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Abstract

AIDS is like a stain on a microscopic slide, highlighting pre-existing chronic social problems
the way a stain brings into sharp relief the characteristics of certain organisms.
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isting chronic social problems the way a stain brings into sharp relief
the characteristics of certain organisms. For those resistant to con-
fronting such problems — drug abuse or inequitable health care deliv-
ery, for example — there is a temptation to attribute them to AIDS, as
if our resolution of these issues had been effective until AIDS destroyed
our social stability. =

- AIDS discrimination laws prohibit people from treating AIDS as
an exception to all social norms, as the cause of social ills it merely
exacerbates. The policy crises surrounding AIDS may force society to
adjust those norms. But AIDS discrimination laws require that society
atl'pu_all like behavior equally, not merely single AIDS out for
Epidemics threaten the ties that bind communities together, driv-

* This Article is an expanded version of written testimony submitted to the
Presidential Commission on the Human Immunodeficiency Virus Epidemic on March
16, 1988 during hearings held by the Commission at Vanderbilt University in

ille, Tennessee.

** Deputy City Attorney, Los Angeles City Attorney’s Office; B.A., Stanford,
1973; J.D., UCLA, 1978.

The author, the nation's first full-time government AIDS discrimination attorney,
heads the AIDS Discrimination Unit in the office of Los Angeles City Attorney James
K. Hahn. Shortly after the author’s appointment in January 1986, Norman Nickens
and Mitchell Karp were asked by the San Francisco and New York City human rights
commissions, respectively, to head similar units. On March 27, 1987, Mr. Nickens, Mr.
Karp and the author discussed their work at a panel discussion at the National Lesbian
and Gay Health Conference in Los Angeles, California. On June S, 1987, Mr. Nickens
and the author presented a paper co-authored with Mr. Karp at the Third Interna-
tional Conference on AIDS in Washington, D.C.

_ Benjamin Schatz, head of the AIDS Civil Rights Project (San Francisco), and
Richard Robertson, AIDS Coordinator, Office for Civil Rights, United States Depart-
. of Health and Human Services (San Francisco) both were appointed to their
Positions in 1985. However, their activities will not be discussed in detail, since the

. to be drawn from the work of advocacy groups and large state and federal
Agencies are beyond the scope of this Article. See infra, section 11.C.
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ing societies to victimize some to bind back together the rest. Yet law
can help overcome this ancient human impulse to fracture in times of
crisis. This Article examines several ways to do just that regarding
AIDS.

It first discusses the nature of AIDS discrimination and draws Jes.
sons from the work of those first charged with enforcing AIDS discrip.
ination laws. It then briefly examines two emerging AIDS legal issues,
the special problems posed by recalcitrant HIV-infected individuals
who knowingly place others at unreasonable risk of infection, and the
problems presented by those who are both infected with HIV and mep.
hﬂyfﬂ.mArﬁdeMMlmtherd:dhwi.uﬁ

mmmhmmmﬁhd
m&l-ia.‘ﬁamtyﬁd&m—dlhpuim
,nh‘ﬁimﬁuy.hm&:Mui
TermeTShiT 1 combe: ;ﬂ 7 ﬁgﬂi.’ -
. w E53  DETIRCTShID ' W Ocmstny

&*&m*ﬂ!h;twi
hmﬂhnnpmﬁhﬁkh-i

L The Nouwr of ADS Dhscrmmmenoe

AP fectmizaton = e ofer fores o Sacrmmmcios Semiliar
”wzﬂilﬁﬂmiﬂu
Mﬂﬁﬂna“hmmdmﬂ
St 49 swersome 15 perticalur divisve anf desrcive ol
mmf“'m&“nmgmd‘ﬁ!
“’*”el“t&m--ﬂmd‘
mmihl‘m,ﬁaﬁﬂ'iaﬂhw
ple withh AIDS can be dramutically seversed with education sbout B¢

I Fowe a2 great deal o Professor St. Clair Drake for my insights into the g
ﬂwdwﬁ.ﬂhh&ih%tmu—qul‘.
landmarik study of black urban life, Buacx MeTRorous A Stupy of NeGro Lire N
& NogTtrERN CiTy.

https://nsuworks.nova.edu/nlr/vol12/iss3/9




Schulman: AIDS Discrimination: Its Nature, Meaning and Function

1988] AIDS' Discrimination 1115

medical facts of AIDS. However, the staff of these units have also
learned about the immense fears about AIDS which block comprehen-
sion of the basic medical facts. They have learned that fears about
AIDS as a disease and AIDS as the harbinger of social disorder must
be addressed before the fight against AIDS discrimination can be truly
successful.

A. Fear of the Disease

The fear of AIDS as a disease is five-fold. Each expresses a power-
ful social taboo which, by its very nature, must be overcome since
taboos protect individuals from deep-seated fears.?

The first fear concerns human sexuality. American society’s diffi-
culty in public discussion about sexual matters is signalled by the con-
tinued lack of consensus about the content of sexual education in the
public schools despite thirty years’ debate. It is, of course, also signaled
by the deep divisions in the nation over gay rights. Yet learning the
medical facts necessary to halt HIV’s spread requires frank public dis-
cussion about sexual activities.

The second fear involves stigma.® It is one of the cruelest ironies of
the epidemic that its impact is greatest among those already stigma-
tized: gay men and intravenous drug abusers (many of whom are black
or brown).* Labeling some groups dangerous, unclean or aberrant func-
tions to externalize what is feared by the normative group.

2. See generally, M. DouGLAS, PURITY AND DANGER: AN ANALYSIS OF CON-
CEPTS OF POLLUTION AND TaABOO (1966); V. TURNER, THE RiTUAL PROCESS: STRUC-
TURE AND ANTI-STRUCTURE (1969); and R. Adler, Tum'ah and Taharah: Ends and
Beginnings, THe JewisH Woman (1976).

3. For the classic work on the subject of stigma, see, E. GOFFMAN, STIGMA: NOTES
ON THE MANAGEMENT OF SPOILED IDENTITY (1963). For a survey of racial minority
issues, see AIDS Discrimination Unit, New York City Commission on Human Rights,
AIDS and People of Color; The Discriminatory Impact (Nov. 13, 1986); N. Nickens,
Nat'| Minority AIDS Council Report on AIDS and Ethnic Minorities (available from
M. Nickens, 744 Fell St., San Francisco, CA 94117); and Martinez, AIDS: The Crisis
in Latino L.A., L. A. WeEKLY, October 30-November 5, 1987, at 10. For a provocative
and disturbing account of gay issues of stigma, see Mohr, AIDS, Gay Life, State Coer-
clon, 6 RARITAN (1986). For a discussion of AIDS, stigma and euthanasia, see infra,
section VI,

4. It is useful in this regard to consider how our response to AIDS @ight tu?ve

en different had the epidemic broken out among white, middle-class, happily man_'led
ml.d'w'“ﬁrn businessmen or examine our response to the small outbreak of Legion-
naires’ disease,
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Projecting what is feared outside the normative socja] group
strengthens its social bonds during times of social crisis, such g
epidemics, when those bonds are threatened. It does so, however, af (he
expense of the non-normative groups. In a democratic society, wher
equal rights are guaranteed for all, this primal impulse to stigmatize
presents a tremendous challenge, for neither stigmatizing nor fp
wholesale isolation of others halted the spread of bubonic plague, lep.
rosy or syphilis, and there is no reason to believe that it would halt the
spread of AIDS.®

Worse, stigmatizing others obstructs the social cooperation neces-
sary to control the epidemic’s further spread; infected people identified
as “them” and treated punitively naturally become less willing to con-
tribute voluntarily to the social efforts needed for control.® The major.
ity group’s disapproval of stigmatized groups’ characteristics and habits
also obstructs the delivery of education necessary to halt spread of the
virus among these groups. People of color, for instance, have com-
plained that AIDS education efforts are often ineffective because, by
ignoring crucial cultural differences, they impede those at risk from ef
fectively comprehending and utilizing the information.

For example, too many efforts have relied heavily on written mate-
rial despite the high illiteracy rates among blacks and Hispanics. Too
little material has been available in Spanish. Material directed at gays
cannot educate about stopping HIV’s spread if it is predicated on the
assumption that gays should not be gays. Fear of stigmatized groups,
then, intensifies the epidemic through its divisiveness at a time when
social cooperation is essential.

The third fear is the fear of being helpless. Despite government
entitiement programs, many continue to presume that people should
take care of themselves and that families and communities should take
care of their own. Yet despite the persistent nature of this presump-
tion,” society’s sense of community has eroded, so that when people o
need each other when they become sick, truly human caring is difficult

_ 3. For an authoritative discussion of past public health measures and their app
priaieness for the AIDS epidemic, see Brandt, A/DS- From Social History to Publi
Policy, 14 Law, Mep. & Hearts Cang 5-6 (1986) at 231.

6. See infra, section 111.

7. For a discussion of the nature of the American character, see R Beuwai R
MADsEN, W. SuLuivan & A Tirton, Hamts oF THE HEART: INDIVIDUALISM AND
CommiTmenT 1n AMERICAN Lire (1985). For a discussion of the importance of char

::":’;::)ulwfe. see A. MACINTYRE, AFTeR VirTue A STuDY 1 Morat Treory (4 )

e
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to arrange. Yet AIDS demands that society create new ways to mobil-
ize communities’ capacity to provide care, comfort and medical treat-
ment,® especially since the emerging AIDS treatment modalities like
AZT will prolong the lives of those who are ill but, tragically, exacer-
bate the epidemic’s growing numbers.

The fourth fear concerns mental illness. Society has never resolved
its ambivalence and fears about the mentally ill. Yet AIDS potentially
will create vast numbers of HIV-demented individuals requiring care
from mental health care systems, exacerbated, as well, by the accom-
plishments of medical treatment modalities.®

The fifth fear — death — has always, of course, been the most
overwhelming. Yet death has uniquely modern overlays which make it
even more difficult to think or talk about today. Death was once part of
everyday life, a family and communal event regularly witnessed by
everyone. With modern medicine’s advances, however, it has been re-
moved to specialized institutions. Experts care for the dying. Experts
bury the dead. Most Americans never see a corpse except in carefully
cosmeticized viewings before burial.

Whereas death used to occur rapidly from illness, accident, old
age or assault, today’s medical prowess prolongs life until death occurs
slowly, in increasingly debilitating stages. Since infections can now be
fought off with antibiotics, it is slow, lingering death, isolated from
community and family, ministered by technically competent profession-
als, which Americans dread. As society’s response to death becomes
increasingly phobic, so, too, is the response to those infected with an
incurable, invariably fatal disease. They force, after all, an unwelcome
recognition of one’s own mortality, with its anticipation of a comfort-
less death.

B. Fear of Social Disorder

The fear of social disorder can be as primal as the fear of death,
for it is the fear of chaos. Epidemics can obstruct or even halt the nor-
mal functioning of society. Afflicted people drop out of the work fqrce,
removing their economic contributions from society. At the same time,
they strain societal resources for they need medical care, food, shelter
and companionship.

As more and more places fall empty in the social structure, pan-

——

8. See infra, section VI. D.
9. See infra, section 1V.
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icked people place their individual survival needs over the socia| obliga-
tion to cooperate with others: social relationships collapse, people abap.
don relatives, there is mass hysteria and mob looting.!®

In all times past, when disorder and panic threatened the ties that
bind, law and force were used to blame, isolate and scapegoat the stig-
matized to bind together the normative group. Focusing social panic
onto already stigmatized groups is an ancient and primary response,
America’s national character reflected this shameful impulse as re.
cently as World War II when the United States Supreme Court upheld
the scapegoating and isolating of Japanese-Americans as a means of
dealing with our fear of war.M

Civil rights thinking, however, has evolved since the Second World
War. That development is not the product of “special interests” intent
upon fracturing the whole, as some suggest. Rather, America’s matur-
ing understanding of civil rights is a remarkable bulwark today against
the ancient impulse to victimize others; these recent advancements are
as remarkable and critical for enabling America to withstand the im-
pact of AIDS as are recent advancements in science.

Civil rights will not provide easy answers to the agonizing policy
questions presented by AIDS. But civil rights cannot “give way” to the
“demands” of public health, as some insist, for both civil rights and
public health laws seek to ensure the vitality of the body politic.

Since the great racial struggles began thirty-five years ago, civil
rights law has become a process which teaches Americans how to be
civil, even when they are frightened, indeed, especially when they are
frightened. Events such as AIDS remind people of epidemics past, of
battles of each against all for scarce resoures, of how, as Camus ob-
served, “. . . officialdom can never cope with something really
catastrophic.”'?

But today, for the first time, civil rights reminds American society
of something else.'* An archaic form of the word “remember” s
“re-member,” to bring all members back into the whole. Civil rights
enable American citizens to re-member those who are unpopular, those

10. See W. McNEILL, PLAGUES AND PeopLE (1976).

1. Korematsu v. US,, 319 US. 432; 87 L.Ed. 1497; 63 S.Ct. 1124 (194).

12. A Camus, THE PLacus 117-118 (1972)

.13- The recent Bork hearings demonstrated how thoroughly embedded into i
fabric of society the civil rights transformation has become. Southern Democratic 1
tors explained their “no” votes by declaring that their constituents would not tolerai¢d
constitutional re-examination of the new values forged in the civil rights struggles

https://nsuworks.nova.edu/nlr/vol12/iss3/9
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who are disenfranchised, even those who are frightening, remember
that in a democratic society all are members of the whole.

II. AIDS Discrimination Laws
A. Introduction

Randy Shilts, in his landmark study of the early years of AIDS in
America, marked the end of the epidemic’s first great cultural wave
with Rock Hudson’s announcement that he had the disease in July
1985." One month later, Los Angeles City Councilmember Joel Wachs
successfully led a drive to enact the nation’s first AIDS discrimination
measure, undoubtedly aided by the favorable climate created by the
movie star’s announcement. Los Angeles’ new law,® passed unani-
mously by the City Council, began AIDS’ second great cultural wave,
that of policy-based responses to the epidemic.!®

The national impact of the council’s action was immediate and
widespread. Network news programs covered the event and the New
York Times endorsed the measure.’” The Los Angeles City Attorney’s
Office, given enforcement powers under the ordinance, was flooded with
complaints under the new law and complaints about the new law. Let-
ters to the editor appeared in the local press reflecting elation at the
enlightened action of the council and terror at the prospect that the
new law would force thousands to be exposed unwillingly to the
dim_l!

Los Angeles’ law was the first statute to provide clear and unam-
biguous discrimination protection for people infected with the AIDS
virus (HIV). Many attorneys had already anticipated that the analyti-
cal concepts of physical handicap rights law applied well to the dilem-
Mas presented by HIV. In fact, litigation was already underway to de-
termine whether people with AIDS were to be included within
California’s housing and physical handicap rights protections at the

14. RANDY SHiLTS, AND THE BAND PLAYED ON: POLITICS, PEOPLE AND THE
AIDS Epipemic (1987), p. 585.

I5. LA. MuN. Cope section 45.80 er. seq.

16. For example, the first bi-weekly newsletter devoted solely to these matters,
AIDS, PoLicy & LAw, began six months later. See Oliver, AIDS: An Uncharted Legal
Field, Los AnGELES Times, April 3, 1986, part 1, p. 1.

I7. Editorial, The Only Weapon Against AIDS, NEw York TIMEs, August 18,
1985, section 4, p.18,

I8, Letters to the Times, Los ANGELEs TIMES, August 26, 1985, part 2, p.4.

Published by NSUWorks, 1988
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time of the council’s action.®

Los Angeles’ action provided critical leadership at a time when no
other legislative or executive body was prepared to enact into law wha
scientists had known for sometime, that HIV could not be casually
transmitted.

Normally, legal measures regarding epidemics emanate from the
federal government, reflecting the widespread nature of an epidemic, |t
is emblematic of the madness of the social phenomenon surrounding
AIDS, however, that the process was reversed — a municipal govern-
ment first incorporated scientific knowledge into social policy.?

B. Structure*

Los Angeles officials wisely fashioned their ordinance upon famil-
iar principles of physical handicap law, for this enabled attorneys unfa-
miliar with the arcana of HIV to share a familiar vocabulary — res-
sonable accommodation, otherwise qualified, bona fide occupational
qualification — no small comfort when first confronting the tidal wave
impact of AIDS upon law. It also enabled citizens to recognize the
council’s action within a familiar social framework.

In the months that followed Los Angeles’ action, four California
cities followed suit.** Since then, many states have re-interpreted their
physical handicap protections to include people with AIDS and a num-
ber of additional cities in California and elsewhere have passed AIDS-
specific statutes. Most importantly, a series of federal court ruling
have held AIDS to be a protected handicap under federal law.®

AIDS discrimination laws, whether AIDS-specific or part of &

19. California Department of Fair Employment and Housing v. Raytheon Conr
pany (Real Party Interest John Chadbourne), FEHC Dec. No. 87-04.

20. Cf, M. FoucauLt, MADNESS AND CIVILIZATION: A HISTORY OF INSANITY IN
THE AGE OF REASON (1965).

21. For an excellent general introduction, see Law, Social Policy and Contagiows
Disease: A Symposium on Acquired Immune Deficiency Syndrome (AIDS), 14 Hofsin
L. Rev. 1 (1985), especially Leonard, AIDS and Employment Law Revisited, id. at 11
and Dolgin, AIDS: Social Meanings and Legal Ramifications, id, at 193,

22. West Hollywood, Berkeley, Oakland and San Francisco. .

23. School Board of Nassau County v. Arline, 107 S.Ct. 1913 (1987) (MIM
that persons with contagious diseases are protected by the physical handicap civil right
provisions of the Federal Rehabilitation Act of 1973); Chalk v. U.S. District Cout
(Orange County Dept. of Education, real party in interest), 840 F.2d 701 (th Cir
1988) (holding that Arline protects people with AIDS); and Thomas v. Ataseader
Unified School District, 662 F. Supp. 376 (C.D. Cal. 1987),

https://nsuworks.nova.edu/nlr/vol12/iss3/9 8
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general physical handicap scheme, are similarly structured. Besides
people infected with HIV, they usually protect people wrongly thought
to be infected with HIV, since handicapped rights protections are in-
tended to prohibit the irrational injury of any individual because of
prejudice about physical disabilities. The classic example involves peo-
ple recovered from cancer. Such people fortunately are no longer hand-
icapped. However, irrational employers frightened of cancer might still
wish to discriminate against them were they not entitled to handi-
capped rights protections.

So too, AIDS discrimination laws protect people who might be as-
sociated with irrational fears about AIDS, people like family members,
care-givers, and gay men. The widow of a man who died of AIDS only
agreed to appear on television to discuss the prejudice she and her hus-
band had faced when the producers of the program arranged for her to
be filmed in shadow and allowed her to use a pseudonym.* This widow,
although uninfected, is entitled to the full range of protections afforded
by laws such as Los Angeles’ should she continue to suffer further
discrimination.

The forerunner of Los Angeles’ law were the physical handicap
civil rights protections of the Federal Rehabilitation Act of 1973, en-
acted by Congress at the end of the activist civil rights era, after the
racial struggles and the beginnings of the women’s movement. Most
states soon followed Congress’ action with similar statutes regarding
private employment, housing, public accommodations,®® and state gov-
érnment activity.” Los Angeles’ AIDS discrimination law, and all
other AIDS-specific statutes and executive orders which followed, drew
directly upon the constitutional framework of these earlier physical
handicap projections.

That framework established the fundamental assumption that soci-
ety wished to treat people in decisions about jobs and services as free
individuals, unimpaired by others’ irrational beliefs and attitudes. Phys-
ical handicap laws and their sub-set, AIDS discrimination laws, require
that decisions must be based upon sound medical evidence applied in a
fair and equal manner. Professors Larry Gostin and William Curran,

—

24. Hour Magazine, (Fox TELEVISION broadcast Sept. 18, 1987).
25, Contrary to the apparent common meaning of the term, “public aot.:o.m:‘noda-
tions™ in a legal context is a term of art used to describe the broad ambit of civil life —
retail establishments, restaurants, medical and dental services, motels and hotels, thea-
ters, parks, etc,

26. See Leonard, supra at note 21.

Published by NSUWorks, 1988
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Harvard School of Public Health, have recently considered the Jeye| of
scrutiny courts should apply in weighing and balancing the rights these
laws create and the duties public health measures entail.?*

Goston and Curran argue that scientific and constitutional under.
standings have sharpened considerably since the early part of the cep.
tury, (when most current public health statutes and rulings were for.
mulated). Originally, only a rational basis was necessary for a public
health statute to pass constitutional muster, for the power to regulate
public health was understood to emanate from the police powers of the
state to ensure safety and security. Even by the turn of the century,
however, courts had already begun to scrutinize much more closely
both the scientific basis for the statute and the appropriateness of the
methods to be used to achieve its end. The case of Jew Ho v. William-
son® is illustrative.

Plague broke out in the Chinatown area of San Francisco. The
authorities imposed a quarantine around the region, a rational measure
to control the epidemic’s spread. However, the exact boundaries drawn
by San Francisco’s public health officials were gerrymandered to in-
clude the homes of Chinese residents living outside the area of out-
break and to exclude the homes of caucasians living within the area
The health authorities argued that this action was rational, given the
likely associational patterns involved in transmission. The Jew Ho court
held, however, that this argument was insufficient to justify the level of
government intrusion imposed by quarantine.

Gostin and Curran argue that courts today should impose &
heightened level of scrutiny to determine the constitutionality of public
health measures which affect constitutional or statutorily defined
rights. Such measures must not be justified merely by the importance
of achieving a public health end. Because public health measures inter:
fere with fundamental rights — such as the right to associate freely
and to maintain privacy, measures which also ensure a healthy body
politic — such measures today need to have ends and means that fil
tightly.

No one would argue, however, that civil rights protections should

—

27. W. J. CurraN, L. GosTIN AND M. CLARK, ACQUIRED IMMUNE DEFICIENC!
SYNDROME: LEGAL AND REGULATORY PoLicy (1986); Gostin and Curran, Puble
Health and the Law, 77 American JournaL or PusLic HeaLh 2 at 214 (1987). Fr
an excellent review of Curran and Gostin's book, see Rosoff, The AIDS Crisis: Constl-
tutional Turning Point?, 15 Law, Mep, & HeaLti Care 1-2 (1987) at 80.

26. 103 F. 10 (C.C. N.D. Cal. 1900).

https://nsuworks.nova.edu/nlr/vol12/iss3/9 10
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sanction unsafe situations; such laws must never give one the right to
place others at unreasonable risk to their health.?® What is critical,
however, is the rationality of the analysis. When the burden on others
to protect themselves from infection is minimal — as in the case of
blood-borne infectious agents such as HIV — then one should not re-
fuse to take those precautions and insist, instead, upon imposing more
onerous burdens on those infected.*®

When the burden on others to protect themselves from infection is
unreasonable — as in the case of airborne agents, which would require
that everyone wear masks all the time to avoid exposure — then one
may burden those infected, even to the extent of restricting their free-
doms. Los Angeles demonstrated this commitment to balancing when it
amended its law in June 1986 to incorporate the workplace guide-
lines,” issued by the federal government’s Centers for Disease Control
three months after the law’s enactment, to provide guidelines for risk
prevention in the workplace.

AIDS discrimination laws hold that if people infected with HIV
merely present health threats others can reasonably avoid, then the
burden is on others to take those precautions, rather than violate in-
fected people’s fundamental rights. If HIV-infected individuals are oth-
erwise physically capable of continuing to perform their jobs, they have
a right to keep working.

The test for continued suitability of employment, as in all physical
handicap rights contexts, is whether the person with HIV is otherwise
qualified to perform the task. For example, an individual in a wheel-
chair who can still type and answer phones has a right to continue
working as a secretary. Employers or service providers must reasonably
accommodate the special needs created by the handicap. They cannot
52y, “You are fired because your chair won't fit behind the desk;” they
have the duty to move the desk away from the wall. However, musical
directors need not cancel their tap dance numbers. Being able to tap
dance is a bona fide occupational qualification of that particular job;
People in wheelchairs are not otherwise qualified to tap dance.

—

29. Cf. LA. Mun. Copk section 45.93(B). In Arline, supra, note 23, the matter
Was referred back to the trial court for a determination of the risk Mrs. Arline’s infec-
tious tuberculosis presented to others (having held in its decision only that she was
entitled to the due process provisions of the Federal Rehabilitation Act). ‘
. 30. For a further discussion of reasonable precautions to prevent HIV transmis-
Sion in the workplace, see infra, section V.,

3. LA Mun. Copk section 45.93(B)(2).

32. 34 MormiDiTY & MORTALITY WEEKLY REPORT (1985) at 681,

Published by NSUWorks, 1988
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If HIV-infected people begin to perform their Jobs poorly, they are
to be judged by the standards we use to judge others who begin to
perform their jobs poorly. Perhaps they should be transferred to Jess
demanding positions. Perhaps they should be re-trained. Perhaps they
should be warned about poor performance, with review rights and ap-

and standards for dealing with people whose job performance deterio-
rates. Individuals divorce, abuse alcohol or drugs, suffer from
Alzheimer’s and other diseases. Discrimination laws insist that we treat
HIV-infected people similarly to others in similar positions. If HIV-

dren. But it is not reasonable to have a policy which excuses them from
one population and not the other.

C. Remedies and Enforcement

A'IDS t!iscrimination laws provide for traditional discrimination
remedies. Injunctive court orders can be sought by city attorneys and
by private attorneys to halt discriminatory practices.*® Private attor-

https://nsuworks.nova.edu/nlr/vol12/iss3/9
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Early in the Los Angeles City Attorney’s experience with the new
law, the need to develop non-traditional methods of enforcement was
soon recognized.®® Initially, four deputy city attorneys with full-time
assignments elsewhere handled inquiries and complaints on their over-
time. They reviewed over fifty discrimination complaints and began to
forge a philosophy of early intervention and mediation. One case
demonstrated the importance of prohibiting discrimination even against
people who are not infected. A local health club attempted to refund
the membership fee of a skinny gay member (who it turned out, was
not infected) because of pressure from other club members. They were
concerned that since he was skinny and gay, he must have “it”.
Through early intervention and education, the City Attorney’s Office
was able to resolve the case without litigation.

These volunteer attorneys eventually determined, however, that
they did not have the time to develop the technical expertise necessary
to address the myriad questions being posed, particularly the core ques-
tions about virus transmission. In December 1985, the City Attorney
successfully sought the creation of a full-time deputy city attorney posi-
tion to enforce the new law.

During my first six months, I reviewed fifty-three complaints, held
three hearings, responded to fifty-eight community and professional in-
quiries and twenty-three media contacts, attended thirty-six profes-
sional or community meetings, and spoke to nineteen groups, including
the Los Angeles County Medical Association, the Gay and Lesbian
Chapter of the ACLU of Southern California, the Screen Actors
Guild, and to community and professional representatives of the His-
panic community. Our office assisted the California Continuing Educa-
tion of the Bar Institute to create two-day AIDS and law conferences
for lawyers. During my first full year, I reviewed ninety-three com-
plaints, held five hearings, handled one hundred and twenty community
and professional inquiries, responded to forty-eight media contacts, at-
tended seventy-five meetings and spoke to forty different groups.

During the first five months of my second year, the number of

use taxpayer money to assist private citizens to recover money damages. It is thought
that contingent fees in damage cases creates sufficient incentive for private attorneys to
take such cases. It is thought appropriate, however, for government attorneys to snick
oourt orders to halt discriminatory behavior because such actions create a healthier
climate for everyone and may not include the monetary award necessary to make it
economically feasible for private attorneys to seek them.

35. See supra, section |,
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complaints fell by almost half to twenty-four and [ held only one heyr.
ing, but the number of community and professional inquiries more thay
doubled to one hundred and five. The number of media contaey
(twenty-six) remained about the same, the number of meetings dropped
(twenty-five), and the number of speaking engagements increased
twenty-nine. Hopefully, the reason for the drop in complaints was di-
rectly attributable to the outreach efforts.® | also coordinated the cres.
tion of 2 model AIDS education project toberequireduacondithd
pmlmimforanyoneoouvicwdofamisdemnnordngorum
asiﬂddu:lmAngduCounty Bar Association in the creation of ;
volunteer lawyer referral service for people with HIV, and participated
in 2 City Attorney Crimes of Hate Task Force to deal with the rise is
incidence of attacks on gay men.

In response to complaints that dentists were not accepting AIDS
patients, I held a hearing that brought together leaders from the locl
dental professional associations, professors from the dental schools at
UCLA and USC, and AIDS medical experts. We hammered out 2
consensus which led to the local professional associations creating a o
alition committed to teaching dentists proper infection control tech
niques, combatting AIDS fears among dentists, and raising money for
a local AIDS dental clinic.

Another case involved a man who worked in an accounting unit of
a large Los Angeles medical center. A twelve year employee, he had |
recently returned from an AIDS-related medical leave of absenct b
face rumors flying about his work center regarding his condition, Nasty
notes were left on his desk, telephones were sprayed with disinfectart,
and he was shunned, | contacted the corporate counsel for the W
center and discovered that an AIDS education program had been init
ated in the company but had not yet reached the accounting unit

| agreed to schedule a session for this unit immediately and, the
following week, the man reported that the atmosphere had been tran
formed. 1 later discovered that this man had been deeply involved i
Setting up a job fair for his local church parish and died the week
before the fair began, However, he had finished all the organizing d¢
tails and the fair was dedicated to his memory. A friend of his reported ;
that without a doubt the extra few months of peace at work had eat |

him to make this one last gesture of giving to others.

T il

36. A similar analysis r i P ; offered bylhe
ncisco cgarding San Francisco's drop in cases was !
198 Ff: uman Rights Commission, See 3 AIDS, Povicy & Law (February

14
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Comparing cases and strategies, my colleagues in New York and
San Francisco and I agree upon several common themes. We had each
observed how useful our laws®” were in stimulating interest in the com-
munity in learning about AIDS among many previously unaware,® if
for no other good reason than the fear of breaking the law. We had
also learned the critical importance of emphasizing early intervention
and mediation of complaints.

AIDS discrimination complaints are particularly ill-suited to the
adversarial process. The stress of litigation is unhealthy for everyone,
but particularly for those infected with HIV, whose major lifestyle
change must include a reduction in stress. Furthermore, people with
AIDS often will not survive the time protracted litigation can take,
even with expedited court procedures.*

The negotiating posture of AIDS discrimination cases is also dif-
ferent from other discrimination cases. AIDS discrimination complain-
ants in the typical employment-related case are often prepared to settle
if their health coverage is guaranteed, whereas others are prepared to
wait until a full cash settlement for all damages is reached, for most
HIV-infected people will become too sick to support themselves until a
full settlement is reached and may not survive at all. Furthermore,
HIV-infected people often cannot risk the further stigma and discrimi-
nation to which litigation threatens to expose them, even with the confi-

37. Which, in the case of New York City, was a municipal ordinance prohibiting
physical handicap discrimination interpreted to include AIDS, rather than an AIDS-
specific statute.

38. And with that point in mind, entitled the paper we presented at the Third
International Conference on AIDS in Washington, D.C., Municipal AIDS Discrimina-
tion Laws as Public Health Education Tools for Preventing HIV Transmission.

39. For example, John Chadbourne, the real party in interest in the landmark
California employment case of DFEH v. Raytheon, supra, note 19, died in January,
1985, twenty-five months before the Commission issued its ruling that AIDS was a
Covered handicap under California law. While this dramatically demonstrates the gen-
eral incompatibility of the litigation process with the needs of people with AIDS, im-
pact litigation — litigation which clarifies disputed points of law — is nonetheless es-
sential in the battle against AIDS discrimination. Recent cases such as Chadbourne,
i, Chalk and Thomas, supra at note 23, have been critical in strengthening the nego-
tiating posture of AIDS discrimination plaintiffs. Furthermore, Mr. Chadbourne knew
full well that he might not live to see his case resolved, but believed that his fight to
establish the legal rights of people with AIDS added meaning and value to his life. But
MOst cases are not impact litigation cases, and plaintiffs must face the harsh rcalmes‘ of
Protracted litigation. For an excellent discussion of alternative strategies for resolving
AIDS disputes, see Stein, Strategies for Dealing with AIDS Disputes in the Work-
Place, THE ARBITRATION JOURNAL (September 1987) at 21.
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dentiality safeguards available to litigants.*®

AIDS discrimination suits also risk creating adverse public reac.
tions, since they involve issues which are anxiety-provoking. For exam-
ple, there was a great deal of backlash, confusion and polarization of
opinion following The Justice Department memorandum issued in June
1986*' holding that discriminatory actions based upon irrational fears
of contagion were not prohibited by the Federal Rehabilitation Act of
1973. That opinion was issued in response to a Department of Health
and Human Services request for guidance on the applicability of fed-
eral law in that regard. Similarly, the Markowski blood-selling case*?
and the Jasperson nail salon case*® raised a great deal of consternation,
even as both suits sought to establish important rights.

Moreover, the employment protection provision of California’s my-
nicipal ordinances are extremely vulnerable to challenges asserting that
they are pre-empted by state law.** Plaintiffs’ attorneys proceeding

substantive ruling on the merits of such protections, further com-
pounding the public’s confusion and mistrust of public authorities re-
garding AIDS (a confusion and mistrust regularly manipulated by
some who claim concern aboyt AIDS*®),

40. Marjorie Rushforth, lead attorney in Chalk supra at note 23, revealed at the
AIDS and law panel discussed infra at note 53, that within two hours after she filed
John Doe papers in the case, an Orange County Register reporter had determined the

County school district had just returned from a medical leave of absence.

41. Office of Legal Counsel, U S, Department of Justice, Memorandum for Ron-
ald E. Robertson, General Counsel, Department of Health and Human Services, Re:
Application of Section 504 of the Rehabilitation Act to Persons with AIDS, AIDS-
Related Complex, o Infection with the AIDS Virys. The position of the Department

Wwas generally repudiated by the U.S. Supreme Court the following March in the Ar-
line case, supra at note 23,

42. See infra, section I11.

43. Jasperson v. Jessica’s, No, WEC 10966 (Sup. Ct., L.A. Cnty. filed Mar. 23,
1988) (order denying permanent injunction),

4. See, eg., Los Angeles City Attorney Report No. R-85-0711 at I, 2 (Aug. 13,
1985); Letter from Legislative Counse] of California to Assembly member Art Agnos
(NOY. 7, 1985); and Letter from the Attorney General’s Office, California Dept. of
Justice o Sate Senator Bill Lockyer (May 2, 1986).

« €8, G. ANTONIO, Thg AIDS Cover-ur? (1986) and Scott, Playing
Politics wigp Death: Radical Homosexuals and the AIDS Epidemic, PassporT MAGA-
ZINE at 2 (June 1985) (published by Calvary Chapel of West China, CA).
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Finally, the opportunity for litigation is further curtailed for gov-
ernment offices, since their enforcement powers are limited to filing in-
junctive relief actions.*® Such actions not only require a higher burden
of proof than an action for damages. They also require a fact situation
suitable to an order for injunctive relief, an order often made unneces-
sary through negotiation, and in the case of personal services, thought
by some*” to be insupportable as a matter of law.

These problems are no secret to defense attorneys in AIDS dis-
crimination cases. They are, however, the other major reasons, aside
from the success of early intervention and mediation, why AIDS dis-
crimination caes rarely go to court.

But defense attorneys fully taking the range of tactical truths
about AIDS cases into account, can integrate competent representation
with compassionate understanding. For example, a twenty-seven year
old woman with a degenerative neurological condition could no longer
live on her own despite regular visits from a social worker and a home
health aide. The intermediate care facility which had accepted her for
placement refused to admit her when it learned she was HIV-infected.
The bruise on the woman’s head from a fall she had suffered attested
to the need for a rapid resolution to her problem.

When she filed a complaint with the City Attorney’s Office, 1
quickly investigated the matter and contacted the facility’s attorney.
This attorney was thoroughly familiar with AIDS legal issues and
could have advised his client to contest the matter as a defense tactic so
that the woman could have won the legal battle and lost her war to find
a safe environment quickly. Instead, this practitioner aggressively edu-
cated his client about the legal duties involved, the practical measures
10 be taken to implement HIV-related procedures, and arranged place-
ment for the woman in a matter of days.

D. Conclusions and Recommendations

I Policymakers must take into account the unique strategic as-
Pects of AIDS discrimination cases, and fashion appropriate remedies

e ———

46. cf, €.g., Los Angeles Municipal Code section 45.90(B)(2). :

. 47 For example, the court in Jasperson, supra at note 43, wherein Judge Wad-
dington denied the plaintif°s request for an injunction prohibiting the defendant from
refusing him service, in part, because the court refused to “[Clommand defendant to
administer o pedicure, and, if she refused, subject her to incarceration until she com-
Plied.” d, a1 8,
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emphasizing alternative dispute resolution. For example, hospitals
should offer binding arbitration to HIV-infected patients to resolve
promptly breaches in confidentiality which might quickly mushroom
into a discrimination case.

2. AIDS discrimination laws with effective enforcement mecha-
nisms are vital at all three levels of government — federal, state and
local. It is an extremely useful negotiating tool for local government
attorneys to have powerful state and federal investigative agencies
backing them up, particularly when they can indicate in good faith that
these agencies are prepared to accept locally negotiated settlements as
settlements in full of potential state and federal claims. But sometimes,
only highly flexible, locally-based government units can intervene
quickly and draw on local relationships of mutual trust and respect to
insure successful rapid resolution of AIDS discrimination cases,

3. AIDS discrimination legislation at the state and federal level
must contain language which ensures that local laws are not voided on
pre-emption grounds. Otherwise, courts may hold that state or federal
regulations so thoroughly occupy the field of AIDS discrimination that
local jurisdictions may not also regulate the area.

4. Government AIDS discrimination units must firmly commit to
community outreach education programs which can prevent AIDS dis-
crimination cases from occurring in the first place.

5. Local government attorneys must draw on local trust relation-
ships to carry AIDS education programs to segments of the community
otherwise resistant to such information,

6. Impact litigation is essential in strategically appropriate cases
to establish needed case Jaw and send a message to those in the com-

munity who wouyld not otherwise comply with applicable legal
standards, ;

ITI. Recalcitrant Individuals

It is beyond the scope of this Article to examine thoroughly the
1ssue of “recalcitrants,” those HIV-infected individuals who put others
at an unreasonable rigk of infection. However, a brief examination of

€ dynamics surrounding a highly-publicized case in California illu-
mines the complexities of this issue.

I_n June §987, Joseph Markowski was arrested while attcmptins_w
his HIV-infected blood to a plasma center and was charged with

18
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attempted-murder by the District Attorney.*® Ironically, several
months before, AIDS activists had brought intense pressure to bear on
the California Association of Local Health Officers when they learned
that the organization was reviewing draft guidelines regarding
recalcitrants.

California law, as well as many other jurisdictions, assigns virtual
absolute authority to public health officers regarding control of recalci-
trants. However, these statutes had rarely been used since the nineteen
twenties, and the California association wanted to develop internal
guidelines to ensure a uniform response throughout the state. The ac-
tivists opposed this process on the basis that it was immoral to devote
resources to a negligible factor in the spread of AIDS at a time when
many more effective public health educational measures had yet to be
implemented.

Markowski changed the position of many of the activists in a
hurry. Upon seeing the frightened public response to the case, they
soon argued that such matters should be handled confidentially by pub-
lic health officials rather than prosecutors. Prior to Markowski, these
activists had failed to recognize that the government’s duty to act var-
ies radically, depending on whether people are merely sick or present a
threat to others.

One of government’s most fundamental functions is the preserva-
tion of public order. Definition of that order is open to debate. But the
vision of a man, no matter how helpless and desperate, selling AIDS-
infected blood to a plasma center, no matter what the heat processing
procedures of the center might be, carried the sort of primal sense of
threat which must be accounted for in any AIDS analysis.

Andrew Moss, an epidemiologist at the University of California,
San Francisco, acknowledged the need for this accounting at a confer-
ence on AIDS co-sponsored by UCSF and the Society for Health and
Human Values.*® Dr. Moss stated that the San Francisco Public
Health Officer’s delay in making his decision about San Francisco’s
bathhouses damaged the public’s trust in the willingness of officials to

48. On December 1, 1987, the attempted murder charges against Markowski
were dismissed by Los Angeles Superior Court Judge Ron Coen, who held thai prose-
Cutors had failed to show that he had intended to kill anyone when he sold his plasma.
Instead, Coen said, “The defendant’s . . . intent was . . . to make enough money to
Support himself.” Harris, Changes Dropped Against Donor of AlDS-tainted Bloqd.
UPI (Dec. 2, 1987 at 1) (NEXIS). On March 2, 1988, a jury acquitted Markowski of
the remaining charges of attempted poisoning.

49. “AIDS and the Medical Humanities,” April 10-11, 1986.
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?cf. Mpss theorized .that government inaction had created in the pub-
lic’s mind a perception of a leadership vacuum, a perception .
mtol;rable conditions of fear for the public o
et, the criminal justice system i .
/ . m 1S a poor place for dealing wi
g:fbl!c hcalth.mattcxrs. It is adversarial and, in matters of HlVgtr:rlxtsh
ission, requires cvxdence»ga‘thcring intrusions into intimate matters

ratht':rr.hthan from responsible public officials,®°
Ihe numbers of H.IV individuals requiring mental health care will

4 ;
Huxi::; will z:vlio resul% from the l‘ikclihood that some number of those
ected who are immunologically resistant will eventually go on

Th ;
WMV;Chgifgg: lt.h's aspect of the epidemic poses can only be dimly
: tkelihood is the re-stigmatization of all who are men-

50. For i i .
cover stories onm:llgosc’:;icd’am)’ after TiME and the ATLANTIC MONTHLY carried
County’s alternate t::c@uxuals in February 1987, the waiting period at Los
thoughtful discussion about a,t site mushroomed from ten days to eight weeks. For a
Education on 41pys. Not Onlyer;rogeMo;: - ';cdia st 7 domlc, sé0 Cheok, Publl
i ¢ Media's ibili g
PORT 4 (Dec, 1985) (special N otant ok 2;;P0M’b'flly, 15 HasTINGs CENTER RE-
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tally ill once the public comes to associate some mentally disabled with
infectiousness for a deadly disease. A second is the likelihood of the
creation of separate and unequal institutional care facilities for those
whose handicaps are non-HIV based and those who are demented or
neurologically disabled and HIV-infectious. A third is an acceleration
of the crisis in institutionally-based chronic care as more come to per-
ceive the structural inadequacies of such institutions.®!

HIV-demented individuals involuntarily committed to custodial fa-
cilities raise a chilling set of constitutional rights problems. Has the
institution the right to test for presence of the virus without consent?
How will others involuntarily committed into the same setting protect
themselves from infection? What level of due process rights should be
available to employees of these institutions as well as to those commit-
ted? How does the presence in these institutions of those committed
because of recalcitrant behavior regarding spread of the virus affect
these questions?** And how can our answers to these questions abide
by our fundamental constitutional commitment not to create separate
and unequal facilities?**

. V. Fashioning an Education Program to Combat
Discrimination®*

Teaching about the duties that we learn from the law can make
learning the medical facts about AIDS easier. When we understand
our duties to others regarding confidentiality and discrimination, we
learn behavior which reinforces clear medical messages about AIDS.
Our experience in Los Angeles helping to implement the City of Los
Angeles’ AIDS education program for its 33,000 employees has con-
firmed this.

Unlike most other AIDS education programs, ours has two goals.
All programs seek to teach about preventing further spread of HIV.
But the program mandated by the Los Angeles City Council on Octo-

51. See infra at section VI.

52. See supra at section I1I. ! ’

33. For a thoughtful analysis of these emerging problems, see panel Sy
transcript, AIDS and Civil Rights, Whittier College School of Law Symposium,
(March 4, 1988). (Transcript available from Whittier College School of Law, 5333
West Third Street, Los Angeles, CA 90020).

54. Taken from Schulman, AIDS and Public Policy: Using Law Against Fear to
A;f-mmber Society, (opinion piece), Los ANGELEs Times, March 13, 1988, part 5, p.
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The program began with special briefing sessions for elected offi-
cials and department heads to make sure there would be knowledgeable
leadership. AIDS task forces are being created within each department
to coordinate workplace education and problem-solving efforts. Each
department has been ordered by the Council to accomplish three objec-
tives: educate its employees; review and revise all policies and proce-
dures in light of AIDS medical and legal information; and adapt daily
department inter-actions with the community to further public educa-
tion about AIDS. An illustration from the Department of Transporta-
tion provides a good example of the program’s potential impact,

cautions are fiecessary to prevent the spread of AIDS in the formal
course of transportation, since transmission requires infected blood or
Semen to have direct contact with another individual’s blood system.
Should a passenger bleed or vomit (which might contain blood), drivers
were taught to clean up the mess or assist the passenger only after

ing gloves to create a barrier against the virus entering through
possible cuts or abrasions on the hands — and always to don the

gloves.

The drivers learned what everyone must — that they need not
know who has AIDS and who does not since their lawful and medically
safe action should be the same in either case: use gloves to clean up all
blood or vomit. Passengers who question the use of gloves learn accu-
rate medical information about HIV transmission from the drivers.
Gay men or intravenous drug users who might otherwise feel singled
out will not since everyone receives similar treatment. The likelihood of
HIV transmission in such a setting is tiny, But gloves are a reasonable
Tesponse to just that tiny theoretical possibility some have urged as jus-
tification for more tyrannical measures against people with HIV. Ev-
eryone learns that protection of an individual’s rights and the public’s
health adds Up to the same thing — reason and fairness,
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VI. The Threat of AIDS Euthanasia®®
A. Introduction

Perhaps the greatest form of discrimination is to feel dismem-
bered, cut off from all hope. The impersonal nature of institutionally-
based chronic care has already raised immense dilemmas in this regard
for American society. Rather than feeling remembered as respected
members of the human family, many individuals, often in concert with
personal physicians, are quietly choosing to curtail treatments and end
their lives rather than endure further pain and hardship from chronic
iliness and disease. Such decisions may be rational when viewed from
the perspective of the individual. When viewed from a policy perspec-
tive, however, the conditions leading to such decisions warrant re-exam-
ination. When the mounting toll of the AIDS epidemic threatens to
increase the numbers of such individuals many-fold, a continued un-
willingness to consider altering the underlying conditions of such a
problem amounts to a de facto policy of euthanasia.

Since the Quinlan®® case first brought to the nation’s attention in
1976 the profound issue of when we “pull the plug,” remarkable
changes have occurred in our attitudes towards death and in the bal-
ance of power between individuals and health care institutions. The
holding in the 1986 Bouvia® case would have been unimaginable
before Quinlan - that competent adults may refuse medical care even if
doing so ends life. Yet the standard enunciated in Bowvia is emerging
as a basic doctrine regarding the right to medical treatment.

Hospice has evolved since Quinlan as an alternative care philoso-
phy for the terminally ill, offering humane care in the home made pos-
sible through the coordinated effort of interdisciplinary professional
teams, family, friends and trained support volunteers. During this time,
t0o, new legal devices like living wills and durable powers of attorney
have also emerged, strengthening one’s capacity to choose the kind of
care desired.

While emerging legal standards, hospice, and durable powers of

55. See also, Schulman, Stopping AIDS Euthanasia, 2 TIKKUN 3 at 14 (July/
August 1987) and Vrolyk AIDS and Euthanasia: Is There a Morally Dubious C on-
nection?, BloktHics Institute NewsLETTER (April 1988), Northridge (CA) Hospital
Medical Center.

56. In the Matter of Karen Quinlan, 70 N.J. 10; 335 A.2d 647 (1976).

57. Elizabeth Bouvia v. Superior Court of Los Angeles County, 179 Cal. App. 3d
1127; 225 Cal. Rptr. 297 (1986).
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attorney strengthen one’s autonomy and control over the depersona]-
izing aspects of institutionally-based chronic care, other developments

ical care rather than tailor jt to individuals’ unique needs, Such new
systems of health care delivery as pre-paid plans and health mainte-
nance organizations also create institutional pressures upon physicians
regarding individual care decisions.

These two recent developments, affirmation of one’s right to refuse
medical care and society’s right to limit access to such care, create 3
potent mix in a time of epidemic.

B. The Problem of Chronic Care

The problem of chronic care has its root in the tremendous in-
crease in acute care effectiveness in the twentieth century. That success
has been marked by a phenomenal rise in the power and scope of

This rise in the power and scope of medicine, however, has altered
the nature of morbidity. A century ago, and forever before, most indi-
viduals died rapidly of trauma or infection. The late twentieth century
is the first era in which most will survive to die slowly from a new host
of degenerative cayses brought forth because of the survival rate from
acute trauma made possible by medicine’s power.

It is not surprising, then, to discover that America’s early attempts
to confront the new issyes of chronic care would be modeled upon the
success of acute care, In the mid-sixties, policy makers did Just that in

isions made regarding care of the elderly, choosing institution-
ally-based, professionally-dominated modes. Yet chronic care is not
amenable to the institutionally-based combination of technique and
Management so successfyl in acute care settings. Chronic care requires
a fundamentally differen response, one grounded in the meaning and
ity of community, family and friends.
~ Oné’s broken leg needs to be set expertly and fast, and the patient
may not suffer overmuch from brusque orthopedic surgeons and nurses
im or her to take one’s temperature every three hours. How-

24
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ever, the dynamics of care for the chronically ill are far different. Al-
tering senses of self, particularly of loss, must be addressed. In chronic
illness, especially degenerative illness, mental, physical and emotional
health interact in complex interweavings relating to senses of control,
autonomy, dependence, involvement and the fear of abandonment.

C. The Dying Process, AIDS and Euthanasia

For those suffering irreversible, degenerative illness, all rational-
izations about future benefit and present discomfort come to naught,
means and ends come resoundingly together. It is not surprising, then,
that the logical inconsistency of the acute care model and the chronic
care condition should be felt most acutely by the dying. Institutional
care, predicated necessarily upon the needs of institutions for proce-
dures and rules, conflicts fundamentally with the needs of dying indi-
viduals for meaning now. This conflict when combined with AIDS cre-
ates the frightening preconditions for a policy of de facto euthanasia.

The HIV-infected are presenting massive new demands for medi-
cal and neurological chronic care. Those needing this care will be pri-
marily gays and minority groups. The combination of the depersonal-
izing nature of institutionally-based chronic care, the right to refuse
such care, the increasing scarcity for all of institutionally-based care
resources because of the demands of the epidemic, and the socially un-
popular nature of those creating the intense new demands upon such
fesources can scarcely not result in hostilities.

It is reasonable, in such an atmosphere, to consider that the HIV-
infected will come to understand that it would be wise to exercise the
right to refuse care. It need not be mandated. No legislation need even
articulate such an unthinkable policy. But euthanasia can become a
social reality, first for the HIV-infected, then for others who are insti-
tionally bound, through a social unwillingness to develop other forms of
health care services, ones which do not trample upon one’s sense of
personhood.

D. 4 Proposal for Home-Basing Chronic Health Care Services

Implementing home-based chronic care treatment programs  re-
Quires both reorienting presently-existing health care institutions and
altering the role of family, friends and volunteers in the process of care.
Most health care institutions recognize the inherent dangers of the
AIDS epidemic upon their fiscal and institutional stability. They fear
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the overwhelming numbers HIV threatens. They fear the impact upon
residency programs, and staff morale. They should welcome carefully
coordinated efforts, then, to develop new methods of home care such ag
those being developed by San Francisco’s gay community.

state and local regulatory standards,

Incentives should be attached to federal dollars to require hospitals
and out-patient facilities to combine home-based care with functions
they continue to be suited best to deliver. Federal dollars allocated to

to provide the routine yet vital support services necessary to enable
family and friends to care for their own at home.

This approach on a massive scale does potentially change weekly
patterns of life. Yet a new ethos of caretaking that redefined the nature
of one’s weekly chores—an hour or two as a home care volunteer, fold-
ing laundry or running errands, along with work, shopping and aerobic

: Id help regenerate the caring and communal values so
badly needed today.

Such home care Programs, however, must be coordinated through
multi-focal, community-based facilities whenever possible. Since HIV
has a disproportionate impact upon the inner-city poor, such programs
would have a powerfy] effect. Inner-city based facilities coordinating

care programs which require as an essential component the edu-
cation and involvement of family, friends and neighbors would
powerfully reorient relationships by altering the oft-times destructive
nature of institutionally-based services upon the poor.

For members of inner-city areas, the self-help and professional
Support created by such Programs would transform their perceptions of
¢ ing role of the professions. For care professionals, the paternal-
1sm ent in institutionally-based care models which burdens profes-
sionals’ self-esteem would be lessened. For middle class volunteers as-

. 26
~ https://nsuworks.nova.edu/nlr/vol12/iss3/9

|
II



Schulman: AIDS Discrimination: Its Nature, Meaning and Function

1988] AIDS Discrimination 1139

sisting inner-city efforts, such programs offer the basis for
strengthening religious and civic values.

This vision of care, however, cannot be only for those infected with
HIV. Justice mandates that successful aspects of such programs be ap-
plied appropriately to issues of care regarding the frail elderly, those
with Alzheimers, the neurologically-impaired, any who require chronic
care. This would address a great secret in the health care world regard-
ing AIDS, the fear that AIDS will overwhelm other health care pro-
grams, for good-hearted, long-committed workers in other health areas
fight unseemly feelings of resentment and anger about the front page
status of AIDS.

E. Conclusion

Most American religious institutions are centrally committed to
relieving human suffering, yet many people feel dismembered from a
religious sense of self. With AIDS as a catalyst, a new ethos of caring
in our religious institutions could be constructed. That ethos would
have to include all who were concerned, not merely the religiously in-
volved. But it makes sense to begin with religious institutions because
of their ideological commitments to human service, their pre-existing
networks of potential volunteer labor and their low-overhead adminis-
trative structures. These factors make them a promising choice for an
organizing base, coordinating with other community organizations and
supported by government dollars, to slightly alter the nature of daily
American life.

: If society fails to consider these issues of care, then it risks creat-
ing for everyone, not merely those infected with HIV, de facto condi-
tions of widespread euthanasia without even having to call it by its
name. Enough is already known about the despair that sets in from the
necessarily depersonalizing effects of intimate care from hired hands
l'lather than from those who love us for ourselves. The choice to con-
tinue business as usual in planning to deliver HIV-related health care
In institutional settings rather than at home will drive many, many peo-
Ple to choose to refuse care earlier than they might otherwise. We need
not utter the word “euthanasia” in the legislature. We need not confess
our underlying discomforts about most people infected with HIV, that
they are gay, or drug users who are black or Hispanic. We need not say
il;lt we wish them dead. We need merely ignore what we already
ow.

In California, a proposed November 1988 ballot initiative would
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legalize active euthanasia the i
o assented to killing of
zzgt]:]r —for the first time in the United Statcf. Thoem:pfoe rsonl b.y
ori? "m l;y numerous safeguards. The organizers of the ima'ls
Coﬁ- nta )é;o d mcn!be.rs of the Bioethics Committee of the Los Anmllve
mca: uie torm:::s;?:u::rsth%‘th they expected the effort to enact fl:c?:
Sy years. That was eighteen months ago, in the Faj
The Euthanasia Initiative s
i ative speaks to people’s unprecedent i
?:ic;ut the end of life. !t 1s immoral in the same fashion tha':ds.d';'spa}r
ure to confront the issue of chronic care is immoral—by secrt:lci;cgt);s
0

transform all people from “us” to “them.”
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