
Alport Connect 2022: Interactive Research + Connection Hall
11:00 AM Pacific / 12:00 PM Mountain / 1:00 PM Central / 2:00 PM Eastern (45 min.)

Please note the “Research Hall” feature in our smartphone app and web browser link is
currently hidden. This icon will unlock on Saturday, August 6th shortly before the Hall is set to
open.

This series of video chat rooms will be open for 45 minutes. You are encouraged to visit as
many rooms as you would like! Researchers, scientists, and patient advocates are volunteering
their time to be available in each dedicated room to answer questions in real time.

The number of guests is limited in each room to facilitate good conversation, so if one room is at
capacity for a few minutes, you can check out a different video room and then go back once a
spot opens up (the room will note “JOIN” when accessible instead of “FULL”).

Types of dedicated video rooms:
● Pharmaceutical and Biotech Companies exploring Alport syndrome diagnosis and/or

potential treatment options.
● Researchers/Research Projects studying Alport syndrome that include patients in their

work and need patient participation to be successful.
● Additionally, Hall attendees will have the opportunity to learn about the new Patient

Registry and an ongoing genetic testing program.

Pharmaceutical and Biotech Companies

Chinook Therapeutics (Sponsor of the AFFINITY Study)
Speakers: Chris Davidson, Ph.D., and Jessica Vedder
ASF Moderator: Kevin Schnurr
AFFINITY is a clinical trial currently enrolling kidney disease patients, including those with Alport
syndrome. The study is evaluating an investigational medication, atrasentan, to slow
progression of kidney disease. There are many study sites across the U.S. and in other
countries.



Talaris Therapeutics (Sponsor of the FREEDOM-1 / FREEDOM-2 Studies)
Speakers: Sara Douglas and Kevin Fowler
ASF Moderator: Maddison Martin
Talaris Therapeutics is studying an innovative method of stem cell transplantation during, or up
to one year after, kidney transplantation surgery. The goal of the study is to transform standard
of care in organ transplantation, preventing the need for life-long immunosuppressive
anti-rejection medications. The study is inclusive of Alport syndrome patients.

River 3 Renal Corp. (Sponsor of the R3R01 - ASFSGS Study)
Speakers: Guido Magni, M.D., Ph.D., and Kathie Gabriel, RN, MFT
ASF Moderator: Lisa Bonebrake
River 3 Renal Corp. has initiated a clinical trial to study the efficacy of a molecule (R3R01) to
slow proteinuria in patients with either Alport syndrome or FSGS, helping to improve kidney
function and slow progression of disease.

Eloxx Pharmaceuticals (Sponsor of the ELX-01 Study)
Speaker: Ali Hariri, M.D.
ASF Moderator: André Weinstock
Eloxx Pharmaceuticals is leveraging the power of their technology platforms to build novel small
molecule genetic therapies. Their platform technologies are uniquely positioned to transform
genetic diseases by correcting two defects, nonsense mutations implicated in many rare
diseases (including Alport syndrome) and ribosomal mutations driving cancer. This is the first
ever clinical trial to explore a potential genetic cure for Alport syndrome.

Researchers/Research Projects

Speaker: Laura Perin, Ph.D.
ASF Moderator: Cassandra Smith
To date, 13 new mothers across the U.S. have kindly donated amniotic fluid for Dr. Perin's
groundbreaking research in Alport syndrome. Additional U.S. patients from across the country
planning pregnancy or currently pregnant are needed to expand her innovative work. Dr. Perin
is an Associate Professor of Medicine at the University of Southern California. She is developing
new strategies for renal regenerative medicine using stem cells.

Speaker: Laith Al-Rabadi, M.D.
ASF Moderator: Sarah Pike
Dr. Al-Rabadi is Assistant Professor of Nephrology at the University of Utah and a member of
ASF’s Medical Advisory Committee. He is working on two main projects that require U.S. patient
participation from anywhere in the country: (1) Comparing gene modifiers in mouse models vs.
human patients affected by Alport syndrome to understand potential pathways for drug therapy;
and (2) collecting ophthalmologic data and assessing retinal thickness and noninvasive tests to
diagnose Alport syndrome.



Speaker: Michelle Rheault, M.D.
ASF Moderator: Janine Reed
Dr. Rheault is a Board Certified pediatric nephrologist and Associate Professor of Pediatrics at
the University of Minnesota Masonic Children’s Hospital, as well as a member of ASF’s Medical
Advisory Committee. Dr. Rheault is a Principal Investigator for the Alport Syndrome Natural
History Study in partnership with NEPTUNE. Participation by U.S. and Canadian Alport
syndrome patients are needed for the study to succeed. Currently 29 sites are located across
the U.S. and Canada. The study includes the collection of biosamples such as blood, urine,
audiograms, and blood pressure over time.

Speaker: Lindsey Fitzsimons, Ph.D.
ASF Moderator: Marty Dunleavy
Dr. Fitzsimons is an Alport patient and a postdoctoral fellow in the laboratory of Ron Korstanje,
Ph.D. (ASF Scientific Advisory Research Network) at The Jackson Laboratory in Bar Harbor,
Maine. She is working on identifying genetic modifiers for Alport syndrome and other genetic
chronic kidney diseases. Join Lindsey to learn how you can help Alport research.

Patient Registry

Speaker: Afton DeLucca
ASF Moderator: Stephen Malach
Afton DeLucca is ASF’s Patient Engagement Coordinator and will discuss the recently launched
NKF Patient Network – Alport Syndrome. This registry is a critically important tool for scientists
working on new treatments to improve outcomes and save lives. Chat with Afton to discuss the
enrollment process, benefits of enrolling, and more.

Genetic Testing

Speaker: Elizabeth Valenti, MS, CGC (representing Natera)
ASF Moderator: Pamela Pedersen
Natera’s Renasight program offers genetic testing for those seeking a confirmed Alport
syndrome diagnosis. It is a paid program that may be covered by insurance or low out-of-pocket
costs. Renasight also features post-results genetic counseling via a no-charge phone call.


