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Subject: Update on Medicaid Expansion in California

I just wanted to give you all a brief update on a meeting Fred Dillon 
(the Foundation's State Policy Director) and I attended yesterday with 
the California Department of Health Services (DHS) regarding Medicaid 
Expansion:

The meeting with DHS went very well. On our side were AIDS Healthcare 
Foundation, SFAF, AIDS Project Los Angeles, Project Inform, Jim Driscoll 
with Log Cabin Republicans and a couple of pharmaceutical reps. DHS 
Director Kim Belshe was there for the entire time, and was very engaged. 
Stan Rosenstein from Medi-Cal and Wayne Sauseda (and staff) from Office 
of AIDS were also there, as well as Jim Stratton (State Health Officer) 
and folks from the DHS legislative office.

In short, Kim agreed that the issue raised a number of important policy 
questions (ie. role of Medi-Cal in providing early care, definition of 
disability) as well as the obvious fiscal question of cost neutrality.
Without saying so directly, Kim indicated that the Governor would likely 
veto AIDS Healthcare Foundation's bill that is now pending (introduced 
by Dion Aroner and Carole Migden), which would require the State of 
California to seek a waiver. The basis for the veto would essentially 
be that, because these questions had not yet been answered, it was 
premature. In addition, she said that Wilson would not want to commit a 
future Administration to such action. A number of folks, including AHF's 
lobbyist, are suggesting that AHF consider dropping the bill to avoid a 
second veto message (Wilson vetoed a similar Polanco bill last year) and 
as a show of good faith since the meeting ended on what all of us agree 
was a good note of cooperation and collaboration.

Regardless of a veto, however, Kim stated that she could and would 
commit this adminitration to working with outside groups - including 
advocates, academics and foundations - to shape and complete some of the 
analysis that would answer the fiscal and policy questions she raised.
This leg work could then be used by the new administration should it 
decide to pursue a waiver with HCFA.

As follow-up, the newly formed ad hoc California Medicaid Coalition is 
going to put together a short 3-5 page issue brief, which we will share 
with the state and foundations and other interested entities. The 
follow-up point people are Wayne Sauseda and Ceasar Portillo. The 
expectation is that Wayne would coordinate closely with Medi-Cal folks.

One not so positive note was that, when Kim Belshe asked the Medi-Cal



reps what their communications with HCFA have been on this issue, the 
Medi-Cal staff reported that HCFA "has been open to the idea if the 
state can achieve cost neutrality, but HCFA is skeptical that cost 
neutrality can be achieved." I will be following up with my contacts at 
HHS and HCFA to see if we can get a more positive message out.



HIV/AIDS 1115 Waiver Project

Summary; If Texas were to secure approval for an 1115 Medicaid Waiver to cover persons with 
HIV/AIDS to 200% of poverty, there would an estimated 10,500 recipients in 1999. They would 
receive prescribed drug treatments and viral load testing, that in 1999 is projected to cost around 
$9,800 per person. However, over a five year period, significant Medicaid cost savings are 
projected — nearly $74,000. When compared with the likely drug cost and testing outlays over 
five years of about $53,000, the net savings per person would approach $21,000. Program 
expenditures for drug therapies and viral load testing 1999 - 2003 are estimated to be $578 
million, of which $218 million are local/state funds. The projected five year savings for all 
participants is $230 million.

Research Highlights:

• TDH reports indicate that there were 4,887 persons with AIDS in Texas in 1996. Nearly 
4,500 are estimated for 1997. This translates into about 24 persons per 100,000 population.

• No precise figures are available for people who have HIV but have yet to develop AIDS. 
Using projected seroprevalence rates for the U.S., one study projected that there were 
650,000 to 900,000 persons infected with HIV in 1992 — or 0.3% of U.S. residents.

• Using an overall seroprevalence rate applied to Te.xas population, nearly 57,000 are estimated 
tohaveHIVorHIV/AlDS.

• Assuming persons in the Texas Criminal Justice System are not eligible for the program, and 
a 70% participation rate, approximately 10,500 persons would be recipients in the proposed 
program. The participants include those not currently on Medicaid up to 200% of poverty. 
Based on an analysis of 1996-1997 merged data sets from the Current Population Survey, 
29.3% of the overall potential pool are estimated to be not on Medicaid and at or below 200% 
of poverty.

• Drug therapies would include antiretrovirals (such as AZT), protease inhibitors (such as 
Crixivan), or some combination. Recent treatment protocols that include combination 
therapies, combined w ith viral load testing have proven effective. Research projections 
indicate that 70% of participants would use a triple drug therapy. An example: Retrovir. 
Epivir, and Norvir. Four viral load tests and four CD4 tests are assumed per recipient per 
year.

• Persons receiving the treatments would delay onset of disabling conditions, not enter the rolls 
via the SSI program — and therefore not have Medicaid costs. Medicaid costs attributable to 
persons with HIV/AIDS are estimated to be over $16,000 in 1999, an amount growing to 
nearly $20,000 by 2003.

• Using a five year analysis, the program would not save money in the first 2 years of 
operation, but would hit break even during the third year, where by year-end there would be a 
positive savings. Over the five year period, nearly $21,000 is expected in savings per person. 
Note that non-Medicaid benefits, such as SSI outlays of approximately $6,000 per person per 
year, are not counted in the cost-benefit analysis.

Conclusion: Research indicates that implementation of an 1115 Waiver program in Texas 
Medicaid is a sound move.
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Background

Advent of potent triple ARV therapy

Formal treatment guidelines - ARVs recommended for very large group

Funding crisis in AIDS Drug Assistance Program (uninsured HIV+ 

individuals)

Many still have fmancial barriers to ARVs
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• Assess the health and federal fiscal effects of expanding Medicaid to 

cover HIV care for those lacking financial access to HIV medications

Health effects: New AIDS diagnoses
Deaths 

Years of Life

Fiscal effects: Medical care spending 

Income support for disabled 

Budget neutrality
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Methods
Spreadsheet model

- HIV disease stages, clinical progression
- Federal costs: Medicaid, Medicare, AIDS Drug

Assistance Program, SSDI/SSI
- 5 years, all of U.S.

Data inputs

- Clinical:
HIV natural history
Current use of ARVs
Clinical effects of ARV triple therapy

- Costs:
costs of medical care and ARV therapy 

enrollment in insurance, income programs
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Elfeibility:

- CD4 < 500 or elevated viral load
- inadequate or absent medication coverage
- income < $10,000 per year

Coverage:

> Limited: drugs and outpatient
- Full: drugs, outpatient, inpatient, etc.

assume 90% use ARV triple therapy
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Initial HIV/AIDS Disease Distribution
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Number Proportion 

aware of 

serostatus
Asymptomatic CD4 > 500 167,000 0.42
Asymptomatic CD4 < 500 167,000 0.45
Symptomatic 167,000 0.79

AroS (1993 definition) 150,000 0.92
AIDS (1987 definition) 100,000 1.00

Total 750,000 0.70
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Clinical effect of ARV triple therapy

Pre-AIDS to:

AIDS (6 viral load studies): 

Death (1 clinical study):

AIDS to:

60% reduction 

70% reduction

AIDS events (10 din. studies): 50% reduction 

Death (8 din. studies): 60% reduction
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Projected Number of Benefit Participants

No prior access to ARV triple therapy 

Access to triple therapy via subsidies

17,200

20,776
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Outcomes - Health
(over 5 years)

11,400 fewer new AIDS diagnoses 

4,200 fewer deaths 

9,600 more years of life
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Outcomes - Federal costs
(over 5 years)
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Limited benefit

- $110 million/year net cost
- Budget neutral: 11% reduction in Medicaid HIV drug prices

Still, $190 million net increase in HIV drug sales

Full benefit

- $160 miUion/year net cost
- Budget neutral: 17% reduction in Medicaid HIV drug prices

$290 million net decrease in HIV drug sales
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Sensitivity Analysis: Progression to AIDS 

& Clinical Efficacy of ARV-3
$200,000,000

$150,000,000

o $100,000,000

$50,000,000

(-$50,000,000)

ARV-3 Efficacy (Overall) 

ARV-3 Efficacy (HIV Sympt)

(-$100,000,000)

(-$150,000,000)
Progression to AIDS

+20%Budget
neutral

+10%
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New Medicaid benefit

• Substantial health benefits

• Limited benefit: budget neutrality feasible

• Multiple potential beneficiaries of policy

• Key part of increasing access to ARV therapy
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cover HIV care for those lacking financial access to HIV medications
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Spreadsheet model

- HIV disease stages, clinical progression
- Federal costs: Medicaid, Medicare, AIDS Drug

Assistance Program, SSDI/SSI
- 5 years, all of U.S.

Data inputs

- Clinical:
HIV natural history
Current use of ARVs
Clinical effects of ARV triple therapy

- Costs:
costs of medical care and ARV therapy 

enrollment in insurance, income programs
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Methods (cont’d)

New Medicaid benefit 

Eligibility:

- CD4 < 500 or elevated viral load
- inadequate or absent medication coverage
- income < $10,000 per year

Coverage:

- Limited: drugs and outpatient
- Full: drugs, outpatient, inpatient, etc.

assume 90% use ARV triple therapy
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Number Proportion 

aware of 

serostatus
Asymptomatic CD4 > 500 167,000 0.42
Asymptomatic CD4 < 500 167,000 0.45
Symptomatic 167,000 0.79

AIDS (1993 definition) 150,000 0.92
AIDS (1987 definition) 100,000 1.00

Total 750,000 0.70
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Clinical effect of ARV triple therapy

Pre-AIDS to:

AIDS (6 viral load studies): 

Death (1 cHnical study):
60% reduction 

70% reduction

AIDS to:

AIDS events (10 din. studies): 50% reduction 

Death (8 din. studies): 60% reduction
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Outcomes - Health
(over 5 years)

11,400 fewer new AIDS diagnoses 

4,200 fewer deaths 

9,600 more years of life
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Outcomes - Federal costs
(over 5 years)

Limited benefit

- $110 million/year net cost
- Budget neutral: 11% reduction in Medicaid HIV drug prices

Still, $190 million net increase in HIV drug sales

Full benefit

- $160 miUion/year net cost
- Budget neutral: 17% reduction in Medicaid HIV drug prices

$290 million net decrease in HIV drug sales
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Sensitivity Analysis: Progression to AIDS 

& Clinical Efficacy of ARV-3
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Substantial health benefits 
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Multiple potential beneficiaries of policy 
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Background

Advent of potent triple ARV therapy

Formal treatment guidelines - ARVs recommended for very large group

Funding crisis in AIDS Drug Assistance Program (uninsured HIV+ 

individuals)

Many still have financial barriers to ARVs
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Assess the health and federal fiscal effects of expanding Medicaid to 

cover HIV care for those lacking financial access to HIV medications

Health effects: New AIDS diagnoses
Deaths 

Years of life
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Income support for disabled 

Budget neutrality
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Methods
Spreadsheet model

- HIV disease stages, clinical progression
- Federal costs: Medicaid, Medicare, AIDS Drug

Assistance Program, SSDI/SSI
- 5 years, all of U.S.

• Data inputs

- Clinical:
HIV natural history
Current use of ARVs
Clinical effects of ARV triple therapy

- Costs:
costs of medical care and ARV therapy 

enrollment in insurance, income programs
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Methods (cont’d)

• New Medicaid benefit

Eligibility:

- CD4 < 500 or elevated viral load
- inadequate or absent medication coverage
- income < $10,000 per year

Coverage:

> Limited: drugs and outpatient
- Full: drugs, outpatient, inpatient, etc.

assume 90% use ARV triple therapy
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Asymptomatic CD4 > 500 167,000 0.42
Asymptomatic CD4 < 500 167,000 0.45
Symptomatic 167,000 0.79
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Total 750,000 0.70
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- $110 million/year net cost
- Budget neutral: 11% reduction in Medicaid HIV drug prices

Still, $190 million net increase in HIV drug sales

FuU benefit

- $160 million/year net cost
- Budget neutral: 17% reduction in Medicaid HIV drug prices

$290 million net decrease in HIV drug sales
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EXPANDING ELIGIBILITY 

FOR MEDICAID TO 

PERSONS WITH HIV DISEASE

More information about this project can be obtained by contacting 
Christine Lubinski, AIDS Action Council of Washington, D.C. at (202) 986-1300, or 

Robert Greenwald, AIDS Action Committee of Massachusetts, at (617) 450-1257.

The duplication and distribution of this report is supported in part by a generous grant from The 
George Gund Foundation, Cleveland, Ohio.



EXPANDING ELIGIBILITY FOR MEDICAID 

TO PERSONS WITH HIV DISEASE

Introduction

Recent research has shown that a long-held assumption about AIDS was wrong—there is no 
initial dormant phase of HIV infection. Instead, the virus attacks the body’s immune system from 
the outset. This improved understanding of how HIV functions, along with the advent of 
powerful new medications, has led to new recommendations for care and treatment. Specifically, 
experts now advise comprehensive care and treatment, often with combination drug therapy, 
from the earliest stages of HIV disease.

Despite the experts’ recommendations for early treatment and the existence of effective drugs, 
significant obstacles to accessing care and medications remain for low income people living with 
HIV. Existing programs cannot meet the need for comprehensive health care and preventive 
services. The current Medicaid requirements force most HIV positive individuals to wait until 
they develop full-blown AIDS to become eligible for coverage, a model which is inconsistent 
with clinical standards, inhumane, and costly.

Early Intervention Works, Saving Lives and Dollars

The new standard of care for people with HIV emphasizes early clinical intervention, calling for 
both primary care and combination drug therapy, including protease inhibitors, at earlier stages 
of infection. The National Institutes of Health (NIH) report that “...it has been suggested that the 
best opportunity to eradicate HIV infection is provided by the initiation of potent combination 
antiretroviral therapy during primary infection.”^ According to Dr. David Ho, director of the 
Aaron Diamond AIDS Research Center, mathematical models suggest that patients caught early 
enough and treated with combination drug therapies could be free of HIV in two to three years.^

While complete eradication of the HIV virus from the body has not yet been demonstrated, 
combination drug therapies have proven effective for many, driving viral loads (the amount 
of virus in the blood) below detectable levels, and maintaining or dramatically improving 
overall health. Combination therapies can slow the progression from HIV to AIDS, and can 
help prevent opportunistic infections (OIs). For example, researchers at NIH’s National Eye 
Institute recently discovered that a combination of protease inhibitors and other anti-HIV 
drugs can prevent or delay the progression of cytomegalovirus (CMV) retinitis, a common 
complication of AIDS which causes blindness without proper treatment.^ Some patients in

1997.
C. Carpenter, et. al., “Report of the NIH Panel to Define Principals of Therapy of HlV Infection,” June,

1997.
L. Altman, “With AIDS Advance, More Disappointment,” New York Times, January 19,

’ NIH News Release, “Combination Drug Therapy for AIDS Found to Control Blinding



the study were able to stop standard CMV retinitis treatment, which can be cumbersome, 
toxic, and extremely costly (between $50-100,000 per patient per year), without advancement 
of their disease/

Combination drug therapies including protease inhibitors are expensive, with costs ranging from 
$8,000 to $10,000 per year. But several studies have indicated that the dollars spent “up front” on 
these medications are offset by later savings on hospitalizations and other expensive care and 
treatment for AlDS-related illnesses. A study by Dr. Peter Ruane of the Tower Infectious Disease 
Medical Associates in Los Angeles found that each dollar spent on combination drug therapies 
resulted in at least two dollars of savings on overall treatment costs, which declined 23 percent.^ 
The same study reported a 57 percent drop in the average number of days patients spent in the 
hospital. Data from Saint Vincent’s Hospital in New York support the conclusions of the Tower 
study, showing a significant decrease in inpatient care, both in terms of the number of people 
hospitalized and the average length of stay.®

The findings of the protease inliibitor studies—that early intervention and treatment can prolong 
health and reduce the need for more expensive treatment later—are consistent with earlier studies 
on the cost-effectiveness and beneficial impact of preventive treatment. Researchers at Johns 
Hopkins Hospital compared the outcomes of patients who received prophylactic treatment for the 
opportunistie infection Pneumocystis carinii pneumonia (PCP) with those who did not receive 
such treatment. The patients not taking prophylaxis accounted for all of the deaths attributed to 
PCP, 85 percent of the hospital days, 100 percent of the Intensive Care Unit days, and 89 percent 
of the inpatient charges. The study concluded that those “who developed PCP despite 
prophylaxis had a better outcome and used fewer resources than patients not receiving preventive 
therapy.”’ Another study examining preventive treatment for PCP found that prophylaxis 
resulted in longer life and a savings of $16,503 for each patient, as compared with no 
prophylaxis.*

Comprehensive care and treatment which prevents or delays the progression from HIV infection 
to AIDS can both improve quality of life and save money. A survey of the costs of care for

Eye Infection,” May 20, 1997 (reporting study results published in the Journal of the American 
Medical Association, May 21, 1997).

*Id

® P. Ruane, “Dramatic Reductions in Use of Healthcare Services by Patients with HIV Result 
from Use of Combination Therapy with a Protease Inhibitor,” Tower Infectious Disease Medical 
Associates, Inc., January 23, 1997.

® R.Torres, “Impact of Potent New Antiretroviral Therapies on In-Patient and Out-Patient Hospital 
Utilization by HIV-Infected Persons,” Saint Vincent’s Hospital and Medical Center, January 23, 1997.

’ J. Gallant, et. al., “The Impact of Prophylaxis on Outcome and Resource Utilization in 
Pneumocystis carinii Pneumonia,” Chest, April 1995: 1018-1023.

* A. Castellano and M. Nettleman, “Cost and Benefit of Secondary Prophylaxis for Pneumocystis carinii 
Pneumonia,” Journal of the American Medical Association, August 14, 1991: 820-824.



Medicaid patients with HIV in Baltimore found that monthly costs for people with CD4+ T-cell 
counts under 50 (generally a sign of more advanced HIV disease) were more than twice those of 
people with more than 500 T-cells.’ Stated simply, providing care for those who are 
seriously ill costs more than caring for healthier people. Yet under the present Medicaid system, 
many living with HIV must wait for their T-cells to drop and their illness to worsen before they” 
can receive coverage and access care.

Gaps in Health Care Coverage Remain

The advances in overall health care and drug treatments have brought renewed health and 
unprecedented hope to many people living with HIV disease. For the first time in the 15 years of 
the AIDS epidemic, there has been a decrease in the numbers of Americans dying from AIDS. 
The U.S. Centers for Disease Control (CDC) reported a 13 percent decline in the number of 
AIDS deaths for the first six months of 1996, as compared to the same period in 1995, and 
attributed this decline to improved medical care, prophylaxis for OIs, and the use of combination 
therapies.

In the same report, however, the CDC noted that AIDS continues to be the leading cause of death 
of Americans aged 25 to 44, and that the “increased prevalence of AIDS [in the U.S.] indicates 
the need for medical and other services for persons with HIV infection.” While the new 
medications make obtaining care more important than ever, challenges in expanding access to 
primary care and treatment remain.

Medicaid provides access to health care coverage for low income, uninsured, disabled people. 
Individuals who are HIV positive but have not been diagnosed with AIDS, however, are often 
not eligible for Medicaid, because they do not meet the program’s disability standards or other 
categorical eligibility requirements. To qualify for Medicaid, people must meet income 
requirements and the disability criteria of the federal Supplemental Security Income (SSI) 
program. The Social Security Administration uses the CDC’s definition of AIDS, along with 
evidence of functional impairments, as proof of disability." Despite the fact that early clinical 
intervention—including primary care, preventive services, and medication therapies—has 
been shown to improve health and delay the onset of expensive opportunistic infections, 
most HIV positive individuals must wait until they “get sicker” and develop AIDS before 
they can receive Medicaid.

* R. Moore and R. Chaisson, “Costs to Medicaid of Advancing Immunosuppression in an 
Urban HIV-Infected Patient Population in Maryland,” Journal of Acquired Immune Deficiency 
Syndromes and Human Retrovirology, 1997, 14:223-231.

Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 
1997, 46: 165-173. For the first nine months of 1996, AIDS deaths declined even more 
dramatically, by 19 percent over the same period in 1995.

" The CDC definition of AIDS for surveillance purposes is: documented CD4+ T- 
lymphocyte counts <200 per microliter or percent of total lymphocytes <14 percent or a variety of 
opportunistic infections.



This is particularly devastating because the populations in which HIV infection is increasing are 
the ones likely to enroll in Medicaid once their HIV infection becomes full-blown AIDS. The 
epidemic is growing fastest among groups which have traditionally been socioeconomically 
disenfranchised, including racial and ethnic minorities, injection drug users, and women. In 
1996, for the first time, blacks accounted for more AIDS cases than whites (41 percent versus 
38 percent).'^ Women represented 20 percent of new AIDS cases in 1996, up from seven percent 
in 1985. While overall AIDS deaths declined 19 percent in the first nine months of 1996, deaths 
among blacks decreased 10 percent and deaths among women, only seven percent.'^

These populations are also the groups less likely to have health insurance and access to 
treatments, and more likely to face barriers in obtaining health care, according to a survey by the 
Agency for Health Care Policy and Research.''* People who are uninsured or underinsured not 
only lack access to expensive combination therapies, but also to basic primary care and 
preventive services.

Additionally, current Medicaid requirements undermine public health efforts by preventing many 
people with HIV from receiving care earlier in their disease. Under the present system, we are 
often not reaching these people to teach and reinforce behavior changes which can prevent HIV 
transmission. Even if people are able to obtain the new combination therapies, they may lack 
access to the primary care and medical case management needed to ensure that the prescribed 
treatment regimen is appropriate and effective, and to support them in following complex 
treatment plans. If patients do not strictly comply with their combination therapy regimens, they 
are likely to develop drug-resistant strains of HIV. The existence of such drug-resistant HIV 
mutations may further complicate public health efforts to combat AIDS.

Despite the existence of federal AIDS programs, such as the AIDS Drug Assistance Programs 
(ADAPs) and the other components of the Ryan White CARE Act, Medicaid serves as the 
foundation of AIDS care through its provision of both comprehensive health care and drug 
therapies. ADAPs provide limited prescription drug coverage for some uninsured and 
underinsured people with HIV and AIDS. But these programs cannot (and are not designed to) 
meet the need for comprehensive primary care and diagnostic services. In spite of their limited 
mission—to provide access to a limited formulary of proven AIDS medications—ADAPs face 
severe financial pressure in many states, and often cannot meet the growing demand for new 
combination therapies. In some states, ADAPs do not even cover protease inhibitors, and many 
offer a very limited formulary of antiretroviral and 01 drugs. In other states, there are lotteries, 
long waiting lists, and increasingly restrictive eligibility criteria for ADAP participation.

While other Ryan White CARE Act programs pay for some primary care and drug

Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 1997, 46: 165-173.

B. Seitz, “AIDS Sufferers Living Longer,” ABC News.com, July 15, 1997.

P. Mohr, Patterns of Health Care Use Among HIV-Infected Adults: Preliminary 
Results,” AIDS Cost and Services Utilization Survey, Agency for Health Care Policy and 
Research, September 1994: 3.



reimbursement, they are not intended to provide widespread comprehensive health care. Ryan 
White funding is used for a range of care and services, including food, transportation, and case 
management for people living with AIDS. Additionally, many ADAPs and Ryan White-funded 
primary care programs have eligibility criteria which exclude people in the earlier stages of HIV 
disease. These programs lack the financial resources to broaden their eligibility criteria to cover 
such individuals.

The Medicaid eligibility framework—requiring total disability to qualify for coverage— is at 
odds with current clinical and public health knowledge. Many low income HIV positive 
individuals with relatively intact immune systems are not presently eligible for Medicaid, but 
will eventually qualify for Medicaid after developing AIDS. Unable to afford adequate treatment 
early in their HIV disease, they cannot obtain the health care services necessary to manage the 
disease, and will be more ill when they do enroll in Medicaid. Ironically, earlier access to these 
medical services and treatments would enable them to preserve their health, learn how to prevent 
transmission of HIV to others, and avoid more costly care such as inpatient hospitalization. For 
humane, financial, and public health reasons, it is time to make Medicaid’s eligibility 
requirements consistent with the clinical realities of HIV disease.

A COLLABORATIVE RESPONSE

In response to the contradictions between current Medicaid disability criteria and AIDS clinical 
evidence and care standards, which call for early treatment of HIV disease, representatives from 
the AIDS Action Council, community-based AIDS service organizations, the Health Care 
Financing Administration (HCFA) and the Office of Management and Budget (0MB) have 
begun to work collaboratively to address these issues. Response from the administration has been 
unequivocally supportive, culminating in an endorsement from Vice President Al Gore, who has 
asked HCFA to find ways in which to expand Medicaid and allow more low-income Americans 
with HIV to access care and therapies. Gore is quoted as saying “[Medicaid expansion] can ease 
suffering, it can increase hope, and it can get new drug therapies into the hands of people who 
need them.” As a result of these collaborations, we are all working together under HCFA’s 
leadership to develop a plan for expanding eligibility to Medicaid for persons who are HIV 
positive.

An AIDS-Specific Expansion

As participants in these discussions, we have recognized several reasons for an AIDS-specific 
expansion of Medicaid. We believe that it serves the interests of public health, scientific 
knowledge, and fairness to broaden Medicaid coverage to include people with HIV.

Public health: With earlier health care and treatment, as mentioned above, people living with 
HIV are more likely to avoid behaviors which can spread the virus, and are more likely to adhere 
to complex treatment plans, which can both prolong health and prevent development of drug- 
resistant strains of HIV. Earlier access to care can also serve as an incentive for people to learn 
their serostatus for the first time, and then take steps to avoid either contracting or transmitting 
HIV.



Scientific knowledge-. Protease inhibitors and other new medications received rapid FDA 
approval, have not yet been in long-term use, and have been researched mainly by studying 
people in more advanced stages of HIV disease. There are many remaining questions about the 
benefits, risks, and best way to use combination therapies in people who are HIV positive, but do 
not have AIDS. A Medicaid expansion demonstration project which brings people with HIV into 
care provides the opportunity to gather data and conduct research studies designed to answer 
these questions.

Fairness: The current Medicaid system requires most low-income people with HIV to develop 
AIDS in order to gain access to health care and new combination therapies. This is in conflict 
with principles and guidelines recently released by the Department of Health and Human 
Services and the NIH, which call for earlier intervention with combination drug therapies as the 
standard of care for the treatment of HIV in most cases. The government should ensure that this 
standard of care, endorsed by its own agencies, is accessible to those who have no other way to 
obtain it. Our federal government has always recognized the importance of ensuring access to 
treatment for other communicable diseases, such as sexually transmitted diseases and 
tuberculosis—it is unfair and inhumane to deny such treatment to people with HIV.

Proposal Design

The objective of this program is to expand Medicaid eligibility to low-income individuals who 
have tested positive for the presence of HIV and who would otherwise be eligible for Medicaid 
once their health status met an AIDS-defming diagnosis. States participating in this initiative will 
demonstrate that the provision of earlier access to care and treatment will extend the period of 
time that a person who is HIV positive remains asymptomatic, defer the onset of opportunistic 
infection, and delay hospitalization, all of which will result in significant cost savings and life- 
enhancing benefits. The following section describes what we believe are the core components of 
this initiative.

Eligibility

Any and all individuals who meet the following criteria will be eligible under this program:

• test positive for the presence of HIV; and
• have income at or below 200 percent of the federal poverty level.

State demonstrations will coordinate resources with other private, state, and federal programs. 
Individuals with private insurance can apply for and become eligible for Medicaid as a “wrap­
around benefit” thereby maximizing private insurance participation. State proposals will specify 
the state specific eligibility guidelines and coordination of other state and federal programs.

Covered Benefits



Ideally, states will provide the full benefit package (i.e., mandatory and optional Medicaid 
services) to individuals eligible through this program. In any case, benefit packages must be 
flexible to accommodate new treatment advances and changes in standards of care that become 
available during the course of the demonstration. Through this project, states, at a minimum, 
must provide:

primary care, 
prescription drugs, 
diagnostic and laboratory services, 
mental health services, and 
substance abuse treatment services.

Options to Participate in the Demonstration Projects

Section 1115 of the Social Security Act allows the Secretary of Health and Human Services to 
grant waivers from the usual federal Medicaid requirements'^ to states which want to create 
demonstration projects to test new approaches to Medicaid. These demonstration projects must 
be designed to promote the objectives of Medicaid,'^ and must include a research and evaluation 
component. Generally, demonstration projects created under a Section 1115 waiver are supposed 
to be “budget neutral” over the life of the project, meaning that costs under the demonstration 
project do not exceed what costs would have been without the waiver in place. Section 1115 also 
authorizes matching federal funds for certain expenditures.

This initiative will be designed to provide states with the maximum flexibility possible in 
participating in a Medicaid expansion demonstration project. The project does not necessarily 
need to meet the traditional definition of “budget neutrality,” since there can be federal and/or 
state subsidies. Also, budget neutrality should be measured within a time frame which is 
appropriate for assessing the clinical impact and cost-effectiveness of the new combination 
therapies (e.g., over a period of five to ten years).

Options for participation include the creation of a free-standing demonstration program or new or 
amended 1115 waivers. New 1115 waivers could provide the vehicle to expand Medicaid 
eligibility and/or allow a Medicaid buy-in option for those individuals otherwise ineligible for 
coverage. Amending an approved or pending 1115 waiver could also be used to expand 
eligibility. In addition, states could increase the income standards for their Medicaid buy-in 
programs, allowing more persons who are HIV positive to qualify. For example, states could set 
the income standard at 200 percent of the federal poverty level or they could use a graduated 
system to make more individuals eligible.

As defined in Section 1902 of the Social Security Act, and other provisions 
incorporated through Section 1902.

“ As set out in Title XIX of the Social Security Act.



Next Steps

Over the next several months, the AIDS Action Council will work with HCFA to develop and 
refine a solicitation process for states to successfully participate in the HIV Expanded Eligibility 
Demonstration Initiative. It is important for community-based AIDS service organizations to 
urge their state governors and Medicaid directors to advocate for this initiative with HHS and 
HCFA. While we expect that this initiative will offer states tremendous opportunities to provide 
cost-effective access and coverage to its most vulnerable populations, we also recognize the 
range of development and design issues that need to be resolved. Over the next several months, 
the AIDS Action Council will work with states and HCFA to complete the following tasks:

• Continue to work with HCFA to design a program that includes adequate incentives 
for state participation in this initiative.

• Build consensus among federal and state leadership, elected officials, and government 
staff, including representatives from Medicaid programs. Departments of Health, and 
Departments of HIV Services.

• Work with HCFA to develop a process that allows states to efficiently design and 
implement a vehicle for eligibility expansion that responds to the unique environment 
and situations of each state (waiver amendment or new waiver submission).

• Design a process to solicit input from consumers, AIDS service organizations, 
primary care and other health care providers, and health care agencies regarding 
program design and program effectiveness, on an ongoing basis.

Work with HCFA to develop a methodology that allows states maximum flexibility in 
measuring cost effectiveness. The goal will be to have HCFA resolve methodology 
issues related to baseline measurements, the measurement of savings in other 
government programs, and evaluation time frames.

Work with HCFA to identify and develop data bases that provide the information 
needed to estimate current expenditures and projected costs for the purposes of 
assessment and future planning. Necessary data includes the number of newly eligible 
individuals by state and service area (persons who are HIV positive with incomes 
below state defined eligibility criteria), utilization of services, and cost.
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Introduction

Recent research has shown that a long-held assumption about AIDS was wrong—there is no 
initial dormant phase of HIV infection. Instead, the virus attacks the body’s immune system from 
the outset. This improved understanding of how HIV functions, along with the advent of 
powerful new medications, has led to new recommendations for care and treatment. Specifically, 
experts now advise comprehensive care and treatment, often with combination drug therapy, 
from the earliest stages of HIV disease.

Despite the experts’ recommendations for early treatment and the existence of effective drugs, 
significant obstacles to accessing care and medications remain for low income people living with 
HIV. Existing programs cannot meet the need for comprehensive health care and preventive 
services. The current Medicaid requirements force most HIV positive individuals to wait until 
they develop full-blown AIDS to become eligible for coverage, a model which is inconsistent 
with clinical standards, inhumane, and costly.

Early Intervention Works, Saving Lives and Dollars

The new standard of care for people with HIV emphasizes early clinical intervention, calling for 
both primary care and combination drug therapy, including protease inhibitors, at earlier stages 
of infection. The National Institutes of Health (NIH) report that “...it has been suggested that the 
best opportunity to eradicate HIV infection is provided by the initiation of potent combination 
antiretroviral therapy during primary infection.”' According to Dr. David Ho, director of the 
Aaron Diamond AIDS Research Center, mathematical models suggest that patients caught early 
enough and treated with combination drug therapies could be free of HIV in two to three years.-

While complete eradication of the HIV virus from the body has not yet been demonstrated, 
combination drug therapies have proven effective for many, driving viral loads (the amount of virus 
in the blood) below detectable levels, and maintaining or dramatically improving overall health. 
Combination therapies can slow the progression from HIV to AIDS, and can help prevent 
opportunistic infections (OIs). For example, researchers at NIH’s National Eye Institute recently 
discovered that a combination of protease inhibitors and other anti-HIV drugs can prevent or delay 
the progression of cytomegalovirus (CMV) retinitis, a common complication of AIDS which causes

' C. Carpenter, et. al., “Report of the NIH Panel to Define Principals of Therapy of HIV Infection,’' 
June, 1997.

' L. Altman, “With AIDS Advance, More Disappointment,” New York Times, January 19, 1997.



■\ •blindness without proper treatment.^ Some patients in the study were able to stop standard CMV 
retinitis treatment, which can be cumbersome, toxic, and extremely costly (between $50-100,000 per 
patient per year), without advancement of their disease.

Combination drug therapies including protease inhibitors are expensive, with costs ranging from 
$8,000 to $10,000. But several studies have indicated that the dollars spent “up front” on these 
medications are offset by later savings on hospitalizations and other expensive care and treatment for 
AIDS-related illnesses. A study by Dr. Peter Ruane of the Tower Infectious Disease Medical 
Associates in Los Angeles found that each dollar spent on combination drug therapies resulted in at 
least two dollars of savings on overall treatment costs, which declined 23 percent.^ The same study 
reported a 57 percent drop in the average number of days patients spent in the hospital. Data from 
Saint Vincent’s Hospital in New York support the conclusions of the Tower study, showing a 
significant decrease in inpatient care, both in terms of the number of people hospitalized and the 
average length of stay.^

The findings of the protease inhibitor studies—that early intervention and treatment can prolong 
health and reduce the need for more expensive treatment later—are consistent with earlier studies on 
the cost-effectiveness and beneficial impact of preventive treatment. Researchers at Johns Hopkins 
Hospital compared the outcomes of patients who received prophylactic treatment for the 
opportunistic infection Pneumocystis carinii pneumonia (PCP) with those who did not receive such 
treatment. The patients not taking prophylaxis accounted for all of the deaths attributed to PCP, 85 
percent of the hospital days, 100 percent of the Intensive Care Unit days, and 89 percent of the 
inpatient charges. The study concluded that those “who developed PCP despite prophylaxis had a 
better outcome and used fewer resources than patients not receiving preventive therapy.”’^ Another 
study examining preventive treatment for PCP found that prophylaxis resulted in longer life and a 
savings of $16,503 for each patient, as compared with no prophylaxis.*

* NIH News Release, “Combination Drug Therapy for AIDS Found to Control Blinding Eye Infection,” 
May 20, 1997 (reporting study results published in the Journal of the American Medical Association, May 21, 
1997).

^ P. Ruane, “Dramatic Reductions in Use of Healthcare Services by Patients with HIV Result from Use of 
Combination Therapy with a Protease Inhibitor,” Tower Infectious Disease Medical Associates, Inc., January 23, 
1997.

^ R. Torres, “Impact of Potent New Antiretroviral Therapies on In-Patient and Out-Patient Hospital 
Utilization by HIV-Infected Persons,” Saint Vincent’s Hospital and Medical Center, January 23, 1997.

’ J. Gallant, et. al., “The Impact of Prophylaxis on Outcome and Resource Utilization in Pneumocystis 
car/m; Pneumonia,” April 1995: 1018-1023.

* A. Castellano and M. Nettleman, “Cost and Benefit of Secondary Prophylaxis for Pneumocystis carinii 
Pnenmomdi," Journal of the American Medical Association, August 14, 1991: 820-824.



Comprehensive care and treatment which prevents or delays the progression from HIV infection 
to AIDS can both improve quality of life and save money. A survey of the costs of care for 
Medicaid patients with HIV in Baltimore found that monthly costs for people with CD4+ T-cell 
counts under 50 (generally a sign of more advanced HIV disease) were more than twice those of 
people with more than 500 T-cells.’ As noted above, spending money in the early stages of HIV 
disease for treatment with combination drug therapies can reduce more expensive interventions 
later. Yet under the present Medicaid system, many living with HIV must wait for their T-cells to 
drop and their illness to worsen before they can receive coverage and access care.

Gaps in Health Care Coverage Remain

The advances in overall health care and drug treatments have brought renewed health and 
unprecedented hope to many people living with HIV disease. For the first time in the 15 years of 
the AIDS epidemic, there has been a decrease in the numbers of Americans dying from AIDS. 
The U.S. Centers for Disease Control (CDC) reported a 13 percent decline in the number of 
AIDS deaths for the first six months of 1996, as compared to the same period in 1995, and 
attributed this decline to improved medical care, prophylaxis for OIs, and the use of combination 
therapies.'®

In the same report, however, the CDC noted that AIDS continues to be the leading cause of death 
of Americans aged 25 to 44, and that the “increased prevalence of AIDS [in the U.S.] indicates 
the need for medical and other services for persons with HIV infection.” While the new 
medications make obtaining care more important than ever, challenges in expanding access to 
primary care and treatment remain.

Medicaid provides access to health care coverage for low income, uninsured, disabled people. 
Individuals who are HIV positive but have not been diagnosed with AIDS, however, are often 
not eligible for Medicaid, because they do not meet the program’s disability standards or other 
categorical eligibility requirements. To qualify for Medicaid, people must meet income 
requirements and the disability criteria of the federal Supplemental Security Income (SSI) 
program. The Social Security Administration uses the CDC’s definition of AIDS, along with 
evidence of functional impairments, as proof of disability." Despite the fact that early clinical 
intervention—including primary care, preventive services, and medication therapies—has

® R. Moore and R. Chaisson, “Costs to Medicaid of Advancing Immunosuppression in an Urban HIV- 
Infected Patient Population in Maryland,” Journal of Acquired Immune Deficiency Syndromes and Human 
Retrovirology, 1997, 14:223-231.

Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 1997, 46: 165-173.

' ‘ The CDC definition of AIDS for surveillance purposes is: documented CD4+ T-lymphocyte counts 
<200 per microliter or percent of total lymphocytes <14 percent or a variety of opportunistic infections.



been shown to improve healthJand delay the onset of expensive opportunistic infections, 
most HIV positive individuals must wait until they “get sicker” and develop AIDS before 
they can receive Medicaid.

This is particularly devastating because the populations in which HIV infection is increasing are 
the ones likely to enroll in Medicaid once their HIV infection becomes full-blown AIDS. The 
epidemic is growing fastest among groups which have traditionally been socioeconomically 
disenfranchised, including racial and ethnic minorities, injection drug users, and women. In 
1996, for the first time, blacks accounted for more AIDS cases than whites (41 percent versus 38 
percent).Women represented 20 percent of new AIDS cases in 1996, up from seven percent in 
1985. While overall AIDS deaths declined 13 percent in the first half of 1996, deaths among 
women increased by three percent.'^

These populations are also the groups less likely to have health insurance and access to 
treatments, and more likely to face barriers in obtaining health care, according to a survey by the 
Agency for Health Care Policy and Research.''* People who are uninsured or underinsured not 
only lack access to expensive combination therapies, but also to basic primary care and 

. preventive services. Without insurance, people are more likely to wait until they have serious 
health problems before seeking care—problems which are then more expensive to treat. At this 
point, people would likely become eligible for Medicaid, but it is both inefficient and inhumane 
to require people to progress to an advanced stage of illness when we could offer access to 
effective and less costly care and treatment at an earlier time in the disease.

A Medicaid expansion also promotes public health, by giving uninsured and underinsured people 
with HIV an opportunity and an incentive to enter care earlier. Reaching people who would not 
otherwise have contact with health care systems provides the chance to teach and reinforce 
behavior changes which can prevent HIV transmission. [Reducing viral load through the use of 
combination drug therapies may also reduce infectiousness, although there is not yet conclusive 
scientific data on this issue.] The ongoing primary care and medical case management funded 
through Medicaid helps support patients in following complex treatment plans. If patients do not 
strictly comply with their combination therapy regimens, they are likely to develop drug-resistant 
strains of HIV. The existence of such drug-resistant HIV mutations may further complicate 
public health efforts to combat AIDS.

Despite the existence of federal AIDS programs, such as the AIDS Drug Assistance Programs 
(ADAPs) and the other components of the Ryan White CARE Act, Medicaid serves as the

Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 1997, 46: 165-173.

'“* P. Mohr, Patterns of Health Care Use Among HIV-Infected Adults: Preliminary Results,” AIDS Cost and 
Services Utilization Survey, Agency for Health Care Policy and Research, September 1994: 3.



foundation of AIDS care through its provision of both comprehensive health care and drug 
therapies. ADAPs provide limited prescription drug coverage for some uninsured and 
underinsured people with HIV and AIDS. But these programs cannot (and are not designed to) 
meet the need for comprehensive primary care and diagnostic services. In spite of their limited 
mission—to provide access to a limited formulary of proven AIDS medications—ADAPs face 
severe financial pressure in many states, and often cannot meet the growing demand for new 
combination therapies. In some states, ADAPs do not even cover protease inhibitors, and many 
offer a very limited formulary of antiretroviral and 01 drugs. In other states, there are lotteries, 
long waiting lists, and increasingly restrictive eligibility criteria for ADAP participation.

While other Ryan White CARE Act programs pay for some primary care and drug 
reimbursement, they are not intended to provide widespread comprehensive health care. Ryan 
White funding is used for a range of care and services, including food, transportation, and case 
management for people living with AIDS. Additionally, many ADAPs and Ryan White-funded 
primary care programs have eligibility criteria which exclude people in the earlier stages of HIV 
disease. These programs lack the financial resources to broaden their eligibility criteria to cover 
such individuals.

Even if a person with HIV were able to obtain medications through an ADAP or Ryan White 
program, without primary care and services like medical case management, it is impossible to 
monitor that person and assure that the prescribed treatment regimen is appropriate and effective. 
An expansion of Medicaid can provide such care and services.

Some may question whether it is appropriate to have a disease-specific expansion of Medicaid, 
even as a demonstration project. We believe that it serves the interests of public health, scientific 
knowledge, and fairness to broaden Medicaid coverage to include people with HIV.

Public health-. With earlier health care and treatment, as mentioned above, people living 
with HIV are more likely to avoid behaviors which can spread the virus, and are more 
likely to adhere to complex treatment plans, which can both prolong health and prevent 
development of drug-resistant strains of HIV.

Scientific knowledge-. Protease inhibitors and other new medications received rapid FDA 
approval, have not yet been in long-term use, and have been researched mainly by 
studying people in more advanced stages of HIV disease. There are many remaining 
questions about the benefits, risks, and best way to use combination therapies in people 
who are HIV positive, but do not have AIDS. A Medicaid expansion demonstration 
project which brings people with HIV into care provides the opportunity to gather data 
and conduct research studies designed to answer these questions.

Fairness-. The current Medicaid system requires most people with HIV to develop AIDS 
in order to gain access to health care and new combination therapies. This is unfair and 
inhumane, especially when the government provides treatment for other communicable
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diseases, such as sexually transmitted diseases and tuberculosis. Principles and guidelines 
recently released by the Department of Health and Human Services and the NIH call for 
earlier intervention with combination drug therapies as the standard of care for the 
treatment of HIV in most cases. The government should ensure that this standard of care, 
endorsed by its own agencies, is accessible to those who have no other way to obtain it.

The Medicaid eligibility framework—requiring total disability to qualify for coverage— is at 
odds with current clinical and public health knowledge. Many low income HIV positive 
individuals with relatively intact immune systems are not presently eligible for Medicaid, but 
will eventually qualify for Medicaid after developing AIDS. Unable to afford adequate treatment 
early in their HIV disease, they cannot obtain the range of health care services necessary to 
manage the disease, and will be more ill when they do enroll in Medicaid. Ironically, earlier 
access to these medical services and treatments would enable them to preserve their health, learn 
how to prevent transmission of HIV to others, and avoid more costly care such as inpatient 
hospitalization. For humane, financial, and public health reasons, it is time to make Medicaid’s 
eligibility requirements consistent with the clinical realities of HIV disease.

A COLLABORATIVE RESPONSE

In response to the contradictions between current Medicaid disability criteria and AIDS clinical 
evidence and care standards, which call for early treatment of HIV disease, representatives from 
the AIDS Action Council, community-based AIDS service organizations, the Health Care 
Financing Administration (HCFA) and the Office of Management and Budget (0MB) have 
begun to work collaboratively to address these issues. Response from the administration has been 
unequivocally supportive, culminating in endorsements from Vice President A1 Gore, who has 
asked HCFA to find ways in which to expand Medicaid and allow more low-income Americans 
with HIV to access care and therapies. Gore is quoted as saying “[Medicaid expansion] can ease 
suffering, it can increase hope, and it can get new drug therapies into the hands of people who 
need them.” As a result of these collaborations, we are all working together under HCFA’s 
leadership to develop a plan for expanding eligibility to Medicaid for persons who are HIV 
positive.

Proposal Design

The objective of this program is to expand Medicaid eligibility to low-income individuals who 
have tested positive for the presence of HIV and who would be otherwise eligible for Medicaid 
once their health status met an AIDS-defining diagnosis. States participating in this initiative will 
demonstrate that the provision of earlier access to care and treatment will extend the period of 
time that a person who is HIV positive remains asymptomatic, defer the onset of opportunistic 
infection, and delay hospitalization, all of which will result in significant cost savings and life- 
enhancing benefits. The following section describes what we believe are the core components of 
this initiative.



Eligibility ^ J-

Any and all individuals who meet the following criteria will be eligible under this program:

• test positive for the presence of HIV; and
• have income at or below 200 percent of the federal poverty level.

State demonstrations will coordinate resources with other private, state, and federal programs. 
Individuals with private insurance can apply for and become eligible for Medicaid as a “wrap 
around benefit” thereby maximizing private insurance participation. State proposals will specify 
the state specific eligibility guidelines and coordination of other state and federal programs.

Covered Benefits

Ideally, states will provide the full benefit package (i.e., mandatory and optional Medicaid 
services) to individuals eligible through this program. In any case, benefit packages must be 
flexible to accommodate new treatment advances and changes in standards of care that become 
available during the course of the demonstration. Through this project, states, at a minimum, 
must provide:

• primary care,
• prescription drugs,
• diagnostic and laboratory services,
• mental health services, and
• substance abuse treatment services.

Options to Participate in the Demonstration Projects

Section 1115 of the Social Security Act allows the Secretary of Health and Human Services to 
grant waivers from the usual federal Medicaid requirements'^ to states which want to create 
demonstration projects to test new approaches to Medicaid. These demonstration projects must 
be designed to promote the objectives of Medicaid,'* and must include a research and evaluation 
component. Generally, demonstration projects created under a Section 1115 waiver are supposed 
to be “budget neutral” over the life of the project, meaning that costs under the demonstration 
project do not exceed what costs would have been without the waiver in place. Section 1115 also 
authorizes matching federal funds for certain expenditures.

'* As defined in Section 1902 of the Social Security Act, and other provisions incorporated through Section
1902.

'* As set out in Title XIX of the Social Security Act.



This initiative will be designed iq provide states with the maximum flexibility possible in 
participating in a Medicaid expansion demonstration project. The project does not necessarily 
need to meet the traditional definition of “budget neutrality,” since there can be federal and/or 
state subsidies. Also, budget neutrality should be measured within a time frame which is 
appropriate for assessing the clinical impact and cost-effectiveness of the new combination 
therapies (e.g., over a period of five to ten years).

Options for participation include the creation of a free-standing demonstration program or new or 
amended 1115 waivers. New 1115 waivers could provide the vehicle to expand Medicaid 
eligibility and/or allow a Medicaid buy-in option for those individuals otherwise ineligible for 
coverage. Amending an approved or pending 1115 waiver could also be used to expand 
eligibility. In addition, states could increase the income standards for their Medicaid buy-in 
programs, allowing more persons who are HIV positive to qualify. For example, states could set 
the income standard at 200 percent of the federal poverty level or they could use a graduated 
system to make more individuals eligible.

Next Steps

Over the next several months, the AIDS Action Council will work with HCFA to develop and 
refine a solicitation process for states to successfully participate in the HIV Expanded Eligibility 
Demonstration Initiative. It is important for community-based AIDS service organizations to 
urge their state governors and Medicaid directors to advocate for this initiative with HHS and 
HCFA. While we expect that this initiative will offer states tremendous opportunities to provide 
cost-effective access and coverage to its most vulnerable populations, we also recognize the 
range of development and design issues that need to be resolved. Over the next several months, 
the AIDS Action Council will work with states and HCFA to complete the following tasks:

• Continue to work with HCFA to design a program that includes adequate incentives 
for state participation in this initiative.

• Build consensus among federal and state leadership, elected officials, and government 
staff, including representatives from Medicaid programs. Departments of Health, and 
Departments of HIV Services.

• Work with HCFA to develop a process that allows states to efficiently design and 
implement a vehicle for eligibility expansion that responds to the unique environment 
and situations of each state (waiver amendment or new waiver submission).

Design a process to solicit input from consumers, AIDS service organizations, 
primary care and other health care providers, and [health care ?] agencies regarding 
program design and program effectiveness, on an ongoing basis.



Work with HCFAstp develop a methodology that allows states maximum flexibility in 
measuring cost effectiveness. The goal will be to have HCFA resolve methodology 
issues related to baseline measurements, the measurement of savings in other 
government programs, and evaluation time frames.

Work with HCFA to identify and develop data bases that provide the information 
needed to estimate current expenditures and projected costs for the purposes of 
assessment and future planning. Necessary data includes the number of newly eligible 
individuals by state and service area (persons who are HIV positive with incomes 
below state defined eligibility criteria), utilization of services, and cost.
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Congress^ of tjje ®nitEb Stated 

of ^geptetfentatibeK 

aatfbtngton. W 20515
December 11,1997

The Honorable Donna Shalala 
Secretary
U.S. Department of Health and Human Services 
200 Independence Ave., S.W.
Washington. DC 20201

Dear Madame Secretary:

It is our understanding that the Health Care Financing Administration (HCFA) has discontinued 
efforts to expand Medicaid to provide a limited drug benefit to low-income persons who are 
mV-infected and do not otherwise qualify for Medicaid coverage. As advocates of establishing 
such a Medicaid expansion, we strongly urge you to reconsider this issue and provide this limited 
benefit in the President’s fiscal year 1999 budget request.

As you know, die new HIV/AIDS treatment guidelines issued by your Department make clear 
that early treatment with newly developed drugs is effective in helping to save lives. Wc have 
strongly supported and fought for increased funding in the AIDS Drug Assistance Program, but, 
unfortunately, even with those increases far too many people will still not receive appropriate 
treatment. In addition, wc remain concerned that further increases of the magnitude necessary in 
this discretionary program may be extremely difficult to achieve. It is essential, therefore, that 
we pursue all avenues, including expanding Medicaid, to ensure that every person living with 
HIV has access to the recommended early treatment. Failure to do so is simply unacceptable. 
There arc too many lives at stake.

Wc understand the concerns that officials at HCFA apparently have raised regarding the cost of 
providing this new Medicaid benefit. We respectfully suggest, however, that in the contort of 
the overall budget, such a Medicaid expansion in fact would save money because oq>en$ive 
hospitalization and other treatments would be reduced and people would be prevented fiom 
becoming disabled and moving into the SSI program. Therefore, in keeping with the leadership 
you have provided in the past, we request that an HTV drug treatment Medicaid expansion be 
included within the Administration’s budget request for fiscal year 1999 and look forward to 

working with you on this matter.

Sincerely,

(UuA/y
Nancy Pel&si Richard A. Gephardt
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Medicaid Waivers
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Federal law under Title XIX of the Social Security Act requires that Medicaid 
recipients be permitted to choose the provider of their health care semuces — the hospitah 
clinic, or physician — as long as that provider is willing to provide services at the prevailing 
Medicaid rate. This ‘‘free choice of provider’’ provision is the legal impediment to state 
Medicaid authorities' requiring Medicaid recipients to enroll m managed care plans. Such 
plans, of course, reduce costs primarily by restricting patients’ choice of providers. There 
are mechanisms under Title XIX by which Medicaid authorities cam legally restrict 
patients choice of providers. These are called “waivers." and are laraelv of two 
1915ib'i ana 1115, named after their resoective statutor.- sections in Title XIX.

.'oes:

States are allowed to submit waiver applications to the federal Medicaid author.tv
— the Health Care Financing Admiinistration ; HCFA: — to waive some of the provisions
— including the free choice of providers — that govern the federal Medicaid program. 
Section 1915(bi and 1115 waivers allow states to alter the traditional deliver'.' aitd 
financing mechanisms of Medicaid and other ser/ices to eligible pooulations. Section 
1915i'o; and 1115 waivers are difierent from each other mainly m terms of scope and 
affected population:

• Section 1915(b) waivers generally are defined for certain existing 
eligible populations, such as mentailv ill or women and children on 
APDC.

• Section 1115 waivers can extend Medicaid coverage to broader 
categories of individuals, including many of the uninsured.

• Section 1915(b) waivers are not required to be statewide in scope 
— the waiver can affect some parts of the state and not others.

• Section 1115 waivers must be statewide in scope.

• Section 1115 waivers can waive any Medicaid rule or regulation, 
while section 1915(b) waivers are only available to waive Medicaid 
requirements related to freedom of choice, comparability, and 
statewideness.

In many cases, the waivers allow for the e.xpansion of eligibility criteria to include 
currently uninsured populations. Proponents ofboth the section 1915'.,b) and 1115 waivers 
suggest that they afford states the opportunity to expand coverage and maintain basic 
levels of quality and standards. Opponents argue that they can be used to rescric: 
beneficiary choice, reward underutilization, and hurt quality of care.
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Medicaid Reform; Managed Care & AIDS

I. Section 1915(b) Waivers
care olan'^hv to enroll Medicaid beneficiaries m managed

" ■ , * “ benehcianes right to choose cheir own providers and limit-ino-
r comparability of services requirements. The 1915(b) waivers limit rhf
(PCCM^provider usually through primarv care case manacrement 
PCCMj or managed care. Traditional staff model managed care plans contain m r 

t.mougn controlling access to providers within a defined network. UndL PCCM pro^am "

^0 authonze and monitor the dispersal of benefits and ser/ices avmikble
ep an. r91oi b) waivers also authonze states to orovide home and community

based services ^ the elderly, disabled children, people with HITVAIDS. the me™
^ peop e with mental retardation/developmental aisabiiines L’-'de'- se-nion i‘^i''5ib'

ss=yi;S”:;soyi“;;-;r£;-

II. Section 1115 Waivers
sectionTsiTh, w ^ocal Secuncy .Ac: are broader m scope rhao

MpHic d ■ changed the deliverv of and eliaibilif for

deuTeb m°del‘'"“l "“T''‘‘^‘''‘®"‘'®'‘‘’‘‘''-'°"''''""P'^“"Strad.t.onalfee-for-=Tiice
wa vei- .rorde T “bTl States reauest nis
■i,P.T!T- , mtB'cide research and demonstration projects that are
Children (AFDcl --Vi) ™ Families with Dependent

’ Other Social Security Act programs Section 1115 wqivp>- -sirnr .
ions are required to have research or e.xperimental mtihodoloml If approved the' releTlh 

finamgs o, these demonstration projects are systematically evaluated,

Secretare rfL"i?hand'h“ Medicaid directors, the

secnon n id “proval process fo,.U IsTnd exp nd MH "'as streamlined to encourage states to utilize seTlon
, A"'* Msvyaid coverage through research and demonstration projects Most

T a,n e following goals to increase access to health sb- ce
a-d“or ; re Popolotions, to modif.- income or eligibilitv reouirTrelre
i‘ ecln n 1- managed care clans. .M of Felruaiw 1996 fmarTe:;

a 1 ;l;ren , V T'"'" ^ V“P™-d crovis.:;:
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eIlglbmt;ranTdrcr"a.Je^“ilm cost" Unde'’r" heT'e"* " "PP™“‘^hes to expand
state developed the Tenncare program for Medicaid h r "" 1993. the
mandatunly enrolled all Medicaid beneficiares 'P'«""':=>se program
enrollment cut program cost and allowed hrsutrto ft Tf' “^"datory 
.nclude many of the previously uninsured worW^DOorT" m " ''"P"''™""' “ 
reimbursement rates for providers causinr m» ® ^ “ffered relatively low
restricting er.rollee access to quality care “ "P* ®f*e plan and

^ 0 n cl w r-» i
the amizor.awaivercreatedthe.M^.zonrHealthcIrero"t'c“'''’‘°" Grantee in I9.id.

provide care for the states Medicaid W,c>ari*-"wrr?™”*“ ' ’^GCCS ■

compared to traditional fee-for s'emnee MedicSd hSth":a;;d:teVv'"'^'

program/tCtl;"gond6d"and'’pSnc"ed"M7d^ fetablished a Medicaid nianagea cai-c 

The program has cut costs through controll'invP''“®“ces to control program costs 
provided as -medicallv necessai-c sen-ices " /he*^0 other-vise would have beer.
expandel.gipihty topreviouslvmunsuredind.mdua^lheo"""
ofsen-.oes caused much debate when originallv °''®=™P'“‘"-'’‘litspnor:cization
after revisions to complvwith the Mnencfn- with n hm’ approval oniv

ensured that various groups of people wAdiabdhr i''^-^'priority given to certain medical services. ^ effected by the

m. Considerations for People with HIV/AJDS
in the Waiv6r Proo6ss

Medicaid program, parti<^-'^pand access to the feder-li 
m managed care plans. The overall mal o^romn! beneiicianes

^niphasis on preventative and primary care does wT f managed care, with its
for improved health care and expanded acci^^R-T"1 
time, however, consumers patien^ sHv hp..nr ^ ^ ^P'^Pulacion. At the same
the ability of Medicaid managed care plans^m^nro^^'
"■.th chronic Illnesses, liioe pehpl w t^HIV-MDS n m 
and approval process has proviLd an opo.mlMfv oM '' 

he.., to -.0108 concer.ns about the ibilit'- of '[„i - '-""““'aars, patient advocates, and
hea.t.i care needs of particular oopul-uion D, P'^"^ “ a the
ntarested pa.mies have lobp.ed fo'r mo'eed patMl® "l"'’''' P™“-’-
-ghter monitoring standards, amonv othf- thmh it «»««ion. and

ana -Ither interested parties can oar-ic"::.. !i:Mu'R R-'am to iiete that advocates-sy v.e, uiiiig,. n !S important to note to -
participate in both 19h5-b - and ! 111-.eai-.-el
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Medicaid Reform: Managed Care & AIDS

SSHEiSSr" i'ts
• Develop contacts with state Medicaid authorities;

•Request information regarding waiver applications from HCFA 
Regional Offices;

• Participate in public meetings on waiver applications;

• Provide written comments regardingw'aiver applications roHCFA
and other oversight authorities; and

• Develop coalitions with consumer groups, organized labor, health 
provider organizations, and other HrW.AJDS advocates.

Medicaid mana-a care poses specihc issues rbr aeoDle 
nrnhl HIV/AIDS and other special pooulations mav have pa>-:-cu‘r~^ -
he ^^^cess to appropriate health care and other ser-nces m a mana--- va-
he.L,, dchveip.- system. One particular concern for peocie with HF7AIDS and othe-^-v.-ib

- ^^at specialist, rather than the ^i^v

need pMpTf w"h”HnvSDS®'‘^ '’‘7'' Popuia:=ons
course oahef IM u h of treatment mterrentions durine the

their dines., often having higher utilization rates for medical sennces. Cani fare-

mme* inmT adversely affect those beneficiaries who are
As a result, many advocates 

P excluaing special needs populations," like people with HIV/AID'^ womo
aDDhvOh ” managed care. The following issues have arisen in Ivf vet
vi dirt”' particular issues concerns for people with HWhAIDS vvq»,-
Altddicaia managed care; ---Uv.

I “gatekeeper" — specifically, the extent to which a
gatekeeper without significant HR' expertise would impose barri- 

^s^to medically necessar>^ health care services for people with HI\7

• The ability of plans to provide and document qualitv of care for 
people with HIV/AIDS;

• Availability of prescription drug servdces without significant re­
strictions on drug formularies: and

m

Exclusion of pharmaceutical costs from capitated rate structures 
mnce the high and uncertain cost of drug treatments and prophvlac-
c'luhiHr"% HRV.AIDS will greatly complicate the
calculation of wraparound capitated rates.



7
Medicaid Reform: Managed Care & AIDS

In June 1995, HCFA presented a report related to the New York State waiver 
application. The HCFA report raised questions related to the following: primary care 
provider capacity; the effects on people with HIV/AIDS and other chronically ill and 
disabled populations; the effects on providers who ser/e low-income populations; quality 
of care; and the effects of budget cuts on the Medicaid managed care program. The HCFA 
questions were ver/ specific in terms of the needs of people with HH'V.AIDS under Medicaid 
managed care. In November 1995, the New York State Senate and .Assembly requested 
that HCFA review the New York State waiver application in the same thorough manner 
it reviewed the New York City waiver application. In particular, the request focused on 
plan capacity, quality, enrollment and client education, the fate of "essential communitv 
providers,” and access for people with HIV/AIDS and other chronically ill and disabled 
populations. The New York State waiver application is currently pending.

2.

Medicaid Waiver Action
Develop contacts in your state in order to gain early access to infor­
mation about proposed or pending waiver applications by your state. 
(States are neither required to give public notice about waiver appli­
cations nor are they required to obtain approval from state legisla­
tures prior to seeking Medicaid waivers. This further demonstrates 
the need for advocates to develop contacts with state Medicaid au­
thorities.) Potential contacts include:

• Individuals in your state Medicaid agency;

• Contact person with the Health Care Financing Administration 
(HCFA) Regional Office responsible for your state waiver;

• Consumer advocacy organizations in your area; and

• Health care provider organizations in your area, like a hospital 
association, local and state medical and nursing societies and 
professional associations.

Obtain public documents that refer or relate to the proposed or 
pending waiver. Contact the state legislative bill service to determine 
if state legislation related to the waiver is pending. Obtain a copy of the 
waiver, including the state’s model health plan/provider contracts and 
requests for proposal.

Attend public meetings about the proposal. Encourage providers and 
consumers to either submit comments and/or attend meetings.

Obtain information about other state waivers. Waiv'ers from state to 
state are often similar in scope, and the experiences of other states can 
be particularly relev^ant.

m
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2.

3.

4.

o*

6.

• Managed care programs often limit access to mental health anH u

ea t and substance abuse services for people with HIV/AIDS 

•Plans have been reported to discourage providers from •

wou"i'rbrattraft^''^°l'?re plLT’
for°c“nai“?wter Cooa^TI “Payments or other premiums

people whh HmAXDSr"::\\t^rumb“ Tnft:uLro;red“ 'l 
services they require. irequenc\ ot medical

HmVDS often do not have access to anoro.
comparativ;;"erfo™^nctbV m!t^:redTa";7aLTn

VVV Medicaid Managed Care Action
f fPP ‘1*® mandatory enroUment ofinvSv?d inXt-„T"“ "i d 'P become

lems of enroir P PPP"*,®- Advocates must highlight the potential prob-

la«:i LTIh^X" PPP"
managed care plans demonstrate their

JSTw'ib’SS/iSa*”!/"';:''." •-"'‘“•"i ■■'""i. e.
P provide specialized care for people with HIV/AIDS,

^vocates must demand adequate capitation rates for managed care
fh“L^^eTcan be risk-adfusfel and
prescriXn P‘“=' ““‘“ding

AdTOcates should demand that capitationrates have adjustment mecha 
msms to reflect costs of new treatments and therapies as therari 
developed and approved by the Food and Drug Administration (FDAl.

Demand that managed care plans include HrVV.AJDS-specific outcomes 
and quidity data. Marketing materials for managed care planrshoMd 
also include patient satisfaction data for people with HTVV.AIDS

24
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D LlKjihilily

Iho U fjisicifioti makes Itie following changes in Medicaid eligibility

fh?u S ‘h"“ '"'“"'O (SSI)) to elderly and disabled legal residents who lived
„" f assistance as of August 22, 1996, the dolo on which Ihc Po.sonal R^ponsibil.ly and Work
Oppo lonity Reconciliation Act of 1996, which terminated such coveiage, was signed info law Additionally ihe teoisl it,
“uife ^ ® SS' ‘--nd Medicaid ,f Ih" h«ome d""!;,:

coverine a,*a'«’'‘ i‘.° receiving SSI and Medicaid as of August 22, 1996 who lose their SSI
ar^Zable S^rdTsah i changes enacted in the welfare reform legislation, and who conlinuo lo ineel the pievioiii., 
applicable SSI disabi ily criteria (which included coverage of children with functional dls.ihilili.'s) as well as SSI Iim.iik la 
eligibility rules and other conditions of eligibility
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Creates a new state option to provide 12 months of continuous eligibility to children up to age 19 Slates also
have new authority to grant presumptive (i e . temporary) Medicaid eligit3ility to children under 19 while their applications 
foi Medicaid or ttie states childrens insurance program are pending applications

Permits states to guarantee 6 months of Medicaid coverage to managed care enrollees

Establishes a new capped Medicare Part B block grant ($15 billion between f-Y 1998 and FY 2002) which entitles 
slates (but no individuals) to financial assistance for the cost of paying Medicare Part R premiums for low income 
persons first served basis Eligibility for full premium assislance is limited to individuals wilh incomes
be ween 20 /o and 35/. o the federal poverty level, with partial pienmrm assistance foi individuals with incomes ^ 
brdween 13o /o and 175% of the federal poverty level

?reatoa a new state option to permit disabled SSI beneficiaries with incomes up to 250% of the federal poverty 
level who are not otherwise eligible lor benefits to buy into Medicaid on a slidiny scale piemiuin basis ^

Companion provisions in the Act provide slates with $20.3 billion over a five-year lime period beginning in FY 1998 to

........

C Benefits

The law lelains Ihe ex,sling defined set of benefits but restricts assistance to. Medicare benof,canes who also qualify tor
Medicaid The new law

ElrrT^.nates state requ.remcnt to pay the 20 percent Medicare coinsurance for qualified Medicare beneficiaries and 
dual enrollees if such payments exceed the state Medicaid prog.,.m s payment schedule for similar s,vices Medicare 
f)ioviders would be prohibited from balance billing beneficiar.es for tbe unpaid coinsurance amount

Requires the Department of Health and Human Services to conduct a study and report to Congress on the Early 
and Periodic Screening. Diagnosis and Treatment (EPSDT) benefit The repoH is duo one year following enactment

On.Hi (oi MfHlIlt I’filiry KeMMli It
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D f'mmniiDS and Cost Sharing

I he new l,iw iiKxiifies the rules on cost shaiing for enrollees m managed can* orgam/aliuns

The legislation retains most prior rules on cost sharing, but permits states to impose cost shannq on managed 
orgam/alion enrollees to the same extent that it is permitted in the fee foi seivice system can

E Piovidor Padicipation and Reimbursement

The legislation includes major changes in payment rules for hospitals, nursing homes, intermediate care facilities and home 
health agencies The law also revises the payment system for federally qualifierJ heallti centers (( 01 K:s) and niial health clinics 
(RHCs) that participate in managed care In addition, the law alters the payment methodology for disj)ropoilionafe share hospitals an, 
sets new rules for payment to hospitals tfiat participate in managed care arrangements The legislation

Repeals the Boren Amendment and related cost reimbursement provisions relating to nursing facilities intermedi.i 
care facilities for the mentally retarded (ICF/MR) and home health agencies

Revises the existing disproportionate share hospital (DSH) payment requirements and reduces OSH payments 
by $10.4 billion over 5 years. It requires states to develop a system for identification of DSII facilities and for making 
payment adjustments to these facilities The 'aw also limits DSH pavments to Institutions for Mental Diseases' (IMD) an. 
requires direct supplemental DSH payments in certain instances to qualifying dispropoitionalr^ share frospitals ttiat 
participate in managed care arrangements

Phases out cost-based reimbursement over a 6 year period while establishing new state payment obligations to 
FQHCs and RTiCs that contract with managed care organizations.

Ml.e l.iw (..OVKI.-S i.h.iM! (low., n.elhod (o. paymenls lo IfVlOs l a.ly analysis suggests that the IfVin (.aym-ni lu.mi.la will need lo l„. o-vim'.I h... ,i w.r. .■iioneoo'.iy o
am) lesulis in liidoial paymenl lediiclions lhal aie signilicanlly below Ifie agreed upon level
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The legislation makes (ar-reaching changes and establishes new consumer protections under Medicaid managed care States 
with Section 1115 and Section 1915 managed care demonstrations are exempted from new consumer and managed care organization 
provider protections (unless also required as a condition of their demonstration approval) ’ The law

Permits states to condition Medicaid coverage for nearly all enrollees on mandatory enrollment in a qualified 
managed care entity. This new Section 1932 option does not require federal waiver approval but operates instead 
thiough the more simple state plan amendment process. Exempted from the new state option process are cfuldren witt. 
special health care needs (including SSI children, certain institutionalized children, children receiving foster care and 
adoption subsidies, and children recognized as "special needs" children under state Maternal and Child Health Block 
Grant programs) as well as Medicaid beneficiaries also enrolled in Medicare (e g , as dual enrollees. qualified Medicare 
beneficiaries (QMBs) or specified low income Medicare beneficiaries (SLMBs)) States may seek permission under 
Section 1915 or Section 1115 to mandate enrollment of these populations States may also continue to use Section 1915 
and Section 1115 for other populations

• Permits states to continue their managed care demonstration programs and exempts them from new consumer 
and managed care organization (MCO) protections. States would he permitted to extend their Section 1115 
demonstrations through an expedited process for up to 3 years They could also continue to use the Section 1915 waivei 
statute both for the special needs children and low income Medicare beneficiaiies who are exempt fiom the new state 
managed care option, as well as for other populations covered by the new option States that continue to opeiale ttieir 
managed care programs as demonstrations would be exempt from the new consumer and MCO protection requirements

Creates two basic statutory categories of “managed care entities”; primary care case managers and managed 
care organizations. These entities may participate in the program if they meet applicable conditions of participation set 
forth in the statute and in their provider contracts Certain federal lequiroments are applicalrle to both lypr-s of entities, 
while others apply only to larger "managed care organizations” which are distinguished by ih..* (act th.rt they are at 
financial risk for three or more contract services. Primary care case managers (PCCMs) (first authorized under Section 
1915 enacted in 1981) may participate if they enter into either fee-for service or risk-based “pnm;.rry Ccore case 
management" contracts with a state Managed care organizations include traditional federally qualified or state licensed 
HMOs as well as other organizations (including Medicare Provider Sponsored Netwoiks aiuf othei entities participating m 
the new Medicare+Choice program)

'tin- St/uj'l.tiy roulil .*lloi lioi (lotiiotislialion slaiulaids lo ip.imro compliance with Itiese new reqiiiiemenis as a i ondilion of approval ol new oi . ooiinoiiv) w.iivois Al iIhs point no 
action lias Iteeii l.iKen
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p.ol„h,t,o.i agamsi part.c.pat,on by plans with 75% or greale, Mnd.care/Moihca.d enrollment) and revises arid ,n sonr,- 
cases. expands other reqniremenls The law establishes new consumer prolechons in the areas ol emergenev care 
(lequinng coverage ,n accordance with a "prudent layperson" standard), hospital slays for molhers and newborns and 
menial healih parity. The legislation also establishes new standards governing prohibitions on physician communicalioi
managed care organization solvency, information and disclosure, and access to care Most standards applicable to 
managed care organizations do not apply to PCCMs

Gives auto-enrolled managed care enrollees a 90-day period to switch plans.

Creates certain requirements for states that elect to mandate managed care enrollment including choice ol plan 
non-rural beneficiaries, information and disclosure to beneficiaries, use of certain inlermediale sanclions in the case ol 
plans which are substantially out of compliance with conditions of pailicipation, anti fraud and at)use measures,
requirements applicable to contracts with managed care entities, and prior approval of all contracts valued at $1 million 
more by HCTA

Creates a new right of managed care entities to notice and a hearing prior to the termination of a contract with .
state Medicaid agency. States may, but are not required to. notify enrollees that a termination pioceedmq is under wo 
and offer them the choice of disenrollment

Retains the right of most managed care enrollees to select the family planning provider of their choice The iiyii 
IS retained for enrollees of comprehensive service managed care oiganizations regardless of whether they are enroll-d 
tlirough Section 1915 or Section 1932 or waived as part of a Section 1115 demonstration PCCM (Muollees in Section 
1915 demonstrations continue to have a free-choice-of-provider right, but ttie right does not appeal to extend to PC('M 
eniullees in the Section 1932 state option arrangements that do not require Secretarial waiv.'i appioval

MO,ISO p.uvisions wl„r,h wo,.1.1 lowc g.Mfaoleed hoi.oliri.-.iios fl.iecl arxess lo obsletncal and .,yi.o,.olo„i, ,.l os woll as s.il loill, mo„. ............. . ,,„..van. o „..n,„om.M„s l,„
maiwujefJ t wtMf^ tJioppocJ in conffMf.'nrn
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^ Medicare PACE program (Programs of All Inclusive Caro
ram tid who meerofh Med,ca.d benef.car.es who are 55 years of age or older, who require nursing facility le
r meet other applicable conditions of eligibility permitted under the program PACF providers would be
equired to eligible persons with 24 hour-per-day access to all medically necessary services covered unde^

cTedtJrN l<mitation or condition on amount, duration and scope and without application of
deductibles coinsurance or other cost sharing that would otherwise be applicable under Medicaid States have the 
authority to limit enrollment under PACE

H Fecleml Finnncial Assistance

The new law makes no change to prior payment structure but reduces fedeial DSH payments by $ 10 4 billion over five vears 
with upward adjustments for inflation in subsequent years It also includes a 4 year $100 million emerqency rare fund ($25 milhon a 
year) for 12 states with high numbers of undocumented aliens The law;

Reduces disproportionate share hospital (DSH) payments to states, establishing specific annual payment levels fo,
me CR s b e M ""'T -^^-al component
the CPI. subject to an upper limit of 12 percent of total state Medicaid expenditures

Increases federal payments to the District of Columbia and the trusts and territories. The law ,nr,noses the lede, 
med,ca assistance pe.cenloge (FMAP) to the District of Coluiiilmi fioni 00 peiceiil 70 pei,,,.i„ I ,.d,.i.,l paymenis ,o 
the trusts and territories aie increased but continue to be subject to st.itutory limits

Authorizes a new state entitlement grant program of $100 million over 4 years (FY 1998 through FY 2001) for 
emergency services to each of the 12 States with the highest number of undocumented aliens. [ act, stale s 
a lotment of tota funds would be based on its share of the total undocumented aliens m the 12 eligible states rsfimalr- 
of tt,e number of undocumented aliens would be prepared by the Immigration and Naturali/afion S.-ivice (INS)

I It'Hifh f’ulicy HtjstMich
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ISSUE PRIOR LAW
.......... .. Of lay/ witn Prior Law
BALANCED BUDGET ACT OF 1997 (P.L. 105-33) —

A. OVERVIEW --------------------- ----------------- ---------------- ----------------------

1. Summary Eligibility. Lnlilles iiulividuals who meet eligibilily 
oondihons to coverage lor a tatrge of required and 
optional acute and long term care services

Benefits I nlilles individuals In coverage for a 
defined sol of benefits

Premium# and Cost Sharing, f’emtiis copayments 
foi Medicaid beneficiaries m limited cncurnstances

Provider Participation artd Reimbursement.
1.nlilles certain providers, including hospitals, 
noising homes, tiome heallli agencies, federally 
qualified health centers (I 01 tCs), and rural health 
clinics (RHCs). to reimfioisemenis in accordance 
with cost principles under a provision commonly 
known as the Boren Amendment Providers serving 
Medicaid treneficianes with Medicaie receive the 
Medicare payment rate

Managed Caro Peimits stains to offer voluntary 
managed care eniollmeni Permits stales to 
mandate enrollment via feileial waivers of the 
freedom of choice piovisions (.Section tgi5 or 
Section 1115) Permits stales lo implement 
•esearch and dernonslraliun (iroqrams for u|) to 5 
years

Long-Term Care. Mandates coverage of nursing 
facility, home lieallli benefits and trospital services 
for all benolicianes and gives slates the option lo 
cover other benefits

Federal Financial Assiatance. .Slates are entitled 
lr> open ended federal contiiliiitions toward program 
costs, with upper limils on dispropoilionale share 
hospital payments Prohibits non emergency 
Medicaid coverage of otherwise eliiplile 
undocumented aliens

( enter for Healtfi Policy Research 
I ho George Washinriton University Medical Center

onlitlemeni will, open ended h-.leial financing Adds new 
Meri^r^ with disatiilit.es, expands coverage low ...............

Relains Ihe e..sl.„g ................... .. .......... . ....... ..
..... ............. ........ .. ................................ .................... .......................... '■•>'■- '

...........- ■ ......................... .. -

homfi''^ "I'.r" -eqoiieinenis loi hospitals, noising lacililies and
orne leallh agencies Phases ool cost reimborsemenl lor I OlK .s ,,nd IdICs t liminales

Medlcmr' Medicaid t,eM,.|„ ,anes who also are enrolled ,

Permits stales lo mand.ile managed caie .•nmllmenl loi all Medicaid tienel,, laries exreol 
special needs r.hildien and Merlicaid henefic.a.ies who leceive Me.lican- Allows Males to 
conlinue Ihei. Seel,on I I 15 and 1-r15 demonstiations and to oooliooe using tl,e demonstiat.o 
authority in lieu ul Itu? nc‘w stale option

Creates a new stale uplion to extend the Medicaie PA( ,|
pfo(;rv)m

Makes no change lo pnoi paymenl sliuclure hut reduces ledeial I)SI I paymenis by $10 4 
billtort over five years, with upward ad,uslm,.nls lo, loflal.oi, sobsegoenl years Indodes a 4 
year $100 mill,on emergrmr y , are fund to, 12 stales will, t.igb numbe.s of undocun.enled
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A Comparison of the Medicaid Provisions in the Balanced Budget Act ol 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105 33)

B. ELIGIBILITY

1. General 
approach to 
eligibility

tMillies eligible persons lo coverage lor defined 
benefils. wilh eligibilily condilioned on a series ol 
linancial, calegorical and general condilions of 
eligibility

I- Millies individuals who meet eligibility 
regoiienienls lo coverage (or medical assistance 
items and services covered under a Slate’s
Medicaid plan when furnished by participating 
providers

Retains the individual enlillemenl lo coverage for eligible individuals wilh open ended 
financing Adds new eligibility o()lions for children and persons with disabilplies, expands 
coverage of low income Medicaie beneficiaries, and leslon^s coveiayi; lor cerlain disabled 
children and elderly and disabled legal residents

Permits stales lo condition coveiage lot most boneliu.ines on mandatory eorollmenl in a 
managed care enlily f xempis M**(licaid honeliciamrs who leccivt; MimIk .io; and special needs 
children (those who receive ‘.'.1, are in losler care or ndo(ilion placements, aie lecoyiu/ed as 
"special needs” chtidrert under Iille V, and ceilain inslilutionali/ed i.liildien) from mandaloiy 
managed care erirollmeni

2. Poverty-level 
children

Mandates coverage ol all poverty level cliildien up 
lo aye I'J who meol financial (ondilinns of eligibility 
and who weio born after Seplemhet ?0, 1983,
Ihoiohy phasing m coverage loi children under 19 
lo Ihe year 2002

Slates can expand coverage lo children under
1002(1 )(2) or Section 11 IS waivers

Clarifies slate option lo immedialely exieiid r.oveiaye In all (inveily level chililien under age 10 
Accompanying provisions under Ihe Slate Childien s 1 lealih Insuianic rieyiam piovide 
additional federal financial parlicipalion (M P) lo slates llial elef.l lo e«leod Mmlicaid eliyihilily 
lo addilioi^al groufis ol childien

3. Disabled 
children

Dis.ibled children who receive ri‘)l aulomalically 
ii.'ceive Medicaid in most stahrs (Oiildien's 
disability cnleiia was leslin led under Ihe 1996 
wellaie lefoiin law lo remove lunctionally disabled 
and ceilain mentally ill children Approximately
OS.OOO children receiving SSI (out ol 1 /O.OOO cases 
n>viowed) have had then benelils terminated

Requires stales lo leslme Medicaid lo childien who lose ;>SI as a lesull of weK.ue lefi.ion and 
who would continue lo(pia(ily for SSI undei pie well,no lefoim SSI st.iodaids

4. Continuous 
coverage of 
children

1 eiminalcs oligifiilily foi childien who no longei 
meel ( ondilions ol eliyihilily

Permits slates lo gnaianleo 12 monihs conluiiious eliyihilily fellowin(| a deleiiimialion ol 
eligibility opto an aye specilied hy Ihe stale, hut not exceedmi) Pi ye.us ol aye

5. Presumptive 
eligibility for 
children

Piovides slates with Ihe option lo exiend a period of 
piesumptive (i e , temporary) eligibility lor prenatal 
care in Ihe case ol pregnant women who have 
applied lor Medicaid and who. based on preliminary 
inloimation. appear lo be eligible lor coverage

Adds a slate 0(ilion lo provide piesumptive Medicaid »?liyihilily ler childien iiiidoi aye PI and 
Identifies Ihe following oigani/aliuns as polenlially yualilied lo make pi(;som()live eliyihilily 
determinations Head Slail ayencies. < hild care providers and Wl( |mu)iams Presumptive 
eligibility costs are offset ayainsi paymenls lo slates under die new Slate Children s tlealih 
Insurance Program _____________ __

r.oiilei (o( HohIIIi I’lilicy Hcsi-iiich
Witshii«|loi\ lliiivfisily M»M)tr.;il (.ruNii
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A Comparison of tho Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105 33)

B. ELIGIBILITY

6. Legal 
Immigrants

7.Undocumented 
aliens

8. Low-income
Medicare
beneficiaries

I he 1990 welfare reform law ternrinafed SSI for 
legal aliens and aiilfiori/ed. htil did rrol require, 
stales to continue Medicaid As of Spring 1997, 
seven slates had elecled not to extend Medicaid to 
some or all former SSI recipients who were 
qualified aliens

Imposes 5 year limit on Medicaid coverage for non 
emeigeiicy care only for oltierwise eligible 
'qualified" aliens who enlei the US on or after 
August 'n, 1990

Prohibits medical assislance other than emergency 
coverage to undocumented aliens wtio would 
otherwise meet the eligitiility rnr|uiiements for the 
slate s Medicaid piogram

Requites stales to pay foi Itio premiums, 
deduclililes and coinsurance to Uualified Medicare 
llonoficiaiies (QMUs) willi lesouices at or below 
twice the SSI resource eligibility standard and with 
incomes at or below 1007,, of Ihe I PL

Requires stales to pay Medicare premiums for 
Specified I ow Income Morlicaro Ueneficiaries 
(SI MMs) wilh family ini.omos at oi below 1207o of 
the f f’L and lesouices at oi below twice ttie SSI 
lesouire eligibility slandaid I edeial contributions 
to Ihe (JMB and !>l Mil (nogiam are at the stale's 
ferleral medical assislance percentage rale 
(lielween S0% anil 797o of total stale outlays)

Restores SSI and Meilii.aul benefits to all eMeily and disabled qualified aliens who ier:eived 
SSI and Medicaid as ol Auipisl 22. 1990 Aitilitionally (x.-imiis Ir'qai lesirlenls in Itie U S as ni 
August 22. t99(j. to iei:eive SSI if lluiy sutiseqiiently l,r*r onie rlisalderl anil quality lor 
coverage

Extends fiom S to ! ycais Ihi' lim<* pr'riinl Ini win, h •■liijihln m>Iii(|i'i", ni.iy iei:eivi> SSI anil 
emergency Medii:aul i.nvoiage Adris taiti.m and Haitian enlianis to Itie group of legal 
immigrants covererl tiy llu! irxemptions lor reliigees I xr-mpls li‘gal irnmigianls wtio are 
members ol an Inilian Inlii.- Iiorn the reslncliuns on fiSI amt Mcrlir.aid rdigihilily

Authorizes a new cappeil Slal»> ontilli;mr;nl grant prngiam ul $100 millinn ($29 milhrjn per yo., 
for f Y t998 Ihroiigti I Y 2001) lr)i emergency servir m, Ini unrlnr.iinu-nterl aliens to eacti of II" 
12 States with Ihe hi()he;.l esliinalr^d iiiimtim nl umln, umnnind aliens t ar t, stale s allnlmnn 
of total funds woiilrl I,I' hasiMl on its sham nl the Inl.tl nmlni:umn,,leil alir-ns m the 12 eligililr- 
stales Estimates nl the numtiei ol unrincumenlerl alir’ns wr^ulrl Ix! prrgiamrl by Itie 
Immigration anil N.ilinali/alirni Seivu e

Creates a new $1 9 Ixllinn. 100% ferleially (inanr eil stair; ixililliMni;nl. payatile out nl Mr.-du ;in 
Part B. to provirje pii;mium assislance to low incomi; rrldeily and ilisatilerl lieneliciaiies 
Specifies llial imlivuluals are not enlillrul to coverage I unris are alloi:aled to stales liased on 
Ihe proportron of low income elderly persons resirling in the stale I unds would be used to 
assist stales to increase coverage of SI.MBs from 1207, to i:i97„ of Ihe I ederal Povedy I evr 
(f PL) and to proviile pariral assislance to tx;neliiaaries with incomes up to 1 797„ ol ttie f P( I, 
offset Ihe Pad B premium use as a result of Meitir.am Immi; heatlti r ,,vt>iage ctianrjes 
Coverage of eirgitile prxsnns woulrl lx; on a first (.nine, fust seivcd tiasis until funding runs on 
Program ends in Docomber 2002

('enter lor Hrratlti Policy R«;seaich
Ihe (ieoigo Wastuixjion Univrxsily Medical ('enter
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A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 witii Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105-33)
B. ELIGIBILITY

9. Disabled 
workers

Mandnles coverage of poisons "who previously 
leceiverl SSI if they ronliiuie to have a disabling 
pfiysical or menial impairmenl, conliiuie lo meet all 
SSI leguiremenls other than income from earnings, 
do not have enough earned income lo disqualify
Ihem fiom special SSI coverage, and would be 
senously infiibiled from continuing lo work in the 
absence of Medicaid and <lo not have enough 
eainings lo provide a reasonable equivalent lo 
Medicaid '

Authorizes stales lo ollei hoy in coverage (with the pierniom based on a sliding scale) lo 
otherwise ineligible disabled workers with incomes op lo ol lh<; 1 |-| who but foi oxr,-.-.
income, would receive SI

loi HuHlIh 1‘ohr V Wnsraich 
llm (>uoiy<^ W.ishii«|lun Uiiivoisily Mntlical Ceolor I Ilf* Kifisfi ( OmmisMoii ,.m Hk. ( ,,f M**r|ii ,ii.
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A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law
ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105-33)
C. BENEFITS

1. General 
approach to 
benefits

Medicaid beneficiaries are entitled to coverage for a 
defined set of benefits Certain Irenefits are 
rerjiiired wtiile Others aie included at state option 
Coverage must be sufficient in amount, duration 
and scope to reasonably achieve the purpose of the 
benefit and states may not arbitralily discriminate in 
coverage based on a condition oi diagnosis

Retains the existing defined benefit structure wtiile aildiiu) new benefit options for primary ran 
case management and litierali/nig eligitnhly lequnemmils foi asMsIaiice under tiorne and 
community based i .ne waiveis

2. Early and 
Periodic
Screening 
Diagnosis and 
Treatment 
(EPSDT)

Mandates coverage for beneficiaries under 21 
yeais of periodic and as needed tiealth exams, 
vision, dental and hearing care, and all federally 
recogni/ed medically necessary treatment 
regardless of coverage lor adults Coverage levels 
exceed usual benefits offeied by most commercial 
insuraiu e plans

Directs the Socielaiy to i (inli,icl a study of llie ar lii.in.il value of the ( I’.SDI tieiielil iiK.ludiihi 
the medically neci'Ssary liealmenl requirement 1 tie leporl is dee I,, ( i.ngress one year 
following enactment

3. Primary care 
case
management
services

I'lunary care case manarjemeni services are not an 
explicitly recognized Medicaid benefit Stales may 
cover case management suivn.es at their option 
(case management services are required for 
cliildien if medically necessary) Case management 
is defined as a service whicti assists beneficiaries 
to otilain necessary rneifir al edui:alional, health or 
social services

Adds a nevv primary caie case management (t’CCM) coveiaye option, f'CCM benefits are 
defined as "case management related services (incliidim; ronidioalioq and monilorinq of heain 
services) provided t.y a pomary care case manager iiintei a managed care cootracl
Primary care means services customarily (iiovidr-d liy pnmaiy can- piar litioners (including 
medical, health and lab services)

4. Home- and 
community- 
based care

1 units rxwerago of habililalion si-ivices under
Section 191*)(c) tinrne and community-based 
drmionslialions li> individuals wtio ollntiwise require 
nursiiiy tiorne or ottier foirns of inslitulional care

Eliminates the prior iiisliliilionali/alion lerpiiiement loi lialiililalnin seivii es in Itie case of 
individuals paiticipaling in liome and commoiiily ...................... ........... .. ,,Migi.ims

t foi MfMith Poltry
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A Comparison of tho Modicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105 33)

0. PREMIUMS AND COST SHARING

1. General 
approach to 
premiums and 
cost sharing

Aulhoiires the use of copayments in the case of 
certain beneficiaries but protiibits cost sharing for 
cfiildren, pregnant women (other than premiums for 
pregnant women with incomes > 150% of the FPL), 
nursing facility residents and IIMlO eniollees

Modifies rules on i:osl sh.inng for MCO eninllires

2. HMO 
copayments

Prohibits the use of copayments and cost sharing in 
tire case of HMO eniotlees

Allows cosi shariny tof maoacjod care onrolloos to Iho samo as in iho foo lor sorviCF*
program

3. Co-insurance 
requirements for 
dual eligibles 
and Qualified 
Medicare 
Beneficiaries 
(QMBs)

State Medicaid programs are regiiired to pay 
Medicare cost stianng tliaiges (?0% coinsurance) 
lor dual eligibles and Oiialilied Medicare
Menelicianes (QMOs)

r liminales stale reriimmiuMil in pay r rnnsiiianr r- Im Mivlrc .no lionr'fir i.mes it paynwnl tut
services under Medic.nr* oxr rrmls Ural ol Mr;dir..ii(l

4. Payment of 
Medicare 
premiums for 
Specified Low- 
Income Medicare 
Beneficiaries 
(SLMBs)

f iililles Specified 1 ow lnr:(ime Meilu are
Heneliciaiios (St MUs) wilti income at or below
U’(J7o of lire f Pi and lesouices at oi less than 
twice Itie SSI lesoiiice eligitnlily standard to 
coverage ol Medicare pimimims only Federal 
coniritnitions to Itie St MH program are at the 
stale's federal m«:dical assistance percentage 
iale(belweon 50% and /<J% of total stale outlays)

Establishes a total sl.rltr imlillomeni to $1 5 tiilliun und*‘i Me’ln .rie Pail H trelween .l.innaiy 
1990 and Lleremtrr'r 1 rrnds ninsl trrr usml tn p.iy Pari II irrmnntrirs for Irrw irrr'rrrno
beneficiaries witti (amily ini.omrrs tajlwram l.’O".^, anrl 1 :\V’nl Iho 1 PI , willi parti,il pienmnn 
assistance for peisnns willi ininmes trelweim .rinl 1 /‘i"/, ot itn. 1 PI lo oHsel P.nt II
premium increases lesnlling liuin Mirdicaie homo hrcrllti r h,>ii.|os i 1 ho Part H pii>miom is si>l 
at 25% of Itie piogi.rm's cost, homo tioallh was lianslooiMl liooi Pail A lu Part H, Ihi.-ii-hy 
requiring an increasr; in the pieiimim) Assist.nice wmilil ti*; on a fust i rrme, Inst servml trasis 
for a five-year period, wilti no enlillomrml lo any in(tiviilo.)l 1 I'doi.rl i nnliiliolirins lo slain 
programs would bo 100'/.. IIP level

5. Private health
insurance
premiums

-

Reguiies stales to pay private tieallli insurance 
premiums in Itie case ol IroneliciaMes wiltr access 
to private health coverage to llte extent llial such 
payments are determined to Ire cost elleclive 
liulividuals ate required to enioll in cost elteclive 
arrangements as a condition ol coverage

Revises the provision In make Iho pnic trase ol pnvalr. tioallh insin.mi o at slate option .ilniii) 
with enrollmoirl in f;i)sl oilor livi! ananqrrmenis as a coiulilion ol covoi.igi-

CfOlei (o( I’oIk y UostNIM h
llwf ('>»<»ge Wiisliiiigloii UiiivtfiMly Meitii al ('<>nl<‘i

I tt»! K < I III III II'. Ml III I III Hill I Him •' III Meilii .1 
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A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L 105-33)

E. PROVIDER PARmClPATION AND REIMBURSEMENT

1. General 
approach to 
provider 
reimbursement

Statute esldbltsiies ceilaui niles on provider 
reimt)ursemerrl with mirmnoin paymerrt standards 
for coflain providers

Eliminates minimum payment standards lor most classes of providers Repeals Horen 
Amendment cost payment requiiemrrnls foi tiospilals, niiisinq f.n ililir>s. and liome lirMlIt) 
agencies Revrses cost leimtiuisemenl syslnm Ini ledeially qu/ililK-rl tieallti r enters (1 (Jlirjs) 
and rural heallli clinir'.s (Rl |r s) 1 lirninales enlillemnni In paymf>nl at Itn* Medicare rale lor 
Medicare providers fuinistiing servu:es In Medicaid lienetM lanes alsi.i enrolled in Medir are

2. Hospitals State payment to trospitats must be reasonable and 
aitnquale to meet tire crjst of efficiently provided 
care as required under the Iforerr Amendment, 
siit))ecl to Medicare upper paynrent limits
I’lovisions do not apply to institutions that are 
parlicipaling providers in risk contracts wilti 
managed care plans

Repeals the Boren Amendment *' 1 slalilisties a piitrirc rate selling process under winch 
proposed rales, molliodologies tinrlerlying llie rales, and )iislificalions lor socli rales, are 
published and sub)ecl lo puhln review and commeni Rc-qones Srriaelary ol HHS to study Itie 
effects of state rale selling rnelhods on access and goaltly Retains Medicare upper payment 
limit provisions

3.
Disproportionate 
Share Hospitals 
(DSH hospitals)

Requires slates to make additional |>aymenls to 
liospilals (knovirn as disproportionate sirare 
liospitals (OStl liospilals)) that serve a 
disproportionate number of low income and
Medicaid patients Slates must make OSM 
payments to OSH hospitals that Irave Medicaid 
utilization rales more than one standard deviation 
above the average Medicaid utilization rate for 
parlicipaling hospitals in the stale or a low income 
ulilizalion rale girralei Ilian ?r> percent Stales may 
also treat as a DSI1 hospital any hospital wilt) 
Merficaid in patient utilization greater than 1% 
(includrng stale mental hosprials)

Reduces federal OSH paymenls lo stales by $10 4 billion liorn 1 Y I'iOII lo 700?. with ar.lual 
payment amounts per slate sol lorih in slalule for eai.ti fisc.il yrrai between 1 Y and 1 Y
2002 After 2002, USII paymimls for eacb stale would use by an ainoonl i.'qual lo Ibe medical 
care component of Ibe (.onsiinir!i Puce Index ((-PI) loi uiban consuinrris, wilti aggri;tjalo OdII 
payments capped at 127o of a stale's total Medicaid expendiiures Piohitiils slates from foldinri 
DSH payments into MMO payments and requires sopaiate arnl diii'i i payment lo DSM far.ilili*>'. 
Exempts current payrnr'ni aiiangemonis

4. Nursing 
facilities

Stale payment to nursing facilities must be 
reasonable and adequate to meet Itie cost of 
efficiently provided care as required under the
Horen Amendment Medicare upper payment limits 
apply Provisions do not apply under HCFA 
regulations to institutions llial are padicipating 
providers in risk based managed care plans

Repeals the Boren Amerutmenl Fslablishes a public rate selling piocess under which 
proposed rales, methodologies underlying the rales, and )uslifir:alions lor such rales are 
published and subject lo public review and comment Re<juires Secretary of HI IS lo study Ibe 
effects of stale rale selling methods on access and quality

' Ifie stalule is uru li»ar ff^gardiny whother lh<» of tfu? H(non foquirements is retroactive

(:onler (or Healih t'niicy Reseaicli
' h< • < '.f'Of W.V-hu I' jt( If I I li Mv«*t m!v f'r‘i>|n

Mtt: r.Mfnmr.sMHt on flu* ^ ufufe of MoJn



A Cumparisoo of the Medicaid Provisions in the Oalanced tludyet Act of 199/ witfi Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105 33)
E. PROVIDER PAR TICIPATION AND REIMBURSEMENT

5. Managed care 
entities

Requires that Medrcaid fiayrnent to a contractor 
under a risk contract (or a delined scope ol services 
bo actiiarially sound

Payment may not exceed the cost to the agency of 
providing similar services on a fee for service basis 
(known as upper payment limits)

No change to prior law

No change to prior law

6. Federally 
qualified health 
centers (FQHCs) 
and rural health 
clinics (RHCs)

( edorally qualified health center (f QHC) and rural 
health clinic (RHC) services are mandatory PQHCs 
and l-dlCs receive cost based reimtrursement
Special rules apply to KQHCs and RHCs that 
pailicipale in risk based managed care systems 
that permit them to elect cost based 
leimbuisement

Phases out reasonalile i osl payment as follows 100% m 1 Y lOOH and 1009, 9S% m f y 200(i 
90 /• in FY 2001, Hf>m 1 Y 2002. and 70% in f Y 2001 Repeals leqiiirement on ()ctobei 1 
2003 Additionally, limits Ihe deliiiition of 1 OIICs and RHCs to exclude entities that are 
provider-owned Prohitnis managed care organi/alions fiom disciiminaiing againsi clinics in 
establishment of payments 1 slablishes new payment system (oi 1 QMCs and RHCs that 
contract with managed rare oigani/alions that legnues stale agem le;. to (lay 1 I jl ICs and 
RHCs Ihe difference licdween Ihe amount leceiveil from managed care organi/alions and the 
amount they are owed under applic.atile cost (irinciples

7. Obstetric and
pediatric
providers

Requires states to submit data on obstetric and 
liediatric payment levels to domonsliale that 
payments are sufficient to enlist adequate lurmbers 
of pioviders

Eliminates obslelnc and pediatric payment rale legiiiremenls

Cenlef lor Health I’olicy •■tesearch
the George Washington University Medical Center

I he Kaisei i .nminission on the rnliire ol Medii
I'ag.



A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105-33) —

F. MANAGED CARIE

1. General 
approach to 
managed care

bonefittary oplinn in maiiagnd care
cniilies I ftlilios irml meet the loqimoinonls o( 
Section 1903(in) (HMOs aiut I IIOs) are the only 
entities formally recognued in slalole Additionally 
the Secretary permits stales to mandate enrollment 
through Section 1915 or Section 1115 freedom of 
choice waivers Stales may olfoi eniollmeni in 
HMOs and I IIOs or with primary care case 
manageis (PCCMs) who may tie paid on a fee-for- 
service or lisK basis As of 199G virtually all states 
mandated managed care eniollmeni for at least 
some Medicaid beneficialir-s one third of all 
beneficiaries weie enrolled in managed care

r ederal statute eslablisties conditions of 
pailicipalion for HMOs and I IIOs covered by 
Section 1903(ni) Stales may seek waiver of these 
conditions under Section 1115 demonslralions

Permits slates to maorlalri manager! care eniollmeni as a condihon of coverage and without 
either Section 1915 oi 1 1 1fi waivnis for all Meitn aid tienelicianes <'«< r>pl benoficiaoes who .il 
receive Medicair*. Indians and cliildren with spr'cial health < air> needs (i e childien on SM 
children with special tieallh care needs under tin- title V MOM lilock grant, or ceitain 
institulionali/ed cliildren) Inriians may tie reqiiiierj to enioll under crntain circumstances 
Creates two new groups of managed care entities under the slaliite "inanaged care 
organi/ations, which are manager! care companies at risk lor both hospital and physician can 
and which must meet Itie conriilions under Section 1903(m), anrt primary care case managers 
which do not offer comprehensive care anrt whir.h may be paid on a lee for service or risk 
basis. Stales may continue lo seek Section 1915 and Section 1115 waiveis in order to 
mandate enrollment foi special needs childien and Medicaie/Mmlicaid beneficiaries Stales 
may also seek Section 1115 waiveis foi other aspects of llieir managed care programs (e g 
waiver of new conditions of participation)

Expands categories of managed care oigani/alions covered by election 190'J(m) Relaxes 
certain existing conditions ol participation for mana(|ed caie oigani/alions < overed tiy Section 
1903(m) while adding other conditions ol pailinpalion in the areas ol acr riss. solvem y. fraud 
and abuse, quality assurance, protections against patient lulling mfoimalion and disclosure 
and marketing

Center for Heallti Polir'.y Research
IIk* r .non|i* W. I' I nM(|l> >11 llnivni'oly Mi'du al r'lMlIm

1 he Kaisei iSimmisMon on the f iiliiir? of Medii
I’ - I



ISSUE

A Comparison ol tho Modicaid Provisions in Ihe Balanced Budget Act of 1997 with Pr.or Law

PRIOR LAW

F. MANAGED CARE
BALANCED BUDGET ACT OF 1997 (P.L. 105-33)

2. Continuation 
of Section 1915 
and 1115 waivers

4. Enrollment 
composition of 
Medicaid- 
qualified 
managed care 
organizations

3. Mandatory 
enrollment as a 
condition of 
coverage

Undei auirtofily giattleil liy Soclion 1115 of Ihe 
Social Security Act. the Secretary may allow stales 
to implement research and dernonsiralron programs 
lor a period ol up to live years In Ihe case of 
Aii/orta, however Ihe waiver has been renewed 
several limes since its rmplementalion in 1983 As 
of Seplenrbei 199/, 26 stales had requested, been 
approved to operate, or actually were operating 
statewide mandatory Medicaid managed care 
demonstrations under Section 1115 Under the 
authority granted under Section 1915 stales may 
waive the freedom ol choice provision in order to 
require enrollment in managed care arrangements 
Stales may implement Section 1915 waivers for up 
to 2 years, with renewals available thereafter As of 
1997,40 slates were operating 1915(b) waivers

USH»

1

? 'r 1115 and 1915 demor.sliat.or.s and to continue us.
oM U5 ^e exe?,^’ T, 7 «Pe^«"ng unde, Section
thJrlroL r ‘ managed care organ,/ation prole, boos
the protections am included as waiver cood.lions I slablishes an expedited Sen,on 1115

^»'>ws stales In , onl.nue lo mandate
Ihon r IP'5 demonstration as opposed to the new
option, winch IS suhteci to new federal reqiincnienls

Stales have Ihe option to offer managed care 
enrollment lo any group of bonefiriaries on a 
voluntary basis rnrollmeni may be mandatory only 
il stales receive federal waivers and Ihe federal 
governmr!ni ajiproves in advance llio design of Ihe 
managed care program with respect lo access and 
(liialily

Managed care oigani/ations operating on a full-risk 
basis (I e . at risk lor lluee o, more services) may 
have a public (i e . Medicaid/Medicare) enrollment 
ol no more than 75% ol total eniollees. commonly 
referred lo as the •75/25" rule (this provision is 
lieqiionlly waived under Section 1115 
dernonslialion programs )

mS »mce‘’l7"i?? enmllmenlTs a cond.lioo of el.g.hT^
7ec afneeTs c tdr •''‘'•v-dm.ls el.gihio for Medicare. Ind.anl and
specra needs children .dale mandates would be implemented as stale plan amendmenrs
mSabol ..... . ■" .......

■d

eliminates Ihe /5/2;, rule

Center lor Mealtli Policy Reseaicli
llie (irroige Wasliinglon University Medical (:onl<!i Itm Kaiser Commission on llie f ,,ti,ie of Med.



A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P.L. 105-33)
F. MANAGED CAR E ~~ ------------------------ ------------------

5. Default 
enrollment

Mandatory managed care demonslralions all 
incUido provisions to "delaoll rinioll" into a plan 
individuals who do nol select a plan HCFA 
conditions of participation set certain maximum 
standards for the sire of the default population
Slates with large default rates must permit 
ticneficiaries additional liino to ctioose a plan

Requires stale default eniollmeni systems to consider mamiaininq existing providei individo , 
relationstiips or rolalionstiips wilti liadilional Medicaid piovideis It mainlaimng sur h 
relationships is nol poss.hle, stales must provide loi the equitable dislnholion of default 
enrollees among qualified managed caie entities, i.oosistent wilti then eniollment capacity

6. Guaranteed 
enrollment

Slates may guarantee 6 inontti eniollmeni in 
federally qualified HMOs wilhoul waivers

Stales conducting Section 1115 demonslralions 
may elect to guarantee eniollment for a minimum 
period of lime for enrollees with any managed care 
entity

Permits stales to gnaiantee 0 months enrollment in any qualified managed caie ontily not nc
federally qualified HMOs '

7. Disenrollment Permits beneficiaries to disennill willioul cause in
Itio case of volunlaiy 1IMO eniollmeni aftei 30 days 
membership This provision is commonly waived in 
Section 1115 demonstialion progiams, with no 
cause disenrollment rights leslncled

Provides stales the ophoo to leslncl no i.ause diseninllmeni In the fust >J() days in an
enrollment penod wtiich may l.isl op to 1? months Peimits diseoiollineni fn, cause at any tim, 
(cause is nol delmed)

for Hertltli I’olu y Ktiseafcli 
I he r.eorqe W.>*.hiM()|.m Onivefsily MeHical ronlei Ihe Kaise-i (^ofiimisMon on fhe ruliire of Medu .

f ' |r|l’



ISSUE PRIOR LAW I _-.------- -------------------------------------------

F. MANAGED CARE
BALANCED BUDGET ACT OF 1997 (P L~ 105 33)

8. Conditions of 
participation for 
PCCMs

The statute establishes no condilions of 
participation for partial iisk plans or primary care 
case management (fCCM) p.ovirtors HCFA 
regulations and guidelines establish general access 
conditions

( enlei foi Health Policy Research
Ihe ('.eorge Washington University Medical Cenler

-..........»■-

...............

• Provide for anange.nenis ^.11, sofficenl physicians and oilier I.ealih professionals to ens,

r»:“rr ,X'i     .......... . --
z*:;:!.""'... . ■" »• ......... .......

#=5==iS=2==ESEr
s=il=xS=H====-evneei inl n Knowledge of heallli and medic,ne could reUonaMv
furSn m ntlenlior, to resoll .0 senoos inipa.rmeol to bodily
Wl h Js, < e includes compliance

............ ....................................... - ...................

■':r “   ...................- - ^    
•Prohibit use of maiket.ng materials llial contain false o, malerially misleadinn infornniion
SdT-r*'' fT"’"'*' '"^"'""”9 "’a'er'^ls from the stale Prolnbil d.ieci door lo door and
cold call marketing, selective service area marketing, and lie ms

.................. .. .....

Hie Kaiser Commiss,,,,, on Ihe I iilore of Medi.

I 'age



ISSUE

A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

PRIOR LAW

F. MANAGED CARE
BALANCED BUDGET ACT OF 1997 (P.L. 105-33)

9. Conditions of 
participation for 
MCOs

Fedefal law esiablishes a series of coiufitions of 
participation for full iisk managed care 
oiganizations participating in Medicaid

Ofiler till He.illli I'olicy IteMMicIi
rile (,)>i>ign W.isliiogton Univfisily M<*(1« al ( awiler

Adds amendments to tlie conditions of participalion lor managed care organizations Fnlili. 
that are not governed liy broader Section 1903(m) standards are sut)|ecMo those applrrat.l. 
comprehensive MCOs Keriuires managed r:are oigani/alions to

• Comply with a "prudent layperson" emergency can; coverage st.indaid which regirires Mr 
and PCCMs to provide coverage for emergency services "wiltioiil regard to prior aulhoiizali 
or the emergency care provider's contractual relalionstnp wilti Itie MCO or the f'CCM " Oeti. 
emergency medical condilion as "a medical condilion man.losl.ny rlself by acute syrnploms 
sufficient severity (including severe pain) such that a prudent layperson who possesses an 
average knowledge of healih and medicine coulit leasonahly *;)<p«‘i I the absence of immed> 
medical attention to result in serious impairment to bodily (unction or serious dysfunction o(. 
bodily organ or pad Compliance nicludes compliance willi post slatiili/alinn reguiiemenis 
applicable to managed can; organizations (lailicipaling in Medir are♦( Imi. e

■ Specify all managed care Ireiiefits in Itie contract for wtiir t> lli,. MCO ,s responsrble and wt. 
remain the direct resiionsitirlity of the stale

Not discriminate against individual providers based on Itien luensure nr ceitifn almn und.-i 
taw

• Comply with the Mothers and Newborns Protection Ad (Itie 48 hour hospital slay rule) an.i 
Ihe Mertlal Henllh P*«fiiy Aci

• Agree to external review of all conliaci oirligalions by an ind,;pr>n<lenl entity unless Itie pl.i, 
accredited or (at stale l•lecllorl) riailii.ipales in Itie Medi< an; • (.lirm e

• Include incioasod solvency pioleclioim to (in onloi In lx; l...<.nsed) n;(,„i.e li. onsme try tlx 
Stale as an KMO or lawful risk bearing entity unless Itx- managrMl r are nigani/alirxi lias 
solvency giiaianleeil try Itie stale, is a puliln entity ni e, not .,1 risk Ini lios(iilal r are

• Prohibit use of marketing materials that corrtain false or materially misleading information 
Obtain prior approval of marketing materials to obtain pnoi approval Inxn the stale Prohibit 
direct, door to door and coir) call marketing, selective service area rnaikeling. and Ire ins

• Not place resliiclions on (irovider/palienl communications

• Maintain an inleiiial giievanr;e pror;eduie for eniollees and piovideis to challenge lire dem., 
of coverage or payment Helain lair hearing reguiremenis

' Protect enrollees against liability for payment in Ihe event of an MCO s insolvency

Mil- Kar.ix Ciiiiiiiii'.Mun on ||ie ( uiuir; of M>‘<|



ISSUE

A Cg^P»™t the Medicaid Provision, In th« Balanced Budge. Ac. of 1997 wi.h Prior Law 

PRIOR LAW

F. MANAGED CARE
BALANCED BUDGET ACT OF 1997 (P.L. 105-33)

9. Conditions of 
participation for 
MCOs (contmuod)

10. Prior 
approval of 
contracts with 
managed care 
organizations

11. Plan 
protections

12. Payments to 
Disproportionate 
Share Hospitals

Her A in.isl pie approve MCO conliacls valued al 
$100,000 or greater

Slates inipose a variety ol sancl.oiis against 
managed care entities iindor Itieii contracts ranging 
(fom tinancial penalties and f.ee/ing enrollment to
coniraci termination

-...... ................. ....... ... .................... .... ”

0'9«'>'^«"on has the rapa. ity to serve the OAperted 
enrollment in the service area" including assurances that the o.ga.ii/al.on "otters an 
appropriate range ot services and access to preventive and primary care services to. the
Seora"^^',"^ « siitticen. nurntrer „
find QCOQraphic distribution of providers of servK os

Apply balance t.illmy l.m.lal.on .oguiiomonls to any enhiy sohenni,acting with the MCO

Raises pre approval Ihmshold f,om $100,000 to $ I mill.oo indr-Ked to. ,n(l.,|,oo

Piior law IS silent ahoul trow OSH tiospitals should 
be (laid wtien they treat managed care patients

excess amounts tor care, and discriminal.on on the |,asis ol lieallt. status or need lo^.Mni. 
s©rvic©s.

Prohibits stales Iron, le.m.nalmg contracts with managed car,,- entities wittiout notice and 
hearing that meets duo (iiocess standards At then o,,Hon Males may. hut need not nolity
beneftciaries and penn.l llimn to disenioll t„,m an entity Ifial is in conl.a, I leiminal.on 
proceedings

Prohibits folding OSII ,,aymenls into IIMO piemiums Regnues It,.,I (,<d I „ayment ad,„sln„ 
lor services fiimistieil by a t,os()ilal to. individuals entitled to t,enelils .nid eniolled in a

^ ap.talioi,

(.enlei (oi Healtti l*oltcy Research 
1 he George Wastnnglon Univeisily Medical Center lhi> Kaisei f (immissioi, on tt,e I oliiie of Meiti.

I ’ngi



A Comparison of the Medicaid Provisions in the Balanced Budget Act of 1997 with Prior Law

ISSUE PRIOR LAW BALANCED BUDGET ACT OF 1997 (P L. 105 33)
F. MANAGED CARE

13. Quality 
assurance

Federal slatule requires that HMOs mainlain 
internal quality assurance processes and requires 
an independent OKternal review of coniraclor 
peilormance There are no simitar provisions for 
I’CCMs and partial risK plans

Regimes slates to have quality assurance systems 
loi Section 1903(m) entities

can;
Permits waiver of external leview procedures in llie case of Section 1'IO,'t(m) rnanarjed ..... 
organizations that (laiticipate in Medicare< (Choice Does not require external niialilv assur 
reviews of PCCMs

14. Enrollment of 
Indians

15. Treatment of 
family planning 
services

No S|)ecial rules in lire statute regarding treatment 
ol Medicaid eligihle Native Americans IICF A may 
condition appi(.ivals of stale waiver requests on 
compliance with certain provisions regarding 
access to hoallh services by Indians

Patients have free choice of family planning 
providers for covered family planning services even 
if enrolled in managed caie Stales may obtain 
waivers of the family planning freedom of choice 
provisions under Section 1115

Requires slates to d<;volop and implement a riualily assessment aiul improvement strategy 
(consistent with standards esiablisliod by It.e Secretary and in consultation wilt, the stales) o 
includes (1) |s|tandairls loi access to caie so it,at coveu'd servir es are availalile wilt,in 
reasonable lime Irarnes and in a manner llial ensiiies conlinuily of caie and adertuale puma, 
care and spociali/erl services capacity," (:-) exarrmialioi, ol ullie, guality of care rneasuies. .i, 
(3) procedures lor mornloiing and evaluating the quality and a|,(iioprialer,ess of care and 
services to enrollees, inr luding submitting quality assurance rlal-i meeting requirements for 
entities with Medicare contracts or other requirements approverl l,y lt,e Secretary, and period
assessment of quality assurance measures

Requires Indians to enioll with a managed care entity onlv if n is one of the following (and is 
participating under a slate's managed care piogram) it,e Indian Health Service an Indian 
health program operated by an Indian tribe or tubal oigaoi/ation .m udian Indian tioallf, 
program operated by an urban Indian organization

Retains free choice of provider rule except for peisons enrolled in new Section 1932 stale 
option PCCM program t nrollees in MCOs retain freedom of choice unless waived as part ol 
Section 1115 demonstration

Center for Ilealll, Policy Research
1f,e George Washington Univeisily Medical ('.enter I he K.iisi'r ( dimrnissioi, on (he f uluie of Medi,

l',,g.



ISSUE

Q. LONG-TERM CARE
BALANCED BUDGeT^QF 1997 (P L. 105-33)

1. Long-term 
care services

Mandales coverage of nursing facility, home health 
benefits and hospital services for all beneficiaries 
(including frail elderly), and gives stales the option 
to cover a broad range of ott.er long term care 
benefits Authorizes the Secretary to waive 
othemvise applicable limilalions on benefits
slalewideness and eligibility in order to perrnit ............................................
slates to cover home and community-based Fnrollm»ni . . .
services for individuals at risk for nursing home voluntary, stales may limit number of enroilees

p.o,occ ,o, ....... ........... ...

caZ:vz:';:;::::‘^;“rr,w7p:z ..... ....... . .......P y wnr. a I A(.t proio. ol, and meet r.onrMions of parl.cipal.on

»«•'"u,„,
conditions and whose health stains m f meet olhei applicable eligibility

paTr ...... . O' '’"ci P. ..»eps

Secretary is required to cany out for profit PACE piovidei demonsliahons 

[Note Corresponding pi wisions also added lo Medic,m.|

Cenlei for Ilealih Polii y Research
the ( ieoige Washmglon University Medical Center The K,.isei l ommissiun ,m the f wluie of Medi.
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ISSUE

ACompari^the ModiCd Provi.ton, in U.e Balanced Budge. Ac, o, ,997 wi.h Pnor Law

PRIOR LAW
H. FEDERAL FINANCIAL ASSISTANCE

BALANCED BUDGET ACT OF 1997 (P.L. 105-33)

1. General 
Approach

2.
Disproportionate 
share hospital 
(DSH) payments

Slates are enlilleO to open or.ded federal 
coniribultons towaid piogiam costs, with upper 
lim.ls on d.sproporf.onale share hospital payments 
Prohibits non emergency Medicaid coverage of 
otlieiwise eligible undocumented aliens

No change to piioi ,>ay,nenl siruclure but reduces ledeial (),SI I navmenls hw tin a k.i, c,

million emergencrcmehlnors'imJsUIh^^^^^^^^^^^^

3.
Disproportionate 
share hospital 
payments for 
institutions for 
mental diseases 
(IMDs)

Federal payments toward stales' disproportional© 
share hospital program are capped al an aggregate 
level per stale as well as at a facility level For FY 
1994, the total federal DSIt allocation was $18 5 
billion.

4. Federal
Medicaid
assistance
percentage
(FMAP)

Stales may cover Medicaid services furnished in an 
inslilulion for mental diseases (IMFJ) only in rare 
circumstances An IMD is a hospital, nursing 
facility, or other inslilulion of more than 16 beds 
which IS primarily engaged in providing diagnosis, 
Irealmeni, or care ol persons with menial diseases 
IMDs include stale and private psychiatric hospitals 
and large board and cate homes Services in IMDs 
are covered only for beneFidaries under age 21 and 
ages 6f> and older, effectively excluding coverage 
for persons between the ages of 21 and 64 (except 
for those residing in an IMD will, 16 or fewer beds) 
DSH payment rules do not prohibit DSH payments 
lo IMDs or esiablish iippei limits A number of 
stales made high DSH paymenls lo stale menial 
insliliilions lo support then activities

consumers, up lo an aggregate ceiling oM2

50% , V ZOO. , V z„„z, ..........;

The Fedeial goveinmeni coniiibules between 50% 
and 80% of every stale dollar spent on medical 
assistance for eligible persons, this amount is 
Known as the federal medical assistance 
percentage (t MAF') and is based on a stale s per 
capita income relative lo Itio national average 
I ederal financial assistance lot the District of 
Columbia is 50%

Fedeial payments lo the lemtories is 50%, subieci 
lo statutory limits

Cenlei lor Heallli Policy Research 
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ISSUE PRIOR LAW
....... .. or iwf wiin Prior Law

BALANCED BUDGET ACT OF 1997 (P.L. 105-33)
H. FEDERAL FINAIMCIAL ASSISTANCE

5. Federal 
financial 
assistance for 
care of aliens

Federal rinancial participation is available for 
Medicaid coverage for emergency services only for 
undocumented persons who otherwise would meet 
the eligibilrly requirements for the state Medicaid 
program

SThro^hTy err**''®"’®"' 'O''of ^ a 'or emergency services to each of the 12 states with the highest nun,
theTol2^ a ® f"a 1 'o'a' foods would be based on its share .
he total undocurnenled aliens in the 12 eligible slates Estimates of the number of

undocumented aliens would bo prepared by the Immigration and Naturalization Service

Cetilef for Health Policy Research
The George Wasliinylon University Medical Center the Kaisei Commission on Itm t olnie of Mei),.
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Introduction

Recent research has shown that a long-held assumption about AIDS was wrong ^there is no 
initial dormant phase of HIV infection. Instead, the virus attacks the body’s immune system from 
the outset. This improved understanding of how HIV functions, along with the advent of 
powerful new medications, has led to new recommendations for care and treatment. Specifically, 
experts now advise comprehensive care and treatment, often with combination drug therapy, 
from the earliest stages of HIV disease.

Despite the experts’ recommendations for early treatment and the existence of effective drugs, 
significant obstacles to accessing care and medications remain for low income people living with 
HIV. Existing programs cannot meet the need for comprehensive health care and preventive 
services. The current Medicaid requirements force most HIV positive individuals to wait until 
they develop full-blown AIDS to become eligible for coverage, a model which is inconsistent 
with clinical standards, inhumane, and costly.

Early Intervention Works, Saving Lives and Dollars

The new standard of care for people with HTV emphasizes early clinical intervention, calling for 
both primary care and combination drug therapy, including protease inhibitors, at earlier stages 
of infection. The National Institutes of Health (NIH) report that “ ..it has been suggested that the 
besl opportunity to eradicate HIV infeodon i= provided by the initiation of potent combmation 
antiretroviral therapy during primary infection.”' According to Dr. David Ho, director of the 
Aaron Diamond AIDS Research Center, mathematical models suggest that patients caught early 
enough and treated with combmation drug therapies could be free of HTV in two to three years.^

While cpmriPa^fMication of the HTV virus from the body has not yet becii demonstrated,
therapies have proven effective for many, drivins viral loads (the amount of vuus 

in the blood) below detectable levels, and maintaming or ^'^atically improvmg overall health. 
Combination therapies can slow the progressicn from HTV to ADDS, and can help prevent 
opportunistic infections (OIs). Ro’. es^ple, researchers at NIH’s National Eye Institute recently- 
discovered that of protease inhibitors and other anti-HTV drugs can prevent or delay

of cytomegalovirus (CMV) retinitis, a comn^^pheation of AIDS which causes

' C. Carpenter^ of the NIH Panel to Define Principals of Therapy of HIV Infection,”

June. 1AP7,
_ \
^ L. Altman, “With AIDS Advance, More Disappointment,” Wew York Times, January 19, 1997.



blindness without proper treatpient.^ Some patients in the study were able to stop standard CMV 
retinitis treatment, which can be cumbersome, toxic, and extremely costly (between $50-100,000 per 
patient per year), without advancement of their disease/

Combination drug therapies including protease inhibitors are expensive, with costs ranging from 
$8,000 to $10,000. But several studies have indicated that the dollars spent “up front” on these 
medications are offset by later savings on hospitalizations and other expensive care and treatment for 
AIDS-related illnesses. A study by Dr. Peter Ruane of the Tower Infectious Disease Medical 
Associates in Los Angeles found that each dollar spent on combination drug therapies resulted in at 
least two dollars of savings on overall treatment costs, which declined 23 percent.^ The same study 
reported a 57 percent drop in the average number of days patients spent in the hospital. Data from 
Saint Vincent’s Hospital in New York support the conclusions of the Tower study, showing a 
significant decrease in inpatient care, both in terms of the number of people hospitalized and the 
average length of stay.^

The findings of the protease inhibitor studies—that early intervention and treatment can prolong 
health and reduce the need for more expensive treatment later—are consistent with earlier studies on 
the cost-effectiveness and beneficial impact of preventive treatment. Researchers at Johns Hopkins 
Hospital compared the outcomes of patients who received prophylactic treatment for the 
opportunistic infection Pneumocystis carinii pneumonia (PCP) with those who did not receive such 
treatment. The patients not taking prophylaxis accounted for all of the deaths attributed to PCP, 85 
percent of the hospital days, 100 percent of the Intensive Care Unit days, and 89 percent of the 
inpatient charges. The study concluded that those “who developed PCP despite prophylaxis had a 
better outcome and used fewer resources than patients not receiving preventive therapy.”"^ Another 
study examining preventive treatment for PCP found that prophylaxis resulted in longer life and a 
savings of $16,503 for each patient, as compared with no prophylaxis.*

^ NIH News Release, “Combination Drug Therapy for AIDS Found to Control Blinding Eye Infection,” 
May 20, 1997 (reporting study results published in the Journal of the American Medical Association, May 21, 
1997).

^ P. Ruane, “Dramatic Reductions in Use of Healthcare Services by Patients with HIV Result from Use of 
Combination Therapy with a Protease Inhibitor,” Tower Infectious Disease Medical Associates, Inc., January 23, 
1997.

* R. Torres, “Impact of Potent New Antiretroviral Therapies on In-Patient and Out-Patient Hospital 
Utilization by HIV-Infected Persons,” Saint Vincent’s Hospital and Medical Center, January 23, 1997.

’ J. Gallant, et. al., “The Impact of Prophylaxis on Outcome and Resource Utilization in Pneumocystis 
carinii Fncumonia,” Chest, April 1995: 1018-1023.

* A. Castellano and M. Nettleman, “Cost and Benefit of Secondary Prophylaxis for Pneumocystis carinii 
Fneumoma," Journal of the American Medical Association, August 14, 1991; 820-824.



Comprehensive care and treatment which prevents or delays the progression from HIV infection 
to AIDS can both improve quality of life and save money. A survey of the costs of care for 
Medicaid patients with HIV in Baltimore found that monthly costs for people with CD4+ T-cell 
counts under 50 (generally a sign of more advanced HIV disease) were more than twice those of 
people with more than 500 T-cells.’ As noted above, spending money in the early stages of HIV 
disease for treatment with combination drug therapies can reduce more expensive interventions 
later. Yet under the present Medicaid system, many living with HIV must wait for their T-cells to 
drop and their illness to worsen before they can receive coverage and access care.

Gaps in Health Care Coverage Remain

The advances in overall health care and drug treatments have brought renewed health and 
unprecedented hope to many people living with HIV disease. For the first time in the 15 years of 
the AIDS epidemic, there has been a decrease in the numbers of Americans dying from AIDS. 
The U.S. Centers for Disease Control (CDC) reported a 13 percent decline in the number of 
AIDS deaths for the first six months of 1996, as compared to the same period in 1995, and 
attributed this decline to improved medical care, prophylaxis for OIs, and the use of combination 
therapies.

In the same report, however, the CDC noted that AIDS continues to be the leading cause of death 
of Americans aged 25 to 44, and that the “increased prevalence of AIDS [in the U.S.] indicates 
the need for medical and other services for persons with HIV infection.” While the new 
medications make obtaining care more important than ever, challenges in expanding access to 
primary care and treatment remain.

Medicaid provides access to health care coverage for low income, uninsured, disabled people. 
Individuals who are HIV positive but have not been diagnosed with AIDS, however, are often 
not eligible for Medicaid, because they do not meet the program’s disability standards or other 
categorical eligibility requirements. To qualify for Medicaid, people must meet income 
requirements and the disability criteria of the federal Supplemental Security Income (SSI) 
program. The Social Security Administration uses the CDC’s definition of AIDS, along with 
evidence of functional impairments, as proof of disability." Despite the fact that early clinical 
intervention—including primary care, preventive services, and medication therapies—has

’ R. Moore and R. Chaisson, “Costs to Medicaid of Advancing Immunosuppression in an Urban fflV- 
Infected Patient Population in Maryland,” Journal of Acquired Immune Deficiency Syndromes and Human 
Retrovirology, 1997, 14:223-231.

Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 1997,46: 165-173.

' ‘ The CDC definition of AIDS for surveillance purposes is: documented CD4+ T-lymphocyte counts 
<200 per microliter or percent of total lymphocytes <14 percent or a variety of opportunistic infections.



been shown to improve healthtand delay the onset of expensive opportunistic infections, 
most HIV positive individuals must wait until they “get sicker” and develop AIDS before 
they can receive Medicaid.

This is particularly devastating because the populations in which HIV infection is increasing are 
the ones likely to enroll in Medicaid once their HIV infection becomes full-blown AIDS. The 
epidemic is growing fastest among groups which have traditionally been socioeconomically 
disenfranchised, including racial and ethnic minorities, injection drug users, and women. In 
1996, for the first time, blacks accounted for more AIDS cases than whites (41 percent versus 38 
percent).'^ Women represented 20 percent of new AIDS cases in 1996, up from seven percent in 
1985. While overall AIDS deaths declined 13 percent in the first half of 1996, deaths among 
women increased by three percent.'^

These populations are also the groups less likely to have health insurance and access to 
treatments, and more likely to face barriers in obtaining health care, according to a survey by the 
Agency for Health Care Policy and Research.''* People who are uninsured or underinsured not 
only lack access to expensive combination therapies, but also to basic primary care and 
preventive services. Without insurance, people are more likely to wait until they have serious 
health problems before seeking care—problems which are then more expensive to treat. At this 
point, people would likely become eligible for Medicaid, but it is both inefficient and inhumane 
to require people to progress to an advanced stage of illness when we could offer access to 
effective and less costly care and treatment at an earlier time in the disease.

A Medicaid expansion also promotes public health, by giving uninsured and underinsured people 
with HIV an opportunity and an incentive to enter care earlier. Reaching people who would not 
otherwise have contact with health care systems provides the chance to teach and reinforce 
behavior changes which can prevent HIV transmission. [Reducing viral load through the use of 
combination drug therapies may also reduce infectiousness, although there is not yet conclusive 
scientific data on this issue.] The ongoing primary care and medical case management funded 
through Medicaid helps support patients in following complex treatment plans. If patients do not 
strictly comply with their combination therapy regimens, they are likely to develop drug-resistant 
strains of HIV. The existence of such drug-resistant HIV mutations may further complicate 
public health efforts to combat AIDS.

Despite the existence of federal AIDS programs, such as the AIDS Drug Assistance Programs 
(ADAPs) and the other components of the Ryan White CARE Act, Medicaid serves as the

Centers for Disease Control, Morbidity andMortality^Weekly Report, February 28, 1997,46; 165-173.

*'* P. Mohr, Patterns of Health Care Use Among HIV-Infected Adults: Preliminary Results,” AIDS Cost and 
Services Utilization Survey, Agency for Health Care Policy and Research, September 1994: 3.



foundation of AIDS care through .its provision of both comprehensive health care and drug 
therapies. ADAPs provide limited prescription drug coverage for some uninsured and 
underinsured people with HIV and AIDS. But these programs cannot (and are not designed to) 
meet the need for comprehensive primary care and diagnostic services. In spite of their limited 
mission—to provide access to a limited formulary of proven AIDS medications—ADAPs face 
severe financial pressure in many states, and often cannot meet the growing demand for new 
combination therapies. In some states, ADAPs do not even cover protease inhibitors, and many 
offer a very limited formulary of antiretroviral and 01 drugs. In other states, there are lotteries, 
long waiting lists, and increasingly restrictive eligibility criteria for ADAP participation.

While other Ryan White CARE Act programs pay for some primary care and drug 
reimbursement, they are not intended to provide widespread comprehensive health care. Ryan 
White funding is used for a range of care and services, including food, transportation, and case 
management for people living with AIDS. Additionally, many ADAPs and Ryan White-funded 
primary care programs have eligibility criteria which exclude people in the earlier stages of HIV 
disease. These programs lack the financial resources to broaden their eligibility criteria to cover 
such individuals.

Even if a person with HIV were able to obtain medications through an ADAP or Ryan White 
program, without primary care and services like medical case management, it is impossible to 
monitor that person and assure that the prescribed treatment regimen is appropriate and effective. 
An expansion of Medicaid can provide such care and services.

Some may question whether it is appropriate to have a disease-specific expansion of Medicaid, 
even as a demonstration project. We believe that it serves the interests of public health, scientific 
knowledge, and fairness to broaden Medicaid coverage to include people with HIV.

Public health: With earlier health care and treatment, as mentioned above, people living 
with HIV are more likely to avoid behaviors which can spread the virus, and are more 
likely to adhere to complex treatment plans, which can both prolong health and prevent 
development of drug-resistant strains of HIV.

Scientific knowledge: Protease inhibitors and other new medications received rapid FDA 
approval, have not yet been in long-term use, and have been researched mainly by 
studying people in more advanced stages of HIV disease. There are many remaining 
questions about the benefits, risks, and best way to use combination therapies in people 
who are HIV positive, but do not have AIDS. A Medicaid expansion demonstration 
project which brings people with HTV into care provides the opportunity to gather data 
and conduct research studies designed to answer these questions.

Fairness: The current Medicaid system requires most people with HIV to develop AIDS 
in order to gain access to health care and new combination therapies. This is unfair and 
inhumane, especially when the government provides treatment for other communicable
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diseases, such as sexually transmitted diseases and tuberculosis. Principles and guidelines 
recently released by the Department of Health and Human Services and the NIH call for 
earlier intervention with combination drug therapies as the standard of care for the 
treatment of HIV in most cases. The government should ensure that this standard of care, 
endorsed by its own agencies, is accessible to those who have no other way to obtain it.

The Medicaid eligibility framework—requiring total disability to qualify for coverage— is at 
odds with current clinical and public health knowledge. Many low income HIV positive 
individuals with relatively intact immune systems are not presently eligible for Medicaid, but 
will eventually qualify for Medicaid after developing AIDS. Unable to afford adequate treatment 
early in their HIV disease, they cannot obtain the range of health care services necessary to 
manage the disease, and will be more ill when they do enroll in Medicaid. Ironically, earlier 
access to these medical services and treatments would enable them to preserve their health, learn 
how to prevent transmission of HIV to others, and avoid more costly care such as inpatient 
hospitalization. For humane, financial, and public health reasons, it is time to make Medicaid’s 
eligibility requirements consistent with the clinical realities of HIV disease.

A COLLABORATIVE RESPONSE

In response to the contradictions between current Medicaid disability criteria and AIDS clinical 
evidence and care standards, which call for early treatment of HIV disease, representatives from 
the AIDS Action Council, community-based AIDS service organizations, the Health Care 
Financing Administration (HCFA) and the Office of Management and Budget (0MB) have 
begun to work collaboratively to address these issues. Response from the administration has been 
unequivocally supportive, culminating in endorsements from Vice President A1 Gore, who has 
asked HCFA to find ways in which to expand Medicaid and allow more low-income Americans 
with HIV to access care and therapies. Gore is quoted as saying “[Medicaid expansion] can ease 
suffering, it can increase hope, and it can get new drug therapies into the hands of people who 
need them.” As a result of these collaborations, we are all working together under HCFA’s 
leadership to develop a plan for expanding eligibility to Medicaid for persons who are HTV 
positive.

Proposal Design

The objective of this program is to expand Medicaid eligibility to low-income individuals who 
have tested positive for the presence of HIV and who would be otherwise eligible for Medicaid 
once their health status met an AIDS-defining diagnosis. States participating in this initiative will 
demonstrate that the provision of earlier access to care and treatment will extend the period of 
time that a person who is HTV positive remains asymptomatic, defer the onset of opportunistic 
infection, and delay hospitalization, all of which will result in significant cost savings and life- 
enhancing benefits. The following section describes what we believe are the core components of 
this initiative.



Eligibility J

Any and all individuals who meet the following criteria will be eligible under this program:

• test positive for the presence of HIV; and
• have income at or below 200 percent of the federal poverty level.

State demonstrations will coordinate resources with other private, state, and federal programs. 
Individuals with private insurance can apply for and become eligible for Medicaid as a “wrap 
around benefit” thereby maximizing private insurance participation. State proposals will specify 
the state specific eligibility guidelines and coordination of other state and federal programs.

Covered Benefits

Ideally, states will provide the full benefit package (i.e., mandatory and optional Medicaid 
services) to individuals eligible through this program. In any case, benefit packages must be 
flexible to accommodate new treatment advances and changes in standards of care that become 
available during the course of the demonstration. Through this project, states, at a minimum, 
must provide:

• primary care,
• prescription drugs,
• diagnostic and laboratory services,
• mental health services, and
• substance abuse treatment services.

Options to Participate in the Demonstration Projects

Section 1115 of the Social Security Act allows the Secretary of Health and Human Services to 
grant waivers from the usual federal Medicaid requirements'^ to states which want to create 
demonstration projects to test new approaches to Medicaid. These demonstration projects must 
be designed to promote the objectives of Medicaid,'^ and must include a research and evaluation 
component. Generally, demonstration projects created under a Section 1115 waiver are supposed 
to be “budget neutral” over the life of the project, meaning that costs under the demonstration 
project do not exceed what costs would have been without the waiver in place. Section 1115 also 
authorizes matching federal funds for certain expenditures.

As defined in Section 1902 of the Social Security Act, and other provisions incorporated through Section
1902.

' As set out in Title XIX of the Social Security Act.



\This initiative will be designed to provide states with the maximum flexibility possible in 
participating in a Medicaid expansion demonstration project. The project does not necessarily 
need to meet the traditional definition of “budget neutrality,” since there can be federal and/or 
state subsidies. Also, budget neutrality should be measured within a time frame which is 
appropriate for assessing the clinical impact and cost-effectiveness of the new combination 
therapies (e.g., over a period of five to ten years).

Options for participation include the creation of a free-standing demonstration program or new or 
amended 1115 waivers. New 1115 waivers could provide the vehicle to expand Medicaid 
eligibility and/or allow a Medicaid buy-in option for those individuals otherwise ineligible for 
coverage. Amending an approved or pending 1115 waiver could also be used to expand 
eligibility. In addition, states could increase the income standards for their Medicaid buy-in 
programs, allowing more persons who are HIV positive to qualify. For example, states could set 
the income standard at 200 percent of the federal poverty level or they could use a graduated 
system to make more individuals eligible.

Next Steps

Over the next several months, the AIDS Action Council will work with HCFA to develop and 
refine a solicitation process for states to successfully participate in the HIV Expanded Eligibility 
Demonstration Initiative. It is important for community-based AIDS service organizations to 
urge their state governors and Medicaid directors to advocate for this initiative with HHS and 
HCFA. While we expect that this initiative will offer states tremendous opportunities to provide 
cost-effective access and coverage to its most vulnerable populations, we also recognize the 
range of development and design issues that need to be resolved. Over the next several months, 
the AIDS Action Council will work with states and HCFA to complete the following tasks:

• Continue to work with HCFA to design a program that includes adequate incentives 
for state participation in this initiative.

• Build consensus among federal and state leadership, elected officials, and government 
staff, including representatives from Medicaid programs, Departments of Health, and 
Departments of HIV Services.

Work with HCFA to develop a process that allows states to efficiently design and 
implement a vehicle for eligibility expansion that responds to the unique environment 
and situations of each state (waiver amendment or new waiver submission).

Design a process to solicit input from consumers, AIDS service organizations, 
primary care and other health care providers, and [health care ?] agencies regarding 
program design and program effectiveness, on an ongoing basis.



Work with HCFA'tp develop a methodology that allows states maximum flexibility in 
measuring cost effectiveness. The goal will be to have HCFA resolve methodology 
issues related to baseline measurements, the measurement of savings in other 
government programs, and evaluation time frames.

Work with HCFA to identify and develop data bases that provide the information 
needed to estimate current expenditures and projected costs for the purposes of 
assessment and future planning. Necessary data includes the number of newly eligible 
individuals by state and service area (persons who are HIV positive with incomes 
below state defined eligibility criteria), utilization of services, and cost.
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infdrt^
Partial Glossary of Managed Care, Medicaid and

Medicare Terms
209(b) State A state which takes advantage of a law that allows them to have more 

restrictive eligibility standard than those created by the Supplemental
Security Income (SSI) program

1115 Waiver Special permission granted to states under the Social Security Act, which 
allows them to waive any provision of the Medicaid law for a demonstration 
Medicaid program. Waivers are usually granted for research purposes, to 
test a program improvement or investigate an issue of interest to HCFA.
Most projects run for a limited period, no more than 3 or 4 years, and are 
usually not renewable.

1915(b) waivers Allows states to enroll Medicaid beneficiaries in a managed care plan by 
waiving the participant’s right to choose their own providers. Also called 
freedom-of-choice waiver.

2176 waiver Also known as 1915(c) and 1915(d) waivers. Medicaid law contains waiver 
authority allowing states to offer community-based long-term care services to 
persons who would otherwise require nursing home care or other forms of 
institutional care. Under this waiver, States provide a broad range of home 
and community-based services to elderly, mentally retarded, and other 
disabled and chronically ill persons. States must apply to the federal 
department of Health and Human Services (HHS) for each service

Activities of daily 
living (ADLs)

A set of basic tasks -dressing, bathing, toileting, eating and mobility - used 
to measure an individual’s level of functional impairment.

Adjusted average 
per capita cost 
(AAPCC)

The basis of payment for Medicare risk HMOs, the AAPCC is a yearly 
projection of program spending in fee-for-service Medicare (traditional 
Medicare). Medicare pays risk HMOs 95% of the AAPCC for each enrolled 
Medicare beneficiary, with adjustments for factors such as geographic cost 
differences (by county), age, sex, and disability status.

Ambulatory Care Health Care that does not require a hospital admission for the patient - also 
known as outpatient care, commonly provided in a doctor’s office, clinic, or 
health center.

Approved charge The amount Medicare approves for payment to a physician. Typically
Medicare pays 80% of the cost, the beneficiary 20%, for most services.

Assignment A Medicare process in which a beneficiary agrees to have Medicare’s share 
of the cost of a service paid directly (assigned) to a doctor or other provider, 
and the provider agrees to accept the Medicare approved charge as 
payment in full. Typically, Medicare pays 80%, the beneficiary, 20%.

Balance billing In Medicare and private fee-for-service health insurance, the practice of a 
care provider billing patients in excess of the amount approved by the health 
plan. Under Medicare, the excess amount cannot be more than 15% over 
the approved charge.

Beneficiary A person who is eligible for or receiving benefits under an insurance policy or 
plan. The term is commonly used in Medicaid and Medicare.

Benefits or
Benefit Package

The health care services covered by a health plan or health insurance 
company, under the terms of its member contract. Terms of the contract 
outline copayments, deductibles, limitations on the amount or length of 
coverage, and conditions such as having care delivered through the health 
plan and authorized in advance.

Boren
Amendment

l9

Part of the Medicaid law which provides that the state payment rates for 
hospitals and nursing facilities must be reasonable and adequate to meet the 
costs incurred by efficiently and economically operated facilities to provide 
care and services meeting state and federal standards
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COBRA A federal law known as the Consolidated Omnibus Budget Reconciliation Act 
of 1986 that requires employers with 20 or more employees to offer 
continued health care coverage of terminated employees and their eligible 
dependents. An employee can be eligible for between 18 and 29 months of 
coverage. The employee is responsible for the insurance premium.

Capitation A method of paying for medical services and health care on a per-person 
rather than a per-procedure basis. For example, an HMO might pay a doctor 
the same set fee whether he or she sees a patient once or twenty times 
during a month.

Case
Management

A program or method that health plans and insurers use to coordinate the 
care of patients who have complex or expensive medical needs to ensure 
appropriate and cost effective care.

Carrier Private organization, usually an insurance company that has a contract with 
the Health Care Financing Administration to process claims under Part B 
(the doctor insurance) of Medicare.

Categorically
needy

Medicaid eligibility based on defined indicators of financial need by families 
with children and pregnant women, and to persons who are aged, blind, or 
disabled. Persons not falling into these categories cannot qualify, no matter 
how low their income. Medicaid defines over 50 population groups as 
potentially eligible, including those who must be covered and those who the 
state has the option to cover. The scope of covered services that states must 
provide to the categorically needy is much broader than the minimum scope 
of services for other groups receiving Medicaid benefits.

Claim The documentation of a medical service that was provided to a covered 
patient by a doctor, hospital, laboratory, diagnostic service or other medical 
professional. The provider or the patient files the claim with the insurer to 
request payment for the service.

Clinician A term for many types of medical professionals who care for patients 
including doctors, nurses, physicians’ assistants, therapists, etc.

Co-insurance
Co-payment

The portion of the bill for a medical service that must be paid by the patient 
(co-insurance is usually a percentage, co-payments are a flat amount, e.g., 
$5.00 per office visit).

Community
Rating

A means of setting monthly health plan or insurance premium rates by 
estimating the cost of providing health care to the entire membership and 
dividing by the estimated number of members each month. Each grouping 
within the membership pays the same rate. “Community rating by class” 
starts with the community rating and adjusts it up or down based on a given 
group’s demographic (age and sex) makeup. “Adjusted community rating” 
starts with community rates and, using past use of medical services, adjusts 
up or down estimating what the cost of providing health care for that group 
might be in the upcoming year. “Expenence rating” is a rate based on the 
actual cost of providing care to that specific group.

Deductible Typically found in fee-for-service arrangement. The amount that the patient 
must pay toward the cost of the covered sen/ices they receive before the 
insurance plan begins paying for benefits.

Deeming In Medicaid, considering income or resources which are available to an 
individual not receiving assistance as available to an individual receiving 
assistance.

Disproportionate 
share hospital 
(DSH)

Hospitals that receive and additional payment under Medicare or Medicaid if 
they serve a relatively large volume of low-income patients.

Dual eligible A Medicare beneficiary who also receives the full range of Medicaid benefits 
in his or her state

Employer
contribution

The amount of money an employer pays toward the health benefit plans of 
its employees.



Enrollment Area The geographical area within which a health plan member must reside in 
order to be eligible for coverage. Most HMOs place a limit on the length of 
time members can live outside the enrollment area each year and still be 
covered unless they are students.

Federally
Qualified

An HMO that has met a set of federal standards. All HMOs are subject to 
federal and state regulations whether they are qualified or not.____________

Fee-for-Setvice The method used by traditional health insurers; the medical provider charges 
a fee for each service, and the insurer pays all or a portion of that fee.

Formulary A list of prescription drugs and their recommended doses, which have been 
selected by a health plan, insurer or group of doctors on the basis of cost 
and effectiveness, for a given condition. Formulary drugs may be only 
recommended or they may be the only drugs reimbursed.

Freedom of 
choice

A principle of Medicaid which allows a recipient the freedom to choose 
providers. Can be waived

Gatekeeper A term used to describe one role of a primary care doctor in an HMO or other 
managed care network that requires its members to have all of their care 
provided, arranged, or authorized by the members’ primary care doctors, 
except in the case of life-threatening emergencies.

Health Care 
Financing 
Administration 
(HCFA)

A federal agency within the Department of Health and Human Services that 
operates Medicare and, together with the states, Medicaid.

Health Screening A mechanism used by some insurers to determine whether applicants are 
likely to create high medical costs. It is used to determine preexisting 
medical conditions and to determine applicants who may be at risk due to 
factors such as a past history of drug abuse.___________________________

Health
Maintenance
Organization
(HMO)

An entity that is both the insurer and provider of care, giving most of the 
necessary care for a prepaid (capitated) fee. HMOs often place an emphasis 
on prevention and careful assessment of medical necessity. Services are 
provided through a system of affiliated providers.

Home Health
Care

Care rendered in a patient’s residence by employees of a home health 
agency or other approved provider.

Hospice A public or private organization primarily engaged in providing pain relief, 
symptom management and supportive services to teiminally ill people. 
Medicare beneficiaries may elect to receive hospice care instead of standard 
Medicare benefits for terminal illnesses.

Inpatient Medical care that requires the patient to occupy a bed in a hospital. Not all 
hospital care is inpatient care; a patient can also receive “outpatient" care in 
a hospital’s emergency room or ambulatory care center.

Long term care Ongoing health and social services provided for individuals who need 
assistance on a continuing basis because of physical/mental disability. 
Services can be provided in an institution, the home or community, and 
include informal services provided by family/friends and formal services 
provided.

Managed care Any system of payment or delivery arrangement where the health plan 
attempts to control or coordinate use of health services by its enrolled 
members in order to contain spending, improve quality or both.
Arrangements often involve a defined delivery system of providers with some 
form of contract with the plan to furnish services to those enrolled.

Medicare Federal health insurance program for persons age 65 and older, and some 
severely disabled persons under age 65. It consists of Part A, hospital 
insurance and Part B, supplementary medical insurance.

Medigap policy An insurance policy that must be privately purchased that supplements 
Medicare coverage and meets specified requirements set by federal statute 
and the National Association of Insurance Commissioners.



Network/Participa 
ting Providers

Used to describe the doctors, clinics, health center, medical group practices, 
hospitals, and other providers that an HMO, PPO, or other managed care 
network plan has selected and contracted with to care for its members.

Open Enrollment A period during which health plans or insurers accept new applicants for 
membership. Employers typically hold these once a year.

out-of-pocket
Costs

The portion of the cost of health care and medical services that a person with 
health care coverage is responsible for paying.

Preexisting
Condition

An illness or medical condition that an individual has before applying to a 
health plan or insurer for coverage. Some plans turn down people with 
certain preexisting conditions.

Primary Care Preventive health care and routine medical care that is typically provided by 
a doctor trained in internal medicine, pediatrics, or family practice, or by a 
nurse, nurse practitioner, or physician’s assistant, in a doctor’s office, clinic, 
or health center. HMO members are encouraged or required to choose a 
primary care provider who must provide, arrange or authorize their care.

Provider A term used to describe all types of health care professionals and facilities.
Qualified
Medicare
beneficiaries

Medicare Part A eligible individuals with income at or below the federal 
poverty level and who do not have resources exceeding twice the level 
allowed by SSI ($4000 per individual). State Medicaid agencies must pay 
Medicare premiums, deductibles and coinsurance for such individuals

Reasonable and 
Customary 
Charges or Fees

An amount determined by an insurance company or HMO to be the 
appropriate amount to pay for a particular medical service. Insurers will often 
pay no more than reasonable and customary charges for services provided 
to their members.

Referral A formal process by which a patient is authorized to receive care from a 
medical specialist or a hospital. HMOs usually require a referral from a 
primary care provider in order for specialty care to be covered.

Risk An insurance term related to financial responsibility for medical care. A “high- 
risk" individual is someone who has a high likelihood of having a serious 
illness. “At risk” or “risk bearing” means being financially responsible for the 
care of patients. For example, when an HMO pays a provider a set or 
“capitated” rate, the provider is at risk for any care that costs more than they 
are paid. “Risk adjustment” means paying a health plan an extra amount if its 
members are, on average, sicker and more expensive to care for.

Self-Referral The ability for an HMO patient to refer himself or herself, under certain 
circumstances, for specialty medical care, without receiving a formal referral 
or prior authorization from the patient’s HMO or primary care doctor.

Self-Insured An arrangement whereby employers pay directly for the health care services 
their employees need, rather than paying premiums to an insurance 
company or health plan for coverage. Some self-insured plans contract with 
HMOs or other managed care networks to provide all or most of their 
employees health care.

Skilled nursing 
facility

An institution that offers nursing services similar to those given in a hospital, 
to aid recuperation of those who are seriously ill.

Skimming A practice by which insurers or health plans try to avoid enrolling people 
whose medical care may be very expensive, including people who are 
elderly or who have a history of illness.

Social Security 
Disability
Insurance (SSDI)

The portion of Social Security that pays monthly benefits to disabled workers 
under age 65 and their dependents. SSDI recipients (but not their 
dependents) automatically become eligible for Medicare after a two-year 
waiting period. SSDI payments are based on your contributions made while 
you were working.

Spenddown Individuals in 209 (b) states or those eligible under the medically needy 
program who must make payments on medical bills until their income, minus 
expenses for medical care, falls to or below the income level set by the state 
to qualify for Medicaid.



Supplemental 
Security Income 
(SSI)

A federal income support program for low-income disabled, aged and blind 
persons. Eligibility does not depend on previous work or contributions to a 
trust fund, and usually carries with it automatic eligibility for Medicaid.

Supplementary
medical
insurance

Part B of Medicare: it covers the costs of physicians’ services, outpatient 
laboratory and X-ray tests, durable medical equipment, outpatient hospitai 
care and certain other services. This is a voluntary program that has a 
monthly premium.

Utilization The amount of medical services used by a given population, usually 
measured over a specific period of time or as an average related to the 
number of people in the population.

Waiting period A period after the effective date of enrollment during which a new member of 
a health insurance plan is not covered for a preexisting medical condition

This glossary was compiled largely from two sources: "Medicaid Reform: Managed Care & AIDS, AIDS 
Action Council and The HMD Health Care Companion. Alan G. Raymond, 1994, Harper-Collins 
Publishers, Inc.
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Remarks of Vice President Al Gore 
AIDS Action

7th Annual National Leadership Awards 
Washington, DC 

April 9,1997

[Acknowledgments from advance)

Thank you for this wonderful award. And thank you for 

honoring all that Tipper Gore, my partner, has done to raise 

awareness of AIDS, to heal those who hurt, and to work to end 

this epidemic. Whether reading names at the quilt, or placing 

panels on the fence of our home at the Naval Observatory, or 

participating in all those AIDS walks, Tipper has been an 

inspiration. Thank you for letting me bask in her reflected

glory.

I'm humbled by this award, because I am humbled by all of

you.
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Tonight— in this theater — are the heroes of the crusade 

against AIDS. All of you are on the front lines; that’s where 

any battle is always toughest. But each day you return — 

delivering knowledgeable, consistent, and compassionate health 

care. Your organizations bring meals on wheels ... organize 

buddy systems so nobody will ever fall out of the community's 

sight. - . deliver the care people with AIDS need to get better, 

and to maintain highest level of function.

So tonight I want to do more than thank you for presenting 

Tipper and me this award. I want to thank you for the work 

you do every day of your lives. From the bottom of my heart, 

thank you for your energy, your commitment, and your tireless 

devotion to a cause larger than any single one of us.
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And, of course, thank you for keeping our feet to the fire. If 

all citizens used their vocal chords and their e-mail and the fax 

machines as skillfully as the AIDS community, this country 

would have made a lot more progress on a lot more problems. I 

appreciate your input and ideas. And I pledge to you that my 

door ” and that Tipper’s door - is always open.

The AIDS virus is too sinister and too wily to succumb to 

any single opponent. We've got to work together. This must be 

a partnership. A partnership of those living with HIV, the 

community of care givers and care providers, AIDS activists, 

local and national AIDS organizations, and the federal 

government — especially the White House. If I may paraphrase 

the First Lady, it takes a village to end an epidemic.
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And I want you to know that the President and I — along with 

Tipper, the First Lady, and the entire administration - are 

committed to strengthening this partnership. We're committed 

to working together to get people better — and in the end, to find 

a cure for this dread disease. Let me tell you some of the things 

we're doing to supplement the extraordinary efforts you are 

making on the front lines.

For starters, earlier this week, the President appointed a new 

director of the Office of National AIDS Policy, Sandy Thurman. 

Many of you know her. As the President said, she speaks the 

truth unvarnished. And that's exactly what we need.
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Her presence gives the AIDS community a powerful, 

effective, and credible voice at the center of the debate. I could 

not be more excited about having someone of her caliber at the 

table, making decisions. This was a great choice. She will do a

great job.

Sandy's energy and drive will take us to the next level. Her 

willingness to tell it like it is will help all of us - together - 

write the next chapter in beating this epidemic. And her work 

will be laid upon the foundation of slow and steady progress we 

have built these last four years. We've boosted investments in 

AIDS research, prevention, and services by 60 percent. Ryan 

White funding has increased 158 percent. We've speeded up the 

FDA approval process - leading to the approval of eight new 

AIDS drugs and 19 drugs for AIDS-related conditions.
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And I'm delighted to announce this evening that we will soon 

be taking steps to bring those cutting-edge drugs to more people 

~ by expanding Medicaid drug coverage. Specifically, I've 

asked the Health Care Financing Administration and the Office 

of National AIDS Policy to look into the possibility of moving 

Medicaid eligibility closer to the sero-conversion point by doing 

a pilot project, what HCFA calls a demonstration. At the 

moment, people with HIV must wait until their T-cells reach 

extremely low levels or they develop opportunistic infections, 

resulting in a diagnosis of full-blown AIDS before they're 

eligible for Medicaid. That makes some of these new drugs 

prohibitively expensive for people who need them.
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We think this should change. Our view is that getting these 

drugs to people earlier won't cost more in the long run. It may 

even save money. It will certainly save lives. I ve asked HCFA 

to report back to me in 30 days. I don’t want to raise any false 

hopes. But this can be a very important step. It can ease 

suffering, renew hope, and help ensure that good people aren t 

priced out of life-saving medicine.

It's more urgent than ever, too, because progress on new 

drugs the past few years has been nothing short of remarkable. 

Already the FDA has approved four protease inhibitors, and 

they are saving lives. There is new research being done to 

develop new types of inhibitors. And scientists are working to 

develop and bring to market immuno-potentiators, drugs that

boost immune systems.
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As some of you may know, about a year ago, I brought 

representatives of the major pharmaceutical companies and 

leading government researchers to my office to begin mapping a 

strategy for finding and developing more AIDS therapeutics, 

microbicides, and ultimately, a vaccine. This partnership has

led to the establishment of the Forum for

Collaborative HIV Research, an unprecedented partnership 

between drug companies, the government, advocates and 

insurance companies to optimize the use of the new drug 

therapies. I am so proud that this collaboration has been so 

successful and I pledge to keep working to build these 

partnerships.
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Of all the times during this epidemic, this moment is the 

most optimistic. People who thought they were certain to die, 

are now living healthy lives. Deaths from AIDS are dropping 

for the first time ever. The estimated number of new infections 

has slowed. Education and prevention efforts are expanding. 

And for the first time, we can see - maybe not immediately, but 

sometime within our view - our ultimate goals: a cure and a

vaccine Let there be no mistake about that. Until they re

achieved, those will remain our highest goals: a cure for those 

who are sick and a vaccine so nobody will have to suffer this 

disease again. ‘ But at long last, we have good reason for

optimism.
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However, this recent burst of good news doesn't mean the 

epidemic is over. Far from it. We've got a long way to go 

before we beat this monster.

For instance, we've got to make sure pediatricians have the 

information they need to prescribe these new medicines to

children with HIV.

And something else is equally clear; the emergence of new 

drugs doesn't mean we can short-change care-givers; it doesn't 

mean we can compromise the work of the people serving people 

with AIDS. It wasn't until 1991 that the federal government 

even invested any money in care for people with AIDS. That 

was well after the epidemic had begun, well after good people 

had passed away.
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We cannot turn our back on the people who have 

shouldered so much of the burden of this disease. And even 

though budgets are tight, and Congress is not exactly 

welcoming, you have my word that this Administration will 

fight for the people doing the front line work all of you 

undertake every single day. If we don't give a damn about care, 

how can we expect anyone to care about giving a damn?

And while this is a time of optimism, we face other 

adversaries besides tight budgets, a tough Congress, and a mean 

virus. We face the adversary of racism. We cannot turn our 

eyes from the devastation this epidemic has unleashed in 

communities of color. The AIDS virus doesn't discriminate. 

Neither should we. This isn't a white disease or a black disease. 

It's a human disease. And that's how we've got to address it.
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We face the adversary of homophobia. Let me say it plain, 

there is no room in American medicine or American life for 

discriminating against people because of their sexual 

orientation. Gays and lesbians are part of the American family, 

and to try to exclude them or punish them for who they are is 

just plain wrong. We will not stand for it. We will not stand 

for homophobia. We will not stand for racism. We will not 

stand for discrimination in any form.

And finally, we face a quieter foe, the adversary of 

indifference - a lack of concern bred in part by the latest good 

news and by the sense among many that this is someone else's 

illness. This is perhaps the gravest threat, because it is so 

difficult to identify-
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And here the work you do is also so critical. You have seen 

the face of this disease, and that sight has meant you sannnt be 

indifferent. But you must continue to educate and inspire others 

- to shake them from their natural inclination to look the other

way.

We cannot be indifferent -- in part because AIDS itself is 

indifferent. It is indifferent to wealth or gender or sexual 

orientation or race or just about anything else. AIDS revels in 

its indifference, and is happy to live wherever it can find a 

home. AIDS lives in our offices. It lives in our schools. It lives

on our block.
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Tipper and I know that. A few years ago, when we lived in 

Arlington, Virginia, Jim Nichols, our neighbor a few doors 

down, died of AIDS. We watched him go, comforted him in his 

final days. AIDS lived on our block. We cannot be indifferent.

Last year, as Tipper mentioned, when she and I visited the 

AIDS quilt on the mall - all 11 city blocks of it - we read Jim's 

name and the names of many others who had touched our lives 

and had perished from this disease. It was unforgettable. There 

on the Washington Mall, between all those other monuments, 

was this quilted monument of grief - thousands upon thousands 

of names of people who did not have to die ... unimaginable 

human possibility unrealized. They lived on America s block.

We cannot be indifferent.
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But that quilt and those panels also embodied hope. The 

hope that comes from remembering. The hope that comes from 

the notion that our lives, all of our lives, are somehow stitched 

together. The hope that comes from the knowledge that once 

we're touched by AIDS, we cannot be indifferent ever again.

Thank you for all you're doing to eradicate indifference. 

Thank you for your part in this partnership. Together, we will 

end this epidemic. And until we do, we will never, ever stop

fighting.

###



"Gore Statement on Expanding HIV/AIDS Drug Therapies" 
U.S.Newswire (12/09/97)

Vice President A1 Gore said Tuesday that he was "extremely 
disappointed" that the Health Care Financing Administration and 
the Office of National AIDS Policy could not find a way to 
provide earlier Medicaid coverage for HIV-infected people. Gore 
stressed that he would continue to search for a solution, noting 
that "this Administration understands the urgency of finding 
innovative ways to ensure that all people with HIV benefit from 
the promise of new and effective treatments."



Office of National AIDS Policy
Executive Office of the President
Release Date: December 7, 1997

Statement of Sandra Thurman 
Director. White House Office of National AIDS Policy 

on Presidential Advisory Council Report

For more than a decade we have relied on those on the front lines to sound the alarms - and 
remind all of us of the urgency of this epidemic. This longstanding tradition has served people living 
with HIV and AIDS and all Americans well. And it is for this reason that the President appointed an 
advisory committee made up of those actively engaged at the community level in our nation’s battle 
against AIDS. The overarching message of this report is loud and clear - this epidemic is not over and 
we all have much more work to do.

Last week, on World AIDS Day, everyone stopped to acknowledge the tragedy of AIDS. But for 
those on the front lines of this epidemic - every day is world AIDS day. And it is out of this sense of 
urgency and frustration that the Council puts forward its recommendations. I certainly understand their 
anxiety, and I share their desire to continue the progress that this Administration has made.

However, reports that this Administration has abandoned its desire to expand Medicaid access to 
life-saving therapies could not be further from the truth. This Administration certainly understands the 
urgency of ensuring that all people with HIV benefit from the promise of new and effective treatments. 
The fact that our initial attempt to expand Medicaid has turned out to be more difficult than anticipated in 
no way lessens the Administration’s resolve to seek a workable means of extending life-prolonging 
therapies to all those in need.

The Clinton Administration has a strong track record of addressing the needs of people living 
with HIV and AIDS:

• The President worked vigorously to save the Medicaid program, which is the largest single payor 
for AIDS services and treatment in the country - in 1997, federal Medicaid expenditures for 
people living with HIV/AIDS totaled $1.8 billion, including nearly $500 million for AIDS drugs.

• The President established the HIV Vaccine Initiative, with the goal of finding a vaccine against 
HIV within 10 years.

• The President has pushed for increases in the Ryan White CARE Act, including a 450% increase 
in the State AIDS Drug Assistance Program since 1996.

• This Administration has supported the research that resulted in the new treatments that are saving 
so many lives, with funding for AIDS research at NIH increasing 50% since the start of this 
Administration.

There is no absence of will to meet this challenge; there is, however, a different sense of what can 
be accomplished in an often polarized political environment in which ideology can overwhelm science. 
The struggle to get the best quality of care and the best medications to all HIV-positive Americans is a 
very difficult fight and one I know that the President is committed to winning.

###30###



TALKING POINTS ON
MEDICAID EXPANSION TO PEOPLE WITH HIV

Background

In April, the Vice President directed the Health Care Financing Administration (HCFA) 
of HHS to determine the feasibility of establishing a demonstration program to expand 
Medicaid coverage to people who were HIV -- and do not currently qualify for Medicaid 
benefits. This was in response to a release by HHS of a standard of care for HIV and 
AIDS that recommended early treatment. The Vice President asked HHS to report 
back within 30 days.

Under current regulations, Medicaid coverage is not availalable to many individuals 
with HIV until they progress to AIDS; the new treatments offer the promise of 
forestalling the progression to AIDS, creating a "catch 22" whereby individuals can't get 
the drugs that would keep them from progressing to AIDS until they get AIDS.

Talking Points

•The Clinton Administration remains strongly comitted to insuring that people living 
with HIV and AIDS have access to the medical treatments they need.

•The experts at HCFA are finding it difficult to make this expansion cost neutral, 
which is the test that we must meet to change benefits without Congressional action

•The Administration is still in active dialogue with community members. Congress, 
and public policy experts to refine the financial analysis - we have not shut the door 
on making this work

•The anaylsis turned out to be far more complicated than many believed it to be, so 
it is taking much more time than we thought it would. However, the Administration is 
still actively working on a solution to this problem.

Administration has a strong track record of addressing the needs of people living 

with HIV and AIDS

•the President recently signed a fiscal year 1998 appropriation bill that provides 
$286 million for the State AIDS Drug Assistance Program, a 71% increase from 
fiscal year 1997.



•the President worked vigorously to save the Medicaid program, which is the largest 
single payor for AIDS services and treatment in the country -- in 1997, federal 
Medicaid expenditures for people living with HIV/AIDS totaled $1.8 billion, including 
nearly $500 million for AIDS drugs.

•the President has long been committed to health care for all Americans, and is 
pleased with the incremental progress that has been made on a bipartisan basis in 
recent years. Insurance reform and increased access to health insurance for 
children are important first steps. But the ultimate goal of high quality health 
insurance for all Americans remains.
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back within 30 days.

Under current regulations, Medicaid coverage is not availalable to many individuals 
with HIV until they progress to AIDS; the new treatments offer the promise of 
forestalling the progression to AIDS, creating a "catch 22" whereby individuals can't get 
the drugs that would keep them from progressing to AIDS until they get AIDS.

Talking Points

•The Clinton Administration remains strongly comitted to insuring that people living 
with HIV and AIDS have access to the medical treatments they need.

•The experts at HCFA are finding it difficult to make this expansion cost neutral, 
which is the test that we must meet to change benefits without Congressional action

•The Administration is still in active dialogue with community members. Congress, 
and public policy experts to refine the financial analysis -- we have not shut the door 
on making this work

•The anaylsis turned out to be far more complicated than many believed it to be, so 
it is taking much more time than we thought it would. However, the Administration is 
still actively working on a solution to this problem.

Administration has a strong track record of addressing the needs of people living 
with HIV and AIDS

•the President recently signed a fiscal year 1998 appropriation bill that provides 
$286 million for the State AIDS Drug Assistance Program, a 71% increase from 
fiscal year 1997.



•the President worked vigorously to save the Medicaid program, which is the largest 
single payor for AIDS services and treatment in the country -- in 1997, federal 
Medicaid expenditures for people living with HIV/AIDS totaled $1.8 billion, including 
nearly $500 million for AIDS drugs.

•the President has long been committed to health care for all Americans, and is 
pleased with the incremental progress that has been made on a bipartisan basis in 
recent years. Insurance reform and increased access to health insurance for 
children are important first steps. But the ultimate goal of high quality health 
insurance for all Americans remains.
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