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Prenatal tests have brought the revolution in molecular biology into human reproduction and into the lives of ordinary people. Prenatal genetic tests promise to offer greater reproductive self-determination for families that carry genetic traits for serious disease. Originally intended to address “high-risk” pregnancies, prenatal diagnostic (PND) procedures are becoming part of routine prenatal care. But these tests and the prospect of selective abortion raise many social and ethical concerns. Disability rights activists have begun to articulate a critical view of the practice of prenatal diagnosis with the intent to abort if the fetus appears to be destined to become a disabled person. Some people with disabilities, particularly those who identify as members of the disability rights community, perceive that selective abortion may be based on the assumption that any child with a disability would necessarily be a burden to the family and to society, and therefore would be better off not being born.

People with disabilities who have lived their lives creatively managing the logistics of a disability, as well as fighting disability discrimination, may regard these new genetic "options" as a way to promote selective abortion.  As disability activist and lawyer, Lisa Blumberg put it, "The social purpose of these tests is to reduce the incidence of live births of people with disabilities."
 She describes a report which discussed, in the view of the authors, the apparently problematic findings that some women would not have an abortion even if the fetus had "multiple, severe handicaps such as hemiplegia and incontinence." Blumberg writes: "Nowhere do the writers ask whether preventing the existence of people with spina bifida is an appropriate goal of a program funded by state taxpayers, including taxpayers with spina bifida." According to the disability rights paradigm, if suffering does indeed attend life with disability, then the place to begin ameliorating that suffering is with the eradication of social discrimination—not with the eradication of people with disabilities.
Lawyer and disability activist Deborah Kaplan contends, "If persons with disabilities are perceived as individuals who encounter insurmountable difficulties in life and who place a burden on society, prenatal screening may be regarded as a logical response. However, if persons with disabilities are regarded as a definable social group who have faced great oppression and stigmatization, then prenatal screening may be regarded as yet another form of social abuse."
 This is the essence of the disability community’s challenge to prenatal genetic testing. We believe that the current promotion and application of prenatal screening has a potent message which negatively affects people with disabilities, influences women in decision-making about their own pregnancies, and reinforces the general public’s stereotyped attitudes about people with disabilities. This paper focuses on the following components of the disability critique:

Why have many people in the disability activist community reacted negatively to PND and selective abortion, when this same group tends to be pro-choice?

Does PND diagnosis "send a message" to people with disabilities, and to the general public, reinforcing or perpetuating disability discrimination? 

What is communicated by the availability of prenatal diagnosis and selective abortion from the vantage point of authors in the disability rights community?

Many disabled people come to the genetic screening debate from a perspective that perplexes many scientists and medical professionals. I and many of my colleagues whom I quote here, have disabilities; it is said that people like us should embrace genetic advances, based on the assumption that the suffering our disabilities impose might someday be alleviated through genetic science. Yet we are critical of much of  the research.

The American public appears to have accepted the "common sense" assumption that prenatal screening and selective abortion can potentially reduce the incidence of disease and disability and thus is good. There are many misleading and mistaken views underlying this assumption: that the enjoyment of life for disabled people is necessarily less than for non-disabled people; that raising a child with a disability is a wholly undesirable thing, that selective abortion will save mothers from the burdens of raising disabled children, and that we, as a society, have the means to decide who is better off not being born. Using the literature written by people with disabilities, from the international disability community in the U.S., Canada, Britain, Germany and Japan, as well as feminist critics of PND, I will explore some of the current and historic origins of these pervasive assumptions and examine the views of people with disabilities about prenatal diagnosis and selective abortion, as well as the impact of these technologies on the general population’s attitudes about disability. 

"The Medical Model" of Disability and the Need for Screening
Medical sociologist and disability activist Irving Zola explored the role that the medical system has in people's lives. Zola wrote of medicine, that


It is becoming the new repository of truth, the place where absolute and final judgments are made by supposedly morally neutral and objective experts. And these judgments are made, not in the name of virtue or legitimacy, but in the name of health.


The impact of the medical system's views and influence is especially prominent in the lives of people with disabilities, as a result of the additional time many disabled persons spend interacting with medical personnel. This may be due to the need for more extensive medical service, but also to the fact that many of the services and benefits available to disabled persons are controlled by medical "gatekeepers" who certify eligibility to various social institutions, such as Social Security (for income support, if disability affects employment) the division of motor vehicles (for special parking) or the housing authority (for eligibility to accessible housing programs.)


Within the medical system's view, disability is defined as a biological problem or limitation.
 Thus the social consequences of disability, such as high un-employment and low educational levels of people with disabilities, resulting in low socio-economic status, are thought to be caused by physiological limitation.
 A fundamental assumption in the medical view is that greater degrees of disability (defined by medical standards as increased pathology) are associated with decreased quality of life.
 This view is often referred to in the disability community's literature as the "medical model of disability.” Inherent in this medicalized view is the assumption that the source of any problems related to the disability are located with the individual or within the individual's body. According to Adrienne Asch, the core of the medical model view is that "disability must be prevented, because disabled people cannot function within existing society."

Tay Sachs disease is often raised by medical professionals as justification for prenatal screening. But as a rare disease, it's a poor basis for a paradigm. As epidemiologist Abby Lippman 
says, "Rare cases make bad policies." Conditions receiving priority attention for prenatal screening are Down Syndrome, spina bifida, cystic fibrosis, and Fragile X, whose clinical outcomes are usually mildly to moderately disabling.  Individuals with these conditions can live good lives.  There are severe cases, but the medical system tends to underestimate the functional abilities, and overestimate the "burden" of these disabled citizens.

Medical language reinforces negativity, asserts Laura Hershey, a disability advocate from Tennessee,  “Terms like ‘fetal deformity’ and ‘defective fetus’ are deeply stigmatizing, carrying connotations of inadequacy and shame. Many of us have been called ‘abnormal’ by medical personnel. . .who view us permanently as ‘patients’ subject to the definitions and control of the medical profession.”
 Says Diane Coleman another activist from Nashville, "Maybe they see us a failures on their part."

"The Disability Paradigm"


The view of disability developed by people with disabilities is very different from the medical view. The "disability paradigm" was made prominent in the late 1970s.
 This view regards disability as a socially constructed phenomenon, and is based on a view of disabled people as a minority group, much like women, or persons of color, targeted with social discrimination and denial of full access to the mainstream life of the community. According to this perspective, once the oppression is revealed, the assumptions of the medical view (the more impaired, the less quality of life) are exposed as false.


It is important to note that authors from within the disability community have conceded that disability itself is not inherently a neutral condition, but constitutes a real loss apart from the socio-economic loss which results from oppression:


The inability to move without mechanical aid, to see, to hear, or to learn is not inherently neutral. Disability itself limits some options... It is not irrational to hope that children and adults will live as long as possible without health problems or diminished human capacities.


Among many socially stigmatized groups such as people of color, poor people, and gay people, their "inherent characteristics" have been blamed by society for their lower socio-economic status, and/or used as justification for their social mistreatment or ostracism. The view expressed by Asch, above, acknowledges that the experience of disability does not neatly reflect the experiences of these other social groups, for whom negative judgments about their personal characteristic have been exposed as resulting solely from oppression. Acknowledging this does not confirm the medical model conceptualization of disability.  One's options in life as a person with a disability may indeed, in some ways, be limited, but oppressive social conditions have so distorted the public's perceptions, as well as how disabled individuals themselves might internalize these perceptions, that it is difficult to assess the true impact of disability on the individual's life experience.

Explaining the Disability Experience to Social Researchers 

Disability activists are concerned that the message of PND may have the effect of triggering additional oppression, reinforcing the general public's perception that disability is a tragic mistake, (that could and should have been avoided) and that disabled people are therefore, justifiably marginalized. Deborah Kaplan contends that "Many leaders of the community of persons with disabilities have expressed concern that genetic testing and prenatal screening has a tendency to promote negative general attitudes about disability. They worry that these negative attitudes might result in public policies or practices, such as job discrimination, barriers to obtaining health insurance coverage, cutbacks on public support programs, and other similar negative actions."
 Perhaps in a very different world, a mythical world without sexism or disability oppression, prenatal predictive technologies could be useful, life enhancing tools. That is not this world. The technologies can only be evaluated in the world the way it is, and on that basis, they have been and will be used in ways that devalue people with disabilities.

In our discussions during the Hastings Center project about the disability community's views of PND and selective abortion, I felt that some members of the group did not grasp the impact of stigmatization on disabled people's sense of self, and how that might affect our views of PND. Someone in the discussion once said that disabled people take PND far too personally. If someone aborts a fetus with a disability, she reasoned, what does that have to do with anyone else with a disability? In an attempt to lift the argument out of the emotionally charged context of disability discrimination, a hypothetical example was offered with a non-stigmatized "disability": lack of musical ability. The argument was made that this non-musical person, call her Mary, would certainly not be devastated to learn of her musical parent's or musical husband's preference for children who are musical; she would be able to understand and not take it personally, if they prefer certain abilities or characteristics in a child.  I argued that the social context, the day-to-day experience of discriminatory treatment, is essential and inseparable from any discussion of "choosing" or preferring characteristics in one's child. I offered the following illustration:


Let's fill in some details in the typical life experience of someone in a marginalized constituency, such as Non-musical Individuals, to further explore why Mary might be upset at her husband's and her own parent’s preference for a musical child, and for her disappointment that her non-musical ability is not regarded as neutral.


Mary reports that she had a generally happy childhood, but recalls some incidents where the other children in her neighborhood used to tease her, singing, "Mary isn't musical! Nya, nya, nya, nya, nya! When her mother took her to register for kindergarten, they were told, "We're sorry, we can't educate non-musical children here. She must go to a special school." There are some public funds available for Mary's education, but the choice of schools is very limited, and mostly residential, so she must leave her family for months at a time, or else travel daily long hours on the bus, to get a relatively decent education for the Non-musical.


When Mary walks down the street, going about her ordinary day, she sometimes hears people whisper, "There goes one of those non-musical people. I wonder how they cope." Sometimes someone even comes right up to her and says something like, "You non-musical people are such an inspiration! If I were ever to become non-musical I would feel like killing myself. You must be so courageous!" Mary politely tolerates this intrusion from others, along with their awkwardness with the language to describe her condition, calling her "other abled" and "musically challenged." She knows people mean well. 


Sometimes she wishes she could tell one of these busybodies to go to hell, but she never does. She doesn't want to risk making others think badly of non-musical people. She notices that the larger culture thinks all non-musical people are just alike, even those from the full range of racial and ethnic groups. People are always assuming she prefers to be only with other non-musical people, as if she were deeply ashamed of her non-musical-ness, or felt she had little in common with those musical.


When Mary goes to the doctor for a sore throat or just to get a check up, the doctor will often become very interested, but not in answering her questions. The doctor wants to know things like "How long have you been non-musical? Were you born with this condition?  Have you ever considered having experimental brain surgery to the auditory cortex?" Mary sighs, and reminds the doctor why she is there.


Mary has a job, which she'll admit wasn't so easy to find, not because she wasn't qualified, she has many skills and an advanced degree. But every time she went to an interview the employer would bring up her non-musical-ness, and ask probing questions that had nothing to do with the job or her skills. Eventually civil rights legislation prohibited employers from asking such questions. But Mary knows that since it is so hard to prove job discrimination, she and other non-musical people will continue to have a high unemployment rate.


We might ask, is it any wonder that Mary's very sense of self might be affected by the world's negative views of her musical inability? Should someone from a stigmatized constituency, even a sophisticated, thoughtful person, be easily able to logically separate the effects of a lifetime of cruel mistreatment, both random and systematic, from one's self concept, and then from one's feelings and beliefs?


If we hope to thoughtfully debate and form accurate and meaningful opinions about PND and selective abortion, and their impact on disabled people and everyone else, we must consider the full context of the issues; we must strive to understand the real experience of disability in our society. We must explore both the stereotypes and the realities of disability, as best we can.

The Community of People with Disabilities

The objection to selective abortion from the disability rights community is ultimately related to how we define ourselves. As feminists have transformed women's sense of self, the disability community has reframed the experience of having a disability. In part, through developing a sense of community, we've come to realize that the stereotyped notions of the "tragedy" and "suffering" of "the disabled" result largely from the isolation and exclusion of disabled people from mainstream society. While the limitations of a disability can be difficult, it is the oppression that is most disabling about disability.

Many disabled people have a growing but still precarious sense of pride in an identity as "people with disabilities." With decades of hard work, disability activists have fought against institutionalization and discrimination, and fought for access to employment and education, transportation and housing. We have fought for rehabilitation and “independent living” programs, and proven that disabled people can participate in and contribute to society.


People with disabilities have in the past twenty-five years, gained an identity as a social and political group, "Through an enhanced awareness of the significance of discrimination based on perceptible physical difference"
. With the models of contemporary movements for civil rights, justice and equality, disabled people also began to recognize that they had rights, and could participate as full and equal members of society.

In an era which offers access to improved health, longevity, social mobility, and a political voice for disabled citizens, it is ironic that the growth of the new reproductive and genetic technologies of the 1970s and '80s now provides the possibility of eliminating categories of people with certain kinds of disabilities, such as Down Syndrome, spina bifida, muscular dystrophy, sickle cell anemia and hundreds of other conditions. Laura Hershey suggests that:

The idea that disability might someday be permanently eradicated—whether through prenatal screening and abortion . . . has strong appeal for a society wary of spending resources on human needs. Maybe there lurks, in the back of society's mind, the belief-the (hope?) that one day there will be no people with disabilities. That attitude works against the goals of civil rights and independent living. We struggle for integration, access, and support services, yet our existence remains an unresolved question. Under the circumstances, we cannot expect society to guarantee and fund our full citizenship.

Genetics Professionals 

Genetics professionals, including genetic researchers, clinical MD geneticists, and genetic counselors, are motivated by a commitment to helping people with genetically-related conditions.  But the very nature of their work may reinforce certain stereotypes. Genetics professionals have been trained in a medical educational system that emphasizes worst case scenarios of disease and disability, with virtually no attention to psycho-social factors in the experience of disability. The vast majority of articles and books from the genetics literature which addresses medical decision-making about persons with chronic disease or disability completely omit reference to the social context of disability, ignoring the fact that persons with disabilities are subject to discrimination, which significantly affects the quality of their lives. Professionals who work with individuals with genetic conditions may have little familiarity with disabled people who are living independently and working in the community and thus are unable to challenge pervasive cultural stereotypes about people with disabilities and illness.

In most genetic counseling training programs, students have internship placements in medical settings where they may observe disabled children. At Brandies University a program was initiated which gave students a unique opportunity to interact with disabled adults more informally, outside of a medicalized encounter. Each student was assigned a disabled adult to interview for a minimum of three meetings over the course of a semester.  My own study

focused on these interactions; I interviewed the students and the disability consultants before and after they met. The student’s reactions to these meetings were striking, revealing a significant shift after the meetings, where students reframed their view of disability as an experience informed by societal discrimination rather than personal tragedy. One student said:

In talking with the other students, we all had these sort of mini revelations about what disability is. I don't know if I would have ever done that if we hadn't been required to. Everybody had a great experience. I mean, incredible.  I've learned that you don't have to treat [disabled people] differently, get worked up, which is what I was doing... It doesn't seem like it's such a different world. We build it up to be "us and them."

Students reported being struck at how little interaction with "real people with disabilities" they had before this program. As a result of these meetings, they experienced a new-found ability to perceive disabled people as potential friends and colleagues, and several stated their intention to utilize disabled persons as consultants in their professional work arenas to help educate colleagues. One student said:

I think it's ridiculous... all these professionals, talking and talking, but not with people with disabilities; this elite group makes decisions, but not involving anybody else. We don't want to admit this is a form of eugenics; don't want to be associated with that word. . . .I've brought it up before but people in my field don't really want to talk about it. 

Another said, “It scares me, to think that I could have gone somewhere else {besides Brandeis} and never thought about any of this.”


Doctors are facing a growing legal "duty" to test or to refer patients to genetic counseling. Wrote Milunsky: “An obstetrician who elects not to screen all patients in routine pregnancy or who fails to offer and discuss this screening test, invites a malpractice action should a patient deliver a child with a neural tube defect or Down's Syndrome.”
 Thus physicians' fear of wrongful life and wrongful birth suits became a "reason to test" and routine prenatal testing is built into the standard of care as a way to protect physician interests, unrelated to patient concerns.


Genetics professionals may feel the pressure to succumb to cost-benefit measures that implement screening as a way to save scarce health care dollars by eliminating fetuses carrying disabling traits. The cost-benefit argument starkly contrasts with "alleviating suffering" as a motive and justification for selective abortion. In the language of a recent OTA report: “In the values and language of cost-benefit analysis, prenatal genetic testing programs in which fewer than 50 per cent of parents chose to terminate a fetus diagnosed with a genetic disorder are considered to be a 'failure'
.


Critics argue that the value of a child's life cannot be measured in dollars, and some evidence suggests that families with disabled children who are familiar with the actual impact of the disabilities tend not to seek prenatal screening tests for subsequent children.
 The cost-benefit argument is weakened in the face of the enormous resources expended to test for a few rare genetic disorders. Also within the cost-benefit argument for screening is the assumption of rational choice in decision-making. Cost-benefit emphasizes outcomes, consequences, identification and quantification of variables that operate in an individual's decision-making. Gregg criticizes this view as poorly reflecting the actual decision-making process engaged in by the vast majority of women and couples facing screening, by neglecting the myriad influences on any decision-maker. As Gregg suggests, the purported objectivity of screening “obfuscates its political uses and their consequences.”

The Reproductive Rights Movements 

Fetal anomaly has sometimes been used by feminists as a "pro-choice" justification for legal abortion. This reinforces the idea that women are horribly oppressed by the existence of disabled children.
 When disability is sanctioned as a justification for legal abortion, then abortion for sex selection may be more easily sanctioned as well.  If "choice" is made to mean choosing the "perfect child," or the child of the "right gender" then children are turned into products perfectible through technology.  Those who think that children are not commodities believe that real "choice" must include the choice to have a child with a disability.

Some feminist writers defend the use of prenatal diagnostics as providing greater reproductive self-determination to women by reducing the incidence of birth defects and therefore eliminating burdensome parenting experiences, and enabling greater self-determinism and resistance to patriarchal manipulation.

 These assertions from feminists supporting prenatal diagnosis tend to be devoid of disability-positive language or conceptualization. 


In the tradition of Shulamith Firestone
 who argued that reproductive technologies can free women from the constraints of biology, again, it has been argued that prenatal tests are feminist tools because they save women from the excessive burdens associated with raising disabled children. But critics argue that is like calling the washer-dryer a feminist tool; technological innovation may "save time," even allow women to work outside the home, but it has not changed who does the housework.
 Women do the vast majority of child care. Child care is not valued as real work. Raising children is regarded as "duty" and is not valued as "worth" paying mothers for. Selective abortion will not challenge the sexism of the family structure where women provide most of the care for children in general, for elderly parents and for those disabled in accidents or from non-genetic diseases.  Selective abortion is promoted in many doctor's offices as a "reproductive option" and "personal choice." But as anthropologist Rayna Rapp notes, "private choices always have public consequences."
 A woman's individual decision, when resulting from social pressure, or colluding with "a trend", has repercussions for all others in the society.


Some feminists have been vocal in opposing prenatal testing and abortion for sex selection pointing out that the rhetoric of "choice" can end up being used against women by encouraging women to "choose" to perpetuate their own devaluation.
 For those with "disability-positive" attitudes, the analogy with sex-selection is made, pointing out that oppressive assumptions, not inherent characteristics, have devalued who this fetus will grow into. 
Pressure on Women to Test


Women are increasingly pressured to use prenatal diagnostic testing under a cultural imperative that undergoing these tests is the "responsible thing to do." Strangers in the supermarket, even characters in TV sit-coms, readily ask a woman with a pregnant belly, "Did you get your amnio?"  While the ostensible justification is "reassurance that the baby is fine," the underlying communication to the mother is clear: screening for fetuses with disability traits is the right thing, "the healthy thing," to do.


Another justification given for testing is that it eases "maternal anxiety." Negative test results (that is, no detected anomaly) supposedly offer women reassurance of a good pregnancy; these results constitute a medical stamp of approval. This perspective supports the market for tests. But critics argue that no test can guarantee a perfect pregnancy or child. A mother whose fetus was found to have a neural tube defect wrote about her experiences:


As I was examined and interviewed by several different disciplines, I was left with the impression that continuing a pregnancy [of a fetus with spina bifida] such as mine was an unusual thing to do.  It seemed as though every time I turned around another physician was asking me whether or not anyone had discussed my "options" with me. "Options" has clearly become a euphemism for abortion.

Bringing to term fetuses with disability traits is widely seen to be the wrong thing to do. Micheline Mason, British disability advocate as well as the mother of a disabled child, put it this way:

The world, through its white-coated spokespeople, carries a value judgment into the new relationship [between mother and fetus]. . . even before the mother and child have met. The mother, at this point may be armed only with what she has learnt about disabled people from charity posters, special school buses and the popular press. Everything, including these kind doctors who are looking after her, is telling her that the world does not want any more disabled babies and that she would never be able to cope.


Sociologist Kitty Felker interviewed twenty mothers of children with Down Syndrome. These mothers reported that before their babies were born, "clinicians had stressed the horrors of life with disabilities,” while their families themselves described instead the satisfactions of parenting children with disabilities.
 There is, as yet, little analysis of prenatal diagnosis written by parents of children with disabilities. A few recent films have explored the issues, including "The Burden of Knowledge" produced by Wendy Conquest and colleagues from Dartmouth College, which seeks to present a balanced view of the prenatal diagnosis decision-making process, by interviewing disabled adults and several sets of parents, some who did choose and others who did not choose selective abortion.


Selective abortion serves as a wedge into the broader issue of "quality control" of all humans.  If a condition (like Down's Syndrome) is clearly unacceptable, how long before the line moves toward other (presumed genetic) characteristics fraught with social charge: sexual orientation, race, attractiveness, height, intelligence?
 Pre-implantation diagnosis, which can now be used with in vitro fertilization, offers the prospect of "admission standards" for all fetuses produced by such techniques.

Assessing the Value of the Fetus


It is important to distinguish between a woman who does not want to bring a fetus to term because she does not want any baby at this time, and a woman who does not want to bring a fetus to term because she does not want this particular fetus because of its disabling trait.

 We see in the broader society that fetuses that are wanted are called "babies."  Prenatal screening results can turn a "wanted baby" into an "unwanted fetus."  The prenatal test result demands that the mother or couple face the moral task of identifying a potentially and justifiably rejectable" other," the "defective fetus."


The value ascribed to the disabled  fetus depends upon the parents' and medical providers' views and attitudes about the disability, its survival potential, its potential to "become someone" (the expected child) and/or meet the parent's expectations of parenthood.
 These attitudes and decisions about the potential disabled child are made largely by people (parents or medical professionals) with little or no exposure to actual people with the genetic condition in question.
 Before genetic testing, parents got pot luck; testing creates the illusion that parents are “choosing” the right fetus, and thus the right child, based on informed decision-making.

Would my parents have “chosen” me?  A question difficult to avoid for those of us with “screenable conditions.”. I was born before the era of testing but the first generation of potentially “screenable” disabled people are just now coming of age. I have pondered the notion that "I might not have been born" and tried to assess how this informs the disability community's views on genetic technologies. That I or some other person with a screenable condition might not have been born certainly plays on people's emotions. The idea of selective abortion may trigger painful childhood and adult experiences of disabled people who were made to feel like burdens and "better off not being born."

Are those in the disability rights movement who question or resist selective abortion trying to save the "endangered species" of disabled fetuses?  When this metaphor first surfaced, years before, I was shocked to think of disabled people as the target of intentional elimination, but I was also shocked to realize that I identified with the "disabled" fetus as one of my "species" that I must try to protect.  I imagine this is often the initial response of people with disabilities or our close allies when first grappling with these complicated issues. When we refer to the fetus as "a disabled fetus," (rather than a "defective fetus") we personify the fetus via a term of pride in the disability community. The fetus is named as a member of our community. The connection disabled people feel with the "disabled fetus" may seem to be in conflict with the pro-choice stance that the fetus is only a part of the woman's body, with no independent status as a person.

The notion, "it could have been me who got aborted", is ultimately a poor argument against selective abortion. Personalizing and individualizing the issue has an unfortunate effect: it pits mother against fetus, in this case, the "able-bodied mother" against the "defective fetus," in a reverse twist of fetal rights, which tends to pit the "deviant" (defective) mother against the "perfect" (potentially able-bodied) fetus.  It is not useful for disability rights activists to ally ourselves with the "fetus as victim" kind of  thinking of the pro-life right.  Fighting for greater clarity about selective abortion is not the same as fighting to save the individual "disabled fetus." This is not to say that we as individuals wouldn't consider challenging an individual mother to re-evaluate her disability-related attitudes with respect to a particular fetus.

Reduced to a Gene


A person with a disability could presumably ascribe any number of different meanings to the existence of PND. Yet there is remarkable congruence in the writing about this issue coming from people with disabilities around the world. All these writers identify this theme: "These technologies make us feel devalued as human beings.”  For people with disabilities, "the message” implicit in the practice of abortion based on genetic characteristics, is, as Deborah Kaplan puts it: "it is better not to exist than to have a disability."  Your birth was a mistake. Your family and the world would be better off without you alive.


Again, it is important to state that this message is not coming from our families. Beeson and Dokum explored family reactions to genetic testing based on their relationships to disabled people, and determined that families with a disabled child tend to go against the trend to test for subsequent children, resisting the pressure of "rationality and reason" from professionals. 

These families have come to appreciate the various dimensions of their [child's] existence, and the extent to which the quality of the "genetically imperfect" person's life is a result of social support. They become unwilling to reduce the meaning of the life of a person with a genetic disorder to their disease, or even to the suffering that may accompany it. In this context they reject reducing the issues to genetics and see many other dimensions of human experience. . . ..


In this era we people with disabilities have fought hard for acknowledgement of our being worth whatever extra effort may be needed from our families and providers, and for recognition that our contributions are meaningful and significant. For many of us, it has also taken effort to go ahead, despite the discriminatory attitudes, to get a job, to manage our lives despite the discrimination and the social barriers, to focus on what's true and what's possible. As a disabled person, you, yourself have the task of realizing that your disability is not the huge defining factor that the oppressive assumptions have pointed to. Your disability is a part of you, but really not that big of a deal in the totality of your being.  And now we learn from genetic science that the particular characteristics, "the flawed part," that we fought against negative and learned stereotypes to accept, has now become the very factor identified by a technology as the excuse to eliminate potential people, people, who might turn out "like you."


When we present the diagnosis of a genetic disease condition to the parents, do we also remind parents that this baby would also still come with a full set of other human characteristics?  When medical students or genetic counseling students are shown slides of babies or adults with genetic conditions, do we also remind these students that these individuals will carry other human traits such as love and affection, humor and joy? Emphatically not: the diagnostic test reduces the entire set of human characteristics to one—the “flawed, imperfect” part.


With the example of racism we see that the whole complex, centuries-long history of fear of cultural difference, of white guilt at the horrors of slavery, of the economics of jobs and land, get projected onto one visible characteristic: dark skin.  Analogously, we see with PND that the whole complex history and set of current social phenomena including the economics of dependence and interdependence, the politics of care giving and gender roles, the fear of human difference and vulnerability, get reduced and projected onto one identifiable characteristic: a gene. We in the disability rights community resist the notion that our humanness can be evaluated and then reduced to a flawed gene.


It can be argued that the people with disabilities who are in a position to challenge mainstream cultural attitudes are exceptional: educated, privileged, with an unusual degree of resources and therefore not representative of the burdensome masses of disabled people. We would argue that we are exceptional as people with disabilities only in our confidence, our sense of ourselves as worthy human beings. We are privileged in having encountered and joined the community of other people with disabilities which offered us the unique opportunity to reflect on our position in society and to fight discrimination.

What changes do we disability rights activists want to accomplish in the process of prenatal screening and selective abortion? Simply put, we hope to educate genetics professionals, and other medical personnel and students to consider and learn from the views of the disability community, and to promote the inclusion of people with disabilities and their families as resource people and expert advisors, in policy development and clinical services. (The Brandeis program is one model which moves in this direction.)  We want to educate the general public about the social issues of disability, so that families can make informed and meaningful decisions about prenatal screening, as these technologies reach more people. We are beginning to gain a voice in a few of these arenas. 


In May of 1998, National Public Radio aired a series of four hour-long radio shows on key disability issues, including one on genetic screening.  That same week, the radio show, "Talk of the Nation" requested that I and a clinical geneticist, Dr. Alan Gutmacher, be interviewed by Ray Suarez about the disability community's view of prenatal testing.
 These radio programs were broadcast all over the country to an estimated four million listeners, and were rebroadcast again in the spring of 1999.


Just a few years ago, I couldn’t have imagined that the views of disabled people on this issue would reach this level of recognition. We are responding with our own message.  "In order to imagine bringing a disabled child into the world when abortion is possible,” Adrienne Asch offered, “one must be able to imagine saying to a child: I wanted you enough and believed enough in who you could be that I felt you could have a life you would appreciate even with the difficulties your disability causes."
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