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What Is COTA?
The Children’s Organ
Transplant Association
(COTA) is a national
non-profit organization that
gives hope and makes
miracles for patients who
need a life-saving transplant
by raising funds for
transplant-related expenses.

100% of all funds
raised in honor of
patients are used for
transplant-related
expenses.

COTA … Questions
and Answers
Q: How does a transplant professional
refer a transplant candidate to the
Children’s Organ Transplant
Association (COTA)?
A: It is helpful to direct a prospective family
or patient to COTA.org. A very useful tool
located there is COTA’s Transplant Expense
Estimator, which helps a family estimate
potential out-of-pocket costs for the process -both immediate and long-term. When a
parent (adult patient or spouse) calls
COTA’s toll free number (800.366.2682) for
information, they are able to speak directly
with a staff member to have his or her
questions answered. COTA’s staff is
available Monday through Friday, 8 am – 5
pm EST. COTA sends a packet of
information to the parent/patient after that
initial inquiry call. Approximately 75% of
COTA’s referrals are directly from transplant
professionals who are typically a financial
coordinator or social worker.
Q: How much of a fee does COTA charge
for helping transplant patient families?
A: Unlike other fundraising organizations,
COTA does not charge transplant families a
fee of any kind. 100% of all funds raised in
honor of patients are used for transplantrelated expenses.

Together, we can work to
ensure that no child or
young adult is denied a
life-saving transplant, or
access to a transplant
waiting list, due to lack
of funds.

Q: How are COTA funds organized so
we can best inform our staff members
and patient families?
A: COTA establishes a community campaign
fund when a transplant family makes the
decision to work with us. Local volunteers are
trained to raise funds for COTA in honor of
their local patient, which is in accordance
with IRS guidelines. Families working with
COTA submit requests for grant distributions
to meet transplant-related costs. These funds
are not taxable to the fullest extent of the law
for the family, while contributions to COTA
in honor of the patient are tax deductible for
the contributor. If a community campaign
volunteer team raises $25,000 and a local
patient has $29,000 in transplant-related
expenses, COTA pays the expenses from the
campaign fund and augments it as we are able
from emergency (reallocation) funds.
Q: COTA covers funeral expenses for a
child whose local volunteers have
undertaken a COTA fundraising
campaign. Can you please outline
COTA’s criteria for funeral expense
coverage so that we can best inform our
staff and patient families?
A: Final arrangements can be covered up to
$5,000 from the COTA campaign fund if no
life insurance is in place. This information
is included in COTA’s Patient Agreement,
which all COTA families read and sign prior
to working with COTA. These expenses are
paid from community campaign funds as
well as from emergency (reallocation) funds
when available.
Q: How long does it normally take to go
from a referral call to a COTA
volunteer training?
A: The time required varies by family and
volunteer team, but normally is within three
weeks of a family deciding to work with
COTA, and completing and returning the
signed patient agreement. This agreement
legally allows COTA to work on the patient’s
behalf, and provides the guidelines for both
the family and the volunteer team to move
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COTA … Questions and Answers (continued)
forward with fundraising. This timeframe,
which can be less than three weeks, is often
dictated by the volunteers’ ability to organize
a team and their eagerness to begin.
Q: What is your current matching funds
protocol? What minimum must be raised
in honor of patients? How much do you
match, and is it a one-time match?
A: COTA’s Challenge Grants are either
$2,500 or $5,000. Every COTA community
campaign is immediately eligible. A grant
of $2,500 is awarded to COTA teams that
reach $25,000, and a $5,000 grant is
awarded when a team reaches $50,000
within the specified time period. For
example, if a COTA community campaign
team raises $53,257 in honor of a COTA
patient (during the predetermined time
period), a Challenge Grant of $5,000 would
be awarded. The funds may be made
available sooner if necessary.
Q: Is a patient required to be UNOS
listed before you will set up a COTA
account? Many patients/families
contact fundraising organizations and
the issue of needing to be UNOS listed,
determined an actual candidate for
evaluation, etc. as opposed to just being
‘referred’, is confusing.
A: A patient does not need to be formally
listed with UNOS to start working with
COTA. Our guidelines require that
transplant is a treatment plan action item,
but many of our patients are currently on
dialysis or are awaiting listing due to Cystic
Fibrosis. We believe it is better to start
fundraising sooner than later, and doing so
prior to formal listing is a good first step.
COTA funds may be used for pre-transplant
expenses such as mileage or fuel, food,
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lodging, etc. for the evaluation process and
ongoing medical care.
Q: Does COTA require the transplant
facility staff to sign off on the
application?
A: We do ask that a medical professional at
the center sign the medical form so we have
a ‘paper trail’ of care. Transplant
professionals do not need to review the other
materials that COTA requests of families,
i.e., forms that are used for setting the goal,
identifying and training volunteers, or
beginning the fundraising process.
Q: Does COTA require actual medical
records as proof of medical need and
transplant recommendation?
A: No. It is, however, helpful to have
something that demonstrates the need for
transplant, but COTA’s medical form does
this. No additional paperwork is required.
Q: When is a patient no longer eligible
to work with COTA?
A: As long as a patient completes a COTA
Patient Agreement and begins working with
COTA before turning 22 years old, they are
always a COTA patient. No one ‘ages out’
of COTA. Funds are available for a
patient’s lifetime regardless of their age
when reimbursement is requested. Patients
with Single-Gene Disorders such as Cystic
Fibrosis, Polycystic Kidney Disease and
Sickle Cell Anemia do not have age
restrictions and are able to work with
COTA at any age.
If you have any additional questions,
please contact a COTA staff member
at 800.366.2682 or via email at
cota@cota.org.

Giving Hope …
Making Miracles

Visit COTA.org
to learn more.
Call 800.366.2682
to get started.
Children’s Organ
Transplant Association
2501 West COTA Drive
Bloomington, Indiana 47403
800.366.2682
cota@cota.org
COTA.org
facebook.com/COTAFans
twitter.com/COTA_ORG

