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guaranteed by the federal government, other forms of discrimination and stigmatization will,
untortunately, continue. For individuals to have confidence in the new health care system,
they have to feel certain that their medical information will be kept absolutely confidential.
Blinded use of this data for surveillance purposes is appropriate. But any use of medical data
collected by the federal government for public health reporting by name would undermine
confidence in the new health care system (and increase the burden on categorical services
outside the system or cause a costly delay in individuals seeking care or prevention services).
Any named (or other traceable unique identifier) public health reporting system must be
separate from the data collection associated with the health plan.

Public Health Service Access Initiatives

We are supportive of major elements of this initiative and appreciate the PHS’s understanding
of the need to continue current service delivery programs for the immediate future. While we
appreciate the Administration’s support of continued ful! funding of the Ryan White CARE
Act programs, we must also point out that there are other categorical programs on which
people with HIV/AIDS depend (e.g.. community health centers, substance abuse programs).
We believe that the adaptations of these programs in the context of health care reform must
reflect the reality of improved access under the new system, not an assumed level of access.
The essential provider provisions should, at least in theory, mitigate this concem. However,
we fear that administrative and funding obstacles may actually create a discontinuity of
services through these providers. (For example, it is not without precedent that an old
program will be eliminated, a new one authorized but not funded at the same level as the old
one -- despite the best intentions of the Administration.)

We also recognize that even the Ryan White program will require some modification in light
of the new coverages offered by the health care reform plan. The timing of Ryan White
reauthorization in 1995 affords an opportunity to reexamine specific aspects of the program in
light of the (we hope) newly established health care system. However, we must always keep
in mind that as long as the stigma associated with HIV remains, as long as it affects primarily
populations that have felt disenfranchised from the existing medical care system, the need for
separate tunding streams and services for these populations -- even though covered by the
traditional plan -- will remain.

We support the New Access Initiative and only wish to point out that, even with full funding
of Ryan White, there may (and should) be providers who serve people with HIV/AIDS who
will seek funding under this provision. We hope that continued funding for Ryan White will
not eliminate HIV as a prority in this initiative.

We support the Adolescent and School-Aged Youth Initiative. However, we are concerned
that, at least as described, the program is strictly school-based or school-linked. For HIV and
other critical public health concems, there must be programs targeting and reaching out-of-
school youth and adolescents. -
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The continued need for public health categorical programs.

We are pleased to see that the plan envisions the continuation of the Ryan White CARE Act
programs beyond the phase-in of the health care reform package. Clearly, modifications in
the program will be needed as some of the services provided will be reimbursable. Many of
the supportive services funded under the CARE Act are not covered by the benefits proposed,
however, yet contribute to lower utilization rates of covered services. In addition, even where
services would now be reimbursable, funding would still be needed to cover copayments and
deductibles, which currently do not apply to these primary care services, so that clients would
not end up with fewer benefits in the reformed system.

More importantly, we must recognize that given the stigma associated with HIV infection and
the potential for discrimination, many individuals will continue to seek either care or
diagnosis (counseling and testing) outside the traditional health care system, even though
these services are covered by their health plans. There are many legitimate reasons for this
and there is a strong public health benefit to encouraging individuals to access these services,
even if programs outside the health plans must be funded to deliver them.

Finally, we wish to express some concerns about the future of categorical programs tor
prevention. As we read the September 7th proposal, all existing categorical programs would
be melded into a larger formula prevention block grant to the states, with an additional pot of
money available on a competitive basis for innovative approaches to problems of greater
public health significance, including HIV. We are concerned about elimination of the
separate HIV stream in the core grant unless dollars are earmarked for HIV-specific
programs. Unfortunately, without the availability of specific federal dollars for HIV
prevention programs, far too many states would opt to transfer money to more "popular”, less
“controversial” public health programs. This would be counter to the national public health
interest.

The Public Health Core Function and Prevention Initiatives

As noted above, while we do not oppose the creation of a core grant for on-going public
health programs that would include HIV/AIDS prevention programs, it is not clear from the
document whether specific earmarks would be included within the core grant. We believe
that a specific federal earmark establishing a minimum level of HIV prevention services is
essential. As the data collected from the Intergovernmental Health Policy Project at George
Washington University show, without federally earmarked dollars, many states would spend
little or no money on HIV/AIDS prevention -- or would focus their funds on counseling and
testing services only. The federal government must assure that comprehensive prevention
programs continue and grow.

We support the concept of the competitive pool of funds for problems of regional and
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national significance. This would permit targeting of prevention funds for HIV in those
communities most in need. We especially like the fact that non-governmental entities could
compete for these funds if they can demonstrate the ability to reach targeted populations. We
do, however, have a very real practical concern with the creation of two funding streams.
Both the core and the initiative streams will be critical to a comprehensive public health
response. All too often in the past, when two streams for similar purposes are created,
Congress has focused its appropriations on one. To the degree that these can be merged into
one funding stream with two functions, the more likely it is that the Public Health Service's
intentions will be met during implementation.

We have a major concern with the data collection section on page 8. As you know, the
protection of confidentiality of HIV-related medical and public health data has been a major
concern of the AIDS community since the start of the epidemic. It is no less great today.
Even if universal access to health care is guaranteed by the federal government, other forms
of discrimination and stigmatization will, unfortunately, continue. For individuals to have
contidence in the new health care system, they have to feel certain that their medical
information will be kept absolutely confidential. Blinded use of this data for surveillance
purposes is appropriate. But any use of medical data collected by the federal government for
public health reporting by name would undermine confidence in the new health care system,
increase the burden on categorical services outside the system, and cause costly delays in
individuals seeking care or prevention services. Any named (or other traceable unique
identifier) public health reporting system must be separate from the data collection associated
with the health plan.

Public Health Service Access Initiatives

We are supportive of major elements of this initiative and appreciate the PHS’s understanding
of the need to continue current service delivery programs for the immediate future. While we
appreciate the Administration’s support of continued full funding of the Ryan White CARE
Act programs, we must also point out that there are other categorical programs on which
people with HIV/AIDS depend (e.g., community health centers, substance abuse programs).
We believe that the adaptations of these programs in the context of health care reform must
reflect the reality of improved access under the new system, not an assumed level of access.
The essential provider provisions should, at least in theory, mitigate this concem. However,
we fear that administrative and funding obstacles may actually create a discontinuity of
services through these providers. (For example, it is not without precedent that an old
program will be eliminated, a new one authorized but not funded at the same level as the old
one -- despite the best intentions of the Administration.)

We also recognize that even the Ryan White program will require some modification in light
of the new coverages offered by the health care reform plan. The timing of Ryan White
reauthorization in 1995 affords an opportunity to reexamine specific aspects of the program in
light of the (we hope) newly established health care system. However, we must always keep
in mind that as long as the stigma associated with HIV remains, as long as it affects primarily
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populations that have felt disenfranchised from the existing medical care system, the need for
separate funding streams and services for these populations -- even though covered by the
traditional plan -- will remain.

We support the New Access Initiative and only wish to point out that, even with full tunding
of Ryan White, there may (and should) be providers who serve people with HIV/AIDS who
will seek funding under this provision. We hope that continued funding for Ryan White will
not eliminate HIV as a priority in this initiative.

We support the Adolescent and School-Aged Youth Initiative. However, we are concermned
that, at least as described, the program is strictly school-based or school-linked. For HIV and
other critical public health concemns, there must be programs targeting and reaching out-of-
school youth and adolescents.

The need for an explicit tederal law protecting confidentiality and prohibiting discrimination.

As the plan is currently drafted, it is not clear that new legislative authority will be
torthcoming. This is too vital an issue to leave to the National Health Board. The tederal
government must set a strong and enforceable confidentiality standard (a tloor, not a ceiling)
for the states. We strongly agree that all diseases should have the same confidentiality
protections (page 122) and would suggest adoption of the current federal confidentiality
standards, now on the books for substance abuse records, for all medical records and data.

As we noted earlier, we are deeply concerned by several references to the use of data
collected in the context of the health care plan for public health surveillance purposes (pages
116 and 149). Blinded use of this data for surveillance purposes is appropriate. But any use
of medical data collected by the federal government for public health reporting by name
would undermine contidence in the new health care system, increase the burden on
categorical services outside the system, and cause costly delays in individuals seeking care or
prevention services. Any public health reporting system that uses name-based or other
traceable unique identifiers must be kept separate from the data collection associated with the
health plan.

Substance Abuse

We have a number of concerns about the way substance abuse treatment is addressed in the
health care reforrn plan. Obviously we are disappointed that full coverage tor substance
abuse treatment and mental health services will not be available until the year 2000.
However, we have more immediate concerns. The benefit melds mental health and substance
abuse coverage, and in its elaboration, reflects a regimen for mental health treatment much
more adequately then it reflects substance abuse treatment practice. It does not address the
need of many drug dependent individuals, especially those with HIV, for long-term
community based residential treatment currently provided by therapeutic communities.
Second, by collapsing the benefit for mental health and substance abuse treatment, individuals
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run the risk of exhausting their coverage rapidly, particularly drug dependent individuals with
HIV who may need both drug treatment and mental health counseling. Finally, we are
concerned that the plan calls for subsidizing this benefit, in large part, through the substance
abuse block grant. That block grant subsidizes precisely the long-term treatment options
needed by so many drug dependent persons, especially those with HIV, and represents a
much larger percentage of the overall public dollars available for substance abuse services
than does the mental health block grant.

In addition to the clear need to separate services for mental health from substance abuse, we
would strongly recommend that community-based alcoholism and drug abuse treatment
programs be identified as “essential providers" under the plan. We would also recommend
that the substance abuse block grant be substantially increased and not provide the primary
funding source for the mental health/substance abuse benefit until an analysis of the ability of
the health alliances to adequately serve the population in need of substance abuse services can
be evaluated.
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September 20, 1993
To: Mike Lux

From: Christine Lubinski and Aimee Berenson
AIDS Action Council

Re: Follow-Up Concerns and Suggestions on Clinton Health Care
Reform Plan

This is a follow-up memo to our September 16th memo identifying AIDS Action
Council’s concerns with the Administration’s health care reform proposal, from
the perspective of the HIV community. Please feel free to call Aimee Berenson,
Legislative Counsel, at (202) 986-1300 ext. 24 if you need further clarity on any
of these points.

Anti-Discrimination

We were very pleased to see that the Clinton plan specifically states that no
health care plan may fail to enroll a person based on health condition, anticipated
need for health care, occupation, or affiliation with any other person or entity
other than another plan, and that the plan clearly states that health care plans may
not exclude participants because of pre-existing conditions or establish waiting
periods before coverage begins. (See 9/7/93 draft, page 74).

However, we are gravely concerned about provisions in the Clinton dratt plan
which state that with the approval of the state, a plan may limit enrollment due
to “"restrictions on the plans capacity to deliver services or maintain financial
stability”. In fact, one of the major arguments current plans use to discriminate
against people living with HIV/AIDS is that covering HIV-infected people would
cause the plans "financial ruin" (See, e.g. Mason Tenders v. EEOC). This
argument, without any factual support for it, was made by the defendant in the in
Mason Tenders v. EEOC, an Americans with Disabilities Act case involving the
denial of health insurance benefits to HIV-infected individuals.' In response to
this case, the EEOC promulgated guidelines in June of this year that try to
restrict the use of this argument as a defense to disability-based distinctions in
health care coverage. (See EEOC bulletin No. N-915.002, June 8, 1993). The
Clinton plan should incorporate similarly strict guidelines here as well, and

! As the attached press release from EEOC explains, the defendants in Mason
Tenders have also argued, successfully to date, that the ADA does not apply to
them and that they are exempted from the ADA by ERISA. This case clearly
exemplifies the crisis people living with HIV/AIDS are facing in health care
coverage.



should specify that health care benefits provided under reform are considered benefits for
purposes of the ADA.

We believe it is critical that the Clinton plan specify that all health care benefits provided
through health care reform, regardless of what entity provides them (states, corporate
alliances, etc.) are considered benefits subject to the anti-discrimination provisions of the
Americans with Disabilities Act. The current confusion over how health care benetits are
treated under the ADA has caused unnecessary litigation and provided a back-door for
employers and other insurers to discriminate against people with HIV/AIDS. (See, e.g., Mason

Tenders).

Another concern that we have with regard to the Clinton draft plan is the requirement that
benefit claims disputes must go through Alternative Dispute Resolution (ADR) first. The use
of ADR delays the process of appeals, and this delay is particularly problematic for people
living with HIV/AIDS, who cannot afford life-threatening delays in accessing care. In fact,
experience shows that the use of ADR does not significantly reduce costs (See. e.g., attached
Legal Times article dated September 13, 1993). While we do not oppose the plan to have
DOL set up and monitor grievance system boards, etc. (See Clinton draft plan page 76), we
believe that ADR should be an option that both parties must agree on, not a mandatory
requirement.

We were pleased to see provisions in the draft plan that prohibit discrimination against
providers by health care plans based on race, ethnicity, gender, religion, or mix of health
professionals or patient population. (See draft plan page 77). However, the waiver provision
for essential service providers upon demonstration by the state that "comparable range and
level of services to consumers in the area served by" such providers may be problematic. (See
draft plan page 77). We urge you to specify that in demonstrating that comparable services
are available, the state must solicit input from the communities currently served by these
essential providers and document these findings.

Lastly, we were pleased to see the much-needed ERISA reforms outlined in the plan. (See
draft plan pages 72-73). However, we urge you to specify that plans subject to the revised
ERISA must contain the same anti-discrimination and confidentiality protections outlined in
the plan, that ADR is optional, not mandatory, and that the benefits provided by these plans
are subject to the ADA as well.

CC:  Judy Feder
Phil Lee
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=Mmore-
the coverage of the ADA, The express language of both ERISA and
the ADA, and Supreme Court precedent interpreting ERISA, make
clear that all federal lawe, including fair employment statutee
lixe the ADA, are unaffected by ERISA and fully govern ERISA-
regulated benefit plans, the brief etateas.

Furthermore, EEOC argues that the Dietrict Court has no
juriediction over the Mason Tendere lawvauit because the ADA doees
not provide for entities who claim thoK have not violated the
atatute to file eauit. EPOC urges the court to diamiss the
lavauit.

In addition, FEOC'e brief maintaina that Mason Tendere
is an entity covered by the ADA. By providing health benefite
available to participants by virtue of their employment with
contributing employere, Mason Tenders functions in the capacity
of an employer and should be deemsd an amployer covered by the
ADA. This position is consistent vith settled precedent under
Title VII of the Civil Rights Act of 19684, EEOC argues.

Pinally, EEOC etatea that the AIDS exclueion denies benefite
to plan participante based eoclely on their dlaabilitY. Because
Mason Tenders hae failed to provide adequate juetiflcation for
thie disability-based difference in employment benefite, the AIDS
exoluaion violates the ADA.

EEOC enforcee Title VII of the Civil Righte Act of 1964,
which prohibite employment discrimination based on race, color,
religion, eex or national origin; the Age Diecrimination in
Employment Act; the Equal Pay Aot; prohibitions against
diecrimination affocting {ndividuale with dieabilities in the
federal government; eectiones of the Civil Righte Act of 1991; and
discrimination againat people with diesabilities in the private
sector and state and local governmente.

When private actions taken under theae etatutes raiee
significant legal i{ssues on vhich the Commission haes taken a
position, it e an important part of the agency's enforcement
reeponeibility to file amiocuys cgurise briefe presenting the
Commiesion'e viev to the courte.
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