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HHS will conduct or fund research in which the IRB finds that no greater than

minimal risk to children is presented, only if the IRB finds that adequate
provisions are made for soliciting the assent of the children and the

permission of their parents or guardians, as set forth in § 46.408.
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The American Academy of Pediatrics holds that minors can morally serve
as living organ donors but only in exceptional circumstances when
specific criteria are fulfilled.

[When Children May Ethically Serve as Solid-Organ Donors )
Children may serve as solid-organ donors if:

(1) Donor and recipient are both highly likely to benefit;

(2) Surgical risk for the donor is extremely low;

(3) All other deceased and living donor options have been exhausted;

(4) The minor freely assents to donate without coercion (established by an
independent advocacy team); and

(5) Emotional and psychological risks to the donor are minimized.
(Pediatrics. 2008;122:454—461)
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@ Preimplantation genetic diagnosis (PGD) coupled with in vitro fertilization (IVF) is an
option for families who have a child with FA without a matched sibling donor. If the
mother is fertile, the family may consider PGD/IVF to select a fertilized egg which is
both FA-negative and an HLA match for their FA-affected child. At the time of
delivery, the cord blood can be collected and utilized for the matched sibling donor
transplant. (Fanconi Anemia: Guidelines for Diagnosis and Management, 3rd ed., p194,
2008. Fanconi Anemia Research Fund, Inc.)
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