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Abstract

The premise underlying prenatal testing is that knowing the health status of the fetus will enable
expectant parents to make rational reproductive decisions. Accordingly, rational-choice
perspectives have informed both counselling protocols and the majority of investigations into the
psychological processes involved in making decisions about testing and selective abortion.
However, because conditions inherent in the testing situation may not adhere to the basic
assumptions of rational choice models, the use of these models may be inappropriate. The
individualistic focus of rational choice models may be too narrow to encompass the social and
psychological factors relevant to making a decision about testing. In light of these limitations, we
make a case for adopting a contextual framework for conceptualizing decisions regarding the use
of prenatal testing.
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INTRODUCTION

Prenatal diagnostic techniques have rendered decision making about procreation more

complicated today than in any preceding era. Prenatal testing (PT), including both diagnostic

and screening procedures, has a clear effect on the experience of pregnancy for many
women. PT offers expectant parents the potential for more control over the birth of a child
with a disability by providing information about the genetic and health status of the fetus
during pregnancy. However, because there are no therapeutic interventions for most
conditions detected by PT, the options available to women if fetal disease or disability is
detected are limited to preparing to parent a child with a disability or terminating the
pregnancy.1-2
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Most research to date has been directed towards the medical and, to a lesser degree, the
psychological implications of PT for pregnant women. Investigations regarding decision
making have been largely guided by rational-choice models, which view the decision maker
as an autonomous, rational, individualistic actor.34 Few studies have examined the
reciprocal relations of individual, interpersonal, and societal factors in decisions regarding
selective abortion (the termination of pregnancy following a PT diagnosis of fetal anomaly),
even though the experience of most prenatal care practitioners is that a range of factors are
important to women making these complex decisions.®

To address this discrepancy, this article examines the process of PT decision making from a
social-psychological perspective. We illustrate that this specific complex situation is itself
embedded within a series of complex individual, interpersonal, and societal systems. The
reality of prenatal counselling protocols is that contextual factors may override the
traditionally assumed autonomous model of decision making. Thus, we argue that the use of
a contextual or systems approach as a framework for investigating selective reproductive
decisions may be more appropriate than individualistic rational-choice models. Our goal is
to provide clinicians with a comprehensive range of information that they will find useful in
counselling pregnant women on these issues. Examining PT decision making with a model
that encompasses the effect of social influences may encourage research into the possibility
that women make sensible choices within the context of their personal and social lives,
rather than make decisions that are strictly “rational” in the formal sense.

Data Sources

This article was developed as the result of discussions about recent research regarding
contextual influences on PT decision making. This research has uncovered unexpected
patterns of miscommunication regarding information needs between physicians and
pregnant women contemplating prenatal testing use.® To develop a better understanding of
these findings and to ground them within relevant past literature, we searched two electronic
databases (PsycInfo and PubMed), using the following search terms: prenatal diagnosis,
prenatal testing, amniocentesis, maternal serum screening, decision making, and rational
choice. Materials not available online (journals and books) were hand-searched, and
attempts were made to locate unpublished work.

The Rationality of Using Prenatal Testing

The premise underlying PT is that providing expectant parents with information about the
health of the fetus will enhance reproductive autonomy by enabling them to make informed
and rational decisions.” Rational-choice perspectives have, therefore, informed most studies
of decision making about prenatal testing and selective abortion.3:8:° Rational-choice
models, such as the health belief model? and the theory of reasoned action,1 assume that
people are logical decision makers who will weigh the various options and choose a course
of action they believe will maximize benefits and minimize risks. The process by which
individuals arrive at a rational choice is a series of cost-benefit calculations in which the
possible outcomes of each alternative are evaluated against one another in terms of their
likelihood of occurrence and their importance to the decision maker.12 The optimal (or most
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rational) choice is the one that promises to provide the decision maker with the greatest
benefits, and therefore the greatest level of post-decision satisfaction.

Rational-choice decision making models are based on the fundamental assumptions that
individuals are able to perform mental calculations in a logical manner and that they are able
to function autonomously.12 However, women do not make reproductive decisions in a
vacuum. Rather, their decisions are made within social contexts that may constrain the
choices they make. Personal beliefs and experiences, family circumstances, medical norms,
and the contemporary sociopolitical climate all affect the use of PT and may limit the extent
to which women make fully informed and autonomous decisions. Given that women may
not engage in a rational-choice process in the strictest sense, it is doubtful whether
investigations based on rational-choice models can adequately examine the way women
approach decisions regarding PT use. Although the decisions reached by women who are
contemplating PT may not always appear rational when judged according to criteria
stipulated by these frameworks,3# they may in fact be quite sensible when judged in the
context of each woman’s life circumstances. An alternative model of decision making,
encompassing both the autonomous and rational decision-making efforts of the individual
and the wide range of systemic factors that may affect PT use, is needed. A contextual or
systems perspective is a promising candidate.

Proponents of systems perspectives incorporate within these frameworks the contention that
individuals develop and act against a backdrop of interconnected contextual systems.13.14
According to such proponents, the individual is situated within an evolving family unit,
which in turn is embedded within larger societal contexts that also change over time.
According to such systems theories, reproductive decisions cannot be understood by
focusing simply on the level of the individual. Rather, these decisions are seen to occur
within boundaries set by external relationships. Therefore, investigations of PT use and
medical counselling protocols intended to aid decision making must attend to all the systems
that affect, and are in turn affected by, an individual’s decision. The following sections
examine decision making within each of the contextual spheres salient to systems
frameworks in order to highlight the benefits of adopting a contextual or systems framework
for examining the issue of PT use and selective abortion.

Immediate/Individual Level

The individual occupies a central position in contextual models such as the ecological
systems theory,13 and individual factors such as attitudes, beliefs, and values, and personal
goals, preferences, and abilities all affect decisions and subsequent actions. Considering the
emphasis given to PT as a means of increasing personal reproductive autonomy, it is not
surprising that most research regarding PT use and selective pregnancy termination has
focused upon individual differences or personal variables that affect the decision-making
process. For example, PT is most likely to be used by women of European/Caucasian
background516 with higher socioeconomic status and education levels.1>17 Contradictory
relationships have been found between religious practice and intention to use PT. In a
general community sample, individuals who endorse stronger religious beliefs are less likely
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to state a desire to undergo PT, but religious beliefs have been found not to correlate with
acceptance of PT and selective abortion among couples raising a child with a disability.1’

Rational-choice investigations also focus upon the individual in attempts to delineate the
factors salient in the decision-making process.3# For these researchers, the pertinent
questions have been, “What medical and personal aspects associated with PT use are most
important for women contemplating PT use?” and, “How do these individuals evaluate the
costs and benefits in order to reach a decision about PT use?” The general findings suggest
that individuals do engage in a rational evaluation of the costs (e.g., risk of pregnancy loss,
risk of fetal anomaly) and benefits (gaining reassurance, enabling selective termination) in
the process of making a decision about whether or not to use PT.3# However, the limited
ability of rational-choice models to predict PT decisions fully indicates that this framework
is not sufficient to portray the situation of women contemplating PT. It may be that the
ultimate outcome that expectant parents evaluate during this process has been misconstrued.
PT is not an end but a means. That is, expectant parents undergo PT to gain information
about the status of the fetus and to decide whether to continue the pregnancy if a fetal
anomaly is identified. In essence, most individuals contemplating PT are motivated to have a
child, but not necessarily an unhealthy child. It is the possibility that the fetus may have a
disease or disability that drives the use of PT.

Therefore, rather than examining how prospective parents view testing-related factors, as has
been the case in previous rational-choice investigations, it may be more appropriate to
examine how they evaluate their possible future as a parent of a child with a disability. The
relevant questions now become, “What is it about the prospect of parenting a child with a
disability that may sway individuals toward using PT and selective abortion?” and (in
keeping with the traditional evaluative framework), “What are the costs and rewards
associated with parenting a child with a disability? Do they differ from the costs and rewards
associated with parenting in general? Does evaluation of these costs and rewards predict a
willingness to use PT and to have a selective termination?”

In recent explorations of these questions, it was concluded that parenting a child with Down
syndrome (DS) was viewed as significantly less personally rewarding and slightly more
costly than parenting a child that did not have a disability!819 In a general community
sample, parenting a child with DS was perceived to provide parents with fewer personal
enrichment rewards (such as pride, love, and fun), less family continuity (such as family
traditions and the anticipation of grandchildren), and more costs (social isolation and
financial, physical, and emotional burdens) than parenting a healthy child.1® Further, in
support of the contention that the social context is an important variable to consider, the
participants perceived that they would receive less social support from family and friends in
their parenting efforts if they were raising a child with DS as opposed to a healthy child.

However, not all of the variables targeting expectations of parenting were related to personal
willingness to use PT or to have a selective termination following a diagnosis. After
controlling for stereotypical attitudes towards persons with DS, which itself emerged as a
significant predictor, only the anticipation of low personal enrichment rewards and reduced
social support associated with parenting a child with DS predicted a willingness to terminate
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pregnancy in the event of a fetal diagnosis of DS.19 The costs associated with parenting a
child with DS were not associated with endorsement of selective termination. This suggests
that costs may be an inherent and accepted part of the parenting experience, and it is the lack
of anticipated rewards that may sway individuals toward PT use and selective abortion.

These findings prompt the need to ask whether these negative views of parenting a child
with a disability are realistic. Most (60%) of the respondents within these studies reported
that they had no personal experience of persons with Down syndrome or another form of
intellectual disability. These respondents held more prejudiced attitudes towards persons
with DS in general, and towards parenting a child with DS specifically, and would be more
likely to use PT and selective termination.19

These observations underscore the importance of including a discussion of these
expectations in medical counselling protocols. Current prenatal testing information protocols
focus on transmitting risk-related information, such as the probabilities of abnormalities
being detected and the risks associated with testing procedures. Rarely is information
regarding the experiences of parents raising a child with a disability relayed to those
contemplating prenatal diagnosis and selective termination, even though past research has
concluded that parental experiences are more positive than societal stereotypes would
suggest.20-21 The relation between perceptions of parenting a child with a disability and
willingness to terminate a pregnancy subsequent to a prenatal diagnosis!® suggests that this
is a salient factor for many individuals. Including a realistic discussion of these issues within
medical protocols may help to broaden the scope of pertinent information available to enable
prospective parents to make these reproductive decisions.

Proximal Social Context

Beyond the individual level, factors within the immediate social context of pregnant women
are also likely to be salient to decisions regarding PT use. Most women make these decisions
in conjunction with people in their social sphere who are important to them. Spouses,
parents, siblings, friends, and, very importantly, medical care providers all approach PT with
their own attitudes, values, and desires.

Few studies have targeted the salience of the proximal social context compared with
individual or personal factors in decisions about PT. Most investigations focusing on social
context have examined the role of medical care providers or, to a lesser extent, the role of
spouses.’22-29 However, these studies have generally taken a non-theoretical approach,
examined single elements of the social context in isolation, and largely served to emphasize
the ways in which these important others impede the reproductive autonomy of women. For
example, many studies document the way medical counselling protocols for PT may be
biased in a way that increases testing compliance rather than providing balanced information
that fosters informed and autonomous decision making.’23-27 Recent Canadian studies
indicate that physician characteristics, values, and attitudes are related to the uptake of
maternal serum screening (MSS) by patients.22:28.29 However, these studies were not
designed to examine women’s perceptions of their entire proximal social context to identify
the individuals important to the women or the factors hindering or fostering their
reproductive autonomy.
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A recent exploratory examination of these issues used self-determination theory (SDT) as a
framework for examining the proximal influences on women’s PT decisions.8:30 SDT posits
that all individuals experience three basic psychological needs in all spheres of functioning:
the need for relatedness with important others (social support), the need for competence, and
the need for autonomy. These three basic needs can be met or thwarted by those in our social
context. Social contexts that support the basic needs by providing social support, bolstering
competence, and maximizing autonomy will facilitate healthy decision making.

A preliminary study explored pregnant women’s perspectives of all the proximal social
influences they identified as salient to their PT decision-making process.8 Thirty women
referred for PT because of advanced maternal age underwent in-depth interviews and
completed self-report measures of post-decisional well-being (decisional conflict, decisional
competence and self-efficacy, and regret). Of these women, 15 (50%) had opted for no
testing, nine (30%) underwent MSS, and six (20%) proceeded directly to amniocentesis.

The interviews focused on the experienced levels of the three basic psychological needs
outlined by SDT, and the extent to which the women felt that the important others they
identified in their social context responded to these basic needs. Only the basic need of
social support emerged as a predictor of decisional well-being. Women who reported making
their PT decision within a socially supportive context reported higher decisional competence
and lower decisional conflict. The women identified their physicians and their husbands as
the most important individuals from whom they needed support. Although autonomy was
not related to decisional well-being, perceptions of autonomy appeared also to rest on
experiences of social support.

Women who felt supported by their physicians and their husbands also felt the most
autonomous in their decisions. Conversely, women who felt the least support and autonomy
were those whose husbands and physicians continually emphasized that the decision should
be theirs (the women’s) alone. Although they did recognize that the intention likely was to
enhance their autonomy, they relayed feelings of resentment towards significant others they
perceived had abandoned them in this important decision. Further analyses of group
differences indicated that the women who decided against testing reported significantly
lower levels of social support from important others in their social context and subsequently
experienced the lowest levels of decisional well-being.

Taken together, these findings indicate that the proximal or surrounding social context is
very important in the PT decision. It is clearly evident that the need for social support may
predominate over the need for autonomy. One implication is that the current emphasis in
counselling protocols on individual autonomy may not be meeting the basic needs of all
women.”:8:31.32 Fyrther, the current focus within medical counselling protocols on attending
to the needs of women who choose to undergo PT may be limited, as the women who opt
not to undergo testing may be a particularly vulnerable group.

Distal Social Context

The most distal social context that may exert an influence over use of PT and selective
termination of pregnancy for fetal disease or disability includes factors such as societal
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norms and values, media portrayals, governmental and medical policies, and legislation.
Although there has been very little empirical research elucidating the potential role of
societal factors in PT use, these factors have been the focus of many critiques of PT.24:33-35
For example, societal prejudice against people with disabilities has long been posited as
having a critical influence on expectant couples making PT decisions. Many disability group
advocates charge that negative attitudes and intolerance towards persons with disabilities
served as the impetus for the development and advancement of PT.2433 They argue that the
use of tests to diagnose specific disorders and the sanctioning of selective abortion based on
the detection of these disorders make a clear statement about the social unworthiness of
people with certain disabilities.3* Thus, in their view, the use of PT both reflects and
reinforces societal norms that promote selective abortion as a means to reduce the incidence
of disability within society.

Three very specific criteria must be satisfied to substantiate the existence of current social
norms promoting selective termination.38 First, for a social norm governing any behaviour to
develop, the means by which individuals practise that specific behaviour must be available
and accessible. The current situation clearly meets this criterion, as the prenatal diagnostic
technology is available and accepted within the medical community, and termination of
pregnancy is legal within Canadian society. Second, a specific behaviour will not become
widespread enough to develop into a social norm unless the majority of society members
perceive personal advantages for engaging in this behaviour.36 As previously discussed,
there is clear evidence that decisions regarding PT use and selective termination are
influenced by prejudicial attitudes towards persons with disabilities!®37 and the lack of
rewards associated with parenting a child with a disability.18:19:38 There is also a perceived
inability for most people to cope with parenting a child with a disability.1” Social norms are
initially nothing more than an agreed upon solution to a perceived common problem.3? The
findings that the prevailing societal attitude towards raising a child with a disability is not
favourable and that the majority of members of society indicate a desire to use PT in the
event of a pregnancy indicate that most people perceive such a parenting experience as a
problem.15:17.4041 Therefore, these personal behaviours and attitudes would support the
development of social norms that endorse the practice of selective termination following a
prenatal diagnosis of fetal disease or disability. However, the third criterion is that individual
patterns of behaviour achieve the status of social norms only when they become “part of the
culture and the society indoctrinates its members to conform more or less closely to the
norms by implicit or explicit rewards and punishments.”3” That is, social norms are enforced
by society, through either formal or informal means.

Theoretically, individuals who adhere to social norms are rewarded with the resources that
society has to offer (e.g., with acceptance, praise, inclusion, and access to all of the rights
granted to full members of the society, such as financial resources and the means to meet
basic physical and emotional needs). Conversely, those who violate social norms are
punished for their actions (e.g., with disapproval, expulsion, and limited access to social
resources). But we must ask why society, as a collective, would have any stake in the issue
of selective termination. What are the benefits of this specific behaviour, on a societal level?
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One potential answer is the presentation of PT and selective abortion as a public health
issue. In Canada, PT for women defined as at-risk for fetal disability is included in the
universal health coverage net. Thus, access to PT and selective abortion services is not
limited by individual financial means.

Rather, all citizens indirectly bear the costs of these services through taxes in the same way
that the population base funds the social welfare system. The burden that disability places on
the medical and social welfare systems is high from a strictly economic point of view,*? and
there is a strong motivation to allocate scarce resources in an efficient manner. Because PT
and selective abortion can be construed as cost-effective when weighed against the medical
and social programming costs of disability, PT use can be portrayed as meeting a public
health need.3*

Implicit in this concept of PT as serving public health is the notion that not to use PT
technology constitutes irresponsible social behaviour. Various commentators have argued
that a woman who makes use of PT is seen as a responsible mother-to-be who is acting in
the best interests of the fetus, her family, and her community.#3:44 Conversely, a pregnant
woman who either does not comply with a referral for testing or decides to continue to carry
a fetus in which a disability has been detected is viewed by others as irresponsible,
irrational, and selfish.#5 In this way, the birth of a disabled child has been transformed from
an unfortunate event into a regrettable event that the mother could have (and perhaps should
have) prevented.** Thus, the perception that the birth of a child with a disability could have
been avoided through PT use creates the potential for the development of a social norm
endorsing selective abortion, to the extent that society (a) places the blame for disabled
children on women who do not make “proper” use of PT and (b) condones social
punishment against these women.

According to the attribution-affect-action (AAA) model of helping,#6:47 individuals are held
more to blame for a negative event when it is perceived as being under their control or
preventable.#8-50 In addition, attitudes towards these individuals are likely to be negative,
and they are less likely to receive help and support from others.46:47.51.52

Supporting both the extension of the AAA model into the realm of PT and the existence of a
social norm facilitating PT use, community members and physicians assign higher levels of
blame to a woman who gives birth to a baby with a disability after declining testing than
they do to a woman who was not offered testing by her physician.%:53 Further, women who
decline PT, or who choose to continue the pregnancy after a positive diagnosis of fetal
anomaly, are viewed both by members of general society and by physicians involved in
prenatal care as less worthy of sympathy and less deserving of social services and financial
aid after giving birth to a child with a disability than are women to whom testing was not
made available.40

Women are unlikely not to be aware of these attributions and the potential personal
repercussions of their PT choices. In one survey of pregnant women, 75% reported finding it
too difficult to decline testing when a physician recommended it.>4 In addition, 78%
believed that they would not receive any sympathy or social support if they gave birth to a
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disabled child after not complying with a testing referral or after choosing to continue with a
pregnancy in which a defect had been detected.>* Further examples of placing responsibility
at an individual level include instances in which insurance companies have offered to cover
the costs of aborting a diagnosed fetus but have refused to provide insurance to cover the
disability-related medical expenses if the child is born, and social commentaries that
promote financial and legal repercussions for women who do not use PT to prevent the birth
of a child with a disability.27:42:55-58

These findings illustrate the importance of closely monitoring the prevailing social norms
governing PT use and selective abortion subsequent to fetal diagnosis, in terms of both
societal opinion and the actual allocation of social resources as the technology advances.
True reproductive autonomy necessarily involves striving for a social context in which
parents who choose not to undergo testing, or who choose to raise a child with a disability,
would be supported. The main task should be to ensure that PT is implemented in a manner
that enhances the ability of individuals to have healthy families, while also respecting and
upholding the diversity of society.

Implications for Future Research

The adoption of a contextual systems framework for conceptualizing the factors salient to
women making decisions in this area could expand the scope of future research in a way that
highlights the interconnectedness of women and the social spheres in which they act. For
example, research examining the individual and contextual factors affecting PT decision
making should be designed to examine further the perceptions of parenting a child with a
disability, the origin of these perceptions, and the implications that perceptions formed from
stereotypes rather than personal experience may have for informed decision making. Further
studies investigating the contextual needs of pregnant women making decisions about PT are
necessary in order to validate the preliminary findings that a sense of connection and support
from significant others (especially spouse and physician) may be more important for well-
being than feelings of individual autonomy.® There is also initial evidence that women who
opt not to undergo testing may constitute a vulnerable group in terms of subsequent
decisional well-being. Therefore, future research should examine the decision-making
processes of this sub-group, to identify the specific factors that may impede their perceptions
of social support for their decision and their subsequent decisional well-being. Future
investigations into the choices of women within the context of their personal and social lives
by examining PT decision making within a systems framework may inform the development
of medical PT protocols that address both the needs of pregnant women and the
informational needs of prenatal care providers.

CONCLUSION

The use of PT as an increasingly routine part of prenatal care is inevitable. Decisions to use
or not use prenatal tests appear to be influenced by multiple factors. The challenge is to
examine how prospective parents approach the task of making decisions about their
pregnancy. Systems perspectives posit that individuals act against a backdrop of
interconnected contextual systems. Applying the situation of PT decision making to these
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frameworks, the individual pregnant woman is situated within interpersonal relationships
(with her partner, her fetus, and her physician) that are in turn embedded within larger
societal contexts (social, legal, and medical norms). The factors that influence the PT
experiences of women can be more fully elucidated by acknowledging and investigating the
interconnected roles of personal, familial, medical, and societal influences on the use of PT.
Such research not only holds the potential to identify multiple avenues for facilitating
reproductive decision making across multiple contextual domains, but also to highlight that,
although women’s reproductive decisions may not be strictly “rational,” they may be quite
sensible in the context of their lives.

References

1. Rothenberg, K., Thomson, E. Introduction. In: Rothenberg, K., Thomson, E., editors. Women and
prenatal testing: facing the challenges of genetic technology. Columbus: Ohio State University
Press; 1994. p. 1-8.

2. Schwartz-Cowan, R. Women’s roles in the history of amniocentesis and chorionic villus sampling.
In: Rothenberg, K., Thomson, E., editors. Women and prental testing: facing the challenges of
genetic technology. Columbus: Ohio State University Press; 1994. p. 35-48.

3. Heckerling PS, Verp MS, Hadrio TA. Preferences of pregnant women for amniocentesis or chorionic
villus sampling for prenatal testing: comparison of patients’ choices and those of a decision-analytic
model. J Clin Epidemiol. 1994; 47(11):215-28.

4. French BN, Kurczynski TW, Weaver MT, Pituch MJ. Evaluation of the health belief model and
decision making regarding amniocentesis in women of advanced maternal age. Health Educ Q.
1993; 19(2):177-86.

5. Heyman, B., Henriksen, M. Risk, age and pregnancy: a case study of prenatal and genetic testing.
New York: Palgrave; 2001.

6. Wohlgemuth, N., Lawson, KL. Prenatal testing: women’s autonomy, motivation and decisional well-
being. Society for Reproductive and Infant Psychology Conference; September 8-10, 200;
Amsterdam, NL.

7. Brunger F, Lippman A. Resistance and adherence to the norms of genetic counseling. J Genet
Couns. 1995; 4(3):151-67. [PubMed: 24234366]

8. Milunsky, A. Genetic disorders and the fetus: diagnosis, prevention and treatment. New York:
Plenum Press; 1986.

9. Scholtz, C., Evers-Kiebooms, G., Fryns, J., Cassiman, J., van den Berghe, H. Psychosocial aspects
of genetic counseling. New York: Wiley-Liss; 1992. On the interactive accomplishment of decision
in genetic counseling before prenatal diagnosis; p. 47-55.

10. Rosenstock IM. Historical origins of the health belief model. Health Educ Monogr. 1974; 2:328-

35.

11. Ajzen, 1., Fishbein, M. understanding attitudes and social behavior. New York: Springer Verlag;
1980.

12. Janis, 1., Gentry, WD. Handbook of behavioral medicine. New York: Guilford Press; 1984. The
patient as decision maker; p. 326-68.

13. Bronfenbrenner, U. The ecology of human development. Cambridge: Harvard University Press;
1979.

14. Carter, B., McGoldrick, M. The changing family life cycle. New York: Gardner Press; 1988.

15. Green JM, Snowdon C, Statham H. Pregnant women’s attitudes to abortion and prenatal screening.
J Reprod Infant Psychol. 1993; 11:31-9.

16. Hamerton, J., Evans, J., Stranc, L. Current practice of prenatal diagnosis in Canada. Ottawa: Royal
Commission on New Reproductive Technologies; 1993. Prenatal diagnosis in Canada - 1990: a
review of genetics centres; p. 1-184.

17. Evers-Kiebooms G, Denayer L, Decruyenaere M, van den Berghe H. Community attitudes towards
prenatal testing for congenital handicap. J Reprod Infant Psychol. 1993; 11:21-30.

J Obstet Gynaecol Can. Author manuscript; available in PMC 2010 July 05.



1duosnuey Joyiny ¥HIO 1duosnuey Joyiny JHID

1duosnuen Joyiny YHID

Lawson and Pierson

18.

19.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

Page 11

Lawson KL. Contemplating selective reproduction: the subjective appraisal of parenting a child
with a disability. J Reprod Infant Psychol. 2001; 19(1):73-82.

Lawson KL. Expectations of the parenting experience and willingness to consider selective
termination for Down syndrome. J Reprod Infant Psychol. 2006; 24:43-59.

Dykens EM, Kasari C. Maladaptive behavior in children with Prader-Willi syndrome, Down
syndrome and non-specific mental retardation. Am J Ment Retard. 1997; 102:228-37. [PubMed:
9394132]

Kasari C, Hodapp RM. Is Down syndrome different? Evidence from social and family studies.
Down Syndrome Quarterly. 1996; 1:1-8.

Carroll JC, Reid AJ, Woodward CA, Permaul-Woods JA, Domb SB, Ryan G, et al. Ontario
maternal serum screening program: practices, knowledge and opinions of health care providers.
CMAJ. 1997; 165:775-84.

Marteau TM, Plenicar M, Kidd J. Obstetricians presenting amniocentesis to pregnant women:
Practice observed. J Reprod Infant Psychol. 1993; 11:3-10.

Milner, J. Prenatal diagnosis: background and impact on individuals. Ottawa: Royal Commission
on New Reproductive Technologies; 1993. A review of views critical of prenatal diagnosis and its
impact on attitudes toward persons with disabilities; p. 461-81.

Press, NA., Browner, CH. Collective silences, collective fictions: how prenatal diagnostic testing
became part of routine prenatal care. In: Rothenberg, K., Thomson, E., editors. Women and
prenatal testing: facing the challenges of genetic technology. Columbus: Ohio State University
Press; 1994. p. 201-18.

Richards MPM, Green JM. Attitudes toward prenatal screening for fetal abnormality and detection
of carriers for genetic disease: a discussion paper. J Reprod Infant Psychol. 1993; 11:49-56.
Rothman, BK. The tentative pregnancy: prenatal diagnosis and the future of motherhood. New
York: Viking Penguin Press; 1986.

Chandra S, Crane J, Hutchens D, Bennet K, O’Grady T, Duff A, et al. Maternal serum screening:
practice patterns of physicians in Newfoundland. J Obstet Gynaecol Can. 2003; 25:835-29.
Woodward CA, Carroll JC, Ryan G, Reid AJ, Permaul-Woods JA, Arbitman S, et al. Maternity
care and maternal serum screening: do male and female family physicians care for women
differently? Can Fam Physician. 1997; 43:1078-84. [PubMed: 9189296]

Deci, EL., Ryan, RM. Intrinsic motivation and self-determination in human behavior. New York:
Plenum Publishing Company; 1985.

Institute of M. Assessing genetic risk: implications for health and social policy. Washington:
National Academy Press; 1994.

Kolker A, Burke BM. Grieving the wanted child: ramifications of abortion after prenatal diagnosis
of abnormality. Health Care Women Int. 1993; 14:513-26. [PubMed: 8138469]

Kaplan, DM. Prenatal screening and diagnosis: the impact on persons with disabilities. In:
Rothenberg, K. Thomson, E., et al., editors. Women and prenatal testing: facing the challenges of
technology. Columbus: Ohio State University Press; 1994. p. 49-62.

Lippman A. Prenatal genetic testing and screening: constructing needs and reinforcing inequities.
Am J Law Med. 1991; 17(1&2):15-50. [PubMed: 1877608]

Lippman A. Prenatal genetic testing and geneticization: mother matters for all. Fetal Diagn Ther.
1993; 8(1):175-88.

Coale, AJ. The demographic transition. IUSSP, International Population Conference; Liege. 1973;
Liége, Belgium: IUSSP; 1973. p. 53-72.

Bell M, Stoneman Z. Reactions to Prenatal testing: Reflection of religiosity and attitudes toward
abortion and people with disabilities. Am J Obstet Gynecol. 2000; 105(1):1-13.

Meryash DL. Perceptions of burden among at-risk women of raising a child with fragile-X
syndrome. Clin Genet. 1992; 36:1-15.

Freedman R. Norms for family size in underdeveloped areas. Proceedings of the Royal Society.
1963; B159(pt. 974):220-45.

Lawson KL. Perceptions of deservedness of social aid as a function of prenatal diagnostic testing. J
Appl Soc Psychol. 2003; 33 (1):76-90.

J Obstet Gynaecol Can. Author manuscript; available in PMC 2010 July 05.



1duosnuey Joyiny ¥HIO 1duosnuey Joyiny JHID

1duosnuen Joyiny YHID

Lawson and Pierson

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.
57.

58.

Page 12

Singer E. Public attitudes toward fetal diagnosis and the termination of life. Soc Indic Res. 1993;
28:117-36. [PubMed: 11658119]

Simpson, JA., Gabbe, S., Niebyl, J., Simpson, JA. Obstetrics: normal and problem pregnancies.
New York: Churchill Livingstone; 1986. Genetic counseling and prenatal diagnosis.

Gates, EA. Prenatal genetic testing: does it benefit pregnant women?. In: Rothenberg, K.,
Thomson, E., editors. Women and prenatal testing: facing the challenges of genetic technology.
Columbus: Ohio State University Press; 1994. p. 183-200.

Gregg R. “Choice” as a double-edged sword: information, guilt and mother-blaming in a high-tech
age. Women Health. 1993; 20(3):53-73. [PubMed: 8266708]

Knoppers BM, Le Bris S. Reproductive genetics: Canadian and European perspectives. Fetal Diagn
Ther. 1993; 8(1):189-201. [PubMed: 11653018]

Schmidt G, Weiner B. An attribution-affect-action theory of behavior: replications of judgements
of help-giving. Pers Soc Psychol Bull. 1988; 14:610-21.

Weiner B. A cognitive (attribution)-emotion-action model of motivated behavior: an analysis of
judgements of help-giving. J Pers Soc Psychol. 1980; 39:186—200.

Bard M, Dyk R. The psychodynamic significance of beliefs regarding the cause of serious illness.
Psychoanal Rev. 1956; 43:146. [PubMed: 13323154]

Marteau TM, Riordan D. Staff attitudes to patients: the influence of casual attributions. Br J Clin
Psychol. 1992; 31:107. [PubMed: 1559113]

Turnquist D, Harvey J, Anderson B. Attributions and adjustment to life-threatening illness. Br J
Clin Psychol. 1988; 27:55. [PubMed: 3281733]

Ickes, W., Kidd, R., Harvey, J. New directions in attribution research. Hillsdale: L. Earlbaum
Associates; 1976. An attribution analysis of helping behavior; p. 311-44.

Weiner B. A theory of motivation for some classroom experiences. J Educ Psychol. 1979; 71(1):3-
25. [PubMed: 438416]

Marteau TM, Drake H. Attributions for disability: The influence of genetic screening. Soc Sci
Med. 1995; 40(8):1127-32. [PubMed: 7597466]

Gates EA. The impact of prenatal genetic testing on quality of life in women. Fetal Diagn Ther.
1993; 8(1):236—43. [PubMed: 8512651]

Blank, R. Mother and fetus: Changing notions of maternal responsibility. New York: Greenwood
Press; 1992.

Shaw MW. Conditional prospective rights of fetus. Int J Legal Med. 1984; 5(1):63-116.
Holtzman NA, Rothstein MA. Invited editorial: Eugenics and genetic discrimination. Am J Hum
Genet. 1992; 50:457-9. [PubMed: 1531726]

Lippman, A. The genetic construction of prenatal testing: choice, consent or conformity for
women. In: Rothenberg, K., Thomson, E., editors. Women and prenatal testing: facing the
challenges of genetic technology. Columbus: Ohio State University Press; 1992. p. 9-34.

J Obstet Gynaecol Can. Author manuscript; available in PMC 2010 July 05.



	Abstract
	INTRODUCTION
	Data Sources
	The Rationality of Using Prenatal Testing
	Immediate/Individual Level
	Proximal Social Context
	Distal Social Context
	Implications for Future Research

	CONCLUSION
	References

