November 30, 2000

Technicd Information and Communications Branch
Mailstop E49

Divison of HIV/AIDS Prevention

Nationd Center for HIV, STD, and TB Prevention
Centersfor Disease Control and Prevention (CDC)
1600 Clifton Rd., N.E.

Atlanta, GA 30333

Re U.S. Public Hedth Service (USPHS) Recommendations for HIV Screening of
Pregnant Women."

ToWhom It May Concern:

The undersgned organizations commend the CDC for induding in its draft Recommendations for HIV
Screening of Pregnant Women such important provisons as upholding the right to voluntary testing, the
right to refuse HIV testing, and warnings againgt coercing women into testing under any crcumstances. We
a0 gppreciae the intent to meke HIV tedting avallable for al pregnant women.

However, we remain very concerned that the draft guiddines you are consdering dso generdly undermine
earlier CDC messages about the importance of HIV counsdling and awoman’sright to fully informed,
written consent to HIV testing.  Although we strongly support efforts to encourage the provison of HIV
tegting for dl pregnant women, testing should aways be done with afully informed, written consent and
should include culturdly and linguidticaly gppropriaie HIV pre- and post-test counsdling and assstance
accessng medica care. We bdievetha HIV teding, in and of itsdf, isavery poor subgtitute for prevention
education, counsding, and accessble medicd care. We bdieve that the changes you are proposing may
unnecessarily wesken awoman' sright to awritten, informed consent and leed to adecrease in effective
prevention education and HIV counsding—acornerstone of our HIV prevention effortsin the United
Sates. This could have particularly negative consequences for pregnant women who are not currently HIV-
positive, but who are a high-risk of becoming infected.

In generd, we are concerned about the modifications you are proposing that "smplify” the testing process
and make the process of informed consent more "flexible” In particular, we object to changes that acoept
the provison of educationd materias as sufficient subgtitutes for faceto-face HIV counsding and dlow the
provider to determine whether written informed consent isa barrier to HIV testing. In addition, we take
objection to the framework you have accepted, in which the HIV counsding guiddines—and not provider
falureto effectively counsdl pregnant dients—are tregted as the barrier to HIV tegting that must be
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modified and overcome. Sincethe CDC firgt published and disseminated HIV guiddinesin 1986, there has
been adramatic decrease in the rate of vertical HIV transmisson in the United States. But as you know,
meany cases of pediatric AIDS continue to result from births to women whose HIV gatus was not
established during their pregnancy.  That HIV-paositive pregnant women continue to reach full term without
being tested for HIV or receiving gppropriate medicd careislargdy the result of two problems.

Firdt, many women—epecidly those & high risk for HIV—do not receive adequate prenatd care. Second,
many providersfail to encourage—or even raisetheissue oF—HIV tegting for their pregnant clients.
According to the 1998 Inditute of Medicine Sudy referred to in your letter of October 31, 2000, thisfalure
semsfrom provider belief that they know who "ought” to be tested and generd discomfort with the
counseling processitsdf. Therefore, some providers are willing to forgo the HIV counsgling necessary to
obtain awoman’ s fully informed consent for some of their pregnant dients. While modificationsto CDC
guiddines are unlikely to increase access to hedlth care for disenfranchised socid groups, they can be
expected to have a very red impact on the sandards of care employed by providers. To respond to the
current failure of providersto do thorough HIV counsding by rdaxing CDC guiddinesfor counsding and
written informed consent only confirms the devauation of HIV counsdling and informed consent to testing
that some providers have been expressng through their fallure to provideit to dl pregnant women. In other
words, those providers who have dismissed HIV counsdling as too time-consuming or uncomfortable have
been exhibiting afalure to undergand the nature and problem of HIV, and failing to appreciate the proven
interest women have in being educated about and tested for HIV. The modifications currently proposed fall
to encourage members of the medica community to become better educated on HIV. They dsofall to fully
support the same counseling and written informed consent sandards for pregnant women thet are enjoyed
by most people a risk for HIV. Findly, they do not encourage sandards of care thet treat pregnant women
as partrersin therr own hedlth care.

In fact, the current modifications, by suggesting that testing itsdlf is more important than a fully informed,
written consent and effective HIV counsdling, increase the likelihood thet providers will postpone any
subgantive HIV counsding efforts until they have obtained a postive HIV test result for their patient. If this
happens, it will mean that women may agreeto an HIV test without afull undergtanding of the implications
to their own hedth and their pregnancy. Additionaly, HIV-negative women—the vas mgority of all
pregnant women—uwill obtain no meaningful HIV prevention information during their prenatd care.

Following apogtive HIV test result with gppropriate medica care and prevention education will dlow the
medica establishment to continue to postively impact the rate of verticd transmisson of HIV. Butitis
only by providing dl women with gopropriate HIV counsding and the right to afully informed consent to
HIV tegting that the medicd community can hope to have amore far reeching preventative impact, affecting
the rate & which women become HIV-postive. To effectively fight HIV/AIDS and to eradicate pediatric
HIV/AIDS, the medicd community must prioritize the prevention of HIV inwomen. Therefore, it must
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remain committed to communicating—and communicating effectively and respectfully—with women on
theubject of HIV.

In addition to the potentia weskening of the standards of written informed consent and appropriate pretest
counseling, we are concerned about the encouragement of the use of rapid HIV testing during labor and
ddivery for women whose HIV gatusisunknown at thetime of delivery. We recognize that testing during
labor and delivery may be an opportunity for awoman who was previoudy unaware of her satusto prevent
the tranamisson of HIV to her newborn. We dso appreciate the language that addresses the difficulty and
sengtivity of obtaining an informed consent during labor. However, the guiddines do little to address
clinica practice or offer best- practice guidance. The question of how informed consent might be ensured
and how anti-retrovird trestment should be gpproached for women who test HIV-paositiveis extremey
important in the context of labor and delivery. Every effort should be madeto dlow a pregnant woman
both the right to afully informed consent and the opportunity to congder both the risks and the benefits of
anti-retrovird treetment—should shetest HIV-positive—for both hersdf and her newborn, whenever her
firgd HIV test occurs. We encourage the CDC to draw on the expertise of researchers, dinicianswho
regularly treet HIV-postive pregnant women, women living with and at risk for HIV— particularly those
who have been pregnant or given birth—and their advocates to determine guidance for the use of rgpid
testing and the consderation of anti-retrovira trestment during labor and ddivery. We bdievethisgroup
should be conaulted before findizing the emphass on rgpid testing in the context of |abor and ddivery inthe
guiddines.

Asmembers of organizationsthat are ultimately and continuoudy accountable to men and women living
with HIV, we were dismayed to note that the list of expert pandigts and authors relied upon in the

deve opment of the proposed new guiddinesinduded many fewer women than men. Additiondly, and
perhgps most important, the experts gpparently did not include any women identified as living with or &-
risk for HIV—particularly women who have experienced a pregnancy or birth. On arelated note, we dso
think it isworth pointing out thet the fundamentd critique we are offering of the proposed guiddineshas an
unfortunately long heritage in the medica community. Specificdly, these proposed guiddines give a higher
priority to the convenience of medica providers than to the experience of women in the development of
recommendations for amedica issue thet is centered in women's lives

We bdieve that the mogt effective srategies for meeting the needs of pregnant women with and at risk for
HIV musg indlude efforts to increase the number of pregnant women offered counsdling and voluntary HIV
tedting, cregtion of coordinated systems of careto link greater numbers of pregnant HIV-positive women to
prenata care services, and outreach sarvices to reach women a high risk for infection with prevention and
caesavices. Giventhese priority activitiesand given our concernswith the draft guiddines, we are of the
opinion that the CDC should withdraw its draft Recommendations for HIV Screening of Pregnant Women
and maintain and actively promote the current USPHS Recommendations for HIV Counsding and
Voluntary Testing for Pregnant WWomen. In addition, we recommend that that CDC lead aexploratory
process—with meaningful participation by HIV-postive women, women at risk for infection, and their
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advocates—to identify ways to increase training, knowledge, and acceptance among medicd providersfor
offering dl women, induding pregnant women, HIV testing with pre- and post-test counsding and
informed written consent. In addition, the CDC should explore and identify (with broad community input)
recommendations for increasing access to prenatd care for dl pregnant women, and in particular, for HIV-
positive pregnant women.

Thank you for your congderation.
Sncerdy,

AIDS Foundation of Chicago-- 411 S. Wells &., Ste. 300, Chicago, IL 60607. Contact: Kaethe Morris
Hoffer, Manager of Federd Affars, (312) 922-2322

AIDS L egal Coundl of Chicago —220 S. State Street, Ste. 1330, Chicago, IL 60604. Contact: Ann Hilton
Fisher, Executive Director, (312) 427-8990

Gay and L eshian Medical Association—459 Fulton St., Suite 107, San Francisco, CA 94102. Contact:
Petricia Dunn, Director of Public Policy, (415) 2554547 ext. 302

HIV Law Project -- 841 Broadway, Ste. 608, New York, NY 10003. Contact: ElsaRios, Executive
Director, (212) 674-7590

Howard Brown Health Center —4025 N. Sheridan Road, Chicago, IL 60613. Contact: Fred Rachman,
MD, Medicd Director, (773) 388-1600

Lambda L egal Defense and Education Fund —120 Wl Street, Ste. 1500, New York, NY  10005.
Contact: Catherine Hanssens, AIDS Project Director, (212) 809-8585

Project Inform —205 13" Street, # 2001, San Francisco, CA 94103. Contact; Anne Donnelly, Public
Policy Director, (415) 588-8669 x 208



