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he Human Genome project is producing new informarion about genes on 2

rapid basis.  Because of this, the Amerivan Academy of l'v:-h.n;u'\ (AAP)

recontly wsued a new policy statement about gencnic teating in children,
which it recommends all members follow

Ihe satement addresses theee distinet situations, The first situation has to do

with newborn screemng, tests that are performed in the hospital when an infant is

borm. Dr. David Horwitz, pediatncian at NYU Medical Center explains, "In New
York, these tests are mandatory with mundatory notification 1o the parents.”  This
differs from state to state and the AAP now recommends that all newbom testing be
dooe after mformed and voluntary consent i given by parents so that they are more
involved and informed in the decision making process. Dr. Horwite says this rec
ommendanion s “controversial® and states he 1 not sure this can be cffective
because of the time necessary to explain every single test performed

The AAP's posinion, according to Dr. Jeffrey Botkin at the University of Utah in
Sale Lake City, is that *the academy would like to find berrer ways 1o educate par
ents before the baby is bom and work together to protect babics

.

The system can
work better'  He doces point oot that the recommendation that doctors consult
with parcnrs sbout these tests 0 “radical” i the pediatric community.  Dr. Harry

Ostrer, professor of pediatnes, medicine and pathology and the Human Genetic
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Program Direcror at NYU School of Medicine says that “education is of paramount
importance and there is a role for improving that *

The AAP turther recommends that future newbom tests b introduced in 2 careful
wuydutallowof(xmhndondth:rishmdbcuﬁuofmm The March of
Dimes has stated that it belicves all newbomns across the country should receive the
nmcmandthacwnthlwhﬁrav«ymdhm.mbmldbcyvmrepni
less of cost-cffectiveness. "When newbormn screening tests for all treatable conditions
mumvtmnyavnﬂabkmddxqmﬁryohmismncd.nmyvdmmmutm
cﬁmmﬂh«umiﬂﬂybuxﬁddmhalm-mm.'nyubr.lcmﬁf«lim.
March of Dimes National President.  *Nevertheless, the March of Dimes believes
the primary consideration should atways be the health of babics.

Dr. MMNMJ%'sHWMMMWh
the AAP on this policy, takes wssuc with this. He points out that all tests are not
appropriate i all arcas. "Tests should be more uniform, but pockers of population
make it worth screening for certan things oaly in certain areas.*  Some diseases arc
cmkdun!ybypmpkdmntwnddammmdwhdukdicmmykqum
mtinlhcgznaﬂmﬂaﬁm.uhmahpmnpdpmpkdﬁmmda«m
15 clustered in an arca, it makes sensc to test for the illness there, but not other
places. Dr. Botkin points out that this docs raise “serious questions abour
jwstice..and cost issues”. Dr. Horwitz says, "Public health screening docs have to
ke into cffect cost-effectiveness” but points out that there should be newborn
screeming only when there i some treatment available.

The second recommendation in the AAP policy statement is that children should
not be tested for carnier genes. A carrier gene s an inherited gene that means the
panent cannor contract the genetic discase and merely carries the gene for ir, bt
that he or she could pass it on to his or her children who could contract the discase.
Sklkccnmismnnnpkdndnuulhaanbcmﬂduhhwtmmyhav
mg it The AAP recommends that children not be tested for camner genes because
this is a decision the panent should make as an informed adult and is only a concern
when a person reaches childbeanng years  Since the child’s health s not ar nsk,
there is no reason 10 test during chikdhood. The AAP also points our that discrimi

‘“r:wmwumm’m.mhm@mh
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‘dnpl!ib. With regard to carrier status, Dr. Ostrer says that "genctic testing
out that parents ask for tests out of curiosity when it is not useful to them, He also
relates an ancedote of 4 male friend who was tested for the BRCAL (breast cancer)
gene and was 2 carnier: This result had 3 devastating effect on his family because he

had a young daughter who then had a 50 percen wamm
child's dict and ways to reduce her risk

d:::rlm':‘mm.un&cuhamm to prevent children
firom developing the discasc or if the child exhibits symptoms. - Late onset discascs
arc lincsscs that do not cawse symproms until adulthood.  Dr. Neloa says, *It is
porant to be slew ahout this, We are nox. talklng sbout disgaoatic teiting,
Diagnostic testing is done to determine the cause of symptoms a patient i expen:
encing, 5o if a child exhibits symptoms of a late onset discase, westing would be done
diagnose it under the .
Mun‘bdd-umshwmvdnmmww Dr. Horwitz points out
that ideotification of the gene “can lead to misinterpretation, social discrimination
and penonal anguish. In practice this is correct. You don't know the depths that
people can sink 1o when they lear this information, and it can be devastating and
very disruptive for a penon.* Dr, Botkin believes that the policy docs not interfere
with a parent’s or child’s right 10 choose but *reinforces caution with certain kinds
of choices.* He says the statement “docsn't take away the choice but suggests the
ents *really think about what is in the best welfare oﬁhdtduﬁu" Mmm
that it is up to the profesionals 1o establish & standand of care and to provide guide:
Tines without public input. *



