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ISSUES PRESENTED FOR REVIEW

1. Whether public policy of this State requires a parent stricken with

the terminal illness Acquired Immunodeficiency Syndrome ("AIDS") to

immediately relinquish custodial control over her minor children, in order

to secure a stable environment at such time in the indeterminate future

when the parent will become incapacitated or deceased?

2. Whether the court below abused its discretion in holding, against

the manifest weight of the evidence, that it was neither necessary nor

convenient that a competent parent of two minor children retain immedi-

ate custody, with appointment of a standby guardian who could assume

custodial duties at such time when the parent becomes temporarily or

permanently incapacitated or deceased?

3. Whether the decision of the court below, by refusing to appoint a

standby guardian for the minor children, failed to consider their best in-

terests for a stable environment in the future?

STATEMENT OF FACTS

In addition to those facts related in the Brief for Petitioner-Appel-

lant, Amici Curi_ urge the Court to consider the following uncontroverted

evidence contained in the record before the court below:

AIDS/HIV

AIDS (Acquired Immunodeficiency Syndrome) is a deadly disease

spread by the transmission of the Human Immunodefieiency Virus ("HIV')

through the exchange of blood and bodily fluids that occurs during sexual
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contact, blood transfusions, sharing infected injected equipment during in-

travenous drug use, and perinatal contact between an infected mother and

her fetus. AIDS leads to the destruction of the immune system, leaving its

victims vulnerable to opportunistic infections which, in turn, lead to

death. (R. C021, Memorandum of Amici Curiae, n. 1 at p. 2)1

STATISTICSANDDEMOGRAPHICSOFAFFECTEDFAMILIES

It can no longer be disputed that we face a serious challenge.

Statistics regarding the virulence and effects of HIV and AIDS are by now

common knowledge, but bear repetition in the face of a tide swell threat-

ening to engulf our courts: 218,301 casesnationally had been officially re-

ported by March 1992, with increasing proportions of the cases involving

the primary caregivers for minor children who have becomeorphaned as a

result of the epidemic. (R. C036)2At least 3,300 women in Chicago are in-

fected with HIV. (R. C030, 35)3 More than eighty percent of these women

had children, with more than one-third of the women having three or more

children, resulting in an estimated 8,000 children with HIV-positive

mothers. (Id. )

The Chicago Department of Health in 1989 projected that approxi-

mately 60,000 women were at risk for infection. (R. C031-32, 35)4 By the

lln thisbrief,citationsto theRecordonAppealfollowthepaginationof thedocuments
relatingtoEbonyLynetteStevenson,inasmuchasthedocumentsrelatingto Melanie
MarieHerrodarenot identicallynumbered.

2"EstimatesoftheNumberofMotherlessYouthOrphanedbyAIDSin theUnited
States",268JournaloftheAmericanMedicalAssociation,at p.3458[Dec.23/301992J.A
copyof thearticleis includedin theAppendixto thisbrief.

3"TheHealthCareandSocialServiceNeedsofHiV-PositiveWomenandChildrenin
MetropolitanChicago",VisitingNurse'sAssociationofChicago[Feb.1990]Asnotedat
R.C035,theciteddocumentwastoovolumoustoincorporateintotheRecordbut was
madeavailableto thecourtbelow.Therelevantportionsofthesourcewhichcontainthe
citedmaterialarereproducedin theAppendixto this Brief.

4"AidsStrategicPlanfor theCityofChicago",ChicagoDepartmentofHealth[Oct.1989]
Asnotedat R.C035,theciteddocumentwastoovolumoustoincorporateintotheRecord
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end of 1995, it is estimated that up to 56,700 minors will become mother-

less as a result of AIDS; if present trends continue, by the end of the cen-

tury, the number may reach 125,000. (R. C038)s The number of AIDS-re-

lated deaths will surpass those due to cancer and motor vehicle accidents,

the two other most frequent causes of death among mothers of young chil-

dren. (Id., at R. C038-39; p. 3458-59) Of particular relevance to the issues

raised by this appeal, these numbers do not include "HI'V-affected children

who are effectively orphaned"prior to the deaths of their parents. (R. C042)

(emphasis supplied) 6

UNPREDICTABLE COURSE OF AIDS

HIV or AIDS are conditions with unpredictable courses, frequently

developing differently in various cases. (R. C069, 98; Supp.R. C014, 910;

Supp.R. C006, 911) An infected person may well be able to function at

some times, but not at other times, without predictable pattern. (R. C069,

910; Supp.R. C014, 9911, 12; Supp.R. C006, 912) HIV/AIDS-infected per-

sons are often unable to predict periods of disablement or hospitalization.

(R. C069, 911; Supp.R. C006, 913) Even physicians well-experienced in

caring for HIV/AIDS patients seldom are able to predict periods of inca-

pacity or needed hospitalization. (R. C068-69, 991, 5, 7, 12; C079-81, 991-

4, 6)

Many HIV/AIDS-related patients are single parents of minor chil-

dren. (R. C069, 915) There are numerous instances where an HIV- or

but was made available to the court below. The relevant portions of the source which
contain the cited material are reproduced in the Appendix to this Brief.

5"Estimates of the Number of Motherless Youth Orphaned by AIDS in the United
States", at p. 3458.

6"The 'Silent' Legacy of AIDS: Children Who Survive Their Parents and Siblings", 268
Journal of the American Medical Association, at p. 3478 [Dec. 23/30 1992l. A copy of the
article is included in the Appendix to this brief.
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AIDS-infected person may be hospitalized in serious condition, but then

recover with full functioning for an extended period of time. Such parents

strongly desire to care for their children, but the unpredictability of their

condition can be very distressing, so that they need a standby guardian-

ship to be available. (R. C066, 93; C070, 9917, 18) The condition of a

Seemingly-healthy patient can deteriorate very rapidly within a few days,

and could result in death or an extended period of dementia. (R. C080, 95)

It is very likely that the Petitioner's physical or mental health will decline

suddenly. (R. C081, 96)

INABILITY, DESPITENEED, OFNATURALPARENTSTOPLANFORFUTURE

GUARDIANSHIPS

Approximately seventy to eighty percent of HIV/AIDS-affected par-

ents with minor children are single women heads of households, with an

average of three to five children each. (Supp.R. C013, 97; Supp.R. C010,

99; Supp.R. C005-06, 98; R. C066, 92) Planning for the future care of their

children is a desire of many such parents. (Supp.R. C013, 98;

Supp.R. C010, 910; Supp.R. C006, 99)

Present procedures to obtain emergency or temporary guardianship

authority only provide piecemeal solutions. (Supp.R. C006, 910; R. C066,

92) Multiple efforts may be required before a permanent guardianship is

established, imposing unnecessarily burdensome financial, time and ener-

gy expenditures for families (Supp.R. C006, 910; R. C066, _2), possibly

more than the already-overburdened families can handle (R. C066, 92).

The time required for a guardian to be appointed can result in chil-

dren being unnecessarily removed from their families to be placed in

emergency shelter or foster care settings (Supp.R. C014, 914; Supp.R.

C010, 916; Supp.R. C006, _15), or even preclude being enrolled in school '
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(R. C066-67, 94). Government benefits, including Social Security, Public

Aid, Section 8 housing vouchers or Chicago Housing Authority placement,

may be and have been delayed or denied as a direct result. (Supp.R. C014,

915; Supp.R. C010, 917; Supp.R. C006, 915; R. C066-67, 94) The minors

involved in the instant appeal reside with Petitioner in Section 8 housing,

but the nominated guardian does not and would face a delay in obtaining

a continuation of §8 housing for the children. (R. C082-83, 993, 5) Such

children have also faced delays in receiving medical care. (Supp.R.C.014,

916; Supp.R. C010, 918; Supp.R. C006, 917; R. C066-67, 94; R. C083, 96)

Possible harmful effects to the children include the interruption of care,

and permanent estrangement from immediate and extended family mem-

bers. (Supp.R. C014, 914; Supp.R. C010, 916; Supp.R. C006, 915) The ma-

jority of affected children live under poverty conditions. (R. C.042)7 The

future needs of children and adolescents who are orphaned as a result of

AIDS-related illnesses will place heavy demands on the mental health, so-

cial welfare and educational sectors. (R. C039)s

Advance planning for the future welfare of minor children by per-

mitting standby guardianships is in the best interests of the children, the

guardian, the parent and the family. (Supp.R. C014, 9917, 19; Supp.R.

C006-07, 9919, 21; R. C067, 95) Examples of five case histories were re-

lated to the court below where minor children were placed in emergency

shelters and a series of temporary Department of Children and Family

Services (DCFS) foster homes and private agency foster homes, despite

the intentions and advance efforts of parents to establish guardianships.

7"The'Silent'LegacyofAIDS,at p.3478.

8"EstimatesoftheNumberofMotherlessYouthOrphanedbyAIDSin theUnited
States",at p.3459.
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(Supp.R. C014-15, _18 a-e; Supp.R. C010-11, _20 a-e; Supp.R. C006-07,

_20 a-e) State laws "which leave children in legal limbo at the time of a

parent's death, even when a guardian has been named" should yield to

solutions--such as standby guardianships--which permit a guardian to be

named prior to incapacity or death. (R. C043)9

ARGUMENT

INTRODUCTION

A° PETITIONER'S REQUEST FOR AN ORDER
ESTABLISHING STANDBY GUARDIANSHIP

Petitioner-Appellant Geraldine Jones ("Ms. Jones"), petitioned for

the appointment of her sister, Charlene Gonzalez, as guardian for her two

minor children, Melanie Marie Herrod, and Ebony Lynette Stevenson.

Ms. Jones further made the request contingent upon allowing her to retain

custody of her children until she is no longer able to care for them, as de-

termined by her own admission, her hospitalization, or by the statement

of her physician. In effect, petitioner requested that her sister be ap-

pointed as a "standby guardian".

Bo SUMMARY OF THOSE ISSUES OF PARTICULAR

CONCERN TO AMICI CURIAE WHICH ARE

ADDRESSED IN THEIR BRIEF ON APPEAL

Leave was granted to AIDS Legal Council of Chicago (ALCC), Na-

tional Association of Social Workers (NASW), AIDS Foundation of Chicago

(AFC), Families' and Children's AIDS Network (FCAN), Child Care Asso-

9'_rhe 'Silent' Legacy of AIDS", at p. 3479.
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ciation of Hlinois (CCAI), Episcopal Diocese AIDS Task Force (EDATF),

and Chicago Women's AIDS Project (CWAP), to file their Brief of Amici

Curiae by this Court's order of April 21, 1993.10

Amici will address three issues of particular concern to them.

The manifest weight of the evidence contained in the record has

shown that, given the growing number of HIV and AIDS cases, the flexi-

bility of standby guardianships will become required more frequently by

AIDS-affected parents and families in order to adequately plan for the fu-

ture care of their children. However, the judge below did not act in the

best interests of the children when he failed to acknowledge their particu-

lar circumstances as children of a single parent whose illness will lead to

disability or death, but by an unpredictable course--a scenario which will

increasingly demand creative judicial relief.

Second, amici contend that the Circuit Court has authority to ap-

point a standby guardian, whether under the Illinois Probate Code (755

ILCS _ 5/11-5 [Smith-Hurd 1993]) and the case law interpreting the code,

or under the equitable power of the probate court to structure such a

standby guardianship.

Finally, amici believe that a standby guardianship serves the best

interests of these particular children and the thousands of others in Illi-

nois who are facing the same uncertain future and unstable environment

as a result of this very traumatic experience. Guardianships in which cus-

tody immediately passes to the appointed guardian are inappropriate to

Ms. Jones' situation. Although she presently has the capacity to care for

her daughters, she wishes to plan for her children's care upon her incapac-

itation from AIDS.

10The interest of Amici are noted in the Appendix to this Brief, at p. 23i.
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I

THE OVERWHELMING MAGNITUDE OF THE SERI-

OUS PROBLEMS FACING AIDS-AFFECTED CHIL-

DREN IN ILLINOIS REQUIRES STANDBY
GUARDIANSHIPS

Women, long the invisible sufferers of the AIDS epidemic, now ac-

count for an increasing number of HIV and AIDS diagnosed adults in

Chicago and the nation as a whole. At least 3,300 women in Chicago are

infected with HIV. In a recent needs assessment of Chicago women with

HIV, it was found that more than eighty percent of these infected women

had children. Of those women, half had one or two children and over one-

third had three or more children. These figures lead to the projection that

there are approximately 8,000 children with HIV-positive mothers who

will become "effectively orphaned".

These findings warn of a serious challenge to cities and com-

munities already staggering under the weight of faltering
economies, violence, homelessness, inadequate medical care,

poor education, drug use, and a host of other long-standing

social problems. Yet the needs of these youngsters cannot be

ignored. To do so would be not only lacking in compassion for

the most vulnerable members of society: it would also invite a

social catastrophe of the greatest magnitude. The death of a

parent or other emotionally significant adult is one of the

most traumatic experiences that any child can suffer. When

that death is accompanied by stigma and isolation and is fol-

lowed by instabilityand insecurity, as it is in MDS, the po-

tential for trouble, both immediately and in the future, is

magnified.

While more study is needed on the impact of the HIV/AIDS

epidemic on the family, there is ample evidence to warrant

immediate action, with appropriate evaluation and follow-up.

Children and adolescents already orphaned by AIDS cannot

wait for the normally slow policy process to take account of

their complex and individualized needs. While some bereaved

children and adolescents are already in foster care and others

are immediately taken in by relatives willing and able to care

for all the surviving youth, many, probably the majority, face

futures beset by uncertainty and instability, separation from

siblings, and unrecognized and unaddressed grief. Those who
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develop, interpret, and implement guidelines and programs
of custody decisions, foster care, adoption, education, juvenile
justice, health care, and institutionalization will need flexibil-
ity and creativity in addressing these immediate and urgent
needs.

(R. C040-41; D. Micheals & C. Levine, "Estimates of the Number of Moth-

erless Youth Orphaned by AIDS in the United States", at 3460-61)

(emphasis supplied).

Without any factual basis in evidence contained in the record, the

judge below assumed that the present system effectively and efficiently

protects AIDS-affected children. However, Petitioner's supporting affi-

davits documented repeated examples of the courts' inability to protect the

welfare of children, the majority of whom live under poverty and who have

been unnecessarily removed from their families and placed in emergency

shelter or foster care settings, been unable to attend school or receive

medical care, and who have experienced denials or delays in continuing to

receive government entitlements. Elizabeth Monk, Director of the AIDS

Project of the Illinois Department of Children and Family Services, has

concluded that the best interests of the children cannot be protected with-

out standby guardianships, an opinion shared by the Families' and Chil-

dren's AIDS Network (FCAN), an organization of approximately 80 hospi-

tals, clinics, social service and legal aid agencies in Chicago which provide

services to AIDS-affected families.
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II
THE CIRCUIT COURT ABUSED ITS DISCRETION IN

HOLDING, AGAINST THE MANIFEST WEIGHT OF

THE EVIDENCE, THAT IT WAS NEITHER NECES-
SARY NOR CONVENIENT THAT PETITIONER, A

COMPETENT PARENT OF TWO MINOR CHILDREN,
RETAIN IMMEDIATE CUSTODY, WITH APPOINT-
MENT OF A STANDBY GUARDIAN WHO COULD AS-

SUME CUSTODIAL DUTIES AT SUCH TIME WHEN

PETITIONER BECOMES TEMPORARILY OR PER-

MANENTLY INCAPACITATED OR DECEASED

A. ALL RELEVANT STATUTORY PROVISIONS FOR

APPOINTMENT OF GUARDIANS FOR MINORS

WERE SATISFIED

The Illinois Probate Code provides that "a court may appoint a

guardian of the person...of a minor whenever it appears necessary or con-

venient." (755 ILCS _ 5/11-5(a) [Smith-Hurd 1993]) (emphasis supplied).

The guardianship petition should be granted if appointment would be ei-

ther "necessary" or "convenient". Stevenson v. Hawthorne Elementary

School, 144 Ill.2d 294, 302-05 (1991) A court, in deciding whether a

guardianship is "necessary or convenient", looks at all relevant facts and

analyzes what is in the best interest of the child. Stevenson v. Hawthorne

Elementary School; see e.g., In re Marriage of Russell, 169 Ill. App. 3d 97,

523 N.E.2d 193 (2d Dist. 1988); In re Estate of Suggs, 149 Ill. App. 3d 793,

798, 501 N.E.2d 307 (lst Dist. 1986); In re Estate of Stark, 33 Ill. App. 3d

626, 628, 342 N.E.2d 234 (5th Dist. 1975). The "best interests" standard is

also used in child custody proceedings brought under the Juvenile Court

Act. E.g., In re W.B., Jr., a Minor, 213 Ill. App. 3d 274, 571 N.E.2d 1120,

1126 (4th Dist. 1991).

Petitioner's argument before the court below, and in her Brief on

appeal, demonstrates that her application for appointment of a guardian

satisfied all of the relevant factors set forth in Section 602 of the Marriage
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and Dissolution of Marriage Act, 750 ILCS 5/602 (Smith-Hurd Supp.

1993). The crucial issue therefore becomes at what point should the

guardianship become effective, and under what conditions.

S. INHERENT EQUITABLE POWERS OF THE
PROBATE COURTS TO ESTABLISH GUARDIAN-

SHIPS FOR MINORS

It is the responsibility of the trial court to provide for the best inter-

ests and welfare of minors. In re Estate of Stark, 33 Ill.App.3d 626, 628

(5th Dist. 1975). Amici contend that the appointment of Ms. Gonzalez as a

standby guardian for Ms. Jones' daughters is in the best interests of these

children, and therefore both "necessary" and "convenient" under Illinois

law. Moreover, appointing Ms. Gonzalez as a standby guardian also falls

within the traditional equitable powers of the Circuit Court.

A probate judge has "inherent, plenary jurisdiction to appoint

guardians for minors independent of any authority that the Probate Act or

other legislation confers." In re Estate of Suggs, 149 Ill.App.3d 793, 797,

501 N.E.2d 307 (lst Dist. 1986) (emphasis supplied), citing In re

Guardianship of Smythe, 65 Ill.App.2d 431, 441, 212 N.E.2d 609, 613

(1965). In exercising this plenary power, the court may "cause to be done

whatever may be necessary to preserve their [minor's] estates and protect

their interest" In re Guardianship of Smythe, 65 Ill.App.2d at 440-41. Fur-

thermore, this equitable jurisdiction cannot be taken from the courts by

the legislature. Id. at 440-41. Amici urge this Court to use such power to

shape an appropriate standby guardianship so that all involved will bene-

fit.

In guardianship cases, the court has the power to impose conditions

upon the guardianship. According to 755 ILCS _ 5/11-13 (Smith-Hurd
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1993), "[t]he court shall have control over the person and estate of the

ward." The guardian acts under the direction of the court, which may

specify the conditions of the guardianship--and the time at which the

guardianship responsibilities should be activated is one such condition. Cf

In re Marriage of Manuele, 107 Ill.App.3d 1090, 1096, 438 N.E.2d 691,

app. denied, (4th Dist. 1982) (court has broad powers in custody matters

and may impose conditions upon custody).

III

THE COURT BELOW, BY REFUSING TO APPOINT A
STANDBY GUARDIAN FOR THE MINOR CHILDREN,
FAILED TO CONSIDER THEIR BEST INTERESTS
FOR A STABLE ENVIRONMENT IN THE FUTURE

A. THE COURT FAILED TO PROPERLY GIVE DUE
WEIGHT TO THE WISHES OF PETITIONER
REGARDING CUSTODY OF HER CHILDREN

. The Court Must Consider the Particular
Circumstances of Each Case.

Case authority directs that "[i]n determining the best interest of the

child, the court must consider the particular facts and circumstances of

each case." In re Custody of Bobby Krause, 111 Ill.App.3d 604, 607 (lst

Dist. 1982). In its role as a reviewing court, the Appellate Court will not

hesitate to disturb the lower court's findings if the trial court incorrectly

applied legal principles or if the evidence showed that an injustice had

been committed. Jenkins v. Jenkins, 81 Ill.App.2d 67, 71 (lst Dist. 1967)

2. Appointment of a Standby Guardian
Serves to Effectuate Petitioner's Wishes

Re_arding Custody of Her Children.

The best interests of the children would be furthered by appointing

Ms. Gonzalez as a standby guardian, whose duties would become acti-

vated upon the incapacity of Ms. Jones. The standby guardianship gives
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effect to Ms. Jones' wishes regarding the custody of her children. In re

Marriage of Russell, 169 Ill.App.3d 97, 103, 523 N.E.2d 198 (2d Dist. 1988)

(a parent's intent as to who should care for her minor children is an im-

portant factor to be considered in establishing guardianships). It also

gives effect to Ms. Jones' desire to retain custody of her children while she

is still fit.

Moreover, a testamentary nomination is merely a nomination. Since

the nomination is subject to those who might contest in a hearing, Peti-

tioner requires that the hearing occur while she is still alive and capable

of providing testimony. A testamentary nomination is further inadequate

because it does not provide for guardianship during the parent's incapac-

ity: it does not take effect until the parent dies.

Although the courts usually will award custody of minors to the ap-

pointed guardian, the natural rights of a parent may be preferred, In re

Custody of Bobby Krause, 111 Ill.App.3d 604, 606-07 (1st Dist. 1982);

Cebrzynski v. Cebrzynski, 63 IU.App.3d 66 (1st Dist. 1978), and so the non-

parent testamentary guardian may not be given custody, which poten-

tially may create an additional delay as a result of holding contested hear-

ings during a time when the AIDS-infected parent is disabled or deceased.

B, THE COURT FAILED TO CONSIDER THE CON-

TINUING INSTABILITY IN THE MINOR CHIL-

DREN'S ENVIRONMENT

. Stability of the Minors' Environment Should

Have Been Considered by the Court Below.

Stability in a child's environment is an important factor to be con-

sidered in an analysis of best interest. In re Marriage of Dunn, 208

Ill.App.3d 1033, 567 N.E.2d 763 (5th Dist. 1991). A standby guardianship
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provides some stability at a time when the child's world is most tumul-

tuous-after his parent's death. It is almost inevitable, given the nature of

AIDS, that Ms. Jones' children will need a guardian. Ms. Jones is attempt-

ing, with the assistance of the court, to plan a smooth transition for the

care of her children. Ms. Jones and her daughters must be assured that

Ms. Gonzalez will be the legal guardian of the girls.

Testimony of knowledgeable authorities established the potentially

disruptive effects of denying the petition for standby guardianship and

thus requiring resort to emergency court intervention:

15. The period of time needed to obtain court-sanctioned
powers of guardianship can mean that child(ren) from HIV-
affected families will be removed from the custody of their
parent(s) and may be placed unnecessarily in emergency
shelter and/or foster care settings until a guardian can be
appointed. This kind of placement can interrupt continuity of
care for the child(ren) and may lead to their permanent es-
trangement from immediate and extended family members.

16. The period of time needed to obtain court-sanctioned
powers can mean a delay or denial of government benefits,
such as Social Security, Public Aid, Section 8 Housing vouch-
ers, or Chicago Housing Authority placement.

(Supp.R. C006; Affidavit of Elizabeth Monk, Director of the AIDS Project

of the Illinois Department of Children and Family Services, in support of

Petitioner's Motion for Rehearing).

2. As Long as the Natural Mother is
Capable of Caring for Her Children,
Their Best Interest is Served by
Remainin_ In Her Custody.

When the natural parents are fit, it is presumed that the best inter-

est of a child is served by remaining with her natural parents. In re cus-

tody of Krause, 111 Ill.App.3d 604, 609, 444 N.E.2d 631 (lst Dist. 1982);

see also 755 ILCS _ 5/11-7 (Smith-Hurd 1993) (living parent or parents

competent to transact their own affairs and fit are entitled to custody of
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the person of the minor). A standby guardianship addresses this presump-

tion and helps the court serve the best interests of these children. The

mother, Ms. Jones, retains custody of her children for as long as possible,

until and so long as her illness results in incapacity. Ms. Jones is request-

ing the fullest possible participation and involvement in her children's

lives; she expects that both she and her children will be enriched by doing

so. Yet Ms. Jones foresees the inevitable loss of her ability to care for her

children and therefore desires to establish a guardianship, while she is

still alive, alert, and able to testify.

A standby guardianship is a thoughtfully-fashioned and appropri-

ate guardianship which fulfills a very specific need. In a two-parent fam-

ily, the care of the children passesto the other parent upon the incapacity

of one of the parents. But, single parents with terminal illnesses such as

AIDS, inoperable cancer, multiple sclerosis, cystic fibrosis or muscular

dystrophy, need to be able to provide for the welfare of their children be-

fore they are incapacitated. 11

A testamentary guardianship nomination does not suit the needs of

Ms. Jones and her family. When she dies or becomes incapacitated,

Ms. Jones wants her children's guardian to have immediate legal author-

ity; she wants to eliminate the need for further legal action, such as the

probating of a will. She also wants to avoid placing her daughters in a le-

gal limbo during the period when the case is before the probate court--a

limbo during which the girls might be hindered in their attempts to obtain

llIllinois lawprovidesfor asimilartypeofdelayedarrangementin thecontextofdurable
powersofattorneyfor healthcareandproperty.Bothallowapersonto nominatea
guardianforhisownpropertyandpersonin theeventthecourtdeterminesaguardianis
necessary.Ill. Rev.Stat.ch.1101/2_803-3(property)and_ 804-10(healthcare).Ira
standbyguardianshipis notgranted,theanomalousresultis that onecanarrangeto
takebettercareofone'spropertythanone'schildren.
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medical treatment, enroll in school, or receive their government entitle-

ments.

C. THE LOWER COURT'S DECISION NEEDLESSLY

REQUIRES THIS MOTHER, WHO IS TRYING TO
PROVIDE FOR THE FUTURE CARE OF HER

TWO CHILDREN, TO PREMATURELY RELIN-

QUISH CUSTODY

Typical guardianships in Illinois remove a child from the custody

and care of his parent too soon: they take effect immediately upon the

adjudication of guardianship. 755 ILCS _ ll-13(a) (Smith-Hurd 1993)

("guardian shall have custody" of the ward) (emphasis supplied). In this

case, Ms. Jones is still capable of caring for her children. It has been the

experience of amici that few parents wish to relinquish custody and care

of their children while they remain healthy enough to care for them. The

bonds of love and affection, direction and guidance, and day-to-day in-

volvement should not be destroyed simply because a parent is nearing an

untimely death.

As a result of Judge Cole's decision, Ms. Jones finds herself faced

with an unreasonable dilemma: should she needlessly give up custody of

her children immediately, while she is still capable and able to parent, or

should she run the risk of delaying guardianship proceedings until the

last moment? Unfortunately, the 'qast moment" can not be predicted for

people suffering from AIDS. 12

The various opportunistic and indicator diseases, conditions

and symptoms associated with AIDS can be episodic--that is,

12Appointing a standby guardian is especially well-suited for cases involving single-
parent families in which the parent has AIDS. This is due to the nature of the disease:
the physical and mental health of the individual can frequently change dramatically and
suddenly. An HIV positive mother may properly remain her child's custodian for most of
her illness and then quite suddenly, by reason of her sickness, be ill-prepared to establish
the needed guardian arrangements.
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in some casesand for someof these individuals diseasescon-
ditions, or symptoms may very well leave them able to hmc-

tion one week, and not the next. By the third week they may

be able to function well again.

(R. C069, 910; affidavit of Mardge Cohen, M.D., physician in charge of

Women and Children HIV Program at Cook County Hospital, in support

of Petitioner's Motion for Rehearing).

A parent may become incapacitated before guardianship proceed-

ings are initiated or during the guardianship proceedings. In contrast, the

standby guardianship allows the parent to provide for a guardianship

while she is still able to participate in the proceedings. Ms. Jones should

not be burdened with this unfair, and unduly harsh, choice when a more

suitable alternative, a standby guardianship, can be granted by the court.

CONCLUSION

Children and adolescents already left parent-less by AIDS should

not have to face a future which is fraught with uncertainty and instability.

Amici have found that many ill HUg-infected women do not establish fu-

ture custody plans for their children, partly due to denial and fear of dis-

closure, and partly because they fear they will lose custody--and too many

of their parental rights--too soon. Appointing standby guardians provides

much-needed flexibility and creativity in addressing the immediate and

urgent needs of these children. The law should be shaped by experience,

and judgments rendered in such a way as to recognize the dignity of indi-

viduals. Guardianship laws in particttlar can be crafted to meet what will

be, sadly, an ever-growing need.

It is revolting to have no better reason for a rule of law than

that so it was laid down in the time of Henry IV. It is still

more revolting if the grounds upon which it was laid down
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have vanished long since, and the rule simply persists from
blind imitation of the past.

Justice Oliver Wendel Holmes, The Path of the Law, 10 Harv.L.Rev. 457,

469 (1897).

This Court can act now, given the authority granted circuit judges

under the case law, the Probate Code, and the equitable powers of the

probate court.

For the foregoing reasons, Amici respectfully urge this Court to re-

verse the decisions of the court below, and remand with instructions to en-

ter the Petitioner's order for a standby guardianship. The circuit court

should appoint Ms. Gonzalez as guardian, but allow Ms. Jones to retain

custody of her children until such time as she is no longer able to care for

them, as determined by her own admission, her hospitalization, or the

statement of her physician.

In the alternative, the Appellate Court should reverse the order of

the court below, and remand with instructions to enter an order awarding

joint custody to Ms. Jones and Ms. Gonzalez.

Respectfully submitted,

JAY R. GIUSTI

525 North Ada Street

Suite 20

Chicago, Illinois 60622
(312) 455-0074

Attorney for Amici Curiae.
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Interest of Amici Curi_

AIDS Legal Council of Chicago (ALCC)
National Association of Social Workers (NASW)

AIDS Foundation of Chicago (AFC)
Families' and Children's AIDS Network (FCAN)

Child Care Association of Illinois (CCAI)

Episcopal Diocese AIDS Task Force (EDATF)

Chicago Women's AIDS Project (CWAP)

Each of the Amici are considered to be highly knowledgeable within

their particular areas of concern about the affect of HIV/AIDS upon par-

ents and their children.

The AIDS Legal Council of Chicago CALCC') and the Families" and

Children's AIDS Network ("FCAN") were granted leave by the court below

to participate as Amici Curi_, and filed a joint brief in support of the peti-

tioner. The petitioner sought assistance with her guardianship petition

from the AIDS Legal Council of Chicago. ALCC referred petitioner to

Linda Rio, of Sidley & Austin, who is also a volunteer attorney for ALCC.

Ms. Rio represents the interests of Petitioner before the Appellate Court.

1. ALCC is a non-profit corporation dedicated to ensuring the

fair treatment of people with the HIV infection and with AIDS. With the

assistance of 70 volunteer attorneys, the ALCC provides legal representa-

tion and advocacy to individuals affected by HIV and AIDS. The ALCC

also supports the public policy interests of individuals infected with the

virus. The ALCC, the recipient of private and public funds, has also

helped lead a coalition of social service agencies studying the problems

faced by ill parents who are planning for the future care of their children.

Last year the ALCC represented over 906 clients, 32 of whom required le-

gal advice and assistance in establishing guardianships for their children.
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2. FCAN is a coalition of hundreds of individuals and organiza-

tions working on behalf of families and children affected by HIV. Its mem-

bership includes medical and social service agencies that provide services

to children and families affected by HIV in Chicago. FCAN promotes and

develops family-centered, community-based care through coordination of

services to fill gaps, advocacy for the needs of HIV-affected families and

children, and education on HIV infection in children and families to

providers and to the general public. FCAN is a non-profit agency, receiv-

ing private donations and public funds.

3. The National Association of Social Workers ("NASW') is the

largest association of professional social workers in the world, with over

145,000 members in 55 chapters throughout the United States and

abroad. The Illinois chapter of NASW has over 8,400 members. Founded

in 1955 from a merger of seven predecessor social work organizations,

NASW is devoted to promoting the quality and effectiveness of social work

practice, advancing the knowledge base of the social work profession and

improving quality of life by utilizing social work knowledge and skills.

Many of NASW's members work with children and families, including

persons who are HIV positive, who are ill with AIDS or whose lives are di-

rectly impacted by the disease. NASW believes that allowing standby

guardianships would promote family stability, foster greater security for

all parties, and would be in the best interests of the children involved.

4. The AIDS Foundation of Chicago CAFC') represents more

than 100 AIDS service providers in the Chicago area. Among AFC's prin-

cipal activities is the development and support of a citywide system of case

management services. In the past year, more than 2,000 HIV-positive

people received case management services funded by AFC; among them,
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were a substantial number of women and children. The number of case

managers who work specifically with women and children has doubled in

the past year. As the cases increase, case managers often report that the

long-term welfare of their children is the parent's primary concern. AFC

also provides grants to establish innovative programs that address the

unique needs of women and children living with HI-V/AIDS. AFC is a non-

profit agency receiving public and private funds.

5. The Child Care Association of Illinois ("CCAI") is a state-

wide association of 75 member agencies across the State of Illinois. CCAI

provides a wide variety of child welfare services, including helping secure

institutional, group home, foster care, and relative care placements, and

CCAI is actively involved in advocacy efforts before the Illinois General

Assembly on issues addressing child welfare. CCAI also provides a wide

spectrum of counseling services for individuals, groups and families; mem-

bers of CCAI often work with individuals affected by HIV and AIDS.

6. The Episcopal Diocese AIDS Task Force ("EDATF') exists as

a ministry of empowerment, service and advocacy. In its work, EDATF

assists people who are struggling with issues raised by AIDS. The Task

Force also provides the following programs: workshops, direct services

(providing direct physical and pastoral care to people affected by HIV and

AIDS), and information and referral for individuals and families affected

by HIV and AIDS.

7. The Chicago Women's AIDS Project ("CWAP") is dedicated to

serving the needs of women with HIV/AIDS and their families. The Project

provides support groups for women, including child care and therapy

groups for children. Through its care management services and through

individual, couples, and family counseling, CWAP addresses many
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HIV/AIDS-related issues, among them: custody and guardianship plan-

ning, custody changes, reuniting families, and other parenting issues.

CWAP consistently seeks to establish means by which women may more

appropriately plan for the future care of their children. CWAP is a non-

profit agency receiving private donations and public funds.
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-stimates of the Number of
Aotherless Youth Orphaned
)y AIDS in the United States
avid MLchaels, PhD. MPH, Carol Levine, MA

Ob)ective._-To estimate the number of youth in the United States who have
_.en or will be left motherless by the human immunodeficiency virus/acquired im-
tunodeficiency syndrome (HIV/AIDS) epidemic, in order to project the need for

,rally supports, age-appropriate foster and congregate care, and menta health and
ocial services.

Design.---Orphansare defined-as youth whose mothers (the usual caregiving
arent) die of HIV/AIDS-related causes. A mathematical model was constructed to
stimate the number of sucb motherless youth. Cumulative fertility rates were ap-
lied to the number of reported AIDS deaths (1981 through 1990) and projected
'eaths (1991 through 1995) of adult women less than 50 years old. The results were

.djusted for underrepor:ti_ng el HIV/AIDS-related mortality, pediatric AIDS deaths,
_fant mortality, ethnicand racial variation in fertility, and decreased fertility asso--
;iated with late-stage HIV disease.•Estimates were made for the number who were
;hildren (less than 13 years of age),.adolescents (13 to 17 years of age), or young
_dults (18 years of age or older) at the time of their mothers' death.

Results.--By the end-of 1995, matemal deaths caused by the HIV/AIDS
._pidemic will have orphaned an estim.ated 24 600 children and 21 000 adolescents
n the United States: unless•the course of the epidemic changes dramatically, by

.he year 2000, the overall number of motherless children and adolescents wilt ex-
ceed 80000• In 1991, an.estimated !3% of US children and 9% ot adolescents
whose mothers died of all causes were children of women who died of HIV/AIDS-

related diseases. These proportions, will surpass 17% and 12%, respectively, by
1995. The vast majodty of these motherless youth will come trom poor.communi-
ties el color. - -

Conclusions.--A large.and-fat3idiy growing number ot American youth are be-

ing orphaned by the HIV/AIDS epidemic. Unless increased attention and resourc-
es are devoted to this vulnerable population, a social catastrophe is unavoidable.

(JA2dA. 1992:268:345_3461)"

NOW in its second decade, the human
immunndeficiency virus/acquired immu-
node fie ency syndrome (HIV/AIDS) ep-
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ing circles. From 1981 through March
1992. 218301 cases of AIDS had been

reported to the Centers for Disease Con-
trol and Prevention {CDC). Of these,
22>607(ll)C/_j were women2 However,
while 9% of the first ](Io00q persons
u'ith AIDS were women, women com-
prised 12c£ of the second 100000, and
the proportion of women among all per-
sons _dth AIDS will continue to rise.:

The proportion of women among all

AIDS cases _s significantly higher in
some locaLions.-reachirlg .27% in New
Jersey (or:al communication. J_ l_ieL MPH,
New 2ersey Depar_men_ bfHealth. New-
ark, April t3.19921 and 20% jn New York
City.for calendar year 1991.a.By 1989,
AIDS had become the sL\'th leading cause

of death nation,vide among women 25 to
44 years of age.*.In New York City, it is
the leading cau_ of death among women
15 to 44 y.ears of age. _ and Since 1987,

• HIV/AIDS has been.the leading cause of.-'
death among African-American women
of that, age group in New York State arid
New Jersey_: " ' . -

Half of the women'with AIDS nation-

ally are_njecting d}'ug users (IDUs) and
an add_tional=_uar_er have been infect-

" ed throhgh heterosexual contact with
infected drug users? -7studies of family

For editorial comrfient see p 3478.

structure among"IDUs show that in
these families, women are the primary
caregivers.*"' When these Women die,
they leave children of different ages,
some of whom need shelter, food. and
medical care. and all of whom need emo-
tional suppor_ and guidance.

This study addresses a fundamental
question: How many children, adoles-
cents, and young adults will be orphaned
by the HIV/AIDS epidemic in the
United Ssat,es?

Because there are no data that di-

rectly answer the fundamental question
{in itself an indication of the relative

lack of attention this population has re-
ceived), this study attempts to .%rathe-"
size inlbrmation from other sources to
produce range_ of estimates. These
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estimates Can be used to project the
need for family supports, foster and con-
gregate care, and mental health and so-
cial services.

METHODS

For the epidemiolo_cal purposes of
this study, orphans of the HIV/AIDS
epidemic are defined as vouth whose
mothers die of HIV/AIDS-related dis-

"ease. Within the broad category, of youth,
we distinguish among children (0 to 12
years of age), adolescents ( 13 to 17years
of age), andyoung adults (18 years of
age and older). Although in recent years
the term "orphan" has been used most
commonly to describe a child who has
lost both parents, throughout Western
history it has been used to define a child
who has lost one or both parents.

A definition that focuses on mother-
iess youth was chosen for several rea-
sons. First, it conforms to the realities
of family life, since for the vast majority
of youth whose caregiving parent dies

cf--an HIV/AIDS-related disease, the
mother is that parent. There are, of
course, families in which an uninfected

father-is willing and able to serve as
primary caregiver when the mother dies
of HIV/AIDS-related complications.
These situations appear to be rare. There
are _ilso families in which the death of
the father due to an HIV/AIDS-related

• disease, even if the mother is uninfect-
ed, is a ti'aumati_, event that occasions
family breakup and subsequent place-
ments of the children. While both such

scenarios are important in developing
programs to meet the range of individ-

• ual needs, they do not affect the broad
epidemiological picture. Second, this def-
inition conforms to the realities of epi-
demiological analysis, since there are
few data.on the offspring of men dying
of HIWAIDS-related disease. For these

: reasons, this definition is used by the
CDC).' the World Health Organization,
and the United Nations Children's Fund
(UNICEF)}"- A mathematical simula-

tion model, similar to one use d to project
the number of AIDS orphans in Afri-
ca,in was constructed using the follow-
ing steps:

1. Estimate the number of women
who die of HIV-related disease.

Data on women 13 to 49 years of age,
who died of AIDS-related diseases from

1981 through 1990, were abstracted from
the CDC's Public Information Data Set,
containing information on individuals
meeting the CDC's AIDS case defini-
tion reported through December 1991.
For the purpose of this analysis, the
women were divided by race/ethnic
group, and stratified by year of death
and 5-year age group. Women over the
age of'49 years were not included, since

it is a-_sumed that virtually all of the
children born to these women would be
over 18 years of age. For the years 1991
through 1993, the number of projected
deaths due to all HIV-related causes
was derived from CDC project.ions? _as-
suming that the age. race, and gender
distribution of these deaths is the same
as that seen among deaths of reported
AIDS cases in 1990. While the CDC has

not issued projections of AIDS mortal-
ity beyond 1993, recent mathematical
models project that overall AIDS inci-
dence is likely to level off in 1993 and
1994, while the number of cases trans-

mitted through heterosexual sex and in-
jeering drug use will continue to rise? 5"1+
For the purposes of this model, annual
AIDS-related deaths among Women be-
yond 1993 have been assumed to pla-
teau at the projected 1993 number.

Deaths among reported AIDS cases
represent only a fraction-of all HIV-
related deaths. TheCDC estimates that -
before 1987. when it-modified its crite-

ria for identifying imses of AIDS be-
tween 46% and 72% of all deaths due to

HIV-related disease had been reported
as cases to its national AIDS sv_rveil-
lance systemY To adjust for this un-
derestimate, the estimated range's mid-
point (59%) was _elected. and tieaths-
for those years were multiplied by 1.69
(1/0.59).

For the period since the change in
case definition, the CDC estimates that
between 61% and 89% Of HIV-related
deaths were reported a[s AIDS cases."
Applying the midpoint of this estimate
(75.5%), the multiplier of 1.32-was'4m-
ployed in deaths that have occurred be-
tween September 1987 and December
1990. The number of HIV-related deaths
projected to occur after 1990 were not
multiplied, since these figures were
already adjusted for the estimated'
undercount.

2. Estimate the number of children
born, adjusting for HIV-related de--
creased fertility.

Annual race-specific cumulative fer-.
tility rates (CFRs) representin_g the.to-
tal number of children born 1980 through
1989 per 1000 women of that 5-year age

stratum, published by the National Cen-
ter for Health Statistics, were used to
estimate the number of children that
white and African-American decedents
would have had if their fertility expe-
rience were identical to that of the US

standard. Cumulative fertility ra_es for
1989 were used for all subsequent years.
For Hispanic women, comprising 21%
of the women with AIDS in the United
States, the rate for white women was
multiplied by 1.312, _he ratio of the total
fertility rate (TFR) of Puerto Rican-
origin women to the TFR of white

women in the United States in 1989) _
(This rate was chosen because 62% of

adult Hispanic women who died ofA IDS-
related diseases in New York City were
born in Puerto Rico, and a significant
proportion of the remainder are likely
to be women of Puerto Rican origin. Z:')

Calendar yeax and 5-year age-specific
CFRs were constructed with a 1-year
lag, based on the assumption that no
children were born to women in the year
before they died of AIDS-related
causes. (For example, the CFR for 19-
to 23-year-olds in 1985 was applied to
the 20- to 24-year-old stratum in 1986,
using the same group's CFR of 1 year
earlier, when they were 1 year young-
er.) The numbers of women dying of
AIDS-related causes in each year and
5-year age stratum were multiplied by
the lagged fertility rates.

Women for whom the raee/ethnicity
catego_, was listed as "other/unknown"
were assigned to the three groups using
a weighted system that distributed
cases proportionally within each age
stratum.

3. Adjust for infant mortality and
pediatric AIDS deaths.

In order to take into account the small
number of infants who die in the first
year of life. ire'ant mortality rates (IMRsl
were estimated and applied. For wom-
en in the white and Hispanic categories,
the IMR selected was 15 per 1000, and
for African-American women, the IMR
was 20 per 1000. representing the high-
est historical IMRs recorded nationally
for these groups in the I980s. _

While the rate of pediatric AIDS in-
cidence and mortality associated with
disease in mothers is not available, the
authors of a study of 161 HIV-infected
women in Rhode Island _] have reported
that 0.9% of the total children of moth-
ers'/n the cohort had died of AIDS (oral
_ommunication, C.CJ. Carpenter. MD,
Providence, RI, February 12,1992). This
estimate of 0.9% pediatric AIDS mor-
tality was apptied to the study's projec-
tions; this represents 300 children who
died of AIDS-related causes through
1991, or 15% of pediatric AIDS deaths
reported through the end of that year. =
Although the multiplier of 0.991
(1-0.009) was appUed to the total group,
its entire effect was assigned to the chil-
dren (0 to 12 years of age), since it ap-
pears that few children infected peri-
natally with HIV are likely to live be-
yond 12 years of age. =

4. Determine the age distribution of
motherless youth.

In order to determine the proportion
of motherless youth who are children,

adolescents, or young adults: one sam-
ple year (19891 was selected and the
proportions of the CFR for each race
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5-year year-of-birth specific stra-
i CFRs were calculated for each year

1 through 1989. This permitted es-
afflon_f the proportion ofall offspring
•.,omen who died in a given year who
"e childi'en (0 to 12 years of age),
lescents (13 to 17 years of age), or
•rig adults (18 years of age and older)
hat year. The proportions were then
_lied to each race-specific 5-year age
atum. for eve_, year studied, adjust-
for the hypothesized drop in fertility
:he year before death. Assignment to
, child or adolescent category, is there-
e made at the time of the mother's
ath. Data are presented here only by
ginal age category assignment, in or-
- to assist in ident" .flying the services

• The proportion of children who die
of AIDS-related complications before
their mothers die is 2.7% of all offspring.
This is three times higher than the pro-
portion chosen in the main model. As
before, this entire effect.is assigned to
the age category 0 to 12 years.

The upper range was calculated
in a similar manner, applying these
assumptions:

• Before 1987, 46% of HIV-related
deaths were identified through the na-
tional AIDS reporting system, and since
then. 61% have been identified, repre-
senting the lower bounds of the CDC's
estimatesY

• The number of deaths after 1993
continues to increase at the rate of 10%

eded at the time of the mother's death. - per year, reflecting the earlier increase
, definition, as time progresses, chil: in incidence and the projected contin-
en will reach adolescence and adoles- . ued rise of the number of new cases
_ts will become young adults.
The overall model can be summamzed
• the following formula:

= ,\- ijk[(Di/CFRL_O(1/DQ%)(1-IMR_)

(l-P^mO]

•which: 0 = the total number of moth-
"less children, for all calendar year and
year age-specific strata, for each race/
.hnicity group: Di.i_= the number of
_.aths for each calendar year_, 5-year
_e), and race/ethnlcity group_-specific
:ratum: CFR_._k= calendar year_. 5-year
zej. and race/ethnlcity group_-specific
2justed CFRs; DC_% = proportion of
.1 HI-V/AIDS-related deaths listed
s dying of AIDS-related causes on
eath certificate: IMRk = race/ethnicity
roup-specific IMR; and P^ms = cumu-
_tiv e pediatric AIDS deaths proportion
3sffvnated AIDS deaths per 100 chil-
ren of HIV-positive women).
The model was then elaborated to cal-

ulate the following:.
1. Upper and lower bounds for the

,oint estimates in the model.
All mathematical estimates are based

m the application of a series of assump-
,ions to known or predicted data points.
.n order to ascertain upper and lower
)ounds to the point estimates, alterna-
,ire assumptions were substituted for
several of the variables. For the lower
_ound of the range, the following as-
sumptions were applied:

• Before 1987, 72% of HIV-related
deaths were identified through the na-
tional AIDS reporting system, and since
then. 89_ have been identified. These

represent the upper bounds of the CDC's
estimate_Y

• The IMP, of offspring of half of the
women in the study was 46.:'], the re-
ported l MP_of children born to narcotic-
addicted women in New York City. 1979
through 1.q:S1.

attributed to heterosexual contaetf _

2. The number of youth made moth-
erless by maternal deaths from other
causes and the proportion attributable
to the HIV/AIDS epidemic.

E sfirnates fo_ the total number of new
motherless youth _n .the United States
were made by multiplying the total num-
ber of women dying each year. for the
years 1981 through 1989, by age and race-
specific fertility rates, also •lagged for 1
year (assuming decreased fertility in the
year). Overall. US infant mortality rates
for the decade (10 per 1000 for whites
and Hispanlcs. 15 per 1000 for African-
Americans) were applied, and the esti-
mated number orphaned by the HI'C/
AIDS epidemic was subtracted. The num-
ber of deaths.for the years subsequent to
1989 were assumed to remain constant,

augmented only by the number of new
HlV-related cases {estimated deaths

times the undercount.multiplier). The
proportion of these motherless youth who
are children-and adolescents wa,_ deter-

mined using the technique described
above. The estimated numbers of moth-

erless youth orphaned by AIDS were
divided by the estimated total mother-
less youth in order to approximate the
proportion of motherless youth orphaned

• by AIDS among all motherless youth•.
In order to estimate the relative con-

tribution made by HIV/AIDS to the
number of'motherless youth in the
United States. a similar method was em-
ployed to estimate the number of youth
left motherless following maternal death
attributed to cancer (haernatio?zal CLos.

si.ficatim_ qf D_,_ea.ses, Ninth Revi._im_
[ICD.9] codes 14u through 208) and to
motor vehicle accidents (ICD.9 codes
E81o through E_25) in 1988. the last
year for which complete staustic._ have
been published.:':

3. The number of motherless youth
orphaned by AIDS in New York City.

A similar mathematical simulation
model was constructed for New York
City, the city with the largest number of
women with AIDS. For this model, the
results of which will be reported else-
where, the number of women who were
identified by the New York City Health
Department to have had AIDS as an
underlying cause of death was used. and
similar assumptions were applied, in-
cluding the CDC's estimates of the pro-
portion of all HIV/AlDS-related deaths
identified through analysis of the un-
derl.ving cause of death listingY

RESULTS

The number of children and adoles-
cents made motherless by the HIV/
AIDS crisis in the United States is large
and rapidly increasing. As illustrated in
Fig 1. by the end of 1991. an estimated
18500 children and adolescents (range,
15200 to 22200) in the United States

had been orphaned b_' AIDS. Through.
the ._ear 1995. the cumulative number of
motherless children and adolescents or-
phaned by HIV/AIDS vail reach 457n_
(range, 39200 to 56700). The cumula-
tive total (Fig 2) through 1991 includes
10 100 children (range. 8600 to 12200)
and 8400 adolescents (range."7100 to
10 100k By the end of 1995. the total will"
include 24 600 children (range, 20 500 to

30600) and 21 000 adolescents (ran. ge, ,.
• '18600 to 26 100k

As projections move into more dis-
tent time, they inexdtably become less
precise. Unless the course of the epi-.
demic changes dramatically; however.
by the year 2000. the overall number of,-

- motherless children and adolescents will
reach 82 000 (range,".72 000 to 125000).

The number of y_Sung adul_-whose_
mothers die of HIV/AIDS-relatod
causes-is also large and growing (Fig 2).

• Through 1991. there have been 13900
young adults (range, 11 800 to 17 000) in.
this catego_': the total is estimated to
rise to 35 100 (range. 31 200 to 43 600) by
1995 and to reach 64000 (range, 57000 .
.to 98000} through the year 2000.

In 1991, an estimated 13% of US chll_ :
dre/_ whose mothers died of all causes
iand 9% of adolescents orphaned} were
offspring of women who died of HIV!
AI DS-retated complications. These pro-
portions will surpass 17% and 12%. re-
spectively, by 1995. More than 80% of all
youth whose mothers died of HIV/AID_
related complications are offspring of "
African-American or Hispanic women.

The HIV/AIDS epidemic has come to
rival or surpass other important causes
of death in taking the lives of mothers of
young children. Including only women
under the age of 5u years, cancer i_ the,
cause of (leath of mothers of approx-
imately 4211o children an(] $70O
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adolescents annually. Motor vehicle ac-.
cidents are responsible for the deaths of-
mothers of an additional 3200 children
and 1900 adolescents. In contrast, the
numbers of children and adolescents an-
nually orphaned by AIDS are predicted
to reach 3900 an d 3400, respectively, by
1993.

New York City has the largest num-
-ber and proportion of youth whose
mol_hers have died of HIV/AIDS-
related causes of any city in the United
States. Through 1991. 3900 children
(39% of the count_"s total) and 3600
adolescents (42% of the total) orphaned
by AIDS were from New York City
(Fig 3).

The total number of children and ad-
olescents orphaned by the HIV/AIDS
epidemic in New York City in 1995 will
more than double to 8200 and 8000.

respectively, representing 34% and 38%
of the national totals.

COMMENT

Almost unnoticed, the HIV/AIDS ep- :
idemic has been responsible for the cre-
ation of a new. large, and especially vul-
:nerable group of motherless youth--chil-.
dren, adolescents, and young adults
whose mothers have died of HIV/AIDS-
related complications. This study esti-
mates that there are already more than
18500 motherless children and adoles-

cents of the epidemic in the United
States, and that number will more than
double by 1995. Similar estimates have
been made by CDC scientists using a
somewhat different method, u The fu-
ture is even more ominous, bringing with
it a mounting cumulative total of
affected youth•

Not surprisingly, these motherless
youth will he concentrated in those ur-
ban centers where AIDS and HIV in-
fection are most prevalent. The major-

- ity will come from poor communities of
color. In New York City through 1991.
5357 cases of CDC-defined AIDS had
been reported among women of child-
reining age ( 13 to 49 years). Other cities
with large numbers of reported cases of
CDC-defined AIDS among women are
Newark. NJ (1271). Miami. Fla (924).
San Juan. Puerto Rico (676), Los An-
geles, Ca[if (354), and the District of
Columbia (254). :_ Children affected by
the epidemic will no: be limi:ed to these
metropolitan areas. While the epidemic
becomes more deeply entrenched in in-
ner cities, it is also spreading outward.
Studies from Rhode Island and North

Carolina on women _ffth HIV/AIDS. de-
scribe the emerging'problems of moth-
erless children in-these reg_onsJ s_
Wherever there are women with AIDS,

•there will be motheriess youth.
As the HIV/AIDS epidemic unfolds,

some changes mayoccur in the age dis-
tribution: For example, the women rep-
resented in mortality statistics so far
were mainly in their 30s and 40s. As
younger women become HIV-infected
and develop AIDS.-the proportion of
children who are orphaned may, be ex-
pected to increase'.

Many youth in this study were likely
to have t_een born before their mothers
were infected with HIV, and as a result
were not at. risk for perinatal infection.
In addition, of-those children born to
HIV-infected women in the United
States, at mos_ 36%, and perhaps as few
as 13%. will themselves be infected with
HIV. _' The absolute number of chil-
dren infected with HIV is likely to in-
crease dramatically with time. necessi-
tating £11ocation of substantial medical
and social-services. However, they will
remain a relatively small proportion of
all children of mothers who die of HIV/
AIDS-related Causes.

The primary emphasis of this study is
on children and adolescents, who have
the most pressing needs for direct ser-
vices. Data on young adul_ are included
because many members of this group,
whose needs may be less immediately
emotionally compelling than those of
their younger brothers and sisters, will
face serious psychosocial, financial, and
legal problems. Their needswill place
heavy demands on the mental health.
social welfare, educational, and employ-
ment sectors.

• The various categories of youth who
are infected with or a£fected by H IV can
be likened to a pyramid. At the top are
reported pediatric AIDS cases (includ-
ing the small number or" reported
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adolescent cases). Pediatric AIDS has
received the most public and profession-
al attention, understandably enough,
since these ve_, sick children and their
families have urgent medical and social
service needs. Just below this group are
known cases of HIV-infected children
and adolescents.

At the base of the pyramid are the
uninfected siblings of the pediatric AIDS
cases and uninfected youth whose par-
ent or parents, or another adult-rela-
tive. has either died of an HIV/AIDS-

related disease or is living with AIDS or
serious HIV disease. It is not unconv-
mort for a child to experience the _oss of
several members of a family due to
HIV/AIDS. The communities in which
these families live are engulfed bx;
violence, homelessness, drug abuse,
poverty,, discrimination, and societal
neglect.
In consideringthese estimatesof

motherlessyouth,itshouldbe notedthat

severalaspectsof.thissimulationmodel
were selected to provide conservative
estimates and therefore are likely, to re-
suit in"an underestimate of the number
and percentage Of motherless youth:

1. No attempt is made here to mea-
sure the number of orphans resulting
from fathers' HIVIAIDS-related deaths.
Nor do we attempt to measure the ef-
fects on youth of lixdng with parents
with AII)S or serious HIV disease, a

population much larger than that of per-
sons with AIDS. _

2. Similarly. in ea}culating these pro-
portions, it is assumed that women who
die of non-AIDS-related causes such as

cancer are as likely to be primary care-
givers as women with HIV disease.
However. since women who die of non-

AIDS-related causes are less likely to
be IDUs or their sexual partners, it is
possible that these women _who die of

other causes), also are more likely to
share active parenting with another per-.
son. This willresult in an overestimate
of the number of youth whose mothers'-
deaths were unrelated to HIV, _ind
therefore an underestimate of the pro-
portion of motherless youth attribut-
able _,oHI\:. ."

"8. It is assumed here that the fertil-

ity' rates of IDU s are equal to that of the-
national population. There are limited
data, however, suggesting that IDUs
have higher than average fe_ilith"
rates." This would result in a larger
.number of yodth orphane_d by' HIV. Fur-
ther, it is possible that womenwho die
of non-AIDS-related causes have lower

_ fertility associated with other chronic
disease. Alternatively'. it is plausible that
injecting drug use may' be associated
with an increased risk of miscarriage,
resulting in lower fertility rates for these
women. This is an area that recluires
further study.

4. in calculating the numberof:vouth
orphaned by all diseases, we assume that
deaths from non-AIDS-related causes

remain stable for the years 1990 through
1995. In fact. non-AIDS-related mor-
talky rates for women have been drop- -
ping for man)" years, and are likely-to
continue tc do soY This results in an

underestimate of the proportion of moth-
erless youth attributable to the HIV/
AIDS epidemic.

5.-While not all Hispanic women with
HIV/AIDS are of Puerto Rican origin,
fertilityrate._ forPuerto Rieansliving

anywhere inthe United Stateswere
used in calculating the number of chil-
dren born to Hispanic mothers.Ifover-
allHispanic fertility rates had been ap-
plied, the estimated number of Hispanic
motherless youth wou)d increase by 12_.
However. th_ overall rates include the

large MexicarJ-origin population. _" a

group at much lower risk of HIV/AIDS
than Puerto RicansY'

This study is only" a beginning. More
systematic data collection and analysis
should be undertaken to describe chil-
dren orphaned by the HIV epidemic.
The model outhned in this study can be
used by researchers to describe the pop-
ulation of motherless youth in partieu
lar regions. Other studies could, for ex-
ample, link death certificates with birth
records, to quanti_., more precisely the
number of children born to women with
HIV. Other studies could examine a par-
ticular population, families receiving so-
cial or medical services for example, to
determine how many children and ad-
olescents (HIV*infected and HIV-unin-
fected) are in that family and who is
caring for them. Anthropological stud-
ies could examine in detail caregiving
arrangements and placement of children
and adolescents after death? ° lnvesti-

g-atom could study HIV-positive men
-and their relationships with their off-
spring. Such studies would create a more
accurate picture of the needs and prob-
lems of families.

These findings warn of a serious chal-
lenge to cities and communities already
staggering under the weight of falter-
ing economies, violence, homelessnass,
inadequate medical care, poor education,
drug use. and a host of other long-stand-
ing social problems. Yet the needs of
these youngsters cannot be ignored. To
do so would be not only lacking in com-
passion for the most vulnerable mem-
bers of society: it would also in_dte a
social catastrophe of the greatest mag-
nitude. The death of a parent or other
emotionally significant adult i_'one of
the most traumatic experiences k0y child
can suffer. When that death is accom-

-panied by stigma and isolation and is
followed by instability and insecurity,
-as it is in AIDS. the potential for trou-
:ble. both immediately _ind in the future,
is magnified.

While more study is needed on the
impact of the HIV/AIDS epidemic on
the family, there is ample evidence to
warrant immediate action, with appro-
priate evaluation and follow-up. Chil-
dren and adolescents already orphaned
by.AIDS cannot wait for the normally
slow policy process to take account of
their complex and individualized needs.
While some bereaved children and ad-
olescents are already in foster care and
others are immediately taken in by rel-
atives willing and able to care for all the
survivingyouth, many, probabiv the ma-
jority, face futures beset by uncertainty
and instability, separation from sibiings,,
and unrecognized and unaddressed grief.
Those who deveiop, interpret, and
implement guidelines and pro_q'ams of
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custody decisions, foster care, adoption.
education, juvenile justice, health care,
and institutionalization will need flexi-
bility and creativity in addressing these
immediate and urgent needs.

There is, in addition, much to do to
prepare for the expected wave of future
motherless youth. The CDC recently
commented that the emergence of a dis-
ease and its appearance as a leading
cause of death in the same decade is
without precedent? The emergence of a.
new group of motherless youth because
of thatdisease may also be without pre-
cedent. Unless increased attention and
resources are devoted to this vulnera-
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TABLE 1.

ESTIMATES OF AIDS AND HIV-POSITIVE STATUS

AMONG WOMEN AND CHILDREN IN CHICAGO, FALL, 1989

THOSE WITH AIDS

THOSE WHO ARE

HIV-POSITIVE

PER

CURRENTLY EVER YEAR CURRENTLY EVER

CDOH, AIDS
Surveillance

Program

Women 44 a 119 b

Children 1@ 29 b

IDPH and CDOH

Seroprevalence
Studies

Women 150 _ 1890 d

Children 60 _

CDOH,

Projections
from the

Strategic
Plan

Women 100-125" 225-275 _ 1968-2352 c

Children 492-588 f

VNA-C

Women 51 227g

Children 27 80 g

aSource: Chicago Department of Health, Office of AIDS Prevention, AIDS Surveillance

Program, October, 1989. Estimates are 37 percent (100% minus the overall fatality rate
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of 63%) of the cumulative reported AIDS cases.

bSource: Chicago Department of Health, Office of AIDS Prevention, AIDS Surveillance

Program, October, 1989.

CSource: Chicago Department of Health, AIDS Strategic Plan,

October, 1989. Reports a .27% seropositivity rate for live births in Chicago and that

there are approximately 55,000 live

births each year. Estimate for women, then is .27% of 55,000.

dBased on the assumption that the seropositivity rate of .27% applies to all women of

childbearing age, not just those who give birth each year -- some 700,000 women of

childbearing age.

*Source: Chicago Department of Health, AIDS Strategic Plan, October, 1989. These

figures correct for underreporting of the AIDS Surveillance Program.

rSource: Chicago Department of Health, AIDS Strategic Plan, October, 1989. The

Strategic Plan provides projections for cumulative HIV infections. Our projections are

based on the assumption that the proportion of HIV-positive women (and children) to

HIV-positive men is the same as the proportion of AIDS women (and children) to AIDS

men. Women have represented 4.8% of cumulative reported AIDS cases and children

have represented 1.2% of cumulative reported AIDS cases.

_Includes a small number of metropolitan Chicago-area women and children.

r:

?.

k
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II. EXECUTIVE SUMMARY.

In this section we present the major findings of our research. First we present

demographic results and findings about the women's current resources. Second, we

present our findings on their health care and social service needs. More detailed

analyses are presented in Section IV and information about the sample and data collection

are presented in Section III. Third, we summarize the recommendations derived from

our research. Again, more detailed discussion of these recommendations is contained in

Section V.

A. DEMOGRAPHICS AND RESOURCES OF THE WOMEN

* Of the 298 women in our sample, 227 are HIV-positive; 71 have been diagnosed

with ARC or AIDS.

The women in our sample have a total of 592 children.

* About one-third (36 percent) of the women in the sample have three or more

children; only 16 percent have no children.

* We know the HIV status of only 350 children in the sample (many are too old

to be considered at risk):

* 42 children are positive, but asymptomatic

* 49 children are infants who have tested positive

" 6 children are positive and symptomatic

Visiting Nurse Association of Chicago 15
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* 5 children have been diagnosed as having ARc.;

* 27 children have been diagnosed with AIDS.

Most of the women in our sample are young and in their child-bearing ','ears

(average age, 34 years); about half the sample women (49 percent) are be:ween

30 and 39 years of age.

The average age of the women's children is about nine years, but the average age

of the HIV-infected children (including infants who have tested positive) is much

younger -- three years. The children who have been diagnosed with AIDS are,

on average, nearly six years.

Two-thirds of the women in the sample are minority women: 44 perctnt are

black; 22 percent are Hispanic; 31 percent are white.

Sixty-three percent of the women are at risk due to their own IV drug use,

although some' of these women may actually have been infected through

heterosexual relations with an IV-drug-using man or a bisexual man.

Twenty-two percent of the women are at risk because of heterosexual contact with

an infected man (for 13 percent of the women the heterosexual contact was with

an IV-drug-user and for seven percent more it was wizh a man who was either an

IV-drug-user or a bisexual).

Few women in the sample are at risk due to transfusions (six percent) or

hemophilia (five percent).

16 _siting Nu'_'e Association of Chicago
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Only a fifth of the women live in the traditional family of husband (or partner)

and children; nearly half the women do not live with their children although over

four-fifths of the women have children.

Twenty-three percent of the women have been threatened with the loss of their

homes and another 16 percent have actually lost their homes.

The women live in all parts of Chicago, but there is a concentration of women in

zipcodes 60640 (Uptown), and 60612, 60622 and 60647 (Logan Square,

Humboldt Park and West Town); while a significant number of the women live

on the south side of Chicago, no one south side zipcode has a disproportionate

number of the women in the sample.

Over two-thirds (68 percent) of the women in our sample are on some form of

public aid and for 59 percent it is their only source of income.

Only ten percent of the women have their own personal income.

Twenty-two percent of the women have "other income," that is income primarily

from prostitution or other illegal activities.

Nearly one-half (49 percent) the women do not have a high school diploma.

Fewer than one-fifth (19 percent) of the women have private health insurance and

two-thirds of the women rely on Medicaid or disability for

Visiting Nurse Association of Chicago 17
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their health insurance. Almost ten percent of the women have no health insurance

at all.

Over one-fifth (22 percent) of the women have no friend or relative who is willing

to help them cope with their disease; another 32 percent have only one such

person.

While four-fifths of the women in our sample have children, only about half have

their children living with them. For these women, about half (45 percent) have

help with child care often; over one-quarter (28 percent) never have help with

child care.

Only a third (35 percent) of the women often have access to a reliable car for

transportation, and nearly one-half (47 percent) the women never do.

Overall, the informal supports available to these women are relatively weak: only

36 percent have at least one friend to help them cope, at least infrequent help with

child care (if any is needed), and at least infrequent access to a car.

As a further indicator of the weak systems of informal support available to these

women, over one-third (36 percent) of the women are known to have a substance

abuser living in their households.

More than one-half (54 percent) the women in our sample have no formal

support; that is, they are not in a drug treatment program, are not receiving

individual counseling and are not in a support group.

18 Visiting Nurse Association of Chicago
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* One-third (34 percent) of the women in the sample are involved in a support

group. This is the most frequent source of formal support for these women.

* Although the need for drug treatment among these women is presumably great,

only 13 percent are currently involved in a drug treatment program.

The women in our sample are, by and large, poor, minority women with few resources.

lVlost are not yet diagnosed as having ARC or AIDS, but this does not mean that these

women have not experienced some illness due to HIV infection. These are young

women, most of whom already have children, and as they are of child-bearing age a

number of them can be expected to bear more children. The women have

overwhelmingly become infected because of their own IV drug use or because of their

connection, through their husbands or partners, to the IV-drug-using community. The

women are poor and rely on public entitlements for income and health insurance; they

are not well educated. The women reached through outreach programs to the IV-drug-

using community are particularly poor and without resources. Over half the women have

inadequate informal support systems, and half have no formal supports.

B. HEALTH CARE AND SOCIAL SERVICE NEEDS OF THE WOMEN AND

CHILDREN

* More than two-fifths (42 percent) of all women in the sample and three quarters

of the women with ARC or AIDS have needed acute, in-hospital care in the last

Visiting Nurse Association of Chicago 19
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six months. About one-third (31 percent) of the children have needed in-hospital

care.

Three-quarters (73 percent) of all women in the sample and 92 percent of the

women with ARC or AIDS have needed outpatient hospital care in the last six

months. This great need for outpatient care probably reflects the greater emphasis

on monitoring the course of HIV-related illness and the greater number of

available treatments. Over two-thirds (68 percent) of the children have needed

outpatient hospital care, perhaps reflecting that until very recently treatments for

children have been less available and utilized.

Skilled nursing care at home has been needed by 15 percent of all the women and

children in the sample, and by 42 percent of the women with ARC or AIDS.

While smaller percents have needed high tech nursing at home, still a significant

21 percent of the women with ARC or AIDS have needed this service in the last

six months.

The need for hospice care is less than for the other health care services, but we

would expect this to be a less needed service partly because it is not a usual

service for young women and children, partly because it is reserved for those who

are terminally ill and close to death. Still, four percent of the women overall

have needed this service as have four percent of the HIV-positive children, Fully

15 percent of the women with ARC or AIDS have needed this service.

2O Visiting Nurse Association of Chicago
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Medical equipment delivery at home has been needed by seven percent of the

women overall and by 20 percent of the women with ARC or AIDS. Eleven

percent of the HIV-positive children have needed this service.

Thirty-seven percent of the women overall and almost half (49 percent) the

women with ARC or AIDS have needed health education in the last six months.

Twenty-one percent of the HIV-positive children have needed health education,

an unexpectedly high level as many of the children are too young for such

education.

While the need for occupational, physical or respiratory therapy is less than for

the other services, still about ten percent of the women overall and close to fifteen

percent of the women with ARC or AIDS have needed these services. The HIV-

positive children are particularly likely to have needed physical therapy (19

percent), while the ARC or AIDS women are more likely to have needed

respiratory therapy (17 percent).

Generally, if a woman needed one type of home care, she needed all types of

home care.

About one-quarter of the women overall have needed help with home care in the

last six months.

Nearly forty percent of the women with ARC or AIDS have needed home care

in the last six months.

Visiting Nurse Association of Chicago 21
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The women in the sample showed little need for help with pel care.

Day care was needed by 19 percent of the women overall, but by only just over

ten percent of the women with ARC or AIDS.

Babysitting was needed by 29 percent of the women overall, but by only 21

percent of the women with ARC or AIDS. Because the women with ARC or

AIDS have probably experienced more, and more severe, illness these women

may have already made arrangements for child care.

Few of the children have needed tutoring in the past six months, undoubtedly

because on average the children are so young. However, as treatment for children

becomes more effective and children with AIDS live longer (in our sample the

children with AIDS are, on average, older than other HIV-positive children) we

can expect the need for tutoring to increase.

Thirty-seven percent of the families with an HIV-positive child have needed foster

care in the last six months, and in some cases there has been a need for foster

care for more than one child in the family. Many more of the children are

probably living with relatives who may or may not be able to care for the children

permanently. We can expect that the need for foster care will increase as more

of the women become unable to care for their children.

",, p
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Thirteen percent of the women have needed emergency housing (one or two days)

in the last six months, with the ARC or AIDS women showing a slightly greater

need (16 percent). Few of the HIV-positive children have needed emergency

housing.

The women have experienced little need for short-term housing (7 percent of the

women overall; 6 percent of the women with ARC or AIDS).

Twenty-four percent of the women (generally, and among those with ARC or

AIDS) have had a need for long-term housing in the last six months. This is

clearly the most pressing housing need for these women. As before, the HIV-

positive children do not show this same level of need for housing.

Over half (55 percent) of the women in the sample have needed some

transportation in the last six months, and almost half (45 percent) the women with

ARC or AIDS have needed transportation. In fact, transportation is the third

highest need area for the women generally in the sample.

Over half (54 percent) the women in the sample have needed individual

counseling in the last six months, and 47 percent have needed family counseling.

Over three-quarters (78 percent) of the women have needed a support group.

Among the women with ARC or AIDS, an even greater proportion have needed

each of these services. Much smaller proportions of the women's HIV-positive

children have needed these services, especially family counseling (many of these

Visiting Nurse Association of Chicago
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children are currently too young to benefit from these services).

Forty-one percent of the women overall have needed drug treatment in the last six

months, and over one-third (37 percent) of the women with ARC or AIDS have

needed it. It is likely that some women with ARC or AIDS may already be too

sick to continue their drug use and therefore no longer need drug treatment;

however, there is still a great need among these sicker women, s

Family planning is needed by about one-third (31 percent) of the women overall,

and about one-quarter of the women with ARC or AIDS.

Two-fifths of the women overall, and over one-half (53 percent) the women with

ARC or AIDS, have needed financial planning services in the last six months.

For the women with ARC or AIDS the need for financial planning is probably a

result of the great cost of their care and, for some, their inability to work.

One-third of the women overall, but more than one-half (54 percent) the women

with ARC or AIDS, have needed legal services in the last six months. The higher

need among the women with ARC or AIDS probably reflects a greater need to

prepare wills and to address guardianship issues as they become more ill.

SThe need for drug treatment may be even greater because some women in need of

drug treatment may be in denial and may report that they do not need drug treatment, and

some social workers, perceiving that women are not "ready" for drug treatment may

have reported that for such women drug treatment is not needed, even though the women,

once "ready" would indeed benefit from drug treatment.

. \
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Funeral services are a less needed service, but nine percent of the women overall

and 21 percent of the women with ARC or AIDS have needed these services in

the last six months, as have one percent of the families with HIV-positive children

in the sample.

Respite care has been needed by 16 percent of the women overall and by 20

percent of the women with ARC or AIDS. This probably underestimates the need

for respite care, for some respite care is needed not by the woman with ARC or

AIDS, but by her caretakers -- we did not ask about this form of respite care.

Twenty-six percent of the women have needed employment counseling in the last

six months, and over twenty percent have needed job development and job

training services.

Women with ARC or AIDS have needed these employment services at about one-

half the rate of the women overall, probably reflecting that they are more ill and

less likely to consider working.

The level of need for employment services is quite high given that many of the

women have children for whom they must care. We can anticipate that the level

of services needed will be quite intense, for nearly half the women have not

graduated from high school and probably have never worked outside the home.

Sixty-five percent of the women overall have needed six or more different health

b'..
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care and/or social services; 35 percent have needed eleven or more different

services.

C. RECOMMENDATIONS

There are several major themes that have come up over and over in our research,

and any recommendations must address these themes. First, drug treatment is an

overwhelming need of these women. Second, most are minority women who live in

poverty. Third, they are not women or families with single, isolated needs, but rather

they have multiple needs. Fourth, for these women HIV infection is a family problem:

often their husbands or partners are infected, and one or more of their children may be

infected. Fifth, they are a population that has difficulty accessing necessary services due

to lack of personal resources. Finally, the nature of HIV illness as a chronic condition

with acute elSisodes of serious illness should guide service planning.

The recommendations below are based on the findings of our research and address

the over-arching themes we have mentioned above, as well as some of the more specific

results we have presented. There is no priority order implied by the numbering of the

recommendations nor are they presented in any priority order. Each recommendation is

research-based and should be considered important for service planning and

implementation. A more detailed discussion of each recommendation is presented in

Section V (Discussion, Conclusions and Recommendations).

\
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EDUCATION AND RISK REDUCTION

WOMEN

Target Population

While prevention efforts directed towards women have tended to be broad-based and

general, there are groups of women whose memberships, which often overlap, may be at

increased risk of HIV infection and consequently in need of more specific approaches.

Intravenous (IV) drug use is the primary source of HIV infection among women in Chicago,

accounting for nearly 45% of the City's female AIDS cases. The Illinois Department of
Alcoholism and Substance Abuse and the Illinois Alcoholism and Drug Dependence

Association estimate there are between 70,000 and 90,000 IV drug users in the City.

Applying current figures which suggest 15%-25% of IV drug users are women, then there
are between 10,500 to 22,500 women at risk of infection through IV drug use.

A large percentage of IV drug users in the City reside in lower-income communities. While

HIV-infected IV drug using females reside in 19 of the City's 77 communities, 27% live in

the West Town area and 17% in Uptown (Community Areas 24 and 3). Female IV drug

users include long time users, new addicts, and addicted prostitutes.

Many women in Chicago who do not inject drugs are placed at increased risk of infection

by the drug using behaviors of their sexual partners. Drawing on the above estimates, if

half of the male IV drug users in the City have heterosexual relationships with non IV drug

using women, then there are an additional 27,650 to 37,500 women at risk through sexual

transmission from their IV drug using partners. These numbers may be low, however, as

they assume only one sexual partner per male drug user.

Using the community areas in which HIV-infected male IV drug users reside as a rough
indicator of where IV drug use is most prevalent, and assuming that people tend to have

sexual partners who are of the same race and live nearby, we can infer the communities of

women at risk through their partners drug using behaviors. The communities with the

majority of drug related AIDS cases are Logan Square and West Town (CA's 22 and 24),

while other cases are spread out across communities on the City's South, North and

Northwest Sides.

The sexual partners of bisexual men constitute another group of women at increased risk

of infection due to their partners' behaviors. Unlike women who are at risk through their

partners' drug using behaviors, members of this sub-population may be less likely to be

aware of their partners' risk behaviors. Although it is difficult to identify members of this

subpopulation, one might begin by looking at those communities which most openly

condemn homosexuality.

Education: Women 1
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Black and Hispanic women are at disproportionate risk of HIV infection, due primarily to

their large representation in the IV drug using and "sexual partners of IV drug users"

subpopulations. Black residents tend to reside on the West Side of the City (Community

Areas 25, 26, 27, 28, and 29) or on the South Side (CA's 33, 35-40, 42-51, 53, 54, 67, 71, 73,

and 75). Hispanics live primarily in the central west portion of the City (CA's 30, 31, 58-

61) or on the near north side (CA's 3, 5, 6, 20-24).

The Chicago Crime Commission reports there are an estimated 25,000 adult female

prostitutes in Chicago. Local service providers estimate 80% of these women are Black,

10% Hispanic, and up to 50% are believed to engage in IV drug use. It is possible,

however, that these figures may be more a reflection of those prostitutes who are getting
arrested than of the total subpopulation.

Identifying the neighborhoods in which these women live is difficult as many commute to

work in other areas to avoid being found out by friends or family. Street prostitution is

most common in the lower-income neighborhoods on the City's South and West Sides. In

other areas, such as Lake View, a community response to prostitution has resulted in a
decrease in street workers but an increase in the less visible escort services.

In addition to preventing AIDS among women, the education of subpopulation members

will effect future cases of pediatric AIDS. The majority of women with AIDS in Chicago

are of childbearing age. While there are too many unknowns to realistically estimate the

number of women infected with HIV, it seems reasonable to assume that the women

infected are also of child-bearing age. There is no way to prevent AIDS in babies other

than by keeping women uninfected.

Lesbians are generally thought to be at lowest risk for AIDS, while the risks to bisexual

women are usually not considered at all. Since risk is associated with activities engaged in

and not with how one identifies oneself, lesbians and bisexual women may have a false

sense of security.

Many lesbians have had sexual contact with men prior to identifying as lesbian; this contact

may have included high risk behaviors. Additionally, some women who identify as lesbian

also have sex with men. Lesbians and bisexual women who use IV drugs

may be more likely to have sex with a man than a woman in exchange for drugs or money.

Education and Service Delivery Issues

There are a number of factors that must be considered in the development and
implementation of educational programs for women.

Perceived Risk: Low perceptions of risk for many women have resulted from an initial

lack of prevention campaigns targeted to women, the failure of some women to identify

themselves as belonging to a risk group, and a failure to translate a partner's previous risk

behavior into current risk. Additionally, women who are unaware of their sexual partners'

2 Education." Women
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risk behaviors may consequently be unaware of their own risk. A necessary first step in

many interventions, therefore, may be to increase perceptions of risk.

Low self-esteem may serve as an obstacle to safer behavior among many

subpopulations of women. AIDS prevention messages often ask women not to carry out

a behavior themselves, but rather to insist that their male partners do. Many women at

increased risk of infection, however, come from emotionally abusive backgrounds, and

consequendy lack the emotional strength and feelings of self worth necessary to insist on

condom use. For some, this insistence may threaten a relationship, a risk women with low

self-esteem are not likely to take.

Interventions targeted to female subpopulations should not assume that women possess the

self-esteem required to engage in AIDS preventive behaviors. Risk reduction efforts might

benefit by including components designed to assess and, when necessary, increase feelings
of self worth:

Gender Roles: Social systems supportive of male dominance may make it difficult for

women to respond to AIDS prevention messages. The behaviors in which women engage

are often the result of firmly established gender roles and one cannot expect women to

change patterned behaviors without considering how that change will affect their

relationships. For some women, of all backgrounds, assertive behavior is a violation of

norms. Insistence that a partner use a condom may evoke responses ranging from
acquiescence to surprise and even violence.

Hispanic communities are typically male dominant and deference is a normative behavior

for women. It is seldom acceptable for women to initiate discussions of sexual issues.

Women in Hispanic cultures define themselves primarily by their roles as mothers, wives
and girlfriends, and condoms may be seen as a threat to those roles. Furthermore, a

woman who carries condoms may be labeled as "loose," as condoms are most often

associated with prostitutes.

When Hispanic men seek drug treatment it is viewed as a positive step towards addressing

an acknowledged community problem. Substance use among Hispanic women, however, is

viewed as unacceptable; therefore efforts to get treatment are interpreted as an admission

to engaging in unacceptable behavior.

Established gender roles may also influence AIDS preventive behavior in the Black

community. Black women are often raised to protect the family at all costs and they tend

to be very trusting of their male partners. If questioning a partner about past behaviors

might threaten a relationship, some Black women may choose not to ask questions.

Normative gender roles must also be addressed in interventions targeted to members of IV

drug using populations. The IV drug using subculture is male dominated and be it for

selfish or protective reasons, in a group of users the woman is typically the last to get the

needle, and consequently at greater risk of HIV infection. It may be unrealistic to expect
that a woman will challenge the norm and in doing so risk losing her "f_'.

Education.. Women 3



Chino AlOSs  .ve

Community_ Issues: The family serves as the primary social unit in many Hispanic

communities and there is a great degree of loyalty to that unit. Consequently, educational

messages which emphasize familial responsibility (i.e., the husband's responsibility to his

wife, or a mother's to her child) may be the most effective means of reducing risk among

Hispanic women.

Women who may be unlikely to insist on safer behaviors for their own protection may be

much more likely to do so to protect their unborn children. All women who are pregnant

and at increased risk of infection should be targeted for education with emphasis on their
maternal roles.

While importance is also placed on the family in the Black community, there is often also

a great sense of responsibility to the community itself. Risk reduction efforts which appeal

to one's duty to the community may be well received among members of this subpopulation.

In both Hispanic and Black communities there may be a reluctance to trust 'outsiders' and

a tendency to resolve problems within the community. Education efforts that come from

within the community will likely be better received than those that are brought in from
another area.

Reli#on: The role of religion and the church has many implications for the development

of HIV risk reduction initiatives. Conservative religious beliefs in many communities

present major challenges to AIDS educators. Because birth control, and thus condoms, may

be proscribed by the church, interventions may prove more successful if they focus on the

need for condoms as a barrier to a virus rather than a barrier to procreation.

IV Drug Using and Prostitution Subcultures: Because of emotionally and physically abusive

backgrounds from which many prostitutes and IV drug users come, these subpopulations

characterized by low self-esteem, emotional instability, low educational attainment, and
economic dependence on their partners. Additionally, the legal and societal condemnation

of the behaviors characteristic of these subpopulations often result in an isolation from and

mistrust of mainstream prevention and health care services.

Elements of risk related to health and safety have been inherent in the lives of both IV

drug users and prostitutes since long before the onset of the AIDS epidemic. Consequently,

efforts designed to evoke fear may have less effect on behavior than those which address

barriers other than low risk perceptions.

Risk reduction efforts targeted to prostitutes should be based on at least two considerations.

First, the majority of prostitutes who have become HIV-infected have a history of IV drug

use, so interventions should address both sexual and drug using behaviors. Second, although

prostitutes may be at increased risk of sexual transmission due to exposure to multiple

partners, research suggests that these women are often more willing to use condoms in their

business relationships than in their personal ones. Risk reduction efforts, therefore, must
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not assume that a prostitute's greatest risk comes from her profession, and should address

the barriers to safer behavior in her personal relationships.

The lives of female IV drug users may well be embedded in a culture of drug use that is

resistant to adopting safer drug using behaviors. In many areas, the sharing of works (the

needles and syringes used to inject drugs) is as much an expression of trust between users

as it is a means of saving money on needles. Where needle-sharing serves social bonding

functions a request by health professionals to stop the behavior may be viewed as a threat

to the users' strongest relationships.

Reaching Intended Recipients: Delivery of risk reduction interventions to women at

increased risk of infection may be impeded by difficulty in locating intended program

recipients and/or gaining access to them. Unlike gay men, women are not organized as

a community and therefore present different issues of access. Programs may be successful

at overcoming these two potential barriers if they are based at sites frequented by subgroup
members.

The overwhelming majority of women arrested in Chicago are charged either with drug

possession or prostitution. IV drug users tend to require emergency medical services more

frequently than members of many subpopulations, and lower-income women at increased

risk are likely to use the health services provided by public hospitals and reduced-fee clinics.

Consideration of these factors suggest that in Chicago, women at increased risk are likely

to be reached through court or jail-based educational programs, hospital emergency rooms,

Cook County Hospital, and Department of Health neighborhood and prenatal clinics.

Additional Considerations: Lack of child care and transportation may prevent program

utilization by many women, especially those with lower incomes. Risk reduction programs

must be designed to encourage and facilitate use by persons most in need. Programs which

require women to arrange for child care may be underutilized. Similarly, agency-based
interventions should not assume that all women have transportation available to get to a

program.

There are several issues to consider in the development of educational services to lesbians
and bisexual women. These include a resistance to heterosexually-biased information, a

resistance by some to identify with gay-oriented information, perceptions of immunity, and

for some, a lack of awareness of the bisexual behaviors of their partners. Finally,

educational materials which discuss persons who might be at risk include just about every

segment of the population except lesbians.

Overview of Educational Approaches

Outreach Education. The most common approaches to providing risk reduction information

to female IV drug users as well as prostitutes are street and court outreach. Educational

street outreach is provided by either health professionals or trained peer educhtors.
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Outreach workers provide risk reduction information and, where appropriate, distribute

condoms and bleach, demonstrate needle-cleaning methods, and make referrals for support

or drug treatment programs.

Court outreach efforts target drug users and/or prostitutes at the time of an arrest or court

hearing. Programs range from the provision of risk reduction information to recruitment

into support groups or treatment programs. While this approach has merit, it is limited

in that it only reaches those women who have been arrested, probably a small percentage

of those engaging in risk behaviors.

Drug Treatment Progams. Drug treatment programs may be one of the most effective

ways to reduce risk of HIV infection. In addition to the obvious fact that cessation of drug

use will eliminate future risk through needle-sharing, persons who undergo treatment in

Chicago, regardless of their success will receive mandated AIDS education and risk
reduction information.

Drug treatment programs have typically been designed to address male needs and have

failed to consider issues most relevant or unique to women. Additionally, long waiting lists,

limited financial resources, lack of child care options, or a desire to continue drug using

behavior may eliminate the option of treatment for many women.

Drug treatment programs and drop-in centers have also served as a vehicle for the
identification and education of the sexual partners of IV drug users. Men in treatment may

provide educators with the names of women they know to be at risk (either from them or

another man) and these women are then contacted and recruited into risk reduction

programs. Programs focus on identifying and decreasing barriers to safer behaviors.

"S_er Sex" Parties. Safer sex parties provide an arena for women to discuss sexual practices

and ways to make them safer. This approach allows women to become familiar with

condoms in a non-threatening environment prior to incorporating them into their sexual

lives. The purpose of these parties is to foster an environment conducive to safer behavior.

These functions have jokingly been likened to Tupperware parties, however, it may very

well be the party atmosphere which enables some women to discuss condoms.

While safer sex parties appear to be effective for some segments of the population, the

name of these functions may inhibit attendance by women from areas where gender roles

are rigidly defined and may also be viewed negatively by potential funders. Members of

the Hispanic community have addressed the former issue by labeling the parties as 'girls

night out.'

Support Groups. Structured support groups provide another forum for conveying risk

reduction information to women. Incorporation of AIDS education into support groups

might consist of a presentation of prevention information and discussions of barriers to

engaging in safe behaviors.
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A major advantage of this approach is that it is most often a continuous process. The

feelings of trust that some women might need to discuss personal issues may not emerge

until after a group has convened several times. Additionally, it allows for the discussion of

issues as they arise over time.

While members of support groups for female IV drug users and for prostitutes may be most

in need of this type of education, new mothers, single or married women, and members of

other groups may also benefit from risk reduction information.

Natural Helpers. This approach utilizes the existing relationships between members of a

community and the persons they use as resources. By training persons who serve as natural

helpers to provide AIDS education, this approach ensures the provision of information

through trusted and familiar channels of communication. An example of this approach has

been the training of beauticians who then pass along risk reduction information to their
clients.

Recommended Approach: Many of the above approaches have proven effective among

various subpopulations. As the behaviors and educational needs of women will continue

to diverge, the need will remain for a multi-faceted approach to risk reduction.

Because an understanding of the multiple issues influencing behaviors of subpopulation

members is critical to effective education, and because mistrust of 'outsiders' is common

across subgroups, a community-based approach which includes peer outreach components

is most strongly recommended.

Peer outreach workers often have greater knowledge of where women at risk are located,

they are better able to understand the subcultural barriers to safe behaviors, are able to

communicate in the language of the subculture and consequently are viewed as more

credible by the targeted population.

While street outreach may be appropriate, the recommended approach also includes

outreach through the organizations that women routinely come in contact with. These

would include outreach through CDOH neighborhood and maternal and child health clinics,

other family planning providers such as Planned Parenthood, and hospitals and courts.

Although outreach is probably the most effective means of reaching women at risk, when

possible, it should be supplemented by more intensive behavior change efforts. Both street

and institutionally-based outreach should attempt to recruit women into more structured

risk reduction programs. Interventions should be designed to empower women to engage

in and insist on safer behaviors. This might be achieved through support groups or the

inclusion of self-esteem building components into current efforts.

Because mistrust is so common among many subpopulations of women, it is imperative that

educational services be provided, when possible, by qualified persons and agencies already
established in these areas.
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The role of the church in delivering AIDS education messages should be considered and

when possible, local efforts should seek the participation of the church. Distribution of

literature should be limited not only because of low literacy levels but also because a lack

of information about what AIDS is and how to prevent it appears to be less of a barrier

than more psychosocial issues.

Resource Assessment

There are currently three programs in Chicago which target prostitutes for HIV risk

reduction. Genesis House, located in the Lake View neighborhood (Community Area 6)

provides street and court outreach and conducts informational support groups.

Approximately, 80% of Genesis House clients are Black and most are alcohol or drug

dependent.

Six two-person teams of former prostitutes distribute literature, offer brief AIDS education

and provide referrals for counseling to women on Chicago's West Side, (CA 26 & 27),

South Side (CA 38) and northwest side (CA 20)). Genesis House also subcontracts out

to the Northside Ecumenical Night Ministry which provides outreach to female prostitutes

in the Uptown community.

Genesis House also conducts daily outreach to approximately 200 women per month in

lock-up at three different branches of the Cook County Circuit Court. These branches, (29,

40, and 46), handle the majority of the City's prostitution arrests. Through both its court
and street outreach, Genesis House is able to reach over 450 women a month. With new

federal grants, Genesis House plans to reach 10,000 prostitutes next year. Genesis House

has been recognized nationally as a successful model of risk reduction.

The Northside Ecumenical Night Ministry is a longstanding organization in Chicago's Lake

View community. In addition to their contract with Genesis House, they provide outreach

to the gay communities and to youth at increased risk. They estimate that approximately

10% of their 2,200 yearly contacts are women. Because this program currently has only

male outreach workers, they are limited in their ability to reach women. In efforts to

address this limitation, the Ministry is planning to hire women in the near future.

The Garfield Women's Project on Chicago's West Side (CAs 26 & 27) provides AIDS risk

reduction counseling to approximately 250 women a month in their outpatient drug

treatment program. The Project also employs former drug users and prostitutes to

distribute condoms and bleach, and provide brief AIDS education to a minimum of 100

prostitutes a month. Although women reached through street outreach are encouraged to

seek treatment, the Garfield Women's Project has a waiting list from one to three months

long.

Interventions, an organization which provides both in- and out-patient drug treatment,

provides AIDS education to approximately 2,100 women a year. This figure represents not

only those women using Interventions' treatment services, but all those entering methadone
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maintenance programs, all of whom go through intake at Interventions. Education includes
the distribution of literature and condoms, videos and lectures.

The AIDS Outreach Demonstration Research Project at the University of Illinois in

Chicago identifies and educates IV drug users through their social networks. Through their

work in the Logan Square, Humboldt Park, and West Town neighborhoods (CA's 2,23, and

24), the project reaches between 150-250 women a month. Outreach includes the
distribution of condoms, dental dams, and bleach. The Project's Uptown (CA 3) center

has approximately 400 contacts with prostitutes a month, although many contacts are with

the same person.

The chicago Addictions Treatment Center, run by the Chicago Department of Health has

23 of its 70 available beds for women, and is usually 95% filled. Women undergoing

treatment receive HIV risk reduction information twice during the four-week program. The

Center has between 70-90 persons on its waiting list.

The Brass Foundation, a drug treatment program located on Chicago's South Side, provides
risk reduction information to IV drug users through on-site education and, to a limited

degree, street outreach. Just over half of the Foundations' 620 monthly contacts are female,

and 95% of their clients are Black. Following risk assessment of new clients, staff tries to

elicit the names of the drug users sexual partners. Partners are encouraged to come in and
receive risk reduction information.

Cool( County Hospital provides HIV risk reduction information to all women who present
with STD or HIV concerns, and to those who are otherwise deemed at increased risk.

Education is also provided in the perinatal clinic. About 60% of the women reached at the

Hospital are Black and 20% are Hispanic. In June, 1989, the program reached 110 women.

Stop AIDS recruits people off the street to participate in a small group educational

discussion regarding AIDS and safer behaviors. The program, although based in Lake View

(CA 6) outreaches to people in Lincoln Park, Logan Square, Lower West Side, and Grand

Blvd (CA's 7, 22, 31, and 38). The program currently conducts one small group of

approximately 8 women each month.

Kupona Network provides AIDS information to members of the Black community. Two

female health educators provide risk reduction information to groups of women in any

community at increased risk of infection. The health educators reach women both on the

street and by working through established community organizations. Educators may reach

between 200 to 400 women monthly.

The Chicago Women's AIDS Project provides outreach to women in communities at

increased risk of infection. Educational programs include safer sex parties, presentations

to mothers groups and setting up informational tables at neighborhood fairs, etc. The

Project provides education to between 30 and 40 women a month in the Roseland, Uptown,

and Near West Side communities (CA's 49, 3, and 28).
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There are currently no programs in Chicago which target AIDS education services to
lesbians and bisexual women.

Genesis House, Interventions, the Brass Foundation, and the Chicago Women's AIDS

Project are Chicago Department of Health delegate agencies, and as such have received

CDOH funds for their programs. Genesis House is a participant in the CDC CAPEP

program.

The women at greatest risk of infection, IV drug users, are most likely to receive AIDS risk

reduction information if they enter a drug treatment program. Assuming a woman wants

treatment, however, because most programs are operating at full capacity she would likely

be placed on a waiting list for up to several months. A lack of child care options may
further deter some women from either entering treatment or continuing in out-patient

follow-up services.

Although drug treatment programs are mandated to provide AIDS education, they are not

funded to do so. As a result, there is likely a great deal of variance across treatment

programs in terms of both the content and the context of education. Finally, as mentioned

earlier, because a majority of IV drug users are men, most treatment programs are not

designed to address in any detail those issues unique to women.

The only other current means of providing risk reduction information to female IV drug

users is through street outreach programs. While these programs are available in specific

geographic areas in the City, drug use is not limited to these areas and consequently there

are women who are not being reached. Only one program appears to be reaching women

in the West Town community, the area with the majority of female IV drug using AIDS

cases.

Regarding the content of programs for IV drug using women, it appears that few, ff any,
efforts include more than the distribution of literature, condoms and bleach. Subcultural

issues which may prevent some women from engaging in safer behaviors are not adequately
addressed.

There is currently only one program, the Brass Foundation, which provides risk reduction

information to the sexual partners of IV drug users. The nature of the program limits these

services to the partners of drug users who are seeking treatment. Services are also limited

to women on the City's South Side. No other programs in Chicago are targeting members

of this subpopulation, women very much in need of risk reduction information.

Current efforts to provide outreach to prostitutes appear to be successful; however, they are
limited in a number of ways. Although court outreach is an effective means of reaching

some members of this subpopulation, the setting limits both the types and length of

information provided. Additionally, there are many prostitutes who do not get arrested and

are therefore not accessible through the courts.
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Prostitutes who do not go through the court system are most likely to receive outreach

education if they work in Community Areas 3, 6, 22-24, 26, 27, and 38. Prostitutes on the

City's South Side are not targeted for risk reduction.

The nature of outreach often limits the interaction between educator and prostitute to the

provision of information and materials. Street outreach is not usually conducive to lengthy

discussions of obstacles to safer behaviors and methods of over-coming those barriers.

Nonetheless, outreach does seem to be the most efficient and effective means of reaching

prostitutes.

Finally, of the three programs which include prostitutes in their target populations, only one,

Genesis House is designed specifically to address and meet the needs of this subpopulation.

Because there are so few organizations reaching prostitutes, existing programs must

outreach into communities other than those in which they are based.

Overall, the greatest lack of education and risk reduction services is on the City's South

Side. Although there are a few organizations who do serve the South Side, the area is

made up of close to 40 community areas and requires the response of more than just a

few agencies.

Although women are often included as recipients of general educational services, there are

very few programs which consider and meet the different educational needs of the various

subpopulations. Furthermore, those agencies which have a stable funding base are not in

a position to reach the women most in need of risk reduction information.

Conclusions and Recommendations

The fact that many of the female subpopulations have overlapping membership makes it
difficult to determine the level of unmet need. The problem is exacerbated by a lack of

information on the effectiveness of certain programs. The fact that a program reaches 3,000
women tells us little about the effect that program has had on their behaviors. We know,

however, that there are at least 27,000 women who are the sexual partners of IV drug users

and it is likely that only a small percentage of these women have received risk reduction
information.

If Genesis House is able to make the 10,000 contacts it is aiming for in 1990, and the

Garfield Women's Project and AIDS Outreach Demonstration project each reach 1,200

prostitutes a year, then according to the conservative estimate of 25,000 prostitutes in

Chicago, there will still be at least 12,600 prostitutes in need of risk reduction information.

Furthermore, these figures are based on the assumption that each contact is made with a

different prostitute, and this is probably not the case.

It is even more difficult to determine the unmet need of the possible 25,000 female IV drug

users in Chicago. Although many may receive risk reduction information either through
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treatment or outreach, the effectiveness of that information on subsequent behavior is not
known.

o Risk assessment and appropriate risk reduction information should be provided to

all female clients at all Department of Health facilities serving Hispanic, Black, and

low-income women, with particular emphasis on the West Town and Uptown

Neighborhood Health Centers, and the Maternal and Child Health and STD Clinics.

. Drug treatment programs designed specifically to meet the needs of female IV drug

users should receive higher priority by public and private funding agencies, including

IDASA. Programs which provide child care services and consider the HIV

educational needs of the partners of IVDUs should also receive higher priority.

. Current outreach approaches should be expanded to reach prostitutes on the City's

South and West Sides, preferably through funding indigenous agencies.

. Female IV drug users and prostitutes at the time of their first arrest should be

sentenced to participate in a multiple session AIDS risk reduction and behavior

change program.

o Funding should be provided both to drug treatment centers and other agencies for

the development of risk reduction programs targeted to the sexual partners of IV

drug users.

. Educational materials should include lesbians and bisexual women in discussions of

persons who might be at risk.
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qe 'Silent' Legacy of AIDS

lildren Who Survive Their Parents and Siblings

.r the past decade, efforts to improve the organization.and
¢ision of health care for families affected by the human
unodeficiency virus (HIV) have focused primarily on in-

.ed individuals. However.-from the start it has been clear

children who were or would be orphaned as a result of
epidemic would add unique complexities to the equation.

See also p 3456.

•v m_iny children have •been or will be orphaned by the

!uired immunodeficiency syndrome (AIDS) epidemic? In
issue ofJAMA. Michaels and Levine_estimate that 18 500

ldren and adolescents have already been orphaned. By
.6, this number will increase to 45 600 and by the year 2000

82 000 oiohans. Additionally.-tens of thousands" of young
Jts will become m6therless.

Fhese estimates, which are similar to recent Centers for

sease Control and Prevention (CDC) estimates.'-' are based

"a _set ofreasonable assumptions that. if a_nything, appear
be deliberately conservative. As discussed by the authoi's,

_.fertility rates of intravenous drug users may very. well be
_,her khan the age- and race-adjusted cumulative fertility
"e. The authors also assumed that the rate of AIDS deaths

rang women will plateau after 1993. Unformnatelx;, this is
ely to be overly optimistic, not only bhca(lse of a lack of
__atment options, but more pointedly because there is ever),
._on to believe that the majority of the estimated 80000
iV-infected women a in the United States are unaware of

•ir diagnosis. _-_Therefore, even. if a therapeutic break-

._ugh occurred tomorrow, most.HIV-infected women would
t i-eceive potentially life-prolonging or.saving treatment or

)propriate health care.
The study by Michaels and Levine did not address those

IV-affected children who are effectively orphaned prior to
mir parents' deaths. This phenomenon is best reflected by
_e living arrangements of HIV-positive children (which we
elieve parallel those of uninfected siblings): only 459, of all

Flora the De_anmenl ol Peo,atr,3_. harlern t-lOSD,tal Center (Drs Itlcno,ss ano

Dram,..). tne BaDLes I-to_Dltel ([J, hhcnoLas), ano ine InCarnation Crtllorer t. _.er_Iex

)¢ lq_cnola$ }. Colic _oe el Prws_cran$ and SurQeons el Columbia Unlver $,llv. I_e :: YOr _..

Y

_eorLnl feQue$t$1o Irlcarnatlon CnllOten'$ Ceole: 1.:'_ Au(3&/Den /_v __ I 1_:: "for...

Y 10022 IDI hhc.nolas)

HIV-positive children who received health care in New York
during 1990 lived with a biologic parent (the vast majority
were single mothers, without a father in the home); 16% lived

with a relative: and 33% fired with unrelated foster or adop-
tive parent_. _ in 1989.39% of the HIV-positive children born
at Harlem Hospital went into foster care directly from the
fiewborn nurser), because of an inability by the mother to

provide adequate care (S. W. Nicholas, _ID..unpublished data,
1989).

.The sobering estimates by Michaels and Levine, which
probably underestimate the true extent of the ]_roblem, are
noteworthy because of the tragic aura that surrounds these
young survivors, l_'lost of them, living in. that complex place

called poverty, have a whole range of unmet social, educa-
tional, andhealth needs. Many have already experienced a
variety of personal losses unrelated to AIDS. ironically, AIDS

orphans are themselves at high_risk of HIV infection because
of early sexual activity, unsMe sexual practices, and exper-
imentation with drugs.. Finally. many of these children will
not only experience the loss of a p_ent from AIDS, but will
also witness the illness and death of one or more.infected

siblings. The ultimate legacy of.the AIDS epidemic is a deaf-
ening silence.

What is to be done? Axiomatically. to-prevent children
from becoming motherless, the debilitation and death of HIV-
infected mothers must be prevented.. This cannot be accom-

plished unless HIY-infected women are diagnosed and given
appropriate treatment and health care.- .

Children orphaned by the AIDSepidemic need improved
health, social, and, in particular, psychosocial support ser-
vices. They often need help from a variety of sources within
the community, Such as schools, churches, YMCAs or the

juvenile justice system. Because of the secrecy that results
from the stigma-of AIDS, from the fear that someone will
discover the "family secret," many potential sources of help
are not sought. How best to disclose HIV-related informa-
tion. while still protecting confidentiality, is a dilemma that

must be addressed immediately on behalf of these children.
Some pilot programs have begun working on ways to facil-
Rate the disclosure of AIDS-related information to schools.

day-care, and other eommunky programs. More programs
like these are desperately needed.

While some ill HlV-infected women establish future cus-

tody plans for their children, most do not. Lack of pianning
results from denial, fear of disclosure, lack of a potential
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guardian, lack of any formal counseling or legal advice, and

irqexible laws. Not infrequently, elderly grandmothers in ill
health become guardians by default when the mothers die.
The health care team. xxith the assistance of legal counsel,

shpuld discuss future custody plans with every. HIV-infected
parent. Every. state should review its existing guardianship

laws. many of which leave children in legal limbo at the time
of a parent's death, even when a guardian has been named in
the parent's will. One solution to prevent such limbo is the
"stand-by guardianship law," enacted in New York in 1992,
which allows an ill or d._dng woman to name a guardian for her
children prior to mental incapacitation, physical debilitation;
or death.

Ultimately, the majority of HIV-affected children will end

up in formal or informal foster care or adoptive care. A
variety of innovative foster c_e programs _o meet the com-
plex needs of HIV-positive children have been created
throughout the count_,. Few programs, however..have fo-

cused adequately on the needs of uninfected siblings. Special
HIV units designed to track and oversee the care of HIV-
infected foster children should expand their programs to

include all HIV-affected children. Model programs designed

to augment early permanency planning are urgently needed.
Such programs would train, certify, and supervise a _ture
.guardian (typically identified by an:i}l HIV-infected mother)

to provide respite _care. home assistance, and other .help .in
caring for HIV-affected children. As the mother becomes:

more ill, the role of this individual would expand as necessary.
Ultimately, at the time of maternal debilitation, mental in-

capacitation, or death, the individual would become either a
foster parent or an adoptive parent. As with many of the
successful AIDS programs established to date, such model
programs very likely will need to cross traditional bound-
aries, improve interagency communications, and establish
new collaborative relationships.

Michaels and Levine have taken the silence that surrounds

AIDS orphans and have transformed it into an audible sound.
. But this sound must now be amplified into a voice that can

clearly articulate the federal, state, and local actions that are
needed to meet the needs of every person in this nation

affected by the AIDS epidemic.

Stephen W. Nicholas, MD
Elaine J. Abrams, MD ..
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Law and
. .. . . . .

In this issue of T_E JOURNAL we introduce a new editor of '.
the Law and Me_licine section (L.G.). AlthoLigh the section
has appeared for a number of years on an occasional basis, it
is hoped that with new leadership, it will be a regular feature.
Our goal is to publish tifnely and scholarly articles devoted to
emergingissues of importance in health law and ethics. Manu-

script submissions of potential interest to us would include "
those on traditional law and medicine topics such as confi-
dentiality, consent to treatment, malpractice, access to health
care, and the withdrawal of life-sustaining treatment. The

Medicine in JAMA-

See also p 3468.

interrelationship of law, ethics, and innovative scientific tech-
nologies-for example, the ethical use of information from the
Human Genome Project--is another importanttopic that

merits attention. We anticipate that articles in the section
will review public health law and government policies relat-

ing to tobacco, illicit drug and alcohol use. and communicable
and sexually transmitted diseases.

F¢om the ,_rnencan Soa_e_v o: Law. MeoLc_ne. ano Etn=cs. 5oston Mass (Mr

Gost_rt). ano the Oeoar_raent Or EoltQnal Allalr_. JAM,,_. ChLcago. III (Dr Cole).

Reotrr_[ reQuesl$ ;o Ameficao _ocletv ol Law _eoicine. anG Etr_GS. 76S

Commonweallr_ ,_ve. 16In tlool. {_3ston MA 02115 tt,a¢ GOblin).

: It is appropriate that the teaching of health law and ethics
is becoming an ever more important aspect of medical edu- _

cation and that these principles are being incorporated into
clinical practice and in the development of national and state

_policy. The Law and Medicine section will take readers be-

yond the negative connotations of law reiar.ing to malpractice
to an appreciation of the benefits that the law can bring to
American medicine. . Importantly, the section will explore
how current constitutional interpretation, jurisprudence,

rights analysis, and bioethics caz! conn-ibute to ensuring high
standards of care, greater access to health care, and improved

public health.
There exists no more important issue at the intersection of

law and medicine than the urgent need for health care reform
to ensure high-quality medical services for all Americans.
This becomes a particularly compelling subject with the elec_

tion of a new President. who has promised to place health care
reform at the forefront, of his domestic policy agenda. We

think it fitting, therefore, that we publish in this issue the
article by ParmetJ which expiores the potential impact of
health insurance reform on the physician-patient relationship.

Larr:, Gostin. JD
Helene M:'Cole. MD

1. parrnet WE. The impact of he'Ahtl insurance retorm on the laws Eoverlling the

physician-pauent relatlonshiv. JAMA. [_Y.'"'_:34f-_-:1472.
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