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In 2023 the Rosenau Family Research Foundation’s (RFRF’s) Board of Directors (BOD) established 
the investment committee (IC) to oversee the direct management and provide fiduciary over-
sight over all of the Foundation’s investment assets. By forming this committee, the organization 
introduced internal checks and balances while benefiting from a diversity of perspectives, exper-
tise, and networks. This structure helps protect the organization from risk and often enhances 
overall investment performance.

One of the key checks and balances adopted by the BODs on May 4, 2023, was the formalization 
of the Foundation’s investment strategy in an Investment Policy Statement (IPS), created by the 
IC. The IPS provides clear guidelines for fulfilling the Board’s fiduciary duties. In addition, it en-
sures consistency in decision making, guides investment option selection, and reflects the com-
mittee’s disciplined investment process.

In addition to developing the IPS, the IC is tasked with several ongoing responsibilities, including 
(but not limited to): issuing a Request for Proposal (RFP) for an Investment Manager every five 
years (most recently completed in 2025); developing a long-term financial well-being plan for the 
Foundation; and reviewing insurance coverage to ensure that the Foundation’s assets are ade-
quately protected.

All recommendations made by the IC are submitted to the BODs, which retains final approval 
authority.

“We don’t have to be smarter than the rest. We have to be more disciplined than the rest.” War-
ren Buffet

2

As another year comes to an end, I look back on the work that this community has done, 
and I am proud to be a part of it. From the vital research being carried out by our grant 
recipients to the collaborations and partnerships between rare 
disease organizations and institutions, we are moving the needle 
forward on our mission to improve the lives of patients impacted by
Krabbe disease and Cystic Fibrosis through research funding and 
disease advocacy, and to help individuals live life undefined by 
Krabbe disease and Cystic Fibrosis. Thank you to each and every 
one of you in Rosenau Family Research Foundation’s network for 
being a continued source of inspiration and hope. 

Here’s to a bright 2026!

Wishing you a season wrapped in peace, comfort, and 
joyful moments with the people who mean the most.

Rachel Jackson
Fractional Marketing Director
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https://livingwithcysticfibrosis.simplecast.com/episodes/rosenau-family-foundation
https://rosenaufoundation.org/
https://rosenaufoundation.org/


Paul Orchard, MD, has been awarded a $360,000 grant from the 
Rosenau Family Research Foundation to establish a registry for 
Krabbe disease. This project aims to gather critical data to improve 
the understanding, diagnosis and treatment of Krabbe disease.

With patient consent, the registry will collect clinical information, 
genetic data and patient outcomes to support families and 
researchers. The project is unique because it brings a community-

Grant Recipient Highlight:
Paul Orchard, MD
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driven approach by collaborating with advocacy groups and families to obtain information, 
which includes patient progress, challenges and needs. This will help expand knowledge on the 
variability of the disease process and the anticipated outcomes of the patients affected with 
Krabbe. 

Dr. Orchard is the Medical Director of the Inherited Metabolic and Storage Disease Program and 
a Professor in the Department of Pediatrics, Division of Blood and Marrow Transplant & Cellular 
Therapy. Dr. Orchard’s focus is in the use of hematopoietic stem cell transplantation and other 
cell therapies for inherited metabolic disorders, with a special interest in the inherited 
leukodystrophies, the mucopolysaccharidoses and osteopetrosis. His clinical research is in 
evolving new and combination therapies to decrease toxicity and improve outcomes, with a 
particular interest in the use of gene therapy approaches.

Click below to watch our introductory interview with Dr. Orchard, and follow along with his grant 
journey at rosenaufoundation.org/orchard-2024.

http://rosenaufoundation.org/orchard-2024
https://youtu.be/rG3FHUht0Fw
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SAVE THE DATE
KTRN 2026 will take place March 18-20 at the 

Hilton Minneapolis/Bloomington!

Registration will open on Monday, January 12th.

 
SPONSORSHIP LEVELS

We have several sponsorship levels available, which you can find on the 
next page. 

We are continuing to offer custom options, to make sure we are 
connecting with our partners and giving you the most valuable 

opportunity possible. 

Please email ktrn@rosenaufoundation.org with any questions or to 
inquire about a sponsorship.

mailto:ktrn%40rosenaufoundation.org?subject=KTRN
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Connect With Us! 

General Information
www.rosenaufoundation.org
info@rosenaufoundation.org

Grants
rosenaufoundation.org/grant-process/

grants@rosenaufoundation.org

@RosenauFoundation

@rosenaufoundation

@rosenaufoundation

@Rosenau_Fdn

http:/www.rosenaufoundation.org
mailto:info%40rosenaufoundation.org%20?subject=
https://rosenaufoundation.org/grant-process/
mailto:grants%40rosenaufoundation.org?subject=
https://x.com/rosenau_fdn
https://www.linkedin.com/company/rosenaufoundation/
https://www.facebook.com/RosenauFoundation/
https://www.instagram.com/rosenaufoundation/
https://www.facebook.com/RosenauFoundation/
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https://www.instagram.com/rosenaufoundation/
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