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1996 HIV/AIDS Trends Provide Evidence of
Success in HIV Preveantion and Treatment

Good News Brings New Challenges

Since 1992, annual increases in AIDS incidence (or the sstimaled number of people dlagnosed with AIDS
cach year) have slowed o less than 5%. This trend continued in 1996 with an inerease of only 2%. reflecting
in part the ongoing success of prevention effors. Additionally, for the first time in the epidemie, there has
been a8 marked decrease in dogth retes among pecple with AIDS. The decline in deaths is likely due to both
the slowing of the epidemic overall and 10 improved trearments over the past several years, which have
lengthencd the lifespan of peaple witli AIDS. While it is too saon 1o determine the impact protease inhibitoes
will have on these trends, these drugs promise Lo furthar lengthen the lifespan of individuals living with HIV.

As treatrnent advances continile to improve survival, we will face a number of key challenges:
» Firat, if the number of new HIV infectiony each year (HIV incidence) remains stable or increases, end
desths continue to decrease, there will be an increasing number of people living with HIV and AIDS.
Agditionz! resources will likely be necded for sarviees, traatmaont, and sare.

Secand, W centinue 1o provide the necessary dam w plan, direct, and evatuate HTV prevention effarts,
HIV/AIDS surveillance systems must adapt to changes in medical practices which increase survival
following diagnosis of HIV or AIDS. If progression ro AIDS is successfolly delsyed for an increasing
number of individuals, ALDS case reponts may no longor provide a reliable indication of trands in the
epidemic and will underrepresent the need for treatment services, Surveillance systems will thersfore
need to improve msthods 1o monitwr the number of individuals with HIV infection.

And finslly, ss we continue o work 1o devslop bener reatinent options, we must net lose sight of the
fact that preventing HIV infection reduces the number of people who necd to undergo complex, costly

treaunent regimens. Preventien remains our best and most cast-effactive approach for bringing the
HIV/ALDS epidemic under control and saving lives.

The 1396 Data: Trends in Cose Reports, Estimated AIDS imcidence and Dcaths

AIDS Cases Repurted through December 1996

+ 581,429 people with AIDS have been reported to date
¢ Ofthese, 488,300 (84%) were men, 85,500 (15%) werc womeD, and 7,629 (1%) wore children.

{n 1996, blacks accounted for a larger proportion of AIDS cases (41%) than whltes for the first time.

The propartion of fernale AIDS cases continued to increase. [n 1996, women accounted for 20% of
newly reported AIDS cases.
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Trends in AIDS Incidence through 1995:

Between 1994 and 1995, the estimared number of people disgnosed with AIDS (AIDS incidence) increased
2%, from 61,200 to 62,200. These estirmatss reflect 2 slowing in the growth of the epidemis, with sn average
of 15,200 people diagnosed cach quarter between January 1994 end June 1996. Hopefully, with a combined
strategy to prevent new infections and o provide early diagnesis and treatment for people who are infecred,
AIDS incidence wi)l soon begin to decline.

During 1995:

« AJDS incidence rates per 100,000 people in the population wece 7 times higher among blacks (89) than
amony whires (15), and three times higher among Hispanics (50) than among whites.

« AIDS incidence rares were much lower amang women (10) than among men (48)

* AIDS incidence remained relstively constant among men who have sex with men (decline of 2%) and

IDUs (increase of 29%), but continued to increase substantially among people infecled heterasexually
(17% increase).

Trends in Marlity:

In 1995, the CDC AIDS surveillance system dosumentad spproximately 50,000 A[DS dearhs, 1995 marked
the smallest increase to date in AIDS deaths. During the first 2 quarters of 1996, the estimated number of
AIDS deaths (22.000) wos 12% Jess than the estimated number of AIDS deaths during the first two quarters
of 1995 (24,900), marking the first decling in AIDS deaths since the beginning of the epidemic. Not

surprisingly, wends in ALDS daeaths closely parallel trends documented recently in AIDS incidenze. AIDS
deaths have not declined among women or among heterosexuals.

» AIDS desths declined in all four regions of the counrry:
{Northeast 15%, South 8%, Midwest 11%, West 16%)
* Deaths declined among men by 15% but incraased among women by 3%.
» Deaths amang MSM by 18% and 6% among 1DUs, but incruased 3% among heterosexuals.
Deaths declined among all racial/ethnic groups, but declines werc greater among whites (21%) than
among blacks (2%) and Hispanics (10%).

HIV infection remains the leading cause of death among 25-44 year olds, accounting for 19% of deaths
in this age group.

Trends in AIDS Prevalence:

The numbﬁr of peopic living with AIDS continues 1o incresse. As of mid-1996, and estimaied 223,000
peaple were living with AIDS. '

»  AIDS prevalence has increased 10% since mid-1995.

* The largest number of people living with AIDS by risk category are MSM (44%4). followed by IDU
(26%), and heterosexuals (12%).

Ths greatast proportlonate increase i AIDS prevalence from mid-1995 to mid-1996 accurred among

those infected hercrosexually (19%). while the greatest increase in the number of prople living with
AIDS occurred among MSM (S000).
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CDC Report Documents First Ever Decline in AIDS Deaths in the U.S.

For the first time in the AIDS epidemic, there has been a marked decline iﬁ the number of
deaths among people with AIDS, according to a report released today by tﬁe Centers for Disease
Control and Prevention (CDC).

Today's CDC Morbidity and Mortality Weekly Report documents that deaths among
people with AIDS declined 12% during the first six months of 1996, corhpared to the first six
months of 1995.

"This is greét news for all Americans living with AIDS and those who love them,”said
Health and Human Services Secretary Donna E. Shalala. “Oﬁr sustained national investment in
AIDS research, prevention, and treatment is paying a huge dividend for the American people.”

The decline in AIDS deaths is likely due to improvements in recent years in treatments
that delay the progression of HIV disease and prevent opportunistic infections, coupled with the
success of prevention efforts.in slowing the growth of the epidemic overall, CDC said. While it
is 100 soon to determine the impact that the use of profeasc inhibitors as part of combination
therapies will have oﬁ these trends, these therapies promise to further lengthen the lifespan of
individuals living with HIV.

CDC reports that the estimated number of people diagnosed with AIDS in 1995 (AIDS
incidence), increased just 2%, reflecting in part the ongoing success of HIV and AIDS prevention

efforts. As AIDS incidence has staBilized, and deaths have begun to decrease, the number of

@oo4



02/26/97 WED 12:33 FAX 2026907318 DHHS/ASPA

i

people living with AIDS (prevalence) has grown, rising 10% since mid-1995. AIDS prevalence
will continue to increase, the CDC said, undefscoring an increasing need for medical and other
services for people living with AIDS and the critical need for prevention efforts to reduce the
number of new HIV infections.

“As we continue to \;vork to develop better treatment options, we must not lose sight of
the fact that the best way to truly reduce the number of peo;;le who will die of AIDS is to prevent
HIV infection in the first place,” said CDC Director David Satcher, M.D, “l?revention remains
our best and most cost-effective approach for bringing the HIV/AIDS epidemic under control and
saving lives.”

Trends in AIDS incidence and deaths varied by risk group, gender, and race, and both
AIDS incidence and AIDS deaths continued to increase among women and among people
iriféctcd through heterosexual contact . While AIDS deaths declined among all racial/ethnic
groups, declines were much greater among whites (21%) thaﬁ among blacks (2%) or Hispanics
(10%). AIDS deaths rose among women (3%) and people infected through heterosexual contact
(3%).

“We have made a great deal of progress in both prevention and treatment of AIDS, but
declines have not yet been seen in all people. As we move forward into the next era in HIV and
AIDS prevention, we must ensure we reach women and minority communities with effective

prevention programs and provide access to quality care,” Satcher stressed.

#iH

Note: HHS press releases are available on the World Wide Web at: http://www.dhhs.gov.

@oos



The American Academy of Pediatrics

The American College of
Obstetricians and Gynecologists

JOINT- STATEMENT
OF
THE AMERICAN ACADEMY OF PEDIATRICS
THE AMERICAN COLLEGE OF OBSTETRICIANS AND GYNECOLOGISTS

The HIV/AIDS epidemic is increasing in women of childbearing age and spreading
beyond previously defined risk groups and geographic areas. This increase has
been paralleled by a similar increase in children. We applaud congressional
concern for and support of efforts to prevent the spread of the AIDS epidemic, but
urge that the emotion of this complex issue not overshadow the doctor/patient

relationship which is the foundation to providing effective and efficient medical
care to these women and children.

As the primary caretakers of this population, both the American Academy of
Pediatrics (AAP) and the American College of Obstetricians and Gynecologists
(ACOG) strongly believe that the answer lies in an aggressive HIV education and
counseling initiative, not in governmental medical protocols. The best defense is
a strong offense. We recommend that all pregnant women should receive HIV
education and counseling as part of their regular prenatal care. We further

recommend HIV testing in all pregnant women with their consent. In the event
of refusal of testing, this should be documented.

Clear medical benefits of knowing the HIV status of pregnant women and
newborns have been documented. Treatments are currentdy available to
significantly reduce the HIV transmission from mother to infant (zidovudine/AZT).
This finding represents the most important medical breakthrough in this area in
recent years. In addition, the lives of the infants, not protected by the AZT
treatments in utero, may be prolonged by initiating medical! care within the first
months of life. For newborns whose mother’s HIV status was not determined
during pregnancy, the infant’s health care provider should educate the parent(s)

concerning HIV testing and recommend HIV testing for the newborn.

We believe that this is the most viable and prudent approach in resolving this

important issue. We welcome the opportunity of working with policy makers in
this regard.

Approved: August 1995

The American Academy of Pediatrics 202/347-8600
The American College of Obstetricians and Gvnecologists 202/863-2509




THIS LETTER WAS SENT TO SENATORS KASSEBAUM (R-KS). JEFFORDS (R-VT).
s > FRIST (R-TN), KENNEDY (D-MA). AND DODD (D-CT). AND TO REPRESENTATIVES
BLILEY (R-VA), BILIRAKIS (R-FL). COBURN (R-OK), WAXMAN (D-CA), AND STUDDS (D-MA).

The American Academy of Pediatrics

The American College of
Obstetricians and Gynecologists

Januarv 19. 1996

The Honorable Nancy Landon Kassebaum
United States Senate

302 Russell Senate Office Building
Washington. DC 20510

Dear Senator Kassebaum:

The House and Senate versions of the Rvan White CARE Reauthorization Act of 1995 contain two significantly
different approaches to identifving the HIV status of pregnant women and newborns. As conferees work to resolve

this issue. the American Academy of Pediatrics (AAP) and the American College ot Obstetricians and Gynecologists
{(ACOG) write 10 share the expertise and experience of our national medical organizations.

We commend Congress for its commitment to address the complex issue ot HIV counseling and testing for pregnant
women and their newboms. As providers of health care for women and children. we are aware of the challenges in
implementing these important prevention efforts. Thus. we urge you to recognize the complexities of these efforts
when the conference committee revisits this issue by avoiding the adoption of policies that couid hamper ongoing
efforts of health care providers. In August of 1995. AAP and ACOG issued a joint statement (attached) which

recommends that all pregnant women receive HIV education as part of their regular prenatal care. We further
recommend that all pregnant women be tested for HIV with their consent.

Aggressive education and counseling, as part of a trusting and confidential doctor/patient relationship. are essential to
stopping the spread of HIV. The AAP/ACOG joint statement closely reflects the Centers for Disease Control and
Prevention (CDC) guidelines for HIV counseling and voluntary testing of pregnant women. which is the basis for the
Senate provision in the Ryan White CARE Act. We believe that the CDC guidelines are the most effective and

efficient approach to achieving a reduction in the transmission of HIV from mother to infant and strongly urge the
conferees to adopt the Senate provision.

AAP and ACOG have two significant concemns about the HIV testing provision contained in the House legislation
version. The bill recognizes the criticai leadership role of national medical organizations in establishing mandatory
HIV counseling and voluntary testing of pregnant women as a standard of care. However. by directing the standards
medical organizations should set. the bill represents unnecessary and troubling government intrusion into private
medical practice. We strongly urge conferees to exclude this provision in the final conference agreement.

In addition. the bill includes an important provision to protect individuals infected with HIV from health insurance
discrimination but it does not go far enough. The language overlooks the need to protect women who may refuse
HIV testing from the possibility of losing or being denied access to heaith insurance. Such discrimination also occurs
when women with HIV seek other types of insurance and it is important that there be protections in the law for

women. regardless of the reason for refusal of testing. If this provision is included in the final conference agreement.
we strongly urge inclusion of language that also protects women who refuse HIV testing.

As the conference moves forward. we strongly urge that vou adopt the Senate provision on HIV testing of pregnant
women and newborns in the Rvan White CARE Reauthorization Act of 1995.

Sincerely,

M. Saudia, P %ﬁw. ele my
J6e M. Sanders. Jr.. MD h{W. Hale. MD

Executive Director Executive Director
American Academy of Pediatrics American College ot Obstetricians and Gynecologists

The American Academy of Pediatrics 202/347-8600

D s e T T s T



. SENT BY:CDC Atlanta USA v 1=14-60 ¢ 2:21 0= 20263210868 2

DC

CENTERS FOR DISEASE CONTROL
AND PREVENTION

July 1995

HIV/AIDS
PREVENTION

Women, Children, and HIV/AIDS

CDC tracks HIV infection and AIDS in two groups increasingly affected by the epidemic—~ women
and children--through a number of surveillance programs. Information on the status of HIV/AIDs in
these groups is critical to pian and evaluate prevention programs, to determina health care resource
needs, and to better target services and care to those who need them.

Women and Children Increasingly Affected by AIDS

FIGURE 1. Number and percentage of AIDS cases among women aged 213 years =

Through December 1994, CDC received
rough December receive Unfled States, 1985-1994

reports of 58,428 cumulative cases of AIDS

among adult and adolescent women (13 years
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cause of death among women 286-44. And
AIDS is actually increasing faster in women -

than it ia in men. In 1994 alone, 14,081 0 L Lt RN L0
women were reported with AIDS. Women of 1985 1988 1987 1968 1680 1000 1081 1692 1863 1884
childbearing age account for the vast majority Vear

of those cases: 84% wera reported in women

15-44 years old. * Tha AIDS surveillance cess definilion was expanded in 1993.

In 1994, most women with AIDS were

infactad through injecting drug use--41%. But nearly as many--38%--were infected through
heterosexual contact with an infected partner. An additional 19% were initially reported with no
specitic HIV axposure. Historically, when these cases are Investigated, it is found that most of .
these women--68%--have been exposed through heterosexual sex. Heterosexual contact is the
most rapidly increasing transmission category for women. Comprehensive HIV prevention programs
for women must addrass thelr multifacetsd prevention needs.

The spidemic in children is clossly associated with the epidemic in women. CDC has received
reports of more than 5,500 cases among children who were infected with HIV through perinatal
transmission (from mother to child during pragnancy, labor, or delivery) or by breastfeeding. 'In
1984, 1,017 pediatric AIDS cases were reported, an 8% increase from the number reported in
1993, Of thesa, 92% were mothar-to-child tranamission. For HIV-infected women of childbaaring
agse, the possibility of perinatal transmission adds an additional important dimension to HIV

prevention.
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Raclal/Ethnlc and Reglonal Varlations

In 1994, women of color accounted for

~ more than three-fourths of all AIDS cases

among women: African-Amarican women
reprasentad 57% and Hispanic women
20%.

The Northeast accounted for the largest
percentage of AIDS cases among women:
44%. The South followed with 38%; the
West, 9% Midwast, 7%: and Puerto Rico
and U.S. territories, 4%.

Most women with AIDS were from urban
areas, but the South reported more than
10% of cases from smaller towns and rural
aress.

Of all AIDS cases among wamen, 61%
were reported from just 5 states: New York
(26%), Florida (13%), New Jersey (10%),
California (7%), and Texas (5%).

HIV infection in childbearing women varies
by region. From 1889 to 1993, prevalence
dacreasad in the Northeast from 4.1 to 3.4
per 1,000. In the South, It increased from
1.6 in 1989 to 2.0 in 1991, and has bean
stable since.

0= 2026321096:% 3

In 1883, an sstimated 7,000 HIV-positive
women gave birth in the U.S. That’'s 1 out
ot every 825 live births. Not every baby
born to an infected mother is also infected,
Without preventive treatment, the mother-to-
child transmission rate is 15-30%, or about

1,000-2,000 Infants In 1993.

AZT Can Reduce Parinatal Transmission

A breakthrough study last year showed that
some pragnant women who are infacted with
HIV but don’t yet have any signs of AIDS
can reduce the chances of transmitting HIV
to their babies by as much as two-thirds if
AZT therapy is bagun early in pregnancy,
continued through labor and delivery, and
providad to the child for the first € weeks of
life.

Based on these findings, the Public Health
Service (PHS) issued recommaendations in
August 1894 on using AZT t0 reduce the risk

. of perinatal transmission. And in July 1985,

to provide pregnant women the opportunity
to learn their HIV status as early in
pregnancy as possible, PHS issued guidelines
oalling for routine counseling and voluntary
HIV testing for all pregnant woman. |f
women do not raceive prenatal care, or if for
any reason their HIV status Is unknown at
the time of delivery, the guidelines

recommend that HIV testing be offered to them or thair babies at or shortly after delivery.
Implementing these guidelinas will reduce the number of children who get AIDS. Just as important,
tergeted pravention programs for women are critical for the heaith of both women and children.
The best way to prevent infection in babies is t0 prevent infection in women.

Evaluating Prevention Efforts

It ia critical that resources are directed where they do the most good. To do that, the impact of
prevention programs must be continuously monitored and changes made to most effectively target
messages and activities. And surveillance is essential to know where HiV infection is decreasing,
stabilizing, and increasing so that programs can be directed where they are moat nesded. In
collaboration with community-besed organizations, stata and local heaith departments, and other
federal and private-sector organizations, CDC is committed to ensuring that both the
implemantation and evaluation of HIV prevention programs for women and children continue to be

priorities in the fight against A|DS.
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CDC Guidelinas for HIV Counasling
and Voluntary Testing for Pregnart Women

The Centers for Disease Control and Prevention (CDC) has published guidelines that call
upon medical professionals to provide HIV counssling and voluntary testing for all
pregnant women.

In 1893 (the most recent year for which complete data ate available), an estimatad
7.000 HIV-infacted women gave birth in the United States. The prevalence of HIV
infection in woman giving birth was about 1.8 per 1,000, or about 1 in avery 625.
Asasuming an HIV transmission rate from mother to infant of about 15%-30%, about
1,000-2,000 HIV-infected infants were born in the United States in 1993.

For HIV-infected women and their infants to benefit optimally from AZT and other
medical traatment, it is important for women to know if they are HIV-infected before or
sarly in pregnancy. CDC guidelinas promote early HIV counsaling and voluntary tasting
to help women learn if thay are infected. This will enable women to seak and receive
the cara thoy need for themselves and for reducing the chances of transmitting HIV 10
their infants. If women do not receive prenatal care, or if for any reason their HIV status
is unknown, the guidelines recommend that HIV testing be offerad to the mothers or
their babies at or shortly after labor and dalivery.

Resaarch Showad AZT Significantly Reduces Mother-to-Infant Transmission

In February 1984, the results of the National Institutas of Health (NIH) AIDS Clinical Trial
076 were announced, indicating that zidovudine (ZDV, or AZT) could reduce perinatal
HIV transmission by as much as two-thirds in some infectsd women and their babias.
The results were reported in the New England Journal of Medicine in November 1994.

In August, the Food and Drug Administration spproved AZT use for pregnant women
and the U.S. Public Health Service issued guidelines on using AZT during pregnancy
(MMWR 19894,43(RR-11]).

The finding of a 67.5% reduction in HIV transmission is promising, and thers were no
sarious short-term side effects observed in the study. But several questions remain
unanswered. The trial included a select group of women in the early stages of diseasa,
who had not previously taken AZT long-term, and who had access to prenatal care. The
therapy may differ in effectivenass in women who differ from these characteristics.
Since researchers do not know exactly how the therapy preventad transmission, they
also don't know the effect of any therapy variations -- such as using AZT only during
labor or lataer in the pregnancy, or using it for a shorter time during pregnancy.
Moreover, scientists don't know about the long-term effects of AZT on both mothers
and infants. Researchers continue to seak answaers to these questions. NIH is
continuing to monitor the mothers and babias in the trial,

CDC Guidelines Facts 1 July 1995
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Coungaling for All Pragnant Women and Voluntary Testing Work

The combinad strategy of HIV counseling for all pregnant womaen and voluntary HIV
testing is already proving effective in several communitias. Voluntary tasting means that
after a woman raceives appropriate counssling from her health care provider, she is able
to make an informed decision about having a test for HIV. Studies show that when her
health care provider talks with a pregnant woman about the tast and what it means for
her and her baby, most women choose to be tested and then to be treated as their
doctor recommends. For example, in one innar-city hospital in Atlanta, Georgia, 96% of
women chose to be tested after being provided HIV counseling and offered voluntary
HIV testing as part of prenatal care.

Offering all women voluntary testing in the context of HIV counseling establishes the
trusting relationship between a woman and her health care provider that is essantial for
discussions about care and treatment options.

Although AZT therapy is not 100% affective and the long-term risks to both the mother
and her child are not yet known, the dramatic reduction in HIV transmission in the trial
dictates that evary HIV-infected pregnant woman should certainly be offered AZT
therapy to reduce the risk of transmitting the virus to her baby., Becauss of the
uncertainties, 8 womnan should make a personal decision about taking AZT only after she
discusses tha benefits and potential risks for hersalf and her child with her health care
provider.

For Morae Information

The guidslines, were published on July 7, 1995, in the Morbidity and Mortality Weekly
Reports IMMWR). CDC developed the guidelines in conjunction with federal, state, and
local health agencies, health and meadical organizations, and members of the affected
community. They were releasad in draft form in February and refined in response to
input raceived during a 45-day public comment period.

Printed copies of the *U.S. Public Health Service Recommendations for HIV Counseling
and Voluntary Testing for Pregnant Women® and “Recommendations of the U.S. Public
Health Service Task Force on the Use of Zidovudine to Reduce Perinatal Transmission of
Human Immunodeficiency Virus" (MMWR 1994;43[RR-11]) which has more information
about AZT wreatment during pregnancy are available from the CDC National AIDS
Clearinghouse (CDC NAC). Printed copias may be ordered by calling the CDC National
AIDS Hotline (1-800-342-AIDS). The Hotline can also provide information about any
AIDS-related issue. The guidalines are also available slectronically through the CDC NAC
On-line bulletin board as well as through other HIV/AIDS bullatin boards, inciuding the
Internet.

For specific informagion regarding the 076 Clinical Trial or any other HIV/AIDS clinical trial, call
the AIDS Clinical Trial Information Service (ACTIS) at 1-800-TRIALS A. For information regarding
treasmens and care of HIV infection and AIDS, including use of AZT in pregnant women, call the
HIV/AIDS Treatment Information Service (ATIS) as 1-800-448-0440.

CDC Guidelines Facts 2 July 1995
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Preventing Mother-to-Child HIV Transmission

Through December 1994, CDC received repons of 58,428 cumulative cases of AIDS among adult and
adolescent women (13 years of age and older) in the U.S. Women account for more and more AIDS
cases—they were only 7% of all AIDS cases in 1985, but jumped to 18% in 1994. AIDS is now the fourth
leading cause of death among women 25-44. And AIDS is actually increasing faster in women than it is in
men, In 1994 alone, 14,081 women were reported with AIDS. Women of childbearing age account for

Racial/Ethnic and Regional Variations

In 1994, women of color accounted for more
than three-fourths of all AIDS cases among
women: Affican-American women
represented 57% and Hispanic women 20%.

The Northeast accounted for the largest
percentage of AIDS cases among women:
44%. The South followed with 36%; the
West, 9%; Midwest, 7%; and Puerto Rico and
U.S. territories, 4%.

Most women with AIDS were from urban
areas, but the South reported more than 10%
of cases from smaller towns and rural areas.

Of all AIDS cases among women, 61% were
reported from just 5 states: New York (26%),
Florida (13%), New Jersey (10%), California
(7%), and Texas (5%).

HIV infection in childbearing women varies by
region. From 1989 to 1993, prevalence
decreased in the Northeast from 4.1 to 3.4 per
1,000. In the South, it increased from 1.6 in
1989 10 2.0 in 1991, and has been stable since.

the vast majority of those cases: 84% were
reported in women 1544 years old.

In 1994, most women with AIDS were
infected through injecting drug use (41%);
but nearly as many~38%--were infected
through heterosexaal contact with an
infected partner. Heterosexual contact is the
most rapidly increasing transmission
category for women. Comprehensive HIV
prevention programs for women must
address their multifaceted prevention needs.
For HIV-infected women of childbearing
age, the possibility of perinatal transmission
adds an additional important dimension to
HIV prevention programs.

In 1993, an estimated 7,000 HIV-positive
women gave birth inthe U.S. That's 1 out
of every 625 live births. Not every baby
born to an infected mother is also infected.
In fact, without preventive treatment, the
mother-to-child (also known as perinatal or
vertical) transmission rate is 15-30%, or
about 1,000-2,000 infamts in 1993.

Preventing Perinatal HIV Transmission: Community Planning Considerations 1
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AZT Reduces Perinatal Transmission of HIV

Last year, clinical trials in the U.S., Canada, and France conducted by America’s National Institutes of
Health and France’s National Institute of Health and Medical Research (INSERM) showed that some
HIV-infected women could reduce the risk of transmitting the virus to their babies by as much as wo-
thirds by taking AZT during pregnancy, labor and delivery, and by giving their babies AZT for the first 6
weeks after birth. For the first time--and the only time we know of so far—we can prevent HIV infection
with a drug,

Some Unanswered Questions

The researchers established that AZT treatment was effective and caused no serious short-term side-effects
for the mothers or infants. The NIH clinical trial included 477 women; during the study, 409 gave birth to
415 live infants. But several questions remain unanswered. The trial included women with HIV but no
symptoms of AIDS, who had not previously taken AZT long-term, and who received prenatal care. AZT’s
effects may differ in women who don’t match those characteristics. Researchers don’t know if there would
be changes in effectiveness with treatment variations, like using AZT only later in pregnancy or during
labor and delivery, or using it for a shorter time in pregnancy. And they also don’t know whether there are
any long-term side-effects for mothers or children. NIH continues to monitor both mothers and children in
the trial to answer these important questions.

But even with these unanswered questions, the finding that AZT treatment can reduce mother-to-child
Iransmission by two-thirds is a true prevention breakthrough. Women should have the opportunity to
choose whether to be tested and to choose whether 1o take AZT if they’re HIV pasitive. Information is

empowering.

CDC Guidelines to Fight PCP in Children

Pregnant Women Should Be

Counseled About HIV When pregnant women know they’re HIV positive,

and Offered a Test they can also take advantage of preventive treatment
for Pnewmnocystis carinii pneumonia (PCP) for their

To take advantage of this prevention babies. CDC guidelines issued in April 1995

opportunity for their unborn children, women recommend that all children perinatally exposed to
need to know they’re HIV-infected well before | FIV begin trimethoprim/sulfamethoxazole (TMP-
giving birth. AZT therapy should begin about SMX) treatment at 4-6 weeks and that HIV-infected
14 weeks into the pregnancy. That’s why new | infants should continue treatment until they’re 12
CDC guidelines recommend routine counseling | months old. After 12 months, treatment decisions
and voluntary HIV testing for all pregnant should be based on the child’s CD4+ counts and
women, as well as medical treatment before, whether s/he has had PCP.

during, and after birth. This approach has been
endorsed by the major medical and public health
professional organizations in the U.S., including the American Academy of Pediatrics, American College of
Obstetricians and Gynecologists, American Nurses Association, Association of State and Territorial Health
Officials, National Alliance of State and Territorial AIDS Directors, and American Public Health
Association.

2 Preventing Perinatal Transmission: Community Planning Considerations
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What Does All This Mean for Community Planning Groups?

Community planning groups may wish to examine their epidemiologic profiles to assess the extent of
perinatal tranamission in their areas, Trends in transmission among women should be analyzed as
specifically as possible to ascertain any geographic and racial/ethnic variations. A better understanding of
the epidemic among women will help target specific prevention activities so they are most effective in
reducing transmission.

Groups may also consider updating and expanding information about existing HIV prevention activities
that target women, including pregnant women and women of childbearing age. Resource inventories
should profile how existing providers of HIV counseling and testing services are incorporating information
about the effectiveness of AZT in preventing perinatal transmission, Also, groups may wish to expand
their resource inventories to profile all prenatal settings, considering whether prevention information is
available and accessible and whether HIV counseling and testing are available on-site or through referral.

A key component of comprehensive HIV prevention community

Where Do HIV+ Pregnant plang is a description of how primary HIV prevention activities

Womean Get Care Now? are linked to secondary HIV prevention activities (that is,
activities to prevent or delay illness in people with HIV

A recent ASTHO survey of states infection), including medical and social services. Community

indicated that prenatal HIV planning groups will want to understand fully the referral

counseling and testing and AZT patterns for HIV-infected pregnant women, and to identify any

therapy are hagpenmg most often potential gaps in service coordination and referral patterns.

a3 a collaborative effort between Groups should consider working closely with their jurisdiction’s

the state offices of HIV/AIDS and Ryan White group to understand the important linkages between
Family Planning or Maternal Child prevention and care activities, especially for women at highest
Health services. More than half the risk of HIV infection.

states responding reported they

have policies or programs in place The new information on preventing perinatal transmission

that addr ess Ehe health care needs should also be considered by community planning groups as they
of HIV-positive women. These evaluate the effectiveness of interventions to meet priority
programs are typically referrals to prevention needs. Groups may wish to consider whether to
hospitals/consortia and Ryan White §  offer a targeted media campaign to make sure women get the
CARE Act programs. information they need, whether counseling and testing services
should be enhanced, whether referral mechanisms need to be
strengthened or expanded, or whether other prevention
interventions should be initiated or enhanced to ensure that pregnant women have every opportunity to
know their HIV status, to understand the possible risks and benefits of AZT therapy, to take AZT if they
choose so they can reduce the rigk of HIV transmission to their babies, and to ensure their babies get the
care they need after birth,

Want More Info?
The Morbidity and Mortality Report has carried the guidelines for AZT during pregnancy (MMWR
1994,43[RR-11]), routine counseling and voluntary testing (MMWR 1995;44[RR-7])), and PCP
prevention (MMWR 1695,44[RR-41). Call the National AIDS Clearinghouse: 1-800-458-5231.

Preventing Perinatal HIV Transmission: Community Planning Considerations 3
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HIV/ AIDS

PREVENTION

Prevention Communications
Division of HIV/AIDS Prevention

CENTERS FOR DISEASE CONTROL
AND PREVENTION

FACSIMILE TRANSMISSION
TO: Richard Sorian FROM: Lydia Ogden
Prevention Communications
Phone No.: 202/632-1204 Phone No.: 404/639-0956*
Fax No.: 202/632-1096 Fax No.: 404/639-4333

*Toll-free, 24-hour message service:
Phone 1-800-447-4784, then dial 329-1659

Date: 01/31/96 Number of Pages: / /
(Including this page)

Subject: Info on C&T guidelines

Comments: This is more than you asked for, but I thought it might be useful.... Hang in
there. LO



-

17-12-95 07:19PM  FROM OASF~ HEWS DIV

SSRVIC,
',“ 5. o
& Y
L J
g
ﬁ C
>
)
\ v
4«,#
Wvaya

(2 / /7.

DATE:

10 34562379 FloL/0s

FAX
TRANSMISSION

U.S. Department of Health and Human Services
Office of the Secretary |

TO: \‘\:\_Jég(.x( (/ /Q{-L—:\

FAX:
PHONE:
i’ 7 ~
[ i X o
FROM: / Gl a A A
Press Office, OASPA
Phone:  (202) 690-6343
Fax: (202) 690-6247

TOTAL NUMBER OF PAGES TRANSMITTED:

COMMENTS:

200 Independence Avenue, S.W., HHH Bldg., Room 638-E, Washington. D.C. 20201



12-12-95 07: 1974 FROM GASP4 NEWS DIV 10 94562378 PO0Z/004

5
They package those attacks in a bunch of focus-group-tested
half truths designed to keep the public confused long enough to

allow the legislation to pass.

And they have tucked away dozens of special interest
provisions that give the illusion of softening the blow of these
policies on our nation's health care system.

But the President and I have been working hard to make sure
that members of Congress and the people of this country recognize

the truth about these proposals.

Let me start with Medicare. ‘The truth is, the Republican
proposals would severely undermine the stability of the Medicare
program and endanger the care that senior citizens and people

with disabilities now receive.

I was amused to see Haley Barbour, the chairmaﬁ of the
Republican National Committee, offering a million dollar reward

to anyone who can prove the Republicans are cutting Medicare.

I called June 0'Neill, the director of the Congressional
Budget Office, and told her she should call the RNC right away to

collect.
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But the people who are really going to need Mr. Barbour's
generosity are the millions of senior citizens who are going to

pay more and get less under the Republican Medicare scheme.
Because that is exactly what the GOP plan offers.

It would require senior citizens to pay an average of $140
dollars more in premiums every year and provides them with

benefits that are worth $700 dollars less.

The Republican plan socks senior citizens with a one-two

punch that will leave many of them reeling.

They increase out-of-pocket costs for beneficiaries by $50
billion dollars over seven years and they reduce spending by $220

billion dollars during that same time.

But beyond the numbers, the Republican Medicare plan
contains a serles of policy decisions that would cause permanent

damage to this vital program.

The Republican sponsors say they are preserving the
traditional Medicare program for any beneficiary who wants it.
But at the same time they say that very program will "wither on
the vine." Which is the truth?
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" {mportant message of all, to continue to listen to people with HIV,
to affected communities, to thelr care providers and their loved
ones, and to work with all of us to be here for the cure.

Thank you again. (Applause.)
THE PRESIDENT: Thank you.

I want to ask one brief question, if I might. One of
the difficulties that we have in dealing responsibly with this issue
involves the dilemma that you just laid out when you said we ought to
have voluntary testing, not mandatory testing. And the issue is most
clearly represented with the whole question of pregnant women now
given the advances that have been shown. I‘ve studied the CDC
guidelines; I think they’re -- they make sense to me. I think the
rest of us who don’t knhow the facts ought to follow people that we
hire to make these judgments. You know, if there’s -- it makes a lot
_gt sense to me., (Applause.)

But you just said that there were 14,000 people that
needed your services, and only 10,000 wers getting them and we had to
find a way to get more people to get voluntarily tested. So how do
wve close the gap between 10,000 and 34,0007 What can we do? What
can you do? What can the rest of us do? That’s what’s driving this
vhole mandatory testing thing. 1It’s not the notion that people are
out there hiding, trying to avoid getting testing; it’s that there’s
this huge gap and that society 1s being burdened by it, and so are
these people. So how do we close that gap?

Q@ I know other speakers today will address, this but
let me start. Mandatory testing not only will not address this
problem, it will further drive people avay and be a disincentive to
their coming into care. (Applause.)

THE PRESIDENT: So how do you do it?

Q Mr. President, let me pick the single example of
pregnant women. At Cook County Hospital, we have a program with our
Ob-Gyn physicians in community health centers to engage pregnant
wvomen and wvomen at risk of HIV in voluntary HIV counseling and
testing. We have an exceptional compliance, well ovar 90 percent,
with those efforta. You could not improve, and should not jimprove --
you can’‘t force or use coarcion in this kind of a public health
problem. The first principle of public health is to engage the
support and cooperation of the people.

There are many other creative strategies to reach people
at risk. I think that Eileen and Sean have spoken to them, and I
know you’ll hear about more today.

M8. FLEMING: Mr. President, Phill Wilson was in the
services workshop. He is the public policy director at AIDS Project

los Angeles, and an eloquent spokeaperson on behalf of people 1living
vith HIV.



i JUL-@87-1995 14:51 FROM  PEDIATRICS 70 S12821567131 F.vl
. \ American
Academy of
Pediatrics

141 Narthwest Point Bivd |
PO Box 927 : *
Elk Qrove Village, IL 60009-0927
Phone /08/228-5005

Fay 70R:/22R-5097

|
July 7, 1985 !
|
Reply To: To: Kargn Guss
IsZ.C , MD :
Chairperson, District ' The White ﬁquse
St. Lukes | Rooseven Domsstic Policy Council
100:::nm Avenue FAX to 202i'4 56-7431
Ne;jrs;grls(.ogdr 10019 _ |
2 - ; -
! From: Louis Z Cdoper, MI%’A(Q\C
Re: Impact of M;andatory HIV Testing on infant Mortality
Precident . .
Ge:;g:g. Comerci, MD To follow is the ¢ cellent{analysis of the potential impact of mandatory
Vice President perinatal HIV testing on outcome of pregnancy in NY State. This material
Maurice E. Keenan, MU has not been relepsed broadly, but was presented by then State
Sif;l'i'ﬁs;?,i?hn Health Commissigncr ChLa*sin to Governor Cuomo's Task IForce on Life
Exeeutive Director and the Law. | had the opportunity to discuss this issue with that Task
Joc M. Sanders, Jr, MD Force. | am unaware of what has happened to this group since the

change in admini tratlom
Board of Directors

Gilbert L. Fuld, MD
Koorn Now Hampehiro | believe this material stronqu supports wisdom expressed by the new

Louie 2, Coopor. MD COC recommendations and the Policy Statlement vn Perinatal HIV

New York. New Yark Testing of the Amierican Academy of Pediatrics. | look forward to hearing
3usan Aronson, MD from you as we &l try to pchieve public understanding and full

Narpann, Pennsylvania implementation of the rccommendations.

Joseph R. Zanga. MD : .

Ricnmond. Virginia

Rulett E. Hainetianu, MD
Lafayefte, Indiana

1

|

t

E

T. omas F. Tonniges, MD |
Hastings, Nebraska |
\

Cargen Jonnston. MO
Birmingham. Alabama

Donald E. Cook. MD i
Greeley, Colorado

| @onard A Kutrik MDD
San Diogo, Califoraia

Tihe Alnerican Academy of Pediatrics is committed to the attamment of optmal phyzical,
© Mentan ana social neann for all Infantg, children, goolescents. and young acults.
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IMPACT JF MANDATORY HIV TESTING
ON HIV T NSHISSION AND ON NEONATAL MORTALITY
i
| |
Assumptions Related to HIY TraAsmission
L ‘ !

1. Rdughly 1600 HIV# women give birth annually in New York State. and
currently hailf of themlrece1ve no prenatal care (PNC}.

2. Aggressive outrehch wi#1 reduce the number of women who receive no
prenatal care by| 10% (Jables 1, 3, and 5) or 20% (Tables 4 and 6).

3. With improvements in HIV counseling and testing protocols, the
percentage of women tested will double:

- from 35i tp 70% {n PNC;
- from 20% tp 40% in the OB Initiative.
. |
NOTE: Currently| 73% of women in PNC receive HIV counselling, and 48%
of counselled women cogsent to testing. Thus the proportion of all
women in PNC who receive HIY testing is 35%.

4. TAELE 1: Al]fuohen who know that they are HIV+ and who are in prenatal
care will take zidovudine (AZT), and none of them will breastfeed.
Their mother-to-ichild ﬁIV transmission rate will be 8%.

TABLES 2-6: Onlly 85% of known HIV+ women will take AZT.

5. Thé transmission rate during pregnancy and birth for those who do not

take AZT is 25%. | :
| | |
6. The rate of natal transmission is 15% among those who breastfeed.

oF HIV+ women will breastfeed unless identified as

not to]breastfeed. None will breast feed if advised
of HIQ+ women will breastfeed unless identified.

|
a Ross Laboratories survey of breastfeeding indicate
ctive promotion of breastfeeding, only 37% of
w-income women breastfeed. Furthermore, NYS AIDS
dicatel that two-thirds of mothers who transmit HIV
ir infants are intravenous drug users, and all drug
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ly discouraged from breastfeeding due to concern about
the iqfant. An informal survey of NYC providers who
K womeT suggests that the actual breastfeeding rate in
pup islless than 10%.

)
|

v test1ng done at birth (through the 0B [nitiative or

testing) will be available in time to prevent
ted to|breastfeeding. In fact, since results would

until severa] weeks poastpartum, HIV testing at the

1d probab]y reduce but not eliminate transmission via
the projections that follow overestimate

natal *orta]ity

Assumptions Related to Ne
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77,000 with late
with early PNCf(b

|
based on 290,000 births/year: 7,000 with no PNC,

(2nd of 3rd trimester) entry into PNC, and the rest
ased roughly on 1992 birth certificate data).

]
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are late in pregnancy, while outreach to those who
Jate care will bring them into care early.
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|
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TABLES 1 and 2: ~Prov1dnng prenatal care to women who now get none will
make their risk ¢f low pirth weight and very lTow birth weight
aquivalent to th rates for women who row receive orenatal care, e,
it will eliminate all of thewr excess risk.

TNBLES 3 and 6:

, Provxdnng PNC to women who now get none will eliminate
half of their ex

ess rusk of LBW and VYLBW.

possible to measure the impact of prenatal care
of the differences in outcomes between women who
Y andgthose who receive none are not due to the PNC
, but ito underlying differences in the groups of
hese qlfferences -- e.g. age, race, SES, smoking, and
ght -- can be accounted for in studies of prenatal
rtant [factors are much more intangible or hard to
ess oﬂ the pregnancy, motivation to practice healthy
pport, drug use. Despite these gifficulties there is
hat prienatal care has a beneficial impact on pregnancy
1 studies have shown, moreover, that the impact of
is greatest among the most disadvantaged women.
n who lare already healthy and well-nourished may gain
benefit from PNC. Poor women whose baseline health
rginal have been shown to benefit significantly from
nutrﬁtiona] support, psychosocial counseliing, and
that are part of comprehensive prenatal care. Because
de of ithe impact of PNC cannot be measured, most of
ollow lassume a moderate impact, as described above.

NGTE: It is not
precisely. Some
receive care ear
visits themselve
women. Some of
pre-pregnancy we
care. Other im
measure: wanted
habits, social s
strong evidence
oytcomes. Sever
comprehensive PN
Middle class wom
1ittle additiona
status is more m
the medical care
health education
the exact magnit
the models that

fic neonatal mortality rates (per 1000 live births)
hweigHts under 1500 grams; 11.6 at birthweights
and 12 at birthweights of 2500 grams and above (based
ta). |

|

Birthweight speci
are: 252 at bir
1500-2499 grams;
on 1393 SPARCS d

Assumptions about Avoidante of Prenatal Care

1.

|

Vo1untary HIV testing ﬁrograms will have no impact on prenatal care
attendance rates|. ;
H@men who do not perce1ve themselves to be at risk for HIV infection
will not be affected by mandatory testwng

Out of 290,000 b1rths/year in NYS, approx1mately 44,800 women will
perceive themselves toibe at risk for HIV, either because of drug use
(11,200--reported on 1992 birth cert1f1cates) or because of sexual
behavior (three ftimes the number of drug users--see note).

Ten percent (4,480) oflthese women currently receive no PNC, and an
additional 30% (]13,440) receive late kare (based on birth certificate
data about PNC riates among drug- users)
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to data from the NYS AIDS Registry, half as many
h are infected through heterosexual exposure as
e }Q]S model assumes that many more women will
; are at sexual risk of HIV infection, but there are
pn this specific issue. '
|
testing is implemented, a small fraction of the 40,320

ho currently do get PNC may avoid care because of fear
HIV status.

I
s were calculated assuming that 0%, 1%, 5%, and 10% of
pmen wou1d be deterred from rece1v1ng prenatal care by
testIWg

umbia Un1versrty study of RIV counselling in NYS's

family planning

turned down offerjs of HIV testing.

those who refuse
status.
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infection.
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d prepatal care programs found that 50% of women
. The chief reason given (by 40% of
testxng) was that they did not want to know their HIV

The perclentage of women who refused testing was highest (70%)

rceuved themselves to be at high-risk for HIV

, women at high risk of HIV infection are assumed to
k of LBW as other women receiving equivalent PNC.

|

ect ofimandatory testing is all-or-nothing: women may
Y, but:they will not simply delay entry into care.

|

|
orn testing may also lead to an increase in unattended
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w York: State Depanmer{t of Healrh collects data on births
k through binh and death certificates. Birth cenificates
data on such issues as date of entry into prenatal care,

s, healt;h risk factors for mother and infant, and

i
I

Lni'ng ar!1d Resource Cooperative System) is a rich database

all hospital discharges in New York State. Because

is Iinke'd to SPARCS, this database provides a very

nahzatlons including data about diagnoses, dxscharge

nd limited demographic information. Since over 95%

tals, it prowdes a useful complement to vital records data
|

designated as "reporta
clinical laboratories, a

NYSDOH of all individualls with those diseases.

egistry — Several dozen communicable diseases are

le" in New York State, meaning that health care providers,
local health departrments are required to inform the

AIDS (but not simply HIV

infection) is a reportabl disease. The AIDS Registry contains. information on all
individuals with AIDS ponedl to the Depantment, including age and source of

infection (e.g. intravengus drug use, heterosexual contact).

transmission is respons
Registry also includes d
AIDS.

Since mother-to<hild
ble for the vast majority'of cases of AIDS in children, the
ata on the mother’s soutce of mfectnon in cases of pediatric

|
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the fraction of varia
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adequate),

a 7% risk of delivering a very

have a 1% risk. Models 1 and

women who currently receive
10 1%.

disinterest in the pregnancy, d

?Proportion of women wit

adequate care in the future:be

SAHl mbdels assume that wj

i L
- Zidovudine Effectiveness of | Effectiveness of | Breastfeeding
‘acceptance r% te | prenatal care' outreach’ rate among
among HIV { | HIV = women
pregnant i unaware of
women ! their HIV
| status®
Model 1 100% : All TOo./o 10%
Model 2 85% Al 10% 10%
|
Model 3 3 85%: | Half 1.0% 10%
Model 4 85% | Half 20% 10%
Model 5 85% | Half 10% 20%
: : |
Model 6 | 85% | Half 20% 20%
j ! —

The other models assu
only eliminate half of their.ex¢
excess risk attributable to inhe

Ve dlrferent amounts of prenatal care (none vs. late vs.

tion in 'Iow -birthweight rates that is attributable to

tal care, For example, women with no prenatal care have

low birihwecght infant, while women with adequate care
2 assume that provudmg adequate prenatal care for

none can eliminate all their excess risk, reducing their risk

me that providing these women with adequate care will
ess rlslq (reducing their risk to 4%), with the remaining

rent differences in the wjomen e.g. poor nutritional status,

rug useﬁi

1 late or no prenatal care currently who will receive more
cause of outreach efforts;

|
omen who know that they are HIV+ will NOT breastfeed.
i
|
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Summary or Resulrs

If mandatory HIV testigg deter'-: women who are at high risk for HIV infection from

obtaining prenatal care, the ré
may outweigh the number of
shows the "break-even point”
equals the number of cases o
fraction of women at high risk

'

=<ulnngnnCreased number of neonatal deaths due to LBW
cases of HIV transmission prevented. The following chart
at \whigh the number oflexcess neonatal deaths due to LBW
HIV tr?nsmnsmon prevented -Percentages represent the

for Hl}, infecticn who are deterred from prenatal care.

\

|
|

'Breake\ en’” pomn for mandatory
; : newborn testing
(i°o of high-risk women deterred
.from receiving grenatal care)
|
Model i 1.1%
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e :
Do : |
- |
 |Mandatory HIV Testing
Newborn 1

ing: LBW deaths vs. HIV cases.

- Z

—~ YD -

4% 5% 6% 7% 8% 9% 10%

° Modelzj ¢ Model 3

- Model 5| ' = Model 6




JUL-@7-1995 14:55 FROM PEDIRTRICS T0 912024567431 P.12

Figure 2./ Net effect of mapdatory.prenatal HIV testing: {B\W deaths vs. HIV cases,
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- Embargoaed for Rolease| Contact: Public Heaith Service
Thursday, July 6, 1898, 4 p.m. Centers for Diseese Control
- and Prevention .
Office of Public Affairs {404) 838-3286

| CDC Urges HIV Co'hnsallng and Voluntery Testing for All Pregnant Woman

Tha c.ntm for Diseake Control and Prevention {CDC) publishad guidelines today that
"  csll upon mod.xcel professjonals to oﬂer routine HIV counsehng end voluntary testing to
.all prcgmnt woman in the United States. -
| The U.S. Public: HeaILL Service (PHS) guidelines were developed following a National
' Institutas of Health (NIH) Ltudv (ACTG 076) demonstrating that pregnant women can
reduce the chances oi transmitting HIV 1o their babies by as much as two-thirds If
2idovudine -'(Z,DV or A2T) therapy ia initisted at 14 weeks or a8 soon 8s possible
. thbregftar during proanam:y. continued through labor and delivery, and provided to the
B no_w.bc_srn. for the first € weeks of lifa. According to CDC, this study offers snother
gtrong fenﬁn for women o seek sarly prenstal care, and as part of that cars, 10 learn

their HIV stntq,s.

"Ws hisve witnesesd &n vnprecedentad breakthrough in HIV prevention,” said CDC

Director ngid Satcher, MID, M.P.H. "Our challenge is to translate tha science into
sction and provide fbr anj pragnant woman who may be HIV-infacted the bast chance
of pfeVnnting_tyansmiaalo to her child.”

: To g‘ﬁré -bab.iaé the best chance for a haalthy Iife, frag of the AIDS vitus, HIV-infeotsd
' woﬁon must be resched as early in pregnancy as possible. To achisve that, PHS

-Maore-
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' quldélinoo nqommenﬂ rvlutlne HIV counseling end voluntary testing for ail pregnant
. V\}o'men K stratégy tth has olré'ady proven effective in sevsral communities |
-,"naﬂdnwide. "In one inheLcity hospital in Atlants, Georgia, f¢.:r example, 86% of wofnen
' cho\s'o to be tested after being provided HIV counseling.
(. wornen do not re live prenatal care, or if for any reason their HIV status is
. unl@howh 8t tha time of Lalivarv. the Q’Uidelineo elso recommend thet they be offered HIV
toating for ihe_msolves or| their bubidsl shortly 'amr birtp. |
An estimared 7,000 MIV-infected 'women.givo birth in the United States each year.
Absent AZT _tharapy, the HiV trshsmiasion rate from mother to infant is about 16-30%.
- Based ﬁn-'thli trensmigsian rate, about 1,000-2,000 HiV-infected babies are born
snnually.
- "Ultimately the bast way to prevent infection in bables is to prevent infection in |
wo;fnln, L we must, and will, continue to focus on targeted prevention programs for
wbrﬁen," said Melene Gayle, M.D., M.P.H., scting director of the CDC’s newly |

- established canter for HIV, STD and TB prevention. “We must also resch pregnant

) Qv-orrign who sre infacted and give them the opportunity to improve zh.olr health and te
' hrptqoijfhﬁ'!r bjbiu from lerinatal transmission. To do this, we must begin by offering
Hlvicour.ls'eling' and 'volunla'ry'gestiﬁg 10 8l pregnent women.” -

' G_iyle mqssad, howovrr, that counssling and testing alone cannot prevent mother-
to-infant transmission. "Simply knowing 8 woman Is infected will ot prevent
transmlui'on.bf HIV to her bsby. To reduce ths chances of transmission, we muat
provide ongeing treetment and care, inclﬁding AZT therapy.” said Gayle.

' 'Publll_c heaith and medical professionals believe that voluntary testing is sssentisl 1o,

-Mare-
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.oa'_t'abllslh tho trusting pe}tient-provid'or relatienship necessary for womo:n 10 Make
_ complei decisions about care for themselves and their babies and to follow tHrOugh with
tmtmont |
The U. S. Publfc Health Sarvice Recammendations for HIV Counseling and Voluntary -
Tnting for Pregnant Wamen are being published in the July 7, 1995, edition of the |

" Morbidity and Mortaiity Weekly Report. CDC developed the guidelines in conjunction

with fodem, swate, and locsl health agencies, health and medical organi2stions, end
members of affected cor[munmas |
Ad publnc health and Lodlcal professionals prepars to implemant the guidelines, the
PHS I8 taklng stepa 10 orlsure that they are rapidly adopted and to evaluste their
effoctivaness
“To prevent the contiauing toll of HIV/AIDS .én woemen and children, we must work

together 1o davelop policies snd programs thet provide womsn both opportunities for

prevention and access to|nasaded services en'd. care,“‘ seid Gayls.

AR
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~ CDC URGES ALL PREGNANT WOMEN TO TEST FOR HIV

If ybu 'iro ﬁrqgnant, thc Canters for Digsease Control and Prevention (CDC) urges you to
~ get tastsd for HiV, the vitus that causas AIDS. Recant medicsl advancea from the

National Institutes of Héllth show that if you are iﬁfacted with HIV, esrly giagnosis and

trestment with AZT ma)L greatly reduce the chance of transmitting MIV to your baby.

~ The AIDS virﬁa_can 'b_e Aasso'd from a mother to a8 newhom during pregnancy, labar and
, ,dellvarj. as well a8 thro(h'gh breast-feeding.

“An estimated 7,000 women Intected with HIV give birth every year in the United States
and about 1,000-2,000 bebies are born infected. With AIDS cases among women
‘growing st ahout 17% 8|year, more babies may be st risk for HiV. Howevar, if HIV is
‘detectad eerly in pregnancy and a trestment regimen with the drug A2T is followed,
hundreds. of HIV infectio+s from mother to child mey be prevanted each year.

Becauss of this trcmendJua prevention opportunity, the Public Health Service has issued
guidallh'n oollling'for' medical professionals 2o provide routine counseling and offer
VAIuntah/ HIV testing to ail pregnant womsn. Research shows that most women choose
to'be_:toeted- aftsr theyl di | cuss with their physiclans ths possible implications of RIV
infection tor themssives dnd their babies. |f womsn do not know their HiV status when
thay go Into labor, they should be offered HIV testing for themsalves or their babies
shortly after their baby is born.

Learning your HIV status oarly is important, and will sliow you to receive care you may
ne_ed' and to make !mpoant decisions about the haalth of your baby.

For more Information about HIV and AIDS, call the CDC’s National AIDS Hotline 8t
- 1-800-342-AIDS or (Spanish Service 1-800-344-SIDA)} and (Hearing Impaired Service 1-
~ 800-243-TTY). | |
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HIV Survey of Childbearing Women This CDC survey has been
conducted since 1988 to monitor the trends of HIV infection in
childbearing women, children, and indirectly, heterosexual HIV
transmission. The individual identities of newborn blood samples
are removed prior to HIV testing. Because the survey design is
population-based with identifiers removed, and no extra blood is
drawn, it has passed national and state IRB (research review
boards) and a careful Institute of Medicine review. It also
conforms with World Health Organization standards. Forty five
States, DC, Puerto Rico and some territories participate.

ACTG 076 Findings and CDC Guidelines The results of the NIH ACTG
076 trial showed that maternal transmission of HIV could be
prevented in two thirds of pregnancies when mothers received AZT
during pregnancy, at delivery, and their newborns received AZT
for the first 6 weeks. This is the first example of preventing
HIV transmission. CDC first issued draft guidelines in February
recommending all pregnant women be counseled and be encouraged to
accept voluntary testing. Parents whose newborn’'s status is
unknown should be counseled and encouraged to get their infant
voluntarily tested.

The final U.S. Public Health Service Recommendations for HIV
Counseling and Voluntary Testing for Pregnant Women are being
released July 8, 1995 endorsing the CDC approach. These were
developed over 2 years in conjunction with State and local health
agencies, American Academy of Pediatrics, American College of
Obstetricians and Gynecologists, other professional health care
provider organizations, and members of the affected community.
They have been widely endorsed.

Opportunistic Infection Guidelines Many infants with HIV
infection present with pneumocystis carinii pneumonia in the
first 6 months of 1life, a serious and sometimes fatal illness.
CDC issued new guidelines in May 1995 recommending early
prophylactic treatment with antibiotic for all newborns suspected
of being HIV positive. To prevent pneumonia during this high-
risk time, treatment should be started during the first few weeks
of life.

Ackerman Legislation Cong. Gary Ackerman (D-NY) introduced
legislation with co-sponsors (predominantly Democratic) to
require CDC to unblind, or notify, the legal guardians of
children who test HIV+. In 75% of cases, the infant will be
negative, but their mothers are HIV+. There is no requirement
for care to be provided to these babies. Transmission can not be
prevented at this time, as mothers who choose to breastfeed will
have begun this prior to test results being available.

Ackerman’s concern is that infants receive prophylactic therapies
to prolong the length and quality of their lives.



PHS Suspension of the Survey On May 11, 1995 Dr. Phil Lee asked
States to suspend the HIV Survey of Childbearing Women, until a
consultative process involving States, national HIV/AIDS
organizations, CDC Advisory Committee on Prevention of HIV
Infection, and other interested parties could be completed. This
review was merited in light of the new prevention opportunities
documented by ACTG 076 and the OI guidelines. Some public health
organizations are unhappy about suspending the survey during this
review, while others voice ethical concerns about continuing it
in its current format. A public meeting sponsored by the PHS in
Atlanta will be held July 11-12, 1995 on surveillance, counseling
and testing needs of women and children and linkages to systems
of care.

Coburn Amendment to Ryan White CARE Act Rep. Coburn is
circulating an amendment for the Huse Commerce Committee mark-up
of Ryan White. This would block States from receiving their
Title II funding unless the State passed a law requiring
mandatory HIV screening of all newborns whose mothers were not
tested during pregnancy. Each State is required to pass a law
prohibiting discrimination in health insurance on the basis of
HIV infection. Opposition to this amendment includes NGA, which
views this as an unfunded mandate, the insurance industry, and
mainstream medical groups who oppose federal mandates imposed on
patient-provider relationships. The vote count is unclear.

Quick Pros and Cons of Mandatory Testing of Newborns
Pros:

* Tdentify 100% of children exposed to HIV, 25% of whom will
develop HIV infection (1300 - 2000 infants/year)

* Jdentify children who need prophylactic medications
against PCP pneumonia early during high risk period

Cons:

* Too little too late, doesn’t prevent HIV transmission to
infants and diverts focus from prenatal counseling/testing

* Federal mandate is interpreted by NGA as an unfunded state
mandate

* Potential high cost to child custody systems if parents
refuse newborn testing and children must be placed under
State protection

* Viewed as extreme government intrusion on medical practice
by groups such as the AMA, etc

* Mandatory testing is fruitless unless HIV+ children are
provided follow-up treatment to improve their lives.
Testing strategies must be linked to care.

* Tdentifies HIV+ mothers without their consent, risking
their alienation from the health care system for both
their own care and that of their child



PHS Two Key Responsibilities The primary goals of PHS must be:

* To prevent new HIV infection at every opportunity and
reduce the morbidity associated with HIV.

* To monitor the trends of the HIV epidemic within the USA,
the demographics of affected groups and modes of
transmission, so that effective prevention strategies can
be designed and resources for health care needs projected.

Preventing HIV Infection The most effective public health
strategy we have to prevent new HIV infection in children is
counseling pregnant women and offering them voluntary testing and
appropriate care. Research shows that done well, over 90% of
pregnant women accept HIV testing. Populations often at highest
risk for HIV are often poor, engaged in substance abuse, or
mistrustful of health care systems; to effectively reach these
women and engage them in the necessary, and complex, treatment

regimen they must follow, health providers need to engage -- not
alienate -- them. A threat of mandatory testing for the mother
or her baby can drive women away from care --- losing the

opportunity to treat both the mother and the baby. The CDC
guidelines on counseling and testing support this voluntary
approach, and their implementation is a high priority.

Individuals concerned about the "rights of the child" need to
recognize that the participation/cooperation of parents and
caregivers is essential if children are to receive needed
medications at home. The best way to treat a child is to involve
the family. The debate must be based in public health science,
and not argued as a civil liberties issue. Rights are an
abstract concept while the need for medical care necessarily
involves the family. Alienating families ruins this opportunity,
unless children are removed and placed under protective custody -
- a drastic move no one has proposed.

Monitoring the Epidemic Conservatives and public health groups
agree that there is a critical need to have good data about the
demographics of HIV across the country, if we are to contain the
epidemic. There is anger among some that the CDC survey, the gold
standard, has been discontinued. It is wvital to act quickly to
reinstate some form of monitoring tool, for both public health
and political reasons. The PHS public meeting on July 11-12,
1995 will review different surveillance options and identify that
which is most appropriate to support monitoring implementation of
076 guidelines as well as meeting surveillance needs. Findings
from this meeting will inform PHS considerations of how best to
meet surveillance needs, with a decision on new surveillance
approaches to be made by early Fall.
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THE WHITE HOUSE
WASHINGTON

July 5, 1995

MEMORANDUM FOR . VERVEER AND JENNIFER KLEIN
FROM: Patsy Fleming

SUBJECT: Proposed column on HIV testing of newborns

cc: Carol Rasco

T am pleased that the First Lady wants to do a column on an AIDS-related issue. It would be
valuable to use this forum to educate the American peopie about the real progress we have
made in preventing perinatal transmission of HIV.

T am concerned, however, about the proposed focus of the column being on the issue of
mandatory testing of newborns ~ as opposed to emphasizing the Administration’s support for
a comprehensive program of prenatal counseling, testing, and services to prevent HIV
infection., The latter is the real answer to pediatric AIDS and would benefit greatly from
leadership from the highest levels of the Administration to be sure that we do indeed
implement a comprehensive program. Injecting the issues around mandatory testing of
newborns poses several policy and political issues that would make the President and his
Administration vulnerable at this time.

® An early column on this subject would appear to preempt a decision-making process to
which the Administration is already committed. When the CDC’s seroprevalence survey of
childbearing women was suspended, the Public Health Service committed to a consultation
process on newborn screening, among other issues. This will be followed by
recommendations from the PHS to the Secretary of HHS. That process is under way - a
public meeting is being held in Atlanta on July 11th and 12th. One of the strongest
criticisms of previous administrations on AIDS issues was that politics interfered with public
health. We should at least await the formal recommendations of the PHS before moving
forward.

® The Administration could be vulnerable to criticism that it is focusing on a mandatory
approach without having fully developed a response that would implement the guidelines on
voluntary prenatal testing. Those guidelines have received wide support. We have an
obligation to let people know that we are doing everything we can to implement them. We
have begun that process, but frankly, we are not all the way there. For example, while
HCFA has mandated that all states cover AZT therapy for infected pregnant women, we
have not yet convinced HCFA to mandate coverage of the counseling and testing that would
determine who needs AZT therapy in the first place.
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. Endomement of mandatory testing at this time would send a mixed message about the
intentions of the government. This could actually undermine the success of voluntary
prenatal testing. -Many women may not understand the distinction between a policy of
~ voluntary prenatal testing and mandatory newborn testing. The result could be that they shy
- ;away from prenatal care -- undermining our primary objective of preventing perinatal
~ transmission.. We have considerable history with confused messages. For example, after
years of advertising and education campaigns, far too many Americans still believe that HIV
can be transmitted through donating blood because of the publicity around transfusion-
-associated ATDS and the transmission of HIV through sharing needles.

- @ Supporting mandatory testing of newborns opens 2 series of questions we are not yet ready
to answer. Do we mandate treatment of the newborn? Do we assure payment for that
- treatmenit? Will this be used as a threat to the custody rights of the mother? (And if so,
when three-fourths of the babies tum out to be uninfected -- as they will -- what do we do
then?)

' ® Finally, the AIDS community’s response to this will be extremely negative and hostile. It
is one thing to accept an amendment that requires mandatory testing on a bill that everyone
wants to see signed; it is quite another to take the lead on this issue. Certainly the
gay/lesbian portion of the AIDS community, which has been disappointed with the
Administration’s response on a number of gay/lesbxan issues, would consider this a major

" step back from commitments made in the campalgn to oppose mandatory testing. I do not

doubt that as the science advances there is going to have to be a rethinking of some of our
views on testing, but this may not be the time or the forum to do so. Significant consultation
with the community should precede such a step.

In sum, if there is to be a column on AIDS, it is my hope that it will focus on the
implementation of the voluntary prenatal testing guidelines. This is not to say that the issue
of what to do about those newborns whose mothers have refused HIV testing should not be
addressed. Nor is it to say that this does not pose very challenging ethical and policy
questions. However, I believe at a time when this issue is the source of such confusion and
hot debate, it would be better for us to focus on the positive things we can and should be
doing to prevent perinatal transmission in the first place.

.- If T can-be of any 'addiﬁoxial help on this matter, please let me know. I would be glad to
discuss these concemns directly with the First Lady if you think this would be helpful.



FIRST LADY HILLARY RODHAM CLINTON
PEDIATRIC AIDS FOUNDATION PSA CAMPAIGN KICK-OFF
THE WHITE HOUSE
MAY 22, 1985

[NOTE: Acknowledgment of Stephanie Amande (almond-a) (HIV-
infected mother) comes at the end.]

[Acknowledge Patsy Fleming, National AIDS Policy
Coordinator.] Thank you all for coming, and thank you for the
contributions you are making in the fight against pediatric AIDS.
I'd like to say a special thanks to Susie Zeegan and Susan
DeLaurentis for their tireless leadership of the Pediatric AIDS
Foundation and of the PSA campaign we are here to unveil. I sent
a letter to be read at Elizabeth’s memorial service and in it I
wrote that we could best honor her by continuing her mission. As
many of you know so well, Susan and Susie do this everyday, and
this PSA campaign is just one example of their tremendous work.

Nobody fought harder and did more in the fight against
pediatric AIDS than Elizabeth Glaser. And nobody fought with
more dignity and courage. When Elizabeth discovered that she had
contracted HIV from a blood transfusion after the delivery of her
daughter Ariel, she could have given up. When she discovered
that Ariel and her son Jake, born 3 years later, had both
contracted the virus, she could have given up. And when Ariel
died of HIV infection at the age of 7, Elizabeth could have given
up. But instead of giving in and giving up, Elizabeth channeled
her energy and passion into the fight against pediatric AIDS.

The Pediatric AIDS Foundation exists because Elizabeth
refused to see herself and her children as victims of fate. She
lit candles of hope for children by igniting fires under
Presidents, Congress, bureaucrats, scientists and doctors. She
had tremendous success in mobilizing private support and in
getting Republicans and Democrats to work together against AIDS.
Elizabeth succeeded in part because she reminded us that everyone
is at risk -- wealthy or poor, black, white, red, yellow or blue.
But, more importantly, she succeeded because of her enormous
tenacity, compassion and grace.

Paul has continued the fight with a strong sense of
responsibility to Elizabeth -- and to other women and children
who may not have to live with HIV and AIDS because of the work
that Elizabeth and others began. Again, rather than giving in or
giving up, Paul worked ceaselessly with Elizabeth, and continues
their commitment to increase awareness about AIDS and raise funds
for research to find treatments and a cure.

The results of Paul and Elizabeth’'s dedication and devotion
are clear. When Elizabeth helped found the Pediatric AIDS
Foundation in 1988, there was no pediatric AIDS research agenda.
Since then, the Foundation has raised $31 million. It has



sponsored unique collaborations among government, businesses, and
private research institutions. Its Ariel Project brought
together key researchers and clinicians to find a way to block
transmission from an infected mother to her newborn child.

Of course, that is why we are here today. Because finally
-- as the public service announcement you see on display here
today says -- there is "some good news about AIDS." As you know,
last year, a study sponsored by the National Institutes of Health
found that drug treatment during pregnancy will significantly
reduce the risk that an HIV-infected mother will transmit the
virus to her child. About 7,000 HIV-infected mothers give birth
each year, and without treatment, about 25 percent of those
children are born infected with HIV. This study shows that
treatment can reduce the rate of transmission from 25 percent to
8 percent.

With this information comes opportunity and hope. The
opportunity for women to get tested for HIV. The opportunity to
get these women the treatment they need to help themselves and
their babies. BAnd the hope that with the guidance of doctors and
counselors and the vigilance of mothers, we can prevent infection
of newborn babies.

This is one of those times when Republicans and Democrats
agree on a common goal -- that mothers should be tested for HIV
so that we can save kids. We need to do everything we can to
protect children who never have to become HIV-infected. And
that’s what this PSA campaign is all about. In cooperation with
its partners in business, government, the AIDS community and the
medical community, the Pediatric AIDS Foundation’s campaign will
reach out to give women the information and encouragement they
need to protect their own health and the health of their
children.

But information alone is not enough. HIV-infected women and
their children must have access to health care and other support
services. That'’s why we protect funding for the Ryan White CARE
Act -- which pays for AIDS-related drugs and primary care
services, including counseling and testing. That’s why we need
to support public health institutions like the CDC and the World
Health Organization -- that are working to stop epidemics like
AIDS.

And that’s why we must protect the Medicaid program from the
severe cuts being considered on the hill. The Medicaid program
covers more than 92 percent of the children with AIDS. And the
Health Care Financing Administration is working with states to
assure Medicaid coverage of AZT for the prevention of perinatal
transmission of HIV. We can’t let budget politics threaten our
ability to prevent HIV infection in babies.



The battle against pediatric AIDS is being fought every day
-- by advocates like the Pediatric AIDS Foundation, by
researchers and doctors, by mothers and fathers, and by so many
remarkably brave and strong children. The NIH study -- and this
campaign to send the message to women about the importance of
getting tested -- show us that we can win the fight. That there
can be more mothers like Stephanie Amande (almond-a), who is with
us today, who take advantage of the treatments we know work, and
who can give their children the chance to grow up without HIV

infection.



TO: Hillary Rodham Clinton

FROM: Jennifer Klein /..
DATE: 6/5/95
RE: Letter to Editor on HIV Testing

The 25% that Dr. Arons refers to is the actual rate of transmission from mother to
child. If a woman is HIV positive, there is a 25% chance that her baby will be infected.
However, almost all babies born to HIV positive mothers fest positive at birth because they
still have maternal antibodies. Therefore, the initial result is not an accurate test of the HIV
status of the baby.

The sentence that you underlined seems to suggest that all states or health care
providers be required to offer HIV counseling and testing. The American College of
Obstetrics and Gynecology will release guidelines in September that make voluntary
counseling and testing the "standard of care" for all pregnant women. This, according to
physicians, will effectively serve as a mandate because doctors fear that they will be held
libel in a malpractice suit if they do not follow professional guidelines.

cc: Maggie Williams
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Editor:

_““Colombia Marvels at Drug
»in: A Chain-Saw Killer, Too?"
/s article, June 21): You miss a
* point when you turn to Henry
aiza Ceballos’s role with the army
ad police in what has become
«nown as the Trujillo massacre, the

murder of 107 people in 1990.

These officers were- ‘‘corrupt.”
But Maj. Alirio Uruefia, who witness-
es say dismembered his victims with
a chain saw, was also a decorated
officer promoted after the killings.
Far from ‘‘shocking’” the Govern-
ment, the behavior of Major Urueinia
and his men was covered up until
international pressure marshaled by
Colombian human rights groups
forced authorities to agree to a com-
mission to restudy the Trujillo case.

Only after this commission deliv-
ered its findings was Mr. Uruefia
dismissed.

For the courts, it is far easier
to grasp the Scorpion for drug-traf-
ficking than Mr. Uruefia, shielded by
an institutionalized esprit de corps
that defends even forced disappear-
ance — a secret arrest usually fol-
lowed by execution — as an ‘“‘act
of service.” Until Colombia inves-
tigates, prosecutes and punishes
crimes committed by its own, cases
like Trujillo will remain the rule, not
the exception. ROBIN KIRK

Research Associate
Human Rights Watch-Americas
Washington, June 21, 1995

The Harm Infant H.I.V. Testing Can Do

To the Editor:

Re “AIDS Babies Deserve Help,
Now” (editorial, June 25): The Ack-
erman-Coburn plan you endorse
would make AIDS funding to states
contingent on- human immunodefi-
ciency virus testing of all babies
whose mothers have not accepted
voluntary testing during pregnancy.
This would force states to choose
between violating the rights of preg-
nant and newly delivered women, or
losing funds for the majority of indi-
viduals with H.1.V.-AIDS who are not
directly involved in this controversy.

Talk Radio’s Roots

To the Editor: :

The Freedom of Speech Award to
G. Gordon Liddy at the radio talk
show hosts convention should be con-
sidered an aberration (Chronicle,
June 26). For every Liddy on the far
right and every leftish host, there are
hundreds of radio talkers who voice
no political bent but who host pro-
grams of community service and
sage advice. They are on 500-watt
smali-town stations as well as boom-
ers, networks and syndicate.

Talk radio started as ‘‘neighbor-
ing” in Iowa in the 1920's. Despite the
current in-your-face fad, honest con-
tent remains a grass-roots ingredi-
ent of talk radio. = ANNIE BREWER

Dearborn, Mich., June 26, 1995
The writer edits Talk Shows and
Hosts on Radio, an annual directory.

mandalg that every pregnant ﬂm-
an be offered voluptary H LV festing
wi e assurance that if positige,

Because the H.I.V. test at birth iden-
tifies maternal antibodies in the in-
fant, the result would be a profile of
the mother’s H.LV. status. The pro-
cess would thus amount to mandatory
testing of all mothers in two stages. If
they hadn’t volunteered during preg--
nancy, the result would be obtained
through their infant surrogate.

Even without prenatal AZT,.gply
about 25 percent of infants tegiing
H.1.V. positive are truly infeetgd.
Does that justify overriding the gjght
to informed consent for the remai
ing women who declined testingei+

Using AZT, the perinatal transinjs-
sion rate has been reduced to 8{per-
cent. Thus, a better case can be mage
to require testing of all pregnant
women. Unfortunately, involuntary
testing could further cause wamien
hesitant to interact with the system
to avoid prenatal care altogetherig

I} _would be more constructivento

she and her family would be entitted
to comprehensive medical, nutriton-
al and social services before, duting

and after birth. Y
Women are more likely to accept
testing when persuaded that soclety
cares about them, rather than:dfs-
playing a punitive attitude that deval-
ues the mother in the name of sawihg
the baby. PAUL ARONS, MiD.
Medical Director, Leon Cottty
Public Health ¥it
Tallahassee, Fla., June 26,1695
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Embargoad for Release CDC Press Contact:
Thursday, July 6, 1998, 5 p.m. '

CDC Urges HIV Counseling and Voluntary Testing for All Pregnant Women

The Centers for Disease Control and Prevention (CDC) published guidelines today that
call upon medical professionals to offer routine HIV cbunseling and voluntary tasting to
8ll pregnant women in the United Statés. |

T'he U.S. Public Health Service (PHS) guidelines were developad in the wake of a
National Institutes of Health (NIH) study (ACTG 076) demonstrating that pregnant
women can reduce the chancses of transmitting HIV to their babies by as much as two-
thirds If zidovudine (ZDV or AZT) therapy is Initiated early in pregnancy, continued
ﬂ'l'rough labor and daljvery, and provided to the child for the first 6 weeks of life,
According to CDC, this study offers another strong reason for wornen to seek early
prenatal care, and as part of that care, 1o learn their HIV status.

“We have witnessed an unpracedented breakthrough in HIV prevention,” said CDC
Director David Satcher, M.D, M.P.H, "Our challenge s to translaté the science into
action and provide for any pregnant woman who may be HiV-infectad the beat chance
of preventing tranémission 10 her child.?

To give babies the best chance for a healthy life, free of the AIDS virus, HIV-in_fected
women must be reached as early in pregnancy as possible. To achieve that, PHS
guidelines recommend routing HIV cbunsellng and voluntary testing for all pregnant |
womsn -- a strategy that has already proven effective in several communities
nationwide. In one inner-city hospital in Atlanta, Georgia, for example, 96% of women

~¢chose to be tested after being provided HIV ¢counssling.

If women do not receive prenatal care, or if for any reason their HIV status is

unknown, the guidelines also recommend that HIV testing ba offered to the mothers or
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their babies at or shortly after labor and dalivery.

An estimated 7,000 HIV-infected women give birth in the United.States each year.
Assuming an HIV transmission rate from mother to infan't~ of about 1B8-30% without
therapy, about 1,000-2,000 HIV-infected babies are born annually. Moreover, AIDS
cases among women are growing at about 17% a year -- nearly 8 times the rate for the
population ovaréll. |

"Uitlmately the best way 10 prevent infection in babies is to prevent infection in
women, and we must continue to focus on targetad prevantion prog.rams for women,"
said Helene Gayle, M.D., M.P.H., acting director of the CDC's newly established center
for HIV, STD, ‘ahd TB prevention. “We must also reach pregnant women who are
infectad and give them the opporfunlty to improve their health and that of their babies.
To do this, we must begin by offering HIV ocounseling and voluntary testing to all .
pregnant women." | |

Gayle streased, however, that counseling and testlng'alone cannot prevent mother-
to-infant transmisgion. "Simply knowing a woman is' infectad.w'i.ll not pravent her from
transmitting HIV to her baby. To reduce tho_chances of trangmission, we must provide
ongoing treatment and care.” Said Curran. .

Public health and medical professionals believe .that voluntary testing is essential to
establish the trusting patfent-provider relationship needed for women to make complex
decisions about care for themsaives and thair babies and to follow through with
treatment.

The U.S. Public Haé/rh Service Recommendations for HIV Counssling and Voluntary
Testing for Pregnant Women are being published in the July 7, 1998, edition of the
Morbidity and Mortality Weekly Report. CDC developed the guidslines in conjunction

with federal, stats, and local health agencies, health and meadical organizations, and
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mermbers of the affected community.

As public health and madical professionals prepara to implement the guidelines, the
PHS is taking stepa to ensura that they are rapidly adopted and to evaluate their

effactiveness.

"To prevent the continuing toll of HIV/AIDS on wdmen angd children, we must work_
togather to develop policies and programs that provide women bath opportunities for

. prevention and access to needed services and care,” seid Gayle.

#in
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CDC URGES ALL PREGNANT WOMEN TQ TEST FOR HIV

If you are pregnant, the Centars for Disease Control and Prevention '(CDC) urges you to
get tasted for HIV, the virus that causes AIDS. Recant medical advences from the
National Institutes of Health show that if you éra infected with HIV, early diagnosis and
treatment may greatly reduce the chance of transmitting HIV to your baby. The AIDS
virus can be passed from a mother to a newborn during pregnancy, labor and delivery,

as well as through breast-feeding.

~An a_stlmated 7,000 women infected w'ith HIV give birth every year in the United States
and about 1,000-2,000 babies are born infectad. With AIDS cases among women
growing at about 17% a year, more babies may be at risk for HIV. However, if HIV is
detected early in pregnancy and a treatment ragimen with the drug AZT is followed;
hundreds of HIV infections from mother to child may be prevented each ysar.’

Because of this tremendous prevention opportunity, the Public Health Service has issued
guidelines calling for medical professionals to provide routine counssling and offer |
voluntary HIV testing to all pregnant women. Raesearch shows that most women choose
to be tested after they discuss with their physicians the possibla implications of HIV
infection for themselves and their babies. If women do not know their HIV status when
they go into labor, they should be offered HIV testing at or shortly after labor and

delivary.

Learning your HIV status early is important, and will allow you to raceive care you may

need and to make important decisions about the health of your baby.

For more information about HIV and AIDS, call the CDC’s National AIDS Hotline at
1-800-342-AIDS or (Spanish Service 1-800-344-SIDA) and (Hearing Impaired Sarvice 1-

800-243-TTY).



Estimated cost of mandatory testing of newborns whose mother’s status is unknown:
Assumptions:

® 4.2 million live births annually

® Cost of testing ranges from $5 to $33 ($5=the cost of the test alone; $33 is the cost of
counseling and testing at a publicly funded site)

® What few studies we have show a range of 75% to 96% of voluntary prenatal testing; thus
the range of newborns that would need to be tested is 4% to 25% (or 168,000 to 1,050,000).
Note: These studies are at sites that have counseling programs in place. We have no idea
what the rate of offering HIV testing is in prenatal settings and what the rate of acceptance is
at the typical prenatal site.

Costs:

Low end ($5 x 168,000) = $840,000
High end ($33 x 1,050,000) = $34,650,000
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| 6 Figure 1. Male adult/adolescent AIDS annuaira  per 100,000 popu! tion, for cases reported
in 1994, United States

Figure 2. Female aduit/adolescent AIDS ahnual rates per 100,000 population, for cases
reported in 1994, United States

(N=14,081) 5
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~ Figure 5. Pediatric AIDS cases reported in 1994, United States
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Figure 6. AIDS cases by quarter-year of report and definition category, reported 1984 through
1994, United States
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TI AND WERS :

HCFA COVERAGE OF HIV SCREENING
AND TESTING FOR PREGNANT WOMEN

Must States make HIV testing and counseling available to all
Medicaid eligible individuals?

Medicaid law requireg States to provide for coverage of certain
broad categories of services such as, inpatient and outpatient
hospital services, physician services, other laboratory and X-ray
services, etc. Where HIV testing is related to symptoms present in
a patient, we believe States are required to cover HIV testing and
coungeling under one of those service categories.

The law also permits, at State option, coverage of other services
like clinic, preventive and screening services. In cases where HIV

testing is purely preventive or gcreening, States are allowed to
cover HIV testing (with matching federal payments) if they wish.

How are States making HIV testing and counseling services available
to Medicaid eligible individuals?

States are likely covering such services under various Medicaid
service categories, such as:

o Mandatory services (all States)
- Outpatient hospital services
- Laboratory services
- Early and Periodic Screening, Diagnostic,

and Treatment (EPSDT) services
- Family planning services
- Phygsician services .

o) ‘Optional services
- Clinic services (51 States, including

District of Columbia)
- Screening services (32 States)

Are any State Medicald programs denying beneficiaries HIV screening
and counseling services?

We are not aware of any States denying beneficiaries these
services.
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Are there any special Medicaid rules applicable to pregnant women
or to children?

Yes. The law provides that States make avallable to pregnant women
services which are not otherwise covered under the Medicaid
program. If a State chooses, it could include routine coverage of
HIV testing and counseling as part of its enhanced package of
services available to pregnant women.

With regard to Medicaid eligible children under 21, the law
requires States to provide a benefit known as Early and Periodic
Screening, Diagnostic and Treatment (EPSDT) services. Under EPSDT,
States must make sScreening services available, which include
comprehensive health and developmental assessments. Although there
is no specific requirement for HIV testing and counseling services,
physicians and other health practitioners providing EPSDT services
may use their clinical judgement in determining the extent of-
services needed. ‘

How many pregnant women obtain HIV screening and counseling
sexrvices through Medicaid? .

Our data show that approximately 665,000 caretaker and pregnant
women received Medicaid services in fiscal year 1993. (Caretaker
women are women who are eligible for Madicaid because they care for
Medicaid eligible children. Some of these women may themselves be
pregnant.) HIV screening and counseling is available to all these
women at the discretion of their physicians. We hope that the
publication of CDC's guidelines will make physicians even more
attuned to the specific medical needs of pregnant women who may be
HIV+ L]

The number of pregnant women who specifically received HIV
screening and counseling services is difficult to obtain for two
reasons. First, Medicaid service data is not reported to that
level of detail. We know how many women get care, but we don't
know the specifics of each care visit. Second, beneficlaries may
receive HIV screening and counseling services from non-Medicaid
providers, including anonymous HIV testing sites and Ryan White-
funded programs.

How much does Medicaid pay for HIV screening and counseling for
pregnant women?

We don't know. We do know that Medicaid (Federal and State funds
combined) paid nearly $2.5 billion for medical services in fiscal
year 1993 on behalf of eligible caretaker and pregnant women.
Without a doubt, this included HIV screening and counseling
services for women in cases where the physician thought
screening/counseling was indicated.




