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NCTE T0: Kristine M. Gebbie, RN, MN
FROM: Carlus Velez and Alice Litwinowicz

SUBJECOT: Health Care Reform Meeting at NORA, October 18, 1593
SUMMARY

ATTENDANCE : Michael Lux, Special Nssistant to che President,
Liaison; Carlos Velez, Alice Litwinowicz, Office
of the White House AIDS Policy Coordinator; Judy
Feder, Principal Deputy Assistant Secrerary [or
Planning and Evaluation, HHS; Cliffori Gaus and
Lisa Simpson, Office of the Assistant Secretacy
for Health, IIHS. Represcntatives trom all of Lhe
NORA organizatcions.

Overall, this meehting went very well for a couple of reusons.
First, the Department representatives had rececived our two
Drevious meeting summaries (with the outside groups and PWAs),
the health carc reform gquestions and answers and were prepared to
discuss HIV/AIDS issues and health care reform. Second, it was
important that both Mike Lux and Judy Feder werc there. While
Mike gave a broad overview, he poinced out the importanca of not
losing sight of the big picture to pass hcalth care reform.

Judy Feder providcd creditability by taking the time to attend
and 2Xpertly responded to the gquestions.

Mike Lux reported there will be a formal ceremony with the Hill
next week to introduce health cars reform. Ile asked that the

==groups *repregented-work~with* the "Administratidn=ae™t hé*biT1¥goggusesis

to Congress. While he encouraged them Lo keep working on all of
the details, he also adviged that they aggressively continuc o
support the bill, which provide for hava universal coverage,
choice of physicians, as well as addressing quality of care.

Judy Feder seconded that themc by stating lL.hat the groupe should
"focus our eye on Lhe ball and not shoot vurselves in the foot."

ACCESS

Q. Managed care as currently defined in the plan raises
questions as to the avallable legal course of action if
there are civil rights and quality concerns.

A. Judy Feder raesponded that the plans must have utilizatioa
control as well a8 a grievance mechanism internal to the
plan. There will he an onbudsman, who will not necessarily
be the final means of redress, but who will facilitate the
process for the individual members. 8She also spoke of the
need to stréss the application of national standards to the
Services to be provided. Fimally, she indicated that they
are envisioning a process that will allow recourse to other
means of appeals (couris and a State administrative system
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and a Federal board). ‘'[his is &also being currxently
axamined.

Specifically, how will aivil rights issues be enforced?

The Department is looking at the language to make sure it is
very stromng. It depends somewhat on the remedies and the
assistance of the plan with minimal input from the Federal
boazrd.

We must ensure that managed care provides appropriate
eervices. Curreantly, managed care cannot meet the service
needs and barriers remain. Can you assure us that fee-for-
service will be maintained? What about the waiver for
£ee-for-service?

Thi® has been clarified in the statutory language.

Judy ¥eder did warn that care must be taken cklling this a
"managed care" problem when it really appears Lo ba a

provider problem. If providers will not join managed care,
there is probably a shortage under fee-for-service as well.

If a plan is filled, how will the random salection work? For
example, where there is a need for an AIDS speclalists?
This is a problem where the expertise is limited situation.

We will watch very closely to determine how plans declare
themsclves "full' and why this expertise is not available.

between health care card and the immigration card? An
example was prasented of a couple in Wisconsin who want to
be tested for HIV; they tested positive and the immigration
officials were called by the hospital. Now they have gone
underground. How will this work under health care reform?

The health care is explicitly for access to health insurance
and NOT to enforcement by immigration and naturalization.
The health carc card ie only to indicate whic¢h individuals
Aare in the system, but does not require specific identity
information based on residency. We are also working on
using identifiers other than standard infurmation on the
card.

Define consumer involvement in the National Health Board,
especially for vulnerable populations like gays and
lesbians?

The Board is based on expertise - essentially beiny a "board
of excellence," rather than based on particular
representation of community groups or professional
organizations. The alliance holds health plan, employers
and consumers, i3 emphasized in the language as more of “"who
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cannot. be o2 the board."” It is non-discriminatory language.

Q. Followup to number 6, that the language is vague and HIV are
a "criminalized" population and a lot of time the State does
not recognize homosexuals, drug usersg, surrogates are not
good enough.

n. We will continue to look at the process.

Q. dow will access to services (this applies to undocumented
aliens as well) work with HIV testing and surveillance?
what types of anonymous servicez are there? How are thay

inanced and reimbursed when the services ara confidential
or anonymous?

A. Public health grants would continue to sexve entire
population regardiess of resident status. There will be ne
linkage of counseling and testing.

Hdowever, the offset question remains. We need tn track and
are concidering unique identifiers without names for those
outside plan services. Those receiving services outside the
plan need protections.

Q. Affordability issues are of great concern. The cap is good;
how will tlke subsidy work for persons under Medicaid getting
SSI? There are no definitions for disability in the plan?
ft is used in different ways? Eligibles for curreant
programs, Medicaid/SSI, will have a reduction in curren

services.
A. This i’ an area we looked at. While the whole policy is

subject to re-evaluation- we are contemplating definitions
that will provide the the widest possible range of coverage.

Q. How will the subsidy for the premium work? It is an ongoing
issue and continuing debate.

a. We have a comnitment for a quality package aand carry the
guarantee for fee-for-service.

Q. Twenty pexcent for cost sharing is high cost-sharing is a
lot of money for a person making minimum wage?

A. Whether fee-for-service or network plans, the September 7
draft has a subsidy of 150% of the Federal poverty level for
the 20%. There may be refinements of this.

Q- Define "subsidy"? It does NOT mear "you will not have to
pay” but rather you will have to pay your Share.

A We contemplated a "sliding fee scale" but were not axplicit
on its nature.
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BENEFITS

Q. Will providers be pre-certified? Yes, by the State to
participate in the alliance,

A. Quality inside the plan will be measured by a number of
performance indicaLors. A first cut at the "report cards"
includes how acute and chronic conditions are handled, plus
a consumer view. The disenrollment frcm plans will also he
examined.

Q. What Department will actually enforce Department Of Health
and Human Services or Department of Labor?

A The responsibilities will be allocated, Nepartment of Labor
will handlec the employer mandates in the plan zsnd Health and
Human Services rhe audits. It will be a coonrdinated
response.

Q. What about off-label use of drugs for persons 65 and under?
How is routine care in clinical trials defined?

A. Off-label druge will be covered. The Board will provide
coverage guidance.

Can you explain the transition of Ryan White CARE Act?

A. Ryan White remains in place, remaining true to President’s
commitment to full funding. We are requesting increases in
the program. On the issue of offsets, we’'re still working

wammpeameatemwensedown»to ethe+ wire~on~ the*nature~and ‘amount®repl a ced *£rom=<=twisatfism

other plans to Ryan White programs. Whether it will be
federal funds commensurate with services, the policy is NOT
settled. The question also involves whether we free up
federal funds to be available to specific ygrantees or reruzrn
the money to the federal budget to fund more projects.

Q. How about the 40 to 60 percent cuts we have heard about? The
isasue has been resolved.

A. There is a range of dlsagreements, however; everyone agrees
there will he federal offsets commensurate with phase-in of
health care reform.

Q. Many persons with disabillities are excited about the long
term care benefits and prescription drug benefits in the
plan. Will the Administration support these benefits when
the plan is introduced on the Hill?

A. The advocates would like to see these improvementLs; but
these benefits are "standing out there" beyond what is in
many health plans. How large this benefit is what is really
ar risk. The Administration hopes the groups helps in
assisting to keep the benefits in the plan.
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Mike Lux peinted out that unless the commitment is apparent
with the advocates endorsing; prescription drugs, long term
care and dieability benefits are all at risk. Especially
troublesome is persons un the Hill against the plan keep
pointing out that. these benefits are "new entitlcments or
new benefits." We need help keeping the benefits in as
well as not prioritizing oune over another.

Q. What about pap smears in the plan? Vaginal health has been
under-researched at best and is especially important to
women with HIV/AIDS. Why are there a minimum number?

A. This addresses the periodicity of the acreens in the plan,
which i1s "no-cost" screening versus necdessary Or appropriatc
covered care, which the Board will determine. In other
words, it is always coversed, the question is really when is
it free. In gencral, in designing the plan, we have looked
at science and put together what is reasonable. However, it
will be regularly reviewed. Again the principles of thc
Plan are impurtant; specifics are even more important.

Q. Like the recent New York Times article regarding children,
what will happen t0 the benefits that many persons with
HIV/AIDS who receive disability?

A. The jissue really involves ‘"wrap-around" benefits. The
September 7 draft of the plan indicated that ron-cash
eligibles would not be cevered. It 1is a matter or concern
and we will press to impruve. It 18 a potential gap Lo
close when legislation is introduced.

B9, 0o MO0 gy A (o e i B 23 W PN 0 YO A S B IS T W TR D8 5 ST ey 8 i G P TIE B D36t RS0 AP T $5 DT SBAN P ITE R ORI s vy TSR
Judy Feder continued: this issuc is really one of the
adaquacy of protectian and hoew we sustain current law. 7Tt
is the cumbsrsome nature of eligibility. The States want
administrative flexibility in Lhls area; while others have
argued that is "arazy" anrd this should not be block grants.
While this is a continuing tension, wc must make the
protection administratively feasible manner.

Q. Even with the 21500 limit, the plan provides fawer services
than people want?

A. Any time you have a commitment Lo comprehensive benefit
there is always a risk. Even inlernally therc are
uncertainties about the bhenetits and costs, which hikes
premiums. Plus whenever if reaches the HI1lL we are not
pricing but the Congrcssioral Budger Office is.

Q. The banefit for mental health services appears to be more
for mental health than for persons with substance abuse
problems. For example, f£or chronically mentally ill, the
benefit is good. PFor a substance abuser, it pays for
methadone maintenance; which is not equivalent services. 1If
you reduce Ryan White and block grants to "offset" these



10/20/93  20:22 T202 680 7560 HHS NAPO

. ’ Fy

@Qo2s

services provided in the long term low cost community health
setting. What are you planning to do?

A. We nced tc protect the community subsiance abuse and improve
Lhe medical management of substance abuse. Again, this is
what may be seen as a3 new entitlement, which raelates to the
need to keep costs under control. We will have to look at
how to provide continued serviceas through some of the
existing structures to £ill in thie gap.

Q. We understand there is a way to game the system for mental
health services, what is that about? Curreatly, under
Medicare, beneficiaries cost share 20/80, with Medicare
picking up the tab for the 80%. If a physician accepts the
80% as full paymeant the person will not have pay the 20%.

A. We need ro carefully look at the language on this and are
working with new language. There will be gsome disparity in
the system, regardless of how we structure it. We are
attempting to do is provide the widest poseible coverage.

NON-FINANCIAL BARRIERS

Q. Health care reform and AIDS - do not allow the political
right to use this either rhetorically or politically in this
debate - coanfront them directly -- often and strong. This
moraning’s Roll Call newspaper quoted a Eill member that
would not hire homosexualg and used the excuse of "unit
cohesion." Do not allow this. (More of a comment than a
question.)

T i NG - et RO - PTG I S M RS $5-F 0 PP e S TT A TR TR S R C s SIS & S 71 2 0 A RN 5 770
a. Thank you for that advice and .important remindex.
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MSA definitions retain most of the revisions issued in December 1992. However, the New York
City MSA is returned to its pre-December 1992 definition, and the six MSAs in New Jersey which
were included as part of the New York City MSA are again defined as separate MSAs. See techni-
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Table 1. AIDS cases and annual rates per 100,000 populatlon, by state, reported July 1991
through June 1992, July 1992 through June 1993;' and cumulative totals, by state
and age group, through June 19932

July 1991- July 1992~ '
Jur"{e 1992 June 1993 Cumulative totais
Adults/ Children
State of residence No. Rate No. Rate adolescents <13 years old Total
Alabama 424 10.4 704 17.0 2,154 43 2,197
Alaska 16 2.8 29 49 150 3 153
Arizona 371 9.9 1,138 29.7 2,874 13 2,887
Arkansas 200 8.4 429 179 1,160 18 1,178
California 8,448 27.8 15,402 49.7 57.672 344 58,016
Colorado 429 12.7 1.100 31.8 3.337 19 3.356
Connecticut 480 14.6 1,444 43.8 3.980 91 4,071
Delaware 104 15.3 305 44.0 756 7 763
District of Columbia 806 134.7 1.083 183.6 4,812 78 4,890
Florida 5,246 39.5 8,765 64.4 30,073 713 30,786
Georgia 1,653 25.0 2,194 32.4 8.595 85 8,680
Hawaii 166 14.6 204 17.6 1,088 10 1,098
Idaho 39 3.8 69 6.4 194 2 196
lllinois 1,838 15.9 2.851 24.5 9.880 136 10,016
Indiana 379 6.8 768 1815 2,312 16 2.328
lowa 86 31 192 6.8 550 5 555
Kansas 168 6.7 300 11.9 957 5 962
Kentucky 178 48 296 7.9 1,058 13 1,071
Louisiana 864 20.3 1,130 26.4 4,586 62 4,648
Maine 57 4.6 77 6.2 371 2 373
Maryland 1,036 21.3 2,058 41.7 6,580 146 6,726
Massachusetts 858 14.3 1,933 32.3 6,535 122 6,657
Michigan 826 8.8 1,556 16.5 4,587 61 4,648
Minnesota 241 5.4 593 13.2 1,732 12 1,744
Mississippi 225 8.7 399 15.3 1,370 20 1,390
Missouri 706 13.7 1.660 31.9 4,456 31 4,487
Montana 21 2.6 28 3.4 123 1 124
Nebraska 61 3.8 152 9.5 425 4 429
Nevada 249 19.4 541 39.6 1,522 15 1,537
New Hampshire 53 48 92 8.4 353 6 359
New Jersey 2,213 28.5 3,482 447 16,836 419 17,255
New Mexico 109 7.0 277 17.5 785 2 787
New York 8,061 44.6 14,099 77.8 59,312 1,258 60.570
North Carolina 643 9.5 1,007 14.7 3,521 74 3.595
North Dakota 1 0.2 5 0.8 30 - 30
Ohio 771 7.0 1,156 10.5 4,445 66 4511
Oklahoma 244 7.7 670 20.9 1,701 15 1,716
Oregon 290 9.9 663 221 2,077 9 2,086
Pennsylvania 1,370 11.5 2,122 17.6 8,331 118 8,449
Rhode Island 122 12.1 238 23.7 762 9 771
South Carolina 345 9.7 1,076 29.6 2.609 35 2,644
South Dakota 9 1.3 23 3.2 56 2 58
Tennessee 407 8.2 834 16.6 2.481 24 2,505
Texas 3,184 18.4 6,223 35.1 21,881 210 22,091
Utah 129 7.3 276 15.2 785 18 803
Vermont 22 3.9 29 5.1 133 2 135
Virginia 656 10.4 1,365 214 4,340 79 4,419
Washington 520 104 1,180 228 4,297 18 4,315
West Virginia 70 39 71 3.9 339 5 344
Wisconsin 224 4.5 625 12.5 1.562 16 1,578
Wyoming 11 24 33 71 90 = 90
U.S. total 45,629 18.1 82,946 32.4 300,615 4,462 305,077
Guam 2 1.5 2 1.5 13 - 13
Pacific Islands, U.S. - - = - 2 - 2
Puerto Rico 1,814 51.0 2,535 70.7 9,911 243 10,154
Virgin islands, U.S. 20 19.5 42 40.8 139 5 144
Total 47,465 18.5 85,525 32.9 310,680 4,710 315,390

'Inctudes 6 months of data collected under the 1993 AIDS surveillance case definition for adults and adolescerts.

2During the second quarter of 1993, CDC received regcns of 25,964 cases and 12,313 deaths among aduits/adolescents and 230 cases and 159
deaths among children.
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Table 2. AIDS cases and annual rates per 100,000 population, by metropolitan area with
500,000 or more populatlon, reported July 1991 through June 1992, July 1992
through June 1993;' and cumulative totals, by area and age group, through June

1993
July 1991- July 1992~ I
June 1992 June 1993 Cumulative totals
Adults/ Children

Metropolitan area of residence? No. Rate No. Rate adolescents <13 years old Total

Akron, Ohio 42 6.3 38 5.7 199 - 199
Albany-Schenectady, N.Y. 97 11.2 194 22.1 615 14 629
Albuguerque, N.M. 67 1.1 169 27.4 461 1 462
Allentown, Pa. 39 615 73 12.0 261 4 265
Ann Arbor, Mich. 37 7.4 49 9.7 173 4 177
Atlanta, Ga. 1,186 38.9 1,490 47.4 6,371 41 6.412
Austin, Tex. 264 30.2 505 56.0 1,574 14 1,588
Bakersfield, Calif. 31 9.0 125 21.2 307 3 310
Baitimore, Md. 588 24.4 1,394 57.0 4,104 110 4,214
Baton Rouge. La. 97 18.0 123 225 437 4 441
Bergen-Passaic, N.J. 272 21.2 402 314 2,103 51 2,154
Birmingham, Ala, 106 12.5 250 29.1 674 11 685
Boston, Mass. 760 134 1.707 30.3 5,871 107 5,978
Buffaio, N.Y. 80 6.7 191 16.0 622 7 629
Charleston, S.C. 76 14.5 218 40.4 554 4 558
Charlotte, N.C. 124 10.4 232 19.0 709 9 718
Chicago, IIl. 1,607 21.4 2,500 33.0 8,700 121 8,821
Cincinnati, Ohio 118 7.6 180 11.5 702 10 712
Cleveland, Ohio 237 10.7 354 15.9 1,260 25 1,285
Columbus, Ohio 153 11.2 236 16.9 938 6 944
Dallas, Tex. 776 28.3 1,686 60.2 5,574 24 5,598
Dayton, Ohio 78 8.2 118 12.3 451 8 459
Denver, Colo. 354 21.2 926 54.0 2,767 14 2,781
Detroit, Mich. 631 14,7 1,092 25.4 3,256 45 3.301
El Paso, Tex. a4 6.7 110 17.4 286 1 287
Fort Lauderdale, Fla. 856 66.5 1,080 81.9 4,845 103 4,948
Fort Worth, Tex. 148 10.6 381 26.6 1,254 14 1,268
Fresno, Calif. 80 10.2 153 19.0 464 4 468
Gary, Ind. 40 6.5 77 125 228 1 229
Grand Rapids, Mich. 52 5.5 174 11.5 307 2 309
Greensboro, N.C. 133 12.5 147 13.6 598 1 609
Greenville, S.C. 47 5.6 208 243 437 2 439
Harrisburg, Pa. 48 8.1 64 10.6 289 6 295
Hartford, Conn. 144 12.8 428 38.0 1,200 18 1,218
Honolulu, Hawaii 119 14.0 166 19.2 826 74 833
Houston, Tex. 1.177 34.2 2,160 60.8 8,537 87 8,624
Indianapolis, Ind. 177 12.6 349 244 1,100 5 1,105
Jacksonville, Fla. 309 33.1 813 846 1.964 49 2,013
Jersey City, N.J. 363 66.0 421 76.0 2,685 69 2,754
Kansas City, Mo. 291 18.2 738 455 2,124 7 2,131

Knoxville, Tenn. 33 5.5 60 9.8 213 2 215
Las Vegas, Nev. 192 20.8 425 42.6 1.176 14 1,190
Little Rock. Ark. 67 12.9 173 33.0 455 8 463
Los Angeles, Calif. 3.072 34.2 5,196 57.1 20.192 142 20,334
Louisville, Ky. 87 9.1 150 15.5 466 8 474
Memphis, Tenn. 153 15.0 334 32.3 883 8 891
Miami, Fla. 1.891 85.5 2,063 1023 8.777 249 9,026
Middlesex, N.J. 209 20.3 333 32.2 1.447 31 1,478
Milwaukee, Wis. 122 8.4 322 221 837 10 847
Minneapolis-Saint Paul, Minn. 207 8.0 530 20.2 1.541 9 1,550
Monmouth-Ocean City. N.J. 122 12.2 339 33.7 1,198 33 1,231
Nashville, Tenn. 125 12.5 228 22.3 765 9 774
Nassau-Suffolk, N.Y. 309 11.8 876 333 2.927 63 2,990
New Haven, Conn. 294 18.0 883 54.1 2.440 70 2,510
New Orleans, La. 498 38.5 579 444 2,732 35 2,767
New York, N.Y. 6.979 81.6 11,798 1379 51,112 1,126 52,238
Newark, N.J. 922 50.6 1,283 70.6 6.853 185 7.038
Norfolk, Va. 120 8.2 274 18.4 917 22 939
Qakland, Calit. 571 27.0 1,106 51.6 3.908 26 3,934
Oklahoma City, Okla. 123 12.7 299 30.4 798 1 799
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