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SUMMARY

The justification for offering amniocentesis to women age 35 or older is
that by age 35 the risk of having a child with a chromosome problem is
greater than the risk of amniocentesis. In fact, this seemingly objective
statement is not supported by historical analysis. Maternal age 35 was
chosen for the cutoff based mostly on economic cost-benefit analysis
rather than objective medical assessment. The story of why 35 was chosen
illustrates how collective memory can affect, and be influenced by, the
guiding ethical principles of a medical profession.

Most genetic counselors maintain that the focus of their work
is helping families cope with the psychological, emotional, so-
cial, and medical effects of genetic disease'. Cognizant of the eu-
genic roots of medical genetics, genetic counselors try to differ-
entiate current genetic counseling practice from past eugenic
abuses by emphasizing the importance of nondirective counsel-
ing, a client-centered ethos and patient autonomy. However,
some aspects of genetic counseling can still be construed as eu-
genic and in conflict with the profession’s ethical values and phi-
losophy.

In this article I will briefly review the history of genetic coun-
seling and amniocentesis in the United States. I will then discuss
the development of amniocentesis guidelines during the 19707,
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and show how the historical reasons are discordant with the rea-
sons that genetic counselors currently cite as the justification for
offering amniocentesis at maternal age 35. The discrepancy be-
tween the history of amniocentesis and the current counseling
practice illustrates the concept of “collective memory” - the his-
torical memory shared by a professional or social group.

Genetic Counseling

The term “genetic counseling” was coined in 1946 by Sheldon
Reed of the Dight Institute of Human Genetics in MinnesotaZ,
Reed had a doctorate in laboratory genetics but developed an in-
terest in the clinical and psychological issues raised by families
affected with genetic diseases. Reed envisioned genetic counsel-
ing “as a kind of genetic social work without eugenic connota-
tions”?.

For Reed, genetic counseling was a medical and psychologi-
cal interaction rather than a form of eugenics (although Reed,
like other medical geneticists of his time, supported eugenic
goals)®. Reed’s concept of genetic counseling laid the ground-
work for the development of the genetic counseling profession
in the United States, even though Reed played no direct role in
the establishment of genetic counseling training programs.

During the 1960's geneticists recognized the need for a pro-
fessionally trained specialist with genetic counseling skills and a
philosophy of genetic counseling that focused on the psycholog-
ical impact of genetic disease®. However, it was only with the es-
tablishment in 1969 of a genetic counseling graduate training at
Sarah Lawrence College in New York City that the concept of a
genetic counseling specialist became a reality. Currently in the
United States, genetic counseling is usually conducted by more
than 2000 genetic counselors who have graduated from one of
the more than twenty genetic counseling training programs in
the United States.

The profession of genetic counseling developed and diffused
during the 1970’ at the same time that amniocentesis was being
introduced into medical care. Many of the first students who
graduated from genetic counseling training programs found em-
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ployment in prenatal diagnosis programs. To Fhis day, morle éha:
half of all genetic counselors are employed in a prenatal diag-
nosis clinic®. Thus, genetic counseling and prenatal diagnosis
share a long and intimate history.

tic Counseling and Eugenics o
Ge?z}eenetic counsciors usually view eugenics as .mlsgulde'ddg.e-
netics” that took place prior to World War 11, and.ls embodie Em
the works of Charles Davenport, Harry Laughhn and the ﬁl—
cenics Record Office. After World War I, as the story usually
éoes, geneticists renounced eugenics an.d engouragc;d the pn?ct:l-
pals of patient autonomy and nondnﬁectlven?s?.‘ h}f rez; }; y:
through at least the 1970’s, some medical ger}etlcmtsé if not ge
netic counselors, continued to espouse eugenic goals_ - .

Cognizant of the eugenic origins of: mec;hcal genetics, gene‘t@
counselors have been careful to distinguish bet\}ween eugenics
and genetic counseling. Following Sbeldon Reed’s lead, ger;.&:zﬁc
counselors have focused on the emotional and psychol?glgal im-
pact of genetic disease on famﬂ.ies. In th'e pgycho;o;mf ap-
proach, the primary goal of genetic counsehng. is to de p S’.mli
lies cope with the emotional, soc1.al, psychological an rﬁe ‘1ca‘
effects of genetic diseases. Eugem_c goals are not typlcal y 5u;i
ported by genetic counselors, and in 'fact,.genetlc cognﬁedgrs ?(,
tively espouse a philosophy of nondirectiveness \Vth\ ]dCt?eS
thatvpatient decision-making should be autonomous and free

< e 8]
from social and political pressure’.

1 esis ’
A”{;Z;;Cg’;ét prenatal diagnosis of a fetal defect was %"eported in
1916 when radiologist James Case used x-rays to diagnose aneﬂn-
cephaly in a third trimester fetus. Qver the nextlgwenty yeain s,
several fetal defects were identified by x-rays ., laymgft ei
groundwork for obstetrical interest in prenatal diagnosis of feta
dlsfil{tc{}leg;'gh the German physi_cian Schatz’ is gen.era.ﬂy cz‘fedltec}
with proposing amniocentesis mltlhe 18805, the): first amniocen
tesis was not reported until 1919"". In the 1930, amniocentesis
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was used in conjunction with x-rays in a technique called am-
niography. Amniography involves withdrawing amniotic fluid
and replacing it with a radioopaque liquid, permitting enhanced
x-ray visualization of the fetus and placenta. By the 1950’s am-
niocentesis was used to determine the severity of erythroblasto-
sis fetalis in Rh-sensitized pregnancies, to relieve polyhydram-
nios, and to determine fetal lung maturity before labor induc-
tion'?.

In 1956 Tjio and Levan reported that human cells have a
modal number of 46 chromosomes!®. A few vears later, Lejeune
and colleagues identified trisomy 21 as the chromosomal basis
for Down syndrome!*. With improvements in cell culturing tech-
niques by the mid-1960’s, amniotic fluid cells could be used to
diagnosis fetal chromosomal defects in utero'’. The develop-
ment of chromosomal banding techniques in the early 1970’
improved the identification of individual chromosomes and also
allowed for detection of structural chromosome defects such as
deletions and small translocations'®.

Legal and social factors also influenced the integration of am-
niocentesis into obstetric care, perhaps the most important of
which was the legalization of abortion. Because chromosomal
diseases are not treatable, the availability of abortion gave pa-
tients the option to terminate pregnancies in which amniocen-
teses had revealed cytogenetic abnormalities. The 1973 Supreme
Court ruling in Roe v. Wade made abortion legal — and ultimate-
ly safe. The availability of safe abortion also fit well with eugenic
goals and cost-benefit analyses (see below).

State and other local courts ruled that physicians could be
held legally liable if they did not offer amniocentesis to high-risk
patients. In1971, a state court ruled that a physician could not
be held liable for not offering amniocentesis to a patient'’. By
the late 1970’s, several courts had ruled that physicians were
negligent for not offering amniocentesis to women aged 35 and
older?®.

In addition to legal factors, social trends helped integrate am-
niocentesis into obstetric care. As Ruth Cowan Schwartz has
pointed out, women themselves were very active in making am-
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niocentesis available'®. These women were probably fuelgd b}i

the Feminist Movement and the increasing demand for patients

rights, both of which encouraged women to take a more active
i ir medical care.

ml%;fnlg;eg,rtr}?e American College of.Obstetr?cians and Gynego(}-

ogists told its membership that ammocenztg:sm should be consid-

ered a clinical, not a research, procedure®.

The Symbiotic Relationship between Amniocentesis and Genetic
Co%iieilrﬁfoduction of amniocentesis into rou'tine mediqal prac-
tice has helped foster the growth of the genetic Counsglmg pro-
fession. The link between genetic counseling and amnloceptes}lls
was evident when genetic amniocenteses were p@‘forrped in the
mid-1960’s. In the words of Cecil J acobsent one of the 'flrszt p'c}zlysp‘
cians to perform amniocentesis, “Culturing amniotic f zud fzz}
counseling in chromosomal diseagzs was ]‘u's}t advanc?} b'f
Fuchs....” [non italics added}?!. During the 11970 s, the avalg il-
ity of amniocentesis and genetic counseling spread hand-in-
ha?‘i.amniocentesis worked its way into medical practice, many
authors and professional organizations §t§t¢d the neej‘dufor glfle-
netic counseling prior to amniocente.asm . B}'/ explaining the
risks, benefits and limitations of amniocentesis, as well asle;ﬁf-
ploring the underlying psychosocial issues, genetic coun?i O‘ItS
helped patients decide whether or not to undergo :‘prerfxata bej -
ing. Genetic counseling also afforded %egal protection 01j o sfe
tricians, since genetic counseling provided informed consent for
i ients. ‘
the‘glriitslt all genetic counselors work as part of a team of
healthcare professionals that provides medl'ca} genetics gegmces‘
and testing. Many health insurance plans in the Un%te tatels
did not - and still do not - provide coverage foxj genetic counsel-
ing by genetic counselors. Furthermore: the time com_mllt)ment
of a genetic work-up is such that even if insurance reim urse,—
ment were universally available, it would be inadequate to cov-
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er the cost of the service®. The salaries of genetic counselors are
therefore often drawn from the department’s budget.

The advent of amniocentesis provided income for genetics
departments through the charges for performing amniocentesis
and particularly with the charges for cytogenetic studies of am-
niotic fluid. Although genetic counselors’ salaries are not based
on the number of patients they persuade to undergo amniocen-
tesis, the income generated by prenatal diagnosis is vital to the
employment of genetic counselors.

Thus, the provision of amniocentesis to a large extent de-
pends on the availability of genetic counseling, and the contin-
ued employment of genetic counselors depends upon the coun-
seling opportunities and departmental income provided by am-
niocentesis. This symbiotic relationship poses an ethical and
philosophical dilemma for genetic counselors: on the one hand,
genetic counselors specifically reject eugenic doctrine; on the
other hand, the net effect of amniocentesis is eugenic**.

Establishing eligibility criteria for ammiocentesis

Not all women could have access to prenatal testing because
of the limited availability of specialty centers where amniocen-
tesis and chromosomal analysis could be performed, as well as
the expense and risks of amniocentesis. Therefore, eli gibility cri-
teria needed to be established, and the most obvious and sim-
plest criterion was maternal age.

From it’s inception to the present, the most common reason
for performing amniocentesis has been “advanced maternal
age.” In the United States, women who are 35 years or older at
the time of delivery of the pregnancy are considered appropriate
candidates for amniocentesis.

Why was thirty-five years old chosen as the age cut off for of-
fering amniocentesis? Most genetic counselors, obstetrics books
and articles state that by age 35, the benefits of amniocentesis
outweigh the risks. That is, the risk of miscarriage associated
with amniocentesis is about 0.5%%. By age 35, the risk of a
chromosomal abnormality in the fetus is slightly greater than
0.5%. The cutoff is determined simply on the basis of medical

798

Genetic Counseling and Amniocentesis

risk-benefit analysis. But a closer look reveals that the reason for
choosing age 35 as the cutoff for offering amniocentesis is more
ex.

Corgqplthe early 1930s Lionel Penrose firmly established t.he as-
sociation between older maternal age and an increased 1‘1§k for
Down syndrome in her offspring®®. Penrose was alsg the first to
identify 35 as a crucial maternal age in understanding the epi-
demiofogy of Down syndrome:

“Though some of these imbeciles have young mothers, most of
the cases (about 70%) are born after the mother has reached
the age of 35 years” *".

In fact, the percentage of Down syndrome cases due to gd—
vanced maternal age varies with demographics and reproductive
patterns. To a large extent, it is dictated by the numbered of
women over 35 having babies compared to the numbfer of
younger women having babies. The propor?ipn is furthe:r influ-
enced by social factors, such as the availability of abortion a}nd
contraception, and social pressures to delay or not delay child-
bearing.

In 1967, when Cecil Jacobson and Robert Barter reportgd
some of the earliest experience with genetic amniocentesis,
they did not include maternal age as an.indication for\ undgr-
going the procedure®. In 1968, the American College o}f Obste-
tricians and Gynecologists did not consider the mother’s age as
an indication for amniocentesis®’. By the early 1970’s, the pri-
mary indication for amniocentesis was maternal age, though it
was not clear which maternal age was the best cut-off for offer-
ing amniocentesis®’. By the mid-to late 1970’s, maternal age 35
or older was firmly entrenched as the standard of care for of-
fering amniocentesis. In 1976, the American Colk.:ge of ObS’Fe—
tricians and Gynecologists, in a Technical Bulletin sent to its
membership, stated that 35 years of age should.bBe1 the appro-
priate age at which to start offering amniocentesis™. In 1979, a
consensus conference convened by the United States National
Institute of Child Health and Development made the same rec-
ommendation®,
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By 1979, James Sorenson and Judi oy .
dently say: and Judith Swazey could confi-

“ 3 .

It dzs ];cczzzrly well qccgpted medical practice now to tell pregnant women 35
aZ older of their mq‘eased risk for having a child with a chromosomal
averration, and to offer amniocentesis” 3.

The reason why maternal age 35 or older became the medical
standard is the result of three related factors:
® economic cost-benefit analysis
® eugenic ideologies )
¢ medical risk-benefit analysis
These factors are discussed below.

Econoz?zic Cost-Benefit Analysis: A Modern Form of Eugenics?

~ During the 1970's and early 1980’s numerous researchers 'uti~
lized economic cost-benefit analyses to determine the best ma-
ternal age cut-off for offering amniocentesis®*. These Studi;%
?tsked the same question — At what maternal age is the econoinl
ic cost of amniocentesis lower than the economic cost of cari
for people with Down syndrome? e

' The studies used slightly different approaches, made slightly
dlffereniﬁ assumptions, and were conducted in settings where re-
prod.uctlve demographics varied. Given the different method-
ologies, assumptions and study populations, it is not surprisin
that the studies came to slightly different conclusions about thg
best matgna] age to start offering ammiocentesis. However
most stqdles suggested that age 35 was the break-even point 1°o1i
economic cost-benefit. Conley and Milunsky summarized this i
the conclusion of their 1975 cost-benefit analysis: er

In the past, over half of all offspring born with Down syndrome were to
) - B . . 7 o -
;?07?165 over}i...]n short it is economically feasible, on the basis of the
imite .berze/m that were measured, to prevent the birth of over half of all
cases of Down syndrome”*,

éEC(in.omic cost.-beneﬁt analysis, when applied to genetics, has
underlying eugenic connotations, though geneticists seem reluc-
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tant to admit this. Traditionally, eugenics focused on the quality
of the gene pool. In cost-benefit analysis, the goal is not to elim-
inate “bad genes” so much as it is to minimize the economic
losses generated by caring for people with disabilities.

These eugenic connotations can be illustrated by examining
two of the implicit and explicit assumptions of the study - the
risks of amniocentesis and the alternatives to a prenatal diagno-
sis program.

With one exception, none of the studies included the risk of
amniocentesis in the cost calculation. The exception was the
Stein et al. study, which acknowledged the risks of amniocente-
sis but downplayed their economic consequences. It is surpris-
ing that little attention was given to the risks of amniocentesis,
given that there are some medical costs associated with miscar-
riage, as well as the economic loss of the earnings that these nor-
mal children would eventually have produced had they not mis-
carried. Indeed, one article even went so far as to say that am-
niocentesis did not carry any excess risks and therefore the com-
plications did not need to be taken into account in the cost-ben-

efit analysis:

“We assume no adverse effects, leading to increased costs, due to risks as-
sociated with the ammniocentesis procedure itself. In our literature survey,
we found three large-scale studies in the United States and Canada which
indicated there is no excess risk to women undergoing amniocentesis".

While ignoring the risks of amniocentesis is not eugenic per
se, it does suggest that some of the researchers’ beliefs may have
subtly influenced the assumptions of the studies, and therefore
the outcome of cost-benefit analysis. That some of these re-
searchers had a eugenic agenda is evident in.this quote from the
Stein et al. cost-benefit study:

“We are less certain about the balance of costs, at current rates, of screen-
ing the whole pregnant population. But is a detailed estimate of money
costs required? The lifelong care of severely retarded persons is so burden-
some in almost every human dimension that no preventive program is
likely to outweigh the burden™’.
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Besides not considering the risks of amniocentesis, none of
the cost benefit analyses compared the costs of the prenatal
elimination of Down syndrome with the costs of alternatives to
elimination. All of the studies compared the cost of amniocente-
sis with the current medical, custodial and educational costs of
caring for individuals with Down syndrome. No study compared
the cost of amniocentesis to the cost of developing better pro-
grams to improve the medical care, economic opportunities,
and education of people with Down syndrome.

Thus, while cost-benefit analysis appears on the surface to be
an objective and rational approach to allocating limited re-
sources, the underlying assumptions of the studies indicate that
the studies reflect some eugenic ideologies and biases. And
whatever the intentions of cost-benefit analysis, the net social ef-
fect is eugenic, i.e., a reduction in the number of people with
Down syndrome.

Conservative Eugenics

Some authors justified amniocentesis on traditional eugen-
ics grounds - that is, improvement of the gene pool by reduc-
ing the number of low IQ individuals. These authors were also
concerned that amniocentesis could be dysgenic by encourag-
ing heterozygous parents, who may have refrained from hav-
ing children if amniocentesis were not available, to reproduce,
knowing that they could terminate affected fetuses. The net ef-
fect would be dysgenic, i.e., an increase in the number of car
rier children, because parents would not terminate heterozy-
gous fetuses.

However, overall, amniocentesis was believed to have the po-
tential to improve the gene pool: “In general, antenatal diagnosis
is likely to have beneficial (eugenic) effects on the gene pool™,

Te.rrance Swanson, a lawyer with the Department of Forensic
Studies at Indiana University, expressed the eugenic justification

for amniocentesis in 1970:

“If we allow our genetic problems to get out of hand by not acting prompt-
Iy to ameliorate the situation, we as a society run the risk of over com-
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mitting ourselves to the care and maintenance of mentally deficient pa-

tients at the expense of other urgent social program’™.

Swanson further expressed his conservative eugenic beliefs
when he stated:

“A major problem has been that while upper and middle income groups
have embraced the family planning concept, it has not yet reached the low-
er income groups to any great extent. Thus, while the birth rate and num-
ber of births have declined in recent years, the quality of this year’s crop
might be considered lower too™”.

Swanson was not alone in his concern about the apparent in-
crease in the number of mentally deficient individuals, an
alarmist cry that harks back to the early twentieth century eu-
genicists. In the Stein er al. cost-benefit analysis discussed
above, the authors suggested that the prevalence of Down syn-
drome may have increased by over 100-fold during the course of
the twentieth century. They felt that the rise was due in part to
money spent on improved care for people with Down syndrome,
the net effect of which was a longer life span for individuals with
Down syndrome. Their concern for the public effects of this ap-
parent increase is reflected in their suggestion that the prenatal
diagnosis program in New York City should be carried out un-
der the auspices of the Department of Health*'.

Eugenic goals were sometimes couched in medical terminol-
ogy. In a discussion following Jacobsen and Barter’s seminal
1967 paper on amniocentesis, one physician stated:

“With further expansion of these important studies...we can increasingly
establish the normality of the fetus, thereby guaranteeing one of the basic
rights of the unborn - the right to be ‘well born’” *.

Basically, the eugenic justification for a maternal age cut-off
was that should be offered to women at the age where it would
have the greatest impact on the incidence of Down syndrome.
As Hagard and Carter declared in their 1976 cost benefit analy-
sis:
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“p k o
0 make a major impact on the problem [Down syndrome], however,
would require mass prenatal diagnostic programs directed, in the first in-
stance, towards all older pregnant women - that is, those at higher risk™.

Medical Risk-Benefit Analysis

Some physicians were concerned about the fetal risks of am-
niocentesis, and felt that those risks should be considered when
offering amniocentesis. Geneticists Herbert and Marie-Louise
Lubes acknowledged this in 1972:

Since preliminary indications are that the risk of amniocentesis is less
than 1%, it is not generally indicated unless the risk of an abnormal test
is 1% or greater” ™.

The Lubs were not alone in expressing this view*. However,
the difficult part was establishing the risks of amniocentesis.
During the 1970’s and 1980’s, many studies tried to pinpoint the
fetal loss rate due to amniocentesis. All the studies agreed that
the risk for fetal loss was low, but the studies generated slightly
differing risks, ranging from no increased risk to about a 1% in-
creased risk of miscarriage®. Most surprisingly, not one of these
studies found a miscarriage risk of 0.5%, the oft-quoted rate that
genetic counselors claim forms the basis for offering amniocen-
tesis at age 35!

In the study by Crandall ez al., the authors do state that the
loss rate of amniocentesis is 0.5%:

The authors believe that there is a small risk of early spontaneous abor-

tion associated with second trimester amniocentesis (estimated to be @
0.5%)...". %

However, a careful look at data from the Crandall study
shows that the miscarriage rate in the amniocentesis group is in
fact only 0.2% greater than the control groups, a difference that
was not statistically significant. Thus, even though the authors
“believe” the amniocentesis-related miscarriage rate is 0.5%,
their data does not support their belief.
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And even if Crandall et al’s assertion were correct, why
should the results of this one study be any more valid than the
results of the other studies that found slightly higher or lower
miscarriage rates? Presumably, if important decisions about the
availability of amniocentesis are to be based on the risks of the
procedure, the risks should be firmly established by several well-
designed studies. And besides, as noted above, the age cut-off of
35 was established several years before the 1980 publication date
of the Crandall er al. study.

Discuission

Maternal age 35 was chosen as the cutoff for offering amnio-
centesis primarily because of the results of economic cost-bene-
fit analysis. Medical risk-benefit analysis and strict eugenic con-
cerns played secondary roles in establishing eligibility criteria
for amniocentesis. Indeed, I suspect that even if amniocentesis
were indisputably shown to have a 0.5%miscarriage rate, but
economic cost-benefit analyses showed that such programs
were not profitable, then it is unlikely that large scale prenatal
diagnosis programs would have developed to the extent that
they did.

While 0.5% may be a reasonable approximation of the risk,
no studies on the safety of amniocentesis support it. The am-
niocentesis risk figure of 0.5% appears to be a figure of conve-
nience. Obstetricians and genetic counselors feel that they have
to provide their patients with information about the risk of am-
niocentesis and patients typically demand very precise data. The
0.5% risk figure has become accepted because it has been re-
peated so often in the medical literature and daily medical prac-
tice that it has taken on a life of its own. That such a risk figure
fit in well with the recommendations of economic cost-benefit
analysis further encouraged its acceptance.

Indeed, it is likely that the “true” risk of amniocentesis will
never be identified. Miscarriages that occur after amniocentesis
rarely have unique characteristics that identify the amniocente-
sis as the cause for the miscarriage. Many studies have com-
pared the loss rate between amniocentesis and control groups.
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However, determining the loss rates in control and experimental
groups, and comparing results across studies, can be hampered
by technical factors such as different and sometimes flawed
study designs, imperfect selection or matching of control
groups, and the variable experience and skills of physicians per-
forming amniocenteses.

If medical risk-benefit analysis played only a relatively minor
role in the determination of amniocentesis eligibility, why is
n?edical—r'isk benefit cited as the primary reason for offe;ing am-
niocentesis at age 35? T suggest that this practice stems largely
from t.he desire of genetic counselors to divorce themselves from
eugenics. Genetic counselors view their role as helping people
make emotionally difficult decisions. Economic cost-benefit
gnglyses seem out of place during sensitive and psychologically
Intimate counseling sessions. Economic cost-benefit analvsis is
alsg antithetical to the cherished counseling ideology of non-co-
ercion. However, genetic counselors cannot disassociate them-
selves from amniocentesis since the procedure is so vital to the
employment of genetic counselors. Therefore, to avoid the awk-
ward eugenic implications of economic cost-benefit analysis
apd amniocentesis, genetic counselors frame counseling deci-
sions in terms of medical factors, i.e., the patient’s risk of having
a child with Down syndrome versus the risk of amniocentesis
and focus on the emotional and psychological implications of
those decisions. Of course, while genetic counselors are trying to
avoid eugenic implications, they work within a larger medical
system that tolerates and even condones certain forms of eu-
genics.

It is also fair to say that many aspects of genetic counseling
are not eugenic. Although most critics of genetic counseling
have focused on reproductive issues, many genetic counselors
worlitgm settings where reproduction and eugenics are not rele-
vant™. Such work settings include families at risk for adult on-
set diseases (e.g., breast cancer, colon cancer, neurogenetic dis-
orfiers), newborn screening programs where treatment is the
primary focus, or as liaisons between laboratories and the med-
ical community. Genetic counselors also support non-eugenic
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programs that prevent birth defects without becoming directly
involved with reproductive decisions. Examples of such pro-
grams are the use of folic acid to prevent neural tube defects,
rubella vaccination to prevent congenital rubella syndrome, and
patient education about teratogens such as isotretinoin. In these
situations, counselors are trying to prevent the defect rather
than the person with the defect.

The oft-told story about the medical risk-benefit justification
of amniocentesis is an example of “collective memory” - the
memory of history shared by a particular group. Collective
memory is not necessarily in agreement with the historical
record. When applied to the history of science and medicine,
collective memory has been shown to play a key role in legit-
imizing scientific practices®. Thus, genetic counselors have a
collective memory of the risks of amniocentesis being 0.5%, and
this risk forms the basis for offering amniocentesis at age 35.
This collective memory meshes nicely with the non-eugenic phi-
losophy and patient-centered practice of genetic counseling, and
this philosophy helped shape the collective memory.

Economic cost-benefit analysis still plays a key role in deter-
mining the availability and justification for prenatal diagnosis
services. The same type of economic cost-benefit analyses of am-
niocentesis that were performed in the 1970’ are still being con-
ducted today, although maternal serum screening and ultra-
sonography are combined with maternal age as the basis for of-
fering amniocentesis®®. And so perhaps a new collective memo-
ry will arise about the use of maternal serum screening and ul-
trasonography as a justification for amniocentesis.
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