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 Briefing of Representative Coburn on HIV Prevention
Partner/Spousal Notification Requirements,

July 21, 1998

® Public health perspective on partner notification
® Review of CDC/HRSA process for certification

“® Summary of actions taken/planned to be taken by States
® Follow-up since certification

® Overview of data available to CDC on State partner
notification activities

® Review of the situations in California, New Jersey, and
New York State

® Questions and discussion

——
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Public Health Perspective on HIV Prevention
Partner/Spousal Notification

® Spouses and other sex/needle-sharing partners need to be
reached, counseled and provided HIV testing and other
services.

® Partner/spousal notification is an essential component of a
comprehensive program to prevent HIV infection. CDC has
required states to establish standards and implement
procedures for partner notification since 1988.

Colburn Presentation - Washington, DC - july 21,1998 Job #98-466 Gary WEST 2ib
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Public Health Perspective on HIV Prevention

Partner/Spousal Notification
(continued)

® Generally HiV-infected persons and their partners readily
accept partner notification services and, with appropriate
counseling, will not only provide confidential, very sensitive
information, but will actively assist in finding and encouraging
partners and spouses to receive testing and counseling.

CDC

e
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Public Health Perspective on HIV Prevention

Partner/Spousal Notification
| (continued)

® Programs depend on the trust and cooperation of
HIV-infected persons to identify and locate sex and
needle-sharing partners, including spouses.

® Because HIV is a lifelong infection, potential for
exposure to sex or needle-sharing partners exists over
the long term and programs need to maintain trusting
relationships as they provide counseling and other
services to help reduce or eliminate HIV risks.

CDC
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Public Health Perspective on HIV Prevention

Partner/Spousal Notification
(continued)

® Partner/spousal notification will be increasingly
important as the effectiveness of prevention efforts and
antiretroviral therapies and treatment improve.

® Fear or misunderstanding regarding health department
policies and practices could lead to HIV-infected
persons not coming forward or not revealing
confidential information needed to reach partners and
spouses.

cDC
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Requiring A Good Faith Effort to Notify
Spouses of Known HIV-Infected Individuals:
Process for Certification of States

“

® CDC and HRSA program and legal staff developed proposed
procedures and criteria for certifying state compliance.

® Opportunities were provided for input by state/local health

department and community representatives into proposed
policies/procedures

® Examples of activities were developed that would constitute
a minimal "good faith" effort to notify spouses.

® A packet of instructions was mailed to each state, territory,

Puerto Rico, and the District of Columbia.
CDC

o e ca
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Requiring A Good Faith Effort to Notify
Spouses of Known HIV-Infected Individuals:

Process for Certification of States
(continued)

m

® Each state was required to certify to CDC in writing its intent
to comply with the spousal notification requirements. |
States were also requested to provide a summary of relevant

administrative actions taken or other planned activities or
legislation.

® Certification submissions were reviewed by CDC staff and
also provided to HRSA for their review.

® All states certified compliance prior to the February 1, 1997,
due date.

s g v comna.
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A Good Faith Effort to Notify Spouses

M

® Examples of a minimal good faith effort were provided to all
states and were used as the basis for review of submissions.

® Fxamples included:

® Asking all known HIV-infected persons if they have, or
have had, a spouse(s) within the 10-year period prior to
diagnosis with HIV infection and informing them that they

should notify their spouse(s) of the potential exposure
to HIV.

® Making reasonable efforts to determine if each
HIV-infected individual intends to notify his or her spouse
or agrees to have a qualified health care provider notify
them. CDC

o o ey
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A Good Faith Effort to Notify Spouses

(continued)

|

® Examples included: (continued)

® If the HIV-infected individual is unable or unwilling to
notify his or her spouse, making available culturally

competent services by the provider or the health
department to do so.

® Developing state policies that address situations involving
HiV-infected individuals who do not plan to notify their
spouses and who refuse health department assistance.
CDC suggested that States refer to the recommendations
made by ASTHO regarding the "privilege to disclose" in
developing policy for such situations.

L — ]
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A Good Faith Effort to Notify Spouses

(continued)
———

® Examples included: (continued)

® Implementing reasonable procedures to ensure that
spouses receive referrals for HIV testing, other
prevention services, and treatment.

® Establishing agreements between health departments

and public and private health care providers to ensure
spouses are notified.

Colburn Presentation - Washington, DC - July 21,1998 Job #98-466 Gary WEST 9ib
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Response by States to
Spousal Notification Requirements

® All states certified compliance and were taking
action to implement.

® No state opposed the requirements or was in any
way resistant to implementation.

® States did request more guidance from CDC on
program operations and protocols for spousal
notification and partner notification in general.

'C_DC
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Response by States to

Spousal Notification Requirements
(continued)

m

Summary of actions taken or planned to take based on initial

responses of states:

® 32 states reported to CDC that their current procedures

provided for spousal notification. All agreed to take
reasonable actions to require a good faith effort is
made to notify spouses.

® 44 sent communications to private physicians.
® 51 were planning special training initiatives.

® 17 states substantially revised protocols.

o o oy O
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Follow-up Since State Certification of Compliance
with Spousal Notification Requirements

—m——
® In 1996 CDC began a process for developing
comprehensive guidelines for HIV prevention partner
notification. Draft guidelines will be mailed to all
health departments for comment later this month.

® Beginning in 1997, CDC made compliance with spousal
notification requirements a specific condition for HIV
prevention cooperative funding of states.

® Several states have begun their own process for

developing state-specific guidance on HIV prevention
partner notification (including Alaska, California, and

CDC

eEImee
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Follow-up Since State Certification of Compliance

with Spousal Notification Requirements
' (continued)

%

® CDC staff published scientific articles on HIV prevention
partner notification in the peer-reviewed journals,
emphasizing its importance especially as it relates to

primary prevention and linkage of HIV-infected persons
to antiretroviral treatment.

® Spousal notification requirements have been reviewed
and emphasized by CDC at numerous meetings,
conferences and workshops involving state/local HIV
prevention programs and national organizations.

T g D Craasts
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HIV Prevention Partner
Notification/Spousal Notification:
| New York State

—_—m————
® The New York State health department does require a

good faith effort to notify spouses as required by CDC
and Federal law.

® New York State has reviewed its partner/spousal
notification policies and confirms that its programs
operate in accordance with national guidelines.

® The State has updated its protocols and training
materials and is disseminating materials to promote the
availability of partner notification services. Materials
explicitly reference spousal notification requirements.

Colburn Presentation - Washington, DC - July 21,1998 Job #98-466 Gary WEST 14ib
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HIV Prevention Partner Notification/Spousal
Notification: New York State

(continued)

® 9,174 sex or needle-sharing partners, including spouses,
were notified and received HIV testing and counseling

during the first two quarters of 1997. 396 (4.31%) were
found to be HIV infected.

® Statements quoted in the New York Times on January 25,
1998, by New York City health officials incorrectly
represented policies of the State.

e oo oy
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HIV Prevention Partner
Notification/Spousal Notification:
California

m

® California renamed its program: "Spousal and Partner

Notification" to emphasize spousal notification as a
primary objective.

® The State revised its program and operational guidance
to reflect the priority of spousal notification.

® Itincorporated the spousal notification requirements
into all State contracts with local health departments

and other organizations to ensure statewide
compliance.

Colburn Presentation - Washington, DC - July 21,1998 job #98-466 Gary WEST 16 ib
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HIV Prevention Partner Notification/Spousal
Notification: California

(continued)
——

® California developed training materials to emphasize the
importance of spousal notification. Hundreds of

counseling and testing staff will be trained in a statewide
($520,000) effort.

® The State presented to the California Medical Association
and the California Conference of Local Health Officers to
address implementation of spousal notification
requirements in the private sector. The CMA adopted a

resolution strongly supporting partner notification by
private physicians.

cDC
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HIV Prevention Partner
Notification/Spousal Notification:
New Jersey

® New Jersey asserted that administrative actions,
policies, and practices have existed since 1988 which
require a good faith effort to notify spouses. They have
since reported to CDC that they are requiring a good
faith effort as required by Federal law.

® State legislation was introduced in November 1996 to
formally authorize HIV prevention partner
notification, but did not pass.

e
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HIV Prevention Partner Notification/Spousal

Notification: New Jersey
(continued)

® 3,788 sex or needle-sharing partners, including
spouses, were notified and received HIV testing and
counseling during the first two quarters of 1998;

173 (4.56%) were found to be HIV infected. Situations
involving HIV-infected persons who refuse to notify, or

consent to allow the health department, are extremely
rare.

e

Colburn Presentation - Washington, DC - July 21.,1 998 Job #98-466 Gary WEST 19 b



§12024562439:#22

'CDC~

v Bi31AM

i 1-23-98

SENT BY:CDC

Partner Counseling and Referral Data

® All States and territories must provide counseling, testing,
and partner notification and referral services as a condition
of receiving CDC HIV prevention funding.

® There is no national database with comprehensive
information on Partner Notification/Spousal Notification
activities. However, States, Territories and local areas
participate in a national data system including more than

2 million tests annually reported from nearly 10,000 publicly
funded counseling and testing sites.

CDC

Pt

Colburn Presentation - Washington, DC - July 21,1998 Job #98-466 Gary WEST 20jb




912024562439:823

- CDC-

v 7-23-98 1 B8:31AM

SENT BY:CDC

Partner Counseling and Referral Data
(continued)

® While this system does not differentiate spouses from
others who are sex or needle-sharing partners, it does list
the reason for seeking HIV counseling and testing services
including as partner referral or provider referral. It also
tends to underestimate the number of persons who are
referred by partners.

® Of the 81,999 tests reported for 1996, 35,260 were
referred by their partners, and 46,739 were referred
by the health department; more than half were female.

® 4.0% were HIV seropositive.

o g e vy
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Partner Counseling and Referral Data
(continued)

® In the first two quarters of 1997, 68,556 tests were
reported Of these, 29,896 were referred by partners,

and 38,660 by the health department; like 1996, more
than half were female.

® 3.6% were HIV seropositive.

® The 1997 partial year figures, if projected for a
12 month period, will show a significant increase
in the number of partners who were referred.

® HIV/AIDS case reports, compiled and reported by state
health departments, do not contain information on
marital status. Reports are usually abstracted from  ¢pc
medical records that do not include this information.

Colburn Presentation - Washington, DC - july 21,1998 Job #98-466 Gary WEST 22 b
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Spousal Notification Conferences

Spousal notification requirements have been reviewed and
emphasized by CDC at numerous meetings, conferences,
workshops involving state/local HIV prevention programs and
national organizations including:

September 1996- Numerous teleconferences with
April 1997 State AIDS program directors

October 1996 Scientific consultation on Partner
Notification for HIV and other STDs

December 1996- |
June 1997 Multiple State site visits by CDC

Colburn Presentation - Washington, DC - July 21,1998 Job #98-466 Gary WEST 23 jb
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Spousal Notification Conferences
(continued)

June 1997 External expert consultation to
develop principles for CDC
guidance for HIV Prevention
Counseling and Referral Services

June 1997 National Organization Consultants

October 1997 HIV Satellite Prevention
Teleconference reaching

12,000 health care providers
nationwide

Colburn Presentation - Washington, DC - July 21,1998 Job #98-466 Gary WEST 24 ib
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Spousal Notification Conferences
(continued)

March 1998 1998 HIV Prevention Summit
meeting of 1,100 community
planning co-chairs

July 1998 Follow-up assessment of
| State programs begins

CDC

C— oA e ran
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Achieving an Optimal Partner/Spousal
Notification Program in the United States

® States have clearly complied with Federal law requiring
that a good faith effort be made to notify spouses of
known HIV-infected individuals of their exposure to HIV
— These efforts form the basic foundations of a program.

e States are supportive of increased efforts to reach,
counsel, test, and refer spouses and other sex/needle-
sharing partners at high risk for HIV. Almost all are trying
to make this activity a high priority component of their
comprehensive efforts to prevent HIV.

CDC

o % i Ca
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Achieving an Optimal Partner/Spousal
Notification Program in the United States

® Achieving an optimal program versus meeting the
minimal requirements of current law will require
increased counseling and testing services, substantial
increases in trained counselors, more access to
antiretroviral treatment and other needed services,
establishment of new data collection systems, and the
resources to cover the costs of such a large, but urgently
needed program.

w1 by cmee
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PREFACE

This operational guidelines document is intended to assist state and local health department
HIV prevention cooperative agreement grantees in planning, implementing, and evaluating the
services provided to partners of persons infected with HIV. External consultants and CDC staff
collaborated in the development of these gnidelines, which are intended to supplement current

CDC cooperative agreement guidance for HIV prevention programs.

As opposed to partner notification, the term partner counseling and referral services (PCRS) is
used in this document because it better reflects the type and range of public health services that
are recommended for sex and needle-sharing partners. These services are vital to any

community’s HIV prevention efforts.

The standards and guidelines contained in this document are all based on reviews of the relevant
scientific literature, program experience, and expert opinion. The following principles constitute

the basis for PCRS and are applied to issues discussed throughout this document:
PRINCIPLES FOR PROVIDING PCRS

1.- Voluntary, Confidential, and Ongoing Service PCRS is a voluntary, confidential, and
ongoing service for HIV-infected individuals, their sex and needle-sharing partners, and
affected communities. Because PCRS, as do all HIV prevention activities, relies on the
trust, mutual respect, and willing participation of HIV-infected individuals and their
partners, it should never be made mandatory or coercive. Scientific studies have found
repeatedly and program experience continually confirms that HIV-infected clients and their
partners wﬂhngly cooperate. Further, counseling, testing, and referral to othcr related
social or health services should not be made contingent on a client’s willingness to disclose

partner names. Publicly funded HIV prevention programs must ensure that PCRS is

e
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24 available to all HIV-infected individuals and their partners, regardless of how the
25 individual first learned his or her serostatus (publicly funded testing site, private physician,
26 _ or home test kit, for example) and regardless of his or her ability to pay for services. PCRS
27 can even be provided at anonymous testing sites and in states not requiring HIV name
28 reporting.
29 2. Part of Overall HIV Prevention Program PCRS is only one component of an overall
30 science-based public health program to prevent HIV infection. Its success is highly
31 dependent on the success of other program components. -
32 3. Science-Based, Diverse Activity Requiring Skill and Training PCRS is a science-based
33 prevention activity that must be tailored to meet the individual needs of those being served.
34 A multidisciplined team of professionals, some with backgrounds in medical and social
35 sciences, is required to support effectivé implementation of PCRS. Each of these
36 professionals must also have training specific to HIV prevention and PCRS activities.
37 4. Client-Centered Counseling and Referrals to Other Support Services Providing client-
38 centered counseling in combination with assistance in accessing other related services can
39 reduce behavioral risks for acquiring or transmitting HIV infection. Involving both the
40 HIV-infected client and his or her partner in services such as couples or group counseling,
41 substance abuse treatment, women’s health services, or treatment for other sexually
42 transmitted discases, can enhance each person’s efforts to avoid risky behavior.
43 5. Support for Those Who Choose To Notify Their Own Partners Client-centered
44 counseling and support is an essential element of PCRS. Especially for those who choose
45 10 notify their own partners, client-centered counseling can assist in ultimately reaching
46 more partners and minimizing unintended consequences of notification. Assistance for
47 clients in deciding if, how, and when to disclose their HIV-positive status can help them
48 avoid stigmatization, discrimination, and other potential negative effects.

L\Ybw2\WPDOC\88-0044.007.wpd—7-16-98 DRAFT-DO NOT DISTRIBUTE!, July 16, 1898, Page I}
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49 6. Ongoing Activity for HIV-Infected Individuals and Partners PCRS is an ongoing

50 activity. It begins as soon as an HIV-infected individual leamns his or her serostatus, and it
51 continues throughout that person’s counseling and treatment. And, if and when new

52 partners are exposed in the future, PCRS should be made available again. HIV-infected
53 individuals should have the ability to access PCRS whenever needed.

54 7. Provides Assistance with Medical Evaluatioﬁ and Treatment To Prolong Life Many
S5 HIV-infected persons who are unaware of or deny their risks can be assisted through PCRS
56 in obtaining medical evaluation and treatment for HIV disease and opportunistic infections.
57 8. Designed To Meet Community Needs Acceptance of PCRS can be increased by

58 designing culturally competent, linguistically specific services for HIV-infected persons
59 and their parmers. By listening to and understanding the valid concerns of affected

60 communities, unintended consequences can be minimized, response to PCRS can be

61 enhanced, and prevention benefits can be maximized.

62 9. Research Support for Other Prevention Efforts Although PCRS is not a disease

63 surveillance mechanism, data from its activities can be used to enhance other prevention
64 efforts and services. PCRS data can be used in identifying clusters of HIV transmission
65 within social and sexual networks, neighborhoods, or affected communities. Prevention
66 efforts and services can then be better targeted in clinical settings, counseling and testing
67 sites, and communities.

68 10. Increased Importance as New Technologies Emerge As new technologies emerge such
69 as vaccines, behavioral intcrventions; and even more effective new classes of antiretroviral
70 therapies, PCRS will become an even more important prevention tool.

LAYBW2AWPDOC\98-0044.007. wpd—7-16-98 DRAFT-DO NOT DISTRIBUTE!, July 18, 1988, Page lli
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71 HOW TO USE THIS DOCUMENT

72 This document describes the core elements that are essential for successful PCRS programs
73 at publicly funded sites. Even though HIV and STD programs share many common goals,

74 policies, and activities, it is designed specifically for HIV prevention programs. It is not

75 intended to replace or modify CDC guidance for partner notification for other STDs. Managers
76 of agencies receiving CDC funds in support of HIV prevention programs are urged to follow the
77 standards and guidelines contained in this document. Other organizations providing PCRS might
78 also find that this document is a useful guide.

79 Several levels of guidance are provided. Standards are intended to be applied consistently, so
80 they must be followed by CDC grantees in virtually all cases. To assist the reader, each standard

81 is set apart from the other text in (_ bol/dface italic print ). In addition, Appendix A is a
82 concise listing of all the PCRS standards in the order discussed in the main document.

83 Guidelines are also discussed throughout this document. Guidelines should be followed in most

84 cases, but can be tailored to fit the individuals and affected communities being served as well as
85 the program needs. In some instances, opfions and special considerations (Eddy, 1996) are

86 discussed. These are intended to reflect the fact that different providers make different choices
87 about how they serve their clients and communities.

88 The reader can refer to Appendix B, “Glossary of Terms Associated with PCRS,” for

89 clarification on how some terms are used in this document. For example, the term PCRS

90 provider is used to refer to any qualified, trained health care personnel including physicians,
91 nurses, counselors, or disease intervention specialists, who might be involved in serving HIV-

92 infected clients, their partners, and the affected communities.

93 For technical assistance or inquiries, program managers should seek the advice of CDC project

94 officers and consultants.
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143 1.0 PARTNER COUNSELING AND REFERRAL SERVICES
144 FOR HIV PREVENTION - AN OVERVIEW

145 1.1 HOW HIV PCRS HAS EVOLVED

146 Once known as “contact tracing,” outreach activities for finding, diagnosing, and treating
147 partners of persons infected with sexually transmitted diseases (STDs) have long been used by
148 public health workers as a prevention activity. In the 1930s, U.S. Surgeon General Thomas

149 Parran advocated the use of contact tracing to help “prevent new chains of [syphilis) infection”
150 (Parran, 1937 and West and Stark, 1997). Contact tracing was later expanded to include partners
151 of persons infected with gonorrhea and other STDs including the human immunodeficiency virus
152 (HIV) and came to be known m the 1980s as “partner notification.”

153 In the 1980s when public health workers were first being confronted with the rapid spread of

154 HIV, the virus that causes acquired immunodeficiency syndrome (AIDS), informing persons of
155 their possible exposure to HIV and offering counseling, testing, referral, and partner notification
156 were already recognized as an important disease prevention effort that could help stem the tide of
157 HIV infection. As HIV prevention activities have evolved, so has the terminology for informing
158 the HIV-infected person’s sex and needle-sharing partners of their possible exposure to the virus.
159 Today, the term HIV partner counseling and referral services (PCRS) more accurately reflects

160 the range of assistance available to HIV-infected persons, their partners, and the affected

161 community.

162 . Of necessity, PCRS for HIV differs from partner services for other STDs because the

163 “epidemiological, biological, and clinical characteristics of HIV are different” (West and Stark,
164 1997). Despite recent advances in treatment, we do not yet have a cure for AIDS, so HIV
165 remains a life-long issue for those affected. Furthermore, because society frequently stigmatizes
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166 and sometimes discriminates against HIV-infected persons and their families and friends, the

167 manner in which PCRS is viewed by members of the affected community is extremely important.
168 HIV prevention programs need the affected community’s involvement in and understanding of
169 PCRS for the overall prevention efforts to be accepted and effective.

170 Federal and state legislative mandates in the 1990s, such as the requirement to notify spouses of
171 HIV-infected persons, have also underscored the importance of notifying sex and needle-sharing

172 partners of their possible exposure to HIV. Legal and ethical concepts such as the rights of

173 individuals to know their risk of infection, to learn their HIV status anonymously or

174 confidentially, and to be protected against discrimination if HIV-infected, will continue to drive
175 public health policies and legislative action on HIV PCRS (West and Stark, 1997). Those public
176 health policies and legislative actions will determine, at least in part, how PCRS is conducted.

177 1.2 WHAT ARE THE GOALS OF PCRS?

178 PCRS is a prevention activity with the goals of -

179 1. Providing services to sex and needle-sharing partners of HIV-infected individuals so they can

180 avoid infection or, if already infected, can prevent transmission to others; and
181 2. Helping partners gain earlier access to individualized counseling, medical evaluation,
182 treatment, and other prevention services.

183 Through PCRS, persons — some of whom are unsuspecting — are informed of their possible

184 exposure to HIV. Those individuals can then choose to be tested, and if found to be uninfected,
185 they can practice safer behaviors to avoid future exposure to HIV. If, however, they are found to
186 be infected, they can seek oarly medical treatment and practice behaviors that help prevent

187 transmission of HIV to others. PCRS can also be instrumental in identifying high-risk sexual
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188 and drug-injecting networks (Fenton and Peterman, 1997; West and Stark, 1997). Network

189 research, combined with new methods of virus typing and identification of recently infected
190 persons, will all contribute to a better understanding of HIV transmission and when during the
191 course of infection transmission rates are greater (Fenton and Peterman, 1997). Future

192 prevention interventions can then be more effectively implemented, and the spread of the virus
193 eventually reduced.

194 1.3 WHAT ARE SOME OF THE CONCERNS ABOUT PCRS?

195 Using PCRS as a primary prevention activity in publicly funded HIV and STD programs is
196 not without controversy or cost. Fenton and Peterman (1997) explored the financial costs (See
197 also Sccﬁoné 3.2.2 and 4.5) and the longstanding ethical dilemmas surrounding attempts to

198 identify, locate, and notify partners. Certainly, in addition to the financial costs of staff and other

199 resources necessary for operating a PCRS program, are the personal costs to HIV-infected clients
200 and their partners.

201  Some ethical issues frequently debated about counseling and testing activities involving partners
202 are confidentiality and intrusions on privacy, potential violence, and financial costs (Fenton and
203 Peterman, 1997). This document is intended to assist PCRS providers in maximizing the

204 benefits to clients and minimizing the potential for negative consequences.

205 1.4 WHO BENEFITS FROM PCRS?

206 Clearly, three distinct beneficiaries of PCRS are (1) persons with HIV infection; (2) their
207 partiners and contacts; and (3) affected communities (Fenton and Peterman, 1997). Through
208 clicnt-centered counseling, HIV-infected persons can receive education about risky behavior and

209 support in informing their partners of the possibilities of exposure to HIV (CDC, 1994). Studies
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210 have shown that a client-centered counseling approach can result in behavior change, thereby
211 decreasing the likelihood of HIV transmission to others (Kamb at al., 1996 and Fenton and
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212 Peterman, 1997). HIV-infected persons can also benefit from referrals to other social and

213 medical services, such as couples counseling, prevention case management, and antiretroviral

214 therapy.

215 For the partners of HIV-infected persons, one basic benefit comes from being informed that they
216 are at risk, which is particularly helpful for those who do not even suspect that they might have
217 ‘been exposed. Once informed, the partner can decide to access available HIV prevention

218 counseling and testing services. If not infected with HIV, partners can be assisted in changing

219 their risky behavior, thus reducing the likelihood of acquiring the virus. Or, if already HIV-

220 infected, the partner’s prognosis can be improved through earlier diagnosis and treatment.

221 Evidence is also accumulating that antiretroviral therapy might reduce, at least ata population
222 level, the infectivity of HIV. A particular concemn is that some might misinterpret that

223 antiretroviral therapy now provides a cure for HIV and be less concerned about being safe or
224 exposing others. Therefore, the role of PCRS, earlier diagnosis, and prevention and treatment
225 services might have future prevention benefits in reducing future rates of HIV transmission.
226 PCRS can also greatly benefits affected communities. Effective PCRS can improve disease
227 surveillance, identify disease networks, increase dissemination of HIV prevention information
228 (Fenton and Peterman, 1997), and assist a comprehensive program in lowering the transmission

229 rate of HIV.

230 1.5 WHERE AND WHEN SHOULD PCRS BE INITIATED?

All publicly funded HIV prevention counseling and testing sites,
both confldential and anonymous, must make PCRS available to all
HiV-infected clients. -
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231 PCRS should also be made easily accessible to patients of other health care providers such as

232 private care physicians and community clinics.

The HiV-Infected client must have a good understanding of PCRS
and be willing to participate before activities can begin.

233 Each interaction a counseling and testing or health care provider has with an HTV-infected client
234 is a potential opportunity to discuss the importance of informing that person’s sex or needle-

235 sharing partners of their possible exposure to HIV. Prevention counseling, prevention case

236 management, and medical follow-up sessions while clients are in treatment, all provide

237 opportunities to stress the importance of getting partners involved in PCRS. Community-level
238 interventions provide other opportunities to reach out to partners. But the HIV-infected person is
239 the “gatekeeper” to the partners, so PCRS cannot actually begin until that person understands the
240 benefits for themselves and their partners and is willing to participate voluntarily.

241 1.6 WHAT ACTIVITIES ARE INVOLVED IN PCRS?

242 PCRS, as illustrated in Fig. 1, can be thought of as beginning and ending with an individual
243 seeking HTV prevention counseling and testing. A brief overview of the activities associated

244 with PCRS is included in this section, but more detailed discussion is provided throughout the
245 remainder of this document.

246 e Person Secks HIV Prevention Counseling and Testing PCRS begins when persons seek,

247 either through private care providers or publicly funded programs, HIV prevention
248 counseling and testing. As they enter services, they should be assisted first, ideally through
249 client-centered counseling techniques, in — '
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250 1. Assessing their risk of acquiring or transmitting HIV;
251 2. Developing a plan for reducing or eliminating risky behavior for themselves and their
252 partners; and
253 3. Realizing their responsibility, if HIV test results are positive, for informing their partners
254 of possible exposure and referring those partmers to HIV prevention counseling, testing,
255 and other support services (CDC, 1994).

256 ® Client Tests Positive and Chooses To Participate in PCRS During the initial counseling

257 and testing session, the provider (might be one of many types of professionals) should

258 explain (1) how HIV testing will be conducted if the client does choose 10 be tested, and (2)
259 all the available options for PCRS. Once a client’s test results are confirmed positive, that
260 person should be provided an opportunity to receive partner counseling and referral services.
261 e PCRS Provider and Client Together Formulate a Plan and Set Priorities The PCRS
262 provider (might or might not be the same as the previous provider) will first need to counsel
263 the client on if, how, and when specific partners should be informed of their risk of exposure.
264 No onc’s HIV serostatus should be revealed to others. Then, the client and PCRS provider
265 together can decide on a plan for reaching partners. The plan should be one that will result in
266 each pariner being (1) informed of possible exposure to HIV; (2) provided accurate

267 information about HIV’s transmission and prevention; (3) assisted in accessing counseling,
268 testing, and other support services; and (4) cautioned about revealing serostatus of

269 himself/herself or original client to others. As the individualized plan is developed, the

270 PCRS provider and client prioritize which partners should be reached first (Section 3.0

271 provides a discussion of how priorities are set).
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e HIV-Infected Client Voluntarily Discloses Partner Information for Those the PCRS
Provider Will Inform The HIV-infected client is encouraged to voluntarily and
confidentially disclose the identifying, locating, and exposure information for each sex or

needle-sharing partner that the PCRS provider will attempt to inform,

e Client and/or Provider Inform Each Partner of Possible Exposure to HIV The client
and /or the PCRS provider inform each sex or needle-sharing partner who can be located of
his or her possible exposure to HIV. (Ideally, the partner would always be informed
confidentially and face-to-face, but this cannot necessarily be ensured when the client

chooses to inform the partner without the provider’s assistance.)

® Client and/or Provider Assist Partner in Accessing Counseling, Testing, and Other
Support Services At the core of PCRS is referring the now-informed partner to counseling,
testing, and other social and medical services. If on-the-spot testing for HIV and other STDs
is not practical, each parter should receive, immediately upon being informed of possible
exposure to HIV, a service provider referral list for obtaining client-centered counseling and
testing. Some partners will also need immediate referrals for physical evaluation, substance

abuse treatment, mental health, or other support services to enhance or sustain risk-reducing

behaviors.

How each PCRS activity is conducted might have a direct impact on how the community
perceives the value of such efforts to public health. Quality assurance for services provided,
routine staff and program evaluations, and network analysis are, therefore, necessary components
of PCRS. Ensuring, for example, that strict confidentiality is maintained for all persons involved
in PCRS will perpetuate community support and involvement. Each of these is discussed in

more detail in Section 6.0, “Ensuring the Quality of PCRS.”
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2.0 AVAILABILITY OF PCRS

21 MAKING SERVICES AVAILABLE TO ALL HIV-INFECTED
CLIENTS

Publicly funded programs must make PCRS avallable to all HIV-
Infected clients, regardless of how thelr test results were obtained.

Persons might learn that they are HIV-infected, or might come to suspect that they are,
through a variety of sources, including such sources as confidential and anonymous testing sites,
private care physicians, or home test kits. Some PCRS providers might require that test results
that have come from any other source be confirmed. But, regardless of where and how a person

has been tested, PCRS must be made available.

The client who has just been informed of being HIV-infected will, of course, need to have PCRS
offered immediately, but the PCRS provider will encounter many others to whom services
should be offered. For example, those persons could include —

® A previously identified HIV-infected client who now has new sex or needle-sharing partners;

® A previously identified HIV-infected client who is now seeking additional STD or family

planning services or substance abuse treatment; or

® An HIV-infected sex or necdle-sharing partner who has other partners than the original HIV-

infected client.
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311 If the person being offered PCRS has not yet been tested for HIV themselves, client-centered
312 counseling techniques can assist them in deciding whether to seek testing and how to reduce their
313 future risk if uninfected with HIV.

314 HIV prevention program staff should ensure that private physicians in their arca are aware that
315 PCRS is available at publicly funded sites and are aware of how to access those services. PCRS
316 providers will need to take a proactive approach 1o ensure that HIV-infected patients of private
317 physicians are informed about the availability of PCRS at publicly funded sites. Printed

318 information that the physician can distribute and a formal agreement between the PCRS provider
319 and the private physician can better ensure that private-care patients are aware of how to access
320 these services. |

321 2.1.1 Services for Those Persons Tested Anonymously

Anonymous counseling and testing sites must provide PCRS
without requiring that the infected cllent disclose his or her

Identity.
322 An HIV-infected client must not be denied PCRS because he or she has been tested
323 anonymously and chooses to remain anonymous. CDC requires that, unless prohibited by state
324 law or regulation, grantees must provide reasonable opportunities for anonymous testing. Clients
328 who test HIV-positive in anonymous settings must be provided counseling on how to enter a
326 confidential system and strongly encouraged to do so. This will assist them in receiving medical
327 care and other services including PCRS. Although collecting information about sexual and drug-
328 injecting networks is more difficult in anonymous settings, an HIV-infected client has a right to
329 maintain anonymity.

LAYbwZWPDOC\88-0044,007. wpd—T7-18-98 DRAFT-DO NOT DISTRIBUTE!, July 16, 1998, Page 11



SENT B\“{GD; | | i :.7_23_98 ;. §=4BAM i ~ 'CDC- 9120245624383 421

330 2.2 OTHER SERVICE CONSIDERATIONS
331 2.2.1 Inability To Pay

All HIV-infected clients must be offered PCRS regardiess of abillty
to pay (CDC, 1993).

332 If fees for services are charged, providers receiving CDC funds should have a mechanism in
333 place to ensure that no HIV-infected client will be denied PCRS if unable to pay. However,
334 CDC encourages all providers to offer this service without charge because of the public health
335 benefits. |

336 22.2 Accommodating Requests from Other Health Jurisdictions

Eequests for PCRS from other health jurisdictions must be j
accommodated whenever practicable.

337 PCRS providers might sometimes be asked to contact the partner of an HIV-infected person
338 residing in another health jurisdiction. For example, a PCRS provider might request that the staff
339 in a neighboring state health department assist in infofming a former spouse of an HIV-infected
340 client. An effort must be made to accommodate that request if it complies with state and local
341 regulations and policies.
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342 3.0 DECIDING ON A PCRS
343 PLAN AND SETTING PRIORITIES

344 3.1 ENCOURAGING CLIENT PARTICIPATION
345 3.1.1 Reassuring Clients

PCRS providers must ensure that cllents are aware that all
information disclosed by them will be kept strictly confidentlal and
that particlpation Is always voluntary.

346 Providers’ environmental settings should be comfortable enough so that clients are

347 encouraged to participate in PCRS without feeling fearful or coerced. Frequent reminders of the
348 voluntary nature of PCRS and of how privacy will be maintained for clients and partners alike
349 will be necessary before some individuals feel secure enough to participate.

350 3.1.2 Developing an Atmosphere of Trust

To foster an atmosphere of trust, PCRS providers must treat all
HIV-Infected clients and thelr partners with respect.

351 How well the provider fosters an atmosphere of trust, respect, and easy rapport with the HIV-
352 infected individual will have a significant impact on PCRS. Client-centered counseling

353 techniques (CDC, 1994) are highly recommended for developing this relationship, not only with
354 the original client but also with each of their pariners. This ability to develop trust and rapport

355 will also influence the PCRS provider’s effectiveness when working in the community.
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356 3.1.3 Introducing PCRS

All persons entering publicly funded HIV prevention programs must
be counseled at the earliest opportunity about PCRS and options
for informing sex and needle-sharing partners of possible exposure

to HIV.
357 Using a client-centered counseling approach (CDC, 1994), the health care provider should
358 begin discussing the client’s relationships with his or her partners during the client’s first visit,
359 and in some cases, even before the decision to be tested has been made. When clients choose to
360 be tested and the results are positive, then the provider must offer, at the earliest appropriate
361 opportunity, 1o assist in formulating an individualized PCRS plan. That plan is always based on
362 the personal circumstances of the HIV-infected client and each of his or her partners.
363 Clients’ reactions vary significantly to learning that their HIV test results are positive; therefore,
364 the provider must gauge the appropriate point at which to initiate the discussion about the PCRS
365 plan. In fact, other critical issues might need to be resolved first. For example, the client might
366 express a fear of a violent reaction from a partner or suicidal ideation When the provider
367 demonstrates genuine concern for the overall well-being of the client during discussions about
368 partners, the provider encourages greater client participation in PCRS.

369 3.2 FORMULATING A PCRS PLAN

The PCRS provider must explain to the HiV-infected cllent all the
optlons for serving partners and then assist that client in declding
on the best plan to confidentlally reach each partner and refer them
to counseling, testing, and other support services.
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370 HIV prevention programs use two basic approaches for reaching partners (West and Stark,
371 1997). In this document, the term client referral is used when HIV-infected individuals choose
372 to inform their partners themselves and refer those partners to counseling and testing (See also
373 Section 3.2.1). (NOTE: The terms patient referral and self referral are sometimes used in other
374 literature instead of client referral.) The term pravider referral is used in this document when

375 the PCRS provider, with the consent of the HIV-infected client, takes the responsibility for

376 contacting the partners and referring them to counseling, testing, and other support services (See
377 also Section 3.2.2).

378 Sometimes a combination of the two approaches is used. With the dual-referral approach, the
379 PCRS provider and the client are together when one or the other informs the partner of the

380 client’s positive HTV serostatus. This approach gives the client the support, and perhaps safety,
381 of having a professional counselor present. The contract referral approach is similar, but the
382 PCRS provider does the informing only if the client does not notify the partner within a

383 negotiated time period.

384 The PCRS provider should explain to the client all available options for serving their partners,
385 including the advantages and disadvantages of each approach. Then, together they can formulate

386 a plan that can result in each partner being confidentially informed and encouraged to access
387 counseling and testing or other social or medical services. Some HIV-infected individuals will
388 be reluctant to participate in PCRS. Client-centered counseling techniques and reassurances of
389 confidentiality can encourage better participation. Resolving problems through roleplaying, for
390 example, might help the client overcome barriers to participating in PCRS and help them better
391 prepare for their part in those activities.

392 3.2.1 Taking a Closer Look at the Client Referral Approach

393 When HIV-infected clients choose to inform their partners themselves, they usually need

394 some assistance to succeed or at least minimize any potential negative consequences. The PCRS
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395 provider should, therefore, be prepared to coach the client on -

396 1. The best ways to inform each partner;

397 2. How and where each partner can access HIV prevention counseling and testing;

398 3. How to deal with the personal impact of disclosing one’s HIV status to others; and

399 4. How to respond to a partner’s reactions, including the possibility of personal violence.

400 Despite the provider’s coaching, however, the client’s lack of counseling skill and experience
401 might result in unsuccessful or ineffective PCRS. The findings of Landis et al. (1992) clearly
402 indicate that fewer partners are actually informed of their possible exposure to HIV when the '
403 client-referral approach is used.

404 Two other serious disadvantages of the client-referral approach are —

405 1. The client forfeits anonymity to partners, increasing the potential for disclosure of serostatus
406 to third parties, subsequent discrimination, or partner repercussion.

407 2. The client might unintentionally convey incorrect information about HIV transmission,

408 available support services, confidentiality questions, and so forth.

409  For anonymous test sites, the client-referral approach poses a slightly different problem because
410 some clients give the provider little or no information about partners. The provider might not be
411 able, therefore, to ensure that PCRS has been successful and might not be able to perform any
412 network analysis. One solution, then, is for anonymous test site providers to encourage the client
413 to voluntarily enter a confidential setting for PCRS and/or additional medical follow-up. Here
414 again, an appropriately detailed discussion with the anonymous client of how confidentiality will
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415 be maintained for themselves and their partners can ease the transition of an anonymous client to
416 a confidential setting. That transition will also be eased if the client is not required to take

417 another HIV test. If the anonymous and confidential test sites are at separate facilities, reciprocal
418 agreements between the two might be necessary so that the client’s confirmed positive test result
419 can be easily transferred to the confidential setting.

420 At confidential test sites, PCRS providers should make every effort to follow up with each HIV-

421 infected client to assess how well he or she has progressed with PCRS. Whenever possible,

422 careful monitoring of which of the client’s partners do actually access counseling and testing

423 services can greatly enhance quality assurance and progra.m evaluation. This will also help

424 assure that partners have actually been reached.

425 Despite its drawbacks, client referral is the approﬁch frequently chosen, and it can have some
426 advantages. Because the client is usually more familiar with the identity and location of the

427 partner, this approach can result in a prompter partner referral to counseling and testing. Also,
428 some clients apparently choose this approach because they feel the best way to preserve a current

429 relationship is by informing the partner themselves rather than having a third party — the provider
430 —do it. Finally, fewer staff and resources are consumed than with the provider-referral approach,
431 so the financial burden for HIV prevention programs is lessened.

432 3.2.2 Taking a Closer Look at the Provider-Referral Approach
433 Research indicates that provider referral is more effective in serving partners than client
434 referral (Landis et al., 1992). The following are some of the advantages of using the provider-

435 referral approach:

436 1. The PCRS provider is able to much more easily verify that partners have been confidentially

437 informed and have received client-centered counseling and testing services.
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438 2. The PCRS provider can better ensure the HIV-infected client’s anonymity since no

439 information about the client is disclosed to his or her partners.

440 3. A well-trained PCRS provider is able to help defuse the partner’s potential anger and blame
441 reactions as well as accurately and more comprehensively respond to the partner’s questions
442 and concerns.

443 4. Provider referral better facilitates learning about sexual and drug-injecting networks, thus
444 potentially enhancing the overall HIV prevention efforts in the affected community.

445 One of the disadvantages of the provider-referral approach is that PCRS providers are not always
446 able to readily locate and identify the partners. Because the provider is less familiar with how to

447 reach the partners, actually locating them to discuss their possible exposure to HIV can be more

448 difficult. The provider-referral approach also entails substantial financial costs and causes some
449 ethical concerns among affected community leaders (Fenton and Peterman, 1997; West and

450 Stark, 1997). The HIV prevention program incurs substantial expense for staff and resources
451 when the provider is responsible for locating and informing partners. For example, Fenton and

452 Peterman (1997) found that financial costs for provider referral are between $33.00 and $373.00
453 per partner notified and between $810.00 and $3,205.00 per infected partner notified. This

454 program expense, however, is greatly offset in the long run because PCRS frequently reaches
455 persons who do not suspect having been exposed to HIV. Once informed, they can access

456 prevention counseling and testing, and if HIV-infected, they can enter treatment earlier.

457 A simple threshold analysis presents the cost effectiveness of PCRS to society. Assuming

458 $154,402 lifetime cost in the United States of a person acquiring HIV infection and eventually
459 dying from HIV-related illness and $3,205.00 cost of PCRS to reach one infected person, PCRS
460 must prevent 1 infection out of 51 recipients of PCRS to be cost effective. Greater effectiveness,
461 such as preventing only 2-3 infections fore every 51 recipients, would convey substantial cost
462 savings to society.
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463 323 ’i‘aking a Closer Look at the Combined Approaches

464 Two variations on provider and client referral are the dual- and contract-referral approaches,

465 each of which combine the advantages and disadvantages of provider and client referral,

466 Dusl Referral Some HIV-infected clients feel that their partners would be best served by having

467 both the client and the provider present when the partner is informed. The dual-referral approach
468 works well for these clients. The PCRS provider is available to render immediate counseling,
469 answer questions, allay concemns, provide referrals to other services, and in some cases thwart
470 partmer repercussions. Being present also enables the provider to know which partners have in
471 fact been served, and to some extent, learn about sexual and drug-injecting networks. The

472 provider still needs to coach and support the client as with the client-referral approach.

473 Contract Referral The other variation on provider and client referral, the contract-referral

474 approach, might require more negotiation skill on the PCRS provider’s part. In the contract-

475 referral approach, the provider and client decide on a time frame, three days for example, during
476 which the client will contact and refer the partners. If the client is unable to complete the task

477 within that agreed-upon time, the PCRS provider then has the permission and information

478 necessary to serve the partner. Negotiation skill and a relationship of trust are needed so that the
479 provider will have the identifying and locating information immediately available if the client
480 fails to inform the partner before the time limit expires.

481 When the contract-referral approach is used, the PCRS provider should also negotiate a provision
482 whereby the partner confirms in some way to the provider that he or she has been informed of
483 being at risk. Otherwise, the provider has no way to monitor which partners have been informed
484 or to follow up with other professional services for the partner.
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485 3.3 SETTING PRIORITIES FOR REACHING PARTNERS

The PCRS provider and HIV-infected client must prioritize reaching
partners based on who Is most likely to also be infected and who is
most likely to be located.

486 The PCRS plan must include prioritizing which sex or needle-sharing partners need to be
487 reached first, based on each client and partner’s circumstances. Ideally, all partners should be

488 reached, but limited program resources usually dictate that priorities have to be set. Priorities are
489 determined by deciding (1) which partners are the most likely to be infected already; (2) which
490 partners are the most likely to become infected; and (3) which partners can be located. Priority is

491 also affected by federal and state laws. For cxample, federal legislation requires that priority
492 be given to notifying current spouses or persons who have been spouses during the past 10
493 years [Public Law 104-146, Section 8(a) of the Ryan White CARE Reauthorization Act of

494 1996].

495 A number of factors influence how the PCRS provider and client decide which partners need to
496 be reached first, such as the following:

497 ® Number of Partners the Client Has Had Obviously, if the client has had only one partner
498 during his or her lifetime, that partner is very likely to be infected. When the client has had
499 more than one partner, other factors then have to be considered.

500 ® History of Negative Test Results If, for example, the client had a negative HIV test result
501 six months ago, but now the test result is positive, partmers within that six-month time period

502 would receive priority.
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503 ® Partners at Continuing Risk Reaching the client’s cutrent, recurring, or recent partners is a
504 high priority because those partners might be at continuing risk of becoming infected with
505 HIV, if not already infected.

506 e History of Other STDs Either the client or partner’s history of other STD infections is an

507 important factor. If the client knows, for example, that a previous partner was treated for
508 another STD during a certain time period, that partner is more likely to also be infected with
509 HIV and additionally, more likely to be transmitting HIV to others.

510 ® Possible Transmission of HIV to Others The partner who is most likely to transmit HIV to
511 others must receive high priority. For example, if the partner is a pregnant woman, she

512 would need to be reached as soon as possible for counseling, testing, and referral to medical
513 treatment if infected, to avoid transmission to the child. Likewise, the partner who the client
514 knows has multiple other partners needs to be reached as soon as possible to lessen the spread
515 of HIV to others.

516 ® Transmission of Strains of HIV That Are Resistant to Antiretroviral Therapies

517 The PCRS provider and client should begin by noting current or recent partners. Next, working
518 back in time, they should consider any other partners who need to be contacted. By briefly

519 noting the circumstances for each partner and then moving quickly on to the next one, the

520 provider will be better able to stimulate the client’s memory. Then, together, they can determine
521 the priorities for reaching as many partners as program resources and locatability of partners

522 might permit. Some HIV prevention programs routinely attempt to locate and counsel atl

523 partners within a defined time period of each partner’s exposure. This time period, often 1-2

524 years, is frequently based on availability of resources. Programs with greater amounts of
525 resources or that decide to give higher priority to PCRS attempt to reach and counsel partners
526 exposed over a longer time period.
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527 Once the provider and client have established the priorities, they can begin discussing the details

528 of each partner’s exposure. For those partners the provider will be contacting, exact locating
529 information, plus the dates, types, and frequency of exposure will need to be noted (See also
530 Section 4.2). During this phase, new information about partners might come to light that
531 necessitates adjustments in the priorities previously established.

532 34 CONSIDERING OTHER OPTIONS AND SPECIAL
533 CIRCUMSTANCES
534 3.4.1 Other Persons Who Might Need To Be Contacted

535 While the PCRS plan is being developed and priorities are being set for reaching partners, the
536 provider should take special note of any other persons being mentioned who might be at risk.

537 For example, during interviews or counseling sessions, the HIV-infected client might discuss

538 other persons who are not partners, but who are integral to a sexual or drﬁg~inj ecting network.

539 Although not direct partners of the HIV-infected client, these other persons should be offered
540 HIV prevention counseling and testing, if the resources of the program permit. CDC encourages

541 such efforts to identify and lower risks of HIV and other STDs within social or sexual networks.

542 3.4.2 “But, I Do Not Want My Partner To Be Contacted!”

PCRS providers must review with the HiV-Infected client in
appropriate detall the legal end ethical reasons for Informing sex
and needle-sharing partners of thelr possible exposure to HIV.

543 Unfortunately, in some cases an HTV-infected client will simply not want his or her partners
544 notified. The client might claim that the partners have already been informed about their risks, or
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545 they might claim that the partner would not be interested in counseling, testing, or other support

546 services. Providers can encourage a client’s participation by explaining that the partner benefits
547 by knowing his or her HIV status and being able to seek immediate treatment if infected. Also, if
548 infected, the partner can avoid transmitting the virus to others. When clients are determined,

549 however, not to disclose partner names, the PCRS provider will probably have to counsel the

550 client as if he or she is choosing the client-referral approach.

551 In some cases, the provider already knows of a partner at risk even though the client has not

552 identified that partner. Whether or not a legal “duty to wamn” (See Appendix B) exists for PCRS
553 providers is best determined by applicable state laws or regulations, especially regarding spousal
554 notification. All states should have a policy established to guide health department staff in

555 situations where an HIV-infected client indicates he or she does not plan to notify known
556 partners and will not provide the information necessary for the health department staff to make
557 the notification.

558 The Association of State and Territorial Health Officials recommends in its 1988 Guide to Public
559 Health Practice: HIV Partner Notification Strategies that a health care provider invoke his or her
560 “privilege to disclose” (See Appendix B) when that provider knows of an identifiable at-risk

561 partner who has not been named by the HIV-infected person (ASTHO, 1988, West and Stark,
562 1997). State and local HIV prevention program managers should consider the ASTHO

563 recommendations and their own relevant laws when developing policies and procedures.
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4.0 LOCATING AND NOTIFYING PARTNERS

41 PREPARING THE PCRS PROVIDER

Program managers and supervisors must ensure that each PCRS
provider has the appropriate training and sklilis to effectively serve
HiV-infected clients and their partners.

The manner in which PCRS is perceived by the affected community determines, in large part,
how successful HIV prevention programs will be (See Section 4.5). Therefore, program
managers and supervisors should ensure that PCRS providers —

e Have appropriate and culturally competent counseling skills;

® Are knowledgeable about HIV infection, transmission, and treatment;

® Are knowledgeable in local, state, and federal laws regarding HIV and other relevant issues

of providing health care, especially regarding the right to privacy and confidentiality;
® Receive updated information and periodic retraining as appropriate; and

® Are appropriately supervised and given written and oral feedback about their performance on

a regular basis.

In addition to formal training, an inexperienced PCRS provider should complete an internship by

being teamed with a more experienced provider for a period of time before conducting PCRS
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578 alone (See also Section 6.1). Routine peer review of selected cases is another way to enhance a
579 provider’s performance.

580 In reaching some partners, the provider sometimes goes outside the clinic or office setting.

581 Providing PCRS in a client’s home, for example, sometimes comforts the client and helps the
582 provider better understand the personal circumstances of the client and partner. However,

583 whether or not to do PCRS outside the clhﬁc or office, or whether it is best postponed until an
584 adverse situation can be resolved, must be decided on a case-by-case basis. In making this

585 decision, the provider must consider such factors as safety issues or a possible adverse outcome
586 on those PCRS is intended to serve (Fenton and Peterman, 1997). The inexperienced provider
587 will need training in deciding when to provide PCRS outside the office or clinic. In addition,
588 training in avoiding confrontations, diffusing anger, and meditating disputes will better prepare
589 any provider for handling potentially violent situations.

590 42 SETTING ACTIVITIES IN MOTION

Locating and notifyling activities must begin promptly once the
PCRS plan has been formulated and the priorities set for reaching

partners.
591 Locating and notifying partners should begin as soon as possible after the provider and HIV-
592 infected client have decided on the best approach to use for each partner and priorities have been
593 set for which partners to attempt to reach first. By this point, the client should be well-coached
594 on how to best inform those partners he or she will be informing.
595 For those partners the provider will be contacting outside the clinic or office setting, the first step

596 the provider should take is to verify the identifying and locating information provided by the
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597 HIV-infected client. Standard resources such as city directories should be available for the

598 PCRS provider to verify as much information as possible before attempting to make the first
599 contact.

600 4.3 MAINTAINING CONFIDENTIALITY

While conducting PCRS activities in the community, providers
must continue to maintain confidentiality for all HIiV-infected clients

and thelr partners.
601 As the PCRS provider works in the community serving partners, confidentiality for all
602 persons involved must continue to be maintained. Ideally, attempts to make contact with a sex or

603 needle-sharing partner should be confidential. This is often not possible as other community

604 members might ask the purpose of the provider’s visit and why he or she is attempting to make
605 contact.. The provider should not, for example, reveal to others why he or she is trying to find a
606 particular person. Likewise, any note or message left for a partner should not say HIV exposure
607 is the reason the provider is attempting to make contact. In addition, no other information should
608 be revealed that might lead to others leaming the reason for the contact or that might otherwise
609 lead to disclosure of sensitive information or to a break of confidentiality. |

610 As each partner is located, he or she should be informed privately and face-to-face, if at all

611 possible. Informing a partner by telephone might become necessary if the person refuses to meet
612 with the provider, for example. This should only be done, however, after every step has been
613 taken to ensure that the correct person has been located, is on the telephone, and others are not
614 listening.

615 The original HIV-infected client will sometimes inquire about the results of the PCRS provider’s
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616 activities regarding the partners. The provider, when requested, can reveal whether a particular

617 partner has been informed of his or her exposure to HIV, but must not reveal any confidential
618 information about that partner, including whether the partner decided to be tested or whether they
619 are HIV-infected. Of equal importance is not revealing any identifying information about the

620 original client to the partner, including the person’s name or physical description, or time, type,
621 or frequency of exposure. Although the PCRS provider will need to document the results of his

622 or her activities in a thorough, concise, and timely manner, confidentiality must still be
623 maintained for all persons involved. Personally identifying information regarding partners
624 should be kept locked up in a secure location. Client and partner information, other than the

625 official record, should be destroyed when PCRS activities are concluded.

626 4.4 GOING BEYOND MERELY INFORMING PARTNERS

As each partner Is Informed of possible exposure to HIV, the PCRS
provider must be prepared to assist that person with immediate
counseling and referrals for more intensive counseling as well as
testing and other support services.

627 The PCRS provider must be well prepared to handle the initial reactions of the person who is
628 being informed of possible exposure to HIV. That person will undoubtedly need immediate

629 counseling, followed by referral to additional HIV prevention counseling. The provider must be
630 prepared to answer the questions and concerns of each partner without revealing any identifying

631 information about the original HIV-infected client.

632 Testing for HIV is another very important issue to the person who has just learned of possible
633 exposure, so the provider must be prepared to, at a minimum, refer them to testing services. For
634 many years, providers have taken blood specimens of those who consent at the time of
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635 notification, which requires specialized training. With the current availability of oral fluid

636 collection kits, and rapid testing systems, program managers might want to consider providing .
637 on-the-spot collection of specimens for HIV testing as each partner is informed. If the partner
638 has previously been tested, and those results were negative, the PCRS provider should stress the

639 need to follow up with a another test at a public health facility.

640 Beyond counseling and testing services, however, many partners will need referrals for other

641 kinds of social and medical support services. The PCRS provider should already have formal

642 agreements in place and an up-to-date resource guide so that immediate referrals can be made to
643 other services such as substance abuse treatment, family planning assistance, other STD

644 treatment, or housing assistance (CDC, 1993). Having formal agreements in place for

645 ' collaboration between PCRS providers and referral sources will ensure that those services can be
646 successfully accessed. PCRS providers should then follow up with each partner contacted to
647 ensure that test results and other referral services have in fact been reccived. If providers in

648 another health jurisdiction have been asked to contact a partner, follow up with that provider

649 should be conducted to determine the cutcome.

650 45 ADDRESSING COMMUNITY CONCERNS

651 The potential exists for partner notification activities to have a negative impact on HIV-

652 infected individuals, their partners, or the affected community (West and Stark, 1997). Some
653 community leaders view these kinds of activities with suspicion and are apprehensive about such
654 issues as —

655 ® Whether disclosure of partner names is done voluntarily;

656 ® Possible denial of other health care services if the HIV-infected client refuses to reveal

657 partner names or cooperate with other coercive practices by providers;
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e Unintended effects on personal relationships such as partnership breakup or violence,

e Potential for invasion of privacy or loss of confidentiality for HIV-infected clients and their
partners; and

® Possible discrimination if confidential information held by government agencies is ever

released, either accidentally or by law.

Although PCRS providers cannot always resolve these issues, they can strive to build
relationships of trust between themselves and those they serve, including the leaders of affected
communities. PCRS providers should be prepared, whenever an opportunity arises, to correct
misconceptions about policies and practices and to address legitimate concerns about
confidentiality (West and Stark, 1997).
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5.0 COLLECTING, ANALYZING, AND
USING PCRS DATA

51 WHY COLLECT PROGRAM DATA?

W

PCRS data are collected and used (1) to assess the sclentific and N
behavior risks for sex and needle-sharing partners of HiV-infected
persons; (2) to evaluate the effectiveness of the PCRS program as
part of the overall HIV prevention effort; and (3) to Improve how

other HIV prevention activitles, interventions, and services are
Qﬂrected.

J

Accurate and consistent data collection is a critical component for evaluating how effective
the PCRS program is, as well as how well it enhances the overall HIV prevention intervention
(CDC, 1994). Moreover, PCRS data enable providers to better focus prevention efforts on those
persons most at risk. When the data include information about sexual and drug-injecting
networks, the dynamics of HIV transmission can be better analyzed (Fenton and Peterman,
1997), and more intensive prevention and education efforts can be applied for specific high-risk
groups (West and Stark, 1997). To do all this, however, the collected data must be relevant to
scientific and behavioral risk, HIV/AIDS prevalence, and demographics of the affected
community. With accurate and consistent data, the staff of health departments, community-
based organizations, and community planning groups can establish an effective mix of

prevention strategies.

- E——
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52 WHAT DATA SHOULD BE COLLECTED?

PCRS providers must collect data that answer key questions about
how well the PCRS program Is functioning, the extent and quality of
services actually being provided, the degree to which cllents and
thelr partners accept and are satisfled with services, and how
PCRS and other prevention services can be enhanced.

PCRS providers must use a standardized data collection too/
throughout the program that does not violate the privacy or
confidentiality of the original HIV-infected cllent nor his or her
partners.

Any data collection tool used in a PCRS program should be designed so that certain core

information can be ascertained, including the answers to the following:

® What is the proportion of HIV-infected clients who are offered PCRS?
® What is the range of services offered to and accepted by each client?

® What are the reasons those clients either reject or accept PCRS?

e What is the percentage of partners actually reached through PCRS and how many of those
partners are HIV-infected?

® What are the demographics (age, sex, race/cthnicity, risk behaviors, and so forth) of the
clients and partners actually served?

4-—-_“
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And, perhaps most importantly,

® What does all of this information mean in regard to how well PCRS is working for HIV-

infected clients, their partners, and the community at large?

To obtain PCRS data that are readily collectable, relevant, and usable, the data collection tool can

be designed to include some or all of the following information:

e Which program or service sites are providing PCRS?

® What are the demographic characteristics of the HIV-infected clients?

® When are services provided (dates, for example)?

® What are the demographic characteristics of the partners?

® What is the relationship between client and pa@a (sex or drug-injecting, for example)?
® How is one relationship between a client and partner connected to any other relationship?
® What services are chosen by the clients? By the partners?

And,

e How do clients and partners rate the services they receive?

The HIV prevention program managers in each health jurisdiction will have to decide how best

1o collect, analyze, and use PCRS data. Those managers should keep in mind, however, that

misconceptions about the collection and use of HIV data in additionto a general mistrust of
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publicly funded agencies are two of the biggest barriers in affected communities to HIV

prevention efforts.

6.0 ENSURING THE QUALITY OF PCRS

6.1 EVALUATING PCRS

Resources necessary for providing quality PCRS Include adequate
staff, facilltles, supervision, and tralning, with each of these
evaluated on an ongoing basis.

Quality assurance for PCRS program entails ensuring that appropriate and standardized
methods are used for —

1. Counseling HIV-infected clients regarding the notification of their partners;
2. Developing a PCRS plan;

3. Prioritizing the order in which attempts to reach partners will be made;

4. Locating and informing those partners of their possible exposure to I-HV

5. Providing immediate counseling and testing services to informed partners and/or referring

them to other service providers; and
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721 6. Collecting, analyzing, using, and storing PCRS data.

—
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Of all the resources necessary for the successful operation of PCRS programs, however, training
is perhaps the most critical (Fenton and Peterman, 1997). Ata minimum, each individual PCRS
provider must receive initial basic training plus periodic retraining in -

1. Conducting each facet of PCRS;

2. Client-centered counseling techniques;

3. Protecting individuals’ rights to privacy and the laws regarding confidentiality of medical

records;
4. Understanding and using scientific information about HIV prevention;
S. Defusing potentially violent situations involving clients, partners, or staff;
6. Stress management;
7. Administering HIV tests, if appropriate; and
8. Career development issues.

Written job descriptions, including minimum performance criteria, and comprehensive
procedures for delivering quality PCRS should be developed and copies made available to all
personnel. Also, supervisors should directly observe a new PCRS provider until confident that
the provider is proficient in serving clients and their partners. Then, through periodic supervisor
observation, peer revic_w of selected cases, and “customer” satisfaction surveys, each PCRS

provider should be given constructive oral and written feedback.
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The overall program should also be frequently evaluated to determine the quality of effort and
the possible impact PCRS has had on the affected community’s HIV prevention efforts (Fenton
and Peterman, 1997). Program evaluations should include a comprehensive assessment of all

confidentiality procedures that includes, at a minimum, record keeping.

62 HOW CAN CDC HELP?

Many types of technical assistance are available for designing, managing, or evaluating
PCRS through CDC'’s project officers, program consultants, and network of HIV prevention
partners. In addition, training is provided through CDC and its contractors that is designed to
enhance PCRS providers’ skills regardless of their level of experience. Finally, documentation
on the latest scientific findings about HIV is available through the CDC National AIDS
Clearinghouse (toll-free, 800-458-5231).

el e ———————————
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APPENDIX A

PCRS PROGRAMMATIC STANDARDS

All PCRS programmatic standards are listed here, followed by a reference to the section of

this document where a discussion of that standard and other related guidelines can be found.

® All publicly funded HIV prevention counseling and testing sites, both confidential and
anonymous, must make PCRS available to all clients. (Section 1.5)

® The HIV-infected client must have a good understanding of PCRS and be willing to

participate before activities can begin. (Section 1.5)

® Publicly funded programs must make PCRS available to all HIV-infected clients, regardless

of how their test results were obtained. (Section 2.1)

® Anonymous counseling and testing sites must provide PCRS without requiring that the

infected client disclose his or her identity. (Section 2.1)

e All HIV-infected clients must be offered PCRS regardless of ability to pay (CDC, 1993).
(Section 2.2)

® Requests for PCRS from other health jurisdictions must be accommodated whenever

practicable. (Section 2.2)

® PCRS providers must ensure that clients are aware that all information disclosed by them will

be kept strictly confidential and that participation is always voluntary. (Section 3.1)
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798 ® To foster an atmosphere of trust, PCRS providers must treat all HIV-infected clients and their

799 partners with respect. (Section 3.1)

800 @ All persons entering publicly funded HIV prevention programs must be counseled at the

801 earliest opportunity about PCRS and options for informing sex and needle-sharing partners of
802 possible exposure to HIV. (Section 3.1)

803 ® The PCRS provider must review with the HIV-infected client all the options for serving

804 partners and then agsist that client in deciding on the best plan to confidentially reach each
805 partner and refer them to counseling, testing, and other support services. (Section 3.2)

806 ® The PCRS provider and HIV-infected client must prioritize reaching partners based on who
807 is most likely to also be infected and who is most likely to be located. (Section 3.3)

808 ® PCRS providers must explain to the HIV-infected client in appropriate detail the legal and

809 . ethical reasons for informing sex and needle-sharing partners of their possible exposure to
810 HIV. (Section 3.4)

811 ® Program managers and supervisors must ensure that each PCRS provider has the appropriate
812 training and skills to effectively serve HIV-infected clients and their partmers. (Section 4.1)
813 ® Locating and notifying activities must begin promptly once the PCRS plan has been

814 formulated and the priorities set for reaching partners. (Section 4.2)

815 ® While conducting PCRS activities in the community, providers must continue to maintain
816 confidentiality for all HIV-infected clients and their partners. (Section 4.3)

. -
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® As each partner is informed of possible exposure to HIV, the PCRS provider must be
prepared to assist that person with immediate counseling and referrals for more intensive

counseling as well as testing and other support services. (Section 4.4)

® PCRS data are collected and used (1) to assess the scientific and behavioral risks for sex and
needle-sharing partners of HIV-infected persons; (2) to evaluate the effectiveness of the
PCRS program as part of the overall HIV prevention effort; and (3) to improve how other

HIV prevention activities, interventions, and services are directed. (Section 5.1)

® PCRS providers must use a standardized data collection tool throughout the program that
does not violate the privacy or confidentiality of the original HIV-infected client nor his or
her partners. (Section 5.2)

® Resources necessary for providing quality PCRS include adequate staff, facilities,
supervision, and training, with each of these evaluated on an ongoing basis. (Section 6.1)
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829 APPENDIX B

830 GLOSSARY OF TERMS ASSOCIATED WITH PCRS

831 This operational guidelines document uses the following concepts and terminology:

832 Client-Centered Prevention Counseling conducted in an interactive manner that
833 Counseling is responsive to the individual’s needs. This

834 approach requires an understanding of the unique
835 circumstances of the client — behaviors, culture,
836 knowledge, and social and economic status.

837 Client-Referral Approach A PCRS approach whereby the HIV-infected client
838 informs his or her partners of their possible

839 exposure to HIV and refers them to counseling,
840 ' ~ testing, and other support services.

841 Confidential Requirement that all personally identifying records
842 : ' be kept secure in a locked file and that no

843 information be released to anyone without signed
844 authorization from the client.

845 Contract-Referral Approach A PCRS approach whereby, if the HIV-infected
846 ' client is unable to inform a partner within an

847 agreed-upon time, the provider has the permission
848 and information necessary to do so.

849 Dual-Referral _Approa'eh A PCRS approach whereby the HIV-infected client
850 and the provider inform the pariner together.

LAYbw2\WPDOC\98-0044.007.wpd—T7-16-08 DRAFT-DO NOT DISTRIBUTE!, July 18, 1998, Page 42

o e . 1 . . L



SENT BY:GDC v T-23-88 + 9:10AM _ R 912024562439 824

851 Duty To Warn A legal concept indicating that a health care

852 | provider who learns that an HIV-infected client is
853 likely to transmit the virus to another identifiable
854 person rust take steps to warn that person; state
855 laws determine what actually constitutes a “duty to
856 warn.”

857 Partner A person who shares sex or drug-injection needles
858 with another.

859 PCRS Partner counseling and referral services.

860 PCRS Provider A wide variety of qualified, trained health care
861 professionals including physicians, nurses,

862 ~ counselors, disease intervention specialists, and
863 others.

864 Prevention Counseling Guiding a client’s understanding of his or her

865 perception of risk for becoming infected with HIV
866 and developing a plan for reducing that risk for
867 themselves and their parmers.

868 Privilege To Disclose Guidance for a PCRS provider who knows the
869 identity of a partner at risk for HIV, whom the
870 infected client is unable or unwilling to inform;
871 usually guided by state laws.
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872 Provider-Referral Approach A PCRS approach whereby, with the permission of
873 the HIV-infected client, the provider informs the
874 _ partner and refers him or her to counseling, testing,
875 and other support services.

876 Spouse A legal marriage partner as defined by state law (for
877 : .purposes of the requirements of the Ryan White

878 CARE Act).
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Testimany on Hearing for HR 4431 (DRAFT) \

1 am Dr, Helene Gayle, Director of the National Center for HIV, STD, and TB Prevantion
at the Centers for Diasase Control and Prevention, Thank you for the opportunity to testify today

about issues related to HIV prevention panner coungeling and referral services in the context of '

HR 4431, the HIV Partner Protection Act. I'm especially happy to be here because it's an
opportunity for me to share with you CDC’s updated guidance on HIV partner counseling and
referral services - which has just been released for public comment.

However, before we foous on paxtno:; counseling and referral services, let me briefly
describe the major goal of KIV provention in this country znd the sound public health approaches
that we think are needed to achieve this goal. Our goal is to prevent HIV infoction by reducing

behaviors likely to transimit -the virus and assisting individuals at risk or already lnfected in gaining

access to prevention services, medical care, and other needed services This ambiticus goal can
be schieved only by using a comprehensive strategy. Elcucais of this strategy muat include

monitoring the epidemic; informing the public regerding risk and modes of transmission:

. conducting hsalth education and risk-reduction astivitics, including school-based educution cfforts
for youth; promoting and implementing HiV prevention counseling and testing. providing
refecrels for medical treatment as well as prevention and social setvices; and promoting and !
implcmenting STD soreening and trestment. An essential component of HIV coungelifig and
testing is reaching out to and counseling sex and needle-sharing partners of persons identified as
HIV positive. These purtners are ofton unaware that they have been exposed to HIV and some

mey already be infected. All must have access to counseling, testing, and other prevention or
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Teatmess sivicos. Eash of these elements contributes 10 preventing the ypread of HIV.
Together. thev become » powerful prevention strategy. No single activity, by itself, will achieve
the overall goal of preventing niew HIV infections.

I will briefly describe CDC's curtent recommendations for partner counseling and referral

services, or PCRS, and our current requirements for programs providing these services. The
goals of PCRS are, first, to provide services to sex and needle-sharing partners of HIV-infected
individuals so thoy can avoid infection or, if already infected, can prevent transmirsion of HIV to
oﬁug second, to help HIV-infected partners gain earlier 8¢cess to counseling, medical

svaluation, and cther prevention, treatment, and support services. CDC has required States to

|
|
|
|
|
establish standards end implement procedures fur PCRS since 1988, when it was referred 10 as i
“partner notification.” l
PCRS is a process that begins when peoplo roceive HIV pravention ¢ounseling and testing |
and is carried out by different health professionals in 2 wide range of counseling and testing |
sottings. If o peraon tests positive, the PCRS provider end client together formulste a plan for
reaching any 5ex or neodie=sharing partners. The plan should be one that will result in cach
partner’s being informed of possible exposure to HTV and provided with accurate information and
counseling about HIV tranjmisslon and prevention. Nent, the 1IV-infected client v§luu1rily
discloser identifying information about partners, and the client and/or the provider informs each
parmer of pussible exposure to [TV, The next stop is really the core of PCRS practice: ngisting
the partner in accessing additional counseling, testing, medical care, and other suppori services.
Throughout this process, the confidentiality of the infected persnn’s identity and that of their

partners must be preserved. .




The ability to successfully identify the exposod individual is directly dependent ou
esteblishing trust with the infected person. This is a critical point that has always bsen &
cornerstone of partner services t‘o? HIV and all other STDs. The PCRS proccas, by its mature, is a
voluntary one on the part of the client. A client who tests positive for FLV or any other STDs
cannot be mandated 1o reveal names of partners. In the wake of receiving an HIV-poaitive test
result, clients may fear discrimination, ebuse, or domestiu vivlence; they may fear the loss of 8 job,
health insuranice, housing, or the loss of important personal relationships. The sudoass of the
PCRS process absolutely hinges on the trust and coopaeration of the person living with HIV, their
puituers, and their communities, We know that people will cooperate if they believe that their
confidentiality will be protectad; otherwise they may avoid the system altogsther. The way to
maximize the public health bunefit is to have a valuable service ~- one with skilled counselors fully
supported by adequate resources - that people perceive ez heneficial and eagy-to-use.

Partner counseling end referral services related to HIV infection have evolved from
similer services, known as “contact tracing,"” that were begun in this country in the 16305 as a
method of preventing the upread of syphilis. This prevention cffort was called contact tracing
bocause public health workﬁn would, and still do, conduct analyses to determine which sex

partners were most likely to be infectad and then make confidential efforts to Jocate them and

provide troatment. Contact tracing sexvivos lter expanded to include partners of persons infected

with gonorrhea and other sexually transmitted diiems, including HIV, and came tn be known as
“partner notification” in the 1980s. Today, the term “IIV partner counscling und referral

services™ more accurately reflects the range of services available to HIV-infected persons, their

partners, and affected communities through this essential public heslth activity.

3 .
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But of necessity, PCRS for HIV differs from partner setvices for other STDs. The
primary difference is that, despite recent advances in treatment, we do not yet have a cure for
AIDS, so HIV, unlike syphilis and gonorrhea, remains s lifeslong issue for those affected. For
HIV-infected persons, PCKS needs to be continuously available. The process begins as soon as

" an HIV-infected person learns their serostatus, and it continues throughout that person’s
counseling and treatment. If new partners are ucpdaod in the future, PCRS is again utilized.
Also, because society frequently stigmatizes and sometimes discriminates sgainst HIV-infected
pefsons and their families and friends, counseling and support must be provided for clients who
choose to notify their own partners. For exposed partners who test positive for HIV, PCRS
provides assigtance in reducing risks posed fo others and accassing medica! evaluation, treatment,
and other prevention and support services to prolong Lifé. As new prevention tools emerge, such
88 vaccines, better behavioral interventions, and more effective antiretroviral therapies, PCRS will

"almost certainly bacome an even more important prevention tool.

States, terTitories, and local sreas contribute to & lnational dats system maintained by CDC

.that includes information on more than two milllon HIV tests reported annually from nearly
10,000 publicly funded vounseling and testing sites. While this system does not differentiate

spouses from others who are sex or needle-sharing partners, it does record the reasons for secking

HIV counseling and testing services, including referrals by pariners and heaith depm«tfs. In

1996, 81,999 tests were conducted for people who were referred from a vasiety of health care

delivery settings; of these, 35,260 (43 percent) were referred by thoir partners, and 46,739 (57

percent) were refirred by the health department. More than half of all the peaple refetred were

fernale. Many of these persons did not realize they might have been exposad to HIV and thus did

4 ' . .
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not consider themselves at risk for infection until they received the rcfcrral. Nationally in 1996, 4
percent of these referred partners tagted HIV seropositive, and in some areas up to 15 to 20
percent were HIV positive. This represents a much higher rats than the national average of 1.5
percent who tostod FIIY positive at publicly funded test sites that year, These Gats underscore the
importance of the PCRS process in reaching high-risk populations and providing individuals with |

the eritical linkage 1o sppropriate provention and treatment services, The uts wlso iliustrate the

degroe of auccess BCRS has already demonstrated.
Concerning the effsctivencss of FCRS, we know that, in gencral, HIV-infected persons !
end their partaess reedily accept PCRS and, with appropriate counseling, will not only provide
confideatial and very sexsitivo information, bt wil actively assist in finding and encouraging |
partners and spouses to rw&w counseling und testing, Also, when located, sex partners are
generally receptive to confidential notification by the client or the heaith department and will
usudlly seek EIV testing. Another indication of tho cfficacy of PCRS is the fact that many prople
wt high risk for infection are linked by this process to prevention services that have been proven to

be effective.

Notwithstanding these benefits to public health, it is also important to note the practical

limitations éf PCRS. Frequently it is difficult or impossible to determine exactly wher. a pergan
bacuﬁa infected with HIV and when specific sex or geedlu-shuring partners were exposed (o the
virus. During the potentially long period during which the vi;us could have been transmitted, the
HIV-infected pergon may have had many partmers. In eddition, the IINV-infected person may not
be able to identify all pantners or know how to reach others who are known. Because of the long

time periods involved, often it is difficult for the client or health department to locate all the



partners, especially those exposed years aarlier. Also, while many HIV-infected persons willingly
participete in PCRS, fear or miisundersandiag of health department polictes and practices may
keep some HIV-infected persans fram caming forward or revealing information needed to reach
pastnera and spouses. A climate of trust, confidentiality, and understanding is essential, without
it, this highly effective and targeted intervention is jeopardized. Another limitation is the lack of
humen and financial resources in the public health arena necessary to carry out tis important
prevention activity.

| Lat ma now describe some of the sumerous ways that CDC has been working to further
strengthen and enhumce PCRS activities. As 2 result of the reauthorization of the Ryan White
legislation. sach State is required to certify to CDC in writing the State’s intent to comply with
the spousal notification requirements comv.im;d ii the legislation. Programmnatioc and legal staff of
CDC and the Health Rescurces and Services Administration have developed procedures and

criteria for certifying each State’s compliance with Ryan White CARE Act requirements that

mandare that States make a good faith effort to notify spouses of known HIV-infected individuals.

All Staves certified compliance by February 1997 and have taken action to implement spousal
notification. No State opposed the requirements.

In addition to the specific activities related to apousal notification, CDC also provides
technical assistance and guidance to help States achiove optinml perfvrmance in their PCRS
programs. Spousal and partner notification requirements have been reviewed and emphesized by
CDC at numerous meetings, conferences, and workshops involving State and local 1TV
prevention programs and nstional organizations. COC bas published scientific articles on HIV

prevention partner notification in peer-reviewad journals, emphasizing its importance, especially

6 ) . L}
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a3 it relates to primary prevention and linkago of HIV-infected persons to ticsument, CDC has
delivered training on PCRS through a satellite video conference and at naﬁofm! coaferences, and
training is currently being conducted at State and local heelth departments for staff who
implement PCRS programs. |

As ] mentioned at the beginning, CDC, with input from a wide rangs of public health and
professional partners, also has developed comprehensive guidelines for HIV PCRS and recently
mailed the draft to all State health departments for comment. The HIV Partner Protection Act of
1998 and this new PCRS Guidanos do share important goals of notifying partners, including
ypouses, who raay have been exposed to HIV and linking them to appropriate prevention and
medical services. CC believes that the new PCRS Guidméo improves and rcfincs current
practices and cicvales pariner counseling and referral services to 2 higher standard of public heaith
practice and a greater degree of potential effectivanass. We will receive commaents on the
Guidance and will then finalize and implement it.

Let me now briefly sddress some other issues related to the HIV Partner Protection Act.
The Act departs from the CDC Guidelines and scionoc-based public health practice by muudating
reporting of all HIV-positive tests, by client name, without any provision to support the
continyation of anonymous tasting, The resulting effect will be to discourage and drastically
reduce anonymous testing oppuriunities. Anonymous testing has been strongly encouraged by
CDC Guidelines and is intogral to public hsalth practice bacanse it has been proven to bring
people for t=gting eerlicr in the course of infection and also bring in people who might never
access such services or who might access them only when symptoms of disease develop. CDC

currently racommends that people who test positive in anomymous settings be linked with medioal

7 9
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Care 80 they ~ow raneive l#p-nrnlnnging clinical semm 1t is algo through this medical delivery
systom that clients develop the trusting relationships that facllitate the (dentification of exposed
partners not revealed with the initial inquiry. In States that require name reporting, the names of
clients who tested 'positivé anonymously ate reported to State health departments at the point of
interacting with medica! care providers. |

In addition, we are concerned that directive legislation may inadverteatly constrain the

application of sound public health activitics that requirs greater flexibility. For example, studies
have shown that clients might not want their partners notified because they fear & violent reaction
from the partner. Domestic violence is & well-documented reality in the lives of many newly
diagnosed individuals, especially women. Proviﬁers must be sensitive to the threat af vinlence and
other issues of conoemn to the client. PCRS providers should have the flexibillty 10 tuke en
assessment prior to notitying the partner and seek expert consultation before proceeding with
notification. Legislative mandates could decrease tho'ﬂeadbility that public health staff require to
apply sound judgment m complicated situations, as are frequently encountered when providing
PCRS, especially thoss situations involving the potential for interpersonal violence, Passage of
this or other legislation that might reduce this ﬁudbﬂity could prevent clients who fear such
violence from seeking counseling and testing for HIV.

What then are our recormmendations? We would like to have the opportunity to
implement the new PCRS Guidance and then evaluate its outcomes and impact. CDC will |
provide technical assistance to State and local programs to build the service delivery capacity of
PCRS progimns knd will continually assess PCRS practice across the courtry 8s programs are

further developed and strengthened. Xnowing the subcommittes’s interest and concern, we

g . v
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would be happy to provide a progress teport six months from the date the Guidance is finalizod.

CDC is comumitted 10 strengthening HIV prevention efforts in reaching sex and needle-

sharing partners, providing them with counaeling shout prevention, and, if they sre infacted, |
linking them to mcdical cere and treatment. For this Lo be accomplished, CDC sésfge support
- State and local heaith departments in expanding counseling and testing services, increasing the
number of skilled counselors who esteblish that all-important trust with clients, providiog more
access to antiretroviral treatment and other needed services, and establishing new data collsction
systems.
Thank you for the upportunity to present our views on this important public health topic.

I will be gled to respond 10 any questions you or other membars of the subcommittee may have.

TOTAL P.BS
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would be happy to provide s progress report six months from the date the Guidance is finalizod.

CDC is comumitted to sucngthening HIV prevention efforts in reaching sex and needle-

sharing partners, providing them with counseling about prevention, and, if they sre infected,
linking them to mcdical care and treatment. For this Lo be sccomplished, CDC ybsi§o#a support :l
. State and local health departments in expanding counseling and testink services, increasing the |
number of skilled counselors who establizh that all-inipmant trust with chems providiog mure i
access 1o antiretroviral treatment and other needed services, and establishing new data collection
systems,
Thank you for the oppurtunity to present our 'vlews .on this important public health topic.

I will be glad to respoad 10 any questions you or other membars of the subcommittee may have.
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would be happy to provide & progress report six months from the date the Guidance is finalized.

CDC i3 comunitted 1o strengthening HIV prevention efforts in reaching sex and needle-
sharing partners, providing them with counseling ahout prevention, and, if they are infected, 2
linking them to modical care and treatment. For this (v be uccomplished, CDC #%ppon !

. State and local health departments in expanding counseling and testing services, increasing the

number of skilled counselors who establish that all-important trust with ﬁlienta, providing more
access 10 antiretroviral treatment and other needed services, and establishing new data collection
systems,

Thank you for the opportunity to present our views on this important public health topic.

I will be giad to respond 1o any questions you or other memhars of the subcommittee may have.
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would be happy to provide e progress report six months from the date the Guidance is finalized.

CDC is comumitted 1o strengthening HIV prevention efforts in reaching sex and needle-
sharing partners, providing them with counseling ahout pravention, and, if they sre infacted, |
linking them to modical care and treatment. For this W by sccomplished, CDC #%ppon

. State and local health depastments in expanding coungeling and testing services, increasing the

number of skilled counselors who establish that all-important trust with ﬁlienta, providing more
access 10 antiretroviral treatment and other needed services, and establishing new data coljection
systems.

Thank you for the oppurtunity to present gur views.on this important public health topic.

I will be glad to respond to any questions you or other memhars of the subcommittee may have.
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would be happy to provide e progress report six months from the date the Guidance is finalized.
CDC is comunitted 1o strengthening HIV prevention efforts in reaching sex and needie-

sharing partners, providing them with counseling ahout prevention, and, if they sre infacted, |

linking them to modical care and treatment. For this (v by accomplished, CDC %ppm |
. State and local health departments in expanding counseling and testing services, increasing the |

number of skilled counselors who establish that all-important trust with élienta, providing more l

access 1o amtiretroviral treatment and other needed services, and establishing new data collection ;

systems, l
Thank you for the oppurtunity to present our views on this important public health topic.

I will be glad to respond to any questions you or other memhars of the subcommittee msy have.

TOTAL P. 10
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Testimony on Hearing for HR 4431 (DRAFT) Ut

1 am Dr, Helene Gayie, Director of the National Center for HIV, STD, and TB Prevention

at the Ceaters for Disense Control and Provention, Thank you for the opportunity to testify today
about issues related Lo HIV prevention panner coungeling and referral services in the context of
HR. 4431, the HIV Partner Protection Act. I'm especially happy to be here because it's an
opportunity for me to sherc with you CDC'’s upduted guidanee on HIV partner counseling and
referral services «- which has just been released for public comment.

However, before we focus on pa:tnef counscling and referral services, let e briefly
describe the major goal of KIV prevention in this country end the sound public bealth approaches
that we think are needed to achieve this goal. Our gou! is to preveat HIV infoction by reducing
behaviors likely to u'msmil.'lhe virus and assisting individuals at risk or already infected in gaining
access to prevention services, medical care, and other needed services. This ambitious goal can
be schieved only by using a compreheasive strategy. Eleiucnis of this sistegy muat inchude
monitoring the epidemic; informing the public regarding risk and modes of transmission;

-conducting health education and risk-reduction activitics, including school=based educaution efforts

for youth; promoting and implementing HiV prevention counseling and testing; providing
referrals for medical treatment as well as prevention and social services; snd promoting and !
mplemonting STD soreening and :rutmém. An essental component of HIV counseling and
testing is reaching out to and counseling sex and neadle-gharing partners of persons identified as
HIV positive. Thege partners arc oftcn unaware that they have bun exposed 1o HI'V and some

may already be infected. All must have access to counseling, testing, and other prevention or

ety e
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|
trestmers scriess. Each of these elements contributes to prevesting the spread of HIV.
Together. thev become 2 powerful preveation strategy. No single activity, by itself, will achieve
ths overall goal of preventing new HIV infections.
I will briefly describe CDC's current recommendations for partner counseling end referral |

services, or PCRS, and our current requirements for programs providing these services. The
goals of PCRS are, frst, to provide services to sex and needle-sharing parmers of HIV-infected
individuals so they can avoid infection or, if already infacted, can prevent transmirsion of HIV to
othcrs, second, to help HIV-infected partners gain earlier access to oounschng, wmedical

evaluation, and other prevention, treatment, and suppart services, CDC has required States to

establish standards and impiement procedures fur PCRS since 1988, when it was refcrred to as
“partmer notification.”

PCRS is a process that begins when peoplo recsive HIV prevention counseling and testing
and is carried out by different health professionals in a wide range of counseling and testing
acttings. Ifa peraon tests positive, the PCRS provider and client together formulate & plen for
reaching any sex or noedle-gharing parmers, The plan should be one that will result in ucﬁ |
pantner’s being informed of possible exposure to HTV and provided with acourate informstion and
counseling about HIV transmission and prevention. Next, the IIV-infectod clicnt voluntarily
disclosen identifying information about partners, and the ¢lient and/or the ﬁrovider informs each
pariner of pussibic exposure to [TV, Tho next step is really ths core of PCRS practice: ugining
the partner in accessing additional counseling, testing, medical care, and other 'suppor't services.
Throughout this process, the confidentiality of the infected person’s identity and that of their

partoers nmust be preserved. ,




The ability to successfully identify the exposcd individual is directly dependent un
esteblishing trust with the infected person. This is a critical point that has always been &
comerstone of partner servicas fbf HIV and all other STDs. The PCRS process, by ita nature, is a
voluntary one on the purt of the client. A client who tests positive for H1V or any other STDs
cannot be mandated 10 reveal names of partners. In the wake of receiving an HIV-positive test
result, clients may fear discrimination, abuse, or domestiv vivlence; they may fear the loss of a job,
health insurance, housing, or the loss of important personal relationships. The succass of the
PCRS process absolutely hinges on the trust and cooperation of the person living with HIV, their
patnery, and their communities. We know that people will cooperate if they believe that their
confidentiality will be protected; otherwise they may avoid the system altogether. The way to
maximize the public health benefit is to have & valuabie service — one with skilled counselors fully
supported by adequate resources -- that people percaive ax heneficial and easy-to-uge,

Partner counseling and referrel services related to HIV infbution have evolved n'on_:
similar services, known as “contact tracing," that were begun in this country in the 19305 as &
method of preventing the spread of syphilis. This prevention cfort was called contact tracing
bucause public health workﬁ would, and still do, conduct analyses to determine which pex
partners were most likely to be infected and then make confidential efforts to locate them and
provide treatment. Contact tracing servives later expanded 1o include partners of persons infected
with gonorrhea and other sexually tranamitted diieases. including HIV, and came to be known as
“partner notiﬁoaﬁon" in the 1980s. Today, the term “IIIV partner counssling und referral
services™ more accurasely reflects the range of services available to HIV-infected persons, their

partners, and affected cammunities through this essential public health activity,

3 .
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But of necessity, PCRS for HIV differs from pastner servioes for other STDs. The
primary difference is that, Juspite recent advances in treatment, we do not yet have & cure for
AIDS, so HIV, unlike syphilis and gonorrhea, remains a lift-long issue for those affected, For
HIV-infected persons, PCKS needs to be continuously available. The process begins as soon as
- an HIV-infected person larza(t?og ‘serost:tgs. 5"3 V‘Vtk"ff’"’_‘_“__‘?',th"’“ah"“‘ that persan’s
counn!mg and trextment, éfnmmmmm\?m is again utilized,
Also, because society frequontly stigmatizes and sometimes discriminates against HIV-infoctsd
pefsons and their families and friends, counseling and support must be provided for clients who
choose to notify their own partners. For exposed partners who test positive for KTV, PCRS
provides assistance in reducing risks posed t'o others and accassing medical evaluation, treatment,

and other prevention and support services to pfolong life. Asnew prevention tools emerge, such
B8 vaceines, better behavioral interventions, and more effective antiretroviral therapies, PCRS will
‘almost certainly become an even more important prevention too).

States, territories, and local areas contribute to a pational data system maintained by CDC

that includes information on mare than two million HIV tests reported annually from nearly
10,000 publicly finded counseling and testing sites. While this system does not differentiate
spouses from others who are sex or needle-sharing partners, it does record the reasons for secking
HIV counseling and testing services, including referrals by partners ani hea(lzﬂ; depmmenﬁ. In
1996, 81,999 tests were conducted for people who were referred from 2 variety of health care
delivery settings; of these, 35,260 (43 percent) were referred by their partnors, and 46,739 (57
percent) weie refurred by the health department. More than half of all the people referred were

female. Many of these persona did not realize they might have been expossd to HIV and thus did
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not consider themgelves at risk for infaction uatil they received the rcforral, Nationally in 1996, 4
percent of these referred partners tegted HIV seropositive, and in some areas up to 15 to 20
percent were HIV positive. This rapresents a much higher rate than the national avecage of 1.5
percent who tested HIV pogitive at publicly funded test sites that year. These data undersoore the
importance of the PCRS process in reaching high-risk populations and providing individuals with
the critical linkage to appropriate provention and treatment services. The data also ilustrate the
degroe of success PCRS has already demonstrated.

Concerning the e&‘ecﬁv.enan of PCRS, we know that, in general, HIV-iafected persons
and their partaess reudily accapt PCRS and, with appropriate counseling, will not only provide
confidential and very sensitive information, bt will actively assigt in ﬂn&ing and encouraging
partners and spouses to roo&ve counseling und testing. Also, when located, sex partners are
generally receptive to confidential notification by the client or the health departmem and will
Usually seal EDV terting. Another indication of the cfficacy of PCRS is the fact that many people
wt high risk for infiction are linked by this process to prevention services that have been proven to
be effective.

Notwithstanding these benefits to public bealth, it is also important to note the practicsl
limitationa 6f PCRS. Frequently it is difficult or impossible to determine exactly wher a person
becuﬁe infected with HIV and when specific sex or acodle-shuring partness were exposed to the
virus. During the potentially long petiod during which the virus could have been transmitted, the
HIV-infected person msy have had many partncrs. In addition, the ITV.igfccted person may not
bo abie to identify all partners or know how to reach others who are known. Because of the long

time periods involved, often it is difficult for the client ar health department to locate all the

- ey




partners, aspecially those exposed years earlier, Also, while many HIV-infected persons willingly
participste in PCRS, fear or mjpunderstanding of health department policies and practices may
keep soms HIV-infected persons from coming forward or revealing informstion needed to reach
partners and spouses. A climate of trust, coufidentiality, and understanding is essential, without
it, this highly effective and targeted intervention is jeopardized. Another limitation is the lack of
human and financial resources in the public health aresa necessary to carry oui thiy imporant
prevention activity.

Let me now describe some of the numerous ways that CDC has been working to further
strengthen and enhunce PCRS activities. As a resutt of the reauthorization of the Rysn White
legislation. each State is required to certify to CDC in writing the State’s intent to comply with
the spousal notification requirements cmnuixéd in the legislation. Programmatic and legal staff of
CDC and the Health Resources and Services Administration have developed procedures and
critenia for certifying each State’s compliance with Ryan White CART Act requirements that
mandate that States make & good faith effort to notify spouses of known HIVeinfected individuals,
All States certified compliance by February 1997 and have taken action to implement spousal
sotiflcation. No State opposed the requirements.

In addition to the specific activities related to apousal natification, CDC also provides:
vechnion) assistance and guidance to help States achieve oplium! performunce in their PCRS
programs. Spousal and partner notification requirements have been reviewed and emphasized by
CDC at numerout meetings, conferences, and workshops involving State and local [TV
provention programs and national organizations. CUC has published soientific articles on HIV

prevention partner notification in peer-reviewad journals, emphasizing its importance, especially

6 . L J
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W8 it relates to primary prevention and linkage of HIV-infected persons to treeunent, CDC has
delivered raining on PCRS through a satellite video conference and at uﬁoﬁa! conferences, and
treining is currently being conducted st Stare and local health departmonts for staff who
implement PCRS programs. .

As I mentioned at the beginning, CDC, with input from & wide rangs of public health and
professional pastners, also has developed cumprehensive guidelines for HIV PCRS and recently
mailed the draft to all State health departments for comment. The HIV Partner Protection Act of
1008 and this new PCRS Guidanoe do share important goals of notifying pariness, including
spouses, who may have been exposed to HIV and linking them to appropriate prevention and
medical services. CDC believes that the new PCRS Guidméd improves and refincs current
practices and clevales partner counseling and referral services to a higher standard of public health
practice and a greater degree of potential effectivanars We will receive commiants on the
Guidance and will then finalize and implement it

Let me now briefly address some other issues related to the HIV Partner Protection Act.
The Act departs from the CDC Guidelines and scicnce-based public health practice by munduting
reporting of all HIV-positive tests, by client name, without any provision to support the
continuation of anonymous testing. The regulting sffect will 5: to discourage and drastically
réduce anonymous testing oppurtunities. Anonymous testing has been strongly eacouraged by
CDC Guidelines and is integra! to public health practice becanse it has been proves to bring
peaple fer testing caslicr in the course of infection and alwv bring in people who might never
Beeess such services or who might access them only when symptoms of diseass develop. CDC

currently recommends that people who test positive in anomymous settings be linked with medical

7 L |
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Care 50 thev ~om razeive 1enralonging clinieal sarvicu.. It is aleo through this medica! delivary
system that clieats develop the trusting relationships that facilitate the identification of exposed
pattners not revealed with the initial inquiry, In States that require name reporting, the names of
clients who tested positiv§ anonymously are reported 1o State health depments at the point of
interacting with medical care providers.

In addition, we are concerned that directive legislation may inadvertently constrain the
uppllcauon of sound public health activities that require greater ﬂexxbxhty For cwnplc. studies

ey Fom having \n it L85 Wi
have shown that clients might-sot-want their partners notified because the@ m 8 violent reaction,
from the partner. Domestic violence is a wall-documented reality.in the lives of many newly
diagnosed individuals, especially women Prov'idars must be sensitive to the threat of vinlence and
other issues of conoem to the client, PCRS providers should have the flexibility to tnuke an
assessment prior to notitying the partner and seek expert consultation before proceeding with
notification. Legislative mandates could decrease the.ﬂeuibility thet public health swafT require to
&pply sound judgment ig complicated situations, as are frequently encountered when providing
PCRS, especially those situations invalving the potential for interpersonal vialence. Passage of
this or other leginlation that might reduce this ﬂudbiiity could prevent clients v)ho fear such
violence from seeking counseling and testing for HIV.

What then are our recoramendations? We would like to have the opportunity to
implement the new PCRS Guidance and then evaluate its outcomes and impact. CDC will
provide technical agsigtance to State and local programs to build the service delivery capacity of
PCRS progsuuns und will continually assess PCRS practice across the country as programs are

further developed and strengthened. Knowing the subcommittoe's interest and concern, we
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would be happy to provide e progress report six months from the date the Guidance is finalized,
CDC is comtnitted to strengthening EIV prevention efforts in reaching sex and needle-

sharing partners, providing them with counseling ahout prevention, and, if they are infacted, |

linking them to medical cars and treatment. For his W be sccomplished, CDC #%ppm |

. State and local health departments in expanding counseling and testing services, incrensing the |
number of skilled counselors who establish that all-important trust with clients, providing more
access 10 amtiretroviral treatment and other needed services, and establishing new data collection
systems.

Thank you for the opportunity to present gur views on this important public heaith topic.

I'will be gizd to respond to any questions you or other memhars of the subcommittee may have.
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