient of the 2025 Edward D. Cranston College Scholarship.

This scholarship, created in honor of Ol Community Member

Edward D. Cranston, is for students with osteogenesis imperfecta
who are applying to or have been admitted to a college or university.
Edward was born in 1962 with severe Ol and challenged himself by
pursuing all educational opportunities available to him to achieve his
goal of working as a health care professional. He has dedicated his
career to working with children with complex respiratory conditions
and is currently held in high regard both by professionals in the field, as
well as the families of the many children with whom he has worked.

Caroline Denny was chosen from almost 30 applicants to receive this
year's scholarship. She is an undergraduate student at Washington
University in St. Louis, majoring in biology with a specialization in
neuroscience. We remain grateful to our review committee for taking
the time to learn about each of our applicants, and we are proud to
support Caroline as she moves forward in her educational journey!

Thank you to the Cranston family for funding this important program.




Donor Advised Funds Support the OIF

Throughout the Year

The Osteogenesis Imperfecta Foundation would like to thank
those that are making donations through their donor advised
funds. Your gifts made through donor advised fund providers like
Fidelity Charitable, Schwab Charitable, Vanguard Charitable and
T. Rowe Price Charitable to name a few are truly appreciated.
We continue to update our Guidestar profile to ensure that you
are provided with the most up to date information on the OIF
but please also continue to visit our website at www.oif.org
for information.

For those not familiar with a donor advised fund, here is some
information that might be helpful. This information is taken from
the Fidelity Charitable’s website as well as from articles written
that compare donor advised fund providers.

A donor advised fund, or DAF, is like a charitable investment
account for the sole purpose of supporting charitable
organizations you care about...like the OIF! A DAF is an
investment account that lets you take a tax deduction now

and give the money to charity later. When you give money to

a DAF, you can deduct that money just as you would deduct a
charitable contribution. The DAF invests the money tax-free.
At any time, you can direct the DAF to donate some or all of its
holdings to the charity of your choice.

You can open a DAF through a donor-advised fund provider. A
provider charges an administrative fee to invest your DAF and
make donations in accordance with your recommendations.
Donor advised funds are the fastest growing charitable giving
vehicle in the United States because they are one of the easiest
and most tax-advantageous ways to give to charity.

Ol Community Member
Shares His Story

Ol community member Robert (Bob) Phillips is a rookie author whose
friends have encouraged him to share his God-given spirit, enthusiasm,
bigger-than-life personality, and love of people with others so that they

Roger Bache, an OIF donor through his donor advised fund
says, "I have found donor advised accounts to be the easiest and
most tax-advantageous way to give to charities. Among their many
advantages, DAFs allow you to donate appreciated assets, which
allows you to avoid long-term capital gains while taking the full tax
deduction for your donation”.

How do | set up a donor advised fund and how do | direct my
donations to the OIF?

B If you have a brokerage account at Fidelity, Schwab,
Vanguard or T. Rowe Price, the easiest thing to do is to
open a DAF with your brokerage account. That way, you
can manage all your investments in one place. Your advisor
at your brokerage firm can assist you with setting up your
charitable account.

B Once you set up your account you can donate cash,
stocks, or non-publicly traded assets into the account to
be eligible for an immediate tax deduction to that account.

B From that account you can then make a gift to the OIF at
any timel!

B If you already have a DAF, you can choose the
Osteogenesis Imperfecta Foundation as your charity of
choice.. .thank you!

If you have additional questions on donor advised funds you
can call our office at 301-947-0083 or you can email us at
bonelink@oif.org. Thank you again for supporting the OIF.

CHALLENGED

How to

may be inspired to meet their life challenges. Bob's new book, Vertically _ ' o G /DREAM BIG, "

Challenged: How to Dream Big, Live Large and Overcome Life’s Challenges is

now available on Amazon!

Bob was a Chicago Shriners Hospital patient from [945-1957, a current
member of Medinah Shriners for 56 years, and employed at Shriners
International headquarters in Tampa, FL, for 22.5 years. He has been a

LIVE LARGE |
! and
OVERCOME |

\, Life’s Challenges ¢

member of the Osteogenesis Imperfecta Foundation for 54 years. Thank ROBERT (BOB) PHILLIPS

you, Bob, for raising Ol awareness by sharing your story!
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