V) Brain Support Network

PSP and CBD Brain Donation

How does it help families?
How does it help researchers?
How is it arranged?

Robin Riddle, robin.riddle@brainsupportnetwork.org, 650-814-0848
June 29, 2024 - PSP/CBD Symposium (Co-hosted by BSN and Stanford)



1st Key Reason for Brain Donation

ONLY way to confirm a diagnosis!
— Closure and peace-of-mind
— Explanation for what caused symptoms
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Brain Bank Study -
Accuracy of Clinical Diagnosis

“Clinical Outcomes of PSP and MSA”

— RS: 86% of cases had a correct clinical
diagnosis

— PSP-P: Only 41%. Commonly masquerades as
Parkinson’s Disease
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2"d Key Reason for Brain Donation

Enables research into the accurate diagnosis,
treatments, causes, and cures
— Brain tissue is required to validate

biomarkers, such as skin biopsies
or tau imaging
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Brain Bank Studies -
Clarify Types of PSP and CBD

“Characteristics of two distinct clinical
phenotypes” of PSP:

» RS and PSP-P are very different!

“Criteria for the diagnosis of
CBD”

» CBS, FBS (frontal behavioral
spatial), PPA, and PSP syndrome
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Genetics Discoveries

Starting in 2011: genome-wide association
studies in PSP
— Over 1,000 PSP brain

donation cases, mostly
in the US and UK

— Found three new genes
associated with PSP
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Donating a Brain Requires...

* Family consent

* Neurological records

« Pathology service must be available daily

* Cooperative funeral home (and available daily)

* Advance arrangements:
24-hour deadline

* Brain bank expert in PSP/CBD

@ Brain Support Network
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BSN Recommends the
Mayo Clinic Brain Bank

+ Large numbers of PSP (1800) and CBD (200)

+ While records are required in advance,
there’s no minimum time
since diagnosis

+ Actively publish on
confirmed PSP and CBD

+ 100 days for report
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Challenges with the
Mayo Clinic Brain Bank

- Families must make their own arrangements
- This is where BSN comes in!

- Families bear cost of
brain recovery

— CurePSP offers grants
up to S1K

@ Brain Support Network

© 2024 Brain Support Network, Menlo Park, California



Brain Support Network’s Role

Coordinating advance arrangements with
many parties

— family
— funeral home or body donation program
— pathology service
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Pay-it-Forward

BSN requests a $750 or greater pay-it-forward
charitable contribution from every family

we help.

Memorial contributions
are welcome.
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Check Out the BSN Website -
www.brainsupportnetwork.org

The Process for Brain Donation

 Fill out form -
“Advance Planning”
“Immediate Need”
“Urgent”

 Case studies

* Process document
 FAQs

Brain Support Network

THE DONOR'’S FAMILY

STEP # BRAIN SUPPORT NETWORK

Before Brain Donation

Makes first inquiry
to Brain Support Network (BSN).

Provides intended donor location
and funeral home;cremation organization info once
intended doner is on hespice or has been hospitalized.

Decides whether or not
to proceed with BSN making arrangements. If ready to
proceed, provides donor name and family details to BSN.

Returns signed consent form
and other paperwork. Enjoys peace-of-mind that
the arrangements are now complete.

Supplies
(ororders from donor's physicians} specialist medical
recerds and written family report to brain bank.

Provides alert
when death is imminent (hours or day away) and re-confirms
pathology provider fee so payment check is exact.

Notifies
Brain Support Network when end of life occurs,
Our deepest condolences on your loss.

Reviews with family
general info about brain donation,
requirements, and process.

Investigates
the who, how, where, and current costs of brain donation,
given doner location.
e tatke 30 eriniites toswreral s

Prepares detailed instructions
for the family, patholegy provider, funeral home/cramation
organization, hospice (if any}, and care facility (if any).
iay e hors o several days depending on txgency.

Shares detailed instructions
with all parties listed abeve, as needed.
2 ionis inchuded.

Updates brain bank
on intended brain donation and status of
medical records and written family report.

Re-confirms
the arrangements, especially if significant
time has passed.

Monitors all parties
to ensure brain donation is successful.
Updates family.
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After Brain Donation

If you have a memorial service,
BSN can prepare a personalized memorial flyer about your
family member that shares the clinical diagnosis and value
of brain donation.

Receives
the neuropathology report from the brain bank
about 3 months after the brain bank has the tissue, specialist
records, and written family report.
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Updates the family
on the status of tissue shipment to the brain bank.
Generally, tissue is shipped about 2 weeks after
donor's passing.
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If the family shares
the neuropathology report with BSN, we can
share our comments and analysis on the report
with your family.
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We’ve helped 1,400 families
donate a loved one’s brain.
We are honored to help
your family, too.

Robin Riddle, Brain Support Network (non-profit)
Phone 650-814-0848; Email robin.riddle@brainsupportnetwork.org



