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Understanding the Health (are Needs 
of People living with HIV­
Recommendations for Strengthening 
the Programs that Serve Them 

March R997 by Jeffrey S. Crowley, M.P.H. and Michael D. Shriver 

The U.S. Centers for Disease 
Conlrol arod Prevention (CDC) has 

'.:." . 
iecanlm, anruDtmnced a dramaln: 
decline in liDS deaths. Advances in 

biomedical' research and improved prevention efforts have 
bro~~ht hope that our nation is making progress in fighting the 
HI\i,\epidemic. For the first time, medications and treatment 
strategies are available that have demonstrated an ability to 
restor~immune functioning weakened by the progression of 
HIV disease. Indeed, Time magazine has named Dr. David HO,a 
researcher credited with developing some of the new treatment 
regirri~ris,.as 1996's Man ofthe Year. 

While we celebrate the power of modern science, we must not 
allow current treatment advances to detract from finding a cure 
for AiDS. The HIV epidemic is not over. We are also reminded 
that· drugs and treatment are only beneficial to the extent that 
the people who need them have access to health care. 

Unfortunately, despite a significant federal commitment to 
providing HIV care, thousands of people living with HIV in 
this country do not have access to health care that could save 
or greatly improve their lives. 

The purpose of this briefing paper is to provide background 
information on the state of the HIV epidemic in the United 
States and to explain the various programs providing health 
care to people living with HIV. This document is not intended 
to be a comprehensive discussion of the full range of issues 
and possible policy changes relating to these very large and 
complex health care programs. Where issues are likely to 
receive serious consideration in the first session of the I05th 
Congress, however, key recommendations are made. 

The National Association ofPeople with AIDS (NAPWA), on 
behalfof people living with HIV throughout the nation, hopes 
that you will join with us to address numerous challenges and 
seek opportunities for improving access to health care for all 
in need. 

7he human immunodeficiency 
virus (HBV) is the virus that causes 
RUDS~ Infection with HIV leads to weakening ofthe immune 

system, making individuals progressively susceptible to 
illnesses and conditions (opportunistic infections) associated 
with a'declining immune system. Acquired immunodeficiency 
syn&ome (AIDS) is a specific group of diseases or conditions 
wh',ch are indicative of severe immunosuppression related to 

infection with HIV. A person with AIDS is someone in the 
advanced stages of HIV disease. 

Since the early I 980s, H IV has gone from an unknown disease 
to a global pandemic with major impl ications for the health and 
economies ofal! regions ofthe world. It is estimated that 21.8 
million people are living with HIV, of whom 830,000 are 
children. ' Approximately 42% ofadult casesofHlV worldwide 
are among women.2 In 1995,1.3 million peoplediedofAIDS­
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WHO TAKES CARE NAPWNs 
()F YOUTH IN 

MANAGED CARE? 

by James Colgrove and Robin Kirkpatrick 

·N·· ot fitting neatly into the separate worlds of adult 
.. ': medicine or pediatric care, adolescents and young 
'. . . adults can face difficulties in receiving health services. 

With the advent of managed care, youth face another potential 
barrier to getting care. 

Youth may not be suited to the caretlilly controlled procedures 
of managed care. As a population with unique developmental, 
'cognitive and psychosocial needs that are poorly understood by 
many primary care providers, youth tend to be inexperienced as 
consumers of medical services, and less skilled at advocating 
for their own health needs. The health risks they face, such as 
~.~;>:ually transmitted disease and unintended pregnancy, require 
·special considerations to ensure contidentiality. 

HIV positive youth face "double jeopardy" as a result of the 
limited choice of providers under mannged care, since many 
physicians are unfamiliar with caring for people with HIV in 
a'(ldition to lacking experience in adolescent development. Some 
youth at high risk for HIV require mental health and substance 
abuse treatment that may be limited under managed cnre plans. 

. We recognize that the possibilities of increased access, 
improved services and lower costs under mnnaged care are real. 
We also see a system, however, that is difficult to navigate, 
indifferent to the multi-dimensional needs of youth, and more 
focused on staying within cost control guidelines than providing 
comprehensive care. Managed care can take many forms, and the 
procedures are still evolving. 

Asignificant issue for youth in managed care is being able to 

understand how to "work the system" so that it meets their health 

~eeds. According to David Knopf, a clinical social worker with 


. the Teen Clinic at the University of California, San Francisco, 

"The presumption in managed care is that people overuse the 


Continued on Page 2 

Strategic Agenda: 
Living the V~sion 
Living the Mission 
by Mike Shriver 

I f there was one message that came through loud and 
clear from ollr experiences in 1996, it was (and remains) 
that we are all connected. People living with HIV, people 

at-risk for HIV, friends, loved ones, community members­
all of us are intimately linked, responsive to and ultimately 
accountable to ourselves, our peers and our constituents. 
The fine line between prevention and care, between research 
and housing, between civil rights and the entitlement 
programs is so thin as to be irrelevant. 

In 1996, NAPWA was bold enough to articulate its beliefin a 
cure. A belief in a cure, while not novel, is also not a single 
message, single pill, or simple program. We know that. And 
what made our belief so bold was that it became the very core 
ofour work, be this work of our Speaker's Bureau, our Hea Ith 
and Treatment advocacy,or even ollr work to defeat the 
Dornan Amendment. And in order for this belief to become 
the core of our work, it meant we had to make a decided and 
meaningful shift in how we became accountable and to 
whom we became accountable . 

NAPWA's belief in the cure is a beliefin the individual. We 
said it in 1996 and we continue to mean it: "To believe in a 
cure is to believe that everyone living with HIV disease 
deserves to live well, live long, and live. " 

1997 is now lipon us, and so is our need to articulate our 
vision plan that will lay the foundation from which all Ollr 
work comes. \997 is a year of promise and yearofthreats. In 
order for liS to make the potential of 1996 become real, we 

Continued on Page 3 

T his is the second of two special issues of The ;/clive 

Voice to focus attention on managed care. This issue 
explores access issues related to HIV positive youth, 

INSIDE: Special .Pull Out 
Administration and Hill Guide 

looks at the role of consumers in {nf1ucm:ing Medicaid 
contracts with managed care providers, and discusses 
how to choose a health plan. This work was made 
possible by 11 generous grant to NAI)WA from The 
George Gund Foundation. 
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FOR 

REFORM 
'fh!c Honorable .fohn H. Chafee 


.S.S'enator, Rhode Island 


'rjng the past two years, there has been considerable debate 
r th~ future of the Medicaid program. That debate wi II 

nti,l'llIe when the new Congress convenes in January of 1997. 
;issue will be whether the federal government will continue 
elltitlement to health care services for low-income families, 
~Iderly, and individuals with disabilities. I believe that it is 
ible to reform our nation's health care system for low-

e individuals without jeopardizing the guarantee of health 
coverage for our most vulnerable popUlations. 

, '.' hy has the Medicaid program come under increased fire? 

. ,':.'·il'st, states and the federal government have seen record 

" ,,' , in the program's costs. Second, the Republican 


of the House of Representatives and the Senate has 
in a push to allow states more flexibility in managing 

. I program s. 

"."','.. ,J"~' eased Cost --- [n recent years, the Medicaid program 
umed an increasing percentage of state and federal 

LJlI'L""C'''. rrom 1990 to 1995, the Medicaid program grew faster 
,,' any other segment of the federal budget. And although 
" :'cent projections show a slowing in the rate of growth, there is 

::::; 6:question that Congress must act to ensure that Medicaid 

ndillg, as well as other federal spending,is brought under 


ntr61. 


te Flexibility --- Originally, Medicaid was established to 
","",,·''"''''ide health care coverage to families that receive cash 

Continlled on Page g 
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,::"\is is the lirst uf'lwo special issues of '1he Active Voice to focus 
··.attention Oil managed care. This issue explores funuamental concepts 
:;'dflllilnaged care for people living with I-IIV and proviues a federal 

.. ;1I1c1 slate perspective on ongoing changes to our health care system. 
'::'j'hc Ilext issuc of The Active Voice wiliiouk at the impact oflllanagcd 
\are 011 financing. ali(I access issucs fix proteasc inhibitors anc! other 

','ncw therapclItics. This work \Vas made possible by a gencflJlIs 
:'.:gh,l',tto NAPW A {'rolll Thc Gcorge GUild .Foundatioll. 

AmDS DRUG 
ASSmSTANCE 
PROGRAM U\!I CR~S!S 
by Spencer Cox 

Recent breakthroughs in AIDS treatment are offering people 
with I-II V new hope for longer, healthier lives ---maybe even for 
the conversion of H[V infection to a chron ic manageable 
disease. However, unless the federal government finds new 
funding to pay for drug therapies, more than 100,000 people 
nationwide may not be able to take advantage of these life­
saving medical advances, not to mention well over 90% of 
people with HIV disease across the globe. 

Since the beginning of the AIDS epidemic, payment for medical 
treatment has always posed a special problem for people with 
HI V. Many people with I-II V are either already economically 
disadvantaged when their HIV status is diagnosed or become 
so as a result of their infection. Others steadily decline until 
they are unable to work and lose their private health insurance. 
According to Randy Pope, lhe State A I OS Director for 
Michigan, nearly seventy-five percent (75%) of people with H[V 
in Michigan rely on publicly funded health care to provide 
necessary medical care and treatments at some point during 
their illness. In New York State, more than halfofall people with 
I-IIV disease find themselves in this same situation. 

Traditionally, health care for wealthier patients was covered by 
private insurance companies, while health care for the poorest 
patients was covered by Medicaid. This has always left a 
substantial gap of people with J-IIV who are uninsured, and who 
are unable to afford private insurance. [n addition, as managed 
care comes to dom inate the private insurance market, many 
people are finding themselves without pharmaceutical coverage, 
or with inadequate coverage. Using federal funding from the 
Ryan White CARE Act, all fifty states have set up AIDS Drug 
Assistance Programs (ADAP) to cover AIDS drugs for people 
whowould not otherwise be able to atTord these life-sustaining 
and life-saving (and costly) pharmaceuticals. 

According to David Barr, the Director,ofTreatment Edllcation 
and Advocacy at New York's Clay Men's Health Crisis, "The 
therapies that are available now are more promising than 

COlllillllCd on Page 2 



NATIONAL ORGANIZATIONS RESPONDING TO AIDS (NORA) 
MEMBER ORGANIZATIONS . 

Academy for Educational Development 
Advocates for Youth . 
AFL-CIO 
AIDS Action Council 
AIDS Drug Assistance Program Working Group 
AIDS National Interfaith Network 
AIDS Network of the Tri-State Area 
AIDS Policy Center for Children, Youth and Families 
Alan Guttmacher Institute 
American Academy of Family Physicians 
American Academy of Pediatrics 
American Association for Marriage and Family Therapy 
AriIerican Association of Dental Schools 
American Association of Family and Consumer Sciences 
American Association on Mental Retardation 
American Bar Association 
American Civil Liberties Union 
American College Health Association 
American College of Physicians 
American Counseling Association 
American Dental Hygienists Association 
American Federation of State County and Municipal Employees 
American Federation of Teachers 
American Foundation for AIDS Research 
American Friends Service Committee 
American Health Care Association 
American Health Information Management Association 
American Hospital Association 
American Jewish Committee . 
American Lung Association 
American Medical Association 
American Medical Student Association 
American Nurses Association 
American Optmetric Association 
American Psychiatric Association 
American Psychological Association 
American Public Health Association 
American Red Cross 
American Social Health Association 
American Society of Internal Medicine 
Americans for Democratic Action 
ARC; AssoCiation for Retarded Citizens of the United States 
Association for the Care of Children's Health 
Association of Black Psychologists 
Association of Maternal and Child Health Programs 
Association of Nurses in AIDS Care 
Association of Reproductive Health Professionals 
Association of Schools of Public Health . 
Association of State and Territorial Health Officials 
Biotechnology Industry Association 
B,roadway Cares/Equity Fights AIDS 
Catholic Charities USA 
Catholic Health Association of the United States 
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NORA MEMBER 'ORGANIZATIONS, CONT. 

Center for Women Policy Studies 

Child Welfare League of America 

Children Affected by AIDS Foundation 

Children's Defense Fund· 

Children's Hospital AIDS Program 

Cities Advocating for Emergency Relief Coalition 

City of Chicago - Washington Office 

City of Dallas, Washington Office 

City of New York 

City of Philadelphia 

Coalition for the Homeless 

Committee for Children 

Committee of Ten Thousand 

Consortium of Social Science Associations 

Council of Chief State School Officers 

Council of Jewish Federations 

Department of Health and Human Services 

Design Industries Foundation for AIDS 

Disability Rights Education and Defense Fund 

Federation of Parents & Friends of Lesbians and Gays 

Federation of Protestant Welfare Agencies 

Funders Concerned About AIDS 

Gay and Lesbian Medical Association 

Global AIDS Action Network 

Hospice Association of America 

Human Rights Campaign 

Infectious Diseases Society of America 


. Institute for Family-Centered Care 
Intergovernmental Health Policy Project/George Washington University 
International Association of Fire Fighters 
Legal Action Center 
Legal Action CenterlNew York ' 
Log Cabin Club 
March of Dimes Birth Defects Foundation 

, Michigan Dept. of Health HN/AIDS Prev. & Intervention 
Mobilization Against AIDS 
Mo'thers' Voices 
National Advocacy Coalition on Youth and Sexual Orientation 
National AIDS Fund 

, National AIDS Policy Office 
National AIDS Treatment and Advocacy Program 
National Alliance for the Mentally III 
National Alliance of State & Territorial AIDS Directors 
National Alliance to End Homelessness 
National Assembly of State Arts Agencies 
National Association for Home Care 
National Association of Alcohol and Drug Abuse Counselors 
National Association of Children's Hospitals & Related Institutions 
National Association of Community Health Centers 
National Association of Counties 
National Association of County Health Officials 
National Association of Medical Equipment Suppliers 
National Association of Pediatric Nurse Associates and Practitioners 
National Association of People with AIDS 
National Association of Protection and Advocacy Systems 
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LEVEL 2 - 43 STORIES 

1. The New York Times, May 4, 1997, Sunday, Late Edition - Final, Section 1; 
Page 53; Column 1; Style Desk, 1762 words, BENEFITS 

2. South China Morning Post., May 4, 1997, Pg. 4, 440 words, First AIDS patient 
to enter hospice, By JANE MOIR 

3. The Tampa Tribune, May 4, 1997, Sunday, METRO EDITION, 1, 575 words, 
Still no cure, but hope for AIDS help, Charles T. Bowen 

4. THE JAKARTA POST, May 2, 1997, News; Pg. 3, 188 words, Awareness night on 
HIVjAIDS 

5. New Straits Times, May 2, 1997, National; Pg. 8, 266 words, Getting support 
to fight AIDS problem .on all fronts 

6. The Toronto Star, May 2, 1997, Friday, FINAL EDITION, NEWS; Pg. A15, 479 
words, AIDS activists hail pledge by Liberals 'Opportunistic' or not, it means $ 
200 million, BY PHINJO GOMBU TORONTO STAR 

7. South China Morning Post, May 1, 1997, Pg. 3, 720 words, Deaths from AIDS 
double in two years, JANE MOIR 

8. The Boston Herald, April 30, 1997 Wednesday, THIRD EDITION, NEWS;, Pg. 014, 
473 words, Lawmakers weigh pros and cons of several AIDS· bills, By MICHAEL 
LASALANDRA 

9. The Detroit News, April 30, 1997, Wednesday, OnDetroit; Pg. Pg. S5, 283 
words, Health Care City gets $6 million for HIV, AIDS patients; This is the 
first time Detroit has received a.grant for such a large amount, director says., 
By Rhonda Bates-Rudd j The Detroit News 

10. Los Angeles Times, April 30,' 1997, Wednesda,y, Orange County Edition, Page 
2, 481 words, COMMUNITY NEWS FOCUS; COUNTYWIDE; Getting AIDS Message Across, 
ENRIQUE LAVIN. 

11. Omaha World Herald, April 30, 1997 Wednesday, LINCOLN EDITION, . 1, 599 
words, Needle Sticks .Iowan Playing In Sand at Park, RAINBOW ROWELL, WORLD-HERALD 
STAFF WRITER 

12.· The Plain Dealer, April 30, 1997 Wednesday, FINAL j ALL, NATIONAL; Pg. 14A 
534 words, PROPOSED NATIONWIDE REPORTING OF AIDS TEST TRIGGERS DEBATE, By LISA 
M. KRIEGER; SAN FRANCISCO EXAMINER, SAN FRANCISCO 

13. Los Angeles Times, April 29, 1997, Tuesday, Home Edition, Page 1, 1114 
words, EVEN AS THE PRESIDENT PUSHES CITIZENS TO HELP OTHERS, ANGELENOS ARE 
ALREADY ANSWERING THE CALL. WHETHER THE NEED IS VISITING CHILDREN WITH AIDS, 
TEACHING ADULTS TO READ OR MAKING HOME REPAIRS, THESE VOLUNTEERS ARE ... ; 
HANDS ON, CLIFF ROTHMAN, Special to The Times 

14. The Toronto Sun, April 29, 1997, Tuesday, Final EDITION, IMAGINATION, Pg. 
3, 485 words, OK, WHAT AM I BID?; CELEBRITY AUCTION BENEFITS AIDS COMMITTEE, 
SYLVI CAPELACI 

15. The Gazette (Montreal), April 28, 1997, Monday, FINAL EDITION, LIVING; 
FAMILY DOCTOR; Pg. E8, 550 words, AIDS, tuberculosis often linked, ALLAN 
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BRUCKHEIM; THE GAZETTE 

16. The Gazette. (Montreal), April 28, 1997, Monday, FINAL EDITION, MONDAY 
BUSINESS; Pg. F3, 1267 words, The day everything changed: When Ron Farha learned 
he had AIDS, his sister's destiny was thrust upon her, PAUL DELEAN; THE GAZETTE 

17. THE HINDU, April 28, 1997, News; Pg. 25, Col. a, 1138 words, The 
HindU-Editorial: Roads or killing fields? 

lB. St. Louis Post-Dispatch, April 27, 1997, Sunday, EARLY FIVE STAR EDITION, 
NEWS, Pg. 09A, 94 words, SEEKING HELP 

19. St. Louis Post-Dispatch, April 27, 1997, Sunday, FIVE STAR LIFT EDITION, 
NEWS, Pg. 09A, B5B words, MCGEE SEDUCED 13-YEAR-OLD WITH SMILE, SKATING, 
Kristina Sauerwein; Of The Post-Dispatch Staff 

20. The Washington Post, April 27, 1997,' Sunday, Final Edition, OUTLOOK; Pg. 
COl, 2322 words, When You Want to Live, But Can't Afford It; Hit-and-Miss AIDS 
Care on the Margins, Amy Waldman 

21. New Straits Times, April 26, 1997, National; Pg. B, 199 words, Campaign on 
care of HIV/AIDS patients, Kuala Lumpur 

22. Newsday, April 26; 1997, Saturday, NASSAU AND SUFFOLK EDITION, Page A07, 
529 words, AIDS PIONEER AT STONY BROOK?, By Thomas Maier. STAFF WRITER. This 
story was supplemented with wire service reports. 

23. Sacramento Bee, April 26, 1997, METRO FINAL, MAIN NEWS; Pg. A3, 1134 words 
LAWMAKERS SEEK.U.S. AID FOR IMMIGRANTS, Mary Lynne Vellinga, Bee Capitol Bureau 

24. The Tampa Tribune, April 26, 1997, Saturday, FINAL EDITION, Pg. 14, 412 
words, Outreach needed after Tuskegee 

25. The Toronto Star, April 26, 1997, Saturday, FINAL EDITION, NEWS; Pg. A13, 
365 words, Liberals plan $ 200 million AIDS pledge, BY DAVID VIENNEAU TORONTO 
STAR, FREDERICTON 

26. The Toronto Star, April 26, 1997, Saturday, FINAL EDITION, NEWS; Pg. A13, 
365 words, ·Liberals plan $ 200 million AIDS pledge, BY DAVID VIENNEAU TORONTO 
STAR, FREDERICTON 

27. The Gazette (Montreal), April 25, 1997, Friday, FINAL EDITION, LIVING; 
THOMAS SCHNURMACHERj Pg. D14, 1001 words, McCord hangs press cartoonists: Well, 
their works, anyway, in show of caricatures by Gazette's Aislin, La Presse's 
Chapleau, THOMAS SCHNURMACHER; THE GAZETTE 

2B. LOS Angeles Times, April 25, 1997, Friday, Home Edition, Page 2, 516 words 
URBAN NOTEBOOK / REPORTS FROM THE METROPOLITAN FRONT; CITY SMART; The Buzz 
Over Magic's 'Miracle', BETTINA BOXALL, TIMES STAFF WRITER 

29. The Toronto Star, April 25, '1997, Friday, FINAL EDITION, NEWS; Pg. A2'4, 
202 words, Activists raise AIDS as election issue, BY LESLIE PAPP TORONTO STAR 

30. The Toronto Star, April 25, 1997, Friday, FINAL EDITION, NEWS; Pg. A2, B15 
words, Ottawa hurts AIDS' hidden victims, BY ELLIE TESHER TORONTO STAR 
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31. New Straits Times, April 24, 1997, National; Pg. 5, 474 words, Hospitals 
still biased against people with HIV/AIDS', Kuala Lumpur 

32. Los Angeles Times, April 22, i997, Tuesday, Ventura County Edition, Page 1 
943 words, YACHT RACERS CHALLENGE LIMITATIONS OF AIDS VICTIMS, NICK GREEN, 
SPECIAL TO THE TIMES 

33. Los Angeles Times, April 22, 1997, Tuesday, Home Edition, Page 1, 1587 
words, HE FINDS HOPE BY GIVING IT TO, OTHERS; BOOKS: TRADITIONAL MEDICINE LEFT 
DR. DANIEL.J. BAXTER UNFULFILLED. BUT HE HAS DISCOVERED HIS PLACE AT LAST IN THE 
WARDS THAT SERVE NEW YORK CITY'S INDIGENT AIDS POPULATION., DAVID L. ULIN, 
SPECIAL TO THE TIMES , NEW YORK 

34. Sacramento Bee, April 22, 1997, METRO FINAL, METROj Pg. B1, 1254 words, 
FAMILY OF EIGHT COULD USE A HAND, Diana Griego Erwin 

35. The Seattle Times, April 22, 1997, Tuesday, Final Edition, EDITORIAL;, Pg. 
B5, 744 words, A FOOLISH APPROACH TO AIDS FUNDING, TERRY STONE; SPECIAL TO THE 
TIMES 

36. The Washington Post, April 22" 1997, Tuesday, Final Edition, STYLE; Pg. 
DOS; STYLE PLUS, 1354 words, Kinship Families; Caring for Children Outside the 
Foster Care Arena, Juliet Bruce, Special to The washington Post 

37. The washington Post, April 22, 1997, Tuesday, Final Edition, SANDRA 
THURMAN, A SECTION; Pg. A17; THE FEDERAL PAGE', 1322 words, AIDS Pol icy Director 
Puts Stress on Science; Activists Give New Appointee High Marks, Susan Okie, 
Washington Post Staff Writer 

38. The New York Times, April 21, 1997, Monday, Late Edition - Final, Section 
A; Page 1; Column 6; Metropolitan Desk , 2346 words, Experiment Leaves Legacy 
Distrust Of New AIDS Drugs, By ~YNDA RICHARDSON 

39. Newsday, April 21, 1997, Monday, NASSAU AND SUFFOLK EDITION, Page A21, 
words, AIDS FUNDS MANAGER SOUGHT, By Roni Rabin. STAFF WRITER 

40. BANGKOK POST, April 20, 1997, News; Pg. OS, 1512 words, Care or AIDS 
victims: Angels of the slums 

41. THE ORANGE COUNTY REGISTER, April 20, 1997 Sunday, MORNING EDITION, Pg. 
E01, 2543 words, FRONT & CENTER; MILE?TONES: The 'Center Orange County celebrates 
its 25th year providing help to the gay and lesbian community. These are the 
stories of five people who have contributed to the Garden Grove center's work., 
THERESA WALKER, The Orange county Register 

42. Sun-Sentinel (Fort Lauderdale, FL), April 20, 1997, Sunday, SOUTH BROWARD 
EDITION, Pg. 3, 449 words, FREE FESTIVAL TODAY TO AID 3 ANIMAL CARE GROUPS AND 
HONOR WILDLIFE RESCUERS, JANET H. CHO; Staff Writer, PLANTATION 

43. The Toronto Star, April 20, 1997, Sunday, FINAL EDITION, NEWS; Pg. A1, 
2343 words, Missed clues - lost lives Too often fatal mistakes missed by MDs, 
police and children's aid end up on the cold metal autopsy table of pathologist 
Charles Smith CRY FOR THE CHILDREN, BY KEVIN DONOVAN AND MOIRA ,WELSH TORONTO 
STAR 
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