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Although adult males continue to constitute the majority of people 

living with HIV disease in the United States, HIV infection among women and children 

is on the rise. Nationally, women make up 11.5 percent of AIDS cases, and in some 

areas of the Northeast the figure is closer to 25 percent and growing. 1 Because most 

women with HIV disease are of childbearing age, as their numbers have grown so 

has the number of pediatric AIDS cases. Already, HIV infection is among the ten 

leading causes of death for children between one and four years of age. 2 Given our 

relative success in stemming transfusion-related and blood products-related trans

mission of HIV, the vast majority of pediatric cases, and virtually all new ones, 

involve transmission from mother to child before or during birth (perinatal 

transmission). 3 

As the number of pediatric AIDS cases continues its steep rise (in 1991, an 

estimated 2,200 HIV-infected babies were born, as compared with 1,500 in 1990),4 

government officials at all levels have pressed for more effective measures to stem 

vertical transmission. Often, these measures bear heavily upon the reproductive 

freedom ofmv-positive women. Although many such women will voluntarily choose 

to forego pregnancy when fully and sensitively informed about the risks of perinatal 

transmission, others will not, preferring to take the two-in-three chance that their 

babies will be born uninfected. 5 Public health measures designed to dissuade women 

from freely exercising this option raise serious constitutional issues. Similarly, meas

ures that pressure mv-positive women to terminate existing pregnancies are con

stitutionally suspect. 

When women with HIV elect to bring pregnancies to term, a host of parenting, 

child care, and custody issues arise. Who will serve as the child's primary caretaker? 

If the child is also infected, who will assure that its special needs are met? If the 

mother is the primary caretaker and questions are raised regarding her capacity to 
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parent, how should they be resolved? If she becomes too disabled to continue 

functioning as a parent, who will take over? Who will take over if she dies? 

Perinatal HIV transmission highlights the inadequacies of existing mechanisms 

for assisting families in crisis. Our social service systems have failed to plan for 

the problems that predictably arise when HIV-positive adults seek to care for small 

children, much less those that arise when both parents and children are infected. 

When the primary caregiver is female, poor, and/or non-White, it is almost im

possible for the family to remain intact without help. Yet social support services 

for families are given low priority by government, and agency policies are often 

hostile to the families that need help the most-single-parent families headed by 

poor women and women of color. Existing programs provide inadequate options 

for temporary child care and family support when parents become ill or incapacitated. 

The emphasis in most cases is on foster care, which disrupts families by removing 

children from their homes rather than providing in-home support services for sick 

parents and children. 

Many of the reproduction and parenting issues affecting HIV-positive women 

in America reflect continuing race, sex, and class bias in the delivery and quality 

of health care and related social services.6 For example, the absence of women's 

unique concerns in scientific and clinical discussions about HIV, until relatively 

recently, reflects the continuing institutional sexism in medical research. But even 

when interest is expressed in HIV-positive women, the focus is on their role as 

transmitters of the disease rather than on the women themselves. 7 Women have little 

input into HIV policies, reflecting the tendency of health care providers to adopt 

paternalistic attitudes toward female patients, discounting their complaints and con

cerns in the belief that women have no role in determining their own medical 

treatment. In addition, treatment protocols are geared to the ways in which the 

disease is manifested in men, and women may therefore be misdiagnosed and may 

receive inadequate treatment once the disease is diagnosed. 8 

Health policies designed to minimize vertical transmission must take into ac

count the fact that an overwhelmingly disproportionate number of HIV-positive 

women are Black and Latina and are in their childbearing years,9 and that a dis

proportionate number of them are poor10 and are drug users or the sexual partners 

of drug users. 11 This is significant, because in this country poor women and women 

of color have traditionally been discouraged and even coerced by health care and 

social service agencies to forego pregnancy. 12 Thus, care must be taken lest race, 

sex, class, and lifestyle biases bear heavily on the reproductive and parenting rights 

of women with HIV. 
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REPRODUCTION ISSUES 

HIV Testing of Fertile Women 

Currently, the Centers for Disease Control ( coc) recommends that all fertile women 

at risk for HIV infection be routinely tested. 13 Given the sharp increase in HIV infection 

among women and the risk of perinatal transmission, it seems likely that future 

recommendations will advise that all women of childbearing age be tested. Further, 

there is reason to believe that much of this testing will take place without the women's 

consent. A survey of 560 randomly selected nongovernment hospitals has shown 

that many hospitals do not obtain patient consent to HIV antibody tests. 14 In addition, 

3 to 4 percent of the hospitals surveyed never or only sometimes informed patients 

of positive test results. 15 

Undoubtedly, voluntary testing of fertile women should be encouraged to min

imize the risk of perinatal transmission, and testing is most valuable if it occurs 

before pregnancy. At that point, an HIV-positive woman can make an informed 

choice about whether to become pregnant. Such testing, however, raises a troubling 

issue: what information should be provided to women who test positive? Under the 

circumstances, counselors should take a "nondirective" approach, providing the 

client with relevant information in a nonjudgmental manner and taking no position 

on the issue of childbearing, leaving that decision to the woman. 

The push for routine testing of fertile women raises the very real concern that 

states will use test results to identify women with HIV so they can be counseled not 

to reproduce. Such "directive counseling" denies women the opportunity to receive 

an unbiased assessment of their medical situation and make an informed personal 

decision free of coercive influences. Currently, HIV counseling is not regulated, and 

many health care professionals quietly advocate that HIV-positive fertile women be 

counseled to forego pregnancy and, in some cases, to be sterilized. 16 

Even when coercion is not intended, directive counseling presents substantial 

risks. For one thing, such counseling undercuts individual patient autonomy. Health 

care workers who provide counseling may not know what is best and may sometimes 

assume, based on sex, race, class, and substance-use history, that the patient is 

irresponsible. Directive HIV prenatal counseling may be insensitive to the different 

cultural values about reproduction and group identity held by many of the women 

counseled. These programs often fail ''to be sensitive to the special value of children 

for Black and Latina women .... [Planners must realize that culturally] the ability 

to reproduce was seen as a powerful tool in the fight for liberation.'' 17 ·Much of the 
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sterilization abuse directed at poor women and women of color during this century 

was based on similar assumptions. 

Directive counseling also raises the possibility that women with HIV may wrong

fully believe that compliance with the counselor's recommendation is a necessary 

condition of continued medical treatment. Since directive counseling in this context 

may substantially interfere with the reproductive choices of these women, especially 

where they have limited access to health care, it raises serious right-to-privacy 

concerns when supported or carried out by government. 18 

HIV Testing of Pregnant Women 

There are calls for r9utine HIV testing of pregnant women. 19 But routine testing 

during pregnancy is even more problematic than screening all fertile women. The 

goals of prenatal HIV testing are muddy at best. It is said that testing facilitates the 

counseling of infected women regarding the impact of HIV on pregnancy and the 

effect of pregnancy on the progression of the disease; the risk of transmission to 

the fetus; and the risk of transmission to sexual partners and possible infection in 

older children. 20 Another unstated goal of prenatal testing may be preventing HIV

positive mothers from giving birth to healthy children who may soon become wards 

of the state when their mothers die. 

Putting aside the question of whether it is in the interest of an HIV-negative 

fetus to be born to an HIV-positive mother, the articulated benefits of prenatal HIV 

testing are questionable at best. We simply do not know enough about the impact 

of HIV on pregnancy, nor about the effect of pregnancy on the progression of the 

disease, to counsel women on these issues. Although early reports expressed concern 

that pregnancy accelerated the disease process, there is little evidence to support 

this theory. In fact, a recent review of the scientific literature on HIV"in women 

suggests that pregnant women who are infected should be treated no differently than 

their nonpregnant counterparts, "unless there are documented and compelling fetal 

concerns that would justify a modification of those standards. " 21 Further, since the 

effect of abortion on pregnant HIV-positive women is likewise unknown, counseling 

pregnant women to abort could put them at greater risk than counseling them to 

continue the pregnancy. 

On the other hand, prenatal HIV testing may have some health benefits for 

women, since prenatal care may be more readily available for women with limited 

access to care and prenatal clinics are often where women first learn of their 

infection. Both the length and quality of life for all HIV-infected women can be 

improved by early diagnosis and treatment. However, pregnant women with HIV 
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must be treated as individuals, independent of the fetus they carry. This means that 

they should be fully informed of the risks and benefits of HIV therapies. 22 Yet women 

are being targeted for routine HIV testing because they are pregnant and can transmit 

the virus perinatally. To date, the primary articulated concern is not with women 

themselves, but with women as vectors of HIV transmission. 

Justifications for testing that center on the putative benefits to the fetus are also 

questionable. We do not know precisely when perinatal transmission occurs, nor 

by what mechanism. Studies indicate that the rate of maternal-to-fetal transmission 

in some women may be as high as 45 percent and in others as low as 12.9 percent. 23 

Thus, the risk of transmission in any particular case cannot accurately be predicted. 

In addition, there is at present no approved treatment for fetuses of HIV-positive 

women. 24 Therefore, setting aside the idea of terminating the fetus for its own sake, ,. 
there is nothing to be gained by prenatal (as against neonatal) testing. 

Even if effective treatments were available for the fetus, prenatal HIV testing 

raises a potential conflict of interest between the pregnant woman and her fetus. In 

some experiments, still in the early stages, pregnant women are being given AZT 

in hopes of benefitting the fetus. Initially, at least one of these studies called for 

the mother's AZT to be discontinued once the child was born, since only the fetus, 

and not the woman, was the subject under study.25 

This study is particularly worrisome. It is a fetus-centered study that treats 

women as vectors and raises potential conflicts of interest between mother and fetus 

because AZT may benefit the fetus while harming the mother. In addition, pregnant •. 

women may be coerced into continuing their pregnancies because participation in 

experimental protocols is the only way they can get medical treatment. Whereas 

pregnant women with HIV should have access to treatment protocols, fetus-centered 

protocols that treat pregnant women as vectors may not serve their best interests. 

These protocols should be closely scrutinized before approval to insure that both 

mother and fetus derive comparable benefits. We need to make sure that women 

with limited access to health care are not exploited by treatment protocols that seem 

to offer an opportunity for enhanced care. 

Given the current demographics of HIV disease in women, pregnant women 

may be compelled to be treated once treatment becomes available for fetuses. There 

are already a few cases, although not involving women with HIV in which courts 

have ordered forced prenatal invasions. Many of these cases involve poor women 

of color. A recent study of physician and hospital court-ordered obstetrical inter

vention found that 81 percent of the women involved were Black, Asian, or Latina. 

All of them were treated in teaching hospital clinics or were receiving public as

sistance. 26 Forced prenatal invasion of an otherwise legally competent pregnant 
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woman is always inappropriate, because too often it subordinates the woman's bodily 

autonomy to the fetus. In addition, judges may not trouble themselves to balance 

the competing maternal-fetal interests when the women in question are Black or 

Latina. 

These competing maternal-fetal interests are also present when pregnant HIV

infected women are counseled. People who counsel these women may find it difficult 

to decide whether their primary duty is to the prospective parent, the fetus, or 

society. This conflict is also reflected in the current scholarly dialogue over fetal 

rights and the rights of pregnant women to refuse treatment intended to benefit the 

fetus, or to engage in conduct that may harm the fetus?7 Even when the counselor 

is clear on where her or his obligation lies, it is not easy for the prospective parent 

to decide whether to risk her health for that of the fetus, or vice versa. Her choice 

should be informed and uncoerced, based on all of the available information. 

Health care providers who use prenatal HIV testing primarily to identify infected 

pregnant women so that they can be counseled to abort may well violate federal 

and (to a lesser extent) state law by interfering with the reproductive choices of 

women with a protected disability. 28 (For more on antidiscrimination law, see chapter 

13.) When the health care provider is a government entity, directive counseling to 

abort may also violate women's constitutional right to privacy. 29 It would be truly 

odd if the Constitution were held, in some circumstances, to protect a woman's 

right to abort a fetus over the state's objection but not to protect her right to bring 

it to term. Even if Roe v. Wade is overturned, the constitutional argument against 

coercing HIV -positive pregnant women to abort would be strengthened to the extent 

that the reversal would be premised on rights inhering in the fetus, or on the 

protectability of fetal life. 

There is no compelling rationale for directive counseling of pregnant women 

with HIV. Purely financial arguments, such as limiting the cost to society of caring 

for seriously ill newborns and orphans, cannot be allowed to override the fundamental 

right to procreate. 30 Even if the state asserts an interest in protecting potential life, 

forced or coerced abortion terminates, rather than protects, that life. In addition, if 

the state argues that protecting societal health is a compelling governmental interest, 

there is little evidence that routine or compulsory HIV prenatal testing coupled with 

directive counseling is sufficiently narrowly tailored to achieve that goal. 

Constitutional concerns aside, directive counseling that pressures women to 

terminate their pregnancies is foolish and cruel in a society that does not make 

abortions readily available to poor women of color. 31 Not only are Medicaid funds 

unavailable in most states for even therapeutic abortions/2 but many clinics refuse 

to perform abortions on HIV-positive women. 33 Nor is prenatal HIV testing a sensible 

r 

., 



222 Taunya Lovell Banks 

means of protecting health care workers from on-the-job exposure. Often there is 

no time to test for HIV, and even when there is, some infected patients may not 

have developed detectable antibodies. Thus, the only reliable way for health care 

workers to avoid infection is to follow the universal precautions recommended by 

the CDC. 

To the extent that support for directive counseling reflects the perception of 

some health care providers that women generally-and especially poor women, 

women of color, and drug users-are irresponsible, such counseling is incompatible 

with the ideal of patient autonomy that is at the heart of the doctrine of informed 

consent. Directive counseling not only impermissibly interferes with women's pro

creational choices, but it also denies women the right to participate in treatment 

decisions affecting their bodies. Any counseling of HIV-positive women that directs 

them to be "sterilized or to seek an abortion if they are pregnant fails to treat them 

as important participants in health care decisions affecting them. 

Finally, prenatal HIV testing is analogous to prenatal testing for genetic diseases. 

Like HIV, genetic disorders can be transmitted vertically from mother to child, and 

many genetic disorders are not treatable before birth. Directive counseling is con

sidered inappropriate in these circumstances, and it should be considered similarly 

inappropriate in prenatal HIV counseling. 34 

This is not to say that routine HIV prenatal testing, preceded by informed consent 

and accompanied by nondirective counseling, could never be appropriate. Testing 

would be most useful to women if (1) it provided information that could be- used 

to improve the treatment outcome of women with HIV, and (2) women identified as 

infected had meaningful access to medical care. Since we do not know enough about 

the impact of pregnancy on HIV-positive women, the first condition cannot be sat

isfied. In addition, we have no mechanism for guaranteeing that these women will 

have access to medical care. In fact,. recent studies suggest that many already have 

less access to medical care than most Americans. For example, in one study only 

61 percent of Black women, compared to 79 percent of White women, received 

prenatal care during the first three months of pregnancy. 35 Thus, the practical value 

of prenatal HIV testing is questionable. We must therefore find other, more appro

priate ways of preventing perinatal transmission that do not interfere with women's 

reproductive freedom. 36 

HIV Testing of Newborns 

From the perspective of newborn children, neonatal testing may well be justified 

because early detection of possible HIV exposure will determine whether prophylactic 
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treatment is indicated. It is far from clear whether knowledge of a newborn's HIV 

status will significantly reduce or delay illness or death. 37 Neonatal HIV testing is 

distinguishable from other neonatal testing in that, even if antibodies are found, 

there is no truly accurate way of telling whether they are the mother's or the 

newborn's. 38 However, there are relatively benign prophylactic measures for infants 

who carry their mother's antibodies, and the strong possibility (one in three) of 

actual infection also has a bearing on medical treatment for other conditions. Recent 

studies suggest that methods may be available in the near future to detect perinatally 

acquired HIV infection in infants as young as six months. 39 These are very preliminary 

findings, however, and have yet to be tested on large numbers of infants and in 

clinical settings. 

Even if early detection of HIV becomes possible, neonatal testing raises potential 

conflicts between mother and infant. The newborn's test results reflect the mother's 

HIV status. This information will likely be placed in her medical records and will 

become broadly available to a wide range of health care and social service staff 

members. Confidentiality within hospitals is notoriously difficult to maintain, and 

inappropriate disclosure of the mother's infection could subject her to discrimination 

and render her uninsurable. 

Since neonatal HIV testing thus poses real risks for mothers, it should not be 
"' 

performed without their informed consent unless there is a high degree of probability 

that knowledge of the newborn's status will significantly reduce or delay illness or 

death. Given the present uncertainty, even though neonatal HIV testing may be 

appropriate in many circumstances, routine testing without the express consent of 

the newborns' parents or guardians is not justified. 

Finally, an infected woman whose status is disclosed through neonatal testing 

might be criminally prosecuted if she knew she was HIV-positive before becoming 

pregnant. Although no such prosecutions have been sought as of this writing, there 

have been attempts to prosecute pregnant drug users for knowingly transmitting 

drugs to their children perinatally. 4° Further, a woman who decides to become 

pregnant after learning of her HIV status may be characterized as a neglectful or 

abusive parent because she gives birth to a child who may be mv-positive. 41 This 

determination could result in loss of custody. Although it is unlikely that these 

actions would be successful, the possibility that they might be initiated against 

women with mv should not be discounted. Therefore, the privacy interest of the 

mother should always be considered before unconsented neonatal HIV testing is 

authorized. (For more on the law of medical confidentiality and informed consent 

for testing, see chapter 7 .) 
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FAMILY ISSUES 

Impact of the Changing Demographics of HIV 

Most early Hiv-related family law cases involved disputes between parents over 

child custody or visitation rights when the father was gay. 42 Much more common 

these days, however, are disputes between parents and the state. Problems typically 

arise when the custodial parent-usually a woman-is HIV-positive, and the state 

questions and impedes her attempt to make temporary or permanent custody ar

rangements for her children or questions her ability to care for her child, who may 

also be infected. (Although some HIV-positive fathers are custodial parents, and 

many of the problems described would apply to them, this section focuses on mothers 

with HIV who are single parents.) ,., 
Much of family law relating to child care operates on the assumption that most 

children live in two-parent homes. Thus, when one par~nt is sick or dies, the 

remaining parent continues to care for and have custody of the children. As a result, 

both the legal and social systems governing child custody are geared to the problems 

most commonly faced by financially stable, middle-income, two-parent families. 

Unfortunately, this is not the environment in which most HIV-positive parents live, 

and their parenting needs are often not adequately addressed. 

The Typical HIV-Positive Parent 

According to the statistics, many custodial parents with HIV are women with young 

dependent children. A New York study of HIV-positive mothers found that they 

were more likely than HIV-positive fathers to be the custodial parent of children 

under ten years of age. 43 When these women are involved in a steady relationship, 

their partners are usually also infected and may be dying as well. So some women 

with HIV are the primary caretakers for adult partners as well as for dependent 

children. 

Unfortunately, most social policies aimed at seropositive women fail to consider 

the special needs of these caretakers: the policies focus narrowly on preventing 

pregnancy and fail to provide adequate health care and social services to keep families 

healthy and together. For example, Medicaid and private insurance reimbursement 

schemes either do not cover or do not adequately reimburse for home care for HIV

positive mothers or their children. These gaps in critical services undermine the 

capacity of women with HIV to seek care for themselves, and thus impair their ability 

to care for their children and adult partners. 

Even when infected women have access to health care, their children may still 
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suffer because existing support services suppose that there are two potential care

givers in the home. For example, a mother with HIV may not be sick enough to 

require a visiting home health-care attendant for herself but may be too sick to care 

adequately for a child who also has HIV. No support is provided because of the 

underlying assumption that a second parent is available to care for the children. 

When a home health-care attendant is provided, the attendant's job does not include 

child care, again on the assumption that someone else is available. Thus children 

of dying mothers may be neglected in the process. 

Poor single-parent mothers with HIV face other problems more directly related 

to their gender and income. For example, health care providers have a tendency to 

override the traditional right of parents to make decisions regarding their children's 

care when the parent is poor, female, and HIV-positive. In one Maryland case a 

mother was reported for medical neglect when she threatened to remove her HIV

infected child from the hospital after a disagreement with the attending physician 

over treatment. The mother felt that treatment should not proceed because the hospital 

had not instituted adequate measures to insure that the child's medical records would 

remain confidential. 44 Similarly, a mother's refusal to let her child take AZT because 

of concerns about its toxicity might also be construed as medical neglect. In such 

circumstances, the health care provider's reluctance to defer to parental authority 

and readiness to report the mother to a child protection agency might well reflect 

the fact that the patient is a woman, is poor, is probably Black or Latina, and is 

most likely a drug user or the sexual partner of one. Given those attributes, the 

provider might unconsciously assume that the mother is not competent to make 

health care decisions for her child and might be outraged that she has had the 

temerity to challenge the provider. 

Similarly, medical authorities are often blind to the fact that fai]JJ.re to keep a 

doctor's appointment may say more about a city's public transportation system than 

it does about a parent's commitment to her children. Thus, a mother who fails to 

bring her fifteen-month-old Hiv-negative child into the hospital for follow-up testing 

might be unfairly charged with medical neglect. This overeagerness to seek state 

intervention when parenting falls below some ideal level that bears little relationship 

to reality, especially for poor parents, must be reassessed. Too often intervention 

by the state means removing children from their homes. 

Temporary Disability or Death 

Ultimately, every custodial mother with HIV will have recurrent instances of hos

pitalization. In these circumstances she may have to relinquish custody either tern-



226 Taunya Lovell Banks 

porarily or permanently. However, family members who volunteer to care for her 

dependent children receive little or no financial support for temporary care. If the 

cooperating family member is on public assistance, extensive documentation is 

required before Aid to Families with Dependent Children (AFDC) funds can be 

obtained and the children put on the family member's budget. 45 In addition, foster 

care funds usually are not available where the family member is employed, and 

informal child care arrangements are not effective when the mother is so disabled 

that she will never be able to care for her dependent children. 

Most important, it is often difficult for a seriously ill mother to retain custodial 

rights when her dependent children must be cared for outside of the home. To avoid 

loss of custody, some lawyers recommend that HIV-positive mothers use a letter or 

other written notarized document to grant a power of attorney to a family member, 
~ 

giving that person some authority to care for the children and make necessary 

decisions for their well-being. In this instance, the power of attorney operates as 

an informal temporary guardianship. This mechanism is favored by poor single 

parents because it is much faster than formal guardianship and does not involve 

going to court. In some states a power of attorney can be used to grant another 

unrelated person temporary custody. 46 This device may be useful when the mother 

is estranged from her family but has family-like contacts with unrelated people. 

However, a power of attorney is sometimes not recognized as legally valid by 

schools, health care providers, or courts, and is thus not fully effective in fulfilling 

the mother's intentions. Even when legally recognized, a power of attorney will not 
" be effective in permanent or long-term custody situations or in situations where the 

parent is mentally incapacitated.47 A power of attorney is good only for a limited 

period of time and requires periodic renewal. It is thus inappropriate for an HIV

infected parent who has periodic physical or mental lapses, because it cannot spring 

into action when the parent is incapacitated and then lapse when the parent is well 

enough to continue her parenting duties. 

To avoid the legal uncertainties of a power of attorney, a mother with HIV 

might want a temporary or permanent guardian appointed for her children. A guard

ian stands in the shoes of the parent, is legally responsible for the children's well

being, can receive benefits for the children, and can make medical and other decisions 

for their benefit. There are, however, some disadvantages to guardianship. For 

example, in some states the appointment of a guardian means that the parent per

manently relinquishes all parental rights and loses all control over fundamental 

decisions affecting her children. In other states the parent retains some, but not all, 

parental rights and can make decisions about the children's care with the consent 

of the guardian. In these states, when the parent and the guardian disagree over 
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fundamental decisions, there is an element of uncertainty about the extent of the 

parent's rights. 

Even when the parent is willing to relinquish custody temporarily or perma

nently, the guardianship option may be particularly difficult for a poor HIV-positive 

mother because she will usually need legal assistance in petitioning the court to 

appoint a guardian, and the process can take several months. In the meantime, she 

may be too sick to care for her children and may be forced to make informal, legally 

ineffective child care arrangements or place her children in foster care. 

In situations where family members are willing to care for the children but 

need financial assistance, some lawyers suggest that the mother voluntarily surrender 

her children to foster care on a temporary basis and request that they be placed with 

relatives, in what is commonly called "kinship foster care." This arrangement has 

certain advantages. Relatives, who otherwise may be financially unable to provide 

for the children, are given the same monthly allowances as nomelated foster parents, 

and the children, emotionally upset about the illness of their custodial parent, remain 

with family members. However, all foster care homes must be reviewed and ap

proved by the appropriate agency. This process takes time, and in the interim the 

children, now wards of the state, may remain in state custody or be placed with 

strangers. Further, while the relatives may want to care for the children, they may 

be unwilling to undergo the government scrutiny and monitoring of their liV'es 

required by the foster care system, and the children may remain with strangers. 

Perhaps even more important to the mother, surrendering her children to foster care 

means relinquishing custody. 

There are other disadvantages to foster care. The state controls the parent-child 

relationship and can dictate many things, including the time and frequency of parental 

visits. As a result, it may be difficult for the Hiv-positive parent to re.,gain custody 

of her children, or even to visit them regularly, once her circumstances have im

proved. This is especially true when the children are receiving certain benefits such 

as AFDC, Medicaid, and Social Security Disability. 

Once the parent surrenders control of her children, either to the foster care 

system or to a legal guardian, any benefits the children receive are transferred to 

the foster parents or guardian, thus reducing the parent's income, often substantially. 

The parent may not be able to maintain the current horne and may lose some of her 

health care benefits as well. Only through more informal, but less legally effective, 

child care arrangements can she both retain legal custody and avoid losing public 

benefits provided for the children. Thus, the legal and social structures often work 

against the HIV-infected mother who is eager to play a major role in raising her 

children although she is ill. 
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There are even more problems when the custodial parent dies. When no guardian 

has been appointed, the children may be placed with strangers in foster care until 

they can be adopted. When guardianship proceedings have been initiated before the 

parent's death, the court may appoint a temporary umelated guardian to make 

necessary decisions for the children pending final resolution of the guardianship 

petition. This shifting of environments can be particularly upsetting for young chil

dren who have just lost their mother. 

By law, in most states, the surviving noncustodial parent has the right to custody 

of any children. This parent is preferred over other family members, even when the 

parent had little or no prior involvement with the children. However, some custodial 

parents may object to the surviving parent's obtaining custody. In this instance, a 

terminally ill HIV-positive custodial parent needs to resolve the care issue before 
, .. 

she dies, since she may have evidence of the surviving parent's unfitness that might 

help other family members obtain custody. To do this, the custodial parent must 

not only arrange for the appointment of a guardian for her children, but must also 

be prepared, in some states, to initiate action to terminate the soon-to-be surviving 

parent's rights. The process may take many months, draining the limited energies 

of the terminally ill parent. 

Some of the child care problems created when the parent is temporarily ill 

could be alleviated if there were sufficient in-home support services so that the child 

could remain at home and the parent and child could be cared for together. Studies 

of the cost of in-home (as opposed to hospital) care for HIV-positive people indicate 

that home care is much cheaper and seems to have a more positive psychological 

effect on the patients. In addition, both mothers and children benefit when they are 

kept together. 48 Considering the most likely alternative-long-term foster care in 

numerous foster homes-and the likely consequence of such arrangements-severe 

emotional disturbance-it may be far preferable for dependent children to remain 

with a sick parent as long as possible.49 It may also benefit the mother's health if 

her children are present and her family is intact. There is anecdotal evidence that 

maintenance of family structure and continued interaction with family members can 

prolong the life of terminally ill people. 

Some of these concerns led in 1980 to the enactment of the federal Adoption 

Assistance and Child Welfare Act. Congress wanted to encourage states to adopt 

reforms that would protect children at home, thus reducing the number of children 

in foster care, and provide family-focused rehabilitative services in situations where 

children had been removed from their homes.50 Under the Act, state foster care 

systems that receive federal funds must make ''reasonable efforts'' to prevent re

moving children from their homes. 51 Reasonable efforts could include family ad-
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vocacy measures such as homemaking services, transportation to and from health 

care providers, crisis counseling, drug and alcohol abuse counseling where neces

sary, and provision of temporary child care. 

The extent of a state's obligation to affirmatively take preventive steps to avoid 

removing children from their homes is unclear. 52 Although the secretary of the 

Department of Health and Human Sevices can hold states accountable for failing 

to take appropriate steps to keep families intact, the rights created by the Act are 

not enforceable in lawsuits brought by private citizens under federal civil rights 

law. 53 In addition, social workers who wrongfully remove children from their homes 

are immune from suit. 54 

When Parenting Abilities Are Questioned 

Our legal system usually assumes that parents, especially mothers of young children, 

are the most caring and knowledgeable.custodians of their children. In fact, most 

Hiv-positive mothers are not only ready and able to take care of their children, but 

also go to extraordinary lengths to do so, often neglecting their own health in the 

process. By contrast, there are some mothers with HIV whose lives are so disor

ganized-due to illness, drug use, financial problems, and so forth-that they have 

little interest in caring for their children. Then too, there are women whose lives 

are in a shambles at the time of their children's birth, leading them to give up 

custody, who later regain some control and want their children back. 

Unfortunately, government agencies seldom draw distinctions between HIV

positive mothers when making child custody decisions. Instead, state-initiated cus

tody disputes often reflect the perception of many decisionrnakers that HIV-infected 

mothers are bad and that their infected children are ''innocent victims.' ' 55 The ''bad 

mother'' label attaches in part because the mother's biological responsibility for the 

child's status is converted into a kind of moral responsibility. (Tellingl y, this type 

of conversion does not usually occur with mothers of infants who have serious 

genetic defects.) 

Black women are especially stigmatized, because the inseparable combination 

of their race and gender results in their devaluation as mothers. 56 Economically 

needy parents are also perceived this way. Thus, when a mother is HIV-positive, 

Black, and poor, the cumulative biases cannot help but influence how health care 

and social service workers judge her conduct as a parent. True, when the mother 

is also a drug user, the "bad mother" label may have more validity, although not 

invariably. Yet this labeling, whether accurate or not, influences attitudes about the 

mother and her parenting skills that can result in the wrongful removal of children 

from her horne. 
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Similarly, mothers with HIV may be more likely to be accused of neglect by 

social service agencies and to have their children removed by the state. This is 

especially true for the large number of HIV-infected women identified as drug users. 

Drug-using mothers may lose custody because their drug status alone is seen as 

evidence of child neglect. Further, child neglect proceedings are often instituted 

when neonatal testing discloses illicit drug use by the mother. 57 The child-neglect 

label attaches even though the mother may have tried unsuccessfully to enter a drug 

treatment facility. Yet health and social services workers, when assessing the ex

istence of neglect, may act to punish the mother because she has not obtained 

treatment for her drug problem. 

The absence of drug treatment facilities for female drug users, especially preg

nant women, makes rehabilitation exceedingly difficult to pursue. Even when a 
.~ 

drug-using woman is not pregnant, few of the treatment programs that admit women 

allow mothers to reside on the premises with their children. 58 Thus drug-using 

mothers who are also HIV-positive have few support mechanisms to help them handle 

their addiction while keeping their families together; yet government agencies may 

be quick to sever family bonds and take children from loving parents because of 

their drug status. 

Drug users die faster after HIV diagnosis than non-users, yet it has not been 

determined whether drug users' infection advances more rapidly to AIDS and death. 

One possible explanation may be that drug users generally are in poorer health 

because they do not take good care of themselves and get inadequate nutrition. 59 

., 
Consequently, they may be less able to attend to the basic needs of their children. 

Unless local social service agencies are pressured to provide support services to 

keep their families intact, active drug users may be even more likely than other 

HIV-positive parents to lose custody of their children because of poor health. Social 

support services, as well as medical care, are necessary components of adequate 

care for HIV-infected parents. 

Whether or not the mother's own poor health justifies removal of her children, 

physically abusing them and neglecting their medical needs are certainly appropriate 

grounds for state intervention. However, charges of medical neglect should be 

viewed with caution since they often reflect the racial, class, and lifestyle assumptions 

of the person who lodged them. Thus, Black children tend to be significantly over

represented in child abuse and neglect reportings. Further, the parents most often 

reported for child neglect are young single women who are on public assistance. 60 

Many of the parents and children whose lives are affected by HIV fit these profiles. 

Since abuse and neglect charges often stem from the perception that poor and 

non-White mothers are incapable of being good parents, we should qook closely at 
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what agencies characterize as medical neglect. All too often the neglect charged is 

simply the parent's inability to provide adequate health care due to la~k of trans

portation, failure to maintain Medicaid benefits or provide proof of eligibility, or 

the existence of more pressing family problems that need to be addressed. Home

based support services could substantially reduce this alleged neglect. Here again, 

social service policies are not designed to assist poor HIV-positive mothers in handling 

their family-related problems and keeping their families intact. 

An HIV-infected parent also may be reported for medical neglect for reasons 

related to, but distinct from, her HIV status. For example, several mothers who gave 

birth to babies with narcotic toxicity have lost custody of their children on grounds 

of neglect. 61 Most of these mothers were Black, and many were also HIV-positive. 

Although one court has concluded that removing newborns with narcotic toxicity 

from their mothers is an unconstitutional restriction on the integrity of the pregnant 

woman, most states continue this practice. 62 

Many child advocates oppose removing children from their homes solely on 

account of medical neglect, in light -of the myriad inadequacies of foster care.63 

Whether or not one adopts that position, efforts to remove children based only on 

allegations of child neglect should be closely scrutinized, especially in light of the 

state's obligations under the Adoption Assistance and Child Welfare Act. Unfor

tunately, Black and Latino parents are less likely to receive the support services, 

encouraged by the Act, and their children are therefore overrepresented in foster 

care.64 

The State as Substitute Parent 

There is a growing number of HIV-positive children whose care has been entrusted 

to state social services agencies.65 It is estimated that in New Yor.kl City alone, 

50,000 to 100,000 children will lose at least one parent to AIDS in this generation, 

and of this number 20,000 will lose one parent by 1995. Many of these children 

will become wards of the state. As noted previously, many "chemically dependent 

mv-positive women may be unable or unwilling to care for their children'' and may 

make no arrangements for transferring custody. 66 Since appropriate care settings 

within the children's extended family may be impossible, the next-best placement 

is often in foster or small group homes. According to one study, approximately 26 

percent of all mv-infected children who do not live with their parents live in foster 

care.67 

HIV Testing and Confidentiality. State social service agencies often face difficult 

problems when acting as substitute parents. One problem concerns the right of 

f 
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infected children to confidentiality regarding their HIV status when they are placed 

in foster care. Two questions often arise in this situation: whether the state agency 

may test children in foster care for HIV antibodies and whether it may include 

information about their HIV status in their files. 

Some states may attempt testing without parental consent when placing children 

in foster care. The coc recommends that agencies routinely screen children thought 

to be at risk before placing them in foster or adoptive homes. 68 However, federal 

regulations suggest that, in the absence of parental consent, a child advocate be 

appointed before testing occurs. 69 The argument in favor of testing is that infected 

children should be identified so that they can receive appropriate medical care, 

including access to AZT and experimental treatment protocols. This argument is 

stronger togay, since HIV-positive children are no longer denied access to experi

mental drugs. However, "the treatment arsenal is meager. " 70 At least one com

mentator appropriately suggests that testing should occur only if ''uncertainty 

concerning [the] child's HIV status is hampering foster placement and if it is clearly 

demonstrable that testing will be beneficial to the child, even if the child is 

seropositive. " 71 

Many public agencies do not follow the CDC guidelines, some fearing that 

disclosure of a child's HIV status will jeopardize foster care placements. On the 

other hand, some chil<;l advocates argue that prospective foster or adoptive parents 

have a right to know that a child in their care is infected. These advocates also 

argue that agencies need this information to assess the fitness of parents to handle ., 
HIV-positive children and determine eligibility for special financial subsidies. 72 

The right to know may be more important for prospective adoptive parents. 

Otherwise, adoptive parents may attempt to return HIV-infected children to the state, 

claiming that they were misled or not fully informed at the time of adoption. Some 

states already allow abrogation of adoptions, despite opposition by many courts and 

the drafters of the Uniform Adoption Act. 73 

However, there are several arguments against disclosure under these circum

stances. First, reporting children's HIV status almost inevitably discloses the parents' 

status or at least the mother's, if she is still living. Once more there is the question 

of who should balance the competing interests here, and how they should be bal

anced. It may be difficult for the mother to decide whether her interest or her 

children's is paramount, and the law provides little guidance in this area. Second, 

departments of social services may not be able to maintain adequate confidentiality 

and deal appropriately with this information. The very difficult question is whether 

the benefits of disclosing children's antibody status outweigh the detriments. Given 

the continued public hysteria toward people with HIV, it may be best for infected 
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children to be adopted by people who are fully aware of their status. This reasoning 

may not apply to foster parents, however, since placement is temporary and the 

virus is not transmitted through casual contact. Even then, disclosure may be war

ranted where there is some showing of a clear danger to the foster parents or their 

immediate family; where special monthly allowances are given to foster parents of 

Hiv-positive children; or where the foster children are eligible for special medical 

benefits because of their HIV status. (For a detailed discussion of privacy law, see 

chapter 7.) 

Treatment. The state has an affirmative obligation to insure the safety and general 

welfare of children in its custody. 74 Children in foster care also have a right to 

treatment or medical care.75 In fact, federal law provides children with a private 

right of action against state foster care agencies for failure to provide adequate health 

care76 or adequate services. Of course, having a right does not always ensure that 

it will be respected, and better monitoring of state foster care agencies is needed. 

When HIV-infected children are in foster care, serious medical treatment issues 

may arise, such as whether they should be given AZT. Since infants and young 

children are not legally competent to consent- to medical treatment, in the absence 

of parental involvement the state must petition the court for authority to consent to 

even routine medical treatment. 77 

Much HIV treatment, especially for infants and young children, is experimental, 

and special procedures are warranted. Clinical drug trials are now more widely 

available to children, but some children in foster care may be denied access to these 

opportunities. For example, some states refuse to allow children in foster care to 

participate in AZT protocols when there is no active parental involvement, because 

they do not want to be responsible for giving consent. Other states may claim that 

some AIDS-related protocols, because they are experimental, do not constitute med

ical treatment, and may deny access on that basis. In New Jersey, a local child

protection agency refused on those grounds to let infants under its care participate 

in then-experimental AZT treatment clinical trials. 78 States may also refuse to let 

HIV-positive children in their custody enroll in clinical drug trials using a placebo 

control, 79 but there are stronger arguments for this position since the children re

ceiving the placebo obtain no possible benefit from their participation. In some 

instances court -appointed special advocates will review and monitor special treatment 

for the children, 80 but to date there is no uniform policy for handling treatment 

issues. 

At present, seven states have policies specifying the conditions under which 

the state may consent to experimental treatment for children in foster care. 81 Four 
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states do not allow foster children to enroll in clinical trials without parental consent, 

the consent of some designated committee, or a court order if the natural parent is 

unavailable. 82 Other states have created central boards that review treatment protocols 

and make decisions on a case-by-case basis. 83 Although approximately 26 percent 

of Hiv-positive children are in foster care, a 1989 study found that only 16 percent 

of children participating in NIH-funded clinical trials were in foster care. The re

searchers speculated that many other children in foster care are denied access because 

proper consent cannot be obtained. 84 

When parental rights have not been terminated, it is often difficult to determine 

who has the authority to consent to experimental treatment of children in foster care. 

It also is important to remember that children's health may not necessarily require 

that they participate in research, and their use in experimental HIV clinical trials is 
,~ 

still controversial. In addition, because a disproportionate number of infected chil-

dren are Black and Latino, there are potential racial overtones to either decision, 

allowing or denying participation. 

It is difficult to adopt a single approach to the participation of children in foster 

care in clinical trials. Admission to these trials may be the only means by which 

they can obtain free medical care. Therefore, no children who can benefit f:J;om 

experimental treatment should be denied access simply because they are in foster 

care. Nevertheless, no children in foster care should be enrolled in an experimental 

treatment protocol without the informed consent of their biological parent§. When 

the biological parent is unavailable, there must be some review and monitoring of 

the treatment protocols, coupled with a determination that the child can benefit from 

participation. This determination should be made by either a neutral multidisciplinary 

committee (which includes an ethicist, pediatrician, social worker, and community 

member or parent of an HIV-infected child), or a court of law. 

These precautions may not be sufficient to prevent abuse ofmv-positive children 

in clinical trials. Meaningful constraints on human experimentation by medical 

researchers are fairly recent, and they were influenced by the history of abuses 

directed at various groups including people of color, poor people, and children. 

There are sound reasons for excluding children from some clinical trials, and when 

the children most likely to be participating are members of economic, racial, or 

ethnic groups who historically have been exploited by medical researchers, there is 

even more reason for concern. 

Increased participation of children in clinical trials, justified by the fact that 

participation may be the only way these children can receive medical care, is a 

harsh indictment of the United States' health care system. It is hoped that public 

outrage at these shortcomings will stimulate action to restructure the entire health 
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care system or, at the very least, make health care more readily available for women 

and children. 

CONCLUSION 

The AIDS pandemic could provide the United States with the opportunity to seriously 

reassess both its health care and its social support systems for families, especially 

poor women, women of color, and their children. Since any strategy directed toward 

HIV-positive women carries with it the legacies of sexism and racism in medicine 

coupled with class biases, models must be developed for planning effective health 

care strategies that take all of these factors into account. We must be more willing 

to draw distinctions between individuals, rather than allowing our biases about the 

parenting abilities of poor HIV-infected mothers to control our decisions about their 

children. 

It is also important that our legal and social services systems be able to provide 

for hospital ''boarder babies'' and children who are abandoned; to attend to the 

needs of dysfunctional mothers and give them a second chance once their lives are 

stabilized; to acknowledge and support mothers and other family members or close 

friends who are eager to serve as full-time caregivers; and to make allowances for," 

and provide support to ease, any temporary periods when HIV-positive mothers are 

disabled. Our health care policies for women and their children will remain inef

fective so long as race, sex, and class biases influence who gets care and the quality 

of that care. 
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