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HIV/AIDS cases among gay and bisexual men of color now exceed cases
among white gay and bisexual men

Men of coler now account for a greater proportion of AIDS cases among men who have sex
with men than do white men, accarding to a new repart in the January 14" issue of CDC's
Morbidity and Mortality Weekly Report.

Based on an examination of U.S. AIDS cases over the past decade, the CDC study found that
men of color represent an increasing propartion of AIDS cases among gay and bisexual men,
rising from 31% in 1989 ta 52% in 18@8. African-American men camprised one-third of AIDS
cases among gay and hisexual men, while Latino men represented 18% of cases. Whlle
declining from 68% in 1888, white men continued to represent 48% of AIDS cases among gay
and bisexual men in 1998.

“The face of AIDS amang gay and bisexual men is changing,” said Helene D. Gayle, MD, MPH,
director of CDC's National Center for HIV, STD, and TB Prevention. “African-American and
Hispanic men must recognize that this is not a disease that only affects white gay men - gay
and hisexual men of all races are affected.”

The repart examines the areas hardest hit by AIDS and finds that In recent years (from January
1986 to December 1898), 85% of AIDS cases amang gay and bisexual men of colar were
concentrated In clties with populations over 600,000, The five cities with the highest proportion
of cases were New York (12%), Los Angeles (9%), Miami (§%), Washington. D.C. (4%), and
Chicago (3%). Trends varied by race (see attached table).

New York City had the highest number of cases amang African-American gay and bisexual
men, followad by Washington D.C. and Atlanta. Los Angeles had the highest humber of cases
among Latino gay and hisexual men, followed by New Yark and Mjami. While Asian/Pacific
Islanders and American Indian/Alaska Natives represent less than 2% of overall cases among
gay and bisexual men, the cities with the highest number of cases among men of these races
were Las Angeles and Phaenix, respectively.
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Burden of Stigma in Communities of Color

Researchers autline possible factors contributing ta the disproportionate toll of HIV and AIDS
among gay and bhisexual men of color. In addition to economic factors, such as high rates of
poverty, unemployment, and lack of access to health care, cultural factors, such as the stigma
of hamasexuality, may be playing a role.

The study reports the results of a multi-site CDC survey of 8,780 HIV-positive men who have
sex with men. Of those surveyed, 24% of Afrlcan-American and 15% of Latino men who have
sex with men identified themselves as being heterosexual. By contrast, only 6% of white men
who have sex with men identified themselves as being heterosexual.

Researchers helieve the stigma of homosexuality in communities of colar may inhibit men of
color from identifying themselves as gay or bisexual, despite having sex with other men.
According to Gayle, this may prevent men of colar from seeking or receiving the HIV prevention
and treatment services they need.

Additionally, by not identifying as gay or hisexual, these men may not accept their own risk for
HIV, and therefore, may unintentionally put their female partners and children at risk. HIV
infectlon has increased significantly in women af color aver the last decade.

“This is a very real and sensitive issue requiring increased dialogue and attention from leaders
in communities of color,” Gayle sald. "The stigma associated with hamasexuality in African-
American and Latino communities only compounds the traditional factors associated with high
rates of disease in our communities. To truly win the battle against HIV, we must be willing to
acknowledge and wrestle with the difficult lssues."

Gay Men of Color May be Mare Likely to Contract HIV at Young Age

The CDC study also points to the need to reach African-American and Latine-men with HIV
prevention programs and messages at an early age.

Because AIDS cases alone are no longer indicative of new HIV infections, CDC also examined
data collected fram 1986-1898 in 25 states that report HIV diagnoses in addition to cases of
full-blown AIDS. Data on HIV diagnoses among men in the youngest age group (13-24)
pravide the best indication of recent trends in infection in these states,

Among gay and bisexual men diagnosed with HIV during this period, 16% of African Americans
and 13% of Latinos were age 13-24, compared with 8% of white men. Although data are not
national, they can paint to possible trends.

“These data suggest that African American and Hispanic gay and bisexual men are being
infected at younger ages than white men," sald CDC study author, Janet Blair, Ph.D., M.P.H.,
“Men of colar must be reached early with comprehensive HIV prevention programs, especially
in high risk communities.”

According to Blair, in addition to expanding prevention programs for men of colar, locally based
community efforts must also address the need for early HIV testing, diagnosis, and treatment to
reduce new infections and improve survival. Since powerful new drug treatments became
available in 1996, annual AIDS cases (AIDS incidence) and deaths have declined among all
gay men. However, declines have nat been as steep amang gay and bisexual men of calor, as
among white gay and bisexual men. Between 1886 and 1998, AIDS incldence among gay and
bisexual men dropped 23% among African Americans, 26% amang Latinos, and 39% among
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whites. AIDS deaths among gay and bisexual men dropped 5§3% among African Americans,
60% among Latinas, and 65% among whites.

Expanded Prevention Urgently Needed

CDC's prevention initiatives to address the growing epidemic among gay men of color include,
expanded surveillance to better track the path of local epidemics, increased efforts to reach
individuals with HIV caunseling and testing linked to prevention and treatment services, and
continued expansion of community-hased prevention programs. One important element of
prevention efforts for gay and hisexual men is the provision of anonymous HIV testing sites.
Access to ananymous testing may help ensure that stigma and fear do not prevent individuals
from seeking HIV testing. CDC has been working with organizations threughout the country to
implement locally designed, targeted prevention programs specifically for men of color who
have sex with men, including sevaral designed to reach men who don't identify as gay. To
expand these efforts In 1999, CDC awarded an additional $7 million in grants for HIV prevention
services specifically fargeted to gay and hisexual men of colar.

"We must cantinue to combat complacency about HIV infection, " said Gayle, "HIV remains a
serious, lifelong and incurable disease—a disease that can and must be prevented.”

The above mentioned $7 million is part of a larger initiative. Since October 1868, HHS has
been working in a partnership with the Congressional Black Caucus to address the severe and
angoing crisis of HIV/AIDS in communities of color, given the disproportionate impact of the
disease in racial and ethnic communities. As part of this effort, HHS spent an additional $156
millian in fiscal year 1999 to attack HIV/AIDS in racial and ethnic minority cammunities. The
partnership also includes the deployment of special Crisis Response Teams of HHS experts to
work alongside local officials, public heaith persannel and minority community-based

arganizations in highly affected communities to help them address their communities of color
HIV/AIDS crisis.

P. 004
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Metropolitan statistical areas (MSA's)* with the highest number of AIDS cases among 64,665
men who have sex with men - Unlted States, 1996-1998%*

Race/Ethniclty MSA #of Cases % of Raclal/Ethnic Total
Black, nan-Hispanic New York, NY 2,034 10.2
(N=19,983) Washington, D.C. 1,135 6.7

Atlanta, GA 951 4.8
Los Angeles-Long Baach, CA 947 4.7
Chicago, IL 848 4.2
Total 5,915 29.6
Hispanic Los Angeles-Long Beach, CA 1,728 158
(N=10,944) New York, NY 1,570 14.3
Miami, FL 879 8.0
San Juan-Bayamon, PR 568 5.2
San Diego, CA 365 KK
Total 5,110 46.6
White, non-Hispanic New Yark, NY 2,138 6.5
(N=32,679) Los Angeles-Long Beach, CA 1,931 5.9
San Francisca, CA 1,456 4.5
Houston, TX 1,003 3
Dallas, TX 802 28
Total 7,430 228

*Includes only those metropolitan areas with a population 500,000, Metrapolitan areas are named
for a central city or county, may include several cities and counties, and may crass state boundaries.

**Less than two percent of cases were represented by the following two groups: Asian/Pacific
Islanders (384 cases) and American Indian/Alaska Native (55 cases). Additionally, 140 men were
reported without race identified.
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Ryan White Care Act

" In August 1990, the Ryan White Comprehensive AIDS Relief
Emergency (CARE) Act was enacted to provide care and treatment
for the thousands of Americans living with HIV/AIDS. The rate at
which the AIDS epidemic was growing threatened to implode
existing health care and service infrastructures. The CARE Act was
reauthorized in 1996 due to the continued growth of the AIDS
epidemic. The following paper was developed by the Public Policy
Committee of AIDS Action to outline the organization's policy
regarding the reauthorization of the CARE Act.

The Ryan White CARE Act, without question, plays the most critical
role in ensuring access to appropriate care and services for
Americans living with HIV/AIDS. CARE Act funds are used to
provide primary medical care, AIDS drugs, viral load testing,
treatment information, adherence support, case management, and
other essential support services for tens of thousands of individuals
living with HIV/AIDS. While each of the CARE Act's components
addresses a specific need, they complement each other and play a
critical role in making Ryan White the health care and social
service safety net of last resort. The Ryan White CARE Act is
needed to ensure that our nation can continue to meet service
needs and successfully support access to life saving therapies. The
structure of the CARE Act has worked effectively to: dramatically
improve the quality of life for people living with HIV disease and
their families; reduce use of costly inpatient care; and increase
access to care for underserved populations, including people of
color.

u Why is the Ryan White CARE Act needed?

Each year, the number of people with HIV-disease grows, and the
need for appropriate HIV care services grows. As of June 30, 1998,
665,357 cases of AIDS have been diagnosed in the United States
and over 401,000 Americans have died. More than 260,000
Americans are living with AIDS and many hundreds of thousands
more are HIV positive but do not yet have AIDS. As the AIDS
epidemic continues to spread into rural, urban, and suburban
communities across the country and more Americans with
HIV/AIDS seek care, the already over-burdened public health
infrastructure is buckling under the weight of the increased
demand. The Ryan White Comprehensive AIDS Resources
Emergency (CARE) Act, originally enacted in 1990 and
reauthorized in 1996, is the cornerstone of the federal response to

1/17/2000 7:24 PM
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the critical need for health care and care-related services for
Americans living with HIV/AIDS. This program was created to
provide assistance to localities that are disproportionately affected
by the HIV/AIDS epidemic and to make financial assistance
available to the States and other public or private non-profit
organizations for the development, organization, coordination, and
operation of more effective, and cost efficient systems to deliver
essential services to individuals and families with HIV disease.

What is the Ryan White CARE Act?

The Ryan White CARE Act is a life-line for thousands of individuals
who have little or no access to appropriate and compassionate
HIV/AIDS care. The CARE Act is not a "welfare" program or an
"entitlement". It is a unique partnership between federal, local and
state government; non-profit community organizations, health
care and supportive service providers; and people living with and
affected by HIV/AIDS, working together to meet the care
challenges posed by the HIV/AIDS epidemic in each community.
CARE Act programs have saved lives, preserved health,
dramatically cut costs of care, and led to the development of a
continuum of medical and support services that have improved the
quality and duration of life and reduced the need for expensive
hospitalization or skilled nursing home care for people with AIDS.

The CARE Act consists of 5 titles. While each addresses a
specific need, they complement each other to provide a continuum
of comprehensive services.

Title I provides emergency formula and competitive grants to
those metropolitan areas most heavily affected by the HIV/AIDS
epidemic. Jurisdictions qualify for Title I funding if they have a
population of at least 500,000 and report a cumulative AIDS
caseload of at least 2,000 over the most recent 5 years. There are
currently 49 eligible metropolitan areas (EMAs). In 1996, Congress
changed the eligibility criteria to slow the number of newly
qualifying jurisdictions. In 1999, two new jurisdictions (Las Vegas,
NV and Norfolk, VA) will qualify for Title I funding.

Title I funds may be used for outpatient medical care, substance
abuse and mental health treatment, and other critical support
services. Local planning councils assess and prioritize local needs
and develop plans for the delivery of comprehensive HIV/AIDS
health care services.

Title II provides formula grants to the state health departments in

all 50 states, the District of Columbia, and the territories. Each
state must have a comprehensive plan for the delivery and

1/17/2000 7:24 PM
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organization of HIV services in the state, including how Title II
funds will be used to augment present services. Title II funds may
be used to operate HIV care consortia, fund state health insurance
continuation, home-based care services, and to purchase
AIDS-related drugs for low-income individuals through the AIDS
Drug Assistance Program (ADAP). Additionally, since fewer
jurisdictions can qualify for Title I funds, Title II funds are also
used by states to provide the same range of HIV/AIDS services
throughout the state that could be provided under Title 1.

In 1996, Congress created a separate funding line in order to
appropriate funds directly to the AIDS Drug Assistance
Program (ADAP). These funds are used specifically for the
purchase of HIV/AIDS-related drugs. This action resulted from
the impact that the increase in demand for additional services
under Title II and the recent breakthroughs in expensive, new
combination drug therapies. A direct appropriation to ADAP
preserves core Title II funds giving states greater flexibility in
providing comprehensive care services. These care services are
critical to ensuring the success of new therapies. These new
treatments must be taken under strict regimens and require
state-of-the-art medical care and monitoring. The benefits of these
therapies can be realized only with access to appropriate medical
care and services.

Title III provides competitive grants to existing community-based
clinics and public health providers serving traditionally underserved
populations, to deliver early intervention and ongoing
comprehensive HIV/AIDS health care services, including HIV
counseling and testing, primary care, and prescription drugs. In
some areas of the country, particularly rural areas Title III is the
only source of medical care and other critical HIV services.

Title IV provides competitive grants to pediatric, adolescent and
family HIV care programs to provide coordinated care services and
access to clinical research by linking care services to clinical
research programs.

Title V provides competitive grants for projects of national
significance. Title V also provides funds to educate and train health
care providers in HIV/AIDS care through the AIDS Dental
Reimbursement Program and the AIDS Education & Training
Centers (AETCs). As the training arm of the Ryan White CARE Act,
the AETCs ensure that health care providers have access to the
most up to date information and training on competent and
compassionate HIV/AIDS care and the HIV/AIDS Dental program
helps to provide training in and access to much needed HIV dental
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care.

Why is increased funding needed for the RW CARE Act?

The CARE Act was constructed, and has successfully served, as the
health care and social service safety net of last resort for
Americans living with HIV/AIDS. In recent years, the program has
received significant funding. However, escalating case loads and
increases in the demand for services pose continued threats to the
capacity of Ryan White funded programs to meet the needs of
people living with HIV who little or no options.

The advent of promising, highly expensive new drugs and the
associated increase in demand has added to the huge health care
burden that the CARE Act must shoulder. The AIDS Drug
Assistance program (ADAP) under Title II continues to face
seemingly insurmountable challenges to meeting the demand for
new and potentially lifesaving and life-extending drug therapies. As
a result, additional funds are required specifically for the ADAP
program so that, at least in the short term, it can continue to
address this explosive growth in demand from uninsured and
underinsured people with HIV/AIDS.

The high cost of these new drug therapies, however, is only one
piece of a larger and even more challenging problem. The
promise of new therapies made available through ADAP can
only be fully realized in the context of providing appropriate
and competent medical care and supporting services. Titles
I, II (core services), III, IV, and V play a critical role in achieving
this goal.

All of the Titles of the Ryan White CARE Act must be sufficiently
funded to ensure that the health care and support services
infrastructure established through the CARE Act can continue to
meet the broader service needs of individuais living with HIV/AIDS
and successfully support the provision of effective medications. To
accomplish this, increased funding for every Title of the CARE Act
is required.

’ Reauthorization of the Ryan White CARE Act
Approved by AIDS Action Executive Board on July 19, 1999

Introduction

In August 1990, the Ryan White Comprehensive AIDS Relief
Emergency (CARE) Act was enacted to provide care and treatment
for the thousands of Americans living with HIV/AIDS. The rate at
which the AIDS epidemic was growing threatened to implode

1/17/2000 7:24 PM
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existing health care and service infrastructures. The CARE Act was
reauthorized in 1996 due to the continued growth of the AIDS
epidemic. The following paper was developed by the Public Policy
Committee of AIDS Action to outline the organization's policy
regarding the reauthorization of the CARE Act.

The Ryan White CARE Act, without question, plays the most critical
role in ensuring access to appropriate care and services for
Americans living with HIV/AIDS. CARE Act funds are used to
provide primary medical care, AIDS drugs, viral load testing,
treatment information, adherence support, case management, and
other essential support services for tens of thousands of individuals
living with HIV/AIDS. While each of the CARE Act's components
addresses a specific need, they complement each other and play a
critical role in making Ryan White the health care and social
service safety net of last resort. The Ryan White CARE Act is
needed to ensure that our nation can continue to meet service
needs and successfully support access to life saving therapies. The
structure of the CARE Act has worked effectively to: dramatically
improve the quality of life for people living with HIV disease and
their families; reduce use of costly inpatient care; and increase
access to care for underserved populations, including people of
color.

The intricate, fragile, AIDS care infrastructure, constructed to
ensure comprehensive health care and services for people with
AIDS who had nowhere else to turn, is struggling to keep pace
with new and ongoing demands. The success of the CARE Act is
based on a recognition that medications alone are not enough to
effectively fight AIDS. This coordinated and comprehensive
approach makes the CARE Act a cost-effective and efficient
investment -- one which must be continued.

Since its enactment in 1990, this program has directly benefited
hundreds of thousands of individual clients who have HIV disease.
Over the years, the program has helped build an infrastructure
that enables many people with HIV disease to access a
comprehensive continuum of care.

In recent years, the development of new treatments has resulted
in a reduction of the AIDS death rate. This increased longevity
among people with HIV has contributed to an increased demand on
the HIV/AIDS care infrastructure. In fact, Ryan White providers
have experienced from 30 to 40 percent increases in the number
of new patients. This increase is understandable given the success
of the new treatments when coupled with support services. In fact,
one of the goals of the CARE Act is to help patients receive a

1/17/2000 7:24 PM
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standard of care that is in line with the Public Health Service
guidelines for the treatment of HIV disease and opportunistic
infections.

If the United States is to continue to meet the challenges
presented by this complex epidemic, it is essential that we support
innovative and flexible solutions to solve our nation's AIDS
epidemic. The Ryan White CARE Act, itself, was created in this
spirit. This important piece of legislation is scheduled to expire on
September 30, 2000. It is an essential component in our nation's
fight against HIV and AIDS and must be reauthorized.

Why Reauthorize the CARE Act?
US Total AIDS Cases:

1990 (First Authorization) 155,619
1996 (Reauthorization) 481,234
1999 670,000

« In 1998, at least 500,000 people received primary care and
support services under the Ryan White CARE Act. 60% of
those were people of color.

« AIDS is the leading cause of death among African-Americans
between the ages of 25 and 44, and the fifth leading cause of
death among all Americans in this age group. In fact, the
Congressional Black Caucus declared an AIDS State of
Emergency in June of 1998.

« Well over 600,000 Americans have been diagnosed with AIDS
and more than 400,000 have died of the disease.

» According to the Centers for Disease Control and Prevention,
there are between 650,000 and 900,000 Americans infected
with HIV, and the number of AIDS cases in the United States
has nearly doubled over the past five years.

« More women than ever in the U.S. have AIDS and AIDS cases
among women have increased 60% in the first half of this
decade. Women now account for 20 percent of the AIDS
caseload.

« A 1997 Wall Street Journal/NBC News survey found that
young Americans - people in the 18 to 29 year-old age group
- identify AIDS as the defining event for their generation.
Despite the tragic fact that half of new infections occur in
individuals under 25 years of age, a 1997 Yale University/MTV

1/17/2000 7:24 PM
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survey found that 87 percent of young Americans do not
believe they are at risk for HIV infection.

« The Centers for Disease Control and Prevention report that

HIV infections continue to occur at a rate of over 40,000 new
cases a year for the last 5 years.

« Deaths from AIDS have declined significantly each year since

1996. This is a direct result of services made possible by the
CARE Act.

Strengths the Ryan White CARE Act

LOCAL CONTROL: Local control under Title I, as currently
defined, has allowed individual communities to tailor delivery of
services to best meet their needs. In many cases this has resulted
in cooperative efforts from various levels of government to deveiop
dynamic and effective responses to the AIDS epidemic.

CONTINUUM OF CARE: The range of medical and supportive
services currently in the CARE Act have been a vital piece of
providing and improving access to life saving treatments.

LINKAGES WITH OTHER RESOURCES: The resources for
combating HIV/AIDS in the US are complex and the CARE Act can
serve as a foundation to foster better communication between
local, state and federal agencies in order to improve access to care
for people living with HIV. Increasing coordination among the
following funding sources will also benefit individuals living with
HIV disease: Ryan White; HOPWA; CDC; SAMHSA; Medicaid; and
the Indian Health Service.

TITLE STRUCTURE: The current structure of the CARE Act has
been an effective tool for combating the epidemic. The
diversification of funding streams has created an environment that
improves access to care (Titles I and II) while providing incentives
to develop innovative measures for dealing with HIV disease (Titles
ITI, IV, and Part F).

Title I delivers funding to the U.S. metropolitan areas most
severely impacted by the AIDS epidemic in order to improve
access to care and treatment without overburdening local health
services. Approximately 75% of HIV positive individuals living in
the United States reside in EMAs. An increasing number of
HIV-positive individuals who receive care from Title I-funded
programs are people of color (66%), people who are homeless or
marginally-housed, people who are low-income, those who are
uninsured or underinsured, and those who are diagnosed with
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substance abuse and/or mental iliness.

Title II funding has been provided to State and Territorial Health
Departments in order to ensure that a comprehensive continuum
of care is provided on a state/territory wide level. This Title
incorporates both Care Services and the AIDS Drug Assistance
Program (ADAP) and provides the vital linkage between support
services and treatment for thousands of low-income people living
with HIV.

Title III is designed to establish early intervention primary care
services or sites in urban and rural areas. Through this Title, health
care partnerships and other innovative linkages have been
developed. This Title has also helped establish health care in areas
that have been traditionally underserved. Often times Title III
grants are targeted to communities where the epidemic is growing
most rapidly. Currently there are 181 Title III-funded providers
who are located in 40 states, the District of Columbia and Puerto
Rico.

Title IV focuses on Women, Children, Youth and Families.
Programs that have been established through this Title have
helped to dramatically reduce the risk of perinatal transmission of
HIV -- this demonstrates the success of this Title. Title IV also has
an adolescent initiative designed to increase access to HIV care
and support services for young people under 25, who account for
half of all new HIV infections annually.

Part F is comprised of the AIDS Education and Training Centers
(AETCs), Dental Reimbursement Program and the Special Projects
of National Significance (SPNS). These diverse programs bridge
gaps that are not addressed through the other titles of the CARE
Act such as:

AETCs - The AETCs sustain and expand the base of health care
providers who are effectively educated and motivated to counsel,
diagnose, treat and manage individuals with HIV infection and to
assist in the prevention of high-risk behaviors that may lead to
infection. The AETC network provides training in the full spectrum
of HIV care to urban, rural, high incidence, and low incidence
areas. This is extremely important due to the rapid advances and
changes that are made in the standards of care for treating HIV.

SPNS - Supports the development of innovative service models for

HIV care in order to provide health and social services to
communities of color and hard to reach populations.

1/17/2000 7:24 PM
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Dental Reimbursement - Addresses the often overlooked
important role of oral health in the early detection and treatment
of HIV. This program provides for the uninsured and helps fill the
gaps that exist due to many states Medicaid programs not covering
dental services.

Modernization of the Ryan White CARE Act
Recommendations

STRUCTURE: AIDS Action supports the multi-Title structure of the
CARE Act which features a system of local control and provides a
range of services which utilizes the continuum of care. This
structure must be used as the blueprint to build-up and stabilize
CARE Act infrastructure throughout the nation and changes should
not significantly destabilize existing infrastructure and/or service
delivery systems.

FLEXIBILITY: Flexibility for local decision making should continue
to be built into the RWCA. Service organizations, community-based
organizations, and individuals infected and affected by the disease
must be involved in defining need and service delivery systems.

Increased local control and accountability for Title II (non-ADAP)
should be built into the CARE Act by requiring the establishment of
CARE Act consortia for all Title II areas. Title II consortia would
emulate the Title I planning councils in both their authority and
accountability.

FUNDING DISTRIBUTION: AIDS Action supports a change in the
funding formula for both Title I and Title II (non-ADAP) to utilize
the actual number of living AIDS cases per the CDC, in conjunction
with other relevant data, in calculating the final funding allocations.
In addition we support reducing the "hold harmless" provisions of
Title I annually to ensure a more need-based and data-driven
distribution of funds nationwide. Eventually, the use of HIV
surveillance data combined with other relevant data is the desired
methodology for the distribution of funding.

AIDS Action supports the current structure of the Title I allocation
that includes both 50% formula and 50% supplemental grants.
AIDS Action recommends that the severity of need in a given
jurisdiction must be considered when developing criteria for
supplemental grants. In order to assess severe need a
standardized definition, which includes co-morbid factors, shouid
be developed and implemented. This severe need criteria should
play a larger role, at least 33%o0f possible points, in final Title I
supplemental award decisions.
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DENTAL REIMBURSEMENT PROGRAM: The Dental
Reimbursement Program in Part F should be expanded to allow
programs in non-university settings the opportunity to participate,
and should prioritize funding to those programs with strong
linkages to community-based programs.

TARGETED POPULATIONS: The CARE Act should continue to
utilize Titles III, IV and Part F in conjunction with local planning
bodies for Titles I and II to ensure that currently underserved
populations have improved access to care and treatment, while
planning for emerging needs. The Council also supports the use of
financial incentives and/or technical assistance for programs, in
order to ensure their capacity to meet the needs of targeted
populations across all Titles.

OUTCOME DATA: Currently the HIV/AIDS Bureau (HAB) at the
Health Resources and Services Administration (HRSA) needs the
resources to provide needed data collection and dissemination,
analysis and evaluation. Resources allocated for data collection,
analysis and evaluation need to be delivered to the HAB in order to
ensure CARE Act funding is being utilized most effectively. A
uniform data collection system should be instituted nationally so
that better planning for resource distribution can be done.

INCENTIVES: The current Ryan White CARE Act should do more
to encourage localities (cities, counties, states, etc.) to contribute
funding to HIV care and treatment. Incentives should be built into
the CARE Act to reward localities that have invested resources in
response to the needs of the community, and stimulate greater
participation from more reluctant localities.

Conclusion

AIDS Action and its members are appreciative of Congress'
continued support of the Ryan White CARE Act over the past
decade. The result of these efforts is that thousands of people
living with HIV/AIDS have been able to lead productive lives due to
the care, treatment and services provided by the CARE Act.
Throughout the United States, the CARE Act continues to make a
tremendous difference in the lives of people living with HIV
disease.

The CARE Act is in large part responsible for:

. People with HIV/AIDS living longer, more productive lives.

« Local control that has assisted communities in desighing care
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and treatment services that meet their specific needs.

» A safety net that helps ensure better access to appropriate

care, treatment and services for all people living with
‘HIV/AIDS. '

. An effective model of service delivery that can be adapted to
meet the needs of other life threatening diseases.

As the AIDS epidemic continues to grow and expand into more
disenfranchised communities, the need for CARE Act services is
even more critical to the health and well being of individuals who
have to deal with multiple barriers in accessing health care.

The success of the Ryan White Care Act depends on funding.
Click here to view the FY 2000 Appropriations Chart.
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CDC Draft Guidelines for Improved Data on U.S. HIV Epidemic
New Systems Urgently Needed to Guide Prevention Efforts

The Centers for Disease Control and Prevention (CDC) has released draft guidelines
calling on all states to track the course of the HIV epidemic as an extension of their AIDS
surveillance programs. @} ? visinytatzs that name-based systems of surveillance
are the most likely to provide t ality data necessary to direct community prevention
and treatment programs. /CDC will work with those states that choose to use alternative
tracking systemns that rely on codes or “unique identifiers” rather than names, and will
provide the technical assistance necessary to help them comply with performance
standards. To address the urgent need for information to ensure effective targeting of
prevention and care services while recognizing legitimate concerns about confidentiality
and access to testing and care, CDC has called for all states and territories to conduct HIV
surveillance in addition to their AIDS surveillance programs.

The guidelines respond to recent ¥reatment advances that have slowed the progression
from HIV to AIDS for many individuals. Data on AIDS cases alone can no longer be
reliably used to direct prevention efforts to communities currently at greatest risk. The
new guidelines address the urgent need for information to ensure effective targeting of
prevention services.

The draft guidelines represent the culmination of a lengthy effort by CDC with
communities and public health partners nationwide to address emerging information needs
and issues surrounding the effective implementation of HIV reporting. The proposed
recorunendations are designed to 1) provide accurate and reliable data for communities to
effectively direct scarce resources for HIV prevention and treatment; 2) maintain strict
confidentiality of HIV data, including controlled access and strong penalties for abuse; and
3) continue support for anonymous testing options so that systéms do not deter individuals
at risk from accessing HIV testing, treatment, and prevention services.

As of July 1, 1998, thirty-two states had implemented HIV surveillance using the same
reporting system for both HIV and AIDS cases; three of these states conduct pediatric
surveillance only. Additional states are now working to expand their AIDS surveillance
systems to include HIV cases. The draft “Guidelines for National HIV Surveillance,
Including Monitoring for HIV Infection and Acquired Immunodeficiency Syndrome” are
designed to provide states recommendations on the best practices to ensure both quality
and confidentiality of HIV data.
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Given the importance of HIV surveillance data for directing services and care¢ to
individuals with HIV infection, the draft CDC guidelines establish specified performance
criteria to assure both the quality and confidentiality of that data. All states will be
required to establish an HIV surveillance system that meets these quality and
confidentiality criteria within a reasonable time period. The decision on the surveillance
system used to gather those data — either a name-based or an alternative “unique
identifier” system — will be left up to the states.

Based on available evaluations of name-based HIV surveillance systems, CDC believes
that such systems are currently the most likely to meet the necessary performance
standards and provide the quality data necessary to direct community prevention and
treatment programs. However, CDC’s draft policy does allow for flexibility for those
states that decide to implement alternative systems. CDC will provide financial and
technical assistance to states working to design HIV surveillance systems, including
unique identifier-based and name-based systems.

During the next several years, CDC will assist states in implementing HIV surveillance
systems, evaluating current performance levels, revising systems as necessary and
reassessing performance. After this transition period, CDC will evaluate and award
proposals for federal funding of state and local surveillance programs based on their
capacity to meet the performance standards. At that time, CDC will work with states to
adopt surveillance methods that will enable them to achieve the standards.

Criteria for Quality and Confidentiality

The draft guidance document outlines performance criteria to ensure the quality and
confidentiality of HIV data. These criteria include strict confidentiality procedures and
protections such as using a single registry, eliminating paper reports, using computer
encryption techniques, setting up physical security and limited access to data, and penalties
for abuse. Additionally, the guidelines set quality standards for data to ensure
completeness (over 85% of diagnoses must be reported), timeliness (over 66% of
diagnoses of reported within 6 months of diagnosis), no duplication (less than 5% of cases
should be duplicate reports of a single case), and the ability to follow-up with providers on
cases of public health importance (e.g., unusual modes of transmission or strains).

Efforts to Evaluate and Address Concerns About Name-Based HIV Reporting

CDC recognizes the concerns regarding name-based reporting of HIV infection and the
greater sensitivity of HIV case data, CDC has worked for several years to evaluate and
address these issues and has consulted with a diverse group of individuals and
organizations from the scientific, public health, and AIDS advocacy communities in
developing these proposed guidelines. Of course, CDC will continue to work with states
to evaluate the impact of HIV case surveillance as implemented following these guidelines.
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The draft guidelines present the results of these assessments in more detail, but several’key
steps have been taken, including:

Evaluation of Unique Identifier Systems

CDC has assessed the feasibility of using alternatives to name-based methods for HIV
surveillance by reviewing a number of existing state systems that use a variety of numeric
codes or “unique identifiers” (UT) rather than names.

Most recent evaluations looked at Social Security number-based systems. Several
problems were found with these systems, including a high number of reports with
incomplete codes (approximately 30-40%), low rates of completeness in reporting
(approximately 25-50% complete), difficulty in conducting follow-up on specific cases,
and the absence of behavioral risk data in this system. CDC also found difficulties in

assessing the level of duplicate case reports or the ability to reliably link to other public
health databases (e.g. death registries).

In Ul-based systems, providers must maintain logs or other forms of documentation

linking the UI to the name-based medical records. This process may pose additional

confidentiality risks if physician-held surveillance registries are not protected by state
confidentiality statutes or are located in non-secure areas.

Support for Anonymous Testing

While studies suggest that name-based HIV reporting does not serve as a major deterrent
to testing, CDC continues to strongly support anonymous HIV testing and recommends
that all states provide anonymous testing options. CDC studies indicate that the lack of
anonymous testing serves as a deterrent to testing in some high-risk populations. Unless
prohibited by law, CDC requires that states receiving prevention funds to make
anonymous testing available. Maintaining anonymous test sites is important for prevention
efforts and will not seriously inhibit efforts to track the epidemic. Most people are
diagnosed with HIV infection in confidential care settings. Moreover, the time between
HIV diagnosis and the point at which individuals enter the care system has become
shorter, given new treatment advances. Maintaining an anonymous testing option may
help ensure that more individuals learn their status, and if infected, seek early treatment
and care. HIV home test kits now offer another anonymous testing option in the United
states. And anonymous testing is available in publicly funded counseling and testing sites
in all but eleven states. CDC strongly recommends that states not currently offering
anonymous testing reevaluate their policies on this issue.
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Public health departments have maintained an exemplary record in protecting the
confidentiality of HIV/AIDS data. Since 1981 there have been few reported breaches of
confidentiality in state AIDS reporting systems.

Over the past few years, CDC has been working to evaluate additional measures at the
state level that could improve confidentiality even further. CDC has recently reviewed
state reporting programs and has developed enhanced standards to be used in developing
local confidentiality plans. Local programs will be required to meet these performance
standards and must ensure confidentiality as a condition of funding. One important
security measure CDC is now making available to states is the option of using a double-
keyed encryption program. With thig system, names and other identifying information may
only be accessed with both the key (password) held by the state and the key held by CDC.

To assess the strength of local confidentiality laws that protect HIV data, CDC requested
that Georgetown/Johns Hopkins Public Health Law Project review local laws and
regulations. All states and many localities have legal safeguards of confidentiality for
government-held data, and these laws were found to provide greater protection than laws
protecting health information held by private health care providers. Additionally, most
states have specific statutory protections for public health data related to HIV. However,
state legal protections vary widely.

CDC is therefore promoting efforts to enhance and standardize local confidentiality laws.
CDC, in partnership with other public health agencies, the National Conference of state
Legislatures, and the Georgetown/Johns Hopkins Public Health Law Project, is working
to develop model legislative language to protect confidential, identifiable information held
by state and local public health departments against unauthorized and inappropriate use,
while still allowing the use of surveillance information to accomplish legitimate public
health objectives. '

Request for Public Comment

The draft Guidelines represent the combined efforts of CDC and numerous agencies and
individuals nationwide. CDC is seeking public comment to ensure the final
recommendations promote the best possible approaches to HIV surveillance, as a critical
component of future HIV prevention efforts. After the public comment petiod, which
runs from x date to y date, the comments will be carefully reviewed and considered. The
Guidelines will be modified as needed before being published in the Morbidity and
Mortality Weekly Report. For copies of the draft Guidelines and information on how to
submit comments, call the CDC National Prevention Information Network at 1-800-458-
5231 or send a written request to P.O. Box 6003, Rockville, MD 20849-6003.
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CDC Draft Guidelines for Improved Data on U.S. HIV Epidemic

New Systemis Urgently Needed to Guide Prevention Efforts

The Centers for Disease Control and Prevention (CDC) has released draft guidelines
calling on all states to track the course of the HIV epidemic as an extension of their AIDS
surveillance programs. L CDC is advising states that name-based systems of surveillance
are the most likely to provide the quality data necessary to direct community prevention
and treatment programg’) CDC will work with those states that choose to use alternative
tracking systemns that rely on codes or “unique identifiers” rather than names, and will
provide the technical assistance necessary to help them comply with performance
standards. To address the urgent need for information to ensure effective targeting of
prevention and care services while recognizing legitimate concerns about confidentiality
and access to testing and care, CDC has called for all states and territories to conduct HIV
surveillance in addition to their AIDS surveillance programs.

The guidelines respond to recent treatment advances that have slowed the progression
from HIV to AIDS for many individuals. Data on AIDS cases alone can no longer be
reliably used to direct prevention efforts to communities currently at greatest risk. The
new guidelines address the urgent need for information to ensure effective targeting of
prevention services.

The draft guidelines represent the culmination of a lengthy effort by CDC with
communities and public health partners nationwide to address emerging information needs
and issues surrounding the effective implementation of HIV reporting. The proposed
recorunendations are designed to 1) provide accurate and reliable data for communities to
effectively direct scarce resources for HIV prevention and treatment; 2) maintain strict
confidentiality of HIV data, including controlled access and strong penalties for abuse; and
3) continue support for anonymous testing options so that systéms do not deter individuals
at risk from accessing HIV testing, treatment, and prevention services.

As of July 1, 1998, thirty-two states had implemented HIV surveillance using the same
reporting system for both HIV and AIDS cases; three of these states conduct pediatric
surveillance only. Additional states are now working to expand their AIDS surveillance
systems to include HIV cases. The draft “Guidelines for National HIV Surveillance,
Including Monitoring for HIV Infection and Acquired Immunodeficiency Syndrome” are
designed to provide states recommendations on the best practices to ensure both quality
and confidentiality of HIV data.
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Given the importance of HIV surveillance data for directing services and care to
individuals with HIV infection, the draft CDC guidelines establish specified performance
criteria to assure both the quality and confidentiality of that data. All states will be
required to establish an HIV surveillance system that meets these quality and
confidentiality criteria within a reasonable time period. The decision on the surveillance
system used to gather those data — either a name-based or an alternative “unique
identifier” system — will be left up to the states.

Based on available evaluations of name-based HIV surveillance systems, CDC believes
that such systems are currently the most likely to meet the necessary performance
standards and provide the quality data necessary to direct community prevention and
treatment programs. However, CDC’s draft policy does allow for flexibility for those
states that decide to implement alternative systems. CDC will provide financial and
technical assistance to states working to design HIV surveillance systems, including
unique identifier-based and name-based systems.

During the next several years, CDC will assist states in implementing HIV surveillance
systems, evaluating current performance levels, revising systems as necessary and
reassessing performance. After this transition period, CDC will evaluate and award
proposals for federal funding of state and local surveillance programs based on their
capacity to meet the performance standards. At that time, CDC will work with states to
adopt surveillance methods that will enable them to achieve the standards,

Criteria for Quality and Confidentiality

The draft guidance document outlines performance criteria to ensure the quality and
confidentiality of HIV data. These criteria include strict confidentiality procedures and
protections such as using a single registry, eliminating paper reports, using computer
encryption techniques, setting up physical security and limited access to data, and penalties
for abuse. Additionally, the guidelines set quality standards for data to ensure
completeness (over 85% of diagnoses must be reported), timeliness (over 66% of
diagnoses of reported within 6 months of diagnosis), no duplication (less than 5% of cases
should be duplicate reports of a single case), and the ability to follow-up with providers on
cases of public health importance (e.g., unusual modes of transmission or strains),

Efforts to Evaluate and Address Concerns About Name-Based HIV Reporting

CDC recognizes the concerns regarding name-based reporting of HIV infection and the
greater sensitivity of HIV case data, CDC has worked for several years to evaluate and
address these issues and has consulted with a diverse group of individuals and
organizations from the scientific, public health, and AIDS advocacy communities in
developing these proposed guidelines. Of course, CDC will continue to work with states
to evaluate the impact of HIV case surveillance as implemented following these guidelines.
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The draft guidelines present the results of these assessments in more detail, but several’key
steps have been taken, including:

Evaluation of Unique Identifier Systems

CDC has assessed the feasibility of using alternatives to name-based methods for HIV
surveillance by reviewing a number of existing state systems that use a variety of numeric
codes or “unique identifiers” (UI) rather than names,

Most recent evaluations looked at Social Security number-based systems. Several
praoblems were found with these systems, including a high number of reports with
incomplete codes (approximately 30-40%), low rates of completeness in reporting
(approximately 25-50% complete), difficulty in conducting follow-up on specific cases,
and the absence of behavioral risk data in this system. CDC also found difficulties in
assessing the level of duplicate case reports or the ability to reliably link to other public
health databases (e.g. death registries).

In Ul-based systems, providers must maintain logs or other forms of documentation

linking the Ul to the name-based medical records. This process may pose additional
confidentiality risks if physician-held surveillance registries are not protected by state
confidentiality statutes or are located in non-secure areas.

Support for Anonymous Testing

While studies suggest that name-based HIV reporting does not serve as a major deterrent
to testing, CDC continues to strongly support anonymous HIV testing and recommends
that all states provide anonymous testing options. CDC studies indicate that the lack of
anonymous testing serves as a deterrent to testing in some high-risk populations. Unless
prohibited by law, CDC requires that states receiving prevention funds to make
anonymous testing available. Maintaining anonymous test sites is important for prevention
efforts and will not seriously inhibit efforts to track the epidemic. Most people are
diagnosed with HIV infection in confidential care settings. Moreover, the time between
HIV diagnosis and the point at which individuals enter the care system has become
shorter, given new treatment advances. Maintaining an anonymous testing option may
help ensure that more individuals leam their status, and if infected, seek early treatment
and care. HIV home test kits now offer another anonymous testing option in the United
states. And anonymous testing is available in publicly funded counseling and testing sites
in all but eleven states. CDC strongly recommends that states not currently offering
anonymous testing reevaluate their policies on this issue.
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Public health departments have maintained an exemplary record in protecting the
confidentiality of HIV/AIDS data. Since 1981 there have been few reported breaches of
confidentiality in state AIDS reporting systems.

Over the past few years, CDC has been working to evaluate additional measures at the
state level that could improve confidentiality even further. CDC has recently reviewed
state reporting programs and has developed enhanced standards to be used in developing
local confidentiality plans. Local programs will be required to meet these performance
standards and must ensure confidentiality as a condition of funding. One important
security measure CDC is now making available to states is the option of using a double-
keyed encryption program. With this system, names and other identifying information may
only be accessed with both the key (password) held by the state and the key held by CDC.

To assess the strength of local confidentiality laws that protect HIV data, CDC requested
that Georgetown/Johns Hopkins Public Health Law Project review local laws and
regulations. All states and many localities have legal safeguards of confidentiality for
government-held data, and these laws were found to provide greater protection than laws
protecting health information held by private health care providers. Additionally, most

states have specific statutory protections for public health data related to HIV. However,
state legal protections vary widely.

CDC is therefore promoting efforts to enhance and standardize local confidentiality laws.
CDC, in partnership with other public health agencies, the National Conference of state
Legislatures, and the Georgetown/Johns Hopkins Public Health Law Project, is working
to develop model legislative language to protect confidential, identifiable information held
by state and local public health departments against unauthorized and inappropriate use,
while still allowing the use of surveillance infformation to accomplish legitimate public
health objectives.

Request for Public Comment

The draft Guidelines represent the combined efforts of CDC and numerous agencies and
individuals nationwide. CDC is seeking public comment to ensure the final
recommendations promote the best possible approaches to HIV surveillance, as a critical
component of future HIV prevention efforts. After the public comment period, which
runs from x date to y date, the comments will be carefully reviewed and considered. The
Guidelines will be modified as needed before being published in the Morbidity and
Mortality Weekly Report. For copies of the draft Guidelines and information on how to
submit cornments, call the CDC National Prevention Information Network at 1-800-458-
5231 or send a written request to P.O. Box 6003, Rockville, MD 20849-6003.
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CDC Draft Guidelines for Improved Data on U.S. HIV Epidemic |
New Systemns Urgently Néeded to Guide Prevention Efforts

The Centers for Disease Cantrol and Prevention (CDC) has releas delines to {
assist States in the design and implementation of effectivg, syste

the HIV epidemic. In the wake of recent treatment ad '
progression from HIV to AIDS for many individuals,
tanger be reliably used to direct prevention efforts to
To address the urgent need for information to ensu
services, CDC has called for all States and territarie
an extensgion of their AIDS surveillance programs.

As of July 1, 1988, thirty-two States had implemental : re using the same
reporting system for bath HIV and AIDS cases; th
surveillance only, Additicnal State are how
systems to include HIV cases. The draft Survaillance,
Including Monitoring for HIV Infection angy 4 i ncy Syndrome” are
designed to provide States recommer i ] i glites to ensure both quali
and confidentiality of HIV data.

S surveillance

The draft Guidelines represen i thy effart by CDC with communiffes
and publuc health partners ga i gjMorging information needs and issue

everal goals including: 1) the provision §f
au nities to effectively direct scarce resources for HIV
£ nﬁdentlallty of HIV data, including controlled

ment outlines performance criteria to ensure the quality and
ta. These criteria are described in detail in the recommendationg,
nfidentlality procedures and protections (e.g. single registry, elimination
¢ computer encryption, physical security, limited access, and penalties f

a quality standards for data to ensure completeness (over 85% of diagnoses rjust
be reported), timeliness (over 66% of diagnoses of reported within 8 months of diagnosid),
unduplicated reports (less than 5% of cases should be duplicate reports of a single case
and the ability to fallow-up with providers on cases of public health importance (e.g.,
unusual modes of tranamission or streins).

CDC Recommendations
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Based on published evaluations to date, CDC has concluded that name-based HIV
surveillance systems are currently the most likely to meet the necessary performance
standards and provide the quality data necessary to direct community prevention and
treatrnent programs. CDC therefore advises that State and local survelllance programg

use the sama name-based approach for HIV surveillance as is currently used for AIDS i
@urveillance nationwide.

CDC's draft policy does allow for flexibillty, if states wish to implement alternatwa sysle s
CDC has and will continue to provide financial and technical assistance to stajfp working to
design systems that rely on codes or “unique identifiers” (Uls) rathe i . Giverjthe
importance of these data for directing services and care tq individ V infactionjall
states will be required to meet the specified performan eri both the quall
and confidentiality of the data, ?

During the next faw years, CDC wli| assist states in i
evaluating current performance levels, revising sys
performance. After this transition period, CDC will evig
Federal funding of state and local surveillance pragra

-performance standards. At that time, COC will worlg
methods that will enable them to achieve the sta

award propo! als for _
an their capacity to meef
dopt surveillance

Efforts to Evaluate and Address Concer. 3 Reporting

While there is widaspread support
support hame-based AIDS report;
of HIV infection. Concerns ab
confidentiality, potential non-j
test—seeklng behavlor ac es

, many people who
jp¥egarding name-based repor
porting have focused largely o
ta, tha impact of reporting on
. and posslble alternatives ta nafne-

ng

CDC re ek d the greater sepsitivity of HIV case data. CDC Nas
worked forQiiasian f.and address these issues. The agency has
conducted se k ®nts and has consulted with a diverse group o
Indl\nduals ' e scientific, public health, and AIDS advocacy

e 'nes present the results of these assessmeants in mord
ve been taken, including:

rveillance, several States implemented reporting of HIV cases or
esults using a variety of numeric codes. Other States tried to condjict
nce using codes that were intended for use in case management syste ms.
In 1995 CDC convenud a meeting of these States that identified operational,
technical and sclentific challenges in conducting survaillance using codes.

Additianally, CDC has conducted a three-year evaluation of social security numbaer-

based. non-named, uniquse identifier (U} reporting systams In Maryland and Texas.
A
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The evaluation, published in the January 8, 1897, Morbidity and Mortality Weekly
Reports, revealed several problems with these Ul systems, including a high number pof
reports with incomplete codes (approximately 30-40%), low rates of completeness in
reporting (approximately 25-50% complete), difficulty in conducting follow-up on

specific cases, and the absence of behavioral risk data in this system. Nelthar Staf

was able 1o assess the level of duplicate case reports or the ability to reliably link to
other public health databases (e.g. death ragistrias),

Moreover, for the follow-up of Ul-based cases. providers must maintain lgi#
forms of documentation linking the Ul to the name-based medicg
process may pose additional cenfidentiality risks if phygician-he
ara not protected by Stare confidentiality statutes ifedoca

Since this avaluation, Maryland is continuing to re

of its Ul system; Texas is seeking to amend its regiffations 1g
reporting.

. Evaluation of impacr on test-seeking beha

CPC studies conducted to date suggest that na rting has not seryed
as a major deterrent to testing. For exampl e . six health

departments to evaluate HIV testing patte Pt pefore and the
twelve months after the implementatio lP¥se areas, the numper
of HIV tests increased in four State #The declines were ndt

statistically significant and followegs : \ esting that began befi.»re
the implementation of reportin ty In testing trends was :
observed among some racia i Wand HIV risk exposure |
categories. '

i
teparting mey sarve ae a deterrent. !
it anonymous testing be made available. ;As

rting, CDC will conduct ongoing evaluatians to .
pn testing behaviors. [
| |

@@port ananymaus HIV testing and recommends that all Sta&es
ptions. CDC studies indicate that the lack of anonymeus IE;

ent to testing in some high-risk populations. Unless prehibited by

Bntion efforts and will nat sennusly inhibit our ability to track the epide ch
diagnosed with HIV infection in confidential care settings. Moreover, th

n HIV dlagn05|s and the point at which individuals enter the care system hag
become shorter, given new treatment advances. Maintaining an anonymous testing optfbn
may help ensure that more individuals learn their siatus, and if infected, seek early
treatment and care. HIV home test kits now offer another anonymous testing optian in tﬂe
United States. And anonymous testing is available in publicly funded counseling and tedﬁl ng

i
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sites in all but eleven States. CDC strongly recommends that States not currently offerifig
anonymous testing reevaluate thelir policies on this issue. : :

1
i

- Strengthening systéms to protect canfidentiality !

To date, public health departments have maintained an exemplary record in protecti _ng
the confidentiality of HIV/AIDS data. Since 1981 there have been few reported
breaches of confidentiality in State AIDS raporting systams. A breach occurred in

Florida that involved a health department employee who, without authorizafki
revealed names from a registry, The staff member was prosecu
and CDC has worked closaly with the State of Florida go furth

prerections. ‘

N

Qver the past few years, CDC has been warking
State level that could improve confidentiality ev
State reporting programs and has developed enh
developing local confidentiality plans. Local progré
performance standards and must ensure confidentia
important security measure CDC is now making
using a double-keyed encryption program. Wit
identifying information may anly be access
State and the key held by CDC. The on
an Assurance aof Confidentiality under_§

idards to be USGHPEE i
e required to meet these
mondition of funding. Ine
es is the option of :
e and other
PSsword) held by the
£ will be protected py
bblic Health Service Ct.
To assess the atrength of local cg i protect HIV data, CDC I
requested that Georgetown/Jaoljl b Law Project review local ldws
and regulations. All States a egal safeguards of confidentiality
for government-held data, a ] $0nd to provide greater protection |
than laws gitotecting thgdfic nformation held by private health :
care prg ) i ‘ e specific statutory pratections for pu&lic
r, State legal protections vary widely. F
’ bl
F'enhance and standardize local confidentiality :
er public health agencies, the National Conferenée
Gecrgetoyn/Johns Hopkins Public Health Law Projec{l, is
Prslative language to protect confidential, identifiable |
gd local public health departments against unauthorized ﬁ.nd
still allowing the use of surveillance information to acc(JmpIPsh
objectives.

bropriate use, w
ate public heg

‘Public Comment l1|
-. ]
Suidelines represent the combined efforts of CDC and numerous agencies|
and individuals nationwide. CDC is seeking public comment to ensure the final ;
recommendations promote the best possible approaches to HIV surveillance, as a
critical component of future HIV prevention efforts. After the public comment perio!i:l.
which runs from x date to y date. the comments will be carefully reviewed and L
considered. The Guidelines will be modified as needed before being published in thd
i
§
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|
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Morbidity and Martality Weekly Report. For copies of the draft Guidelines and g
information on how 1o submit comments, call the CDC National Prevention lnformat,aon
Network at 1-8B00-458-5231 or send a written request 1o P.O. Bax 6003, Rockville,!

MD 20849-6003. I
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MEDIA CLARIFICATION

JAMA Articles on HIV Testing and Reporting

The Journal of the American Medical Assaciation will publish a GDC artiele entitied, "Effect of Hiv
Reporting by Namas on Use of HIV Testing in Publicly Funded Counssling and Tasling Programs" in
their October 28 Issue. CNC would like to correct an inaceuracy in the JAMA press release on this
article and clarify our strong support for anonymaous HIV testing.

The JAMA press release bagins with the premise that the CDC study contradicets the findinge of anather
arlicle by Andrew Bindman, M.D., fram the University of Califsrnia, San Franciseo (UCSF). In faet,

while the studies addrazsed different issues, both articles support the need fer access to anonymous
RHIV tasting. '

The UCSF study, by Bindman and calleagues, evaluated whether anohymous HIV testing was
associated with eariler HIV testing and HIV-related medical care than confidential HIV testing among
pecple diaghosed with AIDS. The study found that HiV-Infacted individuals wha used anonymeus |
testing services got testad and entered care earlier than those who used confidential services. Many
people tested in canfidential settings did not seek testing prier to becoming ill. The findings underscare

the critteal naed to educate individuals at-risk abaut the need to keam their HIV status, and if infected, to
sesk early cara.

The €DC atudy, by Allyn Nakashima, M.D. and colleagues, looked at the impact of the implementation
of HIV reperting in six states on lest-eeeking behavior, The data indicate that Hiv reporting by name

did not significantly affect the level of HIV testing in publicly funded anonymous and confidential test
sites.

As an increasing number of states have either implemented, or begun considering implementation of,
HIV survelllancs, there has been some concern that HIV reporting might deter people from seeking
care. This study should help allay these concerns, as these datg show no significant declines in testing
following the Implememntadon of HIV reparing. The article concludes that as additional states implement
confidential HIV reporting policies, the impact of survelllance on those seeking HIV tasting will likely be
small and should not hinder HIV prevention efferts, CDC will canduct ongping evaluations 1o monitor
the impact ef palicy changes an 1esting behaviors, .

To help ensure that reparting pelicies do net deter even a small humbar of peopie from seeking testing,
CDC recommends that states maka ananymous testing available. Previeus CDC etudiss indicate that
the lack of anonymous testing optlons may serve as a deterrent 2 testing in some high-nisk populations.
Maintaining anonymous test sites is important for prevention efforts and may help ensure that more
individuals leam thelr status and receive the mazimum benefit from HIV treatment.

Anonymous testing is currently available in all but elevan states. CDC has strangly recammended that

these states reevaluate their policies on this issue. Unless prohibited by state law, CDC requires that
states offer anonymous HIV testing as a conditlon of funding.

wiH
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DEPARTMENT OF HEALTH & HUMAN SERVICES Publfic Health Service
=
Centers far Disease Cantral
and Preventian (CDC)

Allanta, GA 30333
October 27, 1998

Dear Colleague:

Today’s issue of the Journal of the American Medical Associarion (JAMA) contains an axticle by
a Centers for Disease Control and Prevention (CDC) auther and is endtled “Effect of HIV
Reporting by Name on Use of HIV Testing in Publicly Funded Counseling and Testing
Programs.” Data §om this study describes trends in HIV testing in publicly funded counseling
and testing sites before and after iraplementation of name-based HIV reporting in six states
(Louisiana, Michigan, Nebraska, Nevada, New Jersey, Tennessee).

Overal), there were no significant decreases in the number of HIV tests provided at the
counseling and testing sites in the months immediately after HIV reporting was implemented in
"any state, other than those expected from trends present before HIV reporting. The article
concludes that as additional states implement confidential HIV reporting polieies, the impact of
these policies on those seeking HIV testing will likely be small and should not hinder HIV
prevention efforts. (The full text of this article can be found on the JAMA Web site at

i/ [www amgeassn.org/specigl/hiv/Aibrary/readroom/jama98/4oc80227 him.)

There is another article in this issue of J4MA entitled "A Multistate Evaluation of Anonymons
HIV Testing and Access to Medical Care." This articlc, by Andrew Bindman, M.D., from the
University of California, San Francisco (UCSF), is about a study that clearly demonstrates that
individuals tested anonymously sought HIV testing and medical care earlier in the course of HIV
disease than did persons tested confidentially.

The researchers used data collected as a part of a cooperative project between the University of
California. Berkeley; CDC; and eight state health departments (Arizona, Colorado, Mississippi,
Missouri, New Mexica, North Carolina, Oregon, and Texas). This project, called the AIDS
Patient Survey (APS), found thar anomymous testers Spent over a year morc (an average of 387
days) in medical care prior to an AIDS diagnosis than did confidential testers. The findings
underscote the critical need 1o educate mdividuals at risk about the need to learn their HIV status

- and, if infected, to seek early care. (The full text of this article can be found on the JAMA4 Web
site at i/ JIN3=aSSN. O 1al/hiv/} /readroomfi 98/j0¢80]107.htn.)

Unfortunately, the original JAMA press release about these two articles began with the premise
thet their fndings contradict each other. In fact, the studies simply address different issues.
Amnached are both studies.

CDC believes that bath anonymous twesting and comprebensive HIV reporting are vitally
important to HIV prevention efforts. Anonymous testing is currepily available in all but cleven
states. CDC has strongly recommended that states not offering anonymous HIV testing
reevaluate their policies on this issus. Unless prohibited by state law, CDC requires thar states

coo IV 0T ST Q3M 86/8Z/0T
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Page Two—Dear Colleague

offer anonymous HIV testing as a condition of funding. We smongly believe, and have seen
demonstrated in states that have both anonymous testing and HIV reporting, that these critical
elements of prevention can coexist and provide information that greatly ephances HIV
prevention and treatment efforts.

Should you have any questions or need additional information, please call our Office of
Communications at (404) 639-8063.

Sincerely,

Mb-gagaek,

Helene D. Gayle, M.D., M.PH.

Director

National Center for HIV, STD, and TB Prevention
Centers for Disease Contro) and Prevention
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Comeal Decompensation — Continued

of Health. H Edelhauser, PhD, N Anderson, MD, Dept of Ophthalmology, Emory Univ, Atlanta,
Georgia. Hospital Infections Program. National Centar for Infectious Diseases; Div of Surveil-
lance, Hazard Evaluations, and Field Studies, National Institute for Occupational Safety and
Health; Div of Environmental Health Laboratory Sciences, National Center for Environmental
Health; and EIS officers, CDC.

Editorial Note: Corneal endothelial decompensation is manifested by opacity of the
comea; it can be a nonspecific response to mechanical or chemical injury (3). Me-
chanical trauma can result from incidental corneal contact by intraocular instruments
during surgery; chemical injury can result from the improper use of intraocular drugs,
drugs containing preservatives, or from residues from inadequate rinsing of deter-
gents or other residues from surgical instruments (3,4 ). When severe, corneal endo-
thelial decompensation requires corneal transplantation. Of the estimated 1.4 million
cataract surgeries performed in the United States each year {5), <0.05% are compli-
cated by comeal endothelial decompensation (A. Lubniewski, Veterans Affairs Medi- |
cal Center, St. Louis, Missouri; and H. Edethauser, Emory University, Atlanta, Georgia,
personal communication, 1998).

Steam autoclaving is the preferred method for sterilizing surgical instruments. Eth-
ylene oxide sterilization can be used for heat-sensitive items. However, because of the
environmentally harmful effects of sthylene oxide, the Environmental Protection
Agency encourages health-care providers to reduce the use of this form of steriliza-
tion. CDC’s National Institute for Occupational Safety and Health considers ethylene
oxide to be an occupational carcinogen and reproductive toxin {6,7). Since the early
1990s, new types of sterilization using plasma gas technology, such as the Abtox
Plazlyte system, have been introduced {1,2). The inductively coupled plasma atomic
emission data obtained from the CDC laboratory analyses, in part, prompted the FDA
to issue a safety alert about the use of the Abtox Plazlyte Sterilization system to steril-
ize ophthalmic instruments (8).

To ascertain the extent of this problem, all episodes of corneal decompensation
following ophthalmic surgery and information about type of sterilization method used
should be reported through state health departments to CDC's Hospital Infections Pro-
gram, National Center for Infectious Diseases, telephone (404) 639-6413, and to FDA's H
MedWatch, telephone (800) 332-1088.

References .

1.tynch M. Gas plasma low-temperature sterilization technology. Infection Control Today
1998;2:53-6.

2. Bryce EA, Chia E, Logelin G, Smith JA. An evaluation of the Abtox Plazlyte Sterilization System.
Infect Contro! Hosp Epidemiol 1997;18:646-53. o '

3. Glasser DB. Pathophysiology of corneal endothelial dysfunction. In: Chandler JW, Suger J;
Edelhauser HF, eds. External disease: cornea, conjunctiva, sclera, eyalids, lacrimal system. St. TR
Louis, Missouri: Mosby, 1994:8.1-8.18. o

4. Edelhauser HF, Glasser DB. Surgical pharmacology intraocular solutions and drugs for catnraatﬁ? : Sf,,ﬁ“%ﬁf
surgery. In: Buratto L, ed. Phacoemulsification principles and techniques. Thorofare, New J -“\.‘;ﬁﬁ;;ﬁs;
sey: Stark, inc., 1998:275-92. ; e

5. Agency for Health Care Policy and Research. Cataract in adults: management of functional
impainment. Rockville, Maryland: US Department of Health and Human Services, Agency;
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) Diagposis and Reporting of HIV and AIDS
in States \A_nth Integrated HIV and AIDS Surveillance —
United States, January 1994-June 1997

Recent reports based on acquired immunodeficiency syndrom I i
fiata have highlighted substantial declines in AIDS inc‘i?ilerrce and :;;r?:f:;':'gj:;%:
|r‘nprove.ments in treatment and care of persons infected with human immunodefi-
ciency vurus.(HIV.), surveillance of AIDS alone no longer accurately reflects the magni-
tude or dquctlon of the epidemic (7). Current public health and clinical
recommgndatlons promote early diagnosis and treatment of HIV disease (2 ). Data on
person§ in whom HIV infection is diagnosed before AIDS is diagnosed are needed to
de(.ermme populations in need of prevention and treatment services. This report ex-
amines data for persons aged 213 years in whom HIV infection was diagnosed in 25
statPs that conducted name-based HIV surveillance in addition to AIDS surveillance
g:::agiizzzuary:%dr-dune 1997*. Provisiona! data indicate that declines in AIDS inci-
ese states were i i i

ol Oaomosed HIV casesr,.?t accompanied by comparable declines in the number of
In late 1993, the states included in this analysis merged data from the name-based
HIVI and AIDS case reporting systems into an integrated HIV/AIDS surveillance system
Patient and provider names were deleted before states forwarded data to CDC and-
replat_:ed by codes. Cases were divided into two mutually exclusive categories: per-
sons in whonrj HIV infection was diagnosed (without an AIDS diagnosis) and pe;’sons
Ifn whom HIV infection was diagnosed only when they first had AIDS diagnosed. Data
:r persons aged =13 years were analyzed by the earliest date of diagnosis of HIV or
IDS for January 1994-June 1997. Quarterly trends in the number of persons whose

" initial diagnosis was HIV infection were com i i
: s HI f pared with quarterly trends in the number
of persons whose initial diagnosis was AIDS. HIV and AIDS data were adjusted for

del;ys in reporting of cases and deaths (3).
rom January 1994 through June 1997, HIV or AIDS was dia

4 . gnosed in 72,905 per-
sons aged 213 years in the 25 states. Of these, HIV infection was the initial diagngsis

_'1262,690 (72%) and AIDS was the initial diagnosis in 20,215 (28%) (Table 1). From 1995
1998, the number of persons in whom HIV infection was the initial diagnosis de-

*Alabama, Arizona, Arkansas, Colorado, Idaho, Indiana, Louisiana, Michigan, Minnesota, Mis-

Health Care Policy and Research, 1993; AHCPR publication no. 93-0542.
6. NIOSH. Current inteliigence 52 bulletin: ethylene oxide sterilizers in heaith care facilitl
engineering controls and work practices. Cincinnati, Ohio: US Department of Health and Hy

_slssippl, Missouri, Nevada, New Jerse i i

' . , y, North Carolina, North Dakota, Ohio, QOklah

(s:rr:o:Lna, Slouth fDalgota, Tennessee, Utah, Virginia, West Virginia, Wisconlsin, al!\ad svny‘lg'rnsi?\;th
gle copies of this report will be available until April 24, 1999, from the CDC Preventic;n

formation N i
-‘30” ne 9_& 59clatwork, P.O. Box 6003, Rockville, MD 20849-6003; telephone (800) 458-5231 or
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Diagnosis and Reporting of HIV and AIDS — Continued

TABLE 1. Estimated number® of persons aged >13 years in whom HIV was diagnosed,
by quarter of diagnosis and disease status at initial diagnosist — 25 states$, January

April 24,1

1994-June 1997
Disease status at initial HIV diagnosis
HIV AIDS
Quarter of diagnosis No. (%) No. (%) Total
1994
1 4,038 {70} 1,723 (30) 5,761
2 4,073 (71) 1,891 (29) 5,764
3 3,809 (73) 1,430 (27} 6,239
4 3,558 (71) 1,434 (29) 4,992
Totalf 15,571 {(71) 6,337 (29) 21,908
1995
1 3,904 (71) 1,668 (29) 5,472
2 3,780 (72) 1,470 (28) 5,250
3 3,711 (72) 1,421 (28) 5,132
4 3,438 (72) 1,370 (28) 4,808
Totaft 14,895 (72) 5,863 (28) 20,758
1996
1 3,889 (74) 1,366 (26) 5,255
2 3,635 (72) 1,382 (28) 5,017
3 3,619 (73) 1,310 (27) 4,929
4 3,476 (74) 1,236 (26) 4,712
Totall 14,652 (74) 5,313 {26) 19,965
1997
1 3,762 (73) 1,376 (27) 5,138
2 3,809 (74) 1,325 (26) 5,134
Total 562,690 72) 20,215 (28) 72,905

*Numbars are estimates after adjustments for reporting delays. Point estimates are presented
for reproducibility of the data.

1For persons who had not had an HIV diagnosis before being dlagnosed with AIDS, their AIDS
diagnosis date is considered their earliest HIV diagnosis date; for persons Initially reported
with HIV who subsequently had AIDS diagnosed and reported, they are presented by tha
earliest diagnosis date, which is their HIV diagnosis.

$Alabama, Arizona, Arkansas, Colorado, !daho, indiana, Louisiana, Michigan, Minnesota, Mis-
sissippi. Missouri, Nevada, New Jersey, North Carolina, North Dakota, Chio, Oklshoma, South
Carolina, South Dakota, Tennessee, Utah, Virginia, West Virginia, Wisconsin, and Wyoming.

1Total estimates include cases with missing quarter for HIV diagnoses and AIDS diagnoses.

clined 2%, and the number of persons in whom AIDS was the initial diagnosis declined
9%. '
Of 52,690 persons in whom HIV infection was the initial diagnosis, 28% were
womaen, 57% were non-Hispanic blacks, and 18% were infected through hetarosexual
¢ontact (Table 2). Among selected demographic groups, the number of persons If
whom HIV infection was the initial diagnosis during 1995 compared with 1996
clined 3% among men {from 10,762 to 10,395) but increased 3% among women {from

4126 to 4253). The number of persons in whom HIV infection was the initial dlagrj}é'l’il %

increased 10% among Hispanics (from 971 to 1070) and decreased 3% amqp_g'm;

="

\
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Tf\BLE 2: Characteristics of persons aged 213 years with HIV, by disease status atinitial
diagnosis® — 25 states', January 1994-June 1997

Disease status at initial HIV diagnosis

HIV AIDS
Characteristic No.} (%) No.} (%1) Total
Sex
Male 37,996 {72) 16,866 {83) 64,862
Femsla 14,689 (28) 3,348 (17) 18,037
Race/Ethnicity**
White, non-Hispanic 17,929 (34) 9,171 (45) 27,100
g!ack. r.won-Hispanic 30,229 {57) 9,127 (45) 39,356
ispanic 3,581 {7) 1,660 (8) 5,241
Other/Unknown 949 {2) 256 (1) 1,205
Risk/Exposure category
M.en t.Iaving sex with men 17,098 {32) 8,866 (44) 25,964
Injecting-drug user 9,671 (18) 3,959 (20) 13,630
Men hqving sex with men/ ’
Injecting-drug user 2,088 { 4) 843 { 4) 2,931
Hetarosexual contact 9,279 (18} 2,428 {12) 11,707
Other/Unreported 14,552 (28) 4,116 (20} 18,668
Age group (yrs)
13-24 7,200 {14) 653 {3 7,853
25-29 9,384 {(18) 2,239 (11) 11,623
30-34 11,916 (23) 4,503 (22) 16,419
35-39 10,030 {19) 4,608 (23) 14,638
240 14,159 (27) 8,210 (41) 22,369
Total®t 52,690 20,215 72,305

*For persons who had not had an HIV diagnosis before bein i i
_ v : : g diagnosed with AIDS, their
AIDS dlagqosns date is considered their earliest HIV diagnosis dgte: for persons initially
reported with HIV who ;ubsequently had AIDS diagnosed and reported, they are presented
'by the earliest diagnosis date, which is their HIV diagnosis.
Alabama, Arizona, Arkansas, Colorado, |daho, Indiana, Louisiana, Michigan, Minnesota,
Mississippi, Missouri, Nevada, New Jersey, North Carolina, North Dakota, Ohio, Oklahoma,
‘S;vtg::‘iggrolma, South Dakota, Tennessee, Utah, Virginia, West Virginia, Wisconsin, and
INumbers .are estimates after adjustments for r i i i
eporting delays. P
‘for reproducibility of the data. ) porting vs. Point estimates are presented
"::::grr\‘tag?s may ngt to':al 100 because of rounding.
s of races other than black and white were included under “othe "
"gllmates we{e too small for meaningful analysis. otherfunknown” because
umn totals include missing/other for some categories {(e.g., missing sex). Persons
Insf:cted through receipt of blood or blood products are included under c?ther/unreported

Hispanic blacks (from 8569 to 8300) and 2% among non-Hispanic whites (from 5093 to
:4988). Men who have sex with men (MSM) accounted for the largest proportion of the

HIV diagnoses (32%). Analysis of trends by risk/exposure category is complicated by
th? high proportion of HIV cases with unreported risk (28%).
0162,890 persons in whom HIV infection was the initial diagnosis, 7200 (14%) were

189ed 13-24 years. The number of HIV diagnoses per quarter-year was approximately
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ith HIV infection, by
{GURE 1. Estimated number of persons aged 13-24 years wi
:Isono status at the time of initial diagnosis with HIV — 25 states®, January

1994-June 1997¢

|
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1994 1995 1996 1997
Quarter/Year of Diagnosis
Arkansas, Colorado, idaho, Indiana, Louisiana, Michigan, Minnesota, Mis-

*Alabama, Arizona, )
sissippi, Missouri, Nevada, New Jersey, North pqrolma, rth D
Carolina, South Dakota, Tennessee, Utah, Virginia, West Virginia,

tAdjusted for reporting delays.

North Dakota, Ohio, Oklahoma, Sputh
Wisconsin, and Wyoming.

constant in this age group, declining 4% from 1995 to 1996 (from 2066 to 1991) (Figure

t 1). Of persons in this age group, 3203 (44%) were female, 4566 (63%) were n;hr;l-
Hispanic black, and 394 (5%) were Hispanic; by risk category., 2270 (31%) were M. ,
1886 (26%) acquired HIV through heterosexual contact, and 449 (6%) were injecting-

aged 13-24 years had AIDS initially diagnosed. ) -
Rgponed by: ézate and local health departments; Div of HIV/AIDS Prevention—Surveillancs, ’and

Epidemiology, National Center for HIV, STD, and T8 Prevention, COC.
EZitoriaI Ng:to: The data from these 25 states indicate that from 19.94 thrt.sugh tpld-
1997, the number of persons in whom HIV infection was the mm?l diagnosis wa:“,s_!
ble and declines over the entire period were slight. Comparaq W.lth reported dle 'n
in AIDS incidence nationally (1), these data suggest that HIV incidence was relative
stable in these states. In particular, v HI
aged 13-24 years probably more closely inc!icate HN'mmde
persons have more recently initiated high-risk behaviors.
HIV surveillance data include persons who were infectgd more recently (haq e
persons reported with AIDS, and their characteristics indicate more recent trende.

I
Z
9
)
?

drug users; 1074 (15%) had AIDS subsequently diagnosed. An additional 653 persons -

ubs
R

the number of new HIV diagnoses among persons e :
nce trends because young
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HIV transmission. Many of the new HIV diagnoses in these states occurred among
blacks, women, young MSM, and persons infected through heterosexual contact with
substantial increases observed among Hispanics. The HIV case data from these states
reflect the changing demographic and risk profile of an epidemic that disproportion-
ately affects racial/ethnic minorities {1,3). Race/ethnicity is not a risk factor for HIV
infection but is likely a marker for other factors that may be predictive of increased risk
for HIV infection (e.g., low income, lack of education, and higher rates of injecting and
! non-injecting drug use) (4). Black and Hispanic persons who engage in high-risk sex
: or drug-using behaviors should be a major focus of HIV-prevention efforts, including
‘ strategies to promote knowledge of HIV status through voluntary test seeking and to
facilitate entry to care and treatment.

Of persons in whom HIV infection was the initial diagnosis, 14% were adolescents
and young adults aged 13-24 years, compared with 3% of persons in whom AIDS was
the initial diagnosis. This age group is an important target for HIV prevention efforts
because a large proportion of all new HIV infections occur among persons in this age
group (5). In particular, reduction of high-risk sexual behaviors among adolescent and

i young adult women and MSM is needed to reduce HIV transmission in this age group.
| In the 26 states, declines in the number of cases were larger among persons in
whom AIDS was the initial diagnosis than among those in whom HIV infection was the
initial diagnosis. Most persons with HIV had been tested in a medical facility or other
clinical-care setting and had had an opportunity for early treatment interventions to
delay HiV-related morbidity and mortality, contributing to declines in AIDS incidence
(6). In the future, AIDS surveillance data will increasingly reflect access to testing and
N response to therapy in the population. Approximately one fourth of all new diagnoses

; in these states occurred among persons who had already developed AIDS when HIV
infection was first diagnosed. AIDS surveillance data should be used to target unders-
erved populations for early testing and prompt referrals for treatment.

HIV and AIDS surveillance data mostly reflect the characteristics of persons tested
in medical care and other confidential settings. These data may not represent the
characteristics of all persons with HIV infection because persons tested anonymously
are not reported o the surveillance system, and some persons with HIV infection have
not been tested. However, approximately 146,000 persons living with HIV have al-
ready been reported and characterized, representing most prevalent infections in
these states (7). The degree to which integrated HIV and AIDS surveillance data are
representative of all infected persons is expected to increase over time as the propor-
tion of untested persons decreases.

The public health usefulness of the HIV surveillance data is affected by the perform-
nce of the system of case reporting and follow up (8). In these 25 states, most of
'which require laboratory-based reporting of HIV-positive test results, HIV reporting
.was very complete. Only 12% of persons in whom HIV infection was the initial diagno-
sls had not been reported to CDC as an HIV case before being reported as an AIDS
case. CDC estimates that <2% of HIV cases are duplicates based on matching of the
lonal coded surveillance database. CDC has developed methods for estimating the
3k distribution for AIDS cases with unreported risk (3); however, similar methods for
Ql!'tacpsea are not yet available. In this report, the proportion of HIV cases by risk/
z:4MposuUre categories is an underestimate until follow up is completed for cases re-

without risks (3). Name-based HIV reporting should facilitate epidemiologic
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follow up to increase the completeness of risk/exposure, clinical, treatment, and other
data relevant to effective HIV-prevention community planning.

This report highlights the continued need for effective HIV and AIDS prevention
programs to reduce rates of HIV transmission and demonstrates the usefulness of
integrated HIV and AIDS surveillance data to direct these efforts. State and local areas
without such surveillance have limited ability to monitor local changes in HIV infection
and disease trends. In these areas, approximately 200,000 persons have had HIV diag-
nosed (without AIDS) (7), but data are not available to describe trends in new HIV
diagnoses. Implementing integrated HIV and AIDS surveillance in these states and
local areas is necessary to provide accurate information for targeting resources to
populations most affected (e.g., adolescents, women, racial/ethnic minorities, and
young MSM) and for evaluating program effectiveness.
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Notice to Readers

Epidemiology in Action Course

c . . .
- signeD:err‘dprEaTt?criy University will cosponsor an applied epidemiology course de-
: “Epidemimrct Zg .f:tata" an_d local health department professionals. This course
comrsq oo hgy;'m <’:1t|on, v.wll be h_eld at CDC during November 2-13, 1998 The’
; e e rc)omlzre;s t tla practical application of epidemiology to public health ;.)rob-
epidemiologie pﬁog;as ectures, worksr_lops, ‘classroom exercises (including actual
Include doseriniive :mj), rgundtable dns‘cussu.)ns, and computer labs. Topics covered
: Investigatione, e p'l1 emiology gnd biostatistics, analytic epidemiology, epidemic
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rubella, and up to 85% of susceptible
pregnant women who are infected dur-
ing their first trimester may give birth
to an infant with CRS.2

Reported by: H Heshmati, MD, J Moini, MD, C Krugg,
Brevard County Health Dept, Merritt Island; M McMil-
tan, C Castro,J Griffiths, Broward County Health Dept,
Fort Lauderdale; HT Janowski, MPH, Florida Dept of
Health. Vessel Sanitation Program, Special Programs
Group, National Center for Environmental Health;
Child Vaccine Preventable Disease Br, Epidemiology
and Surveillance Div, National Immunization Program;
Miami Quarantine Station, Program Operations Br and
Surveillance and Epidemiology Br, Div of Quarantine,
National Center for Infectious Diseases, CDC.

CDC Editorial Note: Although rubellais
typically a mild, self-limited disease in
adults, infection in pregnant women can
resultinserious adverse health outcomes
for the fetus, including CRS, a group of
birth defects including deafness, cata-
racts, heart defects, and mental retarda-
tion. Inthe United States, approximately
10% of young adults are susceptible to
rubella; in other countries, some without
routine vaccination policies for rubella,
susceptibility rates for rubella range from
4% to 68%.% During 1994-1996, 12 labora-
tory-confirmed cases of CRS were re-
ported in the United States.!

Although a definitive quantitation of
therisk for transmission of rubellaamong
crew members and passengers on the
cruise ships could not be ascertained, risk
for infection among those crew members
of cruise ship B could be estimated. Re-
sults ofthe serosurvey among crew mem-
bers indicate that at least 41 (11%) of 366
were acutely infected with or susceptible
to rubella at the time of the serosurvey.
Th1§ Serosurvey was conducted after rec-
ognition of an ongoing cutbreak of rash
illnesses among crew members, and it is
likely that rubella susceptibility rates at
the outset of the outbreak would have
been higher. "

The risk for transmission of infection
and an outcome of CRS in pregnant pas-
sengers In their first trimester of preg-
nancy on cruise ship B was difficult to de-
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termine because (1) the rubella immune
status of these pregnant passengers was
unknown and (2) the consequences of ru-
bella infection in susceptible pregnant
women (i.e., CRS) may not be evident for
several months after the exposure. If
pregnant passengers were exposed, and
assuming that approximately 10% of
these women were susceptible to ru-
bella and 85% of susceptible pregnant
women who are infected during their first
trimester will give birth to an infant with
CRS, one case of CRS could potenually
occur each week among passengers sail-
ing during the outbreak.

Minimizing or eliminating the risk for
rubella exposure among susceptible
pregnant women is important because
of the potential for serious adverse
health outcomes for the fetus. To inter-
rupt transmission of rubellaamong crew
members and to prevent transmission of
infection and CRS among susceptible
pregnant women, CDC recommended
administration of MMR to all crew mem-
bers lacking documented immunity to
rubella; serologic testing to determine
susceptibility to rubella for all crew
members ineligible for vaccination, in-
cluding pregnant women; active surveil-
lance aboard the ship to detect new ru-
bella infections; prospective notification
of the potential risk for rubella exposure
to all embarking passengers until 30
days after the last confirmed rubella in-
fection; and retrospective notification to
all passengers sailing during the period
of potential rubella transmission. These
recommendations were effective in in-
terrupting rubella transmission among
crew members on cruise ship B: no ad-
ditional rashillnesses were identified af-
ter their implementation.

This report of two clusters of rubella
infections on commercial cruise ships
demonstrates that crew members—
many from countries without routine ru-
bella vaccination programs—are poten-

ing name-based human immunodeficien-

ing the same methods as surveillance for
AIDS. However, because of concerns
about name-based HIV surveillance,
Maryland and Texas implemented HIV
surveillance using non-name unique iden-

anuary. : tifiers (UI).» This report summarizes a 3-

tial groups of susceptible persons at risk
for rubella infection. To prevent future
rubella outbreaks among such persons,
CDC recommends that cruise lines ad-
minister MMR to all crew members with-
out documented immunity to rubella. Al-
though reported rubella cases in these
two outbyeaks were limited to crew mem-
bers, cruise ship travel provides a semi-
closed environment for crew and passen-
ger interactions, conducive to the
potential spread of rubella and many
other infectious diseases among crew and
passengers. To prevent transmission of
rubella infection and subsequent CRS,
women of childbearing age, particularly
pregnant women, should be immune to
rubella before cruise ship excursions or
international travel.

The outbreaks described in this re-
port illustrate the potential for transmis-
sion of infectious disease among persons
traveling across international borders, in-
cluding aboard commercial cruise ships.
Previous infectious disease outbreaks
reported among crew members and pas-
sengers have included diarrheal dis-
eases and other vaccine-preventable dis-
eases such as influenza ® Approximately
4 million persons travel aboard North
American cruise ships each year (CDC,
unpublished data, 1998). Ensuring rou-
tinely recommended adult vaccinations
for all crew members will substantially
decrease the potential for future out-
breaks of vaccine-preventable illnesses
aboard cruise ships. All suspected cases
of rubella and other notifiable vaccine-
preventable diseases should be re-
ported to the nearest state and local
health department. State health depart-
ments should report all suspected cases
of rubella to CDC’s Child Vaccine-
Preventable Disease Branch, Epidemi-
ology and Surveillance Division, Na-
tional Immunization Program, telephone
(404) 639-8230.

Reterences 5 available.
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AIDS surveillance. At the state level,
the most comprehensive protections of
medical data apply to government-held
data, and most specifically to HIV-re-
lated data.f Names are removed before
encoded and encrypted AIDS or HIV
surveillance data are transmitted to
CDC.

The evaluations in Maryland and
Texas indicated that the use of Uls lim-
its the performance of an HIV surveil-
lance system and complicates efforts to
collect risk-behavior information. Both
systems demonstrated timely reporting.
Although data from both states indi-
cated increases in reporting of the SSN
data element during the evaluation pe-
riod, overall 22% of reports in Maryland
and 34% in Texas were missing the SSN
element, which contributed to a high
rate of incomplete case reporting. The
follow-back investigation in Texas sug-
gests that SSNs are not readily avail-
able in client or medical records but, in
the controlled environment of the Mary-
land HIV C&T system, counselors were
ableto collect SSNs for most clients. The
completeness of reporting also may be
affected by the ability of providers and
laboratories touse Uls as part of routine
HIV-testing practices. For example, one
large laboratory providing HIV-testing
services in Maryland did not report HIV
infections during the evaluation period.

The difficulty in collecting HIV data
when persons are tested out of state also
may affect completeness of reporting
and the ability to eliminate duplicate re-
ports. Maryland is continuing to evalu-
ate its Ul surveillance system, and
Texas is exploring alternative HIV sur-
veillance systems with input from com-
munity groups.

Effective HIV surveillance systems
must include HIV risk information; how-
ever, this information often is not avail-
able at the time of the initial Ul case
report, and follow-up with health-care
providersis necessary. Tosupply follow-
up information, health-care providers
must use lists or other mechanisms to
link the Ul to patient identifiers. The Ul
approach complicates efforts to collect
this information and increases the num-
ber of lists of HIV-infected persons that
could be disclosed in a breach of confi-
dentiality.

CDC has recommended that all states
and territories conduct HIV case sur-
veillance as an extension of their AIDS
surveillance systems.! In addition, CDC
is developing technical guidance to en-
hance security practices, standardize
confidentiality laws and regulations,and
promote uniformstandards for HIV case
surveillance systems. These guidelines
will assist states and territoriesinimple-
menting HIV case surveillance using

data-collection and data-storage meth-
ods that provide high quality HIV sur-
veillance data while assuring the confi-
dentiality of surveillance information.
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*Reporting in Maryland is exempted for ronstate resi-
dents; persons who are tested at anonyTnous 1est sites;
are blood, semen, or tissue donors; and participants of
certain research projects. No exemptions to reporting
exist in Texas.

tHIV-infected persons with a CD4+ T-hmphocyte
count of <200 cells/uL meet the 1993 expanded AIDS
surveillance case definition and are reportable by name
for AIDS surveillance.

Ap_p__r__oval of Installatlon of Air Bag On-Off Switches

Transportatlon (DOT) an-
ﬁl}ﬂmle that allows vehicle
meet certain qualifying cri-
bag on-off switches in-
t’?lé';,vehlcles beginning Janu-
Ltheion-off switch can be
mg dnver passenger, or
X cemfy that they oran-
Pant,.%f,th‘elr vehicle arein one

0:have a switch in-
‘}nfozmatmn is.avail-
hﬁﬁf%ﬂld-Wlde Web

wahtsa/dot.gov) or from
the DOTFMS,{\! y:Hotline ([800] 424-
9393), W, Ja”"’e mr it m!;t;,avallable of the
prochure Az 1,‘W,,’(?ﬂ’Szmtches In-
Rformed Decunon and

mobile clubs, and some new car deal-
erships.

Reported by: National Highway Traffic Safety Admin-
istration. Div of Unintentional Injury Prevention, Na-
tional Center for Injury Prevention and Control, CDC.

CDC Editorial Note: Air bags are effec-
tiveinreducing many deaths and injuries
in moderately severe frontal impact
crashes.! However, air bags also have
posed special risks for children and short-
stature persons who may be sitting too
close to either the steering wheel or the
dash board at the time of deployment.>®

Because air bags are designed to
supplement the use of lap and shoulder
belts and not to replace them, air bags
alone do not protect occupants in every
type of crash (e.g., rollover crashes).
Combination lap and shoulder belts and
child safety seats remain the most effec-
tive occupant-protection devices avail-
able. Therefore, all occupants of a motor
vehicle should use combination lap and
shoulder belts consistently, and all chil-

dren aged <12 years should be trans-
ported in the back seat in age- and size-
appropriate restraints. Regardless of
whether the vehicle has an air bag and
whether a vehicle owner or operator de-
cides to install an on-off switch, the rear
seat is the safest seating position.

The decision to have an on-off switch
installed must be in accordance with the
DOT ruling. If a switch is installed, how-
ever, drivers must exercise discretion
whendecidingtoturnit onor offand must
understand both the circumstances in
which the air bag poses unusual injury
risks and when the air bag can provide
additional protective benefits. Because
the occurrence of crashes with air bag de-
ployment cannot be predicted, drivers
and front-seat passengers should always
position themselves as far back from the
air bag as possible, and all occupants
should be properly restrained at alltimes.

References 3 available.
*49 CFR Parts 571 and 595.
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Security number [SSN], six-digit {[month/
day/year] date of birth [DOB}, one-digit
code for race/ethnicity, and one-digit code
for sex). HIV-infection reports included
residence data, diagnosing facility, and
date of test, but did not include mode of
HIV exposure. In both states, Ul HIV
surveillance databases were main-
tained separately from name-based AIDS
surveillance databases.

Evaluation criteria included the pro-
portion of reports with full Ul codes,
timeliness and completeness of HIV re-
porting, and potential for matching the
Ul-based case reports to alternate da-
tabases. In Texas, selected HIV reports
also were evaluated for ability to follow
back Ul reports to patient records;
in Maryland, provider compliance with
maintaining patient surveillance logs
was assessed. During July 1994-Decem-
ber 1996, Maryland reported 6412 AIDS
cases and received 9971 HIV-infection
reports,and Texas reported 12,041 AIDS
cases and received approximately 23,000
HIV-infection reports.

Maryland

In 1993, the Maryland legislature-
mandated Ul reporting of both positive
HIV tests and patients with CD4+ T-
lymphocyte counts of <200 cells/pL
(CD4+).t Health-care providers re-
questing HIV or CD4+ tests are re-
quired to construct the UI code for each
patient, include the code on the labora-
tory slip, and record it in a surveillance
log that matches the Ul to patient iden-
tifiers (e.g., medical record number, pa-
tient name, or other patient code) for
purposes of case investigation and fol-
low up. Laboratories licensed by Mary-
land are required to submit the UI-based
reports to the state health department
through the local health departments.

0f9971 HIV-infection reports entered
during July 1994-December 1996, all Ul
elements were present for 7119(71%). El-
ement-specific presence ranged from
78% (SSN) to 98% (DOB and sex). The
proportion of reports with full Ul in-
creased during July 1994-June 1996, and
declined slightly during July-December
1996. The median time from date of HIV
test to receipt of report by the state
health department was 20 days (range:
1-847 days). During October-November
1997, all 72 providers in nine counties of
eastern Maryland (the counties reported
3% of AIDS casesin Maryland in 1996) for
whom laboratories had submitted HIV-
infection reports were contacted to de-
termine the proportion of providers who
maintain the required surveillance log
linking Ul to patient identifiers; 32 (44%)
of these providers maintained logs.

Completeness of HIV-infection re-
porting was estimated by comparison to

JAMA, February 4, 1998—Vol 279. No 5

cases of AIDS reported inthe AIDS sur-
veillance registry. Of AIDS cases with
dates of HIV diagnosis from July 1995
throughJune 1996, data elementstocon-
struet Ul were available for 633 (85%)
cases. Of these, 319 (50%) matched to
HIV-infectionreports with full Ulinthe
UI database. :

Data from the Maryland HIV counse!-
ing and testing (C&T) system (exclud-
ing sites offering only anonymous HIV
tests) were used to evaluate the propor-
tionof records with full UT and complete-
ness of HI V-infection reporting. In early
1995, counselors were instructed to ob-
tain Ul code information from clients and
record the Ul on the HIV C&T record.
During 1995-1996, a total of 1093 rec-
ords with a positive HIV test were en-
teredinto the C&T database; of these, all
Ul elements were present for 94%. HIV
C&T reports for persons who had HIV
diagnosed from July 1995 through June
1996 were matched to the UI database.
Of the 528 reports, 276 (52%) matched.

Texas

In 1994, the Texas Board of Health
amended regulations to require named
reporting of HIV-infected children aged
<13 years and UI reporting of HIV-in-
fected adolescents and adults. Both
health-care providers ordering an HIV
test and laboratories performing the test
report confirmed HIV infections to the
Texas Department of Health (TDH)
through the local health departments.
Neither providers nor laboratories are
required to maintain registries linking
UI to patient identifiers. :

Approximately 23,000 HIV-infection
reports were received at TDH during
the evaluation period. Since 1995, TDH
excluded approximately 7000 paper
HIV reports with three or more missing
Ul data elements. Of 16,119 HIV-infec-
tion reports entered into the Ul data-
base, all Ul elements were present for
9923 (62%). Element-specific presence
ranged from 66% (SSN) to 97% (sex).
Overall, 60% of reports were submitted
in periodic batches, which had a longer
time from date of HIV test to receipt by
TDH (median: 173 days; range: 26-974
days) than the 40% of reports submitted
individually (median: 59 days; range: 2-
906 days).

Completeness of HI V-infection report-
ing was estimated by comparison to AIDS
surveillance data using the same meth-
odology asin Maryland. Data elements to
construct Ul were available for 1762 (79%)
of AIDS cases with dates of HIV diagno-
sis in the specified period. Of these, 454
(26%) matched to HIV-infection reports
with full UI in the UI database.

To evaluate the feasibility of epide-
miologic follow up, TDH sampled 765

HIV-infectionreports submitted during -

January 1995-June 1996, in six areas of -

the state, reflective of variation in geog-
raphy,demography, HIV morbidity, and
reporting sources. Of these, 456 (60%)
could be matched toa client record using
any combination of Ul (including records
without full Ul), health-care provider
name, date of test, residential informa-
tion, and other locally available informa-
tion. Matched records that were missing -

the SSN data element (n=208) werere- -~

viewed to determine whether these data
could be located. SSN could not be lo-
cated for 120 (58%) of these records.

Reported by: L Solomon, DrPH, L Eldred, DrPH, J
Markowitz, PhD, P Ryan, MS, G Benjamin, MD, Mary-
land Dept of Health and Mental Hygiene. AS Robbins,
PhD, DW Hamaker, SA King, MA, SK Melville, MD,
MC Thomas, MS, DM Simpson, MD, State Epidemiolo-
gist, Texas Dept of Health. Div of HIV/AIDS
Prevention-Surveillance and Epidemiology, National
Center for HIV, STD, and TB Prevention, CDC.

CDC Editorial Note: HIV and AIDS sur-
veillance data are needed to provide re-
liable population-based data to guide pub-
lic health programs. During 1995-1996,
the first declines in the incidence of AIDS-
opportunistic infections and AIDS deaths
were reported in the United States (6%
and 23%, respectively), in part, as a
result of increasingly effective HIV
therapy.! On the basis of revised HIV
treatment guidelines,?the impact of treat-
ment advances on AIDS trends is ex-
pected to continue and will reduce the
usefulness of AIDS data alone to moni-
tor HIV-infection trends and morbid-
ity. CDC and other public health and ad-
vocacy organizations have recognized the
need for national HIV case surveillance
while continuing to discuss the relative
merits of HIV surveillance methods
based on numeric codes compared to the
name-based approach employed for AIDS
surveillance.'?

CDC uses established criteria to
evaluate performance of public health
surveillance systems to provide accurate
data to target prevention and care pro-
grams.* States conduct active surveil-
lance using existing name-based clinical
and publichealthrecordstodecrease the
reporting burden on providers, elimi-
nate duplicate reports, and facilitate epi-
demiologic follow-up. These methods en-
able AIDS surveillance to attain high
performance standards as reflected by
completeness of reporting (>85%)* and
documentation of risk exposures (=93%
of cases).® Evaluation of name-based
HIV surveillance has shown 74%-97%
completeness of reporting” (CDC, un-
published data, 1997), and documenta-
tion of risk exposures (=76% of cases).®
Secure and confidential surveillance
practices are required as a condition for
receipt of federal resources for HIV and
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Barawan Somali Refugees — Continued

Because some Barawan Somali refugees were infected with both helminthic and
protozoan pathogens, the interim recommendation for mass pre-embarkation therapy
with 3-day mebendazole was changed to single-dose albendazole (400 mg per kg of
body weight) for all persons except pregnant women.! This approach was considered
preferable because of the high prevalence of mixed intestinal parasites, the low cost
of albendazole, and the ease of single-dose therapy before departure (4-6 ). The opti-
mal choices of agent(s) and duration of therapy for mass treatment of intestinal para-
sites among refugee populations remain to be determined.

The program of enhanced screening for and management of infectious diseases
among this vulnerable refugee population enabled the implementation of population-
based interventions before members of this group dispersed to multiple locations in
220 states. CDC is notifying health officials in the states in which refugees are being
resettied of the results of the pre-embarkation medical screening and treatment. CDC
also is working with IOM and state refugee health programs to develop a shared data-
base of refugee medical screening results.
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Evaluation of HIV Case Surveillance
Through the Use of Non-Name Unique Identifiers —
Maryland and Texas, 1994-1996

Notifiable disease reporting laws or regulations in states and territories require re-
porting of acquired immunodeficiency syndrome (AIDS) cases, including patient and
physician names, to state or local health authorities. As of January 1, 1998, a total of
31 states were conducting name-based human immunodeficiency virus (HIV) case
surveillance by using the same methods as surveillance for AIDS. However, because
of concerns about name-based HIV surveillance, Maryland and Texas implemented
HIV surveillance using non-name unique identifiers (Ul)*. This report summarizes a
3-year collaboration by CDC and these states to evaluate Ul surveillance for HIV infec-

*Reporting in Maryland is exempted for nonstate residents; persons who are tested at anony-
mous test sites; are blood, semen, or tissue donors; and participants of certain 1 arch
projects. No exemptions to reporting exist in Texas.
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HIV Case Surveillance — Continued

tion; the findings indicate some limitations to the use of a Social Security number-
based Ul for HIV surveillance. )

In both Maryland and Texas, Ul surveillance for HIV was implemented in early 1994,
and both used the same 12-digit numeric Ul code (comprising the last four digits of the
patient’s Social Security number {SSN], six-digit [month/day/year].date pf birth [DOP],
one-digit code for race/ethnicity, and one-digit code for sex). HlV-mfectlf)n reports in-
cluded residence data, diagnosing facility, and date of test, but did not .mcl_ude mode
of HIV exposure. In both states, Ul HIV surveillance databases were maintained sepa-
rately from name-based AIDS surveillance databases. . )

Evaluation criteria included the proportion of reports with full Ul codes, timeliness
and completeness of HIV reporting, and potential for matching the Ul-based case re-
ports to alternate databases. In Texas, selected HIV reports also were evaluatgd for
ability to follow back Ul reports to patient records; in Maryland, provider compliance
with maintaining patient surveillance logs was assessed. During July_ 1994:-December
1996, Maryland reported 6412 AIDS cases and received 9971 HIV-infection reports,
and Texas reported 12,041 AIDS cases and received approximately 23,000 HIV-
infection reports.

Maryland -

In 1993, the Maryland legislature mandated Ul reporting of both positive HIV tests
and patients with CD4+ T-lymphocyte counts of <200 celis/ul {CD4+)!. Health-care
providers requesting HIV or CD4+ tests are required to constr.uct the U! code for each
patient, include the code on the laboratory slip, and record it in a surven[lance log that
matches the Ul to patient identifiers (e.g., medical record number, patient name, or
other patient code) for purposes of case investigation and follow up. Laboratories li-
censed by Maryland are required to submit the Ul-based reports to the state health
department through the local health departments.

Of 9971 HiV-infection reports entered during July 1994-December 1996, all Ul ele-
mants were present for 7119 (71%) (Table 1). Element-specific presence raqged from
78% {SSN) to 98% (DOB and sex). The proportion of reports with full Ul increased
during July 1994-June 1996, and declined slightly during July-December 1996. The
median time from date of HIV test to receipt of report by the state health department
was 20 days ({range: 1-847 days). During October-November 1897, all 72 proyiders in
nine counties of eastern Maryland {the counties reported 3% of AIDS cases in Mary-
land in 1996) for whom laboratories had submitted HiV-infection reports were con-
tacted to determine the proportion of providers who maintain th'e requlrgd
surveillance log linking Ul to patient identifiers; 32 (44%) of these providers main-
tained logs. )

Completeness of HIV-infection reporting was estimated by comparison to cases of
AIDS reported in the AIDS surveillance registry. Of AIDS cases with dates of HIV'dlag-
nosis from July 1995 through June 1996, data elements to construct ul were.avanlable
for 633 (85%) cases. Of these, 319 {50%) matched to HIV-infection reports with full Ul
in the Ul database (Table 2). ) )

Data from the Maryland HIV counseling and testing (C&T) system (e_xcludmg sites
offering only anonymous HIV tests) were used to evaluate the proportion of records

tHiIV-infected persons with a CD4+ T-lymphocyte count of <200 cells/uL meet the 1993 expanded
AIDS surveillance case definition and are reportable by name for AIDS surveillance.



1266 MMWR January 9, 1 Vol. 46 / Nos. 52 & 53 r VR 1257

HIV Case Surveillance — Continued HIV Case Surveillance — Continued
TABLE 1. Number of reports of HIV infection and percentage of reports that included ‘ _TABL-E.Z. Percentage completeness of HIV-infection reporting, availability of unique
data elements for unique identifiers (Uls), by reporting period — Maryland (MD) and identifier (Ul) data elements in alternate databases, and sources of report — Maryland
P ry
Texas (TX), July 1994-December 1996 and Texas, July 1994-December 1996
Reports/Data July- Jan.- July- Jan.~ July- Maryland Texas
element State Dec. 1994 June 1995 Dec. 1995 June 1996 Dec. 1996 Overall Characteristic {n=9,971) {n=16,119)
Total no. reports MDD 2,238 1,691 1,866 1,881 2,295 9,971 i Completeness of reporting
T™>* 3,932 3,399 3,597 2,852 2,339 16,118 R Hiv* 50.4 26.0
CDA+ T-lymphocyte count® 44.4 NA?
Data element! HIvs 52.3 NA
Social Security MD 69.6 73.1 81.2 83.5 84.5 78.4 A .
vailability of Ul data
number X 56.7 68.6 65.0 69.5 75.2 66.0 ) elements in alternate
Date of birth MD 95.2 96.3 98.7 99.3 98.8 97.6 ' da.tabasas
> 88.4 89.8 93.1 96.8 97.6 92.6 , g'ﬂh‘ No No
eath Yes Yes
Sex MD 96.8 97.2 98.7 99.2 99.4 98.3 S .
. exually transmitted
T 91.5 97.5 98.4 99.1 97.9 96.6 i disease No No
Race/Ethnicity MD 85.8 88.5 91.6 94.0 89.9 89.8 ) Tuberculosis No No
™ 80.8 81.6 94.4 97.1 95.4 91.1 ! Drug assistance** Yes Yes
) ; Medical assistance!! Yes No
% Reports with  MD 61.3 65.9 74.9 785 76.5 714 : .
full UI TX 518 61.9 61.6 66.5 713 61.6 Hospital discharge No No
*Excludes approximately 7000 records that had three or more missing Ul data elements. So;r;; of HIV report o 4§
Proportion of all reports containing specific U data elemants. ubiic 30% 77%%3
Private 70%14 23%***
. . *AIDS cases reported through July 1997 compared with the Ul database.
with full Ul and completeness of HIV-infection reporting. In early 1995, counselors :Not available. 9 v pared wi atabase
were instructed to obtain Ul code information from clients and record the Ul on the ?é‘r’n°'l,’,°e§dv'.,‘??h"?§3du'(?,”} Jt‘:ly 1995 through June 1996 in HIV counseling and testing sites
HIV C&T record. During 1995-19986, a total of 1093 records with a positive HIV test 1Used for pediatric AIDS surverliance only.
were entered into the C&T database; of these, all Ul elements were present for 94%. "; :egera:- ang s(ato-:undad medication program.
\ . ederal- and state-funded medical-assistance program.
HIV C&T reports for persons who had HiV diagnosed from July 1995 through June Mincludes local health dopariments and S&’"" 'Bl:)gg"o"&
1996 were matched to the Ul database. Of the 528 reports, 278 (52%) matched. Wincludes community-based organizations and private clinics and laboratories.

***Includes community-based organizations, hospitals, privete physicians, clinics, and

Texas laboratories.

In 1994, the Texas Board of Health amended regulations to require named reporting
of HiV-infected children aged <13 years and Ul reporting of HIV-infected adalescents . sor : o v ] ) .
and adults. Both health-care providers ordering an HIV test and laboratories perform- A :&Tﬂ??:tﬁ:raddgngs?' Of these, 454 (26%) matched to HiV-infection reports with
ing the test report confirmed HIV infections to the Texas Department of Health (TDH) y
through the local health departments. Neither providers nor laboratories are required
to maintain registries linking Ul to patient identifiers.

Approximately 23,000 HIV-infection reports were received at TDH during the evalu-
ation period. Since 1995, TDH excluded approximately 7000 paper HIV reports with
three or more missing Ul data elements. Of 16,119 HiV-infection reports entered into
the Ul database, all Ul elements were present for 9923 (62%) (Table 1). Element-
specific presence ranged from 66% (SSN) to 97% (sex). Overall, 60% of reports were )
submitted in periodic batches, which had a longer time from date of HIV test to receipt
by TDH (median: 173 days; range: 26-974 days) than the 40% of reports submitted
individually (median: 59 days; range: 2-906 days).

Completeness of HiV-infection reporting was estimated by comparison to AIDS sur<
veillance data using the same methodology as in Maryland. Data elements to, gg!rj
struct Ul were available for 1762 {79%) of AIDS cases with dates of HIV diagnosis inth

-

To evaluate the feasibility of epidemiologic follow up, TDH sampled 765 HIV-
infection reports submitted during January 1995-June 1996, in six areas of the state,
reflective of variation in geography, demography, HIV morbidity, and reporting
sources. Of these, 456 (60%) could be matched to a client record using any combina-
(ior:n of Ul (including records without full Ul), health-care provider name, date of test,
residential information, and other locally available information. Matched records that
were missing the SSN data element {n=208) were reviewed to determine whether

" these data could be located. SSN could not be located for 120 (58%) of these records.
. Raported by: L Solomon, DrPH, L Eldred, DrPH, J Markowitz, PhD, P Ryan, MS, G Benjamin,

MD, Maryiand Dept of Health and Mental Hygiene. AS Robbins, PhD, DW Hamaker, SA King,
v+ MA, SK Melville, MD, MC Thomas, MS, DM Simpson, MD, State Epidemiologist, Texas Dept of

soith, Div of HIV/AIDS Prevention-Surveillance and Epidemiology, National Center for HIV.
7D, ‘and T8 Prevention, COC. I ’
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Editorial Note: HIV and AIDS surveillance data are needed to provide reliable
population-based data to guide public health programs. During 1995-1996, the first
declines in the incidence of AIDS-opportunistic infections and AIDS deaths were re-
ported in the United States (6% and 23%, respectively), in part, as a result of increas-
ingly effective HIV therapy (7). On the basis of revised HIV treatment guidelines (2),
the impact of treatment advances on AIDS trends is expected to continue and will
reduce the usefulness of AIDS data alone to monitor HIV-infection trends and morbid-
ity. CDC and other public health and advocacy organizations have recognized the need
for national HIV case surveillance while continuing to discuss the relative merits of HIV
surveillance methods based on numeric codes compared to the name-based ap-
proach employed for AIDS surveillance (1,3 ). i

CDC uses established criteria to evaluate performance of public health surveiliance
systems to provide accurate data to target prevention and care programs (4 ). States
conduct active surveillance using existing name-based clinical and public health re-
cords to decrease the reporting burden on providers, eliminate duplicate reports, and
facilitate epidemiologic follow-up. These methods enable AIDS surveillance to attain
high performance standards as reflected by completeness of reporting (>85%) (5} and
documentation of risk exposures (293% of cases) (6 ). Evaluation of name-based HIV
surveillance has shown 74%-97% completeness of reporting (7; CDC, unpublished
data, 1997), and documentation of risk exposures (276% of cases) (6). Secure and
confidential surveillance practices are required as a condition for receipt of federal
resources for HIV and AIDS surveillance. At the state level, the most comprehensive
protections of medical data apply to government-held data, and most specifically to
HIV-related data (8). Names are removed before encoded and encrypted AIDS or HIV
surveillance data are transmitted to CDC.

The evaluations in Maryland and Texas indicated that the use of Uls limits the
performance of an HIV surveillance system and complicates efforts to collect risk-
behavior information. Both systems demonstrated timely reporting. Although data
from both states indicated increases in reporting of the SSN data element during the
evaluation period, overall 22% of reports in Maryland and 34% in Texas were missing
the SSN element, which contributed to a high rate of incomplete case reporting. The
follow-back investigation in Texas suggests that SSNs are not readily available in cli-
ent or medical records but, in the controlled environment of the Maryland HIV C&T
system, counselors were able to collect SSNs for most clients. The completeness of
reporting also may be affected by the ability of providers and laboratories to use Uls
as part of routine HIV-testing practices. For example, one large laboratory providing
HiV-testing services in Maryland did not report HIV infections during the evaluation
period. The difficulty in collecting HIV data when persons are tested out of state aiso
may affect completeness of reporting and the ability to eliminate duplicate reports.
Maryland is continuing to evaluate its Ul surveillance system, and Texas is exploring
altarnative HIV surveillance systems with input from community groups. b

Effective HIV surveillance systems must include HIV risk information; however, this_: p

information often is not available at the time of the initial Ul case report, and follow-u
with health-care providers is necessary. To supply follow-up information, health-ca
providers must use lists or other mechanisms to link the Ul to patient identifiers. The
Ul approach complicates efforts to collect this information and increases the numbe

Cum, 1997 | cum. 1997
Anthrax 0 Plague 4
. Brucallosis 75 Poliomyalitis, paralytic’ 1
Cholera 10 Psittacosis 37

4 Rabies, human 2

Cryptosporidiosis® 1.950 Rocky Mountain sportted fever (AMSF) 396

; Olphtharia 1) Streptococeal disease, invasive Group A 1.404
. Encephalitis: California® ! 118 Streptococcal toxic-shock syndrome® 3
eastern aquine® 10 Syphilis, congenital®® 525

St l;oull' ina® 12 Tetanus 42

wastern squine - Toxic-shock syndrome 133

»Hansen Disesss 109 Trichinosis 9
Hentavirus pulmonary syndrome®' 18 Typhoid fever 344
lytic uremic syndromae, post-diarrhoal® 60 Yellow fever -
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FIGURE l. Selected notifiable disease reports, comparison of provisional 4-week totals
ending December 27, 1997, with historical data — United States

DISEASE  DECREASE increase CASES, CURRENT
Hepatitis A 1,233
Hepatitis B 376
Hepatitis, C/Non-A, Non-B 158
Legionetlosis 56
Malaria 85
Measies, Total 1
Meningococcal Infections 129
Mumps 35
Pertussis 406
Rabies, Animal 345
Rubella 4
— - + + T —
0.125 0.25 0.5 1 2 4

Ratio (Log Scale)*
Beyond Historical Limits
*Ratio of current 4-week total to mean of 15 4-week totals {from previous, comparable, and

subsequent 4-week periods for the past 5 years). The point where the hatched aree begins is
based on the mean and two standard deviations of these 4-week totals.

TI_\BLE |. Summary — provisional cases of selected notifiable diseases,
United States, cumulative, week ending December 27, 1997 (52nd Week)

Congenital rubella syndrome

HIV Infection, pediatric*! 24

<n0 reported cases
;m uo.t‘l’llnblc :n 'nll states.
sted weekly from reports to the Division of Vire! and Rickettsial Diseases, National Center for Infectious Diseases {NCID)
% ated monthly to the Division of HIV/AIDS Prevantion-S. ili: pii i i j
VB P mont (”CHSTP), laat update November 3o 1|39n;- urveiliance, and Epidemiology. National Center for HIV, STD, and
Wod casa of polio with onset in 1997 has also been reported to date.
-Updated from reports to the Division of STD Prevention, NCHSTP.
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TABLE V. Deaths in 122 U.S. cities,* week ending
January 3, 1998 (53rd Week)
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Time Line and Roll-out Plan for HIV Reporting Guidelines
1998
‘November
¢ HIV surveillance guidelines package to CDC OD.
» HIV surveillance guidelines package to the Department.

« Meeting with OS Staff Divisions (including but not restricted to ASPE, ASL, ASPA, CDC,
IGA, OPHS) to coordinate congressional and other commupication related to the guidelines.

s Briefing with Secretary Shalala (November 19).
December (depending on when Secretary briefing occurs, and CDC is able to publish)
» Notification of White House Executive Offices (December 2),

* Briefing for congressional stafT (tentative dates December 9).

e Briefing for public health organizations and advocacy groups (December 10).

« Letter announcing the availability of the Guidelines mailed/faxed to key CDC partnets. Mail-
out of comprehensive briefing materials to State health department personnel and other key
stakeholders.

¢ Notice of availability of draft “Guidelines for National HIV Case Surveillance” published in
the Federal Register. A 30-day public comment period begins with Federal Register
publication date. Draft guidelines will also be made available on the Worldwide Web.
(Target date for publication - December 10; display date December 9).

« Notice to readers also published in MMWR.

1999
January

« Review public comments, prepare response; revise Guidelines...document.

April

* Publish Guidelines..in MMWR. Guidelines are effective immediately.

Plan to brief key Congressional Contacts on the HIV Reporting Guidelines

HHS and CDC will make necessary arrangements to brief Congressional committees, key

members, and staff as well as any other key stakeholders in the process. Below is a proposed
list. The briefing for Congressional members and staff will take place the day before the Federal



Register notice is published (December 9). ‘Two bricfings are envisioned: one for key
Committee staff and one for staff of interested members who are not on CDC’s Authorizing or
Appropriations Committees.

A briefing will also be offered to staff of members who have a particular interest in matters
related to privacy of health information and/or the use of unique identifiers. This briefing would
occur within one week after the Federal Register notice is published. (No date for this set yet)

(Jane Horvath, ASL will coordinate/invite staff/members to the these briefings. Helene Gayle,
CDC; Kevin DeCock, CDC; Jane Horvath, ASL; Deborah Von Zinkernagel, OHAP to attend)

Staff of House of Representatives:

Commerce Committee
Chairman: Rep. Bliley (R-VA.); Ranking Member: Rep. Dingell (D-MI)

Staff of Commerce Subcommittee, Health & Environment:
Chairman: Rep. Bilirakis (R-FL); Ranking Member: Rep. Sherrod Brown (D-OH)

Staff of Appropriations Subcommittee: Labor, HHS, and Education
Chairman: Rep. John Porter (R-IL); Ranking Member: Member David Obey (D-WA)

Other House Staff:

Rep. Nancy Pelosi (D-CA); Rep. Connie Morella (R-MD); Rep. Gary Ackerman (D-NY); Rep.
Tom Cobum (R-OK); Rep. Henry Waxman (D-CA); Rep. Bamney Frank (D-MA); Rep. Donna
Christian-Greene (D-Virgin Islands)

Staff of Senate:
Labor & Human Resources:
Chairman: Sen. James Jeffords (R-VT); Ranking: Sen, Edward Kennedy (D-MA)

Staff of Labor & Human Resources Subcommittee, Public Health & Safety Subcommlttee:
Chairman: Sen. William Frist (R-TN); Ranking: Sen. Edward Kennedy (D-MA)

Staff of Appropriations Subcommittee: Labor/HHS Education and Related Agencies:
Chairman: Sen. Arlen Specter (R-PA); Ranking: Sen. Tom Harkin (R-IA)

Congressional Black Caucus:
Chair; Rep. Maxine Waters (D-CA)

Congressional Hispanic Caucus:
Chair: Rep. Xavier Becerra (D-CA)

Congressional Native American Caucus:
Co-Chairmen: Rep. J.D. Hayworth (R-AZ)
Rep. Dale Kildee (D-MI)



Committee on Indian Affairs
Chair: Senator Ben Nighthorse Campbell (R~CO)

Congressional Asian-Pacific Caucus:
Patsy Mink (D-HI)

‘The following Executive staff offices will be notified prior to publication of the Federal
Register notice and briefing of congressional staff:

Office of the Vice President

Office of National AIDS Policy
Domestic Policy Council

Office of the Management and Budget

(Mary Beth Donahue, OS will set up this bricfing, working with Chris Jennings, Office of the
Vice President. Attended by Deborah Von Zinkernagel - OHAP; Helene Gayle, CDC: Kevin
DeCock, CDC; Marsha Martin, OS)

On the day the Federal Register notice is published (December 10), the following partners
will be invited to a briefing:

National Governors Association

National Alliance of State and Territorial AIDS Directors
Association of State and Territorial Health Officers

U.S. Conference of Mayors

National Organizations Responding to AIDS

AIDS Action Council

National Association of Persons with AIDS

National Association of City and County Health Officials
American Public Health and Human Services Association
National Conference of State Legislatures

National Association of State Alcohol and Drug Abuse Directors
National Association of Countles

National League of Cities

National Black Caucus of State Legislators

National Organization of Black County Officials

National Conference of Black Mayors

National Association of Latino Elected and Appointed Officials

Afttached to this document is a comprehensive listing of advocacy partners that will be
invited to a briefing on the day of or the day after the Federal Register notice is published.
The contacts on this list are members of the National Organizations Responding to AIDS
(NORA).

(Deborah Von Zinkernagel, OHAP to coordinate/invite AIDS advocacy and public health groups.
Jim Mason, IGA to coordinate/invite other partners. Helene Gayle, CDC; Kevin DeCock, CDC:;
Deborah Von Zinkemagel, OHAP; Jim Mason, IGA to attend)



Two separate briefings will occur: one for the AIDS advocacy community; one for the other
groups. All parties will be invited to attend the briefing for the AIDS advocates.

In addjtion to making the draft Guidelines available on CDC’s web page, many partners
will receive copies of the document directly from CDC. This list includes but is not limited
to:

National Public Health Information Coalition

HIV Prevention Community Planning Co-Chairs
STD Project Directors

Council for State and Territorial Epidemiologists
HIV/AIDS Surveillance Coordinators

HIV Prevention Consultants

CDC Advisory Committee on HIV/STD Prevention

(Many of the partners listed above will in turn disseminate information through their own
communication systems.)

Revised 11/27/98
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Time Line and Roll-out Plan for HIV Reporting Guidelines

1998

November
* HIV surveillance guldelines package to CDC OD.
* HIV surveillance guidelines package to the Department.

« Meeting with OS Staff Divisions (including but not restricted to ASPE, ASL, ASPA, CDC,
IGA, OPHS) to coordinate congressional and other communication related to the guidelines.

* Bricfing with Secretary Shalala (November 19).

Dccembef (depending on when Secretary briefing occurs, and CDC is able to publish)
« Notification of White House Executive Offices (December 2).

* Briefing for congresslor_lal staff (tentative dates December 9).

 Briefing for public health organizations and advocacy groups (December 10).

« Letter announcing the availability of the Guidelines mailed/faxed to key CDC partners. Mail-
out of comprehensive briefing materials to State health department personnel and other key
stakeholders.

* Notice of availability of draft “Guidelines for National HIV Case Surveillance” published in
the Federal Register. A 30-day public comment period begins with Federal Register
publication date, Draft guidelines will also be made available on the Worldwide Web.
(Target date for publication - December 10; display date December 9).

_ o 1218 Brecident
* Notice 10 readers also published in MMWR. " +6_ W counel | '(LD\( ADS .

1999
January

* Review public comments, prepare response; revise Guidelines...document.

April

¢ Publish Guidelines...in MMWR. Guidelines are effective immediately.

Plan to brief key Congrossional Contacts on the HIV Reporting Guidclines

HHS and CDC will make necessary arrangements to brief Congressional committees, key

membets, and staff as well as any other key stakeholders in the process. Below is a proposed
list. The briefing for Congressional members and staff will take place the day before the Federal



Register notice is published (December 9). Two bricfings are envisioned: one for key
Committee staff and one for staff of interested members who are not on CDC’s Authorizing or
Appropriations Committees.

A briefing will also be offered to staff of members who have & particular intercst in matters
related to privacy of health information and/or the use of unique identifiers. This briefing would
occur within one week after the Federal Register notice is published. (No date for this set yet)

(Jane Horvath, ASL will coordinate/invite staff/members to the these briefings. Helene Gayle,
CDC; Kevin DeCock, CDC; Jane Horvath, ASL; Deborah Von Zinkernagel, OHAP to attend)

Staff of House of Representatives:
Commerce Committee
Chairman: Rep. Bliley (R-VA.); Ranking Member: Rep. Dingell (D-MI)

Staff of Commerce Subcommittee, Health & Environment:
Chairman: Rep. Bilirakis (R-FL); Ranking Member: Rep. Sherrod Brown (D-OH)

Staff of Appropriations Subcommittee: Labor, HHS, and Education
Chairman: Rep. John Porter (R-IL); Ranking Member: Member David Obey (D-WA)

Other House Staff:

Rep. Nancy Pelosi (D-CA); Rep. Connie Morella (R-MD); Rep. Gary Ackerman (D-NY); Rep.
Tom Coburn (R-OK); Rep. Henry Waxman (D-CA); Rep. Bamey Frank (D-MA); Rep. Donna
Christian-Greene (D-Virgin Islands)

Staff of Senate:
Labor & Human Resources:
Chairman: Sen. James Jeffords (R-VT); Ranking: Sen, Edward Kennedy (D-MA)

Staff of Labor & Human Resources Subcommittee, Public Health & Safety Subcommittee:
Chairman: Sen. William Frist (R-TN); Ranking: Sen. Edward Kennedy (D-MA)

Staff of Appropriations Subcommittee: Labor/HHS Education and Related Agencies:
Chairman: Sen. Arlen Specter (R-PA); Ranking: Sen. Tom Harkin (R-IA)

Congressional Black Caucus:
Chair: Rep. Maxine Waters (D-CA)

Congressional Hispanic Caucus:;
Chair: Rep. Xavier Becerra (D-CA)

Congressional Native American Caucus:
Co-Chairmen: Rep. J.D. Hayworth (R-AZ)
Rep. Dale Kildee (D-MI)



Committee on Indian Affairs
Chair: Senator Ben Nighthorse Campbell (R-~CO)

Congressional Asian-Pacific Caucus:
Patsy Mink (D-HI)

‘The following Executive staff offices will be notified prior to publication of the Federal
Register notice and briefing of congressional staf¥:

Office of the Vice President

Office of National AIDS Policy
Domestic Policy Council

Office of the Management and Budget

(Mary Beth Donahue, OS will set up this briefing, working with Chris Jennings, Office of the
Vice President. Attended by Deborah Von Zinkemnagel - OHAP: Helene Gayle, CDC: Kevin
DeCock, CDC; Marsha Martin, OS)

On the day the Federal Register notice is published (December 10), the following partners
will be invited to a briefing:

National Governors Association

National Alliance of State and Territorial AIDS Directors
Association of State and Territorial Health Officers

U.S. Conference of Mayors

National Organizations Responding to AIDS

AIDS Action Council

National Association of Persons with AIDS

National Association of City and County Health Officials
American Public Health and Human Services Association
National Conference of State Legislatures

National Association of State Alcohol and Drug Abuse Directors
National Association of Counties

National League of Cities

National Black Caucus of State Legislators

National Organization of Black County Officials

National Conference of Black Mayors

National Association of Latino Elected and Appointed Officials

Attached to this document is 2 comprehensive listing of advocacy partners that will be
invited to a briefing on the day of or the day after the Federal Register notice is published,
The contacts on this list are members of the National Organizations Responding to AIDS
(NORA).

(Deborah Von Zinkernagel, OHAP to coordinate/invite AIDS advocacy and public health groups.
Jim Mason, IGA to coordinate/invite other partners. Helene Gayle, CDC; Kevin DeCock, CDC;
Deborah Von Zinkernagel, OHAP; Jim Mason, IGA to attend)



Two separate briefings will occur: one for the AIDS advocacy community; one for the other
groups. All parties will be invited to attend the briefing for the AIDS advocates.

In addition to making the draft Guidelines available on CDC’s web page, many partners
will receive copies of the document directly from CDC. This list includes but is not limited
to:

National Public Health Information Coalition

HIV Prevention Community Planning Co-Chairs
STD Project Directors

Council for State and Territorial Epidemiologists
HIV/AIDS Sutveillance Coordinators

HIV Prevention Consultants

CDC Advisory Committee on HIV/STD Prevention

(Many of the partners listed above will in turn disseminate information thmugh their own
communication systems.)

Revised 11/27/98
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IMPROVING HIV SURVEILLANCE SYSTEMS

The President has proposed a demonstration project providing States with funds to develop HIV
surveillance systems that utilize privacy protection codes rather than names based reporting.
These States would be required to apply their disease surveillance strategies in ways that link
infected individuals with critical health care and social support services. As a condition of
recieving funds, States would also be required to evaluate their new surveillance systems.

BACKGROUND

Current Surveillance Systems Are No Longer Adequate

Presently, all people diagnosed with AIDS are reported by name to State and local health
departments. State officials then delete pattent identifying information from the reports and
forward them to the Centers for Disease Control (CDC) for compilation of national data on the
AIDS epidemic. At the beginning of the epidemic, this was a reliable way to determine the extent
of infection nationwide, because people with HIV routmely developed AIDS w1th1n a very short

time period. However, because of the success oft hfW\’ Ha
thef&pieg @Wpeople are living-longer with asymptomatic HIV m od

disease. This-icans that the current method of tracking the AIDS epidemic is no longer reliable,
because it is based solely on %nd stages of disease progression) Health care organizations,
AIDS advocates, and Federal, State, and local public health officials are all i1 agreement-that
generating better data on the scope of the HIV epidemic is essential.

States Work Independently to Track Levels of HIV Infection ﬁ LAY
State and local public health officials are! aworkin %c?géfher irorder to develop HIV surveillance
systems, that-wit-werk. Presentgytwenty ?t Statesa}lk, osen to implement name-based

c 1

surveillance systev(nuthat urrent s lfance systems. Because of privacy
concerns, three States have chos n ‘to implement non-name based systems, where HIV infected
individuals would be reported to public health officials by a unique code that cannot be traced
rather than by name. Although there is a high level of interest in developing non-nameg based
surveillance systems, there is a significant cost associated with the development of these systems
because there is no existing public health infrastructure to support them.

Movement Towards a National HIV Surveillance System

The CDC has developed draft regulations that would require States to implement HIV

" surveillance systems by April of 1999. As presently drafted, these regulations emphasize the
importance of State flexibility when developing a reporting system. They do not require any
particular method of surveillance and establish performance measures for both names based and
non-names based systems.

POLICY DESCRIPTION
The President has proposed a three part demonstratlon project to explore the issues surrounding
HIV surveillance.

1. Developing New Surveillance Systems



WVl pee A0 oot Sandard s M,z!jm/ﬁ/v
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use of encryption, development of codes, etc. population Hased surveys would not be acceptable.

2. Linking Infected Individuals with Critical Health Care and Social Support Services
importance of early treatment, opportunities for education leading to possibility of increased
prevention, name studies

3. Evaluating the New Surveillance Systems

reports based on technical evaluation of system (number of duphcatxons cases of lost or missing
data) and success of system in promoting early treatment and patient education (numbers of
infected individuals entering treatment or recieveing social support services). States would be
required to identify sentinel events (such as confidentiality breaches) and would be required to

take immediate action to rectify the situation. y J >

k)
Privacy Concerns

the use of non-name based reporting generally protects privacy more than names based; different
than unique medical identifiers; it’s on State level, and it’s for a disease;
good test case for national level, because if it works for these people it works for anyone.

BUDGET EFFECTS

Unknown.
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Dangerous Intersection of Drug Usc and Sexual IITV
Transmission Points to Critical Need for Comprehensive HIV
Prevention Among Drug Users

Sharing syringes and other cquipment for drug injection is a well known route of HIV transmission, yet
injection drug use contributes to the epidemic's spread far beyond the circle of thoss who inject. People
who have sex witlian injection drug user (IDU) also are at risk for infection through sexual HIV

transmission. And, children born to mothers who contracied HIV through injecting drugs or having sex
with an IDU may become infected as well.

Since the epidemic began, injection drug usc has directly and indirectly accounted for more than
one-third (36%) of AIDS cases in the Linited States. This disturbing trend appears to be continuing, Of
the 60,634 new cascs of AIDS reported in 1997, 19,463 (32%) were IDU-associated.

o 76% of these cases were among people whaose only or most likely risk factor was injcction drug

use.
o 12% were among male IDUs who aleo reported having sex with other men.
v 11% weic winong men and women whose sex partners were IDUs. ' : _
1% were among children bomn to mothers who were either IDUS or the sex partners of IDUs.
Racial and cthnic winority populations in the United States bear the heaviest burden of HIV discasc

related to drug injection. In 1997, IDU-associated AIDS cases made up 38% of all cases among African
Americans and 37% of all cases among Hispanics, compared with 22% of all cases among whiles.

I.ikewise, IDU-associated AIDS has a greater impact on women than oo men. Since 1981, at least 61%
of all AIDS cases among women have heen attributed to injection drug use or scx with partners who
inject drugs, compared with 31% o[ cases among men.

Nouinjection drues (such as "crack” cocaine) also contribute to the spread of the epidemic when users
trade sex for drugs or money, or when tlicy engage in risky sexual behaviors that they might not engage
in when sober. One study o? over 1,000 young adults in three inner-city neighborhoods found that crack
smokers were Lhiree times more likely to be infected with HIV than non-amokers.

What Is Needed to Prevent HIV Transmission Among Drug Users?

Comprchcensive IV preventivu interventlons for substance abusers must provide education on
how to prevent transmission through scx.

Numerous studics have documented that drug users are at risk for HTV through both drug-related and
sexual hehaviars which places their partners at risk as well. Comprehensive prugrams must provide the
information, skills, and support necessary to reduce hoth risks. Researchers have found thot many
interventions aimed at reducing scxual risk behaviors ainony drug users have significantly increased the
practice of safer sex (e.g., using condoms, avoiding unprotected sex) among participants.

Substance abuse treatment is HIV prevention, but lack of drug treatment slots complicates
preventivn efforts.

In the United States, about half a million drug treatment slots arc available at any given time. However,

1of3 10/26/98 1:56 PM
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the nation has an estimated 1.5 million active IDUs and many others who use noninjection drugs or

abuse alcohol. Clearly, the need for substance abuse treatment vastly outstrips our capacity to provide it.
Effective substance abuse treatment that helps people stop using drugs not only eliminates the risk of

HIV transmission from sharing contaminated syringes, but, for many, reduces the risk of engaging in
risky behaviors that might result in sexual transmission.

For injection drug users who cannot or will not stop injecting drugs, the once-only use of sterile
needles und syringes remains the safest, most effcctive approach for limiting HIV transmission.

To minimize the risk of HIV transmission, IDUs musl have access to interventions that can help them
protect their health. They must he advised to always use sterile injection equipment; warned never to
reuse needles, syringes, and other injection equipment; and told that using syringes that have been
cleaned with hleach or other disinfectants is not as salc as using new, sterile syringes.

‘L'he availability of new, stcrile syrix?cs varies across the country. HIV prevention stratcgies for IDUs
who continue to inject have included various approaches to increusing the availability of sterile syringes,
reducing the risk of HIV wansmisslon through needle sharing, and increasing access o drug treatment.

o Lusome communities, drug paraphernalia lawa have been modified to exclude syringes, syringe
prescription laws have been repealed, and pharmacy regulations and practice guidelines restricting
the sale of sterile syringes have been chauged. Efforts to reduce HIV risk through these types of
policy changes have heen evaluated and found to be effective, For example, Connecticut reported
significant veductions i the sharing of drug injection equipment after implementing policies that

“increased access to such equipment through pharmacies or syringe exchange programs,

+ In other communitics, syringe cachange programs have been established to increasc the
avallability of sterile syringes. A review of extensive scientific evidence has shown that syringe
cxchange proguams can be an effective part of a comprehensive strategy to reduce HIV
transmission. The evidence also dewonstrates that these programs do not encourage the use of
illegal drugs. Many syringe exchange programs also provide drug users with referrals to drug
counscling, drug ucalment, and medical services and risk-reduction education. The most effective
syringe exchange programs have had the strong support of their communities, including
appropriatc state and local public health officials. In addition to offering linkages to appropriate
treatment and medical services, effective syringe exchange programs make needles available on a

replacement basis only. In 1997, an estimaled 113 syringe exchange programs were operating in
the United Startes.

Having access to sterile injection equipment is importaul, but it Is not enough. Preventing the spreed of
HIV through injection drug use requires a wide range of approachcs, including:

preventing initiation of drug injection,

using conmunuiily outreach programs,

improving access to high quality substance abuse treatment programs,

instituting HI'V prevention programs in jails and A)fiSuns,

providing healtl; care for HIV-infected 1DUs, an -

making available HIV risk-reducticn vounseling and testing for IDUs and their sex partners,

Better intcgration of all prevention and treatment services is critically needed.

HIV prevention and treatment, substance abuse prevention, and sexuall u'a.usrpittcd discase treatment
and prevention services must be better integrated to take advantage of the multiple opportunities for
intervention — first, to help the uninfected stay that way; secund, 10 help infected people stay healthy;
and third, to help infected individuals initiate and sustain behaviors that will keep themselves safe and
prevent transmission to others.

CDC's Role in ITIV Prevention for TDUs

10f3 10/26/98 1:56 PM
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CDC 1s t.he legd tederal agency responsihle for monitoring the epidemic and preventing HIV/AIDS, In
cooperation with other federal agencies and oftices responsible for addressing drug use - for example,
the Center for Substance Abuse Prevention (CSAP) and the Center for Substance Abuse Treatment
(CSAT) of the Substance Abnse and Mental Health Services Administration, the National Institute for
Drug Abuse (NIDA) of the Nalional Institutes of Health, and the White House's Office of National Drug
Coutrol Policy (ONDCP) - CDC works to address the H1V/AIDS risks presented by illicit drug use.

CDC(!'s role is to provide comuunities with the best available science to guide comprehensive HIV
prevention programs. As part of this process, CDC conducts an ongoing rescarch synthesis process that
seeks to identify the most recent and relevant scientific findings from around the world, both published
and unpublished, and make them available 1o prevention program planners. CDC constantly combs the
scicmigc literature, reviews domestic and international scientific databases, and speaks with colleagues
around the world to idcutify effective interventions for all populations at risk, including IDUs.

CDC also provides financial and technical assistance 10 comununities to help them address the unique
prevention needs of [DUs, thicir sex partners, and their children, For example, CDC directly funds 94
community-based HIV prevention prograims that provide prevention services in minority communities
and other populations at high risk, many of whom are IDUs. Through the HIV Prevention Cooperative
Agreements, CDC awards funds to health departments in 50 states, 6 cities, 7 territories, and the District
of Columbia. These tunds support the provision of services at state and local levels to high-risk ,
populations (includiny IDUs). Services include health education and risk-reduection activitics, such ay
street ontreach progtams, as well us HIV counseling, testing, referral, and partner counseling. Prevention
necds are prioritized through the HIV Prevention Community Planning process. CDC also funds many
national and regional urganizations to provide technical assistance to local programs across the country.

In addition, CDC conducts research that provides iuformation used to develop effective prevention

programs for IDUs. This includes not only surveillance data on populations at greatest risk, but findings
[rom behavinral and evaluation studies Lo identify the most effective approaches to prevention.

Return to CDC - HIV/AIDS Fact Sheets
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The conference agreement provides $12,000,000 in additional funding to be

targeted to addressing treatment outcome disparities in communities of color, and will

com@ment existing and previously planned targeted HIV/AIDS minority activities. In
allocating these funds, considcration should be given to the territories, s.uch asin the
Virgin Islands, where, for. example, the HTV/AIDS case rate is more than twice the
national case rate of 24.1 per 100,000. The conference agreement designates $5,000,000
in Title I supplemental fuﬁding and directs that these funds be allocated to eligible
metropolitan areas that have 30% or more African American and Latino HIV/AIDS cases
in an effort td improve the quality of care and health outcomes for African Americans
living with HIV/AIDS; $3,000,000 in Title III to be used for targeted planning grants
designed to build the HIV primary care capacity of indigenous organizations serving |
African American communities highly impacted by HI;V/AIDS; $2,000,000 in Title IV to
address the prevalence of HIV and AIDS among African American children; and

| $2,000,000 for subcontracts awarded through in AIDS Education and .Training Centers to
the Historicallly Black Colleges and Universities for the education of health care
providers serving African Amencan communities on the Guidelines for the Use of
Antiretroviral Agcnts in HIV-Infected Adults and Adolesccﬁis as devc]o;ﬁed by the

Department of Health and Human Services.



Sufficient funds are included within breast and cervical cancer screening to
provide $200,000 for the Women Reaching for Wellness: Promoting Breast Health for
American Indian Women in Montana and Northem Wyoming program at Saint Vincent
Hospital in Billings, Montana and $250,000 for screening activities at the Montgomery
County, Pennsylvania Health Dcpartmcm.l

Sufficient funds are included within thc_ National Institute for Occupational Safety
and Health to expand efforts to implement the national occupational research agenda,
fully fund the intramural research program at the Morgantown, WV facility, and provide
$1,000,000 to augment activities o‘f:thc Colorado School of Mines.

The conference agreement provides $15,000,000 for prevention research instead
0f §10,000,000 as proposed by the House. The Senate bill contained no similar
provision.

The conference agreement provides $10,000,000 for health disparities

demonstrations as proposed by the Senate. The House bill contained no similar

provision. The conference agreement also provides additional funding for health

dispanties activities in existing programs throughout the Department. It is expected that g
_/

the Secretary will provide the House and Senate Appropriationf Committees with a

dctailed proposal of how these funds will be coordinated and expended to reduce health

disparitics in minority populations. (_ ;QC’ <.-—-"‘
—
- 363 5’ The conference agreement provides $10,000,000 for CDC to implement section C/D C

\\Qéééof the Public Health Service Act, CDC Guidelines for Pregnant Women. It is noted
that the implementation of voluntary testing and treatment of pregnant women is working

exceptionally well and that the vast mgjority of women egree to be tested on a voluntary




The conference agreement includes $18,000,000 in additional funding to be
targeted to addressing urgent HIV prevention needs in the African American community.
In allocating these funds, consideration should be given to the termtories, such as in the
Virgin Islands, where, for example, the HIV/AIDS case rate islmore than twiéc the
national case rate of 24.1 per 100,000. These funds will compliment existing and
previously planned targeted HI_V/AIDS minority activities, an-d are to be allocated on the
following basis:

-- $10,000,000 is included for the Directly Funded Minority Community Based
Organizations Program to fund grant applications from indigenous organizations with a
history of providing services to the African American community to target the high risk
populations of women, youth and men;

-- $4,000,000 is included for the creation of new community development grants to 20

e WC

African American communities highly impacted by HIV/AIDS. The funding will support’

needs assessments and planning processes to integrate HIV, STD, TB, substance abuse
prevention, trea.tment and care;

-- $2.500,000 is for technical assistance to grantees under the Directly Funded Minonty
Community Based Organizations, to be provided by national, regional, and local minority
organizations; and |

-- $1,500,000 is included for CDC Faith-Based Initiative program to develop HIV and
substance abuse prevention training grahts and curriculum at the divinity schools of the
Historically Black Colleges and Universities; capacity building grants for Faith centered

direct service programs; and provide coordination for community planning, leadership,

and program development.



The CDC is urged to institute program guidance and oversight mechanisms to
ensure that the Prevention Community Planning Groups priorities are é.ccurately reflected
in the state or local plan submitted for grant award to the CDC, and that the funding

awarded corresponds to the demographics of the local epidemic and the identified needs.

(ot



basis. In the last three years, the number of newly reported pcdiat_ric AIDS cases related
to perinatal HIV transmission fell 55 percent. It is believed that priority for funding
should be placed on éuUeach, counseling, and voluntary testing of pfcgnant women rather
than mandatory testing of newboms.

The conference agreement endorses Congress’ intent to invest
prevention programs and interventions to stem the tide of new HIV infections. CDCis
directed to allocate avsigniﬁc‘ant proportion of the HIV/AIDS program for grants and
cooperative agreements for HIV prevention programs. |

Knowledge of HIV stéms 1s essential because it allows individuals to make
informed decisions about treatment and preveﬁtion of further transmission. Therefore,
CDC is encouraged to undcnaice activities, in consultation with academic researchers and
community groups, that will encourage individuals at risk to be tested. CDC is further
encouraged to carefully review any policies that may deter individuals, particularly
individuals and groups at highest risX, from knowing their HIV status. Similarly, CDC is
urged to undertake activities to improve referral from publicly funded testing sites to l
pnmary care. /_l

It is agreed that there is a need for demonstration projects to evaluate the
clfectiveness of CDC’s model death scene protocol for Sudden Infant Death Syndrome.

Beiween 1685 and 1991, 82 percent of Salmonella outbreaks were traced to
contaminated shell eggs. It is understood that a new pasteurization technology has been
developed employing heat and water which achieves the established FDA standards for
the destruction of all straiﬁs of Salmonella commpnly_found in shell eggs. The

technology preserves egg quality during extended refrigerated storage without materially

- v
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Public health data indicates that African Americans and other minorities are
disproportionately and more severely impacted by HW/Aﬁ)S .and expén'cnce
significantly higher morbidity and mortality rates than do other populations in the United -
States. The conference agreement includes an additional $50,000,000 to address the
HIV/AIDS crisis facing the African American community and other racial and ethnic
minority communities due to the changing demographics of the disease. These funds are
to be available to address prevention and treatment needs of minority communities that
are heavily impacted by HIV/AIDS, and should compliment existing and previously
planned targeted HIV/AIDS minon’lty activities. These funds are available for the
Secretary of the Departinent of Health and Human Services to transfer to other agencies
to: expand and improve access to state-of-the-art HIV/AIDS therapies; strengthen and
expand targeted HIV/AIDS effective prevention and intervention activities; support
HIV/AIDS substance abuse activities; provide critical technical assistance in high risk
communities; and build and sustain HIV/AIDS infrastructure.  In allocating these funds,
consideration should be given to the territories, such as in the Virgin Islands, where, for

example, the HIV/AIDS case rate 1s more than twice the national case rate of 24.1 per

100,000.
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The Director is urged to provide funding to the Office of Research on Minority
Health (ORMH) in addition to existing and previously planned activities for the purpose
of increasing the number of African American principal investigators funded to conduct
HIV behavioral and clinical research targeting the links between substance abuse, sexual
behaviors and the extraordinary HIV infection rates in African Americans. Special
emphasis should be placed on research into ways of breaking this linkage. Research
designed to build a culturally competent community knowledge base in areas hardest hit
by HIV/AIDS is also a priority. The ORMH 1s urged to expand support to non-traditional
organizations in the Black Faith community, in paﬁicular those which are able to play a
critical role in outreach to individuals who live in areas hardest hit by HIV/AIDS would
also be a prionity. This is an effort to improve the quality of care and health outcomes for
African Americans and other minorities that are at risk for and living with HIV/AIDS. In
allocating these funds, consideration should be given to the territones, such as in the
Virgin Islands, where, for example, the HIV/AIDS case rate is more than twice the
national case rate of 24.1 per 100,000.

The Director is urged to expand and strengthen population based research to more
effectively target at-nisk persons, address community norms and support the adoption of
HIV risk reduction behaviors and sustain behavioral change among high risk populations.
Such activities should specifically consider targeting: pregnant and parenting teenagers
and their sexually active partners; Afncan American heterosexual men in age specific
populations; Aﬁiéan American women in age specific populations ranging within the
child beaning ages of 15 to 44; and provide for risk reduction for crack cocaine abusing

youth who parnticipate in the sex for drugs trade that js associated with such drug use.




The Director is urged to cooperate in comﬁleting the Institute of Mediciﬁe study
on cancer among minorities and the medically unde;erved. and to provide timely access
to requested data to enable the IOM to complete the study in an expeditious fashion. The
Director is expected to report on the study’s progress during the hearings on the fiscal

year 2000 budget request.
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The conference agreement provides $22,000,000 in additional, targeted funding to
compliment existing and previously planned targeted HIV/AIDS minority activities to
strengthen abuse treatment and prevention programs that include an HIV component.
These funds should also be used to address the HIV epidemic in the termitories, such as in
the Virgin Islands where, for example, the HIV/AIDS case rate is more than twice the
national case rate of 24.1 per 100,000. -

Within the total amount provided, $16,000,000 is for the Center for Substance

Abuse Treatment, of which $9,000,0004 shall be used for comprehensive residential
treatment for women and their children, and $7,000,000 shall be dedicated to treatment
programs serving youth and men; and $6,000,000 is for the Center for Substance Abuse

Prevention to be targeted to prevention services for African Amencan youth.
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The conference agreement includes $8,000,000 for the Ofﬁ?c of Minority Health
to strengthen the role of the OMH in HIV health care promotion and prevention ét the
state and local level. These funds will complement existing and previously planned
targeted HIV/AIDS minority activities. These funds will allow OMH to: initiétc an
educational campaign to improve knowledge and awareness among HIV-infected racial
and ethnic minorities, and the health care providers serving these populations, of the
impoﬁance of state-of-the-art therapy for HIV/AIDS in improving the length and quality
of life; fund cooperative agreement grantees to work with states to strengthen and.
monitor state, local and territorigl plans for providing HIV services to minorities;
collaborate with SAMHSA to fund programs aimed at coordination of services for HIV,
drug tfcatment and mental hcalth; fund state and territory offices of minority health for
demonstration projects to improve minority access to information and scrvices. and
HIV/AIDS treatment; and collaborate with NIH and CDC to fund prevention research
studies on HIV-related behaviors.

The OMH is urged to make community development and coordination grants to
indigenous organizations with a history of supporting community development efforts in
health prbmotion and disease prcvemiqn that would support the development of
leadership coalitions to conduct needs assessments and planning processes for the
purpose of integrating HIV, STD, TB, substance abuse prevention, treatment and care
services. These funds should also be used to address the HIV epidemic in the termitories,
such as in the \}irgin Islands where, for example, the HIV/AIDS case rate is more than

twice the national case rate of 24.1 per 100,000,



The conference agreement expects HHS to maintain the current level of support

for Meharry Medical College to continue a cooperative agreement to support the

development of an integrated health delivery system in a historically undeserved |

community, and that the Office of Minority Health should provide no more than

$1,000,000 of the total amount provided for the effort. The remainder shall be provided
by other agencies of HHS. The conference agreement includes funds within the Office of
Minority Health to continue a study on managed care and historically minority health

professions schools.
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IMPROVING HIV SURVEILLANCE SYSTEMS

SUMMARY

This proposal would fund a demonstration project providing States with funds to develop HIV
surveillance systems that utilize privacy protection codes rather than name-based reporting.
These States would be required to apply their disease surveillance strategies in ways that link
infected individuals with critical health care and social support services. As a condition of
recieving funds, States would also be required to evaluate their new surveillance systems.

BACKGROUND

. Importance of Accurate HIV Surveillance Systems. In 1995, AIDS became the leading
cause of death for all Americans aged 25-44. Over half a million American men, women
and children have been diagnosed with AIDS, and more than 300,000 have already died
from this disease. It is vitally important to have an accurate national surveillance system
in order to allocate limited resources, target and evaluate prevention efforts, and project
the future of the epidemic.

. Surveillance Systems Are Outdated. Presently, all people diagnosed with AIDS are
reported by name to State and local health departments. State officials then delete
identifying information from the reports and forward them to the Centers for Disease
Control (CDC) for compilation of national data on the AIDS epidemic. At the beginning
of the epidemic, this was a reliable way to determine the extent of infection nationwide,
because people with HIV routinely developed AIDS within a very short time period.
However, because of the success of new drug therapies, people are living longer with
asymptomatic HIV disease. Therefore, because the current method of tracking the AIDS
epidemic is based solely on the end stages of disease progression, it is no longer reliable.
Health care organizations, AIDS advocates, and Federal, State, and local public health
officials are all in agreement that generating better data on the scope of the HIV epidemic
is essential.

. Present State Surveillance Systems Raise Privacy Concerns. State and local public
health officials are currently working together to develop accurate HIV surveillance
systems. Thirty-one States have chosen to implement name-based HIV surveillance
systems. Although this issue is still being debated, there is concern in both the public
health and advocacy communities that name-based surveillance systems would
discourage infected individuals from seeking testing and treatment because of the fear of
confidentiality breaches. In addition, because people are living longer with asymptomatic
HIV disease, public health officials would have the names of people with HIV on record
for an extended period of time, increasing the possibility of confidentiality breaches.
Although there is a high level of interest in developing non-name based surveillance
systems that include essential privacy protections, the significant cost associated with the
development of these systems is discouraging for many States.

. Movement Towards a National HIV Surveillance System. The CDC has developed



draft regulations, to be released in Degémber of 1998 that would require States to

implement HIV surveillance systems by April of 1999. As presently drafted, these

regulations emphasize the importance of State flexibility when developing a reporting

system. They do not require any particular method of surveillance but establish A LA,

performance measures for both names based and non-names based systems.— $= & Lo
1 Lo on o]

POLICY DESCRIPTION

This proposal would create a three part demonstration project to explore the issues surrounding

non-name based HIV surveillance. ™ b MN\('? Maw Mk UViUhidss dhe inudie
CY \s (,.«k (e e jN\&,)

. Developing new surveillance systems. States would be prov1ded funding to develop and

implement HIV surveillance systems that use encryption and other non-name based
methodologies to track the level of HIV infection in their State. These systems would
utilize “privacy protection codes” rather than the names of individuals when forwarding
data to the State Department of Health, ensuring that only patients and health care
providers have identifying information on the HIV status of individuals. Recent

evaluations of existing non-name based surveillance systems indicate that States have \,J\'\

higher rates of missing data and may have difficulty conducting adequate follow-up w1th,) ot cﬁrﬂ

infected individuals in order to collect HIV risk information. States would need to ¥ 5 \)

adequately address these issues in their grant proposals. W
. Linking infected individuals with critical health care and social support services. As

a condition of recieving Federal funds, States would enhance their current efforts to link i, CL 1A
infected individuals with critical health care and social support services. WL tmgerd
efforts to educate individuals about the new privacy safeguards and the importance of fiqe K
early diagnosis and treatment should be undertaken. In addition, strategies to improve

referral to&fwwd be implemented for those infected 1nd1v1duei,l L0
being tested at publicly funded sites: # wh ere dhum o cofired gt 3T chaide

. Evaluating the New Surveillance Systems. States would be required to perform a
technical evaluation of their new surveillance systems that focused on rates of record
duplication and lost or missing data. They would also be required to evaluate the success
of the outreach, education, and patient referral strategies in promoting HIV testing and
early entry of infected individuals into primary care. ~ Wu> Sett ™ Qagensdnd’ g2

;(\- s ’\\/ A fu-f&‘-i",‘v;\‘“"‘ A

POLICY RATIONALE

Funding a demonstration project that would assist States in the development and implementation

of non-name based HIV surveillance systems would be advantageous for the following reasons:

. Non-name based surveillance systems provide greater privacy protections. AIDS
advocates have come out strongly in favor of non-name based HIV surveillance systems.
Advocates believe that non-name based surveillance systems will reduce the fear of
stigma and the loss of confidentiality while enabling the collection of better data on HIV
infection.



. Non-name Based Surveillance\Systems Protecfthe Hispanic Community. In 1997,
the incidence of AIDS among Hispanics was 37.7 per 100,000 individuals, almost 4 times
the incidence rate for whites. There is a widespread fear among the Hispanic population
that mandatory names reporting for HIV infection will eventually lead to deportation of
infected individuals. This provides a strong disincentive to request testing or receive
care. The implementation of non-name based surveillance systems will help assure the
Hispanic community that their infection status will not be used by State or Federal
immigrantion agencies to discriminate against them when they apply for citizenship or
naturalization.

. Provides a Test Case for National Unique Medical Identifiers. There was a great deal
of concern when the Administration proposed to implement a national system of unique

medical identifiers. We have since stated that we wggldmt_lmglggwm_sgm 7
ImﬁWWMMHowever implementing a non-names

ase surveillance system differs significantly from the original Federal proposal.
This system would be developed at State option for a limited subset of individuals who
would otherwise be identified by name to State public health agencies. It is important to
note, however, that if States are able to design non-name based surveillance systems that
are able to meet current public health needs and adequately protect the privacy of HIV

infected individuals, they may provide a roadmap for designing a portable medical record
using unique medical identifiers.
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Critical Need to Pay Attention to H1V Prcvention
for African Americans

In the United States, African Americans have been disproportionately affccted by 111V and AIDS,
Through December 1997, CDC had received reports of 230,029 cases of AIDS among African

Americans. Although that i3 36% of thc 641,086 cascs reported, Alrican Americans represent only an
estimated 13% of the total L.\, population.

Researchers estimate that 240,000-325,000 African Americans are infected with HIV. Approximately 1
in 50 African-American men and | in 16() African-American women are believed to be infected with
HIV. Of thoso infected with HIV, it is estiinated that 93.000 Aftican Americans are living with AIDS.

In 1997, more African Americans were reported with AIDS than any other racial/ethnic group. Of the
total AIDS cascs rcported that year, 45% (27,075) were reported among African Americans, 33%
(20,197) were reported among whites, and 21% (12,466) were roported among Hispanics. Among
women and children with AIDS, African Americans have been especially affected, representing 60% of
all women reported with AIDS in 1997 and 62% of reported podiatric AIDS cases for 1997.

Pro&orllon of AIDS Cases by Race/Ethnicity and
ear of Report, 1985-1897, Unitad States

70
80+ Whits, nan-Hispanic
50
B 404 Blatk, non-Hispanie
E ‘
301
Hlspanio
Ear e ~
10 American indiany
N Auanﬂvafiﬁcislander Aleska Net |

5 W (m 11 160 W8 1T
Year of Report
HIV Data Show These Trends Are Continuing

HIV data from a recent CDC etudy comparing HIV and AIDS diagnoses in 25 states with inlegrated
reporting systems provide a much clearer picture of recent shifts in the epidemic, with a larger _
pereentage of IIIV than AIDS cases diagnused amony Afn'cqn Americans, especially women. During the
period trom January 1994 through June 1997, African Americans represented 45% of all AIDS
diagnoses. but 57% of all HIV diagnoses. Among young people (ages 13 to 24), 63% of the HIV
diagnoses were among African Americans.

CDC's HIV Prevention Efforts Targeting African Americans

10/26/98 1:44 PM



oENI BY-ACrOX 1CICCOPLCr 1VLV +1U=40=00 + £-99rW » ﬁawa-—uwf’_#——. ] ) ™

CDC Fact Sheet: Critical Need w P...V Prevention for Atrican Americans hnp?/www.cdc.gOV/nChSlp/hlV aids/pubs/facts/atram htm

The disproportionate impact of HIV/AIDS on African Americans underscores the importance of
increasing prevention efforts in this community. HIV prevention efforts must take into account cultural
issucs, as well as social and econcimnic fuctors - such as poverty, underemployment, and poor access to
the health care system - that impact many U.S. minority communities. For over a decade, CDC has
worked closely with national-, regional-, and community-based organizations to design and implement
HIV prevention cfforts directed to African Americans. Clearly, the most effective programs are those
designed and implemented by the African-American community itsclf.

CDC is currently supporting, dircetly or indircctly, hundreds of community-based organizations across
the United States in‘implementing programs and providing HIV prevention services to the
African-American community. Programs focus on a wide range of activities, including risk-reduction
counseling, street and community outrcach, prcvention case management services, and efforts to help
individuals at risk gain access to HLV testing and treatment and related services.

Additionally, to help establish greater capacity within the African-American community to provide HIV
prevention services, CDC has instituted a program to assist national and community-based organizations
serving these communities in building the infrastructure needed to deliver HIV testing, counseling,
health care, and support services. And because of the critical rolc the faith communig plays in
mobilizing community leaders and in reaching and serving the community at large, CDC established a
collaboration with the faith community in 1987 us part of multi-sectoral program 10 encourage positive
response to, and panicigation in, HIV prevention. While the effort bcian modcstly, with direct funding
to faith organizations of roughly $100,000 the first year, the program a;la?rown to $500,000 annually

|
l
by 1994 and to the current funding level of $900,000 in 1997. Roughly half of this initiatve currently l
targets the African-American faith community. _ i

|

CDC has several major initiatives and numerous rescarch projects designed o reach the
African-American community including:

» CDC currently provides $253 million in funding to stat¢ and local health departments for HIV
prevention programs. Since ecember 1993, CDC has funded a process designed to put more of o
the decisions about how these provention funds are directed in the hands of the communities ‘
affected. Under this process, HIV Prevention Community Planning, health departments are |
required to establish priorities in conjunction with a planning group that brings together health
department staff, representatives of affected populutivns, cpidemiologists_. behavioral scientists,
service providers, and other community members to identify prevention nccds and interventions to E
meet these needs. :

This process helps ensure that HIV prevention efforts are locally relevant and address the unique
epidemic and prevention needs of each community.

CDC has conducted several recent assessments to determine what proportion of these funds arc

used to reuch Ininority populations. While not all programs are targeted by race (some, for

example, target high-risk communitics such as injection drug users or peeple being treated in STD

clinics, which include individuals from multiple races), it is clear that a significant proportion of '|
funding for major progreuns, such as counseling and testing and risk reduction programs, are |
targeted to African Americans. Of programs identificd as specifically targeting a racial/ethnic
group (representing $143 million), 36% ot programs ($52 million) target African Americans. By
comparison, 36% target Caucasians, and 22% target Hispanics. |

o CDC alsu directly funds minority and other community-based organizations tn design and
implement HIV prevention programs that arc highly targeted to high-risk individuals within racial
and ethnic minority populations. Many serve gay and bisexual men of color or injection drug users
as their primary foous. CDC currendy provides $18 million to fund 94 community-based :
organizations through this program. Seventy-one (76%) of these organizations dircct their i
programs to African Americans.

2013 10/26/98 1:44 PM |
|




RN DT -ACTOXR 1CIELOPLLT  TVLY » IVELUTO0 v £- 90PN vOJ I avie™

UVddvire &

e L

CDC Facr Sheet: Critical Need to P...V Prevention for African Americans http://www.cdc.gov/nchstp/hiv_aids/pubs/facts/afram htm

Jof3

+ CDC funds a $9 million program to assist National and Regional Minority Organizations in
building capacity to deliver HIV prevention programs and services within these communities.

Many of these organizations directly serve the African-American community. Organizations
supported through this initiative include the National Organization of Black County Health
QOfhcials ($450,000), the National Minority AIDS Council ($455,000), the Association of Black
Psychologists ($§320,000), the National AIDS Minority Infonnation and Education Program
(8291,000), and the National Council of Negro Women ($451,000).

« Last year, to further evaluate the current capacity of community-based organizations serving
minority organizations, CDC funded the Harlem AIDS Directors ($400,000) to conduct an
assessment 1o identify unmet needs.

« Additionally, CDC conducts numerous behavioral research projects aimed at reducing HIV
infection in the African-American commuaity, For example, the prevention of HIV in Women and
Infants Project is @ community-level behavioral intervention research project targeting young
women ages 15-34, The project is designed to improve the understanding of factors influencing
wornen's behavior changes regarding condoin and contraceptive use and (o improve the
development and delivery of prevention interventions. Another example is the Young
African-American Men's Study. This study is a 2-year formative stucll;' to prevent HIV/AIDS in
young Afiican-American men. Data arc being collected in Chicago and Atlanta throu
interviews, observations, and group discussions with community leaders, health care providers,
and young men who have sex with men. In addition to these examples, there are numerous
research projects designed to better understand risk behaviors and design effective interventions
for African Americans at highest risk for HIV infection, including injection drug users, women

who are partners of injection drug users, individuals with high rates of STDs. and young gay and
bisexual men of color.

There is no yuestion thal as lony as the cpidemic continues to spread in the African-American
community, these programs must continue, and even more must be done. It is also clear that the public
sector alane can not successfully combat HTV and ATDS in the African-American community.
Overcoming the current barriers to HIV prevention and treatment requires that leaders in the community

acknowledge the severity of the continuing epidemic among African Americans and play an even greater
role in combating HIV/ATDS in their aown communities.

Return to CDC - HIV/AIDS Fact Sheets
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Tmpact of HIV/AIDS on Hispanics in the United States

Hispanics in the Unitcd Statcs include a diverse mixture of ethnic groups and cultures. With more than
25 million Hispanics, the United States has the fifth largest Hispanio population in the world, following
Mexico, Spain, Argentina, and Colombla, Although Hispanics represent an estimated 10% of the total

U.S. population, they account for 18% of the 641,086 AIDS cases reported in the United States through
December 1997.

In 1997, 60,634 new AIDS cases were reported to CDC. Of these, 12,466 (21%) occurred among
Hispanics. The AIDS incidence rate (the number of new cases of a disease that occurs during a specific
time period) among Hispanics was 37.7 per 100,000 population in 1997, almost 4 times the rate for
whites (10.4 per 100,000) and almost half the rate of African Americans (83.7 per 100,000 population).

A recent CDC study examined data from the
25 statestl) that had integrated 1TV and ‘Changes in HIV Dlagnosas, 1$93-1896; in 25 U.8. States |
AIDS surveillance from January 1994 with tntegratad HIV and AIDS Survelitance Systems
through June 1997. This study showed that
HIV diagnoses increased 10% among
Hispanics between 995 and 1996 (the most

recent year for which overall (rends can be Whites 2% ,
examined). However, the number of cases K
reported among Hispanics was relatively Aftioant Americans, 3%

small, since many states with large Hispunic
populations heéve not implemented integrated
HIV and AIDS reporting and were not Hapanics, 1IN
included in the sttlfdy. At the same time, HIV . Ik i
diagnoses declined slightly among African l
Amcricans (=3%) and among whites (-2%) in
these states. Of the 7,200 young people ages 40 0 10
13-24 years who were diagnosed with HI
from Januury 1994 to June 1997, 5% were
Hispanic.

Historical Trends in HIV and ATDS Cases

Most HIV and AIDS cases reported to date among Hispunics have been among men, although the

roportion ot cases among women is rising. Among Hispanic men, the msjority of rcported cascs have
Bccu among guy and bisexual men and injection drug users. Among Hispanic women, most cases have
been the result of heteroscxual cxposures, although drug use also pluys 4 major role in the spread of
infectian to women. A large proportion of Hispanic women were infected through injection drug use or
by having sex with an injection drug user. To reduce the toll of the epidemic among Hispanic men,
women, and children, prevention programs must address tho intersection of sexual and drug-related
risks.

CDC's H1V Prevention Efforts Targeting Hispanic Populations

Since early in the HIV/AIDS epidemic, CDC recognized that Hispanic populations were be'm%n
disproportionately affectcd and took a number of steps 1o better target HIV prevention efforts In these
communities. ‘I'he tollowing is a brief overview of some of those activities.

10/26/98 1:45 PM
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o CDC currently provides $253 million in funding to state and local health departments for HIV
prevention programs. Since December 1993, CDC has funded a process designed to put more of
the decisions about how these prevention funds are directed in the hands of tho cormununitics
al{ected. Under this process, HIV Prevention Community Planning, health departments are
required to establish prioritics in conjunction with a planning group that brings together health
department staft, representatives of affected populations, epidemiologists, b%%avioral scicntists,
service providers, and other community members to identify prevention needs and interventions to

meet these needs. This froccss helps ensure that HIV prevention efTorts are locally relevant and
address the unique epidemic and prevention needs of each community. '

CDC has conducted several recent asscssments to determine what proportion of these funds are
used to reach minority populations. While not all programs are targeted by race (some, for
cxample, target high-risk communities such as injection drug users or people being treated in STD
clinies, which include individuals from multiple racces), it is clear that a significant proportion of
funding for major programs, such as counseling and testing and risk-reduction programs, are
targeted to Hispanics. Of programs identified us specifically targeting a racial/ethnic group
(representing $143 million), 22% of funds ($31.4 million) target Hispanics.

+ CDC also directly funds minority and other comumunity-based organizations to design and
implement HIV prevention programs that are highly targeted to high-risk individuals within racial
and ethnic minority populations. Many serve gay and bisexual men of color or injection drug users
as their primary focus. CDC cutrently provides $18 million to fund 94 community-based
organizations through this program. gixty-four of these organizations

direct their programs to Hispanics. CDC recently announced the availability of an additional §4
million in fiscal year 1998 far community-based organizations for HIV prevention activities
directed to African-Awmerican and Hispanic populations. i

o CDC funds a $9.5 million program to assist National and Regional Minority Organizations in
building capacity to deliver HIV prevention programs and services within minority communities.
Of these 27 organizations, 8 exclusively serve Latino/Latina populations and 3 others scrve
several minority populations including T.atino/Latinas.

« Additionally, CDC conducts a number of behavioral research projccts aimed at reducing HIV
infection in the Hispanic community.

o The People of Color Initiative, designed to reduce the disproportionate spread of HIV/AIDS
among minority populations, will develop, strengthen, support, and, as needed, redesign
HIV prevention strategies targcting racial and ethnic minority communites.

o The Women and Infunts Demonsirarion Project {s a community-level behavioral
intervention research project targcting young women ages 15 to 34, most of whom are
membets of racial/ethnic minority populations. This project is designed to improve
understanding of factors influencing women's behavior changes regarding condom and
contraceptive use and to improve the development and delivery of interventions.

o The Prevention of IIIV Infection in Youth ar Risk project focuses primarily on young men of
color. This program is developing and evaluating approaches to enoouragc young
Alrican-American and Hispanic men who have sex with men to reduce behaviors that put
them at risk for HIV.

Building Better Prevention Programs for Hispanics

While race and ethnicity alone are not risk factors for HIV infection, underlying social and cconomic
conditions (such as languaye or cultural .divcrslly,_higher.rates of poverty and sut?stance abuse,_ or limited
access 1o health care) may increase the risk for infection in some Ilispanic-American communities.

10/26/98 1:45 PM
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In addition to addressing these underlying conditions, improved prevention efforts for Hispanics will

requite focusing on scveral key challenges. To reduce the infection risk for Hispanic women, efforts to
prevent drug use and HIV must be better integrated. And to adequately address the prevention needs of
Hispanic gay and bisexual men, homophobia must be confronted on a national, socﬁetal. and community
level. Finally, we must apply lessons learned in designing culturally appropriate preveation cfforts to
developing effective programs tor communities not yet ettectively rcacﬁcd. Despite successes to date,

(his epidernic is far {tom over. As luny as we continue Lo see preventable infections oceur cdach year, we
can and must do better.

v

1. Alabama, Arfzona, Arkansas, Colorado, Idaho, Indlana, Loujsiana, Michigan, Minnesota, Mississippi, Missour]; Nevada,
New Jersey, North Carolina, North Dakota, Ohio, Oklahoma, South Carolina, South Daketa, Tennesses, Utah, Virginia,
West Virginia, Wiscensin, Wyoming
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RIGHTS

CAMPAIGN

o

HIV Surveillance

indiia

Health organizations, AIDS groups, and federal, state and local public health officials are all in
agreement that generating better data on the scope of the HIV epidemic is essential. Those data can help
allocate limited resources, target and evaluate prevention efforts, and project where the epidemic is
going. As AIDS deaths have declined and people are living longer with asymptomatic HIV disease, a
national picture of the epidemic based on the end stages of disease progression may be less useful. The
central question is how to get better data on early HIV infection.

o Currently, all people who are diagnosed with AIDS are reported by name to state and local health
departments. State health departments then delete patient identifying information from the report
and send the information to the CDC for compilation into a national picture of the AIDS epidemic.

« The federal government does not require that any particular disease be reported to local, state, or
federal public health authorities. That decision is made by each state individually. If the federal
government mandates the reporting of HIV disease and the manner in which that reporting should
occur, it will be treating HIV differently than every other disease.

« Inrecognition of the fact that any new system of data collection must be supported by local
communities affected by the epidemic, public health officials are working with those communities
all across the country to develop HIV surveillance systems that will work. This process should
continue without interference or mandates from the federal government.

« While some organizations recommend the reporting of HIV by name, the National Alliance of
State and Territorial AIDS Directors and the Association of State and Territorial Health Officials
oppose federal mandates.

« The fact that 28 states have implemented reporting of HIV by name does not provide a legitimate
rationale for mandating all states to do so. Approximately 75% of individuals living with HIV
reside in states that have chosen not to implement a named based system.

« Mandatory reporting of the names of people with HIV disease to state and local health
departments may discourage people from getting tested and seeking treatment. While
confidentiality laws are in effect, potential for discrimination still exists.

« Because people with HIV disease are living longer without symptoms, public health officials
would have records of people with HIV for an extended period of time. Fears of breaches in
confidentiality are real and legitimate. No comprehensive legislation exists which protects the
privacy and confidentiality of identifiable health information.

« Unique identifier reporting is an alternative to name based reporting. In a unique identifier system,
an HIV-infected individual would not be reported by name to public health officials, but rather by
some form of a unique code that could not be traced back to the person.

« Non-names based surveillance systems, such as unique identifier reporting and populations based
sampling, will enable the collection of better data on HIV disease, while protecting confidentiality

1of2 10/25/98 4:36 PM
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. -+ “and not discouraging people from seeking HIV testing. Several states are developing such systems
and they should be supported in that effort.

« To ensure that no individual is deterred from seeking testing, anonymous testing options should be
available in all states. A federal mandate would lead to the elimination of such testing and the
newly approved HIV home sample collection kits.

The Human Rights Campaign
http://www.hrc.org
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