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                       WHO WE ARE 

 

Cure CADASIL is a 501(C)3 nonprofit organization incorporated in the US 

state or New Jersey. Our Board of Trustees are all volunteers who have 

CADASIL, or relatives and/or close personal ties to CADASIL. 

Bertram Kasiske, President 

Jane Gunther, Past-President & Science Officer 

Debra Robinson, Treasurer 

Pedro de Lencastre, Secretary 

Sandra Talbird, Trustee 

Vinita Bahl, Trustee 

 

 

 

 

 

 

 

On March 6, 2024, the Cure CADASIL Board of Trustees approved a 

Strategic Plan for 2024 – 2026. Our Strategic Plan is significantly impacted 

by the Chan Zuckerberg Initiative grant awarded to Cure CADASIL in 

November of 2022, with funding through 2026 (see Financials page 14). 

 

 

OUR VISION: 

A world without CADASIL. 

OUR MISSION: 

  Cure CADASIL is a patient-led organization committed to 

advancing CADASIL research through uniting patients, 

researchers, and clinicians to find a cure for CADASIL. 
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CZI PPC RARE NEURODEGENERATIVE DISEASES GRANT 

 

 

 

 

CZI invited applications from collaborative teams bringing together patient-led rare disease 

organizations and research teams for four-year research projects aimed at advancing our 

understanding of the fundamental biology underlying rare diseases. The Patient-Partnered 

Collaborations for Rare Neurodegenerative Disease RFA aims to advance the 

understanding of the pathophysiology and mechanistic underpinnings of rare 

neurodegenerative and neurological disorders. Patients are centered in this work. Each 

team is led by a Coordinating Primary Investigator (PI) and Patient Organization PI. 

There were 5 grants awarded in 2022 and Cure CADASIL, teamed up with Mount Sinai, 

was fortunate to be awarded one of these grants.  

 

 

 

 

Patient-Partnered 

Collaborations for 

Rare 

Neurodegenerative 

Disease RFA Grantees 
 

 

CADASIL-centered Modeling of Immunovascular 
Neurodegenerative Disease 
to reverse engineer CADASIL to discover therapeutic molecular 
targets using stem cell technologies in a deeply phenotyped 
cohort of patients 

 

https://chanzuckerberg.com/rfa/patient-partnered-collaborations-ppc-for-rare-neurodegenerative-disease/
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CZI NEURODEGENERATION CHALLENGE NETWORK 

MEETING 

CZI offers a number of webinars and 

meetings that allow awardees to 

interact and learn from each other. One 

such meeting was held for investigators 

of grant recipients June 5-9, 2023, in 

San Diego, CA. The fifth annual meeting 

of the Neurodegeneration Challenge 

Network brought together (NDCN) 195 

participants including NDCN 

investigators, collaborators, partners, 

alumni, project affiliates (students, 

postdocs, and staff scientists), and CZI 

program and Chan Zuckerberg Biohub 

staff. This 3.5-day event held in San 

Diego, California included a pre-meeting 

with two technology-focused tracks for 

investigators working on genetic engineering technologies, and advanced computational 

tools for neuroscience. The general meeting highlighted the strong collaborative spirit of 

the NDCN community through investigator talks and discussion, a panel highlighting the 

Network’s patient-partnered research, a keynote on global science, and lightning talks 

and poster sessions aimed at providing an opportunity for NDCN trainees to present and 

network.

 

 

Co-PI’s Fanny Elahi, MD, PhD, Mount Sinai and 
Jane Gunther, PhD, DABT, Cure CADASIL. 
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CZI SCIENCE IN SOCIETY MEETING 
Newport Beach, CA, September 20-23, 2023 

The CZI Science in Society Meeting is an annual event that brings together patient 

communities, scientists, policymakers, advocates, and philanthropic partners to foster 

meaningful integration of science and society. The meeting aims to support patient-driven 

research in rare diseases and to build public trust in science. 

The meeting was attended by Pedro de Lencastre, in person, and Jane Gunther, 

virtually, representing Cure CADASIL. In addition, our research investigators team was 

represented by Pauline Maciel August, Icahn School of Medicine, Mount Sinai, New 

York. 
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Cure CADASIL will continue to support the CZI grant initiative by helping to recruit 

patients, and provide a patient perspective for the investigators. 

 

We are ahead of schedule! Many of the goals our organization set for this project have 

already been met. But the major challenge continues to be recruiting patients. 

 

One of the Cure CADASIL goals for our CZI grant was to hold a Patient-Investigator 

Meeting. We did this by having a meeting held during the annual United Leukodystrophy 

Foundation’s Science Symposium & Family Conference, June 24, 2023, in Itasca, IL. 
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PATIENT-INVESTIGATOR MEETING 2023  

 

 

 



8 
 

Panel discussion question and answer session during the Patient-Investigator meeting 

June 24, 2023. Shown from left to right, are Jane Gunther, Past President of Cure 

CADASI; Jane Paulsen, PI of the CADASIL Consortium Study; Manfred Boehm, 

National Heart Lung & Blood Institute; Joseph Arboleda-Velasquez, NIH Investigator 

from Harvard Medical School, and Stephen Fitzsimons, representing the Elahi Lab at 

Mt. Sinai School of Medicine CZI grant project.  

From left to right: left 

panel, Jane Gunther, Pedro de Lencastre, Bertram Kasiske; middle panel, Bertram 

Kasiske, Fanny Elahi; right panel, Jane Gunther, Fanny Elahi and Bertram Kasiske. 
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GLOBAL GENES MEETING SEPTEMBER 19-20, 2023 

 

Arguably the most important and widely attended meeting of rare disease patient 

advocacy organizations is the annual Global Genes meeting. This year’s meeting was 

held September 19-20, 2023, in San Diego, CA. Separate, parallel simultaneous 

sessions were designed for patients, family members, care givers and investigators. 

Cure CADASIL was represented by Bertram Kasiske, President, and Debra Robinson, 

Treasurer. 

 

Also attending and networking with other investigators was Chris Hopkins, Cure 

CADASIL Scientific Advisory Board member, and Ray Price a well know investigator in 

the rare disease community and participant in the Cure CADASIL Disease Modeling 

Group. 

 

Left→Right are Chris Hopkins, Ray and Tracy Price, 

Bert and Jane Kasiske, and Debra Robinson. 

 

Bert Kasiske (Cure CADASIL Pres.) and 

Debra Robinson (Treasurer) 
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NATIONAL ORGANIZATION OF RARE DISEASES 2023 

 

 

 

Cure CADASIL was invited by the United Leukodystrophy Foundation (ULF) to share 

their Table among the exhibits at the NORD meeting. Bertram Kasiske, President of 

Cure CADASIL joined with ULF and other patient advocacy groups meeting and 

networking at the ULF table during the NORD meeting. We used this opportunity to 

distribute the new Cure CADASIL brochure. 
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MILLION DOLLAR BIKE RIDE FUNDRAISER 

Once again, Cure CADASIL participated in the Orphan Disease Center’s Million Dollar 

Bike Ride fundraiser for research. 

The 2023 Team CADASIL raised $109,856 for research. 

 

 

 

  

 

 



12 
 

Cure CADASIL invites recipients of the MDBR grants to present the results of research 

performed with the grant support. In 2023 we had two webinars describing research 

from the two grants awarded for the funding period Feb 1, 2022 – Jan 31, 2023. 
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SUPPORTING THE CADASIL CONSORTIUM STUDY 

Cure CADASIL has encouraged participation in The CADASIL Consortium study (Home - 

CADASIL Consortium (cadasil-consortium.org)). This is a NIH-funded study with Jane Paulsen, 

PhD, University of Wisconsin and Michael Geschwind, MD, PhD, University of California 

at San Francisco, Co-PIs. There are 12 study sites in the US: 

 

 

 

 

 

 

 

 

In 2023 Cure CADASIL sponsored a webinar to help encourage participation. 

 

 

 

 

 

 

 

 

 

 

 

  

 

https://cadasil-consortium.org/
https://cadasil-consortium.org/
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FINANCIALS 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Expenses, excluding those funded by the CZI grant, were 

$46,216, i.e. less than the $50,649 revenue. 


