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Case #1

e Ann (36Yy.0.)/Bob (39y.0.)
=pregnant w/ 3rd child

e Dr. Cane is religiously and
philosophically opposed to pregnancy
termination other than for the protection
of the life of the mother

 No discussion of prenatal diagnosis

« Baby = Down’s syndrome/ congenital
heart disease.






Case #2
« Eve and Frank = pregnant/1st child

e Dr. Ganz =Dbrief family history of both
sides of the family to identify genetic
risks

e Frank 's sister = breast cancer at 37;
mother died of ovarian cancer at 59;
maternal aunt = breast cancer at 46.

 Eve' gave birth to a healthy baby, Helen

e Frank ‘s sister = BRCA1 mutation. Jack
and baby Helen = both carry the BRCA1
mutation.



e BRCAL

« BRCAZ2
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\\ Case #3

child

musica
 All Jing

pitch +

group called "The Jingles."
es have perfect musical pitc

e |nez and Jack Jingle = pregnant /5th

 Jingle family = a hlghly popular smglng/

N, +

strong family history of perfect musical

noth families have had notec

musicians and entertainers for
generations.



» Gene variant that confers perfect
musical pitch + prominent medical
journal published the finding

e Dr. Knapp = "Oh, who knows? These
KInds of things are mostly just plain
uck, although you folks have been
awfully lucky with the other kids. So, |
guess the chances are pretty good this
one will be talented, too."







 Wrongful birth =

Suits by the parents who claim harm
to themselves from the birth of an ill

or disabled child.

« Parents In these suits typically claim

that, had they been adequately
Informed of their reproductive risk, they

would have taken measures to prevent
the pregnancy or birth of the affected

child.




* Wrongful life claims are brought in
similar clinical circumstances; however,
these claims arise from the child who
asserts harm from birth in an impaired
condition.

o But for the negligence of the health
care provider, the child claims she
would not have been born to suffer with
her condition.
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. * Neither of these claims is based on

| allegations that the defendant caused
the impairment through negligent
actions as, say, through the use of a
teratogenic drug.

 Wrongful life and wrongful birth claims
are based on allegations of inadequate
or incorrect information that would have

permitted the parents to avoid

preghancy or to detect the abnormality

orenatally and terminate the

oregnancy.
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\  Five state courts have recognized the
- wrongful life claim




\\

,\ * Nineteen states have rejected wrongful
- life

|




“The first, in a sense the more
fundamental [problem with wrongful life
claims], is that it does not appear that
the Iinfants suffered any legally
cognizable injury. . . . Whether it is
better never to have been born at all
than to have been born with even gross
deficiencies is a mystery more properly
to be left to the philosophers and the
theologians. Surely the law can assert
Nno competence to resolve the issue. . ..
Not only is there to be found no
predicate at common law or in statutory
enactment for judicial recognition of the
birth of a defective child as an injury to
the child; the implications of any such
proposition are staggering.”
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« A California court in 1980 concluded:

“The reality of the ‘wrongful life’
concept Is that such a plaintiff both
exists and suffers, due to the
negligence of others. It is neither
necessary nor just to retreat into
meditation on the mysteries of life.
We need not be concerned with the
fact that had defendants not been
negligent, the plaintiff mlght not have
come Into existence at all.”



A 1997 decision by the Connecticut
Superior Court, quoting a 1983
decision, stated:

"There Is nothing illogical in a plaintiff
saying 'l'd rather not be suffering as |
am, but since your wrongful conduct
preserved my life, | am going to take
advantage of my regrettable
existence to sue you."




“Corey's parents are not entitled to
recover against the defendant for the
ongoing extraordinary costs that Corey
will incur because of the defect (due to
the fact that they are no longer his legal
guardians or official parents). Nor will
Corey's adoptive parents be entitled to
recover, since the defendant owed
them no duty. Therefore, this Court
must consider whether Corey should
have this cause of action since no one
else can recover the extraordinary
costs. . . . In this situation, it appears
fair . . . to require the negligent Doctor
to pick up these costs Iif negligence is
proven.”




“There are ethicists and moralists, as well
as doctors, who consider that life must be
maintained at any cost, because any life is
better than no life. It may be legitimate to
adhere to such principles within their own
family, but is it not right to enforce such a
philosophy on others who do not hold with it.
To my knowledge none of the world's great
religions or religious leaders believe that a
severely defective innocent newborn infant
would be worse off in heaven or wherever
they believe their souls will go after death. Is
It therefore humane to inflict an immense
amount of suffering on such infants and on
their families to ensure that they reach this
heaven or haven in the end?”



o “[W]rongful birth/life claims . . . require
a new legal theory, in that life itself is
considered a wrong, and death is

oreferred over life with disabllities. By

deviating from the general principle,
nistorically found in civilized law, that

Ife, even with disabillities, Is valuable

and that only wrongful death is

compensable, wrongful birth/life actions
are a radical departure from
fundamental legal philosophy.”




e Twenty-six states, the District of Columbia,
and five federal courts have recognized a
cause of action for wrongful birth. One
state has enacted legislation recognizing
the validity of wrongful birth suits.
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\  Five state appellate courts have rejected the
)\ claim and six states have enacted legislation
barring wrongful birth suits.




o “[W]rongful birth/life claims . . . require
a new legal theory, in that life itself is
considered a wrong, and death is

oreferred over life with disabllities. By

deviating from the general principle,
nistorically found in civilized law, that

Ife, even with disabillities, Is valuable

and that only wrongful death is

compensable, wrongful birth/life actions
are a radical departure from
fundamental legal philosophy.”




Appropriate calculation of damages?

Balance the benefits/costs of raising
Impaired child

Award the parents a sum = costs of the
continued pregnancy, delivery, medical
costs of child's impairment

Emotional pain and suffering of bearing
and raising disabled child



Another element = an offset to either of
these damages for benefits of child to
family

l.e. damages for emotional pain
reduced by jury's estimate of child's
positive value to family

But highly value-laden, so many courts
have been unwilling to allow these
kinds of calculations

Majority of the courts = awarded
damages for the medical costs of
child's unwanted medical condition
while a minor.



e Cases falls into three main categories.

1. Well-defined population groups that are
at increased risk for certain genetic
conditions. E.g. sickle cell disease in
Individuals of African origin, Tay-Sachs
disease in Ashkenazi Jews and women of
advanced maternal age.

2. Errors in making a correct diagnosis
when suggestive signs or symptoms are
present. E.g. pregnant women who
contract a rubella infection

3. Cases in which an older child or other
family member was misdiagnosed or
misinformed about a genetic condition.
E.g. failed to make a timely diagnosis of
cystic fibrosis in a boy before the birth of a
second affected child.




Ethical standard for the provision of
prenatal diagnostic information should
be all-inclusive

That Is, all information that each
individual woman or couple requires to
make a decision should be provided

The concern is that line-drawing
between different heritable or
congenital conditions is hurtful to the
community of those with disabilities

The concern iIs the possible that
disability will be seen less as an
acceptable form of human diversity and
more as an avoidable burden that
people should choose to prevent



"Eugenics" was coined in the 1880s by
Francis Galton, a Victorian aristocrat
and nephew of Charles Darwin, to
mean "well-born" and to capture his
concept of using knowledge about
genetics to better the human condition.

This work culminated in variations of
the concept of controlled human
breeding which caught on after the turn
of the century and inspired organized
movements.

These movements were founded In
Germany in 1904, in Britain in 1907,
and in the United States around 1910.
In fact, eugenics prospered In
approximately thirty countries.




~irst sterilization law in 1907, and
fifteen additional states followed
petween 1907 and 1917--resulting In
such legislation in every region of the
country except for the South.

9,000 "feebleminded" in the United
States were eugenically sterilized from
1907 to 1928.

Justice Oliver Wendell Holmes stated
that "three generations of imbeciles are
enough." Buck v. Bell.




e Ultimately, the Germans sterilized
350,000-400,000 persons, with some racial
hygienists dissatisfied and arguing that
10-15 percent of the entire population
should be sterilized.

 The German sterilization program was
followed in 1939 by a euthanasia program
designed to rid the nation of its mental
patients, characterized as 'useless eaters.’

« Specifically, Hitler issued orders to
commission doctors to grant Gnadentod
(mercy death) to patients judged 'Incurably
sick by medical examination" and, by August
1941, more than 70,000 patients from
German mental hospitals had been killed.




* A recent study revealed that the
discussion of prenatal diagnosis for
women less than 35 years took an
average of 2.5 minutes while for
women 35 and older, the discussion
lasted an average of 6.9 minutes.




A comprehensive standard does not permit
an obvious distinction between what
Information is ethically desirable (presumably
all) and what information might be mandatory.

Should professionals could be held legally
liable for damages if the information was not
provided?

Does a comprehensive standard mean that
professionals could be successfully sued for
any relevant information that they failed to
provide to a couple upon the birth of an
affected child?

It is one thing to claim that all these
capabilities should be discussed with
prospective parents, and quite another to
assert that failure to do so should result in
legally enforceable damages.



Unless we are willing to say that a
comprehensive standard is both ethically
and legally mandatory, then a line-drawing
exercise will be necessary to distinguish
between omissions that merit sanction and
those that do not.

That Is, we, as a society, must make a
determination of what kinds of information
and tests should be offered for prenatal
diagnosis and which need not be offered.

|s the correct ethical analysis is provided
by the wrongful birth torts.?

l.e. whether the condition often results in
tangible harms to the parents.



 “The idea that it is morally permissible to
terminate pregnancy simply on the ground
that a fetus of that sex is unwanted may also
rest on the very dubious notion that virtually
any characteristic of an expected child is an
appropriate object of appraisal and selection.
Taken to an extreme, this attitude treats a
child as an artifact and the reproductive
process as a chance to design and produce
human beings according to parental
standards of excellence, which over time are
transformed into collective standards. . . .
[T]lhe Commission concludes that although
Individual physicians are free to follow the
dictates of conscience, public policy should
discourage the use of amniocentesis for sex
selection.”
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« The American Medical Association's

'- Counclil on Ethical and Judicial Affairs
supports limitation of prenatal
diagnostic services to more serious
conditions. The council suggests:

e "Selection to avoid genetic disorders
would not always be appropriate. . . .
[S]election becomes more problematic
as the effects of the disease become
milder and as they become manifest
later in life."



« Thomas Murray concludes, "[iJn short,
we should not offer to provide
prenatally information about traits or
afflictions that are not substantial
burdens on parent and child. We
certainly should not assist couples in a
misguided quest for the child that
embodies their ideal collection of traits,
Including gender."




“A decision, made before a child is
even born, that confines her forever to
a narrow group of people and a limited
choice of careers, so violates the
child's right to an open future that no
genetic counseling team should
acquiesce in it. The very value of
autonomy that grounds the ethics of
genetic counseling should preclude
assisting parents in a project that so
dramatically narrows the autonomy of
the child to be.”



A child with a significant disability can
have an adverse effect on the parents
In terms of heartache, worry, time,
effort, and money, the avoidance of
these impacts promotes the welfare of
the parents.

Failure to provide information =
contrary to the interests of the parents.

= consistent with the basic rationale of
the wrongful birth suits.

However, this rationale weakens as the
adverse impact on the parents
weakens.



 The rationale virtually disappears for
conditions that do not have a
significantly adverse effect on the
parents.

e This includes, arguably, non-health
conditions, mild or treatable conditions,
and conditions that do not affect
children.
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 On the other hand, some In the

'- disabllity rights advocacy community
argue that children with disabilities do
not have adverse effects on parents
and families.

e Often, very often, the adverse effects
are overstated.

* The literature does not support the
notion that children with significant
disablilities are a common trigger for
divorce, or a source of chronic sorrow,
or dysfunction in families.
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