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Amanda Baxley carries the gene for a rare n euro logicai disease that is eventually fatai; 
she and her husband used genetic testing to make sure their children would not inherit it 

Ethical questions arise 
as more are screened 
ahead of in vitro process 

BYGINAKOLATA 

Her first thought after she heard the 
news, after she screamed and made her 
mother and boyfriend leave the room, 
was that she would never have children. 
Amanda Baxley's doctor had just told 
her, over a speakerphone in her psychi-
atrist's office, that she had the gene for 
Gerstmann-Stràussler-Scheinker dis
ease, or G.S.S., and she knew that it 
would kill her within a few decades. This 
rare neurological disease had stalked 
her family for six generations. Her fa-
ther, 56, was even then in its final 
throes. 

On the spot, Ms. Baxley, 26, declared 
that she would not let the disease take 
another life in her family Une, even if 
that meant forgoing childbirth. "I want 
it stopped," she said. The next day, her 
boyfriend, Bradley Kalinsky, asked her 
to marry him. 

But the Kalinskys' wedded life has 
taken an unexpected turn, one briefly 
described on Monday in a paper in The 
Journal of the American Medicai Asso-
ciation. Like a growing number of 
couples who know a disease runs in the 
family, they chose in vitro fertilization 
but first had cells from the embryos, 
created in a petri dish with her eggs and 
his sperm, tested for the disease-caus-

ing gene. Only embryos without the 
gene were implanted in her womb. The 
Kalinskys are now parents of twin 3-
year-olds, Ava and Cole, and 9-month-
old Tatum, children who will be free of 
thefearofG.S.S. 

The technique has been available for 
a decade, but many doctors have never 
heard of it, or remain relùctant to re-
comijnend it, said Dr. P. Murali Do-
raisTJamy, a dementia nisearcher at 
Duk4 University Medicai Center and an 
authi )r of the new paper. 

People often find out ebout preim-
planlation genetic diagnosis, as the 
metti od is known, from web searches or 
on jatient forums. Ms. Kalinsky, a 
nurse, and her husband, al doctor, only 
learaed about it from a aenetic coun-
selor But as more and rrtpre disease-
causing genes are discovèred, and as 
the procedure itself has become less 
likely to destroy embryos, its use has 
spres id, experts say, posing a host of eth
ical quandaries. 

Should couples discard embryos that 
have a gene for a disease like G.S.S. that 
does not occur until adulthòod? What if 
the ti oublesome gene increases the risk 
for a disease, rather than making it a 
certa inty, like BRCA for breast cancer, 
or ATOE-3 for Alzheimer's ? Or leads to 
a con dition like congenital d eafness, or a 
chromosomal disorder like Down syn-
drom e? What if the procedi ire is used to 
pick ihe gender of a child? A recent in-
terna|tional survey found tliat 2 percent 
of over 27,000 uses of prejmplantation 



diagiiosis were made to chiose a boy or 
girl. I 

In the United States, there are no reg-
ulatio is that limit the method's use. The 
Society for Assisted Reproductive Tech-

; whose members provide preim-
plantation diagnoses, says it is "ethic-

justified" to prevent serious adult 
for which "no safe, effective in-
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about 6 percent had ever mentioned it to 
patients and only 7 percènt said they f elt ; 
qualified to answer patients' questions 
about i t 

"In the medicai community, the lack 
of knowledge about P.G.D. is a serious 
concern," Dr. Doraiswamy said, refer-
ring to preimplantation genetic diagno-
sis. In bis area — brain disorders — he 
adds, there are no guidelines about us-
ing the method, even though there are 
hundreds of inherited neurologica! con
ditions. 

Ethicists are divided about use of the 
method. 

Janet Malek, a bioethicist at the 
Brody School of Medicine at East Caro
lina University, says people who carry a 
gene like G.S.S. have a moral duty to use 
preimplantation diagnosis — if they can 
afford it — to spare the next generation. 

"If there is a paradigm example in 
which a parent can have an obligation to 
use this technology, this is it," she said. 

But David Wasserman, an ethicist at 
Yeshiva University and consultant to 
the department of bioethics at the Na
tional Institutes of Health, says there is 
no obligation to use it for diseases that 
do not start until adulthood. Eliminating 
embryos with such genes is essentially 
saying someone like Ms. Kalinsky 
should never have been born. 

Discarding embryos that carry gene 
mutations that increase the risk for dis-

"You and your children are 
going to be hostage to fortune, 
and no amount of testing is 
going to change that." 

ease — for example, breast cancer — is 
problematic, he said. 

"To someone who says, 'I can't deal 
with a risk of breast cancer,' I would say, 
'Look, there are ali kinds of risks. You 
and your children are going to be hos
tage to fortune, and no amount of test
ing is going to change that,'" said Mr. 
Wasserman, the ethicist 

Dr. Klitzman calls diseases like breast 
cancer the "gray areas." And, he said, 
"with the exploding use of the technol
ogy, we are increasingly confronting 
gray areas." 

Patients can avoid ali testing and 
hope for the best, playing what Dr. Ilan 
Tur-Kaspa, the founder and director of 
the Institute for Human Reproduction, 
calls "reproductive roulette." Or, he 
said, they can conceive on their own and 
have the fetus tested. If the gene is 
present they face the difficult choice of 
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whether to abort the pregnancy. Preim
plantation genetic diagnosis provides 
another option. 

Dr. Ilan Tur-Kaspa said that after per-
sonally doing the procedure a thousand 
times, he cannot think of a gene he 
would not test for if a patient requested 
it. 

Ms. Kalinsky and her husband ended 
up with 12 embryos from in vitro fertiliz-
ation. Six that had the G.S.S. gene were 
discarded. 

"That was a really hard thing to do," 
she said. But gettìng pregnant and then 
deciding what to do would have been 
more difficult. "For me, destroying a 
fetus that is already growing inside of 
me was much different than discarding 
embryos that had not yet implanted," 
she said. 

Dr. Tur-Kaspa said the majority of his 
patients differ from Ms. Kalinsky in one 
cruciai way : they do not want to know if 
they have a gene that will cause them 
eventually to have a disease or a higher 
risk of i t In such cases, he said, if ali the 
embryos carry the faulty gene, the 
couple is told none of their embryos was 
viable, which can happen with or with-
out a mutated gene. 

Ms. Kalinsky never considered not 
finding out, but the knowledge shadows 
her. "Every little trip, every little 
stumble, I think, 'This could be the dis
ease startdng,' " she said. 

Her husband says he will be there 
with her. He never considered abandon-

ing her when they learned she had the 
gene. "That would be the cruelest 
thing," Dr. Kalinsky said. 

He had been planning to ask her to 
marry him and was saving up for a ring 
— ali he had was a loose diamond. But 
he decided not to wait after she got the 
news she had the gene. He gave her the 
diamond in a field outside his parents' 
home. 

"There were a lot of emotions," he 
said, "a lot of sadness." But, he said, "I 
wanted her to know she had someone 
with her throughout this journey." 

They decided together to have chil
dren and fell in love with their twins 
from the first moments of life. 

"I would travel that road a million 
times over if I had to because in the end 
I was given the privilege of being their 
mother," Ms. Kalinsky said. 

Until a couple of months ago, she 
worked part time as a hospice nurse, but 
has given that up to be with her children 
full rime. She and her husband pian to 
teli their children about G.S.S. while 
they are stili young in hopes of prepar-
ing them for her inevitably slow and 
painful death. 

The Kalinskys stili have two frozen 
embryos left at the Chicago clinic and 
pian try for two more children. 

"We have our time here now and we 
try to Uve in the now," Dr. Kalinsky said. 
"We try to love each other and the kids 
every single day that we can." 


