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Legacy Donation

We are deeply grateful to families considering tissue donation through the University of
Maryland Brain and Tissue Bank (UMBTB) in support of research into Smith-Lemli-Opitz
syndrome. We understand that this is an incredibly personal and often difficult decision, and
we honor the generosity and love it represents. Each donation is a meaningful gift that helps
advance research.

Tissue donation can be arranged at any stage; however, planning ahead improves the chances
of a successful donation. The Brain and Tissue Bank is committed to guiding families through
every step with compassion, clarity, and respect, helping make the process as clear and
supportive as possible during such a sensitive time.

Who Can Donate

The Brain and Tissue Bank recovers tissue from donors of all ages, including individuals with
pediatric-onset or genetic conditions such as SLOS. International donation inquiries are handled
on a case-by-case basis, so please contact the Brain and Tissue Bank directly to discuss
individual circumstances.

Pre-Registration (Strongly Recommended)

Families are strongly encouraged to consider pre-registering for tissue donation ahead of time.
While planning in advance can feel difficult, doing so can help simplify the process when the
time comes, allowing everything to proceed as smoothly and quickly as possible, while reducing
stress for families during an already emotional time.



How to Donate

Contact UMBTB to Begin the Donation Process

To register ahead of the donor’s passing:

Families can request a registration form by email or phone to begin the donation process. For
assistance, contact UMBTB:

e Email (preferred): BTBdonors@som.umaryland.edu
e Phone: +1 (410) 706-1755 (available 24/7 for guidance and screening)

To register if death is imminent or has already occurred and the donor is not yet
registered with UMBTB:

Families are encouraged to email or call UMBTB to notify them of the urgent status. While
there are no guarantees that registration can be expedited, the team will strive to do their best
to honor the donor’s and family’s wishes.

e Email (preferred): BTBdonors@som.umaryland.edu
e Phone: +1 (410) 706-1755 (available 24/7 for guidance and screening)

Please note:

Donation registration, both prior to and after death, requires medical documentation to
confirm a diagnosis of SLOS:

e Genetic test results (preferred for short-term processing)
e Full neurological records (helpful but less urgent)

Families registering after death must have access to the donor’s medical records to confirm an
SLOS diagnosis in order to proceed.

Confirmation Process

e After the registration form and medical records are reviewed, families will receive a
confirmation letter.

e All donors must be confirmed registrants by UMBTB staff for tissue collection to
proceed.



Timing and Coordination

Tissue donation must take place within 24 hours of death (slight extensions are rare).
Because of this, registration cannot begin after this 24-hour period has passed, which is
why early planning is strongly encouraged.

When the UMBTB team has time to prepare a tentative donation plan in advance, it can
support a smoother process and the best possible outcome for honoring your loved
one’s gift.

Informing medical staff and funeral personnel of the planned donation can also help
ensure coordination proceeds as smoothly as possible during a very sensitive time.

Important Steps for Families

1.

If a medical professional determines that death may be imminent, families are
encouraged to notify UMBTB so that a tentative donation plan can be put in place.

At the time of death, families are asked to call +1 (410) 706-1755 so the UMBTB team
can respectfully coordinate tissue recovery within the 24-hour timeframe, ensuring that
your loved one’s wishes and legacy gift are honored with care.

Important Notes

Donation and Religion: Tissue donation is accepted by most major religious
organizations. However, families may consult their own faith leaders if desired.

No Cost: UMBTB is responsible for all costs related to tissue donation. They do not,
however, cover funeral expenses.

Funeral Planning: Choosing to participate in brain donation and completing the process
will not delay funeral arrangements. Tissue recovery does not interfere with open-
casket viewings or traditional funeral services.

The Smith-Lemli-Opitz Foundation is also here to offer support as families navigate this process
and the loss of their loved one.

Learn More

Frequently Asked Questions — Updated information about tissue donation: UMBTB
FAQ

UMBTB Donation Guidelines — Full operational instructions: UMBTB Guidelines
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