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see also nufsing care

care models, 143, 144-5; nursing-
integrated, 133, 142

care of persons with AIDS, 164, 165; in
final stages, 165; organization of,
134-7

caring: as cornerstone of nursing profes-
sion, 119-22; redeeming significance
of, 139-40; socialization of nurses for,
125-7

caritas, 140

Carroll, Senator, 87

case management, 183

Centers for Disease Control (CDC), 159,
192, 217, 256, 266; and counseling for
prevention of AIDS, 201-2

Chesley, Robert, 18, 31
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61-2, 63, 64

children with AIDS, 21, 28, 192-4, 217,
258; right of, to attend public school,
259-60, 263; see also pediatric AIDS

Chin, James, 201

cholera, 1-2, 12, 17, 241

City of Los Angeles Task Force on Family
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civil liberties, 5-6, 39, 242, 263, 268;
and public health, 268

civil rights, 11, 27, 242, 263, 267, 268;
development of statutory law of, 244-
6; judicial enfotcement of Constitution
in, 246-50; of prisoners, 73, 77

Civil Rights Act of 1964, 243, 244-5,
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coercion, 195, 207, 258, 260-3
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community, 33; affirmed by blood, 225;
idea of, 217-24, 237-8; threat to, in
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233, 235, 236, 237-8
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cost-benefit analysis in drug evaluation,
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costs, 120, 135, 157
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and individual rights, 242

Craig, Gordon, 1-2
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Crimp, Douglas, 18, 35, 36

cultural representation, 39

culture(s), 2-3, 8; blood in, 225; and
family reaction to AIDS, 53; of physi-
cians, 151, 152; of prisons, 80-1;
procreation as value in, 65; and repro-
ductive choice, 208; shop-floor, 150-
71; and social change, 3; tensions in
American, 5-7; see also popular
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culture of caring, 9-10, 119-49; key
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Curran, James, 203, 228
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cystic fibrosis, 205

dance, 18, 32, 37
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“Death of the Hired Man, The"” (Frost),
53

Defoe, Daniel, 17, 18

demographics of AIDS, 13, 27-8, 163-6

Denobriga, Luke, 67-8

Denver, Col., 59-60

deregulation (drugs), 96-8
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dextran sulfate, 108

dideoxyinosine (ddl), 103

disability-discrimination laws, 256-7,
262-3, 269

disability rights movement, 200

discrimination, 6, 10, 11, 67, 132, 233,
258, 261, 267, 269; legal protections
against, 242-3; responsiveness to issue
of, 260; understanding of, 241-71

disease: in art, 36; government role in
managing, 6-7; tesponse of society to,
2

doctor-patient relationship, 156

Donzelot, J., 47

Down’s syndrome, 205

drug addiction: epidemiology of, 192-3;
see also IV drug usets

drug-approval procedures, 86, 180

drug control model, 85-7, 90-1, 94--8

drug evaluation for safety/efficacy, 86,
91, 98-105, 109, 110-11

drug import policy, 9, 107-9, 110, 112

drug manufacturers, 85, 86, 90, 91; see
also pharmaceutical industry

drug prices, 85

drug regulation, 9, 84-115; and individ-
ual rights, 94-5; parallel tracking, 103,
106, 110-11

drug review, 96-7

drugs: and crime/prisons, 72-3, 81; new,
37; and risk-benefit decisions, 9, 94,
99, 105-6; safety and effectiveness of,
8; side effects of, 93, 131; see also ex-
perimental drugs; investigational drugs

Dubler, Nancy Neveloff, 9, 71-83

due process, 248

Dunne, R., 181

durable power of attorney, 55, 56-7

Early Frost, An (TV film), 29-30, 33
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empowerment, 30-1, 35, 39; through
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173, 186-7
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(ELISA), 228-9, 236-7

epidemics, 17-18, 73, 267, 268; AIDS,
122, 242, 261-3; study of, 1-2, 76

epidemiology of AIDS, 13, 27, 65-6,
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equal-protection clause, 247, 248, 249,
259-60

equal protection of the laws, 11, 243,
248-50, 265, 269; and cases involving
HIV, 250-6; “three-tiered” review by
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Equal Rights Amendment, 245
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man experimentation, 88-9, 95

eugenics, 6, 193-4, 195, 196, 197, 209,
210, 211-12
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Evans, John, 57
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106; right of access to, 96-8; safety/ef-
ficacy regulation of, 99~105; see also
investigational drugs
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sis in, 51-4; changing concepts of,
45-70; definitions of, 47-51, 60, 61;
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fatality of AIDS, 132, 162
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163, 165-6

Federal Bureau of Prisons, 75
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Federal Register, 107
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Feierstein, Michael, 67-8

feminism, 243; and genetic counseling,
196, 207, 209; and procreative rights,
10-11, 199-201
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210
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Finn, William, 18

fiscal issues and experimental drugs,
103-4

Fletcher, Joseph, 198

Florida, 192-3, 260

Florida Commission on Human Rights,
259

Fly, The (film), 23

Food, Drug, and Cosmetic Act (FDCA),
86, 91-2, 98-9

Food and Drug Administration (FDA), 6,
8, 9, 84, 95, 257; authority of, 85-7,
96, 107, 113; and drug evaluation/ap-
proval, 85, 904, 97, 98-109, 110-12;
and participation in protocol design,
93; proactive role of, 96, 98, 105-7

Foreign Service, 264

Forer, Lois, 64-5

Forster, E. M., 31

Fost, Norman, 195

Fourtcenth Amendment, 10, 247, 269

Fox, Renée C., 7, 9, 119-49

Frader, Joel E., 7, 10, 150-71

Francis, Donald, 201

freedom of expression cases, 246

freedom of religion cases, 246

Friedland, Gerald, 142

Frost, Robert, 53

fund raising, 175, 179

fundamental rights, 248, 251

Gallagher, Donna, 138, 145

gay community, 11-12, 176; behavior
change in, 38; and care of PWAs,
143-4; and drug regulation, 95-8;
function of art about AIDS in, 30-1;
and television, 27; voluntary associa-
tions and, 184

gay/lesbian couples, 49, 51, 56; and
housing, 59-61

gay men, 18, 31, 195; and antidiscrimi-
nation measures, 260; attitudes of phy-
sicians toward, 163, 164-5; as blood
donors, 232-3; and caregiving, 33; and
family, 50, 52; and jurisprudence of
equality, 256-8; protection of, under
the law, 253, 254; rates of infection
among, 37; relations between, 30-2;
representation of, on TV, 30; response
to AIDS by, 174-9; as source of con-
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support systems among, 165; as volun-
teers, 183
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5, 77, 79-80, 81-2
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and perception of risk, 158-60; in
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hospital care, 134-5, 142, 143, 145
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on, 87-94, 95; on prisoners, 76

human immunodeficiency virus (HIV), 2,
242; inadequacy of constitutional doc-
trine for cases involving, 250-6; trans-
mission of, through blood, 217

human immunodeficiency virus (HIV)
disease (infection), 8, 9, 46, 122; in-
fected blood and, 228-9; latency and,
100, 158; and reproductive freedom,
195-6; vertical transmission of, 192-3,
196, 201, 203, 204-5, 206, 210, 212;
see also acquired immunodeficiency
syndrome (AIDS)
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ideology, 30, 33-5

Ignatieff, Michael, 224, 237

Illinois, 66, 264

immigrants, 227, 231
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of contaminated blood, 226; women,
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in/and, 47, 55-9

medical ethics, 10, 196

medical insurance, 51

medical training, 151, 152-3, 167

medical work, impact of AIDS on,
150-71

medicine, 36; economic changes in, 157,
167
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National Academy of Sciences Institute of
Medicine, Committee on a National
Strategy for AIDS, 260

National AIDS Network (NAN), 174,
175

National Endowment for the Arts, 19

National Gay Task Force, 256

National Institute of Allergy and Infec-
tious Diseases, AIDS Clinical Research
Review Committee, 107, 110

National Institute of Mental Health, 173

National Institutes of Health (NIH), 86,
88-90, 173

National Lesbian and Gay Health Confer-
ence and AIDS Forum, 108

Nelkin, Dorothy, 1-14

“new drug application” (NDA), 91, 92,
98

New England Journal of Medlicine, 88,
198

New Jersey, 192-3, 203

New York City, 57, 80, 143-4, 193, 232,
256, 259-60; AIDS Task Force, 63,
173; Rent, Rehabilitation and Eviction
Regulations, 61; voluntary assoctations
in, 177

New York State, 58, 79, 192-3, 204;
definition of family in, 49-50;
disability-discrimination laws in, 256-
7; prisoners with AIDS in, 75-6, 80-1

New York State Court of Appeals, 60,
61

New York State Division of Human
Rights, 257

New York State Supreme Court, 60-1

Newark, N.J., 193

Nixon, Nicholas, 34-5

nontraditional families, 50, 53~4; and
custody decisions, 64; and housing
59-61; and social institutions, 54-65

Normal Hear:, The (play), 18, 22, 31,
39-40

Novick, Alvin, 231

Nuremberg Code, 90

nurses, 7, 9-10; and professional auton-
omy, 121, 135; social background of,
127-30; and socialization for caring,
125-7; stresses/challenges faced by,
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nurses (cont.)
137-9; volunteering for AIDS care,
135-7

nursing, 119-49; long-term effects of
AIDS epidemic on, 141-6

nursing cate, 164; challenges and stresses
of, 137-9; key components in, 122-5;
social context of, with AIDS, 133-7

nutritional problems, 130, 131

orphan drug regulation, 93

pain management,-130, 131, 133

Parris, Scott V., 1-14

Parting Glances (film), 22

Partnership for the Homeless, 185

paternalism, 85, 94-5, 96-7, 197

patients, 104, 156, 197; advocacy for, by
nurses, 125; as enemy, 155-6; and
health care in prisons, 74-5; social
characteristics of, 163-6, 167

Paul, Sir George Onesiphorus, 73

Peace Corps, 264

Pearson, Mildred, 53

pediatric AIDS, 10-11, 191-4, 202, 203,
206, 212

People With AIDS Coalition, 180

perception of risk, 158, 163, 167

perinatal HIV transmission, 192-3, 196,
201, 203, 204-5, 210, 212, 258

Perkins, Herbert, 232, 238

“personality hardiness,” 185-6

persons with AIDS (PWAs), 26, 176,
217; as active consumers, 172-3; avoid-
ance of, by health care workers, 159-
60; and equal-protection standard,
254; final-stage care of, 165; GMHC
setvices to, 183-4; nursing care of,
130-3; portrayed on TV, 27-30; self-
image of, 132, 133; youth of, 163,
167

Pet Owners With AIDS Resource Services
(POWARS), 180

Petchesky, Rosalind, 200

pharmaceutical industry, 92-3, 95, 96-7,
109; and marketing investigational
drugs, 98-105

Pharmaceutical Manufacturers Association,
97

photography, 33-5

physicians, 9, 176; attitudes of, toward
PWAs, 151, 159-61, 163-6; and direc-
tive counseling, 205-6; and drug eval-
uation/approval, 91-2, 101-2, 105,
106, 107; and medical decision mak-
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ing, 57-8, 59; professional responsibil-
ity of, to treat patients, 160, 162, 163;
role of, 7, 150; see also house officers

Planned Parenthood, 180

plasma, 233-4

plasmapheresis industry, 234

Plyler v. Doe, 250-1, 252, 254, 255-6,
265, 269

pneumocystic carinii pneumonia (PCP),
131

Poe, Edgar Allan, 17

Policing of Families, The (Donzelot), 47

policy: voluntary associations and, 180,
181; see also public policy

polio, 241

political activism, 20, 37-8, 242

political process and equal protection un-
der the law, 252-3

political response to AIDS, 21-2, 27-8

politics of medical shop-floor work,
150-71

poor (the), 103-4, 144, 166, 194, 268

Popham, Paul, 179

popular culture, response to AIDS in,
17-42

post-mortem care, 123, 124, 127

Pregones (dramatic troupe), 19-20

Presidential Commission on the Human
Immunodeficiency Virus Epidemic, 141

President’s Commission on Ethical Prob-
lems in Medicine and Biomedical and
Behavioral Research, 95, 198

prevention of AIDS, 201; counseling for,
201-8

Prince, 24

prisoners, 76, 79-80, 82, 264-5

Prisoner’s Legal Services, 78

prisons, 8, 71; authority conflict in, 74-
5, 77-80, 81; as environment for in-
fection, 72-5; PWAs in, 75-7

privacy, 5-6, 191, 195, 265-6; in repro-
ductive decisions, 192, 201; right to,
76, 248-9, 266

privacy cases, 247, 248-9

private actions and equal-protection
jurisprudence, 255-6

procreation: feminism and rights to,
199-201; freedom of, 211; by PWAs,
65-7; standards for, 191, 194; see also
reproductive freedom

product liability, 102, 113

professionals, roles/responsibilities of, 7

Pryor, Richard, 25

public, the, and antidiscrimination mea-
sures, 261-2

Public Enemy, 25
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public health: and AIDS epidemic, 261-
3; civil liberties and, 268-9; and
prison system, 71, 73, 82

public health departments, 2, 12-13

public health officials: and genetic coun-
scling, 201, 203, 207, 208, 209-10; re-
sponse of, to AIDS, 266-8; and safety
of blood supply, 231-2, 233; voluntary
vs. coercive cfforts of, 241-2

Public Health Service (PHS), 89-90, 110

public policy, 52, 87, 238; and drug reg-
ulation, 86; and pediatric AIDS, 207,
209; and perinatal HIV infection, 202;
and prisoners’ rights to care, 82; repro-
ductive freedom in, 66-7, 194, 195-6

Puerto Rico, 192-3

quarantine, 4, 241-2, 263

race and genetic counseling, 205

race-discrimination cases, 246, 247-8

racial classification, 247, 248, 249, 253-4

racial discrimination, 163, 242; laws
against, 243, 244-5

Radcliffe-Brown, Alfred, 219

Rajneesh religious communities, 66

rap music, 24

“rational-basis review,” 247, 249-50, 252,
254

Reagan, Ronald, 242, 263, 266

Reconstruction, 244

Reed, Lou, 24

regulatory agencies, 8, 12

regulatory authority over human experi-
ments, 87-94

Rehabilitation Act of 1973, 245-6, 259,
260, 265

religion, 53

Reports from the Holocauss (Kramer), 22

representation, 36; and implication, 30-3

reproductive choice, 6, 7, 208-12; ge-
netic counseling and, 196-7, 201-8

reproductive decisions of women with
AIDS, 192, 194, 195

reproductive freedom, 10, 191-215;
bioethics, autonomy, and, 197-9;
counseling for, 203-5, 208, 209-10,
211; and pediatric AIDS, 10-11; fe-
straint, 198, 201, 202-3; vulnerability
of, 195

reproductive rights, 194, 196, 207

research, 12, 93, 105

residencies, choice of, 160, 166

resource competition, 6-7; prisoners with
AIDS and, 82

Retired Senior Volunteer Program, 185
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Reverby, Susan M., 121, 142

Rieman, Walter, 6, 11, 241-71

right to be "well born,” 6

right to bear children, 193-4, 196, 207

right to medical care, 77, 79-80, 81, 82

right to privacy, 76, 248-9, 266

rights, 209; and drug regulation, 94-5;
of pregnant women, 210; see also fun-
damental rights; individual rights

Riker’s Island, 80

risk: in blood supply, 235-8; and shop-
floor culture, 157-60; social percep-
tions of, 3-5; tolerance of, 163

risk/benefit ratio in drug evaluation/ap-
proval, 9, 94, 99, 105-6

risk groups, 27, 38, 39, 227; education
for, 180; among women, 194

tituals (occupational) in nursing, 119,
126-7

Roberts, Bill, 59-60

rock music, 24-5, 26, 28

Roe v. Wade, 191, 196, 207

Rogers, Martha, 203

Roman Catholic Church, 210

Roosevelt, Franklin D., 267

Rose, Axl, 24-5

Rossett, Jane, 34

Rothman, Barbara Katz, 199

Rothman, David J., 6, 9, 84-115

Russo, Vito, 22

safe sex, 11, 36, 37, 38, 79

San Francisco, 67, 143-4, 232, 256; fam-
ily law in, 51; voluntary associations
in, 177

San Francisco AIDS Foundation, 136

San Francisco General Hospital, 143;
Special Care Unit, 134

San Francisco Health Department, 204

Sapolsky, Harvey, 235, 236

School Board of Nassau County
v. Arline, 246, 269

screening, mandatory, 4, 66, 77

Second Son (Ferro), 18, 30-1

segregation: of patients with AIDS, 134-
5. 142, 143, 145; of prisoners with
AIDS, 75-6, 77

self-help groups, 113, 173

sensory/ perceptual deficits, 130, 131

service provision: GMHC, 181, 183-4; by
voluntary associations, 177-8, 179-80,
185

sex discrimination, legal protection
against, 245

sex-discrimination cases, 249, 253

sexual behavior, 6, 7, 11
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sexuality, 6, 26, 38-9; in art, 20, 36;
moral and legal standards surrounding,
191

sexually transmitted diseases, 38; see also
venercal disease

Shannon, James, 89

Shem, S., 156, 165

Sherwood, Bill, 22

Shilts, Randy, 24, 167, 175

shop-floor culture: before AIDS, 152-3;
impact of AIDS on, 150-71

Short, John, 47

Shuttleworth, Todd, 259

sickle-cell screening, 208

Sidel, Victor W., 9, 71-83

Sills, David, 174, 179-82

skin breakdown, 130, 131

Skin Deep (film), 23

Smith, M. Brewster, 174, 175

social activism, 165; see also political
activism

social attitudes, 261-2, 266-7

socfal change, 3

social contexts of AIDS nursing, 133-7

soctal contract, 10

social control, medicalized, 197

social costs of babies with AIDS, 209

social institutions, 178; and family, 51-2;
and nontraditional family, 54-65

social order, 5-6, 180

social status and blood donation, 225

social structure(s), 221

social tensions and quest for order, 5-7

socialization, 8; of medical stu-
dents/house officets, 152, 156; of
nurses for caring, 125-7, 129

socicty: AIDS as discase of, 1-14; funda-
mental shift in law and response of, o
AIDS epidemic, 243~71; and prison
culture, 80-2; voluntary associations in,
173-4

sociocultural differences and care of
PWAs, 138-9

Solomon, Rosalind, 34

Someone Was Here (Whitmore), 31

Sonnabend, Joseph A., 257

Sontag, Susan, 18, 54

“sound science” standard, 90-1

South African Institute for Medical Re-
search, 225

statutory law of civil rights, 244-6

sterilization, 195, 201, 208, 210

Stern, Elizabeth, 62

Stern, William, 62

Stevens, Justice, 252, 253-4, 255

Stewart v. Stewart, 62

INDEX

stigma, 33, 39, 52, 67, 135

Stoddard, Thomas B., 6, 11, 241-72

stress, 175, 185-7

“strict-scrutiny” review, 247-8, 253, 254,
268

suicide, assisted, 59

support systems, 136, 165

Supreme Court, 60, 196, 207, 242-3,
246, 267; and cases involving HIV,
250-6; development of constitutional
right to equality in, 246-50; and
equal-protection review, 247-50, 260,
261, 265, 268-9; privacy rulings by,
191, 266; and rights of prisoners, 73-
4, 77, 81

Surgeon General's Workshop on Children
with HIV Infection and Their Families,
204-5

surgical risk, 160-2

surrogate parenting, 48, 200, 209

syphilis, 73, 229

Task Force on AIDS and the Family, 49

Tay-Sachs disease, 205, 206

teaching hospitals, 151

teenagers, 7, 38

television, 20, 21, 26-30

Tentative Pregnancy (Rothman), 199

test results: mandatory reporting of, 263,
265-6; privacy of, 265-6

testing: mandatory, 76, 77, 178, 194-5;
before pregnancy, 206; of pregnant
women, 201-2, 203, 204; voluntary,
66, 201

Texas, 192-3

thalidomide, 84, 85-6, 90, 97, 112, 113

third-party payers: and experimental
drugs, 102, 103, 106, 109, 113; see
a/so insurance companies

Thompson, Karen, 56

Titmuss, Richard, 222-3

Titone, Judge Vito, 61

Tocqueville, Alexis de, 10, 174-9, 184

Toffler, A., 46

Tolstoy, Leo, 46

touching, 121, 122-4, 159; therapeutic,
131

transfusion, 192, 231, 235; AIDS ac-
quired through, 164, 193, 228, 229,
258; autologous, 229, 236; homolo-
gous, 229

transmission of AIDS, 27, 242, 260;
through blood and blood products,
163, 164, 193, 216, 217, 228, 229,
231-2, 258; and health care workers,
157-8; heterosexual, 39, 66, 194
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treatment INDs, 98-9, 102, 105, 106,
107, 110, 111

treatment of AIDS, 95; in prisons, 79~
80; see also health care

Treichler, Paula, 22

tuberculosis, 17, 73

Tylenol, poisoned, 95

underclass, 166, 167

United States v. Rutherford, 108

U.S. Bureau of the Census, 7, 49

U.S. Congress: antidiscrimination laws
by, 243, 245; and drug approval, 93,
105, 106-7; Office of Technology As-
sessment, 234

U.S. Department of Labor, 46

U.S. Public Health Service (PHS), 2,
89-90, 110, 228

Utah, 66

values, 2, 3, 5, 22, 26; and autonomy,
94; challenged by AIDS, 4; conven-
tional, 191; in nursing profession, 119,
122, 127, 128-9, 135, 139, 142; pro-
fessional, 7; tolerance of nonconformity
to, 6

venereal disease, 39, 202, 241, 242

victims of AIDS, 26, 27; babies as, 193

Village Voice, 182

voluntary assoctations, 9, 10, 172, 173-4;
institutionalization of, 181-2; ongoing
problems of, 183-4; organization of,
180-1; single-purpose, 180; size of,
176

voluntary measures, 260-1, 262

volunteer services, 136; nurses in, 136-7

volunteering, 172-88; challenges of,
185-7

volunteers, 7; donating blood, 223-4;
psychology of, 185-7

Voting Rights Act of 1964, 245
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Voting Rights Act of 1965, 243
voting-rights cases, 246

Wall Street Journal, 97

Walters, Leroy, 202

Ward 402 (Glasser), 154-5

“Way We Live Now, The"” (Sontag), 54

Weaver decision, 103

Webster ruling, 191, 207

White, Edmund, 18, 37

White, Ryan, 28

Whitehead, Mary Beth, 61-2

Whitman, Walt, 31

Whitmore, George, 31

Willis, David P., 1-14

Willowbrook, 88, 90, 112, 113

Wirth, Thomas, 57

“Witnesses: Against Our Vanishing”
(show), 35

Wojnarowicz, David, 35

Wolf, Zane Robinson, 122-3, 126-7

women, 12, 21, 27, 243; with AIDS, 65,
192, 194, 195, 206; black, 194, 201,
207, 208; of color, 38, 39; drug-ad-
dicted, 211; and family structure, 46;
Hispanic, 194, 201, 207, 208; por-
trayed on TV, 28-9; rejection of gay,
as blood donors, 232-3: at risk of
AIDS, 201-8

women's movement, 120~1; see also
feminism

“women’s work,” nursing as, 121, 142

work-place culture, see shop-floor culture

World Health Organization, Expert Com-
mittee on Human Genetics, 197

World Zionist Congress, 180

yellow fever, 18

Zane, Arnie, 32
zidovudine, 103
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