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RESPECT Models of
HIV Prevention
Counseling

INTRODUCTION

Despite advances in the treatment of human immunodeficiency
virus (HIV) infection, thereis still no cure. Programs that reduce
unprotected sex, the sharing of used syringes and works, and other
risky behaviors will remain the best way to control the spread of
HIV. A great dea of progress has been made in the devel opment
and testing of programs to reduce risky behaviors.

These efforts have produced a number of effective, evidence-based
interventions, including the 2-Session and 4-Session RESPECT
HIV Prevention Counseling models (see Appendix A). The
RESPECT counseling models were developed in arandomized
control trial called Project RESPECT. The study was conducted in
five public sexually transmitted disease (STD) clinicsin Baltimore,
Maryland; Denver, Colorado; Long Beach, California; Newark,
New Jersey; and San Francisco, California. In this study, the
effectiveness of 2-session and 4-session, client-focused counseling
models was evaluated against an informational message model (see
Appendix B).

Project RESPECT research produced two effective, evidence-
based HIV prevention counseling models: the 2-session model,
which consists of two brief (about 10 to 28 minutes) one-on-one
counseling sessions; and the 4-session model, consisting of one
brief (about 20 minutes) and three longer (about 60 minutes) one-
on-one counseling sessions.

Materials for RESPECT counseling have been translated and
packaged for use by HIV testing and counseling providers. Inthe
sections that follow, you will learn more about the 2-Session



RESPECT HIV Prevention Counseling model (2-Session
RESPECT) and how it works. Y ou will be given information to
help you determine the suitability of the 2-Session RESPECT
model for your organization and the clients you serve. Also
included in thisintervention package is amanual for the 4-Session
RESPECT HIV Prevention Counseling model (4-Session
RESPECT).

WHAT IS THE 2-SESSION RESPECT
MODEL?

The 2-Session RESPECT HIV Prevention Counseling model (2-
Session RESPECT) focuses on the client’s personal risk. Itis
designed to support individuals in reducing their risk of getting
HIV and other STDs by increasing a client’s perceptions of hisor
her personal risks, supporting incremental risk-reduction steps,
increasing self-efficacy of safer sex behaviors, supporting positive
beliefs and attitudes about using condoms, and examining norms
about using condoms.

This counseling model consists of two, brief, one-on-one
Interactive counseling sessions. The sessions follow a structured
protocol that guides the counselor to elicit and discuss the client’s
risk situations, conduct personalized risk assessment, and
encourage and assist clientsto develop arisk-reduction step. The
2-Session RESPECT model was designed for use with HIV testing
that follows a*“ standard” protocol consisting of an enzyme
immunoassay (EIA) followed by confirmatory testing, if indicated.

In Session 1, the client’ s understanding of his or her personal risk
for becoming HIV infected isincreased, and arealistic step toward
risk reduction is developed and supported. A specimen istaken for
HIV testing after the first session. In Session 2, the result of the
HIV test is given to the client, and the client is guided by the
counselor to review and revise his or her risk-reduction step.

WHY USE THE RESPECT HIV PREVENTION
COUNSELING INTERVENTIONS?
Compared with information-giving, the two RESPECT HIV

Prevention Counseling models were more effective at reducing
sexually transmitted diseases—study participants reported using



condoms more and performing other risk-reduction behaviors.
Because the focus of the counseling ison risk behaviors, it is
assumed that the counseling is also effective at preventing other
sexually transmitted and blood-borne diseases including HIV and
hepatitis B and C.

Further, the 2-Session RESPECT model is recommended by the
Centersfor Disease Control and Prevention (CDC) guidelines for
providing HIV counseling, testing, and referral (see Appendix C).
The model is aso consistent with the new CDC recommendations
for advancing HIV prevention (AHP), which emphasi ze that
people learn their HIV status and be provided with support for
reducing HIV transmission and referral to care, treatment, and
prevention services.

WHO IS THE 2-SESSION RESPECT MODEL
INTENDED FOR?

The RESPECT HIV Prevention Counseling models were effective
for HIV-negative heterosexuals who came to aclinic for STD
testing and whose main risk for HIV was sexual transmission (see
Appendices B and D). Although the effectiveness of the
intervention for use with HIV-positive persons has not been
studied, thisintervention manual includes a counseling protocol for
delivering positive test results to clients.

However, this counseling model has not been studied in other
populations. Because it uses a client-focused counseling approach
and includes a personalized risk assessment and development of a
personalized risk-reduction step, it can be easily adapted and
tailored to different HIV testing settings for a variety of
populations. In other words, it can be offered to all persons at risk
for HIV who seek testing in any setting, including traditional clinic
settings and nontraditional settings, such as community-based or
outreach venues. Similarly, because the model includes a protocol
with specific prompts, it helps the counselor cover all important
pieces of the protocol while ensuring that the counseling will be
acceptable to target populations.






Core Elements of the
2-Session RESPECT
HIV Prevention
Counseling Model

WHAT ARE THE CORE ELEMENTS OF THE
2-SESSION RESPECT MODEL?

Core elements are critical features of an intervention’s intent and
design that must be maintained without change to ensure the
intervention’s effectiveness. To ensure the effectiveness of the 2-
session model, it is essential that all six core elements are
followed. The 2-Session RESPECT HIV Prevention Counseling
model has six core el ements:

1. Conduct one-on-one counseling.

2. Offer HIV testing with the counseling.
3. Follow the protocol components.
4

. Focus on the client’ s specific behavior that puts him or her
at risk for HIV, other STDs, and blood-borne infections.

ol

Negotiate arealistic and achievable risk-reduction step.

6. Develop, implement, and maintain quality assurance
procedures.

Project RESPECT research produced risk-reduction behaviors,
such asincreased condom use, and led to reduced rates of HIV and
other STDs. To maximize the effectiveness of the RESPECT
counseling, it is essential that the intervention be implemented
faithfully by maintaining all six core elements. By following all of
the core elements, you are more likely to see results similar to the



study and thus see adecrease in STD rates. Each of these core
elementsis described in more detail below.

1. Conduct one-on-one counseling. Conduct the sessions with
only oneclient at atime. The RESPECT model is not
applicable to group settings.

2. Offer HIV testing with the counseling. Have HIV testing
available on site at the time of the counseling. The counseling
ismore relevant to a client when it is done alongside an HIV
test.

3. Follow the protocol components. The protocols used with
this counseling intervention were standardized during the
research. As part of the standardization, counselor cards with
prompts were developed to provide guidance and help the
counselor focus the client on his or her specific risk behaviors
related to HIV/STDs.

4. Focuson theclient’s specific risk behavior that puts him or
her at risk for HIV, other STDs, and blood-borne
infections. Thismodel focuses on the client’s specific and
recent risk behavior and related circumstances. One of the
main strengths of the counseling is its continuous focus on the
client’srisk for HIV. Similar to other crisisintervention
models, this model avoids discussion of topics unrelated to the
client’srisk for HIV. Rather than using the session for HIV
education, the focus is on the client’ s specific risk behavior.
This counseling model requires that the counselor clarify only
misconceptions related to the client’s personal risk.

5. Negotiate realistic and achievablerisk-reduction steps.
This counseling model supports and encourages the client to
develop an achievable, realistic step that would reduce his or
her risk of infection in each session. These steps should
support an overarching risk-reduction goal.

6. Develop, implement, and maintain quality assurance
procedures. To ensure high-quality counseling, providers
should devel op, implement, and maintain a quality assurance
protocol that supports consistent delivery of the intervention.



Getting Started

WHAT RESOURCES ARE NEEDED TO
CONDUCT THE 2-SESSION RESPECT
MODEL?

To conduct 2-Session RESPECT HIV Prevention Counseling
model in amanner consistent with the research on the model,
providers will need the following resources and training:

1.

Counselorstrained to deliver the 2-Session RESPECT HIV
Prevention Counseling model. As aprerequisite to the 2-
session training, al counselors should be trained or be
competent in the fundamentals of HIV counseling,
counseling principles, and their local organizational
requirements for HIV testing, counseling, referral, and
related interventions.

Supervisors who are trained and skilled in the counseling
model and able to provide ongoing support, guidance, and
guality assurance.

A private setting to comfortably speak with the client one-
on-one.

Sufficient time to conduct a session with each client.

HIV testing capability. This counseling model was
designed for use with standard HIV testing.

Contact information for referrals (e.g., health care, mental
health, substance abuse, shelter).

The 2-Session RESPECT HIV Prevention Counseling
intervention package.

Written quality assurance protocol and procedures and
related forms.



HOW CAN THE RESPECT MODEL BE
ADAPTED?

Agency and clinic environments may differ from the research
conditions under which the RESPECT model was tested.
Therefore, providers may need to adapt the counseling model to
meet client and agency needs while keeping the core elements of
the model intact.

RESPECT DIFFERS FROM OTHER MODELS

Many models of counseling are delivered to clients seeking HIV
testing. Not all counseling models have the research foundation of
the RESPECT model. Many models (for example, the CDC
“Fundamentals of HIV Prevention Counseling”) are based on the
RESPECT model, but do not replicate thisintervention. The
CDC's“Fundamentals of HIV Prevention Counseling” course and
similar counselor training courses are recommended as
prerequisites to the training offered by this package.

MERGING THIS MODEL WITH EXISTING
SERVICE SYSTEMS AND PROGRAMS

Because this counseling model is intended to be offered along with
HIV testing, it is often imbedded within a service called
“counseling and testing.” As recommended by CDC guidelines,
these services often include additional components such as
consenting processes, referral processes, partner notification
services, and individual or group education programs (see
Appendices C and E). In addition, local laws and organizational
policies regulate provider programs. To effectively usethis
package, providers are encouraged to imbed the counseling
protocol within their service or program in away that minimizes
disruption and any changes to the protocol.

USING RESPECT WITH RAPID HIV TESTING

As researched in Project RESPECT, the counseling was found
effective when used with regular HIV counseling and testing. In
another research study, it was modified for use with rapid HIV
testing. At the time this package was devel oped, the effectiveness



of the model when used with rapid testing had not been
determined.

WHAT IS THE COST OF USING THE 2-
SESSION RESPECT HIV PREVENTION
COUNSELING MODEL?

It is expected that any organization currently conducting HIV
counseling and testing will be able to imbed RESPECT into its
current services and programs easily. A cost sheet has been
included to assist planning (see Appendix F).

THE 2-SESSION RESPECT MATERIALS

The counseling materials were packaged for HIV testing and
counseling providers to use when implementing the RESPECT
model of HIV prevention counseling.

The 2-Session RESPECT materialsinclude
1. A manual of the 2-Session RESPECT model.
2. Counselor Cards.
3. Risk-Reduction Step forms.

4. A 1-hour video that demonstrates correct 2-Session
RESPECT counseling with a video guide.

5. Quality assurance recommendations and forms.

HOW ARE THE SESSIONS ORGANIZED?

The 2-Session RESPECT model is designed to be a brief and
focused intervention, with each session lasting 10 to 28 minutes.
Each session protocol has several components that help the
counselor carry out the counseling objectives. Tables 1-3 show
each component for each session.



Table 1. Session 1

Time
Protocol Components (in minutes)
1. Introduce and orient client to the session 1-2
2. Enhance the client’s sense of self-risk 2-3
3. Explore the specifics of the most recent risk
incident 2-3
4. Review previous risk-reduction experiences 2-4
5. Summarize the risk incident and risk patterns 34
6. Negotiate a risk-reduction step 4-5
7. ldentify sources of support and provide referrals 1-2
8. Close the session 3-5
Total Time 18-28
Table 2. Session 2. Negative Test Result
Time
Protocol Components (in minutes)
1. Provide negative HIV test result 2-10
2. Review the risk-reduction step 4-5
3. Revise the risk-reduction step 4-5
4. ldentify sources of support for risk-reduction
step 1-2
5. Provide referral and close the session 1-2
Total Time 12-24
Table 3. Session 2: Positive Test Result
Time
Protocol Components (in minutes)
1. Provide positive HIV test result 3-10
2. ldentify sources of support and provide referrals 4-10
3. Address risk-reduction issues (as appropriate) 2-5
4. Summarize and close the session 1-2
Total Time 10-27
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For each protocol component, this manual contains information to
guide the counselor in carrying out the protocol effectively. Each
protocol component is organized as follows:

Title of the protocol component—introduces the component.

Objective—describes what needs to be accomplished with the
session component.

Guidance—describes, in detail, the purpose or rationale for
each specific component of the session.

Table with protocol prompts and example dialogue—outlines
the activities and the order to follow for each component
and gives examples for delivering them.

Asshown in Figure 1, the tables with the protocol components and
prompts are essential pieces of the counseling model that must be
maintained by the counselor. However, the example dialogues are
just that—examples. They are provided to guide the counselor in
delivering the essential components. The prompts also help keep
the counselor focused, thus increasing the likelihood that the
counselor counsels clients the same way it was done in the study.
The counselor may choose to use these examples or may choose to
deliver the intervention components using his or her own words,
being careful to use words and language specifically tailored to the
client. The protocol prompts and example dialogues are also found
in the “counselor cards” in this counseling package.

11



Figure 1. Example Section of RESPECT Counselor
Cards
Protocol Prompts Example Dialogue
(must be followed) (can be modified)
1. Assess communication « How did you decide to have sex/shoot drugs?

about HIV with Did you or your partner(s) suggest using

partners

condoms/new or clean needles or equipment or
not sharing needles and equipment? Tell me
about that.

« Didyou talk about whether either you or any of
your partners had been tested for HIV?

* Would you have engaged in the same behavior
had you known this person had HIV? Tell me
more.

*  What did you and your partner(s) talk about in
terms of HIV risk or about being safe?

The example dialogue is designed to encourage the client to do
most of the speaking, with the counselor asking follow-up
guestions appropriate to the context. The counselor is encouraged
to avoid asking questions that are not relevant to the client’ s risk
circumstances and to use language (words and terminology) that
the client would understand. If the client does not use terms that
are specific enough, decide on terms both of you are comfortable
using.

The example dialogue includes questions that are specific to clients
whose main HIV risk isfrom sex and to clients whose risk is from
injecting drug use.

The example dialogue includes instructional text for the counselor
in brackets that is similar to the protocol promptsin font and color.

12
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Session 1: Risk
Assessment and

Risk-Reduction Step

SESSION 1
Time (in

Protocol Components minutes)
1. Introduce and orient client to the session 1-2
2. Enhance the client’s sense of self-risk 2-3
3. Explore the specifics of the most recent risk

incident 2-3
4. Review previous risk-reduction experiences 2-4
5. Summarize the risk incident and risk

patterns 3-4
6. Negotiate a risk-reduction step 4-5
7. ldentify sources of support and provide

referrals 1-2
8. Close the session 3-5
Total Time 18-28
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COMPONENT 1.

Tip ! Remember to
follow the protocol
prompts in the order
they are numbered.

INTRODUCE AND ORIENT CLIENT TO THE
SESSION

Objective

The purpose of this component is to describe the session and the
amount of time it will take, explain the roles and responsibilities of
client and counselor, and establish consensus with the client about
the overall objectives of the session.

Time: 1-2 minutes

Guidance

Show empathy. From the time the counselor sees the client,
convey a positive regard, show genuine concern, and be
empathetic toward the client. Thiswill help build trust and will set
the tone for the rest of the session.

Explain the process. Help the client feel comfortable with the
process, your role, and the content and purpose of the session. If
the client knows what to expect and understands the process, he or
she will feel less anxious and will be able to focus better on the
session. Thiswill increase the chances that the client will come
back for the HIV test result.

Be professional and respectful toward the client. It isimportant
that you establish a cooperative atmosphere where you and the
client are both committed to addressing risk-reduction issues.
Recognize that sex behaviors and drug use behaviors may be
sensitive and difficult issues for the client to discuss.

Repeat testers. If you see aclient who has been tested before,
especialy aclient who has been tested multiple times, he or she
may feel that the counseling is unnecessary. The repeat tester may
believe that he or she knows about all types of risk for HIV. The
RESPECT HIV Prevention Counseling model is not about
educating a client about risk, but increasing the client’s
understanding about his or her own personal risks and taking a
step to reduce those risks. Thus, it is very important to let repeat
testers know that this counseling is not about risks per se, but about
the client, and his or her personal risks and behaviors. For this
reason, you will want to focus educational discussions on the
client’ s misconceptions.

18



Conduct the rest of the session as described on the following
pages. If achange needs to be made, explain the reason to the

client.

Component 1. Introduce and Orient Client to the
1-2 mins.

Session

Protocol Prompts

Example Dialogue

1. Introduce yourself to
client

2. Explain the role of .
the counselor

3. Indicate the duration
of the session

Hello, my nameis . Since you' ve decided
to have an HIV test, I'm going to be talking with
you about your risk for HIV and some of the
concerns that you might have about that.

My role as acounselor isto help you explore those
risks and look at ways that you might be able to do
things differently to protect yourself.

We'll have about 20 minutesto talk together.
Everything we say here will be completely
confidential.

4. Ouvutline the content
of the session

a. Explore HIV (and
STD) risks

b. Identify
challenges to
risk reduction

c. Discuss
strategies to
reduce risk

Asl said, we'll be talking about your risks and
concerns.

Let metell you what we'll be talking about.

o We'll talk about your risk(s) for HIV (and
STDs).

o We'll look at how you have tried to reduce
your risk.

o We'll talk about changes you could make to
further reduce your risk and develop aplan for
doing this.

5. Provide referrals .

If we identify issues we can’t address today, I'll
make referrals that might help you.

6. Discuss activities with
the client (including
when the client will
give laboratory
specimens)

Before you leave, | will take you to the lab and
someone will draw your blood for your test.

(continued)
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Component 1. In Introduce and Orient Client to

the Session (continued) 1-2 mins.

7. Address immediate » Before we go any further, what concerns or
questions and guestions do you have?
concerns
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COMPONENT 2.

ENHANCE THE CLIENT'S SENSE OF SELF-
RISK

Objective

Activitiesin this component will focus the client’s attention on his
or her risk behavior, increase his or her level of concern regarding
these behaviors, and enhance his or her sense of personal risk.

Time 2-3 minutes

Guidance

Focuson the client’s main risk behavior and related
circumstances. This discussion should help the counselor and
client understand the client’ s behaviors. Focus the client on his or
her main risk and the circumstances that affect that behavior. In
some cases, clients may understand what behaviors are risky, but
may not view their own behaviors asrisky. Your discussion will
shift based on the client’s particular issues. Your first goal isto
increase the client’s sense of personal risk. Second, you should
address any issues where the client’s beliefs and behavior are at
odds and any uncertainty about risk reduction.

Manage your feelings and discomfort. When you ask questions
that increase the client’s sense of personal risk or discuss when the
client’s behavior and beliefs are at odds, you may (or usualy will)
increase the client’ srealistic perception of risk. This may cause
you to feel uncomfortable. Y ou may want to avoid increasing the
client’s sense of self-risk. However, when you increase the client’s
understanding of his or her risk, you and the client are also setting
the stage for devel oping a risk-reduction step that the client
believesin and can successfully accomplish. Thus, thisisacore
element for conducting the RESPECT HIV Prevention Counseling
model.

Useaclient’srequest for STD/HIV servicesasthe starting
point. Theclient’s presence in the clinic (or other setting) and
request for STD/HIV servicesis the starting point for the counsel or
to address the client’ s risk. In this activity, the counselor is
attempting to use the client’s STD/HIV concerns to encourage him
or her to examine HIV and his or her behavior. If thistakes place
inan STD clinic, the link between STD and HIV risk should be
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Component 2.

emphasized. The processisintended to motivate the client to
discuss HIV issues and concerns with the counselor.

For 1DUs, confirm common terminology. For clients whose
main risk is from injecting drugs, discuss and confirm common
terminology for injecting. Unlike safer sex, clean or safe injecting
is not necessarily common knowledge, and many people have
different ideas about how to remain safe from HIV.

Risk

Protocol Prompts

Enhance the Client’s Sense of Self-

Example Dialogue

. Find out why the
client has come for
HIV (or STD) testing

What brought you in today for your test?

. Listen for and

identify behaviors
that are putting the
client at risk for HIV
(or STDs)

If client reportsinjection drug use, you may ask

What do you think may have put you at risk for
HIV?

Do you practice safer sex? |[If yes| Tell me what
safer sex means to you.

Do you inject safely?
What does injecting safely mean to you?

Can you tell me step-by-step? [If necessary, ask
the following:]

0 Do you share needles, syringes, cookers or
spoons, cottons, and water for rinsing?

0 Do you reuse aneedle or syringe after
someone else has used it?

o Do you ever add water or divide drugs with
someone else’s used syringe?

. Assess the client’s

level of concern
about having or
acquiring HIV (or
STDs)

S0, you know that the same things that put you at
risk for [STD] can aso put you at risk for HIV?

When you'’ ve had unprotected sex (or shared
needles or other equipment), have you thought you
might be putting yourself at risk for HIV or STD?

Which behaviors concern you the most?

(continued)
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Component 2.

Protocol Prompts

Enhance the Client’s Sense of Self-
Risk (continued)

Example Dialogue

Discuss the client’s
HIV test history and
behavior changes in
response to previous
test results

Have you been tested for HIV before? [If yes]
What was that experience like for you?

How did the counseling or test results affect how
you feel about HIV?

What did you and your counselor agree was
placing you at risk for HIV?

. Assess whether the

client is engaging in
risky behavior
because of previous
HIV-negative test
results

When you were tested for [HIV or an STD], did the,
counseling change your behavior in any way?

What have you done to stay negative since the
test?

. Direct the client’'s

attention toward risk
behavior

From what you' ve said about your behavior, you
could be a somereal risk for HIV [if appropriate].

It sounds like you have some HIV concerns that
we should talk about today.

. Discuss examples of
conflicts between the
client’s beliefs and
behavior or
examples of mixed
feelings about risk
reduction

Fortunately, we know that we can cure [STD], but
thereisno curefor HIV so far. | am wondering
how having HIV would change your life?

Y ou said earlier that you are concerned about HIV
yet you had sex and didn’t use condoms. Can you
help me understand that?

Y ou said you know your partner is shooting up yet
you use condoms only some of thetime. What
makes you decide to not use them?
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COMPONENT 3.

EXPLORE THE SPECIFICS OF THE MOST
RECENT RISK INCIDENT

Objective

The purpose of this component is to help the client understand the
issues and circumstances that contribute to his or her most recent
incident.

Time: 2-3 minutes

Guidance

Discussthe most recent incident in depth. Thoroughly discuss
the most recent risk incident to help the client clarify, for the client
and the counselor, how the risk incident occurred. To encourage
the client to reflect on and examine his or her own behaviors, have
an open and inquiring approach. In turn, this should stimulate the
client’s curiosity, encourage him or her to reflect carefully on his
or her behavior, and clarify how the incident(s) occurred.

Examine the frequency of risky behaviors. You will want to
find out whether the risks are rare, ongoing, or episodic. If
episodic, find out about the situations and circumstances that are
associated with risk behavior. This discussion should help clarify
for the client what led him or her to engage in risky behavior.

Work together to understand the context and patterns of risky
behavior. Underlying circumstances may have contributed to the
client’s decision to engage in risky behavior, especidly if the
behavior was unusual or “an accident.” Y our questions should
bring out a range of reasons for engaging in risky behavior.
Emoations, recent life events (e.g., divorce, relationship break-up,
death of aloved one), substance abuse, low self-esteem, and other
issues may influence behavior. You and the client should work
together to understand the context and patterns of the risk
behavior.

Manage your feelings and discomfort. Discussing risk behavior
may be difficult for both you and the client, and the tendency may
be to discuss something other than the client’ s risk incident.
Sometimes discussions are redirected away from personal risk
incidentsto HIV risk in genera (e.g., stating that unprotected
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receptive anal sex isvery risky). Remember to focus the
conversation on exploring the client’ s specific behaviors and

circumstances.

Component 3. Explore the Specifics of the Most
Recent Risk Incident 2-3mins.

Protocol Prompts

Example Dialogue

1. Explore the who,
what, where, when,
and how of recent
risk incident

You said earlier that you came in for testing
because you thought you had [STD]. Tell mea
little bit about the last time you put yourself at risk
for getting HIV or STDs.

Was that with someone you knew?
Where did you go to have sex (or inject)?

Was that something that happened before or was it
out of the ordinary?
Is there a partner(s) that concerns you particularly?

Tl me alittle about your partner (or the person
you shared needles with). How did you meet this
person?

2. Assess the level of
risk acceptable to
the client

How comfortable were you with what happened?

Did you have any concerns about having sex (or
sharing needles) with this person?

Could this person have had HIV ??

(continued)
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Component 3. Explore the Specifics of the Most

Recent Risk Incident (continued)

Protocol Prompts

Example Dialogue

3. Assess e Canyou tell mewhat led up to having sex (or
communication shooting drugs)?
about HIV with How did you decide to have sex (or shoot drugs)?
partner(s)
» Didyou or your partner talk about using condoms
(or new or clean needles or equipment or not
sharing needles and equipment)?
* What did you and your partner talk about in terms
of HIV risk or about being safe?
«  Would you have engaged in the same behavior had|
you known this person had HIV? Tell me more.
4. Identify *  What kept you from protecting yourself?

circumstances or
situations that
contributed to the
risk incident

When was the last time, before this situation, that
you had arisky incident?

Was anything similar about that situation?

What was it about where you were or who you
were with that allowed you to take this risk?

5. Ildentify
vulnerabilities and
triggers for the risk
incident

How does drinking a cohol or using other drugs
influence your decision to have sex or to have sex
without a condom (or share needles)?

What do you think is the relationship between
partying and having sex?

What elseisgoing onin your life that might be
leading you to take risks?

6. Discuss examples of
conflicts between the
client’s beliefs and
behavior or
examples of mixed
feelings about risk
reduction

If you knew beforehand that [partner| had HIV,
would you have had sex with him or her?

Would knowing have made a difference?

It sounds like HIV isredly important to you and
something you have alot of concern about, and yet
you are putting yourself in situations where you
are at risk for HIV. Can you help me understand
that alittle more?
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COMPONENT 4.

Tip ! Be sure to
acknowledge and
support any and all
risk-reduction efforts.

REVIEW PREVIOUS RISK-REDUCTION
EXPERIENCES

Objective

The purposes of this component are to discover and acknowledge a
client’ s positive steps to reducing his or her risk of becoming
infected with HIV, explore barriers to other ways the client could
reduce his or her risks, and provide support for and reinforce the
client’s effortsin risk reduction.

Time: 24 minutes

Guidance

Discuss client’s previousrisk-reduction effortsand review risk
behavior patterns. Ask about the client’s patterns of risk
behavior. Ask about any changes the client has begun to make to
reduce hisor her HIV risk. Support and reinforce any risk-
reduction activities, no matter how small they are.

This discussion allows the client to talk about what he or she has
done to reduce risk and the challenges he or she faced. It also
provides you with insight about his or her strengths and difficulties
in reducing risk for HIV, so you will be able to discuss the
challenges of changing behaviors. Again, this may be a discussion
that makes one or both of you feel uncomfortable. However,
continue to focus the conversation on the client’s personal and
unique risk and behaviors.

Ask about friends' beliefs. If the client has difficulty discussing
or articulating his or her experiences with HIV risk reduction, it
may help to ask what the client’ s friends believe and do regarding
HIV prevention.

Correct misconceptions as necessary. Provide information and
correct critical misconceptions as needed to increase the client’s
sense of risk.
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Component 4.

Experiences

Protocol Prompts

Review Previous Risk-Reduction

Example Dialogue

. Assess the client’s

patterns of risk
behavior (e.g.,
happening regularly,
occasionally, due to
an unusual incident)
and establish the
number of partners,
type of partners, and
number of new or
different partners

How often do you have sex with a new partner?

Do you have sex (or share needles) more than
once with any of those partners, like with a
boyfriend or regular partner?

How many different sex partners have you had in
the past 3 months? [If yes| How about the past 6
months?

How many different people have you shared
needles or equipment with in the past 3 months?
[If needed] How about the past 6 months?

How often did you practice safer sex (or inject
safely)?

Where do you meet partners?

How well do you know your partners before you
have sex (or inject drugs)?

. ldentify successful
attempts at
practicing safer sex

About how often do you use condoms (or clean
needles)?

How was [risk-reduction activity| for you?

Do you remember atime when you chose to
protect yourself by asking someone to use a
condom or else not have sex (or clean needles or
not inject)? Can you tell me about it?

What made it work for you?

It is great to hear you say that you have [describe
risk-reduction effort].

That reduces your chance of getting HIV.

(continued)
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Component 4. Review Previous Risk-Reduction
Experiences 2-4 mins.

Protocol Prompts

Example Dialogue

3. Identify obstacles to
risk reduction

What do you think is the hardest thing about
asking someone to use a condom?

What is the difference between the times you have
used condoms and the times you have not used
condoms?

What getsin the way of protecting yourself?

What has been the most difficult part of reducing
your HIV risk?

With which partners do you find it most difficult
to negotiate alternatives to sex or use of acondom
(or using clean works or not sharing anything)?

4. Explore triggers and
situations that
increase the
likelihood of high-
risk behavior (if
appropriate)

Are there times or situations when you are more
likely to take risks, e.g., not use a condom (or
share needles and other equipment)? [If yes] What
is the difference between the times you are safe
and the times you are unsafe?

Do acohol and other drugs affect your decision to
have high-risk sex? [If yes| Tell me about that.

Are there particular people you find it difficult to
negotiate with, to ask for safer sex (or to not share
needles or other equipment)? Tell me about that.

Aretheretimesin your life (e.g., when you' ve felt
depressed, been unemployed, or recently broken
up with someone) when you felt it was more
difficult to practice safer sex (or inject safely) to
protect yourself?

Tell me about what may be going onin your life
that could be increasing your risk behavior.

5. Explore the client’'s
communication
about risk with
friends and partners

What do you and your friends talk about
concerning HIV risks?

When you talked about HIV risk reduction with a
sex partner (or someone you inject with), how did
the discussion go?

Who brought up the topic?
How did you feel about it?

(continued)
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Component 4. Review Previous Risk-Reduction

Experiences (continued) 2-4 mins.

6. Discuss the client's
level of acceptable
risk

Are you comfortable with the risks you’ ve taken?
[If no] What would you be comfortable with?

[If yes] Thisinvolves therisk of getting HIV, and
you say you feel comfortable with that?

What behaviors would you draw the line at?
What do you consider too risky?

7. Discuss examples of
conflicts between the
client’s beliefs and
behavior or
examples of mixed
feelings about risk
reduction

The activities you say you feel comfortable with
put you at some risk of becoming infected with
HIV, yet you' ve said that you' re concerned about
HIV. It isimportant that we understand this.
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COMPONENT 5.

SUMMARIZE THE RISK INCIDENT AND RISK
PATTERNS

Objective

The purpose of this component is to summarize and describe the
client’ s risk behavior by identifying his or her patterns of risk
behavior and noting specific things and situations that lead the
client to high-risk behavior.

Time: 34 minutes

Guidance

Summarizerisksand patterns. The purpose of this activity isto
help the client understand the different situations that contribute to
putting himself or herself at risk for HIV.

Be caring and nonjudgmental asyou summarize hisor her
risks. Summarize with empathy and without judgment as this will
help the client understand his or her behavior.

Convey a sense of urgency about therisk and the consequences
of the behavior. The client needs to understand how his or her
beliefs and actions affect his or her risk. Some counselors avoid
communicating a sense of urgency because they fear being
perceived as judgmental, but you can do it while showing that you
care. For example, you can say, “It soundslike you are doing alot
of risky things. 1I'm really concerned about that.”

This discussion not only gives an objective view of the client’s
situation and also may increase the likelihood of the client working
with you to develop a step-by-step plan for reducing his or her risk
for HIV. This activity formsthe basis for developing a risk-
reduction step.
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Component 5. Summarize the Risk Incident and
Risk Patterns 3—4 mins.

1. Provide feedback
about the client’s
risk for HIV

It's great that you are thinking about what is risky
and what is not risky, and are taking some steps
toward reducing your risk.

From what you have told me, there have been
[quite a few, some, a couple of] risk

situations that may have exposed youto HIV. It's

really important that we work together to address
this.

2. Summarize the
information the
client has provided

Here' s how | understand your risks for HIV and
STDs. First of al, you camein because [name
reason for coming in. Retell the client’s story as
clearly as possible, making connections between
issues and situations, and summarizing the key
issues identified by the client.]

Does that sound right?

3. Note the pattern of
risk behavior

Let’'stalk about how often these risks happen.
First, you' ve been able to protect yourself when
[list circumstances that help the client reduce
risk]. Isthat right?

However, when you [describe circumstance], you
dlip and find yourself engaging in risky behaviors.
It isimportant that we understand this.

(continued)
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Component 5.

Protocol Prompts

Summarize the Risk Incident and
Risk Patterns (continued)

Example Dialogue

Identify triggers and
things that make
the client vulnerable

Several things seem to have been going on in your
life lately that affect your risk: [list issues you
have learned from the client].

In terms of relationships, there seem to be afew
important issues: [list issues you have learned
from the client]. In the future, you would like
your relationships or life to be [describe].

Several issues affect your risk behavior: |[list
specific behavior, communication, or substance-
use issues.

Y ou seem more likely to engage in risky behavior
when you [drink, go to bars, travel, fall in
love, meet someone new, other, lack needles,
suffer withdrawal, other].

Is this how you see your risk behavior?
Does this make sense to you?

Are there other issues we need to talk about?

5. Discuss examples of

conflicts between the
client’s beliefs and
behavior or
examples of mixed
feelings about
changing behavior

You said that you would be less worried today if
you had used condoms (or clean needles) more
often in the past. How do you think you can work
through that?

How do you think you could make it happen?

. Convey concern and
urgency about the
client’s risks (as
appropriate)

If you don’t make some changes, you could be
putting yourself at risk continually, and that really
concerns me.

. Encourage and
support the client in
addressing risk
issues

Getting an HIV test and talking with meisarealy
great placeto start because it shows you are taking
care of yourself and doing something positive.
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COMPONENT 6.

NEGOTIATE A RISK-REDUCTION STEP

Objective

In this component, you and the client will negotiate a specific and
incremental HIV risk-reduction step that the client can take.

Time 4-5 minutes
Materialsfor the session:
1 Risk-Reduction Step form (see Figure 2)

Guidance

Support theclient in developing a risk-reduction step. This
risk-reduction step is an important aspect of the prevention
counseling session. Help the client select a single behavior that he
or she truly wants to change, is able to change, and is appropriate
for hisor her main risk. Provide support and encouragement to the
client for developing arisk-reduction step.

Ask the client to be specific about the step. The step must be
stated in small, detailed actions to ensure that the client can do it
before the next session. The step should also be specific to one
aspect of the client’srisk behavior. Avoid supporting a risk-
reduction step that involves unreasonable or radical changesin the
client’slife. Asaresult of anincreased awareness of the HIV risk,
the client may desire to curtail all risky behaviors, which may not
beredlistic. Global changes—such as“aways use condoms’—are
often not appropriate. Changes such as “aways carry condoms,”
“talk to partner about being faithful,” or “call the drug treatment
program” are appropriate.

Ensurethat the client agreeswith the step and is committed to
it. Toincreasethelikelihood for success, you may discuss with
the client potential problems or barriers and ways to overcome
them. You may also role-play potential problems and develop a
back-up or aternative step.

Write the step down. Write the client’s risk-reduction step on the
Risk-Reduction Step form (see Figure 2). On the reverse side of
the Risk-Reduction Step form, there is an appointment reminder
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for the next session. It is helpful to document the step in your
counselor’ s notes so you can review it before the next visit.

If the step puts the client’ s relationships or safety at risk (e.g.,
married and planning to use condoms with casual partners),
consider cautioning the client about keeping the card in a safe
place.

Figure 2. Risk-Reduction Step Form

Front Back

Space for counselor/agency to write down
contact informationi

Appointment

Day Day (mm/dd/lyyyy

Time:

Address:
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Protocol Prompts

Component 6. Negotiate a Risk-Reduction Step

Example Dialogue

. Prioritize risk-

reduction behavior

What do you think are the most important things
to look at, the most important circumstances to
address to reduce your risk?

Given what we' ve talked about, what do you think
makes it most likely that you'll put yourself or
others at risk?

. Explore behavior(s)
that the client will be
most motivated
about or capable of
changing

Realistically, what could you do to reduce your
risk?

How would you most like to reduce your risk for
HIV?

What do you believe you could reasonably do to
reduce your risk?

[If the client selects a radical “always” or “never”
approach] It's great that your really want to
eliminate your risk. We know that change usualy
occursin small steps. What would be the first step
in reaching this goal ?

[If the client is at a loss regarding how to reduce
risk] Y ou have some options for reducing your
risk: [suggest some options].

. Identify a
reasonable, yet
challenging, step
toward changing the
identified behavior

Can you think of one small step you could
complete in the next week that would move you
closer to reducing your HIV risk?

Break down the
risk-reduction step
into specific,
concrete actions

Y ou’ ve identified something that you feel you can
do. How are you going to make this happen?

What do you need to do first, second, third?
When do you think you could do this?

(continued)
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Component 6. Negotiate a Risk-Reduction Step
(continued) 4-5 mins.

Protocol Prompts Example Dialogue

5. Problem-solve issues + What might make this step more difficult?

concerning the step What could help make it easier for you?

* How will you handle it if something [specify| gets
in the way of you trying this step?

*  What would be a good back-up step?

6. Role-play the step (if Let's practice how you'll handle this. Imagine
applicable) that | am your partner. What would you say?

e Let'sswitchroles.

7. ldentify supports for
the risk-reduction

What would help make this step easier for you?

Who would be supportive of you trying this?

step
e How would you fed if you could complete this
step?
8. Confirm with the » How realistic does this sound?

client that the step is

reasonable and

acceptable e How doesit fed? If we need to, we can rework
the step.

How comfortable are you with this step?

e You will really have done something good for
yourself by trying out this step. How committed
areyou to trying this?

9. Acknowledge that » It seemslike you are committed to doing this.
the step is a Y ou really want to protect yourself and thisisa
challenge and that great way.

there will be an
opportunity to
review it in the
follow-up session

e Changing behavior takes time and practice. This
is challenging—takeit in small steps. A small
change isthe beginning of alarger one.

*  WEéIl review this step when you come back for
your test result. Y ou might encounter some
problems, or something might come up that you
didn’t anticipate. Just pay attention to those
things.

(continued)
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Component 6.

Negotiate a Risk-Reduction Step
(continued)

10. Ask the client to try

to be aware of
strengths and
weaknesses in the
step while trying it
out

Try to notice what works and what doesn’t work
for you. Think about what might work for you
more easily, and we will review it next time.

11.

Document the risk-
reduction step,
keeping a copy for
yourself

Let’swriteit down on this piece of paper so you
will have areference for the coming week. Just a
quick review, what is your step?
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COMPONENT 7.

IDENTIFY SOURCES OF SUPPORT AND
PROVIDE REFERRALS

Objective

The purpose of this component isto identify resources that will
help increase the client’ s ability to reduce risk.

Time 1-2 minutes

Guidance

Discuss support and referrals. The purpose of this activity isto
identify peer, community, and professional support for HIV risk
reduction. Explore possible sources of support with the client.

Avoid overwhelming the client with multiplereferrals. A
single, appropriate referral is often more effective than severa
referrals to multiple support services. Thereferral may be part of
the risk-reduction step. However, areferral should not be the
client’ s entire risk-reduction step, unless no aternative is possible.

Referral Resource List

Your referral resource list should contain information on as many
resources as possible. Examples of appropriate resources include,
but are not limited to

* Alcohol and drug treatment programs

» Crisisintervention hotlines

* Emergency food sources

* Family planning clinics

» Financial assistance sources

* Freehedlth careclinics (for persons without insurance)
* HIV treatment specialists

* Housing programs

» Lega aid sources

* Menta health professionals

» Servicesfor sexualy or physically abused persons
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Support groups and intensive HIV prevention intervention
organizations

Transportation programs

For each resource, your list should specify

1
2
3.
4
5

10.
11.
12.

13.

. Name of the provider or agency

. Range of services provided

Target population(s)

. Service area(s)

. Contact names, telephone and fax numbers, street

addresses, email addresses, Web site(s)

Directions, transportation information, and accessibility to
public transportation

Hours of operation

Cost for services

Eligibility criteria

Application materials

Admission policies and procedures

Competence in providing services appropriate to the
client’s culture, language, gender, sexual orientation, age,
and developmental level

Previous client’ s satisfaction with services
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Component 7.

Identi

Protocol Prompts

Sources of Support and
Provide Referrals

Example Dialogue

. Assess the client’s

support system

Is there anybody in your life that you talk about
those things with or get support from?

Is he or she a good person to talk to?

Is there someone who you fedl you can talk with
about your feelings and concerns?

Do you have people you spend time with?

Are these people you feel close to?

. Address the long-
standing or tough-
to-manage issues
that contribute to
risk

Y our step soundsreally good. We' ve identified
some important issues that |ead to your taking
risks, specifically [name issue].

Have you considered getting professional help
with this to help reduce your HIV risk?

. Assess the client’s

willingness to seek
professional help or
use a referral

Have you ever sought assistance, such as
counseling, a support group, or substance abuse
treatment?

How interested would you be in getting areferral
for professional help to deal with thisissue?

What would be hardest about seeking support for
[name of issue]?

Evaluate the types
of referral the client
would be most
receptive to

Would you be more comfortable in one-on-one
counseling or in a support group?

Is there a particular type of support or service you
would consider using?

Provide appropriate
referrals

Hereis the name and phone number of the service
you should call to get assistance.

When do you think you could cal or go there?
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COMPONENT 8.

CLOSE THE SESSION

Objective

The purpose of this component is to motivate the client to come
back for the next appointment.

Time 3-5 minutes

Guidance

This closing activity should help ensure that the client comes back
for the HIV test result, so take the time to see how he or she best
keeps appointments. Write the appointment day, date, time, and
location on the back of the Risk-Reduction Step form. If your
organization tracks clients for follow-up and the testing is
confidential (not anonymous), ask for contact information.

Thisis akey opportunity to motivate the client to come back for
the test result. If the client seems anxious about getting the result,
encourage him or her to bring afriend or family member when he
or she comes back for the next session, although the client may not
be able to have anyone with him or her when he or she hears the
results.

A note about post-Session 1 activities. After the session,
complete necessary paperwork and direct the client to testing.
Follow federa, state, and agency-specific guidelines for this

Process.

Protocol Prompts Example Dialogue

client

1. Review the follow-up « It'simportant that you come back for your follow-
schedule with the up appointment.

2. Ildentify ways for the « What would help you remember to keep this
client to remember appointment?
follow-up
appointment

* Do you keep adate book or calendar you can write
the appointment in?

(continued)
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Component 8. Close the Session (continued)

Protocol Prompts Example Dialogue

3. Write down e Is[day, date, time] okay?
appointment and
confirm contact
information

* | amgoing to write your appointment down on the
back of the piece of paper you wrote your step on
so you will have it for easy reference.

e Let me make sure that you know how to contact
me should you need to change the appointment.

* [If you trace clients and the testing is
confidential] Let me be sure | know how to reach
you [review phone number, address]

» [For anonymous testing] Remember, since thereis
no way we can contact you or know which result
isyours, it is very important for you to comein for
your next appointment for your test result. Also,
please bring your ID number for the test result.

4. Proceed with your « Beforewe end thissession, | need to take a
organization’s moment to fill out aform and, if necessary, ask
guidelines to obtain you afew additiona questions. [Quickly fill out
specimen for HIV state-specific HIV surveillance form silently and
test ask any questions you don’t have answers for.]

» Thank you for coming in to talk with me today.
Y ou have done alot of hard work. And I think
you have made a step that will really work for you.
At our next meeting, | will give you your HIV test
result, and we will go over how your risk-
reduction behavior change went. 1t will take about
20 minutes.
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Session 2a:

Negative HIV Test
Result:

Prevention Counseling

Tip ! Most clients
who receive their
results will be HIV
negative. However,
this is still a key
opportunity for you to
help the client reduce
his or her risks. Don’t
cut this session
short.

SESSION 2

Time (in
Protocol Components minutes)
1. Provide negative HIV test result 2-10
2. Review the risk-reduction step 4-5
3. Revise the risk-reduction step 4-5
4. Identify sources of support 1-2
5. Provide referral and end the session 1-2
Total Time 12-24
Before the session:

* Review the notes from Session 1.

* Review the specific details of the risk-reduction step and
the client’s particular issues and vulnerabilities that may
affect his or her attempt at changing HIV -related risk
behaviors.

» Verify that the HIV test result isfor thisclient. If the HIV
test is positive, see page 53 for the protocol for clients with
apositive test result.
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COMPONENT 1.

PROVIDE NEGATIVE TEST RESULT

Objective

The purpose of this component isto provide the negative HIV test
result, emphasize risk reduction, and support the client’s effortsto
reduce hisor her HIV risk.

Time: 2-10 minutes

Guidance

Providetheresult in a calm and forthright manner at the very
beginning of the session. The client may be very anxious to
receive his or her test result. Greet the client warmly and then
proceed with the session. Based on your sense of the client, ask if
the client has concerns or questions before you provide the test
result. The second session should then build on work started in the
first session.

Providethetest result in simpleterms, avoiding technical
jargon. The client maybe very relieved to receive the negative test
result. Allow the client to experience his or her relief. At the same
time, emphasize the need to continue behaviors that keep him or
her safe and, if necessary, to take on other behaviorsto remain
safe. Talk about the client’s feelings and beliefs about his or her
negative test result, especially as they relate to the risk behavior
described by the client in the previous session.

For some clients, a negative test result may make them feel more
inclined to engage in high-risk behavior because they may believe
that the test result is an indication that they made the “right
choices.”

Discussclient’spartner(s). Remind the client that the negative
test result does not mean that the client’s sex partner(s) is (are) not
infected. Also, anegative test does not mean that the client is
immune to HIV or that hisor her behavior isless risky than the
first session indicated.

Retest. With clients who have had a significant recent risk, a brief
explanation of the possible need for retesting isimportant, but do
not emphasize this too much and avoid any jargon such as the term
“window period.” Counselors must be very careful with their
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retest message. Too much attention on retesting detracts from the
risk-reduction process and often distracts the client from the true
meaning of the HIV-negative result.

If appropriate, remind the client that the current result does not
cover any recent exposure. If aclient has been exposed to HIV
recently, recommend a retest and tests for STDs, at 3 months after
theincident. If the client has not engaged in any high-risk
behavior in the previous 3 months, then there is no need for an

additional test.

1. Welcome the client
back

2. State result clearly and
simply

3. Review the meaning of
the result

4. Assess the client’s
reaction to the result

2-10

mins.

Welcome back. It's great to see you. How was
your week?

Now, let’slook at your test result, and then
we'll talk about how to best understand it. Are
you ready to seeit?

The test result is negative, which means, as of 3
months ago, you had not been infected with
HIV.

That means that you weren't infected as of 3
months ago.

If you haven't had any risk exposures (i.e.,
unprotected sex, shared needles or other
equipment) in the last 3 months, you don't have
HIV.

How doesit fedl to get a negative test result?
What does this result mean to you?

(continued)
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Component 1. Provide the HIV Test Result

5. Note the need to
consider the test result
in terms of the most
recent risk exposure

[If exposure occurred within 3 months| Given
that you' ve had unprotected sex (or shared
needles or other equipment) within the past 3
months that made you want to get tested for
HIV, you may want to consider taking another
HIV test on [3 months from exposure datel.

I know that waiting and going through this
process again istough. But, if you can stay
protected for the next 3 months, you will have a
definite answer. Otherwise, you might want to
consider testing on aregular basis.

Given your most recent risk, do you feel you
need to get tested again?

[If exposure occurred more than 3 months
ago| Given your exposure was more than 3
months ago, there is no need to get tested again
unless you have ancther potential exposure.
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COMPONENT 2.

REVIEW THE RISK-REDUCTION STEP

Objective

In this component, you and the client review the step the client
agreed to take to reduce his or her risk, and his or her experience
with carrying out the risk-reduction step. Another objectiveisto
support and reinforce attempts by the client to put the step into
action.

Time: 4-5 minutes

Guidance

Consider their risk circumstances asyou review therisk-
reduction step. The purpose of this component isto review the
risk-reduction step. At the end of the session, you will come back
to thisidea by coming up with a new risk-reduction step. Not all
clients will be able to perform their risk-reduction step for avariety
of reasons. Be sensitive to the reasons the client was unable to
carry out the step and remember them when you discuss a new
risk-reduction step later. At the same time, convey a sense of
urgency about any risky behavior.

Provide support and encouragement throughout the session.

Y ou will probably provide encouragement or support when you
assess the client’ s efforts to try out a risk-reduction step and when
you identify supports for and barriers to arisk-reduction step.
Further, depending on how successful and unsuccessful the client
Iswith the risk-reduction step, you will need to adapt the questions
accordingly.

Remember to reinfor ce any achievements—clients can build on
achievementsfar more than they can build on failures.
However, sometimes clients have had problems and difficulties
and were never able to achieve arisk-reduction effort. Support the
client by noting that he or she came in for the session.
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—J

1. Assess the client’s
efforts to try out the
risk-reduction step

2. Provide encouragement
and support for client’s
risk-reduction efforts
(as appropriate)

3. Identify supports for and
barriers to the risk-
reduction step

4. Problem-solve issues
concerning the step (if
relevant)

What were your thoughts or reactions to last
week’s session?

How was/is it waiting for your result?

In the last session, we discussed some of your
risksfor HIV |list risks].

We came up with arisk-reduction step for you
to try before today’ s visit. How did that go for
you?

Were you comfortable with how it went?

Sounds like you did a great job.
It's great you were able to do that.
I’m impressed with how you handled that.

Y ou’ ve really accomplished something for
yourself.

[If not completed| Sounds like you had a hard
timewithit. | am glad that you came back
today.

How did you feel when you took the step to
reduce your risk?

What parts of the step worked best?

Which parts of the step were challenging?
What stopped you? What made it difficult?
What were you feeling or thinking?

What would make it easier for you?

How can we address the problems you had with

reducing your risk? What would help you get
this done?
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COMPONENT 3.

REVISE THE RISK-REDUCTION STEP
Objective

The purpose of this component is to renegotiate a new or revised
risk-reduction step.

Materialsfor the session:

1 Risk-Reduction Step form

Time: 4-5 minutes

Guidance

Encourage the client to attempt an additional, more
challenging step toward reducing risk. If the client encountered
difficulty with the previous step, help him or her reviseit.
Together, refine the step as necessary, aiming toward a step that
the client will be ableto carry out.

—J

1. Revise or develop a o [If step was completed] You did an excellent
new step with the client job with the first risk-reduction step. What else

could you try to further reduce your risk of
getting HIV? What more do you think you
could do?

o |[If step was not completed| What could you try
that will reduce your risk of getting HIV?

2. Discuss a more *  Remember that risk reduction and behavior
challenging step or change are best done in small, achievable steps.
revise the previous step What do you need to do next to reduce your

risk?

3. ldentify or clarify actions « Let'slook at the issues that need to be addressed

to achieve the step to reduce your risk and complete your new plan.
[List issues]

*  What do you need to do first, second, third?

(continued)
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Component 3.  Revise the Risk-Reduction Step

4. Confirm with the client
that the step is
reasonable and
acceptable

Now, is this something you really feel you can
do?

Y ou need to fedl that it will work for you.

5. Document the revised
risk-reduction step and
give a copy to the client

6. Ask the client to be
aware of strengths and
weaknesses in the step
while trying it out

7. Let the client know you
have confidence in his
or her ability to
complete the step

Just as before, we'll write your step on this card,
and we'll include al the actions needed to
completeit. [Write out actions.|

Sometimes just looking at the card can help you
remember the step and help you see yourself
completing the step.

When you try this step, think about what feels
good and works for you, and which parts are
hard or uncomfortable.

Try to think about how to improve or modify
the step so it works better for you.

Remember that doing something differently is
sometimes awkward, but it gets easier with
practice.

Changing behavior takes time and practice. Be
patient with yourself.

Thisis astep you've come up with. It'sagood
step, and | believe it’'s something you can do.
Revise the step if you need to in order to
succeed.

You've redly challenged yourself.

52




COMPONENT 4. IDENTIFY SOURCES OF SUPPORT

Objective

The objective of this component is to identify resources that will
help increase the client’s ability to reduce risk.

Time: 1-2 minutes

Guidance

This activity isintended to identify peer and community support
for the client’s HIV risk-reduction step.

Component 4. Identi

Sources of Support for the

Risk-Reduction Step

1. Emphasize the
importance of the client
discussing with a
trusted friend or
relative the intention
and content of the step

2. [If client didn’t talk to
the trusted friend]
Problem-solve

3. [If client didn’t identify
someone last time]
Identify a person to
whom the client could
comfortably disclose
the step

Since we will not be meeting again, it may be
useful to share your step with someone who can
support you in your efforts to reduce your risk.
Who could you trust to tell about your visit here
and talk with about this step?

What do you think was the main reason you
weren't ableto talk to this person?

What could you do next time to make sure you
have a chance to talk to him or her about it?

Who in your life is supportive of you?
Could you talk with him or her about the step?

Who do you usually talk with about challenges
you're facing?

Do you and your friends ever talk about
concerns about HIV? Could you talk with any of
them about this step?

(continued)
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Component 4. Identify Sources of Support for the

Risk-Reduction Step (continued)

4. Establish a concrete,
specific approach for the
client to use in sharing
the step with a friend or
relative

So, you believe you could tell [name] about this
step?
It'simportant to tell [name| about your

intentions concerning the step and then to report
on how it went.

When and how will you tell [name]?
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COMPONENT 5.

PROVIDE REFERRAL AND END SESSION

Objective

The objective of this component is to ensure that the client knows
where or to whom to go for help and intends to follow up.

Materialsfor the session:
1 Referral note (not provided with RESPECT package)
Time 1-2 minutes

Guidance

Support theclient in seeking areferral. Thiscomponent was
covered in the first session, and you may cover it again here if you
think the client is open to seeking professional services. If either
you or the client identified aneed for professional services (drug
treatment, support group, mental health counseling, etc.), give
specific provider names and phone numbers to the client. Provide
referrals that are appropriate and comfortable for the client, and
confirm that the referral is something the client iswilling to
consider. (For more information, see page 35).

Avoid giving too many referrals, asthis may discourage the
client. A single, appropriate referral is often better than referrals
to several support services. Thereferra may help the client carry
out the risk-reduction step, but should not be the risk-reduction
step itself.
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—J

If a referral was
provided in the
previous session, follow
up on the client’s
completion of the
referral

Address the long-
standing or hard-to-
manage issves that
contribute to risk
(optional)

. Assess the client’s
willingness to seek
professional help and
use a referral (optional;
repeat from Session 1)

. Evaluate the types of
referral the client would
be most receptive to
(optional)

. Provide appropriate
referral (optional)

[If a referral was provided in the previous
session| When we talked last week, | gave you a
referral to [nome|. Wereyou ableto cal and
make an appointment?

o Howdidit go?

[If client did not complete the referral] What
made it difficult to follow through?

0 What got in the way?

0 What can we do that will help you get the
assistance you need?

Y our step seems really good, yet some
important issues contribute to your risk that may
best be handled with the help or assistance of
professionals.

Since we' ve talked about how [drug use and/or
alcohol] affects your risk, since last time, have
you considered getting help in dealing with this?

What about seeking assistance (e.g., counseling
or a support group, methadone treatment,
Narcotics Anonymous)? Have you
(re)considered this?

How interested would you be in getting a
referral for servicesto dea with the issue?

What would be the hardest thing about seeking
support for [name the issue|?

Would you be more comfortable talking to an
individual counselor or going to a support
group?

Isthere a particular type of support or service
you would be willing to consider using?

Hereisthe name and phone number of the
agency you should call to get assistance with the
issue we discussed.

0 Do you feel comfortable doing this?
o Do you have any questions?

(continued)
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Component 5.  Provide Referral and End Session 1-2 mins.

6. Provide closure » Thank you for coming in for both sessions. If
you have any concernsin the future, please
don’t hesitate to come by or call.
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Session 2b:

Positive HIV Test
Result: Support and
Prevention Counseling

SESSION 2
Time (in
Protocol Components minutes)
1. Provide positive HIV test result 3-5
2. ldentify sources of support and provide 4-10
referrals
3. Address risk-reduction issues (as 2-5
appropriate)
4. Summarize and close the session 1-2
Total Time 10-22
Before the session:

Review the client record and the notes from Session 1.
Prepare appropriate referral options.

Prepare yourself emotionally so you are able to manage
discomfort while providing the positive test result.

Verify that the HIV test result isfor this client.
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COMPONENT 1.

PROVIDE POSITIVE HIV TEST RESULT

Objective

The objectives of this component are to ensure that the client is
ready to receive the result, provide the positive test result, allow
time for the client to absorb the meaning of the result, ensure that
the client understands the result, and validate the client’ s feelings.

Time: 3-5 minutes

Guidance

Avoid “projecting” theresult. The client may be very anxious to
receive his or her result upon returning. Greet the client warmly
and be careful not to “telegraph” the result by facial expression or
body language.

Ensurethat theclient isready toreceive theresult. After
introducing yourself to the client and re-explaining confidentiality
protections, ensure that the client is ready to receive the result. If
not verified prior to the session, verify that the result isfor this
client.

Provide the test result in ssimple terms, avoiding technical jargon.
Be sure the client clearly understands the test result.

Support theclient in coping with theresult. Some clients
receiving a positive test result may enter a state of shock that
allows them to respond but not retain information. Validate the
client’sfeelings. Allow time for the client to get past thisinitial
shock. Provide ample opportunity for the client to absorb, respond
to, and ask questions about the test result.
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Component 1.

Provide Positive HIV Test Results

1. Welcome the client Hello, my nameis and | will be your
back counselor today.
2. Re-explain Asinyour first session, everything we discuss
confidentiality here will remain confidential. That is, it will
only be shared with those who have an absolute
need to know.
Everything here is protected and secured as any
medical record.
3. Verify that the result Let me check the numbers on your card with the
belongs to the client numbers on the result to make sure thisis your
result.
4. Assess client’s Are you ready to receive your result?
readiness to receive
result
5. Provide result clearly Thistest shows that you do have HIV.
and simply
6. Allow the client time to [Allow for silence.]
absorb the meaning of Take your time. We have plenty of time to talk
the result
about the resullt.
7. Explore client’s What does this result mean to you?
understanding of the
result
8. Assess how client is How are you doing?
coping with result How are you feeling about this test result?
What are you thinking right now?
9. Address immediate | am wondering what | can do to help you deal
concerns and fears with this result?
10. Acknowledge the Y ou may need time to adjust to this.

challenges of dealing
with a positive result

What do you think you might do in the next few
hours or day?
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COMPONENT 2.

IDENTIFY SOURCES OF SUPPORT AND
PROVIDE REFERRALS

Objective

The purpose of this component is to identify existing support for
the client and provide referrals to medical care and psychosocial,
partner counseling, and risk-reduction support as appropriate.

Time 4-10 minutes

Guidance

Identify support for reducing risks. Identify peer and
community support for risk reduction. In addition to amedical
referral, it is often helpful to identify any need for referralsto
professional services (e.g. prevention case management, drug
treatment, support group, mental health services) that will support
risk reduction and coping with being HIV positive.

Assess client’ sreceptivenesstoreferral. Provide areferral
appropriate to client situation, gender, culture, and risk-reduction
issue (for information on referrals, see page 35). Providereferras
consistent with the client’ s readiness to receive help and interest in
using the services. Assessthe type of service the client would be
most comfortable with (individual or group setting, etc.). Help
clients accessreferral services (e.g., give specific provider names
and phone numbers, make the phone call to set up initial contact,
explore barriers, provide links to childcare or transportation).
Ensure that the client is not overwhelmed with numerous referrals.
A single appropriate referral is often better than severa referralsto
various support services.
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Sources of Support and

Provide Referrals

Assess whom the client
would like to tell about
his or her positive test
result

Identify person, family
member, or friend to
help the client through
the process of dealing
with HIV

a. Coping and
support

b. Planning for the
future

c. Medical follow-up

Discuss wellness
strategies

Who are the people you can go to for support?

You'll want to tell someone you trust, someone
who will keep your confidence.

Who would you like to share your test result
with?

How can you inform your sex (or needle
sharing) partner(s)?

How do you think your partner(s) will react?
What do you think he or she will say?

How has he or she responded in the past when
you needed his or her help?

It is sometimes helpful to have someone to help
you as you weigh options and make decisions.

Who in your life could help you adjust to living
with HIV?

Paying attention to your emotional and physica
health and your medical care are important parts
of living positively. Who will support you in
this?

What have you heard about how people live
with HIV?

People who take care of their health and have
good medical care have a much better chance of
staying well longer.

Good care can help people live healthier longer.
What have you heard about this (e.g., getting
HIV medical treatment, eating well)?

(continued)
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Component 2. ldentify Sources of Support and

Provide Referrals (continued)

4. Identify current health Where do you go now when you need medical
care resources attention?

¢ When was the last time you received medical
care?

« How difficult isit for you to access care
(transportation, resources, etc.)?

5. Address the need for » Itisimportant that you discuss this test result
health care providers with your doctor so he or she can give you the
to know client’s test best care possible.
result

6. Explore client’s access * Now that you have HIV, it isimportant for you
to medical services to receive specific medical follow-up.

a. STD exam e Other infections can make HIV more
problematic. It will be important to get checked

b. Routine medical for STDs, TB, and other conditions.

care

. i ' ?
c. TB screening Could I help you get a medical appointment”

7. ldentify needed * We'vetaked about alot. Now let’s prioritize
medical referrals the steps that you might take first. What
medical careis going to be most difficult for
you to access?

* How can | help you with this?

8. Assess client's » How do you feel about me linking you up to
receptiveness to some services that will help you?
referral
9. Help client access * Here are some optionsfor care. | can cal now
referral services to set up an appointment. When would you like
to go?

*  What might interfere with you keeping the
appointment?

¢ How will you get there? What time of day will
be good?

« What about childcare?

»  Call appropriate agencies, organizations,
persons, if possible.
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COMPONENT 3.

ADDRESS RISK-REDUCTION ISSUES

Objective
In this component, you and the client address risk-reduction issues.

Time: 2-5 minutes (as appropriate)

Guidance

Refocus client to risk-reduction step. Depending on the state of
the client and whether he or she will be able to discuss the risk-
reduction step, bring up the topic and address the issue of risk
reduction. If the client is not able to discuss thisissue, skip to the
next protocol component.

Encourage and support client strategiesfor risk reduction and
disclosureto current and future partners. If theclientisableto
discuss risk-reduction issues, it may be helpful to discuss risk
reduction and disclosure to current and future partners. It isoften
difficult to think about telling current and future partners that one
iIsHIV positive. This section helps the client develop strategies to
do so. Address obstacles to protecting others from HIV and
protecting self from additional infections.

—J

1. Refer to client’s risk- *  What does thistest result mean for your risk-
reduction step reduction step?

2. Assess client’s plan to * Téel mehow you plan to protect yourself from
reduce risk of STDs?

transmission to current

* How will you protect partner(s) from HIV?

partners

* How will you be intimate and close without
spreading HIV? What will you do about sex?

3. Explore client’s plan for « When you have anew partner, how are you
reducing the risk of going to protect that partner from HIV?
transmission to future
partners

(continued)
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Component 3. Address Risk-Reduction Issues

(continued)

4. Address disclosure of » How areyou going to tell your current partner,
HIV status to current and any future partners, that you have HIV?
and future partners

5. Encourage the client to It isimportant for you to care for yourself and to.
protect others protect others from HIV. You can prevent alot
of infection by being honest with your partners
and ensuring you engage only in safer
behaviors. What do you think your biggest
challenge will bein talking to partners?

¢ How can we help prepare you for this?
e What will you say?

«  What do you think the response will be?
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COMPONENT 4.

SUMMARIZE AND CLOSE THE SESSION

Objective
The counselor should provide support and close the session.

Time 1-2 minutes

Guidance

Provide support and encouragement. Validate feelings. Offer
continued support and encouragement. Ensure that the client is
ready to terminate the session. Be sure that he or she knows how
to contact you again.

Summarize issues discussed and follow-up needs. Discuss any
referrals and the need for the client’ s partner to be tested. Review
how to contact client for follow-up. Ensure that the client knows
what to do next. Elicit client plans for the next step after leaving
this appointment.

1. Validate client feelings «  Thiscan be overwhelming. At the same time,

there are very few decisions you have to make
right this minute.

2. Summarize key issues *  Welinked you up with some additional
addressed resources and we talked about partners.

| wonder if there is anything else we need to
address before you leave?

3. Review contact e Let mejust make sure that you know how to
information and contact meif you need to.

arrange for follow-up

Let me be sure | know how to reach you [review
address, phone number| so | can call and see
how you are doing later.

*  What isthe best way to contact you?

(continued)
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Component 4. Summarize and Close the Session

(continued) 1-2 mins.

4. Get the client's plans »  Where do you plan to go when you leave here?
for the next step What about the next couple of days?

e Who will you talk to?

5. Close the session * Wehavetalked about alot today. Thiscanbea
very difficult time. Take sometime. Bekind to
yourself as you adjust to this news. Y ou may
forget some of what we talked about, so be sure
to call if you have questions later. And,
remember, it is possible to lead along and
satisfying life.
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Developing,
Implementing, and
Maintaining Quality
Assurance

INTRODUCTION

Quality assurance is one of the core elements of the RESPECT
HIV Prevention Counseling model and, as such, is critical to the
integrity of thisintervention. Quality assurance is an ongoing
process that is intended to ensure that counselors deliver the
RESPECT HIV Prevention Counseling model as it was delivered
in the research project and described in this intervention package.

The Project RESPECT study found that this intervention resulted
in significant reductions in sexually transmitted disease (STD)
rates and increases in use of condoms among study participants
(see Appendix B). Although this research was conducted across
multiple sites, comparabl e results were obtained across all of the
sites because all sites followed quality assurance procedures.

This section provides recommendations on implementing and
maintaining quality assurance in organizations that conduct HIV
prevention counseling, testing, and referral services. It isincluded
to assist these organizations with implementing this evidence-
based intervention in a consistent manner.

QUALITY ASSURANCE FOR RESPECT

For the purposes of this RESPECT HIV Prevention Counseling
package, the focus of quality assurance is on the delivery of the
counseling intervention itself and does not include quality
assurance protocol recommendations for other aspects of services
such as testing, informed consent, or test decision counseling. For
more information on quality assurance recommendations, see
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CDC’s Revised Guidelines for Counseling, Testing, and Referral
(Appendix B).

Quality assurance involves assessment, feedback, and strategizing.
These tasks can be carried out through a variety of activities,
including

» Training and continuing education (for both counselors and
supervisors).

* Regular observation, with follow-up feedback, of
counsel ors delivering prevention counseling sessions.

* Review of records to ensure appropriate, accurate, and
consistent documentation.

* Holding regular case conferences to discuss specific
counseling sessions. Case conferences also serve asa
means of developing staff skills and consistent delivery of
the intervention.

STRATEGIES FOR IMPLEMENTING AND
MAINTAINING QUALITY ASSURANCE

Training

The training includes workshops on the RESPECT HIV Prevention
Counseling. Thetraining reviews basic HIV counseling concepts
and skills, reviews each session in depth, provides an opportunity
for participants to practice RESPECT counseling, and reviews
quality assurance activities. Training for RESPECT HIV
Prevention Counseling also provides a setting in which counselors
and supervisors can practice their skills.

Prior to taking the training on RESPECT HIV Prevention
Counseling, counselors and supervisors should be trained in
counseling skills and concepts, HIV basics such as information on
transmission routes, and information on state and local policies.
Thistraining ensures that al counselors and supervisors have
similar counseling background information and understand the
basics of HIV counseling.
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Regular Observation of Counseling Sessions

Observation of counseling sessions is the processin which a
supervisor or senior counselor directly observes a session or
reviews one by listening to an audiotape of a session. To ensure
quality counseling, adherence to protocol, and consistency in
delivery of the intervention by all counseling staff, itis
recommended that sessions be observed or taped on aregular
basis. Observation and feedback by supervisors or other senior
counselors have proven effective in ensuring that counselors
understand how to conduct the counseling and maintain the
integrity of the protocol.

By observing counselors, a supervisor or lead counselor can assess
whether they are following the protocol. Observation may also
help in assessing the counselor’ s style of counseling and whether
he or she is using key counseling concepts (e.g., open body
language, nonjudgmental language). See Appendix G for the
quality assurance forms.

Observation Procedures

Counselors can be observed by their supervisor in person or the
session can be taped for later review. Either way, it isimportant
that the client is aware of and agrees to the observation or
recording of the session. Also, the client should understand that he
or she can refuse to have the observer in the room and can ask the
observer to leave at any time. If the counselor will be observed
directly, the counselor should explain to the client that the observer
will focus on the counselor’ s work during the session and not on
the issues presented by the client.

To decrease any anxiety and help prepare the counselor, itis
recommended that the observer schedule the observation ahead of
time and discuss any anxiety the counselor may have concerning
the observation process. It isaso recommended that the observer
attempt to sit in so that he or sheis able to observe the counselor
without interfering with the counselor-client interaction. The
observer should avoid sitting in the client’s or counselor’s line of
sight. Itiscritical that the counselor maintain control of the
session; thus, it is recommended that the observer avoid any
discussion during the session.
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Taping of sessions can be advantageous because it is lessintrusive.
No other person hasto be in theroom. Also, it allowsthe
counselor and the observer to review the tape together. This
allows both the counselor and the observer to understand any
issues about the session.

If the session isto be taped for later review, the counselor should
explain to the client that

* Therecording will be used for later review of the
counselor, not the client.

» Thetape will belistened to by a supervisor or other lead
counselor.

* Thetape will be erased or destroyed once the staff member
haslistened to it.

* Theclient has aright to refuse to be audio-taped.

Frequency of Observations

Guidelines for the frequency of observations appropriate to staff
are provided below for both new and experienced counselors. It
may be helpful for new counselors to observe a given type of
counseling session five times prior to being observed conducting
that type of session (see Table 4). When anew counselor begins
conducting sessions, he or she should be observed by an
experienced counselor or supervisor five times for each type of
counseling session. If the entire agency is new to RESPECT HIV
Prevention Counseling, supervisors and counselors might take
turns observing each other, or they may seek technical assistance.

After training, periodic observation of counseling sessionsis
usually helpful to ensure high-quality work. Based on the number
of clients your agency sees, or your agency’s requirements, your
organization may choose to vary the frequency at which counselors
are observed. Table5 provides a potential schedule of
observations for trained and/or experienced counselors. For
example, a counselor who has implemented the RESPECT
counseling model for six months or less should be observed once a
week.
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Table 4. Sample Observation Schedule for New Counselors
in Training

Number of Sessions

to Observe Number of
Experienced Sessions to BE
Counselor Observed
Session 1 5 5
Session 2 Negative 5 5
Session 2 Positive 1 1

Table 5. Sample Frequency of Observation for
Trained/Experienced Counselors

Experience Using the RESPECT
Counseling Model

< 6 Mo. 6-12 Mos. 1+ Yrs.

Frequency of Once a Once a Quarterly
Observations week month

COMPLETING QUALITY ASSURANCE
FORMS

Three quality assurance forms are enclosed for session
assessments. The purpose of the observation is to evaluate
adherence to intervention protocols. These formswill help provide
feedback to counselors. The three forms—Session 1, Session 2
negative, and Session 2 positive—are tailored to the specific
protocol and content of each session.

The shaded rows of the form represent the protocol components.
The non-shaded rows are the specific tasks to be accomplished
within each component. The forms are designed for the observer
to note whether the counselor has or has not met the expectations
for the component. The forms follow the structure and flow of the
protocol in the counselor cards. Due to the nature of the
counseling interaction, the client may present issuesin a manner
that does not follow the protocol order. Such adiversion from the
flow of the protocol is not because the counselor failed to follow
the protocol. However, a skilled counselor should be able to steer
the session according to the protocol and get the discussion to
follow the proper order.
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The quality assurance forms include three ratings. “Achieved,”
“Not Achieved,” and “Not Applicable.” In general, each protocol
component is usually addressed in each session. A rating of
“Achieved” reflects completion of atask and adherence to the
protocol. If thetask is missed or skipped entirely, the rating would
be“Not Achieved.” The “Not Applicable” column isused when a
component of the session is not relevant to a particular client.

POST-OBSERVATION ACTIVITIES

At the end of the observed session, it is recommended that the
observer carefully review the form content to ensure completion.
Because immediate feedback will be most useful, it is
recommended that observers provide feedback to the counselor as
soon as possible following the observed session. The assessment
of the counselor’ swork isajoint activity by the supervisor or
senior counselor and the counselor and should be conducted in a
supportive manner. If kept asrecord, it is recommended that the
observation forms are filed in amanner that ensures confidentiality
and security.

The following tips are provided to help the observing supervisor or
senior counselor provide feedback:

» Ask thecounselor to provide feedback on what he or
she thought went well and what could have been better.
This brings the counselor into the process, clarifies what
the counselor perceives were the difficulties as well asthe
strengths of his or her observed session, facilitates
agreement to the process, and expedites strategizing for
staff development.

* Begspecific. Specifically identify content and intervention
delivery issues by component and, if possible, by the
protocol prompt. The more specific feedback is, the more
helpful it should be for the counselor’ s development.

» ldentify aspectsthat need modification after discussing
quality work. Inasupportive manner, discuss the “Not
Achieved” aspects with minimal judgment or inference.
Thiswill help the counselor explore the observation and
discuss alternative approaches to the situation. Focus on
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things that the counselor can do something about and not
about things over which the counselor has no control.

Focuson main areasthat need strengthening. Thisis
especialy important if the issue has come up before with
the counselor. Focus on strengthening areas rather than on
problems sinceit is easier to understand and use
information on areas to strengthen. If acounselor has
difficulty following the protocol, he or she may benefit
from additional one-on-one coaching or more frequent
observation. A counselor overwhelmed with corrective
feedback may be unable to make any changes. If a
counselor can improve in anumber of areas, prioritize key
issues rather than addressing all of them. This discussion
should be done thoughtfully to ensure that it is
collaborative and useful. Like the RESPECT counseling
model, let the counselor come up with a step or steps to
assist him or her in devel oping the knowledge and skill to
provide this counseling intervention as intended.

Use information from the observationsfor potential
discussion topics during the case conferences. If the
session was an especially interesting one, it might be useful
to discussit with agroup.

REVIEW OF RECORDS

Y our agency may already include reviewing records as part of its
ongoing quality assurance procedures. The purpose of reviewing records
for RESPECT is to ensure consistent documentation of counseling
sessions and to have some indication of the session content. In addition
to key testing data requirements such as demographics, date, consent,
return of test result, etc. when delivering the RESPECT counseling
session, data collected might include indicators such as:

Main risks and circumstances related to client’s most recent
risk incident (to determine if the session focused on most
recent risk and circumstance).

Date of most recent risk incident.

Therisk-reduction step (to determineif it’srealistic,
incremental, and achievable).
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» Referralsand rationale for the referral (appropriateness of
the referral).

As part of your agency’ s overal quality assurance and services
evaluation activities, record reviews may aso be part of your
regular ongoing reviews of signed consent forms, documentation
of completed surveillance and client demographic information, and
timely submission of required formsto local or state health
departments.

Providing Feedback About the Record Review

Because immediate feedback is most useful, it is recommended
that supervisors provide feedback to the counselor as soon as
possible following the record review.

Frequency of Record Reviews

For regular record reviews, follow your agency policies and
procedures, or, if there are none, consider using the guidelines
provided in Table 6. For example, counselors with less than six
months of experience using RESPECT counseling could have their
records reviewed twice each month.

Table 6. Sample Frequency of Record Reviews

Experience Using the RESPECT
Counseling Model

6-12
< 6 Mo. Mos. 1-2 Yrs. 2+ Yrs.

Frequency of Twicea Oncea Quarterly Twice a
Record Reviews month month year

REGULAR CASE CONFERENCES AND/OR
ONE-ON-ONE COACHING

Case conferences are meetings among counselors and staff either
in agroup or one-on-one for coaching purposes. They provide a
place for supervisors and counsel ors to exchange constructive
feedback. Case conferences aso provide an opportunity to discuss
important issues and create a collaborative and competent
counseling team.

76




Case conference activities can vary. Thefollowingisalist of
possible activities for a group case review. All of these activities
provide an opportunity for counselors to learn from one another.

1. Present challenging, interesting, and especially effective
sessions. When presenting a session, counselors should
provide a brief description of the client and his or her
situation, any unique client issues or concerns, an account
of the session’ s content and adherence to the protocol, and
the counselor’ s questions or concerns. Sessions should be
conducted with respect to client confidentiality, minimizing
specificsto protect client identification.

2. Role-play cases, particularly difficult cases, to strategize
and practice new techniques.

3. Practice using package materials such as counselor cards
and observation forms.

4. Discuss and review components of RESPECT counseling.
For example, if counselors find that they are having
problems discussing risk reduction, the supervisor might
lead a discussion to identify specific issues and come up
with ways to overcome the discomfort of discussing a
client’srisks.

5. Problem-solve aternative approaches to dealing with
challenging clients and issues.

6. Develop or enhance counseling skills. Discuss difficult and
emotionally laden sessionsin a supportive environment.

If you are a supervisor or one of the counselors who is not
presenting, provide feedback that is reinforcing and supportive.
Discuss and review components of the protocol and strategize
alternative approaches to dealing with challenging clients and
issues. It may help to role-play to practice alternative approaches.

Frequency of Case Conferences

Case conferencing can be a very powerful tool for staff
development and support. Scheduling conferences monthly to
meet staff needs will enhance agency ability to develop and sustain
consistent delivery of thisintervention.
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Efficacy of Risk-Reduction Counseling to
Prevent Human Immunodeficiency Virus
and Sexually Transmitted Diseases

A Randomized Controlled Trial

Mary L. Kamb, MD, MPH; Martin Fishbein, PhD; John M. Douglas, Jr, MD; Fen Rhodes, PhD;
Judy Rogers, MS; Gail Bolan, MD; Jonathan Zenilman, MD; Tamara Hoxworth, PhD; C. Kevin Malotte, DrPH;
Michael latesta, MA; Charlotte Kent, MPH; Andrew Lentz, MPA; Sandra Graziano, PhD; Robert H. Byers, PhD;

Thomas A. Peterman, MD, MSc; for the Project RESPECT Study Group

Context.— The efficacy of counseling to prevent infection with the human immu-
nodeficiency virus (HIV) and other sexually transmitted diseases (STDs) has not
been definitively shown.

Objective.— To compare the effects of 2 interactive HIV/STD counseling inter-
ventions with didactic prevention messages typical of current practice.

Design.— Multicenter randomized controlled trial (Project RESPECT), with par-
ticipants assigned to 1 of 3 individual face-to-face interventions.

Setting.— Five public STD clinics (Baltimore, Md; Denver, Colo; Long Beach,
Calif; Newark, NJ; and San Francisco, Calif) between July 1993 and September
1996.

Participants.— A total of 5758 heterosexual, HIV-negative patients aged 14
years or older who came for STD examinations.

Interventions.— Arm 1 received enhanced counseling, 4 interactive theory-
based sessions. Arm 2 received brief counseling, 2 interactive risk-reduction ses-
sions. Arms 3 and 4 each received 2 brief didactic messages typical of current care.
Arms 1, 2, and 3 were actively followed up after enrollment with questionnaires at
3,6, 9, and 12 months and STD tests at 6 and 12 months. An intent-to-treat analy-
sis was used to compare interventions.

Main Outcome Measures.— Self-reported condom use and new diagnoses of
STDs (gonorrhea, chlamydia, syphilis, HIV) defined by laboratory tests.

Results.— At the 3- and 6-month follow-up visits, self-reported 100% condom
use was higher (P<..05) in both the enhanced counseling and brief counseling arms
compared with participants in the didactic messages arm. Through the 6-month in-
terval, 30% fewer participants had new STDs in both the enhanced counseling
(7.2%; P = .002) and brief counseling (7.3%; P = .005) arms compared with those
in the didactic messages arm (10.4%). Through the 12-month study, 20% fewer
participants in each counseling intervention had new STDs compared with those
in the didactic messages arm (P = .008). Consistently at each of the 5 study sites,
STD incidence was lower in the counseling intervention arms than in the didactic
messages intervention arm. Reduction of STD was similar for men and women and
greater for adolescents and persons with an STD diagnosed at enrollment.

Conclusions.— Short counseling interventions using personalized risk reduction
plans can increase condom use and prevent new STDs. Effective counseling can

be conducted even in busy public clinics.
JAMA. 1998;280:1161-1167

JAMA, October 7, 1998—Vol 280, No. 13
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IN THE UNITED STATES, an esti-
mated 580 000 people are infected with
human immunodeficiency virus (HIV).
New acquired immunodeficiency syn-
drome (AIDS) cases are declining among
gay men and injection drug users but
continue to rise among heterosexuals
and women.! AIDS is now the leading
cause of death for black women aged 25
through 44 years.? Among heterosexual
patients attending publicly funded sexu-
ally transmitted disease (STD) clinics,
HIV prevalence is 50% to 100% higher
than in the general population.?

Recent therapeutic breakthroughs
haveled tomarked improvement in mor-
bidity and mortality for HIV-infected
persons; however, treatment costs are
high and there is still no cure.* Sound
policy recommendations for disease pre-
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ment, Newark STD Clinic (Ms Rogers and Mr latesta);
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(Dr Zenilman and Mr Lentz).

A complete list of the members of the Project
RESPECT Study Group appears at the end of this
article.

Reprints: Reprint Services, Office of Communica-
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Controland Prevention, 1600 Clifton Rd NE, Atlanta, GA
30333. Additional information is available at http:/
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Eligible to Enroll
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Y
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Found HIV Positive

\4

(Assigned Random Number)
n=5833, 44%

!

at Baseline Test
n=75 (Excluded)

Participants

N=5758 | assignment
(3269 men, 2489 women) 9
Arm 1 Arm 2 Arm 3 Arm 4
Enhanced Counseling Brief Counseling Didactic Messages Didactic Messages
(4 Sessions (2 Sessions (2 Sessions (2 Sessions
Over 3 to 4 wk) Over 7 to 10 d) Over 7 to 10 d) Over 7 to 10 d)
n=1438 n=1447 n=1443 n=1430

' !

v !

(4328 Participants)

Scheduled for Quarterly Follow-up Visits

No Follow-up Visits
Scheduled

‘ 3-mo Visit (Days 84 to 175) ‘

| 6-mo Visit (Days 176 to 267) |

| 9-mo Visit (Days 268 to 359) |

‘ 12-mo Visit (Days 360 to 452) ‘

Figure 1.—Study visits were calculated from the enrollment date to occur at 3-month intervals. The first visit
occurring during each calculated 3-month interval was considered as the follow-up visit. For the first follow-
up visit (3-month visit), the interval began 7 days before the calculated date 3 months after enroliment and
may have occurred up to 7 days before the calculated date 6 months after enrollment. HIV indicates human

immunodeficiency virus.

vention depend onreliable efficacy data,
preferably based on the results of well-
conducted randomized controlled trials
measuring disease outcomes.”” How-
ever, there are limited data supporting
the impression that current HIV pre-
vention strategies, including HIV/STD
counseling, are effectiveinreducing new
infections. In the case of HIV counsel-
ing, studies that have attempted to
evaluate counseling efficacy have been
limited by inadequate experimental de-
signs, interventions, and outcomes.>%?

Considerable debate has occurred on
the content and duration of counseling
necessary to achieve meaningful change
in risk behaviors. Many HIV counseling
programs focus on collecting risk data
and providing general information about
HIV/AIDS. However, a number of
health professionals have argued that,
for greatest benefit, counseling should
be an interactive process aimed at per-
sonal risk reduction.’’ Briefintervention
strategies have been successfully ap-
plied in behavioral interventions for
other health risks such as alcohol use,!!
but other experts maintain that chang-
ing sex behaviors requires multiple (ie,
=10) intervention sessions.?

Project RESPECT was a randomized
controlled trial specifically designed to as-
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sess the efficacy of HIV prevention coun-
seling in reducing high-risk sexual behav-
iors and preventing new sexually trans-
mitted infections. We studied counseling
approaches believed by experts to have
the highest likelihood for success and,
thus, evaluated risk reduction counseling
models that used an interactive process
between counselor and client. We were
also concerned about feasibility and cov-
erage of the interventions, and thus, we
studied interventions that were accept-
able to participants and able to be repli-
cated in busy public clinic settings. This
project evaluated one-on-one HIV/STD
prevention counseling models—one with
4 sessions (200 minutes total) and the
other with 2 sessions (40 minutes total).
We compared the counseling models with
each other and with brief, didactic mes-
sages that approximate the one-on-one
prevention approach typically used in
STD clinies and other HIV test sites.

METHODS
Study Design

The trial was conducted from July
1993 through September 1996 among pa-
tients from public, inner-city STD clinics
in Baltimore, Md; Denver, Colo; Long
Beach, Calif; Newark, NJ; and San Fran-

cisco, Calif, in collaboration with the
Centers for Disease Control and Preven-
tion (CDC), Atlanta, Ga. Eligible partici-
pants were HIV-negative men and wom-
en aged 14 years or older who came to
one of the clinics for a full diagnostic STD
examination and agreed to have an HIV
test. Men who reported having a male
sex partnerin the past 12 months or who
identified themselves as bisexual or ho-
mosexual were excluded from the study.
All potential participants whose com-
mand of English would limit full partici-
pation in the interventions and those
who had declined to participate in the
study at earlier clinic visits were ex-
cluded also. All participants gave writ-
ten, informed consent, and the institu-
tional review boards at each site re-
viewed and approved the protocol.
Participants were assigned randomly
to 1 of 4 intervention arms (Figure 1).
Those assigned to arms 1, 2, or 3 were
asked to return for follow-up appoint-
ments 3, 6,9, and 12 months after enroll-
ment. We included arm 4 to assess the
possibleintervention effects of repeated
follow-up contacts, because it was specu-
lated that these might be of sufficient
magnitude to obscure differences be-
tween the interventions. Arm 4 partici-
pants had no follow-up visits scheduled
after the intervention but results for
syphilis and gonorrhea tests (routinely
done at all 5 clinics) were obtained each
time they voluntarily returned to the
clinic during the 12-month study inter-
val. To assess the effects of repeated con-
tact, we excluded from the analysis
STDs diagnosed for arm 3 participants
at study-prompted follow-up visits, and
we compared participants in arm 3 with
arm 4 on the proportion for whom syphi-
lis or gonorrhea was diagnosed at volun-
tary (unscheduled) visits. In addition, 12
months after enrollment, arm 4 partici-
pants were sought and, if located, inter-
viewed. Their recent condom use was
compared with arm 3 participants.

Randomization

Random assignment took place after
enrollment and before the baseline in-
terviews and examinations. Allocation
concealment procedures were defined
by protocol and complied with published
recommendations.’® A data manage-
ment company provided each site with
opaque, sealed envelopes containing
computer-generated random assign-
ments. To ensure the numbers in arms
were roughly equal, random assign-
ments were made within blocks that var-
ied in size from 4 to 20 and were done
separately for men and women at each
site. Once anumber was assigned, it was
not reassigned even if participants
dropped out of the study.

HIV and STD Prevention Counseling—Kamb et al

©1998 American Medical Association. All rights reserved.



Interventions

Participants were assigned to 1 of 3in-
dividual face-to-face HIV prevention
strategies that each involved an HIV
test. All interventions encouraged con-
sistent condom use for vaginal and anal
sex with all partners; however, interven-
tions were tailored to each individual’s
personal risks.' For arm 1, the 4 sessions
were completed within 4 weeks of enroll-
ment. For arms 2, 3, and 4, both sessions
were completed within 10 days. When-
ever possible, the same counselor con-
ducted all of a participant’s sessions. The
counselor conducting an intervention
never collected outcome data for that par-
ticipant. No interactive counseling was
provided at follow-up visits; however, re-
gardless of assigned intervention, when-
ever HIV tests were obtained counselors
provided briefinformation about the test
and answered any questions.

Patients assigned to arm 1 received en-
hanced counseling.! This 4-session inter-
vention, based on the theory of reasoned
action and social cognitive theory,*1¢
sought tochange key theoretical elements
(eg, self-efficacy, attitudes, and perceived
norms) underlying condom use. Session 1
lasted 20 minutes and was conducted dur-
ing the initial clinic visit; the remaining
sessions were 60 minutes each. Test re-
sults for HIV were given during session 3.
Eachsessionbuilt onlessons fromthe pre-
ceding session. The first 3 sessions con-
cluded with a behavioral goal-setting ex-
ercise in which the participant arrived at
a small behavioral risk-reduction step
that could be achieved before the next ses-
sion. At the final session, a longer-term,
risk-reduction plan for each participant
was agreed on.

Participants assigned to arm2received
brief counseling, a 2-session intervention
modeled after CDC’s recommended HIV
counseling for patients attending public
clinics and HIV test sites.'™!® Session 1 (20
minutes) was conducted during the initial
clinic visit and was identical to the first
session of enhanced counseling. Session 2
(20 minutes) included a discussion of the
HIV test result as well as additional coun-
seling. The objectives of brief counseling
were to assess actual and self-perceived
HIV/STD risk, to help the participant
recognize barriers to risk reduction, to
negotiate an acceptable and achievable
risk-reduction plan, and to support pa-
tient-initiated behavior change. The first
session concluded with a behavioral goal-
setting exercise in which the participant
arrived at a small risk-reduction step that
could be achieved before the second ses-
sion. At the second session, progress in
completing the behavioral step was re-
viewed, barriers and facilitators to com-
pleting the behavioral step were dis-
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cussed, and a longer-term risk-reduction
plan was developed.

Participants assigned to arms 3 and 4
received didactic messages. This 2-ses-
sion informational intervention was de-
signed to approximate what was being
doneinmost STD clinics.”* Two brief mes-
sages about HIV and STD prevention
were delivered, explicitly not engaging
the participant in interactive counseling.
Session 1 (5 minutes) was conducted by
the clinician who had examined and
treated the participant during the STD
clinic visit. In session 2 (5 minutes), par-
ticipants were informed about their HIV
testresults and limitations of the test and
were given didactic prevention messages
about HIV and STD pertinent to their
reported risks. Participants were asked
whether they had questions.

To ensure the quality and consistency
of interventions, counselors and clini-
cians received a standard training
course from a single trainer, used struc-
tured intervention protocols, and had
routine observation and feedback by on-
site supervisors and an outside observer
who traveled to all sites (6% of the ses-
sions were observed). In addition, pro-
cess evaluations assessing intervention
content and client satisfaction with the
interventions were performed periodi-
cally by surveying participants, counsel-
ors, and clinicians.?

Study Outcomes

Principal outcomes were defined before
the trial. Incident STDs were defined by
laboratory tests, with gonorrhea defined
as a positive culture for Neisseria gonor-
rhoeae or, for men, gram-negative intra-
cellular diplococci on a Gram stain of
a urethral swab; chlamydia as a posi-
tive Chlamydia trachomatis polymerase
chain reaction from an endocervical
(women) or aurine (men) specimen; syphi-
lis as a suggestive history and physical
examination with supportive treponemal
and nontreponemal antibody test results;
and HIV infection as a repeatedly reac-
tive enzyme immune assay for HIV anti-
body with a positive confirmatory test re-
sult. Study clinicians collected specimens
necessary for each of these tests from par-
ticipants assigned to arms 1,2, or 3, at the
baseline, at 6- and 12-month visits, and at
all voluntary (unscheduled) clinic visits.
Specimens were also obtained at 3- and
9-month visits if participants or their sex
partners had symptoms of an STD or if
participants requested tests. Study clini-
cians used standard procedures to collect
the study specimens and used an order
specified by protocol. Specimen collection
procedures were periodically monitored.
Arm 4 participants returning to the clinic
during a self-initiated visit underwent
only tests routinely performed at the clin-
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ics (ie, gonorrhea culture and syphilis se-
rology). Participants found to have STDs
at the baseline or subsequent visits were
treated according to standard treatment
guidelines and were advised (when appli-
cable) about the importance of partner
treatment.”® Participants found to have
HIV were referred for early intervention
services, available at all 5 clinics.

We planned to use self-reported 100%
condom use during vaginal and anal sex
as principal behavioral end points. How-
ever, anal sex was rarely reported. At en-
rollment, 10% of the participants re-
ported having anal sex during the past 3
months and half of these reported only 1
episode. Thus, we used self-reported
100% condom use during vaginal sex with
all sex partners as the principal behav-
ioral outcome, measured as “no unpro-
tected vaginal sex” (ie, either no sexual
contact or condom use during every sex
episode). Interviewers asked about be-
haviors during the preceding 3 months,
including frequency of vaginal sex and
condom use with primary and any other
sex partners. We calculated condom use
from the total number of times condoms
were used and from the total number of
sex episodes. Interviewers also asked
participants about number of sex part-
ners they had; about the risks of their sex
partners; and about the participants’ and
partners’ condom use beliefs, attitudes,
self-efficacy, intentions, and perceived
norms regarding consistent use of con-
doms. Participants in arms 1, 2, and 3
were interviewed at enrollment, imme-
diately after the final intervention ses-
sion, and at the 3-, 6-, 9-, and 12-month
visits.

Incentives

Forintervention sessions, participants
were offered free condoms at every visit
and $15 for each session attended after
the first session (ie, for enhanced coun-
seling, a maximum of $45, and for brief
counseling and didactic messages, amaxi-
mum of $15). For collection of outcome
data, participants who returned for
scheduled follow-up visits were offered
$15 for each questionnaire and $25 for
each STD examination. No incentives
were given for voluntary (unscheduled)
STD examinations, including those com-
pleted at the 3- and 9-month visits.

Data Analysis

Assuming 15% per year cumulative in-
cidence of STD among didactic messages
participants,® we calculated a recruit-
ment goal of 6000 (1500 per arm) for 80%
power to detect a 25% reduction in STDs
between counseling and control arms.
Forpreliminary analyses of principal out-
comes, analysts wereblinded tointerven-
tion arm. For all analyses, any patient as-
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Table 1.—Baseline Characteristics of Participants According to Intervention Arm (N = 5758)*
]

Arm 1 Arm 2 Arm 3 Arm 4
Enhanced Brief Didactic Didactic
Counseling Counseling Messages  Messages
Characteristics (n=1438) (n =1447) (n=1443) (n=1430)t

Sex, %

Female 43 43 43 43

Male 57 57 57 57
Site, %

Baltimore, Md 19 19 19 19

Denver, Colo 24 24 24 24

Long Beach, Calif 18 19 18 18

Newark, NJ 21 21 20 20

San Francisco, Calif 18 18 18 18
Report of previous HIV test, % 72 71 69 72
Report of previous STD, % 61 64 64 63
STD at enroliment, % 33 31 30 33
Injected drugs, % 2 2 1 2
Ever had a sex partner who had injected drugs, % 16 14 14 18
Ever had a known HIV-positive sex partner, % 2 1 1 2
Ever gave (men) or took (women) money for sex, %

Men 8 7 6 8
Women 12 13 16 17
Sex partners last 3 mo, mean/median No. 2.1/1 2.3/1 2.5/1 2.4/1
At least 1 new sex partner in last 3 mo, % 49 46 48 48

Have a primary partner, %
Men 76 75 77 76
Women 88 89 89 87
Have a nonprimary partner, %
Men 61 60 59 61
Women 38 36 38 40
Vaginal sex episodes with a condom in last 3 mo, %
None 38 38 38 38
1-49 24 23 25 26
50-99 23 25 24 24
100 16 13 13 12

___________________________________________________________________________________|]
*HIV indicates human immunodeficiency virus; STD, sexually transmitted disease.
tFor arm 4, screening demographic data were collected on all participants, but full behavioral questionnaires were
collected only on a sample (484 [34%)]) of the 1430 participants.

signed arandom number was included ex-
cept for 75 persons whose baseline HIV
test result was positive (Figure 1). Out-
come analyses were performed using
data on all participants, whether or not
they completed their assigned interven-
tion (intent to treat).?**' For STD out-
comes, we compared the cumulative per-
centage of participants with any STD
from enrollment until the end of a speci-
fied visit interval. For behavioral out-
comes, we compared the proportion of
subjects reporting the behavior during
the 3 months before each scheduled visit,
first considering all participants who
came to any follow-up visit and then only
those who came to all 4 follow-up visits
(561% of all enrolled). For comparisons be-
tween interventions, we used x? tests,
relative risks with 95% confidence inter-
vals (CIs), and generalized estimating
equations® to account for correlations
duetorepeated observations on the same
subject. In addition to the principal out-
comes, we performed 5 subset analyses,
stratifying on sex, site, age (=20 vs =21
years), STD diagnosis at enrollment vs
no STD, and report at enrollment of a
prior HIV test vs no prior test.

1164 JAMA, October 7, 1998—Vol 280, No. 13

RESULTS

Participants

From July 1993 through June 1995,
13471 eligible patients were invited, and
5833 (43%) agreed to participate. After
excluding 75 patients with positive base-
line HIV test results, there were 3269
men and 2489 women (Figure 1). Study
participants resembled the clinics’ total
populations in that they were young (me-
dian age, 25 years), minority (59% black,
19% Hispanic, 16% white, 6% other
races), and low income (54% unemployed,
42% with annual income <$5000). Study
participants and those who had refused
were similar in age, racial and ethnic
background, and education (median, 12
years). But compared with those whohad
refused, participants were more likely to
be women (relative risk [RR], 1.49; 95%
CI, 1.44-1.55), to have had an STD at en-
rollment (RR, 1.19; 95% CI, 1.14-1.24),
and to have been previously tested for
HIV (RR, 1.13; 95% CI, 1.08-1.18). The
intervention arms were similar at base-
line with respect to demographic charac-
teristics, risk behaviors, condom use, and
STD diagnoses at enrollment (Table 1).

Intervention Adherence

Of 5758 patients enrolled, 82% com-
pleted all assigned intervention ses-
sions. Completion was lower (P<.001)
forthose in the 4-session enhanced coun-
seling arm (72%) than for those in either
of the 2-session interventions (brief
counseling, 85%; didactic messages,
85%). For the enhanced counseling arm,
99% of participants completed the first
session, 80% completed the second ses-
sion, 72% completed the third session,
and 72% completed all 4 sessions. Re-
gardless of assignment, most partici-
pants (>85%) surveyed about the inter-
ventionsreported that the sessions were
“informative,” “good,” and “helpful.”

Coverage at Follow-up Visits

Of the 4328 participants assigned to
follow-up visits every 3 months, 71% re-
turned for the 3-month, 70% for the 6-
month, 64% for the 9-month, and 66% for
the 12-month visits. Of all 4328 partici-
pants, 81% returned for at least 1 of the
4 follow-up visits; 73% for at least 2 vis-
its; 63% for 3 visits; and 51% for all 4
scheduled visits. Return for follow-up
visits did not differ significantly between
intervention arms.

Intervention Efficacy Behaviors

At the follow-up visits, reported con-
dom use and “no unprotected vaginal
sex” increased substantially over base-
line for all 3 interventions (Figure 2). At
the 3- and 6-month visits the greatest
increases were among those in the 2
counseling intervention arms, with en-
hanced counseling participants most fre-
quently reporting any condom use (86%)
and “no unprotected vaginal sex” (46%).
At the 3-month visit, enhanced counsel-
ing participants reported “no unpro-
tected vaginal sex” significantly more of-
tenthan participantsinthe didactic mes-
sages control intervention arm (46% vs
38%; RR, 1.21; 95% CI, 1.09-1.35). This
was also true for brief counseling par-
ticipants vs didactic messages partici-
pants (44% vs 38%; RR, 1.15; 95% CI,
1.03-1.27). Differences in “no unpro-
tected vaginal sex” between enhanced
counseling and brief counseling were
small (46% vs 44%; RR, 1.06; 95% CI,
0.96-1.17). Frequency of sex was similar
among theinterventions. At the 6-month
visit, differences in “no unprotected
vaginal sex” between interventions
were less pronounced, although trends
were similar (39% enhanced counseling
vs 34% didactic messages; RR, 1.14;95%
CI, 1.01-1.28; and 39% brief counseling
vs 34% didactic messages; RR, 1.12;95%
CI, 1.00-1.25). At the 9- and 12-month
visits, any condom use and “no unpro-
tected vaginal sex” were reported more
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Figure 2.—Percentage of participants reporting condom use with vaginal sex
during the preceding 3 months, baseline, and 3-, 6-, 9-, and 12-month visits.

frequently than at enrollment, but there
were no significant differences among
interventions. Considering only the 2732
participants who came to all 4 follow-up
visits, we observed similar results. Us-
ing generalized estimating equations,
we found enhanced counseling parti-
cipants were more likely to report
“no unprotected sex” than participants
in the other interventions at 12 months
(P =.02).

The interventions focused on consis-
tent condom use, but we observed modest
differences among them for some other
“safe” behaviors (Table 2). At the 3- and
6-month visits, more participants in each
counseling intervention reported safe be-
haviors compared with those in the didac-
tic messages arm. For measures of con-
domuse (eg, “any use” and “condoms with
last sex”), enhanced counseling partici-
pants tended to report safe behaviors
most often, followed by those who were
assigned to the brief counseling arm and
then those who were assigned to the di-
dactic messages arm. But for safe behav-
iors unrelated to condoms (eg, “no casual
partners” and “no new partners”), brief
counseling participants tended to report
safe behaviors most often, followed by
those assigned to the enhanced counsel-
ing arm, and then by those assigned to the
didactic messages arm. At the 9- and 12-
month visits, there were no significant dif-
ferences between the interventions.

Sexually Transmitted Diseases

Through the 12-month visit, a total of
549 participants (12.7%) were diagnosed
as having anew STD, including 314 men
(12.8%) and 235 women (12.6%). There
were 271 participants (6.3%) diagnosed
as having gonorrhea; 315 (7.3%) as hav-
ing chlamydia; 25 (0.6%) as having syphi-
lis; and 8 (0.2%) as having HIV. Some
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participants had multiple diagnoses.

Fewer participants assigned to either
oftheinteractive counseling intervention
arms developed new STDs compared
with participants assigned to the didactic
messages control arm (Figure 3).
Through the 6-month visit, 149 partici-
pants (10.4%) in the didactic messages
arm had new STDs compared with 103
(7.2%) in the enhanced counseling arm
(RR, 0.69; 95% CI, 0.54-0.88) and 107
(7.3%) in the brief counseling arm (RR,
0.71; 95% CI, 0.58-0.89). Through the 12-
month visit, 211 participants (14.6%) in
the didactic messages arm had developed
new STDs, compared with 165 (11.5%) in
the enhanced counseling arm (RR, 0.78;
95% CI, 0.64-0.94) and 173 (12.0%) in the
brief counseling arm (RR, 0.81; 95% CI,
0.67-0.98). The 2 interactive counseling
interventions had very similar cumula-
tive incidence of STD through the 6- and
12-month visits. The number of partici-
pants counseled per STD averted during
the 12-month study interval was 31 for
the enhanced counseling arm and 38 for
the brief counseling arm.

The STD reduction associated with the
interactive counseling interventions was
similar among men and women, that is,
about 30% fewer participants had new
STDs at the 6-month visit and 20% fewer
participants had new STDs at the 12-
month visit, respectively. Consistently at
all 5 study sites fewer participants in the
counseling intervention arms had new
STDs compared with those in the didac-
tic messages arm. Considering specific
STDs as outcomes, counseling was
equally effective for gonorrhea and chla-
mydia. For HIV, there were 4 new infec-
tions among those in the didactic mes-
sages arm, 4 in those assigned to the en-
hanced counseling arm, and none in those
assigned to the brief counseling arm
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Figure 3.—Percentage of participants with a new sexually transmitted disease
through the 3-,6-, 9-, and 12-month visits.

(P =.06) through the 12-month visit. In
the subgroup analyses, efficacy was high-
estin the subgroups with highest risk (ie,
highest STD incidence), although differ-
ences were not significant at P<<.05. The
relative effectiveness of counseling was
greatest for patients aged 20 years or
younger (vs those older), patients report-
ing no prior HIV test (vs those reporting
a test), and patients who had an STD di-
agnosed at the enrollment visit (vs those
with no STD).

Effect of Repeated Contact

Gonorrhea and syphilis were diag-
nosed at voluntary clinic visits less often
among arm 3 participants (3.3%) than arm
4 participants (4.1%), although observed
differences may have been due to chance
(RR, 0.80; 95% CI, 0.55-1.17). At 12
months, only 462 arm 4 participants (32%)
were found and interviewed. However,
compared with these, arm 3 participants
were more likely toreport “no episodes of
unprotected vaginal sex” during the pre-
vious 3 months (39% vs 34%; RR, 1.15;
95% CI,0.99-1.33). Although some biases
are possible, these analyses were consis-
tent in suggesting that repeated contact
with study personnel, instruments, or
both may have themselves had a modest
intervention effect.

COMMENT

Project RESPECT demonstrated that
interactive, client-centered HIV/STD
counseling resulted in an overall reduc-
tionin STD incidence of about 30% after 6
months and 20% after 12 months of follow-
up. The STD reduction occurred among
both men and women and was observed
consistently at all 5 study sites. Since 1994,
CDC has recommended client-centered
HIV prevention counseling for persons
determined to be at risk for HIV infec-
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Table 2.—Proportion of Participants With Selected Safe Behaviors by Intervention Arm at the 3-Month and
6-Month Visits*
________________________________________________________________________|
Arm 1 Arm 2 Arm 3
Enhanced Counseling Brief Counseling Didactic Messages
Safe Sex Behavior [ 1 T 1T 1

Last 3 Mo 3 mo, % 6 mo, % 3 mo, % 6 mo, % 3 mo, % 6 mo, %

Any condom used 831t 78t% 79 73 76 73
=1 Sex partner 71t 70 72t 70 66 66
No casual partners 70 69 73t 70 66 66
Condoms last sex,

primary partner§ 631 59 61 59 58 54
Condoms last sex,

other partner|| 79t 78 80t 77 73 74
No new partners 72 71 75t 73 71 70
If new partner, asked if partner:

Tested for HIV 58 56 61t 50 50 52

Tested for STDs 44 46 501 41 41 38

Ever injected drugs 40 39 41 38 35 35

*HIV indicates human immunodeficiency virus; STD, sexually transmitted disease.
TP<.05 compared with arm 3 (didactic messages) at same study visit.
$P<.05 compared with arm 2 (brief counseling) at same study visit.

§For those reporting a primary sex partner.

|IFor those reporting a nonprimary (“other”) sex partner.

tion.!"® Several observational studies and
a few randomized trials using behavioral
outcomes support that direct, personal-
ized (“client-centered”) counseling is
likely toinitiate the behavior changesthat
might lead to reduction in new HIV infec-
tions.®*#*2t However, the efficacy of such
counseling in reducing HIV or other
STDs had not been shown. This large ran-
domized controlled trial evaluating inter-
active risk reduction counseling among
STD clinic patients is the first to report
that counseling leads toreduction in sexu-
ally transmitted infections. In addition to
concerns about efficacy, concerns that in-
teractive counseling is not feasible for
busy, publicly funded clinics, or cannot be
conducted by the personnel currently em-
ployed by health departments, should
now be put to rest.

The follow-up results indicate that in-
teractive counseling had greatest dis-
ease reduction benefit during the first 6
months after intervention completion
but suggest that some counseling ben-
efits continued over time. Even if the
counseling benefits wane, a20% STD re-
duction over 12 months is important for
severalreasons. A 20% STD reductionin
these clinic patients will diminish dis-
ease prevalence inthe community. In ad-
dition, reducing or eliminating STDs
such as syphilis, gonorrhea, chlamydia,
and herpes may directly reduce new
HIV infections, as the presence of these
STDs has been found to enhance HIV
acquisition and transmission.”® Fur-
thermore, even transient reduction in
risk for an individual may have large ef-
fects on lifetime risk if the behavior
changes occur when the likelihood of in-
fection is high (eg, during adolescence).
Asfor whether the STD reduction found
with counseling would hold true for HIV
as well, we cannot say this with cer-
tainty. To the extent that sexual trans-
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mission of the condom-preventable
STDs we studied here and HIV are simi-
lar, client-centered counseling is likely
tohave the same disease prevention ben-
efits. Human immunodeficiency virus
seroconversion is relatively rare in the
United States, even among this high-
risk population. To find a 20% reduction
in HIV transmission in this population
with incidence of 0.3% per year would
require a study size of 241 000 in order to
have an 80% likelihood of detecting a dif-
ference. The cost of such a study would
be prohibitive. But the cost of counseling
programs for 241000 people (which we
estimate at $8 per patient over current
costs) would be easily recovered in sav-
ings from preventing an expected 145
new AIDS cases, which cost an esti-
mated $100 000 to $200 000 per case.*
The finding that the 4-session en-
hanced counseling and the much shorter
2-session brief counseling had equiva-
lent STD reduction was surprising and
is good news for public health programs.
Conventional wisdom has suggested
that multiple-session interventions are
needed for effective change of sexual
behavior,2but our results challenge this
viewpoint. Timing may be an important
element for intervention success; it is
possible that individuals who seek STD
testing and treatment are particularly
amenable to behavior change. However,
this is not the first study indicating that
brief interventions may be as effective
as longer therapies. Recently published
results of a large alcohol treatment
study indicate that a brief motivational
intervention was as effective in achiev-
ing alcohol cessation as a longer, more
intensive counseling intervention.!! A
brief intervention in active drug users
has also been reported as being effective
as alonger intervention in changing risk
behaviors.?® We studied 4-session coun-

seling because we were not convinced
that CDC’s recommended 2-session
counseling would have such a powerful
disease reductionimpact. Althoughlong
recommended and supported by coun-
selors, client-centered HIV prevention
counseling is seldom done in STD clinics,
probably because program managers
also have not believed that a 2-session
intervention could have a significant im-
pact. However, this brief counseling
model was designed for implementation,
at low cost and with existing personnel,
in the context of routine health care ser-
vices. The intervention adherence we
found suggests that 2-session counsel-
ing would have at least the same reten-
tion as the didactic approach that is cur-
rently used and would have greater
retention than longer therapies.

This study has several strengths. The
randomized controlled design, if well con-
ducted, permits the most unbiased com-
parison of effects. In conducting this trial,
we sought to comply with recommended
procedures that have since been pub-
lished as guidelines for conducting and re-
porting randomized controlled trials.?’ The
use of disease as an outcome measure can
help validate self-reported data. More im-
portant, measuring disease outcomes al-
lowed us to measure directly the inter-
ventions’ disease reduction effects, and
thus permit counseling to be directly com-
pared with other HIV/STD prevention
strategies. Losses to follow-up could be an
important source of bias if those not re-
turning differed in risk from those whore-
turned for follow-up. Our 66% follow-up
after 12 months (81% with at least 1 follow-
up visit) is within an acceptable range for
prospective studies. Follow-up was simi-
lar for all intervention arms, and our study
population rarely sought STD care at
other locations,? so the differences be-
tween interventions are unlikely to be
caused by loss to follow-up. We also at-
tempted to minimize biases in the analy-
sis by identifying principal outcomes be-
fore the trial and by masking investigators
tointervention strategies during prelimi-
nary analyses. An additional strength of
this study was the use of several quality-
control procedures, helping ensure that
the counseling interventions were con-
ducted by counselors at all sites consis-
tently and as conceived.’’ Also, the long
follow-up period allowed us to measure the
interventions’ effects over time.

We were unable to avoid some poten-
tial biases. One limitation mentioned ear-
lier was the use of STDs as a surrogate for
HIV infection. Although STDs inform
about unprotected sex and partner risk,
they may not be an accurate measure of
heterosexual HIV risk.?? Generalizability
of results is also of concern. We studied 5
widelylocated STD clinics that we believe
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to be fairly representative of the range of
public clinics in the United States. How-
ever, the 43% enrollment rate was low (al-
though not unexpected, given the length
and intensity of the follow-up that partici-
pants were asked to complete). Interven-
tion enrollment may be higher in practice
because participants would not need to
return for the study-related follow-up.
However, participation may be lower
without the $15 incentive used in this
study. Perhaps more important, results
may not pertain to other populations or
settings. Since we studied only hetero-
sexual STD clinic patients, we cannot
know whether similar counseling sessions
would be effective in other settings where
HIV tests are performed, such as alter-
native test sites (where many gay men go
for testing), among injection drug users,
or at managed care plans (where many
adolescents and young women receiving
Medicare obtain health care). However,
the individually tailored approach used in
the counseling models studied here could
be easily adapted to different settings.
We conclude that brief, interactive
HIV/STD prevention counseling pre-
vents new STDs and, by inference, HIV
infections. This quality of counseling can
be successfully conducted in busy public
clinic settings. These results have sev-
eral implications for existing programs,
particularly those serving populations
with a high HIV/STD prevalence. First,
most clinics already employ HIV coun-
selors who collect risk data, discuss the
HIV test, and provide didactic preven-
tion messages.* These counselors could
prevent new infections if they adopted
interactive HIV/STD prevention coun-
seling aimed at risk reduction. The
Project RESPECT counselors were
health department staff members who
were motivated and enthusiastic but
typically did not have advanced degrees
orlong experience in interactive counsel-
ing. Second, quality-control measures are
critical to intervention success and are
feasible for most programs.’® Quality as-
surance should be approached as an inte-
gral part of the process and as a means of
providing a better product. Third, some
programs might consider targeting coun-
seling to higher-risk clients, such as ado-
lescents and individuals with previous
STDs, to reduce costs while retaining
large effects on disease reduction. Fi-
nally, given our finding that counseling
benefits may wane over time, we wonder
ifan additionalinteractive counseling ses-
sion done some months after brief 2-ses-
sion counseling might be beneficial and
might sustain or even enhance the risk-
reduction benefits observed in this trial.
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Revised Guidelines for HIV Counseling, Testing,
and Referral

Summary

These guidelines replace CDC’s 1994 guidelines, HIV Counseling, Testing, and
Referral Standards and Guidelines, and contain recommendations for public- and
private-sector policy makers and service providers of human immunodeficiency
virus (HIV) counseling, testing, and referral (CTR). To develop these guidelines,
CDC used an evidence-based approach advocated by the U.S. Preventive
Services Task Force and public health practice guidelines. The recommendations
are based on evidence from all available scientific sources; where evidence is
lacking, opinion of “best practices” by specialists in the field has been used.

This revision was prompted by scientific and programmatic advances in HIV
CTR, as well as advances in prevention and the treatment and care of HIV-infected
persons. These advances include a) demonstrated efficacy of HIV prevention
counseling models aimed at behavioral risk reduction; b) effective treatments for
HIV infection and opportunistic infections; c) effective treatment regimens for
preventing perinatal transmission; and d) new test technologies.

Although the new guidelines include many aspects of the previous ones (e.g.,
encouragement of confidential and anonymous voluntary HIV testing, need for
informed consent, and provision of HIV prevention counseling that focuses on the
client’s own risk), the new guidelines differ in several respects, including

e giving guidance to all providers of voluntary HIV CTR in the public and
private sectors;

e using an evidence-based approach to provide specific recommendations for
CTR;

e underscoring the importance of early knowledge of HIV status and making
testing more accessible and available;

e acknowledging providers’ need for flexibility in implementing the
guidelines, given their particular client base, setting HIV prevalence level,
and available resources;

e recommending that CTR be targeted efficiently through risk screening and
other strategies; and

e addressing ways to improve the quality and provision of HIV CTR.

INTRODUCTION

Purpose of the Guidelines

These guidelines were developed for policy makers and service providers in the
many settings that offer voluntary human immunodeficiency virus (HIV) counseling,
testing, and referral (CTR) — public and private, urban and rural, and those with high and
low HIV prevalence (Box 1). The guidelines are intended to be used to develop CTR
services and policies in traditional clinical settings (e.g., sexually transmitted disease
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BOX 1. HIV counseling, testing, and referral (CTR) settings

Settings that provide HIV CTR include but are not limited to the following traditional
clinical and nontraditional settings:

* Adolescent health * Family planningclinics * Qutreach programs
clinics, school-based . Freestanding HIV test (e.g., syringe ex-
health centers, change programs)

university health sites . .
. * Prenatalclinics
centers * Hospital emergency
. AIDS services departments . Prlvgte-sectgr
. ) service providers
organizations * Hospitals/otherurgent
« Clinics serving men care centers . Publlcly.funded
: . counselingand
who have sex with « Managed care organi- .
. testing sites
men zations
. . » Sexually transmitted
* Community-based ¢ Men’s health clinics Y

. disease clinics
organizations

: * Migrant health centers * Tuberculosisclinics
* Community health

centers * Occupational/employee

.. Women'’s health clinics
health clinics

» Correctional facilities

* Drug oralcohol
prevention and
treatment programs

[STDI clinics, private physicians’ offices) and nontraditional settings (e.g., community-
based or outreach settings [homeless shelters, bars]), which can be important places to
provide access to CTR to persons at increased HIV risk. The Public Health Service is
responsible for ensuring the quality of services in publicly funded programs, and many
aspects of these guidelines focus on such programs. The guidelines could also be useful
for CTR in other settings (e.g., for insurance, military, and blood donation purposes).
Recommendations should be tailored to fit the needs of clients, communities, and pro-
grams within local, state, and federal rules and regulations.

Evolution of the Guidelines

These guidelines revise and update several sets of CDC guidelines for HIV CTR. The
first CDC guidelines, published in 1986, highlighted the importance of offering voluntary
testing and counseling and maintaining confidential records (7). In 1987, new guidelines
emphasized the need to decrease barriers to counseling and testing, especially disclo-
sure of personal information (2). In 1993, an additional report described the model of HIV
prevention counseling currently recommended — an interactive rather than didactic
model focusing on a personalized HIV risk-reduction plan (3). In 1994, HIV Counseling,
Testing and Referral Standards and Guidelines focused on standard counseling and test-
ing procedures and reiterated the importance of the HIV prevention counseling model
and the need for confidentiality of counseling (4).
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Because of recent advances in HIV treatment and prevention (5-32, Revised Recom-
mendations for HIV Screening of Pregnant Women ), CDC consulted with multiple part-
ners to revise the 1994 guidelines using an evidence-based approach (33,34) and to
expand the target audience to all providers of HIV CTR in the United States (33). Where
scientific findings were lacking, recommendations were guided by “best practices” from
specialists in the field. These guidelines were developed through the following five-step
approach:

Address user needs. A survey was conducted of publicly funded sites that offer HIV
CTR to assess user satisfaction with the 1994 CDC guidelines for HIV CTR. Internal
and external content specialists were consulted on key areas to address.

Review scientific literature. Approximately 5,000 abstracts were screened and
approximately 600 relevant publications were reviewed and synthesized where
appropriate. Approximately 20 previously published CDC guidelines related to HIV
CTR also were summarized.

Obtain technical opinion. A panel of technical specialists from public and private
sectors; governmental and nongovernmental agencies; and legal, ethics, and
policy fields was convened to review the recommendations.

Obtain user input. Internal CDC comments, public and private provider
assessments, key consultant interviews, broad external reviews, and public
comments through the Federal Register were obtained.

Publish electronically and in hard copy. Single copies of this report are available
from CDC’s National Prevention Information Network (NPIN) website at <http://
www.cdcnpin.org> or by calling (800) 458-5231. The guidelines are also available
at the HIV Counseling, Testing, and Referral website at <http://www.cdc.gov/hiv/
ctr>. They will be updated and posted periodically.

Similarities and Differences Between Current and Previous
Guidelines
Aspects of previous CDC HIV guidelines that are unchanged include

encouraging availability of anonymous as well as confidential HIV testing;
ensuring that HIV testing is informed, voluntary, and consented;
emphasizing access to testing and effective provision of test results;

advocating routine recommendation of HIV CTR in settings (e.g., publicly funded
clinics) serving clients at increased behavioral or clinical risk for HIV infection;

recommending use of a prevention counseling approach aimed at personal risk
reduction for HIV-infected persons and persons at increased risk for HIV; and

stressing the need to provide information regarding the HIV test to all who take the
test.


http://www.cdcnpin.org
http://www.cdcnpin.org
http://www.cdc.gov/hiv/ctr
http://www.cdc.gov/hiv/ctr
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Differences in the new guidelines include

» giving guidance to all providers of voluntary HIV CTR in the public and private
sectors;

+ using an evidence-based approach to provide specific recommendations for CTR;

» underscoring the importance of early knowledge of HIV status and making HIV
testing more accessible and available;

» acknowledging providers’ need for flexibility inimplementing the guidelines, given
their particular client base, setting HIV prevalence level, and available resources;

* recommending that CTR be targeted efficiently through risk screening and other
strategies; and

» addressing ways to improve the quality and provision of HIV CTR.

Advances in HIV/AIDS Prevention and Treatment Interventions

During the past 2 decades, HIV infection and severe HIV-related diseases (e.g.,
acquired immunodeficiency syndrome [AIDS]) have become a leading cause of illness
and death in the United States. As of December 31, 2000, a total of 774,467 persons were
reported with AIDS, and 448,060 of these persons had died; the number of persons living
with AIDS (322,865) was the highest ever reported (35 ). Approximately 800,000-900,000
persons in the United States are infected with HIV, and approximately 275,000 of these
persons might not know they are infected (36 ).

Since the last CTR guidelines were published, many advances have been made in
HIV/AIDS prevention and treatment, including development of effective antiretroviral
therapies that have reduced HIV-related iliness and death. However, although medical
treatment has improved the quality and length of life for HIV-infected persons, it cannot
cure HIV disease. Furthermore, the successes of new medical therapies might have led
to relaxed attitudes toward safer sex (e.g., increased incidence of unprotected anal sex
by young men who have sex with men) by HIV-infected persons and uninfected persons
at increased risk (36,37 ). Additional advances include improved understanding of HIV
transmission; a wider array of HIV test technologies; effective prevention counseling
approaches; and practical, beneficial referral strategies — all of which could reduce the
impact of the HIV epidemic in the United States.

Early knowledge of HIV infection is now recognized as a critical component in control-
ling the spread of HIV infection (38). Cohort studies have demonstrated that many
infected persons decrease behaviors that transmit infection to sex or needle-sharing
partners once they are aware of their positive HIV status (39-46 ). HIV-infected persons
who are unaware of their infection do not reduce risk behaviors (42,47-49). Persons
tested for HIV who do not return for test results might even increase their risk for trans-
mitting HIV to partners (50 ). Because medical treatment that lowers HIV viral load might
also reduce risk for transmission to others (57), early referral to medical care could
prevent HIV transmission in communities while reducing a person’s risk for HIV-related
illness and death.

The array of HIV test technologies available has expanded, possibly enhancing a
person’s willingness to be tested and learn his or her HIV status. HIV tests can use
specimens collected by less-invasive methods (e.g., oral fluid, urine, and finger-stick
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blood), in addition to serum specimens collected by venipuncture. Rapid HIV testing
allows clients to receive results the same day, which is useful in urgent medical circum-
stances and settings where clients tend not to return for HIV test results (e.g., some STD
clinics). HIV testing can also be conducted using commercially available home sample
collection devices (52).

Also during the 1990s, randomized controlled trials demonstrated that, for persons at
increased HIV risk, certain prevention counseling approaches can be effective in reduc-
ing high-risk behaviors and new sexually transmitted infections (5,78-21). The counsel-
ing approach used is critical to effectiveness; interactive counseling approaches directed
at a client’s personal risk and the situations in which risk occurs are more effective than
didactic, informational approaches (5). Because personalized prevention counseling can
require more provider time and training than traditional counseling approaches, provid-
ing it to everyone receiving HIV testing might not be feasible. This recognition has led to
a new area of health services research — developing strategies that effectively target
CTR services to persons most likely to benefit from them.

The improved health of HIV-infected persons on antiretroviral therapy, along with
new test technologies and effective counseling approaches, has contributed to an im-
proved understanding of the importance of referral to needed services. In addition, new
guidelines for partner counseling and referral services (PCRS) (27) and prevention case
management (28 ) were developed specifically for publicly funded clinics and could also
be useful to providers in other settings. Specialists in the field have also identified situa-
tions in which additional counseling or psychosocial support services might benefit HIV
prevention efforts. Finally, advances in several areas have led to new guidelines for
preventing mother-to-child transmission (see Revised Recommendations for HIV Screen-
ing of Pregnant Women ), treating opportunistic infections (23,53) and other sexually
transmitted (29) and bloodborne diseases (30-32), and managing occupational and
nonoccupational exposure and prophylaxis (54,55). These developments were consid-
ered in the formulation of the new CTR guidelines.

Despite these advances in HIV prevention and care, a substantial number of opportu-
nities for HIV prevention through CTR are missed. At publicly funded sites, approxi-
mately 70% of persons tested received their results and information regarding the test,
but fewer persons likely received HIV prevention counseling and referrals. In private
settings, a lower proportion of all clients are tested, and few receive prevention counsel-
ing and referrals (56-59). In many potential testing settings (e.g., emergency depart-
ments), HIV prevention counseling and testing are not uniformly offered, and data
regarding types, completion, and effectiveness of referrals are not routinely collected.

Goals of HIV CTR

» Ensure that HIV-infected persons and persons at increased risk for HIV
— have access to HIV testing to promote early knowledge of their HIV status;

— receive high-quality* HIV prevention counseling to reduce their risk for
transmitting or acquiring HIV; and

* Delivered according to recommended protocols (for counseling, referral, and evaluation) or
regulatory standards (for testing).



6 MMWR November 9, 2001

— have access to appropriate medical, preventive, and psychosocial support
services.

* Promote early knowledge of HIV status through HIV testing and ensure that all
persons either recommended or receiving HIV testing are provided information
regarding transmission, prevention, and the meaning of HIV test results.

Principles of HIV CTR

Effective HIV CTR is based on the following principles:

* Protect confidentiality of clients who are recommended or receive HIV CTR
services. Information regarding a client’s use of HIV CTR services should remain
private (i.e., confidential). Personal information should not be divulged to others in
ways inconsistent with the client’s original consent.

+ Obtain informed consent before HIV testing. HIV testing should be voluntary and
free of coercion. Informed consent before HIV testing is essential. Information
regarding consent may be presented orally or in writing and should use language
the clientcan understand. Accepting or refusing testing must not have detrimental
consequences to the quality of care offered. Documentation of informed consent
should be in writing, preferably with the client’s signature. State or local laws and
regulations governing HIV testing should be followed.

Information regarding consent may be presented separately from or combined
with other consent procedures for health services (e.g., as part of a package of
tests or care for certain conditions). However, if consent for HIV testing is combined
with consent for other tests or procedures, the inclusion of HIV testing should be
specifically discussed with the client. For a discussion of HIV testing in pregnant
women, consult the guidelines for HIV screening of pregnant women (see Revised
Recommendations for HIV Screening of Pregnant Women ).

* Provide clients the option of anonymous HIV testing. Anonymous testing (i.e.,
consented voluntary testing conducted without a client’s identifying information
being linked to testing or medical records, including the request for testing or test
results) has been used widely and effectively. Anonymous testing can benefit the
health of individual persons and the public by prompting earlier entry into medical
care (60 ). Persons who would otherwise not be tested might seek anonymous HIV
testing and learn their HIV status. Consistent with public health best practices,
states in which anonymous testing is not available should reconsider their policy.
Whenthe client has no clear preference regarding testing type, confidential testing
(i.e., information documented in client’s record) should be recommended to
promote receipt of test results and linkage to follow-up counseling and referral for
needed services. Clients opting foranonymous testing should be informed that the
provider cannot link the client’s test result to the client by name. Therefore, if the
client does not return for test results, the provider will not be able to contact the
client with those results.

* Provide information regarding the HIV test to all who are recommended the test
and to all who receive the test, regardless of whether prevention counseling is
provided. The information should include a description of ways in which HIV is
transmitted, the importance of obtaining test results, and the meaning of HIV test
results.
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» Adhere to local, state, and federal regulations and policies that govern provision
of HIV services. Laws at the local, state, and federal levels might address aspects
of HIV services or regulate how services are provided to particular persons (e.g.,
minors). In addition, policies, local ordinances, funding source requirements, and
planning processes could also affect a provider’s decisions regarding which
services to provide and how to provide them.

* Provide services that are responsive to client and community needs and
priorities. Providers should work to remove barriers to accessing services and
tailor services to individual and community needs. To ensure that clients find
services accessible and acceptable, services can be offered in nontraditional
settings (i.e., community-based or outreach settings); hours of operation can be
expanded or altered; unnecessary delays can be eliminated (e.g., integrating
counseling and testing for STDs/HIV with counseling and testing for hepatitis); test
results can be obtained more easily (e.g., with rapid testing or by telephone in
certain situations); and less-invasive specimen collection can be used (e.g., oral
fluid, urine, or finger-stick blood).

* Provide services that are appropriate to the client’s culture, language, sex, sexual
orientation, age, and developmental level. These factors could affect how the
client seeks, accepts, and understands HIV services. Providers should consider
these factors when designing and providing HIV services to increase the likelihood
of return for test results and acceptance of counseling and referral services.

» Ensure high-quality services. To ensure ongoing, high-quality services that serve
client and community needs, providers should develop and implement written
protocols for CTR and written quality assurance and evaluation procedures. Many
state and local health departments have substantial expertise in providing and
monitoring the quality of HIV CTR services and can be a resource to private
providers or community-based or outreach settings initiating these services.

TARGETED VERSUS ROUTINELY RECOMMENDED HIV CTR

Providers in all settings (traditional and nontraditional) should ideally recommend
CTRto all clients on a routine basis to ensure that all clients who could benefit from CTR
receive these services. However, resources might be insufficient to permit this practice.
Therefore, these guidelines contain recommendations aimed at ensuring that as many
persons as possible who are HIV-infected or at risk for HIV who do not know their HIV
status have access to testing, prevention counseling, and referrals.

Routinely Recommending CTR to All Clients Versus
Targeting CTR to Selected Clients

Studies have documented that, in settings serving clients at increased behavioral and
clinical risk for HIV infection, targeting HIV testing based on reported risk factors will miss
many HIV-infected clients (67-69). However, in low prevalence settings, where most
clients have minimal risk, targeting clients for HIV testing based on risk screening might
be more feasible for identifying small numbers of HIV-infected persons (70). Providers
should consider three factors in determining whether to recommend HIV CTR to all
clients or to target only selected clients.
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* Type of setting.
* HIV prevalence of the setting.

» Behavioral and clinical HIV risk of the individual clients in the setting.

Although certain types of settings serve populations at increased risk (e.g., STD clin-
ics), others might serve individual clients at increased risk (e.g., private physicians’
offices in areas of low prevalence). Individual risk can be ascertained through risk screen-
ing. Under certain circumstances — perinatal transmission, acute occupational expo-
sure, and acute nonoccupational (i.e., high-risk sexual or needle-sharing) exposure —
providers should recommend HIV CTR regardless of setting prevalence or behavioral or
clinical risk, based on the respective guidelines (Revised Recommendations for HIV
Screening of Pregnant Women,54,55).

Using Prevalence Data to Establish Service Priorities

Few data exist to define “high” and “low” HIV prevalence and describe how these
definitions could help develop and prioritize HIV CTR services. A study conducted in the
early 1990s for acute care hospitals with >1% HIV prevalence reported that routine
voluntary HIV testing of all patients within a specific age range could be a feasible way to
identify a large proportion of HIV-infected patients (77). This 1% prevalence can be used
as general guidance for whether to routinely recommend or target HIV counseling and
testing in other settings.

The threshold of HIV prevalence that should lead to routine recommendations for HIV
testing of all clients within a setting can vary within and across settings and should be set
in consideration of available resources. Services could be routinely recommended in
settings with HIV prevalence rates <1% but higher than other settings in the community,
according to U.S. prevalence data (72 ). If HIV prevalence data are outdated or unknown,
providers should consult their local or state health department for assistance in deter-
mining appropriate HIV CTR strategies. Alternatively, providers could employ routine
voluntary testing to obtain information on prevalence in their particular settings.

Because of the availability of antiretroviral therapy to reduce the risk for perinatal
HIV transmission, all pregnant women should be recommended HIV testing regardless of
setting prevalence or behavioral or clinical risk (see Revised Recommendations for HIV
Screening of Pregnant Women ).

Determining Individual HIV Risk Through Risk Screening*

Aclient'sindividual HIV risk can be determined through risk screening based on self-
reported behavioral risk (Box 2) and clinical signs or symptoms. Behavioral risks include
injection-drug use or unprotected intercourse with a person at increased risk for HIV.
Clinical signs and symptoms include STDs, which indicate increased risk for HIV infection,
or other signs or symptoms (e.g., of acute retroviral or opportunistic infections), which
might suggest the presence of HIV infection. Insufficient data exist to support the efficacy
of any one risk-screening approach over others (e.g., face-to-face discussion or inter-
views, self-administered questionnaires, computer-assisted interviews, or simple open-
ended questions asked by providers) (Box 2) (61,70).

* Risk screening differs from risk assessment, which is a part of HIV prevention counseling
(see HIV Prevention Counseling).
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BOX 2. Examples of two risk-screening strategies to elicit client-reported HIV risks

* Open-ended question by provider, “What are you doing now or what have you
done in the past that you think may put you at risk for HIV infection?”

* Screening questions* (i.e., a checklist) for use with a self-administered
questionnaire, face-to-face or computer-assisted interview, or other instru-
ment: “Since your last HIV test (if ever), have you

— injected drugs and shared equipment (e.g., needles, syringes, cotton,
water) with others?”

— had unprotected intercourse with someone that you think might be infected
(e.g., a partner who injected drugs, has been diagnosed or treated for a
sexually transmitted disease [STD] or hepatitis, has had multiple or
anonymous sex partners, or has exchanged sex for drugs or money)?”

— had unprotected vaginal or anal intercourse with more than one sex
partner?”

— been diagnosed or treated for an STD, hepatitis, or tuberculosis?”
— had a fever or illness of unknown cause?”

— been told you have an infection related to a ‘weak immune system’?”

* Clients who respond affirmatively to >1 of these questions should be considered at
increased risk for HIV.

Recommendations for Routinely Recommended and Targeted
CTR by Setting and Circumstance

Decisions regarding whether to recommend routine or targeted services are based
on the behavioral and clinical HIV risk of the client population in the setting, the level of
HIV prevalence of the setting, and the behavioral and clinical HIV risk of individual clients
(Box 3). These factors should not be used to determine recommendations for CTR in
circumstances in which treatment potential exists (i.e., perinatal transmission and acute
occupational or nonoccupational exposure).

Settings Serving Populations at Increased Behavioral or Clinical Risk

HIV CTR should be routinely recommended for all clients in settings where the client
population is at increased behavioral or clinical risk for acquiring or transmitting HIV
infection, regardless of setting prevalence (Box 4 and Figure 1). These services should be
provided on-site. In these settings, clients with ongoing risk behaviors should be linked to
additional HIV prevention and support services (e.g., PCRS, drug or alcohol prevention
and treatment), as appropriate. HIV-infected clients should receive ongoing HIV preven-
tion counseling applicable to their personal situation.
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BOX 3. Clients who should be recommended HIV prevention counseling, testing,
and referral

« All clients in settings serving client populations at increased behavioral or
clinical HIV risk (regardless of setting HIV prevalence).

* Individual clients in settings with <1%* HIV prevalence who'

— have clinical signs or symptoms suggesting HIV infection (e.g., fever or
illness of unknown origin, opportunistic infection [including active
tuberculosis disease] without known reason forimmune suppression),

— have diagnoses suggesting increased risk for HIV infection (e.g., another
sexually transmitted disease [STD] or bloodborne infection),

— self-report HIV risks (see Box 2), or
— specifically request an HIV test.
« Allclients in settings with a >1%?® HIV prevalence.f
* Regardless of setting prevalence or behavioral or clinical risk,
— all pregnant women,'
— all clients with possible acute occupational exposure, and
— allclients with known sexual or needle-sharing exposure to an HIV-infected

person.

* Or lower than other settings in the community.

T Constitutes risk screening; see Determining Individual HIV Risk Through Risk
Screening.

8 Or higher than other settings in the community.

1 Clients should be routinely recommended testing, and if risk is identified during risk
screening, they should also be recommended HIV prevention counseling and referral.

BOX 4. Examples of settings that serve populations at increased behavioral or clinical
risk for HIV infection

» Adolescent or school-based health * Freestanding HIV test sites

clinics with high rates of sexually - H | hel
transmitted diseases (STD) omeless shelters
* Outreach programs (e.g., syringe

exchange programs)

STDclinics

* Clinics serving men who have sex
with men

» Correctional facilities, prisons, juve-
nile detention centers

Tuberculosis (TB) clinics*

* Drug or alcohol prevention and
treatment programs

* Only persons with confirmed or suspected TB and their contacts should routinely be
recommended HIV CTR.
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FIGURE 1. An example of counseling, testing, and referral in settings serving popula-
tions at increased behavioral or clinical HIV risk

Client population

HIV prevention counseling and HIV testing
with informed consent and information

N

Test (-) Test (+)
Referral to medical, Referral to medical,
prevention, and support prevention, and
services, if applicable support services

Low Prevalence Settings

In low prevalence settings (e.g., <1%, see Using Prevalence Data to Establish Service
Priorities) where the client population is generally not at increased behavioral or clinical
HIV risk, CTR should be targeted to clients based on risk screening (Figure 2). Prevention
counseling and referral are recommended for persons at increased risk even if HIV
testing is declined. Any client who requests HIV testing should receive it, regardless of
risk. These settings likely represent most health-care settings.

High Prevalence Settings

In high prevalence settings (e.g., >1%), all clients should be routinely recommended
HIV testing (Figure 3). Risk screening should be used to determine if HIV prevention
counseling and referral should also be recommended. CTR should be provided on-site. In
these settings, clients with ongoing risk behaviors identified during risk screening should
be linked to additional HIV prevention and support services (e.g., PCRS and drug or
alcohol prevention and treatment), as appropriate.

Circumstances For Which HIV Preventive Treatment Exists

Prophylaxis exists for a limited number of situations: perinatal transmission, acute
occupational exposure, and acute nonoccupational (i.e., high-risk sexual or needle-
sharing) exposure. Regardless of population risk, setting prevalence, or individual
behavioral or clinical risk, voluntary HIV testing should be routinely recommended to a)
all pregnant women, b) clients with acute occupational exposure, and c) clients with
acute nonoccupational (e.g., high-risk sexual or needle-sharing) exposure. Regardless of
whether a client receives an HIV test, HIV prevention counseling and referral should
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FIGURE 2. An example of HIV counseling, testing, and referral in low prevalence
settings

Client population

Risk screening

Risk " No risk

!

HIV prevention counseling and HIV testing
with informed consent and information

N

Test (-) Test (+)
Referral to medical, Referral to medical,
prevention, and support prevention, and
services, if applicable support services

FIGURE 3. An example of HIV counseling, testing, and referral in high prevalence
settings

Client population

Risk screening

Risk No risk

/ ~

HIV prevention counseling and HIV HIV testing
testing with informed consent  with informed consent
and information ‘a/ndinformation
Test (-) Test (+) Test (-)

! ~

Referral to medical, Referral to medical,
prevention, and support prevention, and
services, if applicable support services
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target pregnant women based on risk screening and be routinely recommended to cli-
ents with either acute occupational or nonoccupational exposures. For further informa-
tion, consult the respective guidelines on perinatal transmission, acute occupational
exposure, and acute nonoccupational exposure (Revised Recommendations for HIV
Screening of Pregnant Women,54,55).

A Framework for Implementing HIV CTR

CTR are interrelated interventions that ideally should be integrated and offered in all
settings. However, these guidelines acknowledge public and private providers’ needs for
flexibility. Certain providers might be able to offer prevention counseling but not an HIV
test, whereas others might be able to offer an HIV test but not prevention counseling.
Although all providers in settings serving populations at increased behavioral or clinical
risk for HIV (e.g., STD clinics) should provide HIV CTR on-site, not all can. These providers
should maintain clear and appropriate methods of referral to providers of prevention
counseling or testing elsewhere. To ensure client referral, providers who offer HIV coun-
seling and testing should collaborate with providers serving populations at increased risk
for HIV who might not provide these services.

HIV COUNSELING

HIV counseling seeks to reduce HIV acquisition and transmission through the
following:

» Information. Clients should receive information regarding HIV transmission and
prevention and the meaning of HIV test results. Provision of information is different
frominformed consent.

» HIV prevention counseling. Clients should receive help to identify the specific
behaviors putting them at risk for acquiring or transmitting HIV and commit to steps
to reduce this risk. Prevention counseling can involve >1 sessions.

Information

All clients who are recommended or who request HIV testing should receive the
following information, even if the test is declined:

 Information regarding the HIV test and its benefits and consequences.

* Risks for transmission and how HIV can be prevented.

» The importance of obtaining test results and explicit procedures for doing so.

* The meaning of the test results in explicit, understandable language.*

* Where to obtain further information or, if applicable, HIV prevention counseling.

* Where to obtain other services (see Typical Referral Needs).

* For example, “A negative test means no HIV was found. But if you were exposed to HIV
recently — in the last 1-2 months — this test may not be able to pick that up.” See Negative
HIV Test Results.
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In certain settings where HIV testing is offered, other useful information includes
a) descriptions or demonstrations of how to use condoms correctly; b) information
regarding risk-free and safer sex options (73); ¢) information regarding other sexually
transmitted and bloodborne diseases; d) descriptions regarding the effectiveness of
using clean needles, syringes, cotton, water, and other drug paraphernalia; e) informa-
tion regarding drug treatment; and f) information regarding the possible effect of HIV
vaccines on test results for persons participating in HIV vaccine trials (see Additional
Counseling Considerations for Special Situations and Positive HIV Test Results).

For efficiency, information can be provided in a pamphlet, brochure, or video rather
than a face-to-face encounter with a counselor. This approach allows the provider to
focus face-to-face interactions on prevention counseling approaches proven effective
with persons at increased risk for HIV infection. Information should be provided in a
manner appropriate to the client’s culture, language, sex, sexual orientation, age, and
developmental level. Certain informational videos and large-group presentations that
provide explicit information regarding correct use of condoms have proven effective in
reducing new STDs (719-21,74) and could be effective in reducing HIV.

HIV Prevention Counseling

HIV prevention counseling should focus on the client’s own unique circumstances and
risk and should help the client set and reach an explicit behavior-change goal to reduce
the chance of acquiring or transmitting HIV. HIV prevention counseling is usually, but not
always, conducted in the context of HIV testing. The client-centered* HIV prevention
counseling model involves two brief sessions (4,5,75), whereas other effective models
are longer or involve more sessions (5-8,10,11,13-18,76-79 ). Regardless of the model
used, in HIV prevention counseling, the counselor or provider focuses on assessing the
client’s personal risk or circumstances and helping the client set and reach a specific,
realistic, risk-reduction goal. These guidelines avoid using the terms “pretest”and
“posttest” counseling to underscore that prevention counseling is a risk-reduction pro-
cess that might involve only one or >1 session.

Several models for HIV prevention counseling in conjunction with HIV testing have
been developed, evaluated in controlled studies, and documented to be efficacious in
changing behavior or reducing sexually transmitted infections, including individual face-
to-face counseling (5,72), large- and small-group counseling with a facilitator
(6,16,18,79), and video-based counseling (719). For more information regarding inter-
ventions, see The Compendium of HIV Prevention Interventions with Evidence of Effec-
tiveness at <http://www.cdc.gov/hiv/pubs/hivcompendium.pdf>.

Client-Centered HIV Prevention Counseling

Since 1993, CDC has recommended one interactive counseling model, called client-
centered HIV prevention counseling (3,4 ), which involves two face-to-face sessions with
a provider or counselor (3-5,75,80). This model has traditionally used a two-step HIV

* Client-centered is used here to mean that the counseling sessions focus on the client’'s own
risk circumstances, risk behaviors, and prevention needs. This term should not be confused
with the more intensive, client-centered approach advocated by psychologist Carl R. Rogers,
although some skills and strategies that involve the client in the prevention counseling
process might be similar (Rogers CR. Client-centered therapy: its current practice,
implications, and theory. Boston, MA: Houghton Mifflin, 1951).


http://www.cdc.gov/hiv/pubs/hivcompendium/hivcompendium.pdf

Vol. 50 / No. RR-19 MMWR 15

testing approach in which clients are physically present at a setting for the HIV test (initial
session) and then return for HIV test results (follow-up session). Each session might
require 15-20 minutes (including testing and referral) for clients at increased risk for HIV,
but could take only a few minutes for those at lower risk. In the first session, a personal-
ized risk assessment* encourages clients to identify, understand, and acknowledge the
behaviors and circumstances that put them at increased risk for acquiring HIV. The ses-
sion explores previous attempts to reduce risk and identifies successes and challenges in
these efforts. This in-depth exploration of risk allows the counselor to help the client
consider ways to reduce personal risk and commit to a single, explicit step to do so. In the
second session, when HIV test results are provided, the counselor discusses the test
results, asks the client to describe the risk-reduction step attempted (and acknowledges
positive steps made), helps the client identify and commit to additional behavioral steps,
and provides appropriate referrals (e.g., to PCRS).
In one large, randomized, controlled trial, this model was reported to be

» effective at reducing high-risk sexual behaviors and new STDs (5);
 feasible to use even in busy publicly funded clinics;
» acceptable to clients, counselors, and health-care providers (80); and

+ cost-effective at preventing STDs in persons at increased risk for HIV (87-83).

The model was reported to be especially effective among adolescents and persons
with ongoing sexual risk behaviors (e.g., newly diagnosed STDs) (5). Although the ben-
efits of client-centered HIV prevention counseling in reducing high-risk drug behaviors
are unknown, studies have indicated that similar counseling approaches that help clients
explore risks and set specific risk-reduction goals reduce risky drug use behaviors
(39-41,84).

Observational studies and reviews of programs in various settings have indicated
that many counselors are still unfamiliar with the specific goals of the client-centered HIV
prevention counseling model (75,85 ) (Amy S. DeGroff, M.P.H., written communication,
2000). Because “client-centered” is sometimes misinterpreted as “face-to-face,” pro-
viders in many HIV test sites deliver face-to-face informational messages in response to
a generic checklist risk assessment. This type of counseling provides advice rather than
encouraging client participation or discussion of personal risk; it seldom focuses on per-
sonal goal setting. “Client-centered” can also be misinterpreted to mean that the coun-
selor should avoid directing the session. Although attentive listening and respect for
clients’ concerns are important elements of effective counseling, the primary goal of
client-centered HIV prevention counseling is risk reduction. HIV prevention counseling
usually requires provider training and support and ongoing quality assurance to achieve
optimal benefit. Providers can contact their state health department’s HIV/AIDS program
office for information on local training opportunities. For information on client-centered
counseling with rapid testing, see Addressing Barriers to HIV Prevention Counseling.

* Personal risk assessment is an essential element of HIV prevention counseling in which the
client and counselor work to understand and acknowledge the client’s personal risk for HIV.
Risk assessment is not synonymous with risk screening (see Determining Individual Client
Risk Through Risk Screening and Box 2), which helps determine which clients should be
recommended HIV CTR.
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Elements of HIV Prevention Counseling

Regardless of the HIV prevention counseling model used, some counseling elements
have been used repeatedly in effective interventions and are recognized by many spe-
cialists as critical in counseling success (Technical Expert Panel Review of CDC HIV Coun-
seling, Testing, and Referral Guidelines; February 18-19, 1999; Atlanta, Georgia).

The following elements should be part of all HIV prevention counseling sessions:

* Keep the session focused on HIV risk reduction. Each counseling session should be
tailored to address the personal HIV risk of the client rather than providing a
predetermined set of information. Although counselors must be willing to address
problems that pose barriers to HIV risk reduction (e.g., alcohol use in certain
situations), counselors should not allow the session to be distracted by the client’s
additional problems unrelated to HIV. Certain counseling techniques (e.g., open-
ended questions [Box 5], role-play scenarios, attentive listening, and a
nonjudgmental and supportive approach) can encourage the client to remain
focused on personal HIV risk reduction.

* Include an in-depth, personalized risk assessment. Sometimes called “enhancing
self-perception of risk,” risk assessment allows the counselor and client to identify,
acknowledge, and understand the details and context of the client’s HIV risk
(17,86,87). Keeping the assessment personal, instead of global, will help the client
identify concrete, acceptable protective measures to reduce personal HIV risk (Box
6). The risk assessment should explore previous risk-reduction efforts and identify
successes and challenges in those efforts. Factors associated with continued risk
behavior that might be important to explore include using drugs or alcohol before
sexual activity, underestimating personal risk, perceiving that precautionary
changes are not an accepted peer norm, perceiving limited self-efficacy for
successful change efforts, receiving reinforcement for frequent unsafe practices
(e.g., a negative HIV test result after risk behaviors), and perceiving that
vulnerability is associated with “luck” or “fate” (86-89).

» Acknowledge and provide support for positive steps already made. Exploring
previous risk-reduction efforts is essential for understanding the strengths and
challenges faced by the client in reducing risk. Support for positive steps already
taken increases the clients’ beliefs that they can successfully take further HIV risk-
reduction steps. For some clients, simply agreeing to an HIV test is an important
step in reducing risk (5,75 ).

* Clarify critical rather than general misconceptions. In most situations, counselors
should focus on reducing the client’s current risk and avoid discussions regarding
HIV transmission modes and the meaning of HIV test results. However, when
clients believe they have minimal HIV risk but describe more substantial risk, the
counselor should discuss the HIV transmission risk associated with specific
behaviors or activities the clients describe and then discuss lower-risk alternatives
(73). For example, if clients indicate that they believe oral sex with a risky sex
partner poses little or no HIV risk, the counselor can clarify that, although oral sex
with an infected partner might result in lower HIV transmission risk than anal sex,
oral sexis not arisk-free behavior, particularly when commonly practiced. If clients
indicate that they do not need to be concerned about HIV transmission among
needle-sharing partners if they use clean needles, the counselor can clarify that
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BOX 5. Examples of closed-ended versus open-ended questions
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Closed-ended questions, which might
interfere with client-centered human
immunodeficiency virus (HIV) preven-
tion counseling

Have you ever injected drugs?
OR

Have you (for a male client) ever had
sex with a man?

OR
Have you (for a female client) ever had
sex with a bisexual man?

Have you ever had sex when you were
under the influence of alcohol or drugs?

Do you (always) use condoms when you
have sex?

OR
Can you always use condoms when you
have sex?

Can you always use clean works (i.e.,
needles, syringes, cottons, or cookers¥*)
when you inject?

* Cottons are filters used to draw up the drug solution. Cookers include bottle caps,

Open-ended questions, which pro-
mote client-centered HIV prevention
counseling

What are you doing that you think
may be putting you at risk for HIV
infection?
What are the riskiest things that you
are doing?

If your test comes back positive, how
do you think you may have become
infected?

When was the last time you put your-
self at risk for HIV? What was happen-
ing then?

How often do you use drugs or
alcohol?

How do you think drugs or alcohol
influence your HIV risk?

How often do you use condoms when
you have sex?

When/with whom do you have sex
without a condom? When with a con-
dom?

What are you currently doing to pro-
tect yourself from HIV? How is that
working?

What kinds of things do you do to pro-
tect your partner from getting infected
with HIV? (for HIV-infected clients)

Tell me about specific situations when
you have reduced your HIV risk. What
was going on that made that possible?

How risky are your sex/needle-
sharing partners? For example, have
they been recently tested for HIV?

spoons, or other containers used to dissolve drugs.
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BOX 6. Examples of global versus specific risk-reduction steps for HIV prevention
counseling

Global risk-reduction steps, which are Specific risk-reduction steps, which
unlikely to be effective in changing are more likely to be effective in
behavior changing behavior

Always use condoms. Buy a condom tomorrow and try it on.

Carry a condom next time | go out
(e.g., to the bar/nightclub).

Starting today, put condoms on the
night stand beside the bed.

Starting tonight, require my partner
to use acondom next time, or | will not
have vaginal (anal) sex.

Have fewer or less risky partners. Stop seeing (specific partner) who is
seeing other people.

Break up with (specific partner)
before getting together with someone
new.

Have safer sex. Talk honestly with (specific partner)
about my HIV status and ask about
his/her HIV status.

Next time I'm out with friends and may
have sex, avoid getting “high” on
drugs or alcohol.

Only kissing, etc., with (specific part-
ner) until we both have an HIV test.

Tomorrow, ask (specific partner) if he
or she has had a recent HIV test and
has been tested for other sexually
transmitted diseases.

Stop injecting drugs. Obtain clean works (i.e., needles,
syringes, cottons, or cookers*) tomor-
row so | have them before | use next
time.

Contact drug treatment center and
make appointment.

* Cottons are filters used to draw up the drug solution. Cookers include bottle caps,
spoons, or other containers used to dissolve drugs.
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HIV can be transmitted through the cooker, cotton, or water used by several
persons sharing drugs. With newly identified or uninformed HIV-infected clients,
the counselor should discuss HIV transmission risks associated with specific sexual
or drug-use activities, including those in which the client might not be currently
engaged.

* Negotiate a concrete, achievable behavior-change step that will reduce HIV risk.
Although the optimal goal might be to eliminate HIV risk behaviors, small behavior
changes can reduce the probability of acquiring or transmitting HIV. Behavioral
risk-reduction steps should be acceptable to the client and appropriate to the
client’s situation. For clients with several high-risk behaviors, the counselor should
help clients focus on reducing the most critical risk they are willing to commit to
changing. The step does not need to be a personal behavior change. For many
clients, knowledge of a partner’s recent HIV status (and talking with the partner
about getting an HIV test) might be more critical than personal behavior changes.
The step should be relevant to reducing the client’s own HIV risk and should be a
small, explicit, and achievable goal, not a global goal (Box 6). Identifying the
barriers and supports to achieving a step, through interactive discussion, role-play
modeling, recognizing positive social supports, or other methods will enhance the
likelihood of success (90). Writing down the goal might be useful. For clients with
ongoing risk behaviors, referral to additional prevention and support services is
encouraged.

» Seek flexibility in the prevention approach and counseling process. Counselors
should avoid a “one-size-fits-all” prevention message (e.g., “always use
condoms”). Behaviors that are safe for one person might be risky for another (97).
For example, unprotected vaginal intercourse might be unsafe with anonymous
partners whose HIV status is unknown, but safe for uninfected persons in a
mutually monogamous relationship. The length of counseling sessions will vary
depending on client risk and comfort (e.g., adolescents might require more time
than adults).

* Provide skill-building opportunities. Depending on client needs, the counselor can
demonstrate or askthe clientto demonstrate problem-solving strategies such as a)
communicating safer sex commitments to new or continuing sex partners; b) using
male latex condoms properly; c) trying alternative preventive methods (e.g.,
female condoms); d) cleaning drug-injection equipment if clean syringes are
unavailable; or e) communicating safer drug-injection commitments to persons
with whom the client shares drug paraphernalia (86,92-94 ).

+ Use explicitlanguage when providing test results. Test results should be provided
atthe beginning of the follow-up session. Counselors should never ask the client to
guess the test results. Technical information regarding the test can be provided
through a brochure or other means so the session can focus on personal HIV risk
reduction for clients with negative tests and other considerations for clients with
positive or indeterminate test results (see Additional Counseling Considerations
for Special Situations). In-depth, technical discussions of the “window period (i.e.,
thetime from when a personisinfected until they develop detectable HIV antibody)
should be avoided because they could confuse the client and diffuse the
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importance of the HIV prevention message. Counselors should clarify that
negative test results do not mean the client has no HIV risk and work with the client
to reconsider ongoing HIV risk behaviors and the benefits of taking steps to reduce
those risks. A client with ongoing risk behaviors should not be given a false sense of
the safety of those behaviors (i.e., avoid statements like “whatever you were doing
seems to be safe” or “continue to do whatever you are doing now”).

These counseling elements are considered necessary for high-quality counseling.
Specialists in the field (Technical Expert Panel Review of CDC HIV Counseling, Testing,
and Referral Guidelines; February 18-19, 1999; Atlanta, Georgia) also suggested adop-
tion of the following:

Ensure that the client returns to the same counselor. Consistency of the client and
counselorrelationship helps the client feel secure, reduces misunderstanding, and
promotes the likelihood of effective risk reduction. Effective counseling models
tended to use the same counselor for all sessions. When follow-up prevention
counseling sessions must be provided by a different counselor, careful record-
keepingis recommended to ensure high-quality counseling. See The Compendium
of HIV Prevention Interventions with Evidence of Effectiveness at <http://
www.cdc.gov/hiv/pubs/hivcompendium.pdfs.

Use a written protocol to help counselors conduct effective sessions. A structured
protocol outlining session goals can help keep the counselor focused on risk
reduction. The protocol can include examples of open-ended questions (to help a
new counselor avoid closed-ended questions) and a list of explicit risk-reduction
steps (to help a new counselor avoid accepting a client’s suggestion of global risk-
reduction steps) (95).

Ensure ongoing support by supervisors and administrators. Supervisory support
is essential for effective counseling. Training in HIV counseling approaches that
focus on personal risk reduction is recommended for persons supervising
counselors. Staff appraisals should acknowledge that completion of critical
counseling elements has higher priority than completion of paperwork.

Avoid using counseling sessions for data collection. If required, paperwork should
be completed atthe end of the counseling session or by staff members who are not
counseling. Checklist risk assessments driven by data collection forms are
detrimental to effective counseling because they can encourage even skilled
counselors to use closed-ended questions, limit eye contact, and miss critical
verbal and nonverbal cues. The relevance of any routinely collected data should be
periodically assessed.

Avoid providing unnecessary information. An emphasis on providing information
might prompt counselors to miss critical HIV prevention opportunities and cause
clients to lose interest. Discussion of theoretical HIV risks (e.g., sex with a person
with hemophilia or needle exposures through tattoos) tends to shift the focus away
from the client’s actual HIV risk situations to topics that are more “comfortable” or
easy to discuss but irrelevant to the client’s risk.
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Who Should Deliver Prevention Counseling

In any setting where HIV testing is provided, existing personnel can be effective
counselors if they have the desire and appropriate training and employ the essential
counseling elements (5,80). Advanced degrees or extensive experience are not neces-
sary for effective HIV prevention counseling, though training is (80). Training in counsel-
ing is available (see Ensuring High-Quality HIV Prevention Counseling). In situations where
primary health-care providers (e.g., physicians) might not be able to provide prevention
counseling, auxiliary health professionals trained in HIV prevention counseling models
can provide this service. Although peer counseling has been successful in certain situa-
tions (718), research does not support an explicit risk-reduction need or benefit to match-
ing clients with counselors based on same or similar backgrounds, sex, ethnicity, age, or
peer group for intervention efficacy (96-98 ). The following skills and counselor charac-
teristics were identified by specialists in the field as important for effective HIV preven-
tion counseling (Technical Expert Panel Review of CDC HIV Counseling, Testing, and
Referral Guidelines; February 18-19, 1999; Atlanta, Georgia):

* Completion of standard training courses in client-centered HIV prevention
counseling or other risk-reduction counseling models.

 Belief that counseling can make a difference.

* Genuineinterestinthe counseling process.

+ Active listening skills.

» Ability to use open-ended rather than closed-ended questions (Box 5).

+ Ability and comfort with an interactive negotiating style rather than a persuasive
approach.

+ Ability to engender a supportive atmosphere and build trust with the client.
* Interestinlearning new counseling and skills-building techniques.
» Being informed regarding specific HIV transmission risks (73).

» Comfort in discussing specific HIV risk behaviors (i.e., explicit sex or drug
behaviors).

» Ability to remain focused on risk-reduction goals.

» Support for routine, periodic, quality assurance measures.

Additional Counseling Considerations for Special Situations

» Persons with newly identified HIV infection. Clients with newly identified HIV
infection have immediate and long-term needs. Some clients might be better
prepared to receive positive test results than others. The emotional impact of
hearing an HIV-positive test result might prevent clients from clearly
understanding information during the session in which they receive their results.
Providers should provide appropriate referrals (see Typical Referral Needs) and,
when necessary, additional sessions.
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When a client receives the test result, the provider should ensure that the client
understands it. As part of HIV prevention counseling, providers should explicitly
discuss and clarify any misconceptions regarding HIV transmission risk to partners
associated with specific sexual or needle-sharing activities. Clients should be
advised to refrain from donating blood, plasma, or organs. For sexually active
clients who are not in mutually monogamous partnerships, providers should also
address strategies to prevent other sexually transmitted or bloodborne infections
(e.g, gonorrhea, syphilis, chlamydia, herpes simplex virus, human herpes virus
type 8 [the virus linked to Kaposi sarcomal, hepatitis B virus, hepatitis C virus, and
cytomegalovirus).

The first few months after persons learn they are HIV infected are important for
accessing medical and other support services to help them obtain treatment and
establish and maintain behavior changesthat reduce the likelihood of transmitting
the virus to others. For example, persons with ongoing risks might be referred for
prevention counseling to prevent transmission to others or for prevention case
management. For all newly identified clients, a follow-up appointment 3-6 months
after diagnosis is recommended by some specialists (99 ) to assess whether clients
were able to initiate medical care, minimize transmission risk to uninfected
partners, and access other needed services (e.g., partner counseling and referral
services). See guidance on partner counseling and referral services (27) and
prevention case management (28).

Persons with a single, recent nonoccupational HIV exposure. After a reported
sexual, injection-drug use, or other nonoccupational exposure to HIV (55),
providers should refer clients for prompt initiation of evaluation, counseling, and
follow-up services. Early postexposure prophylaxis could reduce the likelihood of
becoming infected with HIV, although the degree to which early treatment can
prevent new infection after acute nonoccupational HIV exposure is unclear.
Further guidance on nonoccupational HIV exposure is available (55).

Persons with indeterminate HIV test results. Until follow-up test results are
available, persons with an indeterminate result should receive information
regarding the meaning of test results. HIV prevention counseling should be the
same as for a person with newly identified HIV infection. Behaviors that minimize
the risk for HIV transmission to sex and needle-sharing partners should be
emphasized, even if the client reports no risk behaviors. Clients with repeated
indeterminate test results >1 month apart are unlikely to be HIV-infected and can
be provided test results in the same way as clients with negative test results,
unless recent HIV exposure is suspected (see Indeterminate Test Results).

Persons seeking repeat HIV testing. In addition to brief prevention counseling
sessions, ongoing HIV prevention counseling aimed at personal risk reduction
might be useful for persons seeking repeated HIV testing who have continued HIV
risk. Counselors should encourage clients to explore alternative prevention
strategies and to identify and commit to additional risk-reduction steps. Clients with
ongoing risk behaviors might benefit from referral to other HIV prevention and
support services because their current risk behavior might be reinforced by
repeated negative HIV test results or they might view HIV testing as protective
(700). More information on prevention case management is available (28) (see
Ongoing Exposure).
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» Persons who use drugs. Persons who inject drugs might also be at increased risk
for acquiring HIV through unprotected sex with an HIV-infected partner (107-1703).
For injection-drug users (IDUs), intervention studies indicate that personalized,
interactive prevention counseling models using goal-setting strategies might be
effective in reducing injection-drug and sexual-risk behaviors (39-41,84).
Evidence also supports the efficacy of community strategies (e.g., methadone
maintenance programs or other drug treatment programs, outreach programs,
and syringe exchange) to reduce new HIV infections among IDUs (704-1708).
Specialists in the field advocate recommending such strategies, along with
individual HIV prevention counseling, to persons who inject drugs.

* Sex or needle-sharing partners of HIV-infected persons. Sex or needle-sharing
partners of HIV-infected persons should be encouraged to have HIV prevention
counseling and testing. Partners who are HIV discordant (i.e., one person is HIV-
infected and the other is uninfected) should receive counseling aimed at
preventing HIV transmission from the infected to the uninfected partner, including
explicit discussion and clarification of any misconceptions regarding HIV
transmission risk associated with specific sexual or needle-sharing activities. In
addition, many HIV-discordant couples benefit from ongoing HIV prevention
counseling aimed at personal risk reduction or from couples counseling that
teaches safe sexual practices and proper condom use (27,109-111). Little
evidence exists to conclusively support or refute whether simultaneous infection
with >2 subtypes of HIV is likely to occur or, if it does, whether it is associated with
more aggressive or resistant disease (772). Researchers are divided on the value
of recommending consistent condom use to prevent HIV sequelae for mutually
monogamous, HIV-infected partners.

* Health-care workers after an occupational exposure. After an occupational
exposure, health-care workers should use measures to prevent transmission
during the follow-up period (54). HIV-exposed health-care workers should be
advised that, although HIV is infrequently transmitted through an occupational
exposure, they should abstain from sex or use condoms and avoid pregnancy until
they receive a negative follow-up test result. In addition, they should not donate
blood, plasma, organs, tissue, or semen; if a woman is breast-feeding, she should
consider discontinuing (54 ). Health-care workers should also be advised of the
rationale for postexposure prophylaxis, the risk for occupationally acquired HIV
infection from the exposure, the limitations of current knowledge of the efficacy of
antiretroviral therapy when used as postexposure prophylaxis, the toxicity of the
drugs involved, and the need for postexposure follow-up (including HIV testing),
regardless of whether antiretroviral therapy is taken. Further guidance on
occupational HIV exposure is available (54 ).

» Participants in HIV vaccine trials. HIV-vaccine-induced antibodies may be
detected by current HIV tests and may cause a false-positive result. Trial
participants should be advised that HIV CTR is best provided at the vaccine trial
sites, the vaccine is of unknown efficacy, and HIV risk behavior can result in their
becoming HIV-infected (see Positive Test Results).
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Addressing Barriers to HIV Prevention Counseling

Several factors can prevent provision of high-quality HIV prevention counseling,
including unavailability of trained prevention counselors at the setting in which the HIV
test was conducted, client reluctance, and low rates of client return for test results.
Recommended strategies for addressing these common barriers include a) providing
counseling on-site, b) enhancing client acceptance of counseling by examining and
improving the counseling provided, and c) considering alternate counseling methods.

Provide On-Site Counseling

Cost, lack, or turnover of trained staff members and space constraints are barriers to
providing HIV prevention counseling (773). However, given the proven efficacy of pre-
vention counseling models, in settings where HIV prevalence is high or the population
served is at increased risk, the ability to provide such counseling on-site is a high priority,
and efforts should be made to address and remove barriers to providing HIV prevention
counseling on-site. Health educators or other auxiliary staff members trained to discuss
preventive activities such as healthy eating, prenatal education, or smoking cessation
could, if adequately trained, be effective HIV prevention counselors. In the interim, alter-
native resources should be identified, and clearly defined referrals should be made to
settings that can provide high-quality prevention counseling for clients at
increased HIV risk. Systems to ensure that referrals are completed should be established
(see HIV Referral).

Enhance Client Acceptance of HIV Prevention Counseling

Clients who agree to HIV testing but decline HIV prevention counseling often report
they lack time or already are aware of HIV transmission modes. However, experienced
counselors report that clients mainly refuse counseling because they do not perceive the
service to be personally beneficial (Technical Expert Panel Review of CDC HIV Counsel-
ing, Testing, and Referral Guidelines; February 18-19, 1999; Atlanta, Georgia). These
counselors believe that most of these clients are concerned about a specific risk, which
they would be willing to explore if the counseling seemed useful. Three of the most
commonly reported barriers to the perceived usefulness of counseling are the type of
counseling provided, how it is recommended, and the setting of the counseling. In set-
tings where many clients are declining counseling, these barriers and others should be
examined. The counseling might be providing information only rather than addressing
personal risks. Counselors might not be offering counseling in ways appropriate to the
client’s culture, language, sex, sexual orientation, age, or developmental level. The set-
ting might inhibit open discussion of risk (e.g., some outreach settings are not private).
Counseling skills (e.g., attentive listening, use of open-ended questions) that allow clients
to participate might have been overlooked. Even when clients at increased risk refuse
counseling, use of 1-2 open-ended questions that urge clients to examine their personal
situations could prompt personal exploration of risk (e.g, “What were your concerns that
led you to decide to get tested today?”).

Consider Alternative Methods for HIV Prevention Counseling

HIV prevention counseling models proven effective have all used face-to-face (indi-
vidual or group) encounters between counselor and client and involved >2 brief sessions.
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Thus, face-to-face prevention counseling is preferred for clients at increased HIV risk.
Most HIV test sites use an enzyme immunoassay (EIA) and confirmatory test algorithm
that requires several days for final results. The return visit for test result offers an oppor-
tunity to continue prevention counseling in a second, face-to-face meeting. However, in
some settings (e.g., STD clinics, managed care organizations, and other private settings),
many clients do not return for their results (50,774-116). In such settings, providers can
adopt strategies that increase clients’ receipt of test results, and counseling strategies
might need to be adapted (777).

Telephone Counseling. Limited studies among STD clinic clients at lower risk indi-
cated that substantially more clients learned their HIV infection status when negative
test results were provided by telephone rather than in person (12,7117,118). Although
home sample collection provides a precedent for providing counseling by telephone to
persons with either negative or positive HIV test results, the efficacy of telephone coun-
seling in reducing HIV risk behaviors or the number of new HIV infections has not been
studied. One study indicated that telephone notification of positive results was associ-
ated with delay in linkage to care (779 ). However, not learning positive test results at all
guarantees a delay in linkage to care. Many specialists recommend that provision of HIV
test results and prevention counseling by telephone be limited to clients whose results
are negative (Technical Expert Panel Review of CDC HIV Counseling, Testing, and Refer-
ral Guidelines; February 18-19, 1999; Atlanta, Georgia). Also, given the known risk-
reduction benefits of face-to-face counseling, lack of efficacy data on telephone
counseling, and concerns regarding disinhibition (e.g., “since my test result is negative,
whatever risks | am taking now may be okay”), telephone counseling should be limited to
clients without known ongoing HIV risk behaviors (e.g., unprotected sex or needle-
sharing with an HIV-infected [or status unknown] partner).

Single-Session Prevention Counseling with Rapid Testing. Rapid tests allow clients to
receive their HIV test results the same day. This process could reduce the number of
clients receiving two prevention counseling sessions. Studies of the efficacy of single HIV
prevention counseling sessions for use with a rapid test are under way. Although some
single-session counseling protocols have been successfully implemented in busy clinics
and are well-accepted by most clients, how well a single counseling session reduces risk
behaviors or the number of new HIV infections is unknown. A counseling protocol for use
with a rapid test is being studied; information is available at <http://www.cdc.gov/hiv/
projects/respect-2>. For clients with identified risk behaviors, referral or rescheduling for
ongoing counseling should be considered.

Ensuring High-Quality HIV Prevention Counseling

All CTR providers should conduct routine, periodic assessments for quality assurance
to ensure that the counseling being provided includes the recommended, essential coun-
seling elements.

Supervisors must be aware of HIV prevention counseling goals and necessary coun-
selor skills. Supervisor and administrator support of HIV counseling models that focus on
personal risk reduction (distinct from provision of information) is critical to effective
counseling. Quality assurance for counseling should contain the following elements:


http://www.cdc.gov/hiv/projects/respect-2
http://www.cdc.gov/hiv/projects/respect-2

MMWR November 9, 2001

» Training and continuing education. Basic training in the use of >1 of the interactive
HIV prevention counseling models aimed at personal risk reduction is
recommended for counselors and supervisors. Counselors should know the
communities they serve and the available referral opportunities. They also might
benefit from formal training on a) transmission and prevention of HIV and other
sexually transmitted and bloodborne diseases, b) the natural history of HIV,
c) recognition and treatment of opportunistic infections, d) new therapeutic agents
used to treat HIV and AIDS, e) PCRS, f) prevention case management, and g) other
HIV prevention and support services available in the community (e.g., services
related to substance abuse assessment, cultural competence, adolescent
concerns, domestic abuse, and health concerns for gay or lesbian clients).
Additional training in specific counseling skills is also warranted (e.g., training on
how to facilitate groups for counselors conducting group sessions). For training
opportunities, providers or supervisors can contact their state health department’s
HIV/AIDS program office.

» Supervisor observation and immediate feedback to counselors. Direct
observation of counseling sessions can help ensure that objectives are being met
(80). Supervisors can perform this task periodically (with client consent). Sessions
might also be audiotaped (with client consent), or counseling can be demonstrated
through role-play scenarios between the counselor and supervisor. Observation
and feedback should be structured, and the outcome should be constructive, not
punitive. Supervisors should support positive elements of the prevention
counseling session and provide specific, constructive comments regarding content
areas needing improvement. Observation and feedback should be conducted
regularly for routine counseling. Staff discomfort with observation typically wanes
over time; many counselors report that the sessions are useful in enhancing skills.
When observation is offered routinely, clients seldom refuse to participate. A
suggested time frame for routine, direct observation of an HIV prevention
counselor by the supervisor is twice monthly for the first 6 months, monthly for the
second 6 months, and quarterly for counselors with >1 year of experience. After
observation, supervisors should provide feedback to counselors quickly,
preferably the same week. Observation and feedback forms used in research
studies of client-centered HIV prevention counseling are available at <http://
www.cdc.gov/hiv/projects/RESPECT/default.htm>.

 Periodic evaluation of physical space, client flow, and time concerns. Counseling
sessions should be conducted in a private space where discussion cannot be
overheard. Clients should not wait for long periods between testing and
counseling, and information could be provided during waiting times (e.g., through
videos). Periodic time-flow analyses or client surveys can be used to evaluate
adequacy of space, client flow, and length of waiting period.

* Periodic counselor or client satisfaction evaluations. Evaluations of client
satisfaction can ensure that counseling meets client needs. These evaluations also
can provide important feedback to counselors who otherwise might not see the
benefits of what they do. Evaluations can be brief. Surveys should address
whether specific counseling goals were met, the type of interaction (e.g.,”who
talked more, the counselor or the client?”), and, when applicable, specifics of
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development of the risk-reduction plan (e.g, “what was the behavior change step
that you agreed to work on?”). Linking client and counselor descriptions of a
particular session might be useful. Conducting such evaluations only occasionally
(e.g., for 1-2 weeks once or twice a year) decreases the programmatic burden and
is probably sufficient to identify problems. For more information, see Quality
Assurance and Evaluation of HIV CTR Services.

Case conferences. Regularly scheduled meetings of counselors allow supervisors
to understand counselors’ skills and areas that need improvement and can help
counselors learn techniques from their colleagues. Case conferences are an
opportunity for counselors to discuss specific or problematic questions asked by
clients, allowing providers to better understand the concerns facing clients who are
HIV-infected or at increased risk for HIV. Case conferences can help offset
counselor fatigue and “burn out” by providing a positive outlet for dealing with
difficult situations. Discussion might focus on a hard-to-address client or specific
elements (e.g., developing acceptable and practical risk-reduction plans with
clients who deny the magnitude of their HIV risk). Frequency of case conferences
should be balanced with client volume, with efforts made to meet at least monthly.

HIV TESTING

Characteristics and Applications of HIV Test Technologies

Only FDA-approved HIV tests should be used for diagnostic purposes. Routine screen-
ing in the United States for HIV-2 and HIV-1 group O infections is not generally recom-
mended unless geographic, behavioral, or clinical information indicates that infection
with these strains might be present. Several HIV test technologies have been approved
by FDA for diagnostic use in the United States. These tests enable testing of different
fluids (i.e., whole blood, serum, plasma, oral fluid, and urine) (Table). The available tech-
nologies

enable specimen collection procedures that are less invasive and more acceptable
than venipuncture, thus helping expand HIV testing into nontraditional settings
(with home sample collection tests, oral fluid tests, and urine-based tests) (25);

enable provision of HIV test results during a single visit at the time of testing (with
rapid tests) (720); and

increase the convenience of HIV testing (with home sample collection tests) (52 ).

The decision to adopt a particular test technology in a clinical or nontraditional setting
should be based on several factors, including

accuracy of the test,

client preferences and acceptability,

likelihood of client returning for results,

cost and mechanism for provider reimbursement,

ease of sample collection,



TABLE. Performance attributes and potential applications of HIV test technologies approved by the U.S.

Administration (FDA) for diagnostic use

Food and Drug

Specimen
(mode of Test Screening; Strains Provision

Test type collection) complexity*  confirmatory detected”  of results Advantages Potential settings

Standard HIVtest Serumor High Enzymeimmuno- HIV-1 HIV negative: + High sensitivity + Bloodscreening
plasma assay (EIA); and Test result at return » Rare false- » Various settings
(phlebotomy) Western blot HIV-2 visit (typically a few positives and populations

orimmuno- days to 1-2 weeks) » High-volume
fluorescence processing
assay (IFA) HIV positive: « Utility for testing
Confirmed result at for other conditions
return visit (e.g., sexually
transmitted
diseases [STDs])

Rapid test Serum, Moderate® Rapid EIA; Western HIV-1 HIV negative:  Convenience + Settings with low
plasma, blot/IFAT Test result at time of * Increased receipt return rates
wholeblood testing (typically of test results « Perinatal/labor
(phlebotomy, 10-60 minutes) » Useinurgent and delivery for
finger stick) medical circum- prophylaxis

HIV positive: stances (e.g., * Health-care
Preliminary positive postexposure settings for
test result at time of prophylaxis) decisions
testing;** confirmed regarding
result at return visit postexposure
prophylaxis

Home sample Dried blood High EIA; Western blot/ HIV-1 HIV negative: + Convenience + Qutreach settings

collection test'" spot IFA Testresult whenclient  « Anonymity « Community-based
(finger stick) telephones (typically « Privacy settings

3-7 days)

HIV positive:
Confirmed result when
clienttelephones

Conservation of
public resources

» Syringe exchange
programs

* Rural areas

» Settings serving
clients not at
increased risk

* Home
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TABLE. (Continued ) Performance attributes and potential applications of HIV test technologies approved by the U.S. Food and Drug

Administration (FDA) for diagnostic use

Specimen
(mode of Test Screening; Strains Provision
Test type collection) complexity*  confirmatory detected! of results Advantages Potential settings
Oral fluid Oralmucosal  High EIA; Oral mucosal HIV-1 HIV negative: * Noninvasive » Outreach settings
test transudate transudate Western Test result at return * Nontechnical * Community-based
(oral fluid blot visit (typically collection settings
collection 1-2 weeks) * Novenipuncture » Syringe exchange
device) » Decreased infectious programs
HIV positive: hazard * Drugtreatment
Confirmed result at « Utility in nonclinical centers
return visit settings » Adolescentand
school-based
clinics and
university health
centers
Urine-based Urine High EIA; Urine Western HIV-1 HIV negative: * Noninvasive « Qutreach settings
test (Urine cup) blot Test result at return « Nontechnical * Community-based

visit (typically
1-2 weeks)

HIV positive:

Test result at return
visit; further confirma-
tion by blood sample
recommended because
of lower specificity of
urine Western blot
compared with serum-
based Western blot/IFA

collection

* Novenipuncture

» Decreased infectious
hazard

» Utility in nonclinical
settings

« Utility for testing for
other conditions (e.g.,
STDs)

settings

» Syringe exchange
programs

* Drugtreatment
centers

» Adolescentand
school-based
clinics and
university health
centers

* Complexity of specimen collection and testing as categorized by the Clinical Laboratory Improvement Amendments (CLIA). (Schochetman G, George JR, eds. AIDS testing: a comprehensive
guide to technical, medical, social, legal, and management issues. 2 ed. New York, NY: Springer-Verlag, 1994.)

-+

All licensed enzyme immunoassays (EIAs) detect HIV-1, but not all detect HIV-2. EIAs that can detect HIV-1 and HIV-2 are required for blood donor screening and are recommended for diagnostic

screening only where HIV-2 infection is likely. No licensed confirmatory test exists for HIV-2. Although current tests detect most HIV-1 group O infections, few detect all such infections.

w

The one rapid test licensed by FDA, Abbott Murex Single Use Diagnostic System (SUDS) HIV-1 test (Abbott Laboratories, Inc., Abbott Park, lllinois) is classified as a moderate-complexity test

and requires on-site laboratory testing capability. Future rapid tests could be classified by CLIA as “waived” and not require on-site laboratory testing capability, depending on the expertise

required to perform the test correctly.
Future rapid tests might be able to be confirmed with a second rapid test to provide an immediate test result with high sensitivity, specificity, and predictive value comparable with EIA/Western

=

blot (Stetler HC, Granade TC, Nunez CA, et al. Field evaluation of rapid HIV serologic tests for screening and confirming HIV-1 infection in Honduras. AIDS 1997;11:369-75).

** Information on providing “preliminary” positive test results from a single rapid test is available elsewhere (CDC. Update: HIV counseling and testing using rapid tests—United States, 1995.
MMWR 1998;47:211-5).
' Home sample collection is different from home-use testing. FDA has approved home sample collection, but not home-use HIV test kits (Kassler WJ. Advances in HIV testing technology and
their potential impact on prevention. AIDS Educ Prev 1997;9[suppl B]:27-40).
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» complexity of laboratory services required for the test,
 availability of trained personnel, and

» FDA approval of the test.

Home Testing Versus Home Sample Collection

FDA has not approved home-use HIV test kits, which allow consumers to purchase a
test kit, collect a sample in private, and interpret their own HIV test results in a few
minutes. The Federal Trade Commission has warned that some home-use HIV test kits,
many of which are available on the Internet and in the “gray” market (i.e., unauthorized
imports), supply inaccurate results (727). These tests are different from FDA-approved
home sample collection kits (52 ), which allow consumers to purchase test kits, collect a
sample in private, send the sample to a laboratory for testing, and telephone for their HIV
test result, counseling, and referral.

HIV-2 and HIV-1 Group O Infections

Although most HIV infections in the United States are of HIV-1 group B subtype,
current EIAs can accurately identify infections with nearly all non-B subtypes and many
infections with group O HIV subtypes (722). Infections with HIV-2 and HIV-1 group O are
rare in the United States (723,724 ), and routine screening for these subtypes is not
generally recommended as part of diagnostic testing except in areas where several such
infections have been identified. Routine screening for HIV-2 might be appropriate in
certain populations where potential risk for HIV-2 infection is higher (e.g., in areas where
West African immigrants have settled) (725). Since June 1992, FDA has recommended
routine screening for antibody to HIV-2 (in addition to HIV-1) for all blood and plasma
donations (725). Clients with clinical, epidemiologic, or laboratory history that suggests
HIV infection and negative or indeterminate HIV-1 screening tests should receive further
diagnostic testing to rule out HIV infection, potentially including testing for HIV-1 non-B
subtypes (722) and HIV-2 (125).

Other Test Uses

Viral load and HIV-1 p24 antigen assays are not intended for routine diagnosis but
could be used in clinical management of HIV-infected persons in conjunction with clinical
signs and symptoms and other laboratory markers of disease progression. Although
HIV-1 p24 antigen assays are used for routine screening in blood and plasma centers,
routine use for diagnosing HIV infection has been discouraged because the estimated
average time from detection of p24 antigen to detection of HIV antibody by standard EIA
is 6 days, and not all recently infected persons have detectable levels of p24 antigen
(126).

Interpreting HIV Test Results

Standard Testing Algorithm

HIV-1 testing consists of initial screening with an EIA to detect antibodies to HIV-1.
Specimens with a nonreactive result from the initial EIA are considered HIV-negative
unless new exposure to an infected partner or partner of unknown HIV status has
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occurred. Specimens with a reactive EIA result are retested in duplicate. If the result of
either duplicate test is reactive, the specimen is reported as repeatedly reactive and
undergoes confirmatory testing with a more specific supplemental test (e.g., Western
blot or, less commonly, an immunofluorescence assay [IFA]). Only specimens that are
repeatedly reactive by EIA and positive by IFA or reactive by Western blot are consid-
ered HIV-positive and indicative of HIV infection. Specimens that are repeatedly EIA-
reactive occasionally provide an indeterminate Western blot result, which might
represent either an incomplete antibody response to HIV in specimens from infected
persons or nonspecific reactions in specimens from uninfected persons (727). Although
IFA can be used to resolve an indeterminate Western blot sample, this assay is not widely
used. Generally, a second specimen should be collected >1 month later and retested for
persons with indeterminate Western blot results. Although much less commonly avail-
able, nucleic acid testing (e.g., viral RNA or proviral DNA amplification method) could
also help resolve an initial indeterminate Western blot in certain situations. A small
number of tested specimens might provide inconclusive results because of insufficient
quantity of specimen for the screening or confirmatory tests. In these situations, a sec-
ond specimen should be collected and tested for HIV infection.

Modified Testing Algorithms

FDA has licensed only one rapid test, but modified testing algorithms are anticipated
when additional rapid HIV tests are approved. If >2 sensitive and specific rapid HIV tests
became available, one positive rapid test could be confirmed with a different rapid test.
This combination has provided positive predictive value compared with the EIA/Western
blot or IFA algorithm (728). However, no such algorithms have been adequately
assessed or approved for diagnostic use in the United States.

Positive HIV Test Results

An HIV test should be considered positive only after screening and confirmatory tests
are reactive. A confirmed positive test result indicates that a person has been infected
with HIV. False-positive results when both screening and confirmatory tests are reactive
are rare. However, the possibility of a mislabeled sample or laboratory error must be
considered, especially for a client with no identifiable risk for HIV infection. HIV-vaccine—
induced antibodies may be detected by current tests and may cause a false-positive
result. Persons whose test results are HIV-positive and who are identified as vaccine trial
participants should be encouraged to contact or return to their trial site or an associated
trial site for HIV CTR services.

Negative HIV Test Results

Because a negative test result likely indicates absence of HIV infection (i.e., high
negative predictive value), a negative test need not be repeated in clients with no new
exposure in settings with low HIV prevalence. For clients with a recent history of known
or possible exposure to HIV who are tested before they could develop detectable anti-
bodies (729,130), the possibility of HIV infection cannot be excluded without follow-up
testing (29). A false negative result also should be considered in persons with a negative
HIV-1 test who have clinical symptoms suggesting HIV-1 infection or AIDS. Additional
testing for HIV-2 and HIV-1 group O infection might be appropriate for these persons.



32 MMWR November 9, 2001

Indeterminate HIV Test Results

Most persons with an initial indeterminate Western blot result who are infected with
HIV-1 will develop detectable HIV antibody within 1 month (727,131,132). Thus, clients
with an initial indeterminate Western blot result should be retested for HIV-1 infection >1
month later.* Persons with continued indeterminate Western blot results after 1 month
are unlikely to be HIV-infected and should be counseled as though they are not infected
unless recent HIV exposure is suspected.

Nucleic acid tests for HIV DNA or RNA exist, but are not approved by FDA for diagnos-
tic purposes and are not generally recommended for resolving indeterminate Western
blot results. However, in consultation with clinical and laboratory specialists, nucleic acid
testing (if available) might also be useful for determining infection status among persons
with an initial indeterminate Western blot result.

Informing Clients of Test Results

Because low rates of return for test results occur in many settings offering HIV CTR
(133), providers should work to ensure that clients tested for HIV infection receive their
test results, particularly HIV-infected clients who might benefit from earlier entry into
care and initiation of antiretroviral therapy. Reducing barriers to testing can maximize
the number and proportion of persons tested for HIV who receive their test results in a
timely manner (see Addressing Barriers to HIV Testing). Adoption of new HIV test tech-
nologies and alternative methods of providing HIV-negative test results should be con-
sidered when face-to-face rates of return for test results are low. Strict confidentiality of
the receipt of the HIV test and the HIV test result must be maintained, regardless of the
method used. Providers unable to locate clients who do not return for test results should
seek support from their local or state health department.

Because knowledge of HIV status is a critical HIV prevention strategy and essential
for entry into care, providers should stress to clients the importance of returning to
receive their test results and establish a plan for doing so with the client. Reminder
systems might be useful. Using alternate HIV test technologies might increase the per-
centage of tested persons who learn their HIV status.

Providing Test Results by Telephone

Many clinicians routinely notify clients of negative test results for various diseases
and conditions by means other than face-to-face (e.g., by telephone). They also ask
clients to return to discuss positive test results that might indicate potential life-
threatening illnesses. This strategy can also be applied, under limited circumstances, to
notifying clients of their HIV test results. Face-to-face provision of HIV test results is
strongly encouraged for HIV-infected clients and HIV-uninfected clients at increased risk
who might benefit from HIV prevention counseling and referral to medical, preventive,
and support services. Providing uninfected clients who are not at increased risk the
option of receiving HIV test results and counseling by telephone — with the understand-
ing that provider assurance of client confidentiality is of paramount importance — might
be appropriate. Limited research indicates that offering clients the option of contacting

* Studies on repeat testing for persons with indeterminate Western blot results have not
included pregnant women (see Revised Recommendations for HIV Screening of Pregnant
Women ).
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the provider by telephone to receive negative HIV results might increase rates of receipt
of results, satisfy client preferences for options, and preserve setting resources without
apparent adverse consequences (52,7117,118). Although no published research exists
regarding use of telephones for providing positive HIV test results with most HIV test
technologies, limited experience exists on using this method to provide HIV-positive test
results for home sample collection testing (52).

Providing Test Results During the Initial Visit Through Rapid Tests

More clients receive their HIV test results with rapid tests because results can be
provided at the testing visit (720 ). Rapid test technology could be useful in urgent medi-
cal circumstances (e.g., when decisions must be made regarding postexposure prophy-
laxis) and in nontraditional settings with low return rates (e.g., community-based or
outreach settings).

During the initial visit, the provider can definitively tell clients who have had a single
rapid HIV test with negative results that they are not infected (720 ), except when retest-
ing might be indicated because of recent known or possible exposure to HIV. A reactive
rapid HIV test result should be considered preliminary until the completion of confirma-
tory testing, and results should be carefully communicated to the client because of the
possibility of a false-positive result.

The likelihood that a positive screening test truly indicates the presence of HIV infec-
tion decreases as HIV prevalence in the tested population becomes lower. Therefore,
false-positive HIV test results are more likely in settings where the tested population
prevalence is lower than in settings where the tested population prevalence is higher.
When a preliminary, positive rapid test is explained to clients, phrases like “a good
chance of being infected” or “very likely infected” can be used to indicate the likelihood
of HIV infection and qualified based on the HIV prevalence in the setting and the client’s
individual risk (720 ). Further testing is always required to confirm a reactive screening
test result.

Follow-up Testing in Clients with Negative HIV Test Results

A negative HIV test usually indicates the absence of HIV infection (29). Because
recent infection cannot be excluded without follow-up testing (see Negative HIV Test
Results), the appropriate timing and frequency for follow-up testing among clients with
negative HIV test results has not been firmly established. Providers should consider the
following factors related to individual client needs when recommending the timing and
frequency for follow-up HIV testing:

* Timing of the last potential exposure.
* Probability of HIV infection given type of exposure.
» Presence or likelihood of ongoing risk behavior.

* Likelihood of returning for follow-up HIV testing, prevention counseling, and
referral.

* Client anxiety.
» Provider andclient relationship.

* Resource constraints.
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Recent Exposure

Follow-up testing might be appropriate for clients who have negative test results but
who have not had time to develop detectable antibody after a recent documented occu-
pational (54) or nonoccupational (sexual or needle-sharing) (55) exposure to HIV-
infected persons or persons at increased risk for HIV with unknown HIV status. The timing
of follow-up testing should provide assurance that the exposure did not lead to infection.
Follow-up testing should be conducted in a timely manner so clients identified as HIV-
infected can receive appropriate antiretroviral treatment and prevention and support
services as soon as possible.

Single Possible or Known Exposure

Most infected persons will develop detectable HIV antibody within 3 months of expo-
sure (126). If the initial negative HIV test was conducted within the first 3 months after
exposure, repeat testing should be considered >3 months after the exposure occurred to
account for the possibility of a false-negative result. If the follow-up test is nonreactive,
the client is likely not HIV-infected. However, if the client was exposed to a known HIV-
infected person or if provider or client concern remains, a second repeat test might be
considered >6 months from the exposure. Rare cases of seroconversion 6-12 months
after known exposure have been reported (734 ). Extended follow-up testing beyond 6
months after exposure to account for possible delayed seroconversion is not generally
recommended and should be based on clinical judgment and individual clients
needs (54).

Ongoing Exposure

Persons with continued HIV risk behavior pose a special challenge for follow-up test-
ing. In some settings, clients with ongoing risk represent a substantial proportion of those
receiving HIV CTR. In most circumstances, follow-up HIV testing should be recommended
periodically for clients with ongoing risk behavior. Follow-up testing would monitor the
client’s HIV status, but also promote continued client contact, opportunities for HIV pre-
vention counseling (see Additional Counseling Considerations for Special Situations),
and referral to additional preventive and support services.

No Identifiable Risk

In general, persons with no recent identifiable risk for HIV infection should receive
additional HIV prevention counseling and follow-up testing when requested. Efforts should
be made to understand why these clients repeatedly seek follow-up testing. These cli-
ents should be considered for in-depth prevention counseling and referral to support
services, where appropriate.

Special Considerations

General recommendations for follow-up testing might not be applicable in all circum-
stances. In certain circumstances (e.g., when persons are simultaneously exposed to
hepatitis C virus and HIV [54 ] and when persons have received HIV vaccines), guidance
should be provided only after consultation with specialists.
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Addressing Barriers to HIV Testing

Knowledge of HIV infection status can benefit the health of individual persons and the
community. Thus, HIV testing should be as convenient as possible to promote client
knowledge of HIV infection status. Efforts should be made to remove or lower barriers to
HIV testing by ensuring that

* testingis accessible, available, and responsive to clientand community needs and
priorities;

« anonymous and confidential HIV testing are available;

» thetesting process considerstheclient’s culture, language, sex, sexual orientation,
age, and developmental level; and

» confidentiality is maintained (see Principles of HIV Counseling, Testing, and
Referral).

Acceptance of HIV testing is reportedly lower when clients have been tested previ-
ously and are fearful of their ability to cope with their test results (772,713). Testing is
more likely to be accepted when

+ clients perceive their own HIV risk and acknowledge behaviors placing them at
increased risk (135);

* testing is voluntary and routinely offered to clients rather than clients having to
request it (773,136);

 protections for client confidentiality are in place (113,137 );

* anonymous testing is available (713,138);

« alternate HIV test technologies are offered to clients (26 );

» providers recommend testing as part of appropriate medical care (739,740); and

» providers (747) and clients (713) perceive HIV counseling and testing to be
beneficial for early diagnosis and prevention purposes.

Ensuring High-Quality Testing

Testing activities should be coordinated with state and local laboratories to ensure
high-quality HIV testing through proper specimen collection, storage, and transport. Labo-
ratory errors most often occur in the preanalytic (i.e., specimen collection, labeling, trans-
porting, processing, and storing) and postanalytic steps of testing (i.e., results validation
and reporting) ( 142-144 ) rather than during the test itself. Laboratories performing HIV
testing must be enrolled in proficiency testing programs and conduct activities in accor-
dance with regulatory standards outlined by the Clinical Laboratory Improvement
Amendments (CLIA) of 1988 (745 ). Many states have additional licensing requirements
for laboratories conducting diagnostic HIV testing.
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HIV REFERRAL

Definition of Referral

In the context of HIV prevention counseling and testing, referral is the process by
which immediate client needs for care and supportive services are assessed and priori-
tized and clients are provided with assistance (e.g., setting up appointments, providing
transportation) in accessing services. Referral should also include follow-up efforts nec-
essary to facilitate initial contact with care and support service providers.

In this context, referral does not include ongoing support or management of the
referral or case management. Case management is generally characterized by an ongo-
ing relationship with a client that includes comprehensive assessment of medical and
psychosocial support needs, development of a formal plan to address needs, substantial
assistance in accessing referral services, and monitoring of service delivery.

Typical Referral Needs

Clients should be referred to services that are responsive to their priority needs and
appropriate to their culture, language, sex, sexual orientation, age, and developmental
level. Examples of these services include

* Prevention case management. Clients with multiple and complex needs that affect
their ability to adopt and sustain behaviors to reduce their risk for transmitting or
acquiring HIV should receive or be referred for prevention case management
services, including ongoing prevention counseling (28). Prevention case
management can help coordinate diverse referral and follow-up concerns.

* Medical evaluation, care, and treatment. HIV-infected clients should receive or be
referred to medical services that address their HIV infection (including evaluation
of immune system function and screening, treatment, and prevention of
opportunisticinfections) (23,29-32,53 ). Screening and prophylaxis for opportunis-
tic infections and related HIV-conditions (e.g., cervical cancer) are important for
HIV-infected persons. In addition, coinfection with HIV and communicable diseases
(e.g., TB, STDs, and hepatitis) can, if untreated, pose a risk to susceptible
community members. Thus, providers of HIV testing should be familiar with
appropriate screening tests (e.g., TB), vaccines (e.g., hepatitis A and B), STD and
prophylactic TB treatment, and clinical evaluation for active TB disease to ensure
that these communicable diseases are identified early and appropriate clinical
referrals are made, even if clients forego outpatient HIV treatment.

* Partner counseling and referral services. Persons with HIV-positive test results
should receive or be referred to services to help them notify their sex or injection-
drug-equipment-sharing partners or spouses regarding their exposure to HIV and
how to access CTR. Guidelines for PCRS are available (27).

* Reproductive health services. Female clients who are pregnant or of childbearing
age should receive or be referred to reproductive health services. HIV-infected
pregnant women should be referred to providers who can provide prevention
counseling and education, initiate medical therapy to prevent perinatal
transmission, and provide appropriate care based on established treatment
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guidelines (see Revised Recommendations for HIV Screening of Pregnant
Women ).

* Drug or alcohol prevention and treatment. Clients who abuse drugs or alcohol
should receive or be referred to substance or alcohol abuse prevention and
treatment services.

» Mental health services. Clients who have mentalillness, developmental disability,
or difficulty coping with HIV diagnosis or HIV-related conditions should receive or
be referred to appropriate mental health services.

» Legal services. Clients who test positive should be referred to legal services as
soon as possible after learning their test result for counseling on how to prevent
discrimination in employment, housing, and public accommodation by only
disclosing their status to those who have a legal need to know.

» STD screening and care. Clients who are HIV-infected or at increased risk for HIV
are at risk for other STDs and should receive or be referred for STD screening and
treatment (746).

» Screening and treatment for viral hepatitis. Many clients who are HIV-infected or
atincreased risk for HIV are at increased risk for acquiring viral hepatitis (A, B, and
C). Men who have sex with men and IDUs should be vaccinated for hepatitis A. All
clients without a history of hepatitis B infection or vaccination should be tested for
hepatitis B, and if not infected, should receive or be referred for hepatitis B
vaccination. In addition, clients who inject drugs should be routinely recommended
testing for hepatitis C. All clients who are infected with hepatitis viruses should be
referred for appropriate treatment. Further guidance is available (30,32).

» Other services. Clients might have multiple needs that can be addressed through
other HIV prevention and support services (e.g., assistance with housing, food,
employment, transportation, child care, domestic violence, and legal services).
Addressing these needs can help clients access and accept medical services and
adopt and maintain behaviors to reduce risk for HIV transmission and acquisition.
Clients should receive referrals as appropriate for identified needs.

Implement and Manage Referral Services

Clients should receive help accessing and completing referrals, and completion of
referrals should be verified. In the context of HIV prevention counseling and testing, the
following elements should be considered essential to the development and delivery of
referral services (99).

Assess Client Referral Needs

Providers should consult with the client to identify essential factors that a) are likely to
influence the client’s ability to adopt or sustain behaviors to reduce risk for HIV transmis-
sion or acquisition or b) promote health and prevent disease progression. Assessment
should include examination of the client’s willingness and ability to accept and complete
a referral. Service referrals that match the client’s self-identified priority needs are more
likely to be successfully completed than those that do not (747 ). Priority should be placed
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on ensuring that HIV-infected clients are assessed for referral needs related to medical
care, PCRS, and prevention and support services aimed at reducing the risk for further
transmission of HIV. When a provider cannot make appropriate referrals or when client
needs are complex, clients should be referred to a case management system.

Plan the Referral

Referral services should be responsive to clients’ needs and priorities and appropri-
ate to their culture, language, sex, sexual orientation, age, and developmental level. In
consultation with clients, providers should assess and address any factors that make
completing the referral difficult (e.g., lack of transportation or child care, work schedule,
cost). Research has indicated that referrals are more likely to be completed if services
are easily accessible to clients (747).

Help Clients Access Referral Services

Clients should receive information necessary to successfully access the referral ser-
vice (e.g., contact name, eligibility requirements, location, hours of operation, telephone
number). Research has indicated that providing assistance (e.g., setting an appointment,
addressing transportation needs) for some clients promotes completion of referrals
(748). Clients must give consent before identifying information to help complete the
referral can be shared. Outreach workers and peer counselors/educators can be an
important and effective resource to help clients identify needs and plan successful refer-
rals (749). Referrals are more likely to be completed after multiple contacts with out-
reach workers (747).

Document Referral and Follow-Up

Providers should assess and document whether the client accessed the referral ser-
vices. If the client did not, the provider should determine why; if the client did, the provider
should determine the client’s degree of satisfaction. If the services were unsatisfactory,
the provider should offer additional or different referrals. Documentation of referrals
made, the status of those referrals, and client satisfaction with referrals should help
providers better meet the needs of clients. Information obtained through follow-up of
referrals can identify barriers to completing the referral, responsiveness of referral
services in addressing client needs, and gaps in the referral system.

Ensure High-Quality Referral Services

Providers of referral services should know and understand the service needs of their
clients, be aware of available community resources, and be able to provide servicesin a
manner appropriate to the clients’ culture, language, sex, sexual orientation, age, and
developmental level, given local service system limitations.

Education and Support of Staff Members

Staff members providing referral services must understand client needs, have skills
and resources to address these needs, have authority to help the client procure services,
and be able to advocate for clients.

Training and Education. Providers should ensure that staff members receive
adequate training and continuing education to implement and manage referrals. Training
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and education should address resources available and methods for managing referrals,
as well as promote understanding of factors likely to influence the client’s ability and
willingness to use a referral service (e.g., readiness to accept the service, competing
priorities, financial resources). Referrals are more likely to be completed when a pro-
vider is able to correctly evaluate a client’s readiness to adopt risk-reducing behaviors
(747). Research has indicated that cross-training increases knowledge and understand-
ing of community resources among providers and can indicate gaps in services (7148).

Authority. Staff members providing referrals must have the authority necessary to
accomplish a referral. Supervisors must ensure that staff members understand referral
policy and protocol and have the necessary support to provide referrals. This requires
the authority of one provider to refer to another (e.g., through memoranda of agree-
ment) or to obtain client consent for release of medical or other personal information.

Advocacy. Staff members who negotiate referrals must possess knowledge and skills
to advocate for clients. Such advocacy can help clients obtain services by mediating
barriers to access to services and promoting an environment in which providers are
better informed regarding the needs and priorities of their clients.

Provider Coordination and Collaboration

Providers should develop and maintain strong working relationships with other pro-
viders and agencies that might be able to provide needed services. Providers who offer
HIV prevention counseling and testing but not a full range of medical and psychosocial
support services should develop direct, clearly delineated arrangements with other pro-
viders who can offer needed services. Coordination and collaboration promotes a shared
understanding of the specific medical and psychosocial needs of clients requiring ser-
vices, current resources available to address these needs, and gaps in resources.

Memoranda of agreement or other forms of formal agreement are useful in outlining
provider/agency relationships and delineating roles and responsibilities of collaborating
providers in managing referrals. When confidential client information is shared between
coordinating providers, such formal agreements are essential. These agreements should
be reviewed periodically and modified as appropriate.

Referral Resources

Knowledge of available support services is essential for successful referrals. When
referral resources are not available locally, providers should identify appropriate
resources and link clients with them. A resource guide should be developed and main-
tained to help staff members make appropriate referrals (Box 7). Information regarding
community resources can be obtained from local health planning councils, consortia, and
community planning groups. Local, state, and national HIV/AIDS information hotlines or
websites (e.g., NPIN), community-based health and human service providers, and state
and local public health departments can also provide information.

HIV CTR SERVICES IN NONTRADITIONAL SETTINGS

CTR should be provided in community-based and outreach settings as well as clinical
settings. Data from publicly supported CTR programs have indicated that doing so could
promote use of these services by persons at increased risk for HIV. When HIV CTR are not
readily available, accessible, or acceptable, persons at increased risk might not take
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BOX 7. Contents of a referral resource guide

For each resource, the referral resource guide should specify the following:
* Name of the provider or agency

» Range of services provided
* Targetpopulation
« Service area(s)

» Contact names and telephone and fax numbers, street addresses, e-mail
addresses

* Hours of operation
* Location

+ Competence in providing services appropriate to the client’s culture, language,
sex, sexual orientation, age, and developmental level

» Cost for services and acceptable methods of payment

« Eligibility

* Application materials

« Admission policies and procedures

» Directions, transportation information, and accessibility to public transportation

» Client satisfaction with services

advantage of them. Expanding CTR into nontraditional settings can be accomplished
through partnership with community-based service providers and use of new, FDA-
approved HIV test technologies that offer portability, less-invasive sample collection,
less-complex sample collection and processing, and reduced biohazard. To ensure effec-
tive CTR that is responsive to client needs, providers should develop and implement
written quality assurance protocols and procedures specifically for services provided in
nontraditional settings.

Privacy and Confidentiality

Ensuring clients’ privacy and confidentiality during CTR is essential, but could present
unique challenges in some nontraditional settings. Confidentiality can more easily be
breached in settings where clients and providers can be seen or heard by others. Sug-
gested strategies for maintaining privacy and confidentiality in nontraditional settings
include the following:

* Use a separated area in a mobile van.

* Useroomswith locking doors.
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* Mark a specific room with a “do not disturb” or “occupied” sign.

» Designate an area in the setting that provides physical privacy.

* In parks and similar locations, seek areas with as much privacy as possible.

* Provide counseling and testing servicesinthe client’'s home or other secure setting.

* Have clients return to the setting to receive test results and counseling and
referral.

Informed Consent

Staff members providing CTR services should be sensitive to barriers that can inter-
fere with obtaining true informed consent, including alcohol and drug use, mental illness,
and peer pressure in venues where persons congregate or socialize. Suggested strate-
gies for obtaining informed consent in nontraditional settings include the following:

* Schedule an appointment to test at a later date/time.
* Follow up at a later time with the client if contact information is available.
* Read the informed consent form to the client.

» Use verbal prompts to ensure that the client understands information in the
informed consent form.

Counseling

Staff members working in community-based and other nontraditional settings should
know and use risk-screening strategies to determine whether HIV prevention counseling
should be recommended. Staff members should be trained in HIV prevention counseling
or other approaches aimed at personal HIV risk reduction. When appropriate (e.g., among
IDUs), information regarding other STDs and bloodborne diseases should be incorpo-
rated into the counseling sessions (29,30 ).

Testing

The decision to offer HIV testing in nontraditional settings should be based on several
factors, including availability of resources and feasibility of providing test results and
follow-up. In some cases, referral to other providers is appropriate. The selection of a
specific HIV test technology should be based on logistical issues (e.g., field conditions
related to collection, transport, and storage of specimens; worker safety; and the likeli-
hood that clients will receive HIV test results). Providers must understand the extent to
which field conditions can affect specimens (e.g., extreme temperatures or time lapse
from collection to processing). Test specimens should be collected, stored, and trans-
ported according to manufacturer instructions.

Provision of Test Results

Clear protocols for provision of test results and prevention counseling should be
developed. The following strategies might be useful in ensuring the provision of results in
nontraditional settings:
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» Provide a telephone number that clients can call to receive test results.

» Make an appointment with the client at the time of testing to receive results.
* Provide incentives (e.g., food certificates, hygiene kits, food).

* Return to a site on a regularly scheduled basis.

* Provide reminders when contact information is available.

Referral

Staff members working in community-based and outreach settings should be trained
to implement and manage referrals. Providers should establish appropriate collabora-
tive relationships for referrals. Arranging for PCRS staff members or case managers to
be available to clients at the time test results are provided might help promote referral.

Record Keeping

Maintaining the confidentiality of client records is critical. Providers should develop
written protocols for record keeping that address transport of client records to and from
outreach venues. Strategies to maintain confidentiality of client records in nontraditional
settings include the following:

* Return all client records to the office immediately after the CTR session.
» Use codes or unique identifiers rather than client names.
» Store all records in a secured area (e.g., locked file drawers).

* Provide option of anonymous counseling and testing as well as confidential
counseling and testing.

» Verify identity of client (e.g., match client signature with that provided for informed
consent or check identification card) when providing test results.

» Store paperwork in a lockbox while in outreach settings.

« Password protect and encrypt electronically stored client records.

Where allowed by state/local statute, clients can choose anonymous HIV testing.
Procedures to ensure client anonymity (i.e., no indication of testing in the client’s record
and no recording of personal identifying information on laboratory requests) should be
developed. Even when staff members providing CTR services know the client (including
name and locating information) from other activities, the client’s right to be tested anony-
mously should be protected.

Staff Safety

Providing services in outreach settings (e.g., bars, parks) might compromise staff
safety, which must be considered in development of outreach protocols. Appropriate
training and precautions (e.g., working in teams) should be developed in planning ser-
vices in nontraditional settings.
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QUALITY ASSURANCE AND EVALUATION
OF HIV CTR SERVICES

Quality Assurance

Written quality assurance protocols should be developed, made available to all staff
members providing CTR services, and routinely implemented. All staff members should
receive training and orientation regarding quality assurance. For information specific to
ensuring high-quality CTR services, see Ensuring High-Quality HIV Prevention Counsel-
ing, Ensuring High-Quality Testing, and Ensuring High-Quality Referral Services. Quality
assurance activities should address the following:

» Accessibility of services (e.g., hours of operation, location, availability of supplies
and materials such as brochures, posters, test kits, safe injection materials,
condoms, or lubricant).

» Compliance with written protocols for provision of service to an individual client
(e.g., appropriate counseling protocols, timely return of HIV test results, referral for
services responsive to client’s priority needs).

» Services and materials appropriate to the client’s culture, language, sex, sexual
orientation, age, and developmental level.

 Staff performance/proficiency (e.g., competence, skills, credentials, and training).
» Supervision of staff members, including routine, timely feedback.
» Compliance with program guidelines and performance standards.

» Appropriateness of services to client needs, measured with client satisfaction tools
(e.g., surveys or suggestion boxes).

» Record-keeping procedures, including confidentiality and security.
« Community resources (availability and collaborative arrangements).
» Collection, handling, and storage of specimens.

» Assurance of adequate funding and institutional support for CTR services.

Evaluation

CTR services should be continually evaluated to improve services to clients and pro-
vide accountability to stakeholders (750,151 ). Evaluation should be interactive, involv-
ing individual persons and organizations affected by the services (750 ). In public health
settings, the community goals outlined in community health planning processes and
other relevant local planning processes could be incorporated.

Providers should identify the key, relevant program goals and objectives that reflect
services to the program, community, and client, and then determine what data are needed
to evaluate those goals and objectives. Information obtained from the evaluation should
be used to plan and prioritize provision of CTR services within a setting. For example,
information from the HIV Counseling and Testing System (733) or locally available
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sources could be used during local community planning (e.g., HIV prevention community
planning) to help develop or revise an HIV/AIDS prevention plan or describe who needs
services. If resources for evaluation are limited, comprehensive evaluations (e.g., exam-
ining outcome or impact) might not be possible. However, even with limited resources,
providers can conduct meaningful evaluations by focusing on relevant local
outcomes (82).

Data

Data collected should have a clear, anticipated use and should not be the focus of or
interfere with provision of CTR services. Data should be used to evaluate the extent to
which the goals of CTR and locally defined service outcomes (e.g., targeted return rates,
knowledge of HIV infection status, proportion of successful referrals) are met. Although
sound data are essential for evaluation of services, the primary purpose of each visit
should be to provide the best possible service to the client. Data should be recorded
outside the time reserved for CTR discussions between the provider and the client.
Clients could complete a questionnaire or intake information form on admission, provid-
ers could complete the forms immediately after meeting with a client, or acombination of
the two approaches could be used.

Data collection methods should be compatible with the evaluation needs and priori-
ties of the CTR setting and locally defined service outcomes. Data should be collected
with a standard collection instrument throughout the program. Simple data collection
instruments (e.g., intake forms, medical record reviews) should be developed so data
can be collected unobtrusively as part of the provision of services.

Publicly funded CTR sites collect data on client demographic characteristics, risk
behavior/exposure category, test acceptance, and type of site where service is provided
(7133). Most sites record the date of visit, anonymous or confidential test status, previous
test result, current test result, and return for current test result for each client encounter.
Additional data can be useful for evaluation of services, including date of previous test,
type of current test (e.g., standard, rapid, oral fluid), risk-reduction plan summary, infor-
mation relevant to any referrals made (e.g., provider and service description, informa-
tion and materials provided, whether an appointment was made), whether the referral
was received, type of service provided, dates when services were provided, and other
relevant information (e.g., follow-up required, additional service needs).

Confidentiality

Any data collected or recorded must be collected or recorded in a manner that en-
sures the confidentiality of the client. Clear procedures and protocol manuals must be
developed and used.

Ensuring High-Quality Evaluation

» The system used to collect the information must be monitored periodically to
ensure data quality, which depends on the cooperative efforts of all persons
providing CTR services. Periodically, data collection systems should check records
at each level of the data-collection process to ensure that information is recorded
consistently and completely.
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» Adequatetraininginthe use of data collection instruments should be provided to all
staff members to ensure that the evaluation process is not interfering with the
provision of high-quality CTR services.

* The information assembled during the evaluation process should be analyzed and
reported in atimely mannerto individual persons and organizations affected by the
service.

* Information and feedback gained during the evaluation process should be used to
improve the services offered by the site to the client.

CONCLUSION

Advances in HIV prevention and medical treatment increase the importance of HIV
CTR services. Prevention counseling and knowledge of HIV status can help persons who
are HIV-infected or at increased risk for HIV infection reduce their risk for transmitting or
acquiring HIV infection. Referral can help persons access relevant medical, preventive,
and psychosocial support services to reduce their risk for transmitting or acquiring HIV
infection. These guidelines recommend how CTR can be provided to clients who could
most benefit from these services across various settings and client populations.

ADDITIONAL RESOURCES
Additional information on HIV CTR can be obtained from the following sources:
» CDC’'s National Center for HIV, STD, and TB Prevention website at <http://
www.cdc.gov/nchstp/od/nchstp.html>.
« CDC National AIDS Hotline in English, (800) 342-2437.
» CDC National AIDS Hotline in Spanish, (800) 344-7432.
« CDC National AIDS Hotline TTY, (800) 243-7889.
» CDC National STD Hotline, (800) 227-8922.

+ CDC’s National Prevention Information Network at <http://www.cdcnpin.org> or
(800) 458-5231 (information available in English and Spanish).

» HIV/AIDS Treatment Information Service at <http://www.hivatis.org> or (800) 448-
0440 (information available in English and Spanish).

« AIDS Clinical Trials Information Service at <http://www.actis.org> or (800) 874-
2572 (information available in English and Spanish).

» National Clinicians’ Post-Exposure Prophylaxis Hotline at <http://pepline.ucsf.edu/
PEPline> or (888) 448-4911.
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Glossary

AIDS: Acquired immunodeficiency syndrome. AIDS can affect the immune and central
nervous systems and can result in neurological problems, infections, or cancers. It is
caused by human immunodeficiency virus (HIV).

Anal sex: A type of sexual intercourse in which a man inserts his penis in his partner’s
anus. Anal sex can be insertive or receptive.

Anonymous: In anonymous testing, client identifying information is not linked to testing
information, including the request for tests or test results.

Antiretroviral therapy: Treatment with drugs designed to prevent HIV from replicating in
HIV-infected persons. Highly active antiretroviral therapy (HAART) is an antiretroviral
regimen that includes multiple classifications of antiretroviral drugs.

Client-centered HIV prevention counseling: An interactive risk-reduction counseling
model usually conducted with HIV testing, in which the counselor helps the client
identify and acknowledge personal HIV risk behaviors and commit to a single, achiev-
able behavior change step that could reduce the client’s HIV risk.

Confidentiality: Pertains to the disclosure of personal information in a relationship of
trust and with the expectation that it will not be divulged to others in ways that are
inconsistent with the original disclosure. Confidentiality must be maintained for per-
sons who are recommended and/or who receive HIV counseling, testing, and refer-
ral (CTR) services.

Confidential HIV test: An HIV test for which a record of the test and the test results are
recorded in the client’s chart.

Confirmatory test: A highly specific test designed to confirm the results of an earlier
(screening) test. For HIV testing, a Western blot or, less commonly, an immunofluo-
rescence assay (IFA) is used as a confirmatory test.

EIA: Enzyme immunoassay. Sometimes referred to as ELISA (see next definition). A
commonly used screening test to detect antibodies to HIV.

ELISA: Enzyme-linked immunosorbent assay. A type of EIA (see previous definition). A
commonly used screening test to detect antibodies to HIV.

Evaluation: A process for determining how well health systems, either public or
private, deliver or improve services and for demonstrating the results of resource
investments.

False negative: A negative test result for a person who is actually infected.

False positive: A positive test result for a person who is actually not infected.
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Freestanding HIV test site: A site that provides only HIV services. Sometimes
referred to as alternate test site or anonymous test site.

HIV: Human immunodeficiency virus, which causes AIDS. Several types of HIV exist,
with HIV-1 being the most common in the United States.

HIV test: More correctly referred to as an HIV antibody test, the HIV test is a laboratory
procedure that detects antibodies to HIV, rather than the virus itself.

HIV prevention counseling: An interactive process between client and counselor aimed
at reducing risky sex and needle-sharing behaviors related to HIV acquisition (for
HIV-uninfected clients) or transmission (for HIV-infected clients). See also client-
centered HIV prevention counseling.

Home sample collection test: A test that a consumer purchases and uses to collect blood
(or other bodily fluid) and then send it out for testing. Counseling and test results are
typically provided by telephone using user-generated codes to ensure confidential-
ity and anonymity.

Incidence: In epidemiology, the number of new cases of infection or disease that occurin
a defined population within a specified time.

Indeterminate test result: A possible result of a Western blot, which might represent a
recent HIV infection or a false-positive.

Information: In the context of HIV counseling, information encompasses the topics HIV
transmission and prevention and the meaning of HIV test results.

Informed consent: The legally effective permission of a client or legally authorized repre-
sentative (e.g., parent or legal guardian of a minor child) to undergo a medical test or
procedure.

Negative predictive value: A negative predictive value estimates the probability that a
person with a negative diagnostic test result will actually not be infected.

Nonoccupational HIV exposure: A reported sexual, injection-drug—use, or other non-
occupational HIV exposure that might put a patient at high risk for acquiring HIV
infection.

Nucleic acid amplification testing: A type of testing that identifies viral genes (e.g., spe-
cific sequences of nucleic acids) using gene amplification technologies such as poly-
merase chain reaction (PCR).

Occupational HIV exposure: An occupational exposure to HIV that occurs during the
performance of job duties. Defined as a percutaneous injury (e.g., a needlestick or
cut with a sharp object), contact of mucous membranes, or contact of skin (especially
when the exposed skin is chapped, abraded, or afflicted with dermatitis or the con-
tact is prolonged or involving an extensive area) with blood, tissues, or other body
fluids to which universal precautions apply.
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Oral fluid test: A test using oral mucosal transudate, a serous fluid. To differentiate this
fluid from saliva, an absorbent material is left in the mouth for several minutes. In an
HIV-infected person, oral mucosal transudate is likely to contain HIV antibodies.

Oral sex: A type of sexual intercourse in which the partner’s genitals are stimulated by
mouth and tongue.

Partner counseling and referral services (PCRS): A prevention activity that aims to
a) provide services to HIV-infected persons and their sex and needle-sharing part-
ners so they can reduce their risk for infection or, if already infected, can prevent
transmission to others and b) help partners gain earlier access to individualized
counseling, HIV testing, medical evaluation, treatment, and other prevention and
support services.

Perinatal HIV transmission: Transmission of HIV from the mother to the fetus or infant
during pregnancy, delivery, or breast-feeding.

Positive predictive value: A positive predictive value estimates the probability that a
person with a positive diagnostic test result will actually be infected.

Positive test: For HIV, a specimen sample that is reactive on an initial ELISA test, repeat-
edly reactive on a second ELISA run on the same specimen, and confirmed positive
on Western blot or other supplemental test indicates that the client is infected.

Prevalence: The number or percentage of persons in a given population with a
disease or condition at a given point in time.

Prevention case management (PCM): A client-centered HIV prevention activity that pro-
motes adoption of HIV risk-reduction behaviors by clients with multiple, complex
problems and risk-reduction needs. PCM is a hybrid of HIV prevention counseling
and traditional case management that provides intensive, on-going, individualized
prevention counseling, support, and referral to other needed services.

Prevention counseling: An interactive process between client and counselor aimed at
reducing risky sex and needle-sharing behaviors related to HIV acquisition (for HIV-
uninfected clients) or transmission (for HIV-infected clients). See also client-centered
HIV prevention counseling and HIV prevention counseling.

Quality assurance: An ongoing process for ensuring that the CTR program effectively
delivers a consistently high level of service to the clients.

Rapid HIV test: A test to detect antibodies to HIV that can be collected and processed
within a short interval of time (e.g., approximately 10-60 minutes).

Referral: The process through which a client is connected with services to address pre-
vention needs (medical, prevention, and psychosocial support).
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Risk assessment: Risk assessment is a fundamental part of a client-centered HIV preven-
tion counseling session in which the client is encouraged to identify, acknowledge,
and discuss in detail his or her personal risk for acquiring or transmitting HIV.

Risk screening: A brief evaluation of HIV risk factors, both behavioral and clinical, used
for decisions about who should be recommended HIV counseling and testing. Risk
screening is different from risk assessment.

Screening test: An initial test, usually designed to be sensitive, to identify all persons with
a given condition or infection (e.g., enzyme immunoassay [EIA] or enzyme-linked
immunosorbent assay [ELISA]).

Sensitivity: The probability that a test will be positive when infection or condition is
present.

Seroconversion: Initial development of detectable antibodies specific to a particular
antigen; the change of a serologic test result from negative to positive as a result of
antibodies induced by the introduction of antigens or microorganisms into the host.

Specificity: The probability that a test will be negative when the infection or condition is
not present.

Tuberculosis (TB) disease: Active disease caused by Mycobacterium tuberculosis, as
evidenced by a confirmatory culture, or, in the absence of culture, suggestive clinical
symptoms, including productive cough lasting >3 weeks, chest pain, hemoptysis,
fever, night sweats, weight loss, and easy fatigability. Active TB is a communicable
disease that is treatable, curable, and preventable, and persons with active TB dis-
ease should be under the care of a health-care provider. Active TB disease could
indicate immune deficiency. For HIV-infected persons, active TB disease is consid-
ered an opportunistic infection and a qualifying condition for AIDS.

Tuberculosis (TB) infection: Infection with the bacteria M. tuberculosis, as evidenced by a
positive tuberculin skin test (TST) that screens for infection with this organism. Some-
times, TST is called a purified protein derivative (PPD) or Mantoux test. A positive
skin test might or might not indicate active TB disease (see tuberculosis disease).
Thus, any person with a positive TST should be screened for active TB and, once
active TB is excluded, evaluated for treatment to prevent the development of TB
disease. TB infection alone is not considered an opportunistic infection indicating
possible immune deficiency.

Vaginal sex: A type of sexual intercourse in which the man’s penis enters the woman'’s
vagina.

Voluntary HIV testing: HIV testing that is offered free of coercion. With voluntary HIV
testing, participants have the opportunity to accept or refuse HIV testing.

Western blot: A laboratory test that detects specific antibodies to components of a virus.
Chiefly used to confirm HIV antibodies in specimens found repeatedly reactive using
ELISA.
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GOAL AND OBJECTIVES

This MMWR provides recommendations regarding human immunodeficiency virus (HIV) counseling, testing,
and referral (CTR). These recommendations were prepared by CDC using an evidence-based approach
advocated by the U.S. Preventive Services Task Force and public health practice guidelines. The goal of this
reportisto provide guidance to public- and private-sector policy makers and service providers on HIV CTR. Upon
completion of this continuing education activity, the reader should be able to a) identify the goals of HIV
counseling, testing, and referral, b) describe the primary focus and essential elements of HIV prevention
counseling, c) describe the factors that determine who should be offered an HIV test, and d) identify the factors
that should be considered when determining the timing of follow-up HIV testing.

To receive continuing education credit, please answer all of the following questions.

1. Which of the following are goals of HIV CTR?

A. Ensure that HIV-infected persons and persons at increased risk for HIV have access to
HIV testing to promote early knowledge of their HIV status.

B. Ensure that HIV-infected persons and persons at increased risk for HIV receive high-
quality HIV prevention counseling to reduce their risk for transmitting or acquiring HIV.

C. Ensure that HIV-infected persons and persons at increased risk for HIV have access to
appropriate medical, preventive, and psychosocial support services.

D. All of the above.

2. HIV counseling conducted along with HIV testing serves the following purposes:

A. Provides information regarding how HIV infection is transmitted and prevented, the
importance of obtaining test results, and the meaning of HIV test results.

B. Helps clients identify HIV risks and commit to steps to reduce their risks for acquiring or
transmitting HIV infection.

C. Both A and B.
D. None of the above.

3. The primary focus of HIV prevention counselingisto...

A. ensure that the counseling is sensitive to the client’s culture, language, sex, sexual
orientation, age, and developmental level.

B. remain respectful of the client and maintain a nonjudgmental approach.

o

ensure that the client fully interacts with the counselor in the counseling session.
D. reduce the client’s personal risk for HIV acquisition or transmission.

4. Essential elements of HIV prevention counseling include all of the following except:
A. Keep the session focused on HIV risk reduction.
B. Include an in-depth, personalized risk assessment.
C. Acknowledge and provide support for HIV prevention steps already taken.
D

Ensure that all of the client’s misconceptions regarding HIV infection, including those
not related to the client’s personal risk, are clarified.
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Procedures that help ensure high-quality HIV prevention counseling include all of the
following except:

A. Training and continued education for counseling staff members.

B Routine, periodic observation and feedback of counseling sessions.

C. Routine collection of key data elements for evaluation during the counseling session.
D. Support from supervisors and policy makers.

Anonymous testing for HIV infection is beneficial in the following ways:
A. Increasing the number of persons who know their HIV status.

B. Promoting follow-up.

C. Promoting earlier treatment.

D. All of the above.

Which of the following factors help determine who should be recommended an HIV test?

A. Behavioral HIV risk of client population.

B. HIV prevalence of population at facility.

C. Availability of effective treatment for HIV prevention (e.g., perinatal transmission).
D. All of the above.

Which of the following is the best definition of referral?

A. An ongoing relationship with a client that includes assessing a client’s medical and
psychosocial support needs and providing care for those needs.

B. A process in which a client’s need for medical, preventive, and supportive services is
assessed, and the client is assisted in accessing appropriate services.

C. Aninteractive process aimed at reducing risky behaviors related to HIV acquisition or
transmission.

D. An evaluation of risk factors for HIV infection used to make decisions regarding who
should be offered HIV testing.

Which statement is true regarding counseling, testing, and referral services in
nontraditional settings (e.g., community-based and outreach settings)?

A. These services could benefit from the use of new HIV test technologies.

B. These services require quality assurance protocols and procedures tailored specifically
for these settings.

C. These services help reach persons at increased risk for HIV infection.
D. All of the above.
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10.

11.

12.

13.

14.

Indicate your work setting.

A.

Which best describes your professional activities?

mmo o w

State/local health department.
Other public health setting.
Hospital clinic/private practice.
Managed care organization.
Academic institution.

Other.

November 9, 2001

A. Laboratory/pharmacy.

B. Counseling.

C. Administration.

D. Patient care — private medical setting.
E. Client care — publicly funded site.

F. Public health.

| plan to use these guidelines as the basis for . . . (Indicate all that apply.)
A. health education materials.

B. insurance reimbursement policies.

C. local practice guidelines.

D. public policy.

E. other.

Each month, approximately how many HIV-infected patients/clients do you see?

mmooOwP>

None.
1-5.
6-20.
21-50.
51-100.
>100.

How much time did you spend reading this report and completing the exam?

A.

moow

Fewer than 1.5 hours.

More than 1.5 hours but fewer than 2 hours.

2-2.5 hours.

More than 2.5 hours but fewer than 3 hours.

3 hours or more.
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15.

16.

17.

18.

19.

After reading this report, | am confident | can identify the goals of HIV counseling, testing,
and referral.

A. Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

moow

Strongly disagree.

After reading this report, | am confident | can describe the primary focus and essential
elements of HIV prevention counseling.

A. Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

moow

Strongly disagree.

After reading this report, | am confident | can describe the factors that determine who
should be offered an HIV test.

A. Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

moow®

Strongly disagree.

After reading this report, | am confident | can identify the factors that should be considered
when determining the timing of follow-up HIV testing.

A. Strongly agree.

B. Agree.

C. Neither agree nor disagree.
D. Disagree.

E. Strongly disagree.

The objectives are relevant to the goal of this report.
A. Strongly agree.

B. Agree.

C. Neither agree nor disagree.

D. Disagree.

E. Strongly disagree.
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20. The tables and figures are useful.

21.

22.

23.

A.

mooOw

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

Overall, the presentation of the report enhanced my ability to understand the material.

A.

mooOw

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

These recommendations will affect my practice.

A.

mooOw

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

How did you learn about this continuing education activity?

mmoowy

Internet.

Advertisement (e.g., fact sheet, MMWR cover, newsletter, or journal).
Coworker/supervisor.

Conference presentation.

MMWR subscription.

Other.
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Revised Recommendations for HIV Screening
of Pregnant Women

Summary
These guidelines replace CDC’s 1995 guidelines, U.S. Public Health Service
Recommendations for Human Immunodeficiency Virus Counseling and Voluntary
Testing for Pregnant Women, and are for public- and private-sector service
providers who provide health care for pregnant women. In 1998, the Institute of
Medicine (IOM) published a report that recommended simple, routine, and
voluntary human immunodeficiency virus (HIV) testing for all pregnant women in
antenatal settings, given the effective interventions available to treat HIV-infected
women and reduce risk for perinatal HIV transmission. In 1999, CDC convened
consultation groups to discuss and comment on the IOM report. These guidelines
are based on input from these meetings, the IOM report, and public comment on
draft guidelines published in Fall 2000 in the Federal Register. These guidelines
were also prompted by scientific and programmatic advances in the prevention of
perinatally acquired HIV and care of HIV-infected women. These recommenda-
tions are consistent with the Revised Guidelines for HIV Counseling, Testing, and
Referral.
Major revisions from the 1995 guidelines include
e emphasizing HIV testing as a routine part of prenatal care and strengthening
the recommendation that all pregnant women be tested for HIV;
e recommending simplification of the testing process so that pretest
counseling is not a barrier to testing;
 making the consent process more flexible to allow for various types of
informed consent;
e recommending that providers explore and address reasons for refusal of
testing; and
e emphasizing HIV testing and treatment at the time of labor and delivery for
women who have not received prenatal testing and antiretroviral drugs.
These guidelines recommend voluntary HIV testing to preserve a woman’s
right to participate in decisions regarding testing to ensure a provider-patient
relationship conducive to optimal care for mothers and infants and to support a
woman’s right to refuse testing if she does not think it is in her best interest.

INTRODUCTION

In 1994, after the announcement of the results of Pediatric AIDS Clinical Trials Group
(PACTG) protocol 076 (7), the Public Health Service (PHS) published guidelines for
zidovudine (ZDV) use to reduce perinatal human immunodeficiency virus (HIV) transmis-
sion (2).1n 1995, PHS issued guidelines recommending universal counseling and volun-
tary HIV testing of all pregnant women and treatment for those infected (3). Publication
of these recommendations was followed by rapid implementation by health-care provid-
ers, widespread acceptance of chemoprophylaxis by HIV-infected women, and a steep
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and sustained decline in perinatal HIV transmission (4,5). Observational studies have
confirmed the effectiveness of ZDV in reducing the risk for perinatal transmission (6-8).
This reduction in transmission risk resulted in an 83% decline in perinatal acquired immu-
nodeficiency syndrome (AIDS) cases diagnosed in 1999, compared with the peak inci-
dence of 907 cases in 1992 (7).

Despite this progress, children are still being infected perinatally. CDC estimates that
280-370 infants are born with HIV infection each year in the United States (CDC, unpub-
lished data, 2000). These continued infections underscore the need for improved strate-
gies to ensure that all pregnant women are offered HIV testing and, if positive, treatment
to reduce their transmission risk and to safeguard their health and the health of their
infants.

Several lessons have been learned from evaluation of the 1995 PHS guidelines.
Many women, especially those who used illicit drugs, were not tested for HIV during
pregnancy because of lack of prenatal care (8). In addition, many women refused testing
because their health-care providers did not strongly recommend it. Some women
declined testing because of perceived low risk, and some providers failed to offer testing
because of perceived low risk, perceived difficulties and complexity of required counsel-
ing, and misunderstanding of counseling requirements. The logistics of testing, if too
complex, also were considered a potential barrier to testing.

In December 1998, the Institute of Medicine (I0OM) completed a study commissioned
by Congress to assess the impact of current approaches for reducing perinatal HIV
transmission, identify barriers to further reductions, and determine ways to overcome
these barriers (9). IOM concluded that continued perinatal transmission was mainly
caused by a lack of awareness of HIV status among some pregnant women. This problem
was attributed to some health-care providers not offering HIV testing to all pregnant
women because the providers believed they could predict which women were most at
risk and that standard HIV testing protocols, particularly the requirement for extensive
pretest counseling, were too burdensome to conduct for all women. IOM concluded that
HIV testing should be simplified and made routine. They recommended that the United
States adopt a national policy of universal HIV testing, with patient notification, as a
routine component of prenatal care. That is, testing should be offered to all pregnant
women as part of the standard battery of prenatal tests, regardless of risk factors and the
prevalence rates in the community. IOM also recommended that women be informed
when an HIV test is conducted and of their right to refuse testing.

Since 1994-1995, major scientific advances in the prevention of perinatal transmis-
sion and the care of HIV-infected persons have occurred. These advances increased the
benefit of knowing one’s HIV status, especially during pregnancy. More effective treat-
ment has prolonged survival of HIV-infected persons and improved their quality of life
(70). Clinical trials proved the effectiveness of prophylactic therapy for preventing peri-
natal transmission in women who are not treated until the time of delivery (77). Studies
have indicated that women with nondetectable viral load rarely transmit HIV infection
(712-14). Finally, new testing technologies (e.g., rapid testing, urine sampling) offer new
options for HIV screening.

To address the lessons learned, IOM findings, and scientific advances, as well as the
causes of continued HIV infection in children, PHS convened specialists in the field in April
1999 and sought widespread public comment in revising the 1995 guidelines for HIV
counseling and testing for pregnant women. Consultation groups included researchers,
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professional health-care provider organizations (e.g., American Academy of Pediatrics,
American College of Obstetricians and Gynecologists), clinicians, women living with HIV,
and representatives from community organizations and PHS agencies overseeing care
of HIV-infected pregnant women.

The resulting guidelines are presented in this document. They differ from the 1995
guidelinesin that they

» emphasize HIV testing as a routine part of prenatal care and strengthen the
recommendation that all pregnant women be tested for HIV,

* recommend simplifying the testing process so that pretest counseling is not a
barrier to testing,

* increase the flexibility of the consent process to allow for various types of informed
consent,

» recommend that providers explore and address reasons for refusal of testing, and

« emphasize HIV testing and treatment at the time of labor and delivery for women
who have not received prenatal testing and chemoprophylaxis.

These guidelines maintain a voluntary approach to HIV testing. This voluntary
approach preserves a woman'’s right to make decisions regarding testing and supports a
woman'’s right to refuse testing if she does not think it is in her best interest.

This document replaces the 1995 PHS guidelines (3). These recommendations are
primarily intended for providers of health care for women, with a focus on HIV screening
of pregnant women to reduce mother-to-child transmission of HIV. This report does not
address other concerns related to continued perinatal transmission (e.g., lack of prenatal
care). CDC programs targeted to states with the highest incidence of perinatal HIV infec-
tion address these ongoing public health problems (information on these programs is
available on the Internet at <http://www.cdc.gov/hiv/projects/perinatal/default.ntm>).
Other PHS guidelines address the importance of prevention interventions, including test-
ing in the general population (see Revised Guidelines for HIV Counseling, Testing, and
Referral ). This report applies only to the United States; different recommendations,
especially on breast-feeding, will apply in other countries.

BACKGROUND

HIV Infection and AIDS in Women and Children

Of the approximately 750,000 AIDS cases reported to CDC through the end of 1999,
approximately 129,000 were in women. Approximately 64,000 women were living with
AIDS in 1999, a 31% increase from 1996, reflecting improved survival with new combi-
nation treatment regimens (75 ). However, women with AIDS represent only a fraction of
the number of HIV-infected women who need medical and social services. An estimated
120,000-160,000 HIV-infected women reside in the United States, 80% of whom are of
childbearing age (716).

Most women with HIV/AIDS in the United States reside in the Northeast and the
South. The highest numbers of cases were first observed in the Northeast, but the South
has reported the greatest increases in recent years. African-American and Hispanic
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women are disproportionately affected by the epidemic and account for 80% of AIDS
cases reported in U.S. women in 1999. Over time, the proportion of cases in women
attributable to injection-drug use has declined, whereas the proportion of cases from
heterosexual contact has increased, particularly among young women.

During 1985-1995, approximately 6,000-7,000 HIV-infected women gave birth in the
United States each year (7). During the early 1990s, before perinatal chemoprophylaxis
was available, an estimated 1,000-2,000 infants were born with HIV infection annually.
By June 2000, a total of 8,027 perinatally acquired AIDS cases were recorded nation-
wide, most (85%) in African-American and Hispanic children (7,75 ). Before the results of
the PACTG 076 trial using prenatal, intrapartum, and postpartum ZDV for perinatal pro-
phylaxis, the risk for mother-to-child transmission ranged from 16% to 25% in studies
from North America and Europe (77-19), up to 24% in Thailand (20), and 25-40% in
Africa (21,22 ). Worldwide, approximately 600,000 infants each year become infected
through mother-to-child transmission of the HIV virus.

In the United States, widespread implementation of the PHS guidelines for universal
counseling and testing and perinatal use of ZDV has sharply reduced transmission risk
and the number of perinatally acquired HIV infections (7). By 1995, several cohort stud-
ies had documented transmission rates of <11% (719,23). During 1996-2000, U.S. studies
indicated that transmission rates had declined to 5%—-6% (72,24 ) and <1% in women
with nondetectable plasma viral loads (72,74,25). During 2000-2001, perinatal trans-
mission rates of <2% have been achieved with combination antenatal antiretroviral
drugs (26 ) or with ZDV combined with cesarean section (27-29). Analysis of U.S. peri-
natal AIDS surveillance data (75) reported through June 2000 indicated a sharp decline
in the number of perinatal AIDS cases; this decline was temporally associated with
increasing ZDV use among pregnant women aware of their HIV status (7). To more
accurately monitor trends in perinatal HIV transmission and the implementation and
impact of perinatal prevention programs (including HIV counseling and testing recom-
mendations), CDC, the Council of State and Territorial Epidemiologists (CSTE), and the
American Academy of Pediatrics (AAP) recommended national reporting of perinatal
HIV exposure and HIV infection to help identify and target populations where prevention
opportunities are missed (30,37).

Despite the declines, cases of perinatal HIV transmission continue to occur, largely
because of missed opportunities for prevention, particularly among women who lack
prenatal care or who are not being offered voluntary HIV counseling and testing during
pregnancy. The estimated 280-370 infants born with HIV infection each year represent
populations in which prevention efforts are impeded by lack of timely HIV testing and
treatment of pregnant women (7). Of 329 children with perinatally acquired AIDS born
during 1995-1996, a total of 112 (34%) were born to mothers not tested for HIV before
the child’s birth and 67 (20%) to mothers for whom the time of testing was not known.

Dynamics of Perinatal HIV Transmission

Perinatal transmission can occur during pregnancy (intrauterine), during labor and
delivery (intrapartum), or after delivery through breast-feeding (postpartum). In the
absence of breast-feeding, intrauterine transmission accounts for 25%-40% of infection,
and 60%-75% of transmission occurs during labor and delivery (32). Among women
who breast-feed, approximately 20%-25% of perinatal infections are believed to be
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associated with intrauterine transmission, 60%-70% with intrapartum transmission or
very early breast-feeding, and 10%-15% with later postpartum transmission through
breast-feeding (33). In a randomized trial of formula feeding versus breast-feeding,
approximately 44% of HIV infection was attributed to breast-feeding (34). In breast-
feeding populations, a shift toward an increasing proportion of transmission related to
breast-feeding is likely to occur as a consequence of successful preventive interventions
directed at late prenatal and intrapartum transmission.

Intrapartum transmission can occur during labor through maternal-fetal exchange of
blood or during delivery by contact of the infant’s skin or mucous membranes with
infected blood or other maternal secretions (32). Several studies have indicated that
most infections transmitted through breast-feeding probably occurred during the first
few weeks to months of life (34-36 ). Risk factors during breast-feeding include viral load
in breast milk (37,38), subclinical or clinical mastitis (37,39,40 ), breast abscesses (39,40 ),
and maternal seroconversion during the lactation period (39,47).

Several risk factors are associated with perinatal HIV transmission. Clinical factors
that increase the likelihood of transmission include immunologically or clinically advanced
HIV disease in the mother, high plasma viral load (12,25,42 ), maternal injection-drug use
during pregnancy, preterm delivery, nonreceipt of the PACTG 076 regimen, and breast-
feeding (32). No link has been established between perinatal HIV transmission and
maternal age, race/ethnicity, or history of having a previously infected child.

Obstetric factors also influence HIV transmission risk. The risk for perinatal trans-
mission increases per hour duration of membrane rupture after controlling for other risk
factors (43). Delivery >4 hours after the rupture of the fetal membranes can double the
risk for HIV transmission (79,44 ). Maternal infection with another sexually transmitted
disease (STD) during pregnancy and certain obstetrical procedures can also increase
risk (45 ). Chorioamnionitis (i.e., uterine infection) has been associated with an increased
risk for HIV transmission (23,46 ).

Most of these risk factors were identified before the recommended use of ZDV to
prevent perinatal HIV transmission. Their effects are unknown now that most pregnant
women infected with HIV are receiving ZDV chemoprophylaxis to prevent mother-to-
child transmission, as well as combination therapy for their own health. Because of the
sharp reductions in perinatal HIV transmission associated with effective antiretroviral
interventions, factors that interfere with women or their infants receiving ZDV treatment
(e.g., barriers to prenatal care, lack of HIV testing for some pregnant women) are increas-
ingly important (9).

Prevention of Perinatal Transmission

The birth of every perinatally HIV-infected infant is a sentinel health event signaling
either a missed prevention opportunity or, more rarely, a failure of prophylaxis. An
opportunity is missed whenever a woman of childbearing age is unaware of her HIV
status or her risk for HIV or when an HIV-infected pregnant woman a) does not receive
prenatal care, b) is not offered HIV testing, c) is unable to obtain HIV testing, d) is not
offered chemoprophylaxis, e) is unable to obtain chemoprophylaxis, or f) does not com-
plete the chemoprophylaxis regimen. Prophylaxis failures occur when an infant becomes
infected despite chemoprophylaxis and other preventive interventions (9). Each of these
missed opportunities or failures deserves attention from service providers and preven-
tion programs.
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Early Prenatal Care

Maximum reduction of perinatal transmission depends on preventing HIV infection in
women or identifying HIV infection before pregnancy or as early as possible during
pregnancy. Diagnosis allows a woman to receive effective antiretroviral therapies for
her own health and preventive drugs (e.g., ZDV) to improve the chances that her infant
will be born free of infection. Early knowledge of maternal HIV status is also important for
decisions regarding obstetrical management. Achieving these goals requires increased
access to and use of prenatal care.

Four states that conducted enhanced HIV surveillance reported that during 1993-
1996, approximately 15% of HIV-infected pregnant women in the United States received
no prenatal care, compared with only 2% of women in the general population (5). HIV-
infected women who used illicit drugs during pregnancy were at the highest risk for not
receiving prenatal care — 35% compared with 6% for HIV-infected women who were not
drug users. During 1997-1998, the HIV transmission rate among women in New York
State was 17.5% (30/171) among those with no prenatal care, 16.2% (23/142) among
those with 1-2 prenatal visits, and 8.0% (90/1,124) among those with >3 prenatal visits,
indicating the importance of prenatal care in providing services that prevent perinatal
transmission (47).

Offer and Acceptance of HIV Testing

Most women who have given birth since the 1995 PHS guidelines have received
information or counseling regarding HIV infection and have been offered testing. This
has occurred independently of state-to-state variations in application of recommended
practices, type of prenatal health-care provider, type of patient insurance, or maternal
demographic characteristics (9 ). A 14-state study of HIV counseling and testing data for
1996-1997 reported that the proportion of pregnant women voluntarily tested for HIV
was 58%-81% (30). Women most likely to receive HIV counseling and testing during
pregnancy were those who were African-American, had less than a high school educa-
tion, were aged <25 years, received care in public rather than private health-care set-
tings, and were Medicaid beneficiaries.

When offered, most women (approximately 70% in most settings) will accept HIV
testing. In a multicity study of prenatal clinic patients, 74%-95% of participants accepted
HIV testing (48 ). Reasons most commonly cited for acceptance were a) belief that knowl-
edge of positive HIV serostatus during pregnancy (and subsequent chemoprophylaxis)
can be beneficial to both mother and infant and b) strong provider endorsement for
prenatal HIV testing. The most common reasons for declining the test were no perceived
risk, administrative scheduling difficulties, history of previous testing, and lack of pro-
vider endorsement.

Although most providers agreed that all women should be tested for HIV, some
offered testing only to women whom they considered at risk for infection (49,50 ). Risk-
based testing approaches identified fewer HIV-infected women than routine voluntary
testing of all pregnant women (3) and also decreases in effectiveness as more women
are infected through heterosexual contact without knowing their partner’s HIV risk status.

Receipt of ZDV Chemoprophylaxis

The primary strategy to prevent perinatal transmission (in addition to avoidance of
breast-feeding) is antiretroviral chemoprophylaxis using ZDV, now often part of a com-
bined antiretroviral therapy regimen that reduces viral load as low as possible near the
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time of delivery. In the PACTG 076 protocol, chemoprophylaxis consisted of three compo-
nents: ZDV administered orally to the mother during the second and third trimesters of
pregnancy, intravenous administration of ZDV to the mother during labor and delivery,
and administration of oral ZDV to the infant during the first 6 weeks of life (7).

Data from several sources demonstrated rapid implementation of the recommenda-
tions for ZDV prophylaxis by health-care providers and use of ZDV by HIV-infected preg-
nant women. One study analyzed approximately 6,800 perinatally exposed and infected
children born during 1993-1998 in 32 states that reported HIV infection (57). Among
those whose mothers were tested for HIV before or at birth of the infant, the percentage
of infants receiving any component of the recommended ZDV regimen increased from
37% in 1994 to approximately 85% during 1996-1998. In a supplemental study of women
diagnosed before delivery in four states, the proportion offered prenatal ZDV increased
from 27% in 1993 to 85% in 1996, the proportion offered intrapartum ZDV increased
from 5% to 75%, and the proportion offered neonatal ZDV increased from 5% to 76% (5 ).
Fewer than 5% of women refused ZDV.

Abbreviated Antiretroviral Regimens

Given the complexity and cost of the PACTG 076 regimen, particularly for the devel-
oping world, other effective strategies to reduce the risk for perinatal HIV transmission
have been identified. Results of randomized clinical trials in developing countries and
observational data from the United States indicated that abbreviated perinatal
antiretroviral regimens (20,52-54 ), regimens that begin as late as the onset of labor
(77), and possibly antiretroviral chemoprophylaxis given only to the newborn (47) are
effective in reducing the risk for perinatal transmission.

Abbreviated antiretroviral regimens have also proved effective in reducing the risk
for transmission in resource-poor countries. In nonbreast-feeding women, a short
antepartum/intrapartum regimen of ZDV reduced transmission by 50% (20); a similar
regimen in breast-feeding populations was also effective, although efficacy was lower
(562-54). Two other intrapartum/postpartum antiretroviral regimens were effective in
reducing transmission in clinical trials among breast-feeding African women. One regi-
men was nevirapine given as a single dose to the woman in labor and to the infant at age
48 hours, and the other was ZDV plus lamivudine (3TC) given orally intrapartum and to
the infant and mother for 1 week postpartum (77,36,55 ). Observational data and animal
studies indicated that newborn prophylaxis alone offered some protection (24,56 ).
Updated recommendations for use of these regimens in the United States, including for
pregnant women who do not receive health care until near the time of delivery are
available at the HIV/AIDS Treatment Information Service (ATIS) website at <http://
www.hivatis.org> (57 ).

Other Strategies to Prevent Perinatal Transmission

Reducing exposure of the infant to maternal blood and secretions during the intrapar-
tum period can prevent perinatal HIV transmission. Cesarean delivery performed before
onset of labor and membrane rupture lowers the risk for HIV transmission compared
with vaginal delivery in certain populations of women. Cesarean delivery resulted in a
50% reduction in perinatal HIV transmission overall among HIV-infected women who had
cesarean deliveries compared with women delivering vaginally (28). A randomized
clinical trial in Europe (27) demonstrated a benefit of elective cesarean section before
onset of labor for both untreated HIV-infected women and infected women on
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antiretroviral therapy. However, cesarean delivery is associated with greater morbidity
than vaginal delivery among both HIV-infected and noninfected women (58 ). In 1999 and
2000, the American College of Obstetricians and Gynecologists (ACOG) recommended
offering scheduled cesarean delivery at 38 weeks gestation to reduce the risk for vertical
transmission of HIV infection (57,59). Other intrapartum interventions alone (e.g.,
vaginal disinfection during labor and cleansing of the newborn) have not proven
effective (60).

Follow-Up Care for Infected Women and Perinatally Exposed Infants

Providing mothers and their infants with ongoing HIV-related care can maximize the
benefits of prevention interventions. The medical care of HIV-infected women is a com-
plicated task requiring use of potent combinations of antiretroviral drugs, monitoring of
viral load and drug resistance, treatment and prophylaxis of opportunistic infections, and
monitoring of immune status. In addition to conditions (e.g., Pneumocystis carinii pneu-
monia [PCP]) for which allimmunocompromised HIV-infected persons are at risk, women
experience specific manifestations of HIV disease (e.g., aggressive pelvic inflammatory
disease and persistent and difficult-to-treat vaginal yeast infections requiring frequent
screening and treatment) (67,62 ). HIV-infected women are also at increased risk for
cervical dysplasia, which can result in cancer (63 ). With early detection and appropriate
treatment, many of these complications can be prevented and treated. Improved health
outcomes resulting from advances in HIV management and treatment depend not only
on access to medical care but also on access to prevention and psychosocial support
services. In the United States, most mothers and children with HIV/AIDS live in areas
where poverty, illicit drug use, poor housing, and limited access to and use of medical
care and social services add to the challenges of HIV disease (4,9). Women with HIV
infection often have difficulty gaining access to health care and frequently are respon-
sible for caring for children and other family members who might also be HIV-infected
(64). They often lack social support and face other challenges that could interfere with
their ability to gain access to and adhere to complicated treatment regimens. The com-
plex medical and social problems of families affected by HIV are best managed by
multidisciplinary case-management teams that integrate specialty medical care with
prevention, psychosocial, and other HIV-related services (see Revised Guidelines for HIV
Counseling, Testing, and Referral ).

Postnatal evaluation of infants at risk for HIV infection that begins immediately after
birth is the key to early diagnosis and optimal medical management of infected children.
PCP is the most common opportunistic infection in children with AIDS and is often fatal
(65). Because PCP occurs most often in perinatally infected children at ages 3-6 months
(65), effective prevention requires that children born to HIV-infected mothers be identi-
fied promptly, preferably through maternal testing, so that PCP prophylactic therapy can
be initiated at age 6 weeks. In 1995, CDC published revised guidelines recommending
PCP prophylaxis for all perinatally exposed infants at ages 4-6 weeks until their infection
status was determined (66 ). Perinatal screening can identify HIV-exposed infants early,
making it possible to follow infected children closely and promptly diagnose other poten-
tially treatable, HIV-related conditions (e.g., severe bacterial infections). This also allows
antiretroviral treatment to be initiated as soon as indicated to prevent morbidity, prolong
survival, and reduce the need for hospitalization (67 ).
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Follow-up of infants, both infected and uninfected, who are exposed to antiretroviral
drugs is critical to identifying potential short- and long-term toxicities. Data on the risks of
antiretroviral drugs during pregnancy are summarized and updated regularly (57).

Summary of IOM Recommendations

In 1996, Congress charged IOM with evaluating the extent to which state efforts had
been effective in reducing perinatal HIV transmission and analyzing barriers to further
reduction in such transmission. In 1999, IOM published its results, which addressed ways
to increase prenatal testing, improve therapy for HIV-infected women and children, and
generally reduce perinatal HIV infections (9).

Despite sharp reductions in perinatally transmitted AIDS cases that resulted from
widespread implementation of the 1994 and 1995 PHS guidelines, IOM reported that the
number of children born with HIV infection exceeded achievable prevention levels. Pre-
natal HIV testing was not universal, and many HIV-infected women were inadequately
treated because they did not seek prenatal care, were not tested for HIV, or received
treatment that did not reflect current standards. Even in settings where most prenatal-
care providers agreed that HIV tests should be offered to all pregnant women, some
reported that they did not offer the test to all women in their practices, mainly because
pretest counseling recommended by CDC and promulgated in some state policies were
too burdensome (9). Citing lack of time and skills for counseling, providers based testing
decisions on their own, often inaccurate, assessments of maternal risk.

IOM recommended that the United States adopt a goal that all pregnant women be
tested for HIV and all infected women receive optimal treatment for themselves and
their children. To help meet this goal, IOM recommended that the United States adopt a
policy of universal HIV testing, with patient notification, as a routine component of prena-
tal care (i.e., all pregnant women should be offered testing regardless of their risk factors
or the prevalence rates where they live). Early diagnosis of HIV infection allows pregnant
women to receive effective antiretroviral therapy for their own health and reduce the
risk for transmitting HIV to their infants. Universal testing avoids stereotyping or stigma-
tizing any socioeconomic or ethnic group. Women should be told they are being tested for
HIV and told of their right to refuse testing. Patient notification allows women to decline
testing if they feel it is not in their best interest and simplifies the testing process by
eliminating the need for extensive pretest counseling.

Legal Considerations

IOM’s recommendations prompted reconsideration of the focus, implementation, and
impact of PHS’s guidelines for HIV screening of pregnant women. These guidelines rec-
ommended counseling all pregnant women regarding the risk for HIV infection, benefits
of HIV testing, and voluntary testing. This approach was endorsed by most professional
organizations representing prenatal, obstetrical, and perinatal-care providers. States
quickly implemented the guidelines, but with substantial variability in strategy (68 ). Most
states responded with policies on HIV counseling and testing of pregnant women;
approximately 50% also enacted laws or regulations. Most policies and statutes are
directed at pregnant women rather than newborns and focus on education, counseling,
and consensual testing. New York and Connecticut are the only states that mandate
newborn testing. No evidence exists to indicate that any legal approach is more success-
ful than others in preventing perinatal transmission. No states require mandatory testing
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of pregnant women. In considering adopting the IOM guidelines, some states have imple-
mented or are considering requiring some form of pretest counseling, routine testing
with right of refusal, or universal or selective newborn screening. IOM’s recommenda-
tion is for universal HIV testing with patient notification. As states consider implementing
the IOM recommendations, other important considerations include availability of care
and treatment for HIV-infected mothers and their infants, provider training needs, and
confidentiality laws to protect positive test results reported to public health surveillance.
States should consult with public health officials, health-care providers, and representa-
tives of affected communities during this process.

For the individual woman, the substantial benefits of HIV testing must be weighed
against the possible risks. Potential negative consequences of a diagnosis of HIV infec-
tion can include loss of confidentiality, job- or health-care-related discrimination and
stigmatization, loss of relationships, domestic violence, and adverse psychological reac-
tions (69). Providing HIV-infected women with or referring them to psychological, social,
and legal services could help minimize these risks and allow more women to benefit from
the health advantages of early HIV diagnosis without adverse consequences. The Ameri-
cans with Disabilities Act (ADA) of 1990 and other federal, state, and local antidiscrimina-
tion provisions aim to protect persons with HIV/AIDS against discrimination in the
workplace, housing, public services, and public accommodations (70). A 1998 U.S.
Supreme Court decision provided further antidiscrimination protection by ensuring that
persons with asymptomatic HIV disease are included under ADA and have access to
nondiscriminatory and effective health care (70).

Laboratory Testing Considerations

Testing of women before or during pregnancy is typically conducted according to the
standard protocol for detection of antibody to HIV (77). For women with unknown HIV
status during active labor, antiretroviral treatment can still be effective when given dur-
ing labor and delivery, followed by treatment of the newborn (77). This expedited inter-
vention requires the use of rapid diagnostic testing during labor or rapid return of results
from standard testing.

Standard Testing Protocol

The HIV testing algorithm recommended by PHS consists of initial screening with an
FDA-licensed enzyme immunoassay (EIA) followed by confirmatory testing of repeat-
edly reactive EIAs with an FDA-licensed supplemental test (e.g., Western blot). Although
each test is highly sensitive and specific, using both increases the accuracy of results.

Indeterminate Western blot results can be caused by either incomplete antibody
response to HIV in samples from infected persons or nonspecific reactions in samples
from uninfected persons (72-74). Incomplete antibody responses that produce negative
or indeterminate results on Western blot tests can occur among persons recently
infected with HIV who have low levels of detectable antibodies (i.e., seroconversion),
persons who have end-stage HIV disease, and perinatally exposed but uninfected infants
who are seroreverting (i.e., losing maternal antibody). Nonspecific reactions producing
indeterminate results in uninfected persons have occurred more frequently among preg-
nant or parous women than among other persons (73,74 ). No large-scale studies have
been conducted to estimate the prevalence of indeterminate test results in pregnant
women. However, a survey of 1,044,944 neonatal dried-blood specimens tested by EIA
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for maternally acquired HIV-1 antibody indicated a relatively low rate of indeterminate
Western blot results (<1in 4,000 specimens tested by EIA) (74 ). Overall, 2,845 Western
blots were performed.

False-positive Western blot results (especially those with a majority of bands) are
rare. For example, in a study that used a sensitive culture technique to test approxi-
mately 290,000 blood donors, no false-positive Western blot results were detected (75 ).
In a study of the frequency of false-positive diagnoses among military applicants from a
low-prevalence population (i.e., <1.5 infections/1,000 population), one false-positive
result was detected among 135,187 persons tested (76).

An HIV test should be considered positive only after screening and confirmatory tests
are reactive. A confirmed positive test result indicates that a person has been infected
with HIV. False-positive results when both screening and confirmatory tests are reactive
are rare. However, the possibility of a mislabeled sample or laboratory error must be
considered, especially for a client with no identifiable risk for HIV infection. HIV vaccine-
induced antibodies may be detected by current tests and may cause a false-positive
result. Persons whose test results are HIV-positive and who are identified as vaccine trial
participants should be encouraged to contact or return to their trial site or an associated
trial site for HIV counseling, testing, and referral (CTR) services.

Incorrect HIV test results occur primarily because of specimen-handling errors, labo-
ratory errors, or failure to follow the recommended testing algorithm (76). However,
patients might report incorrect test results because they misunderstood previous test
results or misperceived that they were infected (77). Although these occurrences are
rare, increased testing of pregnant women will result in additional indeterminate, false-
positive, and incorrect results. Because of the significance of an HIV-positive test result,
its impact on a woman'’s reproductive decisions, and the resulting need to consider HIV
therapeutic drugs for both a pregnant woman and her infant, previous guidelines have
emphasized that HIV test results must be obtained and interpreted correctly. In some
circumstances, correct interpretation might require consideration of not only additional
testing but also the woman'’s clinical condition and history of possible exposure to HIV.

Diagnosis of HIV Infection in Newborns

The standard antibody assays used for older children and adults are less useful for
diagnosis of infection in children aged <18 months. Nearly all infants born to HIV-infected
mothers passively acquire maternal antibody and, in some cases, will test antibody
positive until age 18 months regardless of whether they are infected. Definitive diagno-
sis of HIV infection in early infancy requires other assays, including nucleic acid amplifi-
cation (e.g., polymerase chain reaction [PCR]) or viral culture. HIV infection is diagnosed
by two positive assays (PCR or viral culture) on two separate specimens. Infant HIV
testing should be done as soon after birth as possible so appropriate treatment interven-
tions can be implemented quickly (67).

Rapid Tests for Expedited Screening

For certain HIV-infected pregnant women, the labor and delivery setting is the first
opportunity for HIV testing and interruption of mother-to-child transmission. Although
results of conventional EIAs and Western blots are typically not available for 1-2 weeks,
rapid tests for detecting antibody to HIV can produce results in 10-60 minutes (78). The
sensitivity and specificity of rapid assays are comparable with EIAs. However, the pre-
dictive value of a single screening test varies with the prevalence of HIV infection among
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the population tested. Because HIV prevalence is low in most perinatal testing settings,
the negative predictive value of a single rapid test (i.e., the probability that a negative test
accurately indicates that the person tested is uninfected) is high. A negative rapid test
does not require further testing. In contrast, the positive predictive value of a single test
(i.e., the probability that a positive test represents true infection) will be low among
populations with low prevalence (77 ). Therefore, a reactive rapid test must be confirmed
by a supplemental test (e.g., Western blot). However, necessary peripartum interven-
tions to reduce the risk for perinatal transmission might need to be based on the prelimi-
nary results of rapid testing at labor and delivery. Decisions regarding use of antiretroviral
drugs to prevent perinatal transmission among women who are repeatedly reactive on
a single rapid HIV test require clinical judgment regarding initiation of prophylactic treat-
ment before results of a confirmatory test are available.

Only one FDA-approved rapid HIV test (Abbott Murex Single Use Diagnostic System
[SUDS] HIV-1 test, Abbott Laboratories, Inc., Abbott Park, lllinois) is commercially avail-
able in the United States, although other rapid tests are being considered for approval.
This test can provide definitive negative and preliminary positive test results at the time
of testing and identify women who might need antiretroviral treatment and whose in-
fants might benefit from chemoprophylaxis. A careful risk assessment could help make
treatment decisions. The predictive value of a reactive rapid test is higher among per-
sons with risk for HIV infection, especially in areas with high HIV prevalence (79). Use of
a second screening test (either rapid test or EIA) can also improve the positive predictive
value of a single reactive rapid HIV test. In studies conducted outside the United States,
specific combinations of >2 different screening assays provided results as reliable as
those from the conventional EIA/Western blot combination (80).

Expedited EIA testing that produces results within a few hours can also aid decisions
regarding antiretroviral therapy. Although results from standard testing are not likely to
be available during labor and delivery, they could be available within 12 hours of an
infant’s birth. Because neonatal prophylaxis might be effective in reducing risk for trans-
mission (24 ), expedited application of the standard testing protocol is another way to
reduce mother-to-child infection.

Research and programmatic studies are underway to assess the feasibility of offer-
ing voluntary HIV counseling and rapid testing at labor and delivery to women of
unknown serostatus in the United States. Implementation of rapid testing and expedited
EIA approaches should address several ethical and logistical considerations, including

* acceptability of rapid HIV testing in the labor room,

« difficulty in obtaining informed consent for testing and treatment during labor or
soon after birth,

» acceptance of intrapartum and postpartum ZDV prophylaxis for the mother or
infant,

» optimaltiming of posttest counseling,
* logistical concerns for providers,
» implications of preliminary reactive test results, and

» comprehension of discussions regarding antiretroviral treatment by women who
are in labor (81,82).
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A CDC-funded, multicenter initiative called Mother-Infant Rapid Intervention at
Delivery (MIRIAD) is underway to address these considerations among women with
inadequate prenatal care in communities with high HIV seroprevalence among women
of childbearing age (87). If successful, this initiative will offer crucial peripartum inter-
ventions to reduce the risk for HIV transmission among HIV-infected women first identi-
fied at labor and delivery.

RECOMMENDATIONS

The following revised recommendations for HIV screening of pregnant women are
based on scientific and clinical advances in preventing perinatally acquired HIV and
caring for HIV-infected women, recommendations from |OM, consultations with special-
ists in the field, and public opinion. They reflect the need for universal HIV testing of all
pregnant women and simplification of the pretest process so that operational proce-
dures do notimpede women from benefitting from proven measures to prevent perina-
tal transmission and from other advances in the care and treatment of HIV disease.
Although universal testing is recommended, testing should remain a voluntary decision
by the pregnant woman.

Screening for HIV in Pregnant Women and Their Infants

* PHS recommends that all pregnant women in the United States be tested for HIV
infection. All health-care providers should recommend HIV testing to all of their
pregnant patients, pointing out the substantial benefit of knowledge of HIV status
forthe health of women and theirinfants. HIV screening should be a routine part of
prenatal care for all women.

» HIV testing should be voluntary and free of coercion. Informed consent before HIV
testing is essential. Information regarding consent can be presented orally or in
writing and should use language the client understands. Accepting or refusing
testing must not have detrimental consequences to the quality of prenatal care
offered. Documentation of informed consent should be in writing, preferably with
the client’s signature. State or local laws and regulations governing HIV testing
should be followed. HIV testing should be presented universally as part of routine
services to pregnant women, and confidential informed consent should be
maintained (see Revised Guidelines for HIV Counseling, Testing, and Referral ).

» Although HIV testing is recommended, women should be allowed to refuse testing.
Women should not be tested without their knowledge. Women who refuse testing
should not be coerced into testing, denied care for themselves or their infants, or
threatened with loss of custody of their infants or other negative consequences.
Discussing and addressing reasons for refusal (e.g., lack of awareness of risk or
fear of the disease, partner violence, potential stigma, or discrimination) could
promote health education and trust-building and allow some women to accept
testing at a later date. Women who refuse testing because of a previous history of
a negative HIV test should be informed of the importance of retesting during
pregnancy. All logistical reasons for not testing (e.g., scheduling) should be
addressed as well. Health-care providers should remember that some women
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who initially refuse testing might accept at a later date, particularly if their concerns
are discussed. Some women who refuse confidential testing might be willing to
obtain anonymous testing. However, they should be informed that if they choose
anonymous testing, no documentation of the results will be recorded in the medical
chart, and their providers might have to retest them, potentially delaying provision
of antiretoviral drugs for therapy or perinatal prophylaxis. Some women will
continue to refuse testing, and their decisions should be respected.

Before HIV testing, health-care providers should provide the following minimum
information. Although a face-to-face counseling session isideal, other methods can
be used (e.g., brochure, pamphlet, or video) if they are culturally and linguistically
appropriate.

— HIV is the virus that causes AIDS. HIV is spread through unprotected sexual
contact and injection-drug use. Approximately 25% of HIV-infected pregnant
women who are not treated during pregnancy can transmit HIV to their infants
during pregnancy, during labor and delivery, or through breast-feeding.

— A woman might be at risk for HIV infection and not know it, even if she has had
only one sex partner.

— Effective interventions (e.g., highly active combination antiretrovirals) for HIV-
infected pregnant women can protect their infants from acquiring HIV and can
prolong the survival and improve the health of these mothers and their children.

— For these reasons, HIV testing is recommended for all pregnant women.

— Services are available to help women reduce their risk for HIV and to provide
medical care and other assistance to those who are infected.

— Women who decline testing will not be denied care for themselves or their
infants.

Health-care providers should perform HIV testing in consenting women as early as
possible during pregnancy to promote informed and timely therapeutic decisions.
Retesting in the third trimester, preferably before 36 weeks of gestation, is
recommended for women known to be at high risk for acquiring HIV (e.g., those
who have a history of sexually transmitted diseases [STDs], who exchange sex for
money or drugs, who have multiple sex partners during pregnancy, who use illicit
drugs, who have sex partner[s] known to be HIV-positive or at high risk, and who
have signs and symptoms of seroconversion). Routine universal retesting in the
third trimester may be considered in health-care facilities with high HIV
seroprevalence among women of childbearing age. Retesting for syphilis during
the third trimester and again at delivery also is recommended for pregnant women
at high risk (83). Some states mandate syphilis screening at delivery for all
pregnantwomen.

Women admitted for labor and delivery with unknown or undocumented HIV status
should be assessed promptly for HIV infection to allow for timely prophylactic
treatment. Expedited testing by either rapid return of results from standard testing
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or use of rapid testing (with confirmation by a second licensed test when available)
is recommended for these women. The goal is to identify HIV-infected women or
their infants as soon as possible because the efficacy of prophylactic therapy is
greatest if given during or as soon after exposure as possible (i.e., within 12 hours
of birth). Informed consent is essential for women tested prenatally, and womeniin
labor with unknown status should be allowed to refuse testing without undue
consequences. After delivery, standard confirmatory testing should be done for
women with positive rapid test results.

* Some women might not a) receive testing during labor and delivery, b) choose to
be tested for HIV, or c¢) retain custody of their infants. If the mother has not been
tested for HIV, she should be informed that knowing her infant’s infection status has
benefits for the infant’s health and that HIV testing is recommended for her infant.
Providers should ensure that the mother understands that a positive HIV antibody
test for her infant indicates infection in herself. For infants whose HIV infection
status is unknown and who are in foster care, the person legally authorized to
provide consent should be informed that HIV testing is recommended for infants
whose biological mothers have not been tested. Testing should be performed in
accordance with the policies of the organization legally responsible for the child
and with prevailing legal requirements for HIV testing of children.

* Regulations, laws, and policies regarding HIV screening of pregnant women and
infants are not standardized throughout all states and U.S. territories. Health-care
providers should be familiar with and adhere to state/local laws, regulations, and
policies concerning HIV screening of pregnant women and infants.

Education and Prevention Counseling of Pregnant Women
Regarding HIV

When the pretest process is simplified to providing essential information, the value of
prevention counseling should not be lost. For some women, the prenatal care period
could be an ideal opportunity for HIV prevention and subsequent behavior change to
reduce risk for acquiring HIV infection. Thus, the following steps are recommended:

* Information regarding HIV and assessment of risks for HIV infection (i.e., risk
screening) should be provided to all pregnant women as part of routine health
education. Reluctance to provide HIV prevention counseling should never be a
barrier to HIV testing. Similarly, a focus on increased HIV testing should not be a
barrierto providing effective HIV prevention counseling for persons determined to
be at increased risk for acquiring or transmitting HIV (see Revised Guidelines for
HIV Counseling, Testing, and Referral ).

* Pregnantwomen foundto have behaviors that place them at high risk for acquiring
HIV infection (e.g., multiple sex partners, current diagnosis or history of STDs,
exchange of sex for money or drugs, substance abuse) or who want more
intensive client-centered HIV prevention counseling should be provided with or
referred to HIV risk-reduction services (e.g., drug treatment, STD treatment, HIV
centers with personnel trained in HIV counseling).
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Interpretation of HIV Test Results

* HIV antibody testing should be performed according to the recommended
algorithm, which includes an EIA to test for antibody to HIV and confirmatory
testing with a more specific assay (e.g., Western blot). All assays should be
performed according to manufacturers’ instructions and state and federal
laboratory guidelines.

» HIV infection (as indicated by the presence of antibody to HIV) is defined as a
repeatedly reactive EIA and a positive confirmatory supplemental test.
Confirmation or exclusion of HIV infection in a person with indeterminate test
results should be based on HIV antibody test results, consideration of the person’s
medical and behavioral history, results from additional virologic and immunologic
tests when performed, and clinical follow-up (see Revised Guidelines for HIV
Counseling, Testing, and Referral ). Whenever possible, uncertainties regarding
HIV infection status, including laboratory test results, should be resolved before
final decisions are made regarding reproductive options, antiretroviral therapy,
cesarean delivery, or other interventions.

* Pregnant women who have repeatedly reactive EIAs and indeterminate
supplemental tests should be retested for HIV antibody to distinguish between
recent seroconversion and a negative test result. Almost all nonpregnant HIV-
infected persons with indeterminate Western Blot will develop detectable HIV
antibody within 1 month of exposure to the virus; relevant data are not available
for pregnant women. Although viral DNA/RNA assays can be helpful, they are not
FDA-approved for diagnostic use.

« Women who have negative EIA or rapid test results and those who have
repeatedly reactive EIAs but negative supplemental tests should be considered
uninfected unless they have had a recent HIV exposure. A negative test result
provides information regarding the woman'’s status, but does not ensure that a
sexual or needle-sharing partner is uninfected.

» As additional rapid assays become licensed and available in the United States,
specific combinations of >2 different rapid HIV tests for diagnosis of HIV infection in
women who do not receive health care until labor might be useful because
combinations of rapid tests have provided results as reliable as those from the EIA/
Western blot combination (78). Until other rapid assays are available, some
women who are reactive on a single rapid test might consider prophylactic
treatment until HIV infection is ruled out. Confirmatory standard testing should be
done after delivery for women with a positive rapid test result.

Recommendations for HIV-Infected Pregnant Women

* HIV-infected pregnant women should receive HIV prevention counseling as
recommended (see Revised Guidelines for HIV Counseling, Testing, and Referral ).
Thiscounseling should include discussion of the risk for perinatal HIV transmission,
ways to reduce this risk, and the prognosis for infants who become infected.
HIV-infected pregnant women should also be told the clinical implications of a
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positive HIV antibody test result and the need for and benefit of HIV-related
medical and other early intervention services, including how to access these
services.

HIV-infected pregnant women should be counseled regarding antiretroviral
therapy during pregnancy to improve their health (84) and prevent perinatal
transmission (57). Medical care and management of HIV-infected persons,
especially pregnant women, can be complicated because of the need for
combination therapy with multiple drugs, management of common side effects,
careful monitoring of viral load and drug resistance, prophylaxis for and treatment
of opportunistic infections, and monitoring of immune status. Health-care
providers who are not experienced in the care of pregnant HIV-infected women
are encouraged to obtain referral for specialty care from providers who are
knowledgeable in this area.

Although pregnancy is not an adequate reason to defer therapy for HIV infection,
unigue considerations exist regarding use of antiretroviral drugs during pregnancy,
including the potential need to alter dosing because of physiologic changes associated
with pregnancy, the potential for adverse short- or long-term effects on the fetus and
infant, and the effectiveness in reducing the risk for perinatal transmission (57).

Obstetric providers should adhere to best obstetric practices, including offering
scheduled cesarean section at 38 weeks to reduce risk for perinatal HIV
transmission (60,85).

HIV-infected pregnant women should receive information regarding all
reproductive options. Reproductive counseling should be nondirective. Health-
care providers should be aware of the complex concerns that HIV-infected women
must consider when making decisions regarding their reproductive options and
should be supportive of any decision.

To eliminate the risk for postnatal transmission, HIV-infected women in the United
States should not breast-feed. Support services for use of appropriate breast milk
substitutes should be provided when necessary. UNAIDS and World Health
Organization recommendations for HIV and breast-feeding should be followed in
international settings (86 ).

To optimize medical management, positive and negative HIV test results should be
available to a woman’s health-care provider and included on her confidential
medical records and those of her infant. After informing the mother, maternal
health-care providers should notify the pediatric-care providers of the impending
birth of an HIV-exposed infant and any anticipated complications. If HIV is first
diagnosed in the infant, health-care providers should discuss the implications for
the mother’s health and help her obtain care. Women should also be encouraged to
have their other children tested for HIV. Children can be infected with HIV for many
years before complications occur. Providers are encouraged to build supportive
health-care relationships that promote discussion of pertinent health information.
Confidential HIV-related information should be disclosed or shared only in
accordance with prevailing legal requirements.
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» After receiving their test results, HIV-infected pregnant women should receive
counseling, including assessment of the potential for negative effects (e.g.,
discrimination, domestic violence, psychological difficulties). Counseling should
also include information on how to minimize these consequences, assistance in
identifying supportive persons in their own social networks, and referral to
appropriate psychological, social, and legal services. HIV-infected women should
be counseled regarding the risk for transmission to others and ways to decrease
thisrisk. They also should be told that discrimination based on HIV status or AIDS in
housing, employment, state programs, and public accommodations (including
physicians’ offices and hospitals) isillegal.

» Health-care providers should thoroughly assess the prevention service needs of
HIV-infected women (e.g., substance abuse, STD treatment, partner referral, or
family planning services) and develop a plan to promote access to and use of these
services (see Revised Guidelines for HIV Counseling, Testing, and Referral ).

» Health-care providers should follow the Public Health Service Task Force
recommendations for using antiretroviral drugs to treat pregnant HIV-1 infected
women and reduce perinatal HIV-1 transmission in the United States, which
address treating pregnant women who do not receive health care until near the
time of delivery. These recommendations are available at the HIV/AIDS Treatment
Information Service (ATIS) website at <http://www.hivatis.org> (57).

Recommendations for Postpartum Follow-Up of Infected
Women and Perinatally Exposed Children

* HIV-infected women should receive ongoing HIV-related medical care, including
immune-function monitoring, recommended therapy, and prophylaxis for and
treatment of opportunistic infections and other HIV-related conditions (84,87 ). HIV-
infected women should receive gynecologic care, including regular Pap smears,
reproductive counseling, information on how to prevent sexual and drug-related
transmission of HIV, and treatment of gynecologic conditions according to
published recommendations (87). Obstetrical providers should ensure that HIV-
infected women are introduced or referred to another provider to continue their
care after pregnancy.

» HIV-infected women (or their children’s guardians) should be informed of the
importance of follow-up for their children. Children whose HIV infection status is
unknown require early diagnostic testing and prophylactic therapy to prevent PCP
pending determination of their status.

— Infected children require follow-up care to determine the need for prophylactic
therapy and antiretroviral treatment and to monitor disorders in growth and
development that often occur before age 24 months.

— Uninfected children who are exposed to antiretroviral therapy should be
assessed for potential short- and long-term side effects.

* ldentification of an HIV-infected mother indicates that her family needs or will need
medical and social services as her disease progresses. Thus, health-care providers
should ensure that referrals to services address the needs of the entire family.
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CONCLUSION

Because of recent advances in both antiretroviral and obstetrical interventions, preg-
nant women infected with HIV who know their status prenatally can reduce their risk for
transmitting HIV to their infants to <2%. The guidelines in this report are intended to
reduce barriers to voluntary HIV testing for all pregnant women in the United States and
to make the voluntary counseling and testing process simple and routine in prenatal
settings. The recommendations underscore the importance of HIV-infected pregnant
women (and their health-care providers) knowing their status to protect their own health
and reduce the risk for transmitting HIV to their infants.
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GOAL AND OBJECTIVES

This MMWR provides recommendations regarding the screening of pregnant women for human
immunodeficiency virus (HIV) infection. These recommendations were prepared by the U.S. Public Health
Service based on public health and obstetric practice guidelines and input from a panel of specialists. The goal
of this report is to provide guidance to public- and private-sector policy makers and clinical providers on HIV
screening during pregnancy. Upon completion of this continuing education activity, the reader should be able
to a) describe the recommended HIV counseling and testing strategy for pregnant women, b) identify risk factors
for perinatal HIV transmission, c) identify barriers to HIV testing among pregnant women, and d) describe the
information that pregnant women should receive before HIV testing.

To receive continuing education credit, please answer all of the following questions.

1. The recommended testing strategy for pregnant women can best be described as
A. universal counseling and voluntary HIV testing.
B. routine counseling and targeted testing.
C. voluntary counseling and testing.
D. targeted counseling and testing.

2. The new guidelines differ from the 1995 guidelines for HIV counseling and testing for
pregnant women in all of the following ways except

A. making the consent process more flexible.

strengthening the recommendation that all pregnant women be tested for HIV.
placing more emphasis on HIV testing and treatment at the time of delivery.
recommending simplification of the testing process.

mooOw

none of the above.

3. All of the following factors have been associated with increased risk for perinatal HIV
transmission except

A. advanced maternal HIV disease.
prolonged rupture of membranes.
scheduled cesarean delivery.
preterm delivery.

mooOw

maternal infection with another sexually transmitted disease (STD).

4. All of the following are reasons commonly cited by women for declining HIV testing except
A. no perceived risk.

financial constraints.

administrative scheduling difficulties.

lack of provider endorsement.

mooOw

history of previous testing.
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10.

Which of the following are included as one of the components of the recommended
Pediatric AIDS Clinical Trials Group protocol 076 regimen for administration of zidovudine

(ZDV)?

A.

B.
C.
D.

All of the following information should be provided to pregnant women before HIV testing

Administration of oral ZDV to the infant for the first 8 weeks of life.
Administration of oral ZDV to the mother beginning during the first trimester.
Administration of intravenous ZDV to the infant at time of birth.
Administration of intravenous ZDV during labor and delivery.

except

A.

moow

Retesting for HIV in the third trimester is recommended for

A.
B.
C.
D.

Effective interventions can help protect infants from becoming infected.
Services are available to help women reduce their risk for HIV.

A woman might be at risk for HIV and not know it.

Repeat HIV testing is not recommended for women tested within the year.

HIV can be transmitted through breast-feeding.

women with a history of STDs.

women with multiple sex partners during pregnancy.

A and B.
none of the above.

Informed consent before HIV testing is

A.

B.
C.
D.

optional.

mandated by federal law.
essential.

required by most states.

Indicate your work setting.

A.

mmo o w

State/local health department.
Other public health setting.
Hospital clinic/private practice.
Managed care organizations.
Academic institution.

Other.

Which best describes your professional activities?

mmooO Wy

Patient care — emergency/urgent care department.
Patient care — inpatient.

Patient care — primary-care clinic or office.
Laboratory/pharmacy.

Public health.

Other.
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11. | plan to use these recommendations as the basis for . . . (Indicate all that apply.)
A. health education materials.

insurance reimbursement policies.

local practice guidelines.

public policy.

mooOw

other.

12. Each month, approximately how many pregnant patients/clients do you see?
A. None.

1-10.

11-30.

30-50.

>50.

moow

13. How much time did you spend reading this report and completing the exam?
A. Fewer than 1.5 hours.

More than 1.5 hours but fewer than 2 hours.

1-1.5 hours.

More than 2.5 hours but fewer than 3 hours.

moow

3 hours or more.

14. After reading this report, | am confident | can describe the recommended HIV counseling
and testing strategy for pregnant women.

A. Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

mooOw

Strongly disagree.

15. After reading this report, | am confident | can identify risk factors for perinatal HIV
transmission.

A. Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

mooOw

Strongly disagree.
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16.

17.

18.

19.

20.

After reading this report, | am confident | can identify barriers to HIV testing among
pregnant women.

A.

moow

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

After reading this report, | am confident | can describe the information that pregnant
women should receive before HIV testing.

A.
B.

c
D.
E

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

The objectives are relevant to the goal of this report.

A.
B.

C
D.
E

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

Overall, the presentation of the report enhanced my ability to understand the material.

A.
B.

c
D.
E

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.

The recommendations will affect my practice.

A.
B.

C
D.
E

Strongly agree.

Agree.

Neither agree nor disagree.
Disagree.

Strongly disagree.
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21.

MMWR
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How did you learn about this continuing education activity?

A.

mmo o w

Internet.

Advertisement (e.g., fact sheet, MMWR cover, newsletter, or journal).

Coworker/supervisor.
Conference presentation.
MMWR subscription.
Other.
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Quality Assurance of HIV
Prevention Counseling

in a Multi-Center Randomized
Controlled Trial

SYNOPSIS

CURRENT HIV PREVENTION counseling strategies rely largely on inter-
ventions aimed at changing behaviors. Among these is HIV prevention
counseling and testing, which has been a prominent component in the fed-
erally supported strategies for HIV/AIDS prevention in the United States. To
assess the efficacy of HIV counseling in reducing risk behaviors and prevent-
ing HIV infection and other sexually transmitted diseases, a multicenter, ran-
domized controlled trial is being conducted among sexually transmitted dis-
ease clinic patients (Project RESPECT). The trial compares three separate
HIV prevention strategies on increasing condom use and decreasing new
cases of sexually transmitted diseases. The strategies are (a) Enhanced HIV
Prevention Counseling, a 4-session individual counseling intervention based
on behavioral and social science theory; (b) HIV Prevention Counseling, a 2-
session individual pre- and post test counseling strategy that attempts to
increase perception of risk and reduce risk behaviors using small, achievable
steps; and (c) HIV Education, a brief 2-session pre- and post-test strategy
that is purely informational.

One difficulty in conducting randomized trials of behavioral interven-
tions is assuring that the interventions are being conducted both as concep-
tualized and in a consistent manner by different counselors and, for multi-
center studies, at different study sites. This article describes the quality
assurance measures that have been used for Project RESPECT. These have
included development of standard tools, standard training, frequent obser-
vation and feedback to study personnel, and process evaluation.

long with HIV testing, HIV counseling has been a cornerstone

of the federally supported strategies for preventing HIV infec-

tion and AIDS in the United States. Following the licensure of

the human immunodeficiency virus (HIV) antibody test in 1985,

IV counseling was initially directed toward providing informa-

tion about the test itself. By 1987, HIV counseling had shifted its focus to
emphasize prevention, using a strategy that included voluntary notification and
counseling and testing of partners, referral for medical treatment or psychoso-
cial support, and informing clients about HIV transmission and how HIV
infection could be avoided (7). A list of high-risk behaviors was frequently used
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to help people recognize situations that might put them at
risk for acquiring HIV. Using this strategy, HIV counseling
sessions were observed to be more instructive; however, they
also followed no standard format, tended to inundate clients
with technical information about HIV and acquired
immunodeficiency syndrome (AIDS), and used global HIV
prevention messages not tailored to the client’s unique cir-
cumstances (2). Since 1987, a number of concerns about
this information dissemination model have led to further
changes in HIV counseling strategies. Many researchers and
counselors challenged the belief that simply informing a
client about high-risk behaviors is true counseling (3). Fur-
thermore, social scientists argued that providing people with
information about a disease or informing them that they are
at risk is not enough to change their behavior (7, 4, 5).

Because of the ambiguity about what exactly constitutes
“HIV counseling” and the varying ways in which HIV
counseling is conducted, evaluating its impact on changing
high-risk behavior has been controversial and challenging.
The published literature suggests that HIV counseling, par-
ticularly for seronegative individuals, has not led to substan-
tial behavioral change (7, 6). However, this finding can be
attributed in large part to methodologic limitations of the
studies. Few studies have collected data with the explicit
goal of evaluating the effect of HIV counseling on risk
behavior. Few have randomly assigned participants to inter-
vention groups or, in fact, employed any comparison group.
Perhaps most surprising, few have described the counseling
interventions that were used. The content of the counseling
sessions, the duration of the sessions, the training for the
counselors, and the quality assurance of the counseling ses-
sions were rarely addressed (6). Therefore, it is neither pos-
sible to know if clients were indeed “counseled,” nor to reach
any definitive conclusions about the effect of HIV counsel-
ing on risk behavior.

To evaluate the efficacy of individual HIV prevention

1996 » Volume 111 « Supplement |
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counseling, investigators from the Centers for Disease Con-
trol and Prevention (CDC) and five U.S. cities are conduct-
ing a randomized controlled trial, Project RESPECT, in
sexually transmitted disease (STD) clinics. In this study, we
have defined “efficacy” as the effect of a prevention strategy
in expert hands (trained, observed study personnel) under
ideal study circumstances that may not be able to be repli-
cated completely in the day-to-day STD clinic routine.
“Counseling” for HIV prevention is defined as a process
that engages the client in an interactive self-exploration of
his or her behaviors in the context in which those behaviors
take place (3, 7), during which the counselor gives profes-
sional guidance, most often by helping the client arrive at a
policy, plan of action, or behavior.

Description of Project RESPECT

The purpose of Project RESPECT is to determine the
efficacy of different models of HIV prevention counseling in
increasing condom use and preventing new cases of HIV and
sexually transmitted diseases (STDs) among high-risk indi-
viduals (8). The study subjects are HIV-negative, heterosex-
ual STD clinic patients 15 years of age or older who give
their informed consent to participate in the trial. Participants
are randomly assigned to receive one of three individual HIV
prevention interventions. This trial compares the efficacy of
three interventions that accompany HIV testing:

1. HIV Education, an educational intervention

2. HIV Prevention Counseling, a client-centered coun-
seling intervention that includes both an interactive explo-
ration of behavior and the formulation of a behavioral risk-
reduction strategy.

3. Enhanced HIV Prevention Counseling, an interven-
tion that begins with the same client-centered HIV pretest
session as HIV prevention counseling, but includes three 1-
hour sessions based on behavioral and social science theory.

Following current practice, all three interventions con-
tain at least two interactions, one before the HIV test and
one when the participant returns for his or her test results.

Interventions. HIV Education consists of two 5-minute
educational sessions about HIV and AIDS. The first educa-
tional message is given by the clinician (medical practi-
tioner) who examines and treats the study participant for
STDs during the initial clinic visit. The second message is
given when the participant returns for the HIV test results,
from 7 to 10 days later, either by a clinician or an HIV
counselor (someone who has undergone standardized train-
ing to give HIV test results and to conduct counseling inter-
ventions). During the second session the participant is given
the test results and is informed about the limitations of the
test. HIV transmission risks are reiterated, and specific
behaviors or circumstances that place the participant at risk
for acquiring HIV or other STDs are identified.
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Table 1. Session structure of Project RESPECT HIV prevention counseling

based on a recently revised (1993)
CDC model that has been recom-

mended for HIV counseling in U.S.
STD clinics (20). The intervention
consists of two 20-minute interac-
tive counseling sessions with an
HIV counselor. The first session
takes place during the initial clinic
visit, and the second session takes
place 7-10 days later when the

client returns for HIV test results.
The intervention has three primary

Activity Method Time (Minutes) Materials
Introduction/establish rapport Discussion | Protocol
Risk assessment Discussion/Questions 2 Protocol
Enhancement of self perception

of risk Discussion/Questions 3 Protocol
Identification of participant action Discussion/Questions 2 Protocol
Identification of participant barriers Discussion/Questions 2 Protocol
Negotiation or risk-reduction

plan {(condom) Discussion/Questions 4 Documentation of plan
Appointment for post-test

counseling Discussion | Business/appointment

cards

Total time required 15

objectives: (a) assessment of the par-
ticipant’s risk and self-perception of risk; (b) identification
of barriers to risk reduction; and (c) negotiation of a risk-
reduction plan with the participant.

Enkanced HIV Prevention Counseling. Because it may be
unrealistic to expect measurable behavior change following
such a brief intervention, in the “enhanced” counseling, we
added a more extended counseling intervention, grounded in
behavioral prediction and change theories (9). This interven-
tion consists of four interactive counseling sessions with an
HIV counselor. The first session takes place during the initial
clinic visit and is identical to the first session of HIV Preven-
tion Counseling. The remaining sessions take place over the
next 3 weeks and last approximately 60 minutes each. The
sessions in this intervention are designed to change key the-
oretical variables, such as skills in using latex condoms, atti-
tudes toward condom use, self-efficacy for condom use, and
perceived norms concerning condom use. Each succeeding
session builds on previous sessions. More specifically, the
three enhanced sessions may be described as follows:

1. Attitude Change. This session begins with a discus-
sion on how well the participant was able to carry out his or
her behavioral goal. If successful, the participant’s actions
are reinforced. If unsuccessful, the barriers to achieving the
goal are discussed. However, the main focus of this session is
on changing attitudes about condom use. The participant is
encouraged to explore beliefs underlying condom use (for
example, the perceived advantages and disadvantages of
consistently using condoms). This discussion is followed by
a condom skills-building training exercise. The session ends
with the participant arriving at a strategy for taking a step
toward behavior change before the next session.

2. Self-Efficacy. This session begins with a discussion of
the HIV test results. The participant is then asked about
the behavioral goal agreed upon in the previous session.
However, the main focus of this session is on increasing
self-efficacy (that is, one’s belief that one can consistently
use [or get one’s partner to use] a condom under a variety of
circumstances). The participant is encouraged to consider
barriers to, and facilitators of, condom use under a variety
of circumstances and to consider ways to overcome the bar-
riers. This discussion is followed by a communications
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skills training exercise. Once again, the session ends with
the participant arriving at a strategy for taking another step
toward consistent condom use before the next session.

3. Perceived Norms. This session begins with a discus-
sion about how well the participant was able to carry out the
behavioral goal set in the previous session. However, the
main focus of this session is on exploring community norms
and social support for consistent condom use. The session
ends with the participant arriving at a long-term strategy for
reaching the goal of consistent condom use.

Study Phases. Project RESPECT was conducted in two
phases. During an 18-month study preparation phase, per-
sonnel at the five participating clinics helped develop and
pilot the counseling interventions that would be used in the
evaluation phase, a randomized clinical trial that is currently
underway. For the trial, study personnel at each STD clinic
site approach eligible clinic patients systematically and
enroll those who are interested in the trial. Individuals who
agree to participate are randomly assigned to receive one of
the three HIV prevention interventions. As of December
1995, more than 5,500 STD clinic patients have enrolled,
with a target enrollment of 3,000 men and 3,000 women.

Quality Assurance of Counseling Interventions

Multi-center randomized trials require quality assurance
in a number of areas. This paper focuses only on the quality
assurance methods that have been employed in Project
RESPECT to ensure that the three behavioral interventions
are properly and consistently conducted.

Elements of quality assurance. In drug treatment trials, the
protocol specifies the treatments to be evaluated, the nature
of the treatment structure (for example, dosage, frequency of
dosage, and duration of therapy), and the way the treat-
ments are to be administered (for example, route of admin-
istration) (11, 13). Likewise, multicenter studies evaluating
the efficacy of behavioral interventions require assurances
that the interventions be (a) conducted as conceptualized,
and (b) comparably conducted by different counselors across
different sites.
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Box I. Project RESPECT HIV Prevention Counseling
Purpose, Goals, Objectives Guidelines

Purpose

The purpose of this session is to help participants assess their per-
sonal risks for HIV and establish a risk-reduction plan that incorpo-
rates a self-identified behavior goal.

Goals

Session | will enable participants to:

2,
3.

S.
6.
7.

Initiate a behavioral change process that will be effective in
preventing HIV infection.

Increase self-perception of HIV risk(s).

Recognize and obtain reinforcement for HIV risk-reduction
efforts.

Increase understanding of personal barriers to HIV risk
reduction.

Articulate an action plan for reducing HIV risk.

Utilize the counseling relationship in risk-reduction planning,
Understand resources available for support of behavior change.

Objectives

By end of Session |, participants will:

l.
2.
3.
4.
5.

6.

Establish rapport with the counselor.

Assess personal risk for HIV infection or transmission.

Develop a realistic perception of personal HIV risk behaviors.
Identify and plan specific actions related to increasing personal
use of condoms.

Obtain reinforcement and support from counselor for previous
and planned risk-reduction efforts.

Obtain appropriate referrals to resources for support of desired
behavior change.

Guidelines

Strict protection of confidentiality is maintained for all persons
offered HIV counseling.

At the beginning of each session, explain to the participant the
purpose of the session, its expected duration, and what is hoped
to happen in the session.

The session is interactive and client-focused: that means you
should enhance the person's participation in the session
(participant should be speaking more than counselor in the
session), and the session should be responsive and relevant to
the participant’s particular needs. Listen effectively to what the
participant says, use open-ended questions, do not interrupt
needlessly, and respond to questions appropriately.

Avoid making a preconceived set of points during the session,
and focus on () exploring client-specific issues to HIV risk
behaviors and 2) developing goals for the participant rather than
simply providing information.

During the session, communicate at the participant's level of
understanding, avoiding technical terms, jargon, or words beyond
the participant’s comprehension (e.g., “window period,” or
“nonreactive”).

Take what the participant says at face value, while exploring
relevant circumstances and details of the participant’s life and
risks to establish a context for what the participant reports or
believes.

Optimize opportunities to reinforce the participant's intentions
and reported actions relative to addressing HIV or STD issues in
his or her life.

Respond appropriately to what the participant states and to the
participant’s feelings.

Help the participant to understand dissonant statements when
they come up (for example, dissonance between reported
behavior and risk perception, between behavior and intentions,
between reported behavioral and conflicting information).
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We used the following processes to ensure adherence to
these two principles. First, in order to maximize the likeli-
hood that the interventions were implemented as conceived,
written protocols described each intervention session sepa-
rately and in detail, using the order that counselors were
expected to follow. All investigators carefully reviewed the
components of the intervention protocols and agreed to
each of the elements outlined. We asked counselors and
clinicians conducting the interventions to follow the proto-
cols strictly.

Second, to promote standard procedures and minimize
error, an experienced trainer conducted training sessions for
counselors and supervisors. When more than one training
session was needed, the original trainer was asked to con-
duct the additional sessions in order to ensure that the
courses were consistent. The trainer used a standard format
to conduct the training sessions and allotted time for the
counselor-trainees to discuss any problems.

Third, to help ensure that the interventions were being
performed consistently and according to protocol, supervi-
sors regularly observed the counselors conducting the inter-
ventions. This process allowed problems to be identified
early and corrected through immediate feedback to coun-
selors. Supervisors completed structured quality assurance
forms for each intervention session observed, so that the
data from these sessions could be used to assess whether or
not specific study objectives were met. In addition to the
observations conducted by supervisors, an independent
observer (a CDC staff member who underwent the same
training sessions as study supervisors and counselors) regu-
larly observed interventions at each study site. This process
of observing intervention sessions both internally (by site
supervisors) and externally (by the independent observer)
was done at each site throughout the duration of the study.

Fourth, to measure the participant’s perception of the
nature and quality of the counseling provided, semi-
structured post-intervention questionnaires focusing on the
participants’ reports of what occurred during each of the
intervention sessions were used.

To illustrate specific aspects of quality assurance, we
have included here some of the tools that are currently being
used for one of the counseling interventions (HIV preven-
tion counseling) studied in Project RESPECT.

Development of Quality Assurance Tools

Intervention protocols. Scripted study protocols were written
for each separate session in the three interventions. Each
session protocol included an overall statement of purpose
and several precise goals; specific objectives that participants
were expected to meet by the end of the session; a structured
plan that outlined each activity or element in the session in
the order in which they should be conducted; and an
approximate time needed for each element (Table 1, Box 1).
The protocol also detailed specific guidelines that coun-
selors were expected to apply consistently in the interven-
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Box 2. Project RESPECT HIV Prevention Counseling Intervention
SESSION | INTERVENTION SCRIPT

Introduction/Establish Rapport—| minute

Introduce yourself as health counselor. Describe the pur-
pose of the session, the expected duration, and what is
hoped to be achieved in the session. Seek consensus
from the participant as to the objectives of the session and
agreement to maintain this focus throughout the interven-
tion.

During the session, be polite, professional, and display
respect, empathy, and sincerity to the participant. Become
involved and invested in the process and convey an appro-
priate sense of concern and urgency relative to the partici-
pant’s HIV risk behaviors and STD clinic visit. Use plausible
and factual motivations, and seek to deal with the partici-
pant's concerns.

Suggested open-ended introductory questions:

= What have you heard about AIDS?
=+ How do you think the virus is passed from one person

to another!

= How did you decide to take the HiV test today!
~* Why did you come to the clinic today?
= What would you like to know before you leave here

today!

Risk Assessment=2 minutes

Focus on the participant's specific sexual behavior(s) and
the circumstance that affect that behavior. Attempt to
build from the presenting problem (symptoms, referral,
etc.) that brought the participant to the clinic. (Refer to
the screening form and the participant's responses to the
above questions.) Establish an atmosphere that conveys a
collaborative and creative exploration of the relevant
issues.With the participant, identify the categories and
range of behaviors that place him or her at risk for HIV
while attempting to focus the participant on specific
behaviors, situations, and partner encounters that cont-
ribute to his or her HIV risks.

¥ The exploration of behaviors during the risk assess-

ment is an integral component of the HIV prevention

Enhanced Self-Perception of Risk-3 minutes

Help the participant relate his or her sexual behavior to the STD
clinic staff and help the participant recognize specific sexual behaviors
that place him or her at risk for HIV.

¥

The enhancement of participant risk perception begins
within the context of the risk assessment.

Suggested open-ended risk awareness questions:

-

-
-

1t

11

What kinds of conversations have you had with your
sex partner(s) about AIDS!?

Why are you interested in having HIV test?

What role did a friend or sex partner play in your
coming in for the test!

What other STDs have you been diagnosed with?
What do you do to put yourself at risk for this infection?
How often do you do drugs, specifically drugs that you
shoot!

How would you describe your own risk of being
infected?

How do you think you got [STD]?

How often do you use condoms with your steady
partner!

How often do you use condoms with partners whom
you do not know very well?

How have your behaviors that we have discussed put
you at risk for HIV?

Identification of Participant Actions-2 minutes

Help the participant identify any self-initiated changes
already made in response to HIV/AIDS and inquire into the
participant’s social (peer) and community perception of
HIV/AIDS. Reinforce/support the participant's actions,
intentions, and communications about safer sex behavior.
Clarify misinformation and educate only as needed in the
participant’s specific situation.*

Suggested open-ended questions to explore participant HIV-
related intentions, concerns, and risk-reduction attempts:

counseling intended to facilitate the participant’s self- =+ What are you presently doing to protect yourself?*
understanding of his or her risks. It is not intended as a = What would you like to do to reduce your risk of HIV?*
screening tool or a data collection process. — Whom have you talked to about your HIV concerns or
risks!?
Suggested open-ended risk assessment questions: — What have your friends or partner(s) said about
HIV/AIDS!?
= What do you think will be the outcome of the test! = Explain to me when you use condoms. How has that
Why??* worked?!
= If you were infected, how do you think you may have — Whom do you use condoms with!
been infected! — How often do you use condoms with your steady
— Have you been tested before? If so, when and why? partner?
What were the results™ — What thoughts have you had about reducing your risk
— How many different people do you have sex with! How for HIV infection?
often! — Do you know anyone with HIV infection? How does that
* Do they shoot up drugs! How often? situation impact your own sense of risk!
* How many people are they having sex with? — What have you seen or heard about HIV in your [this]
= When was the last time that you put yourself at risk community?
for HIV?*What was happening then! — When have you reduced your risk! What was going on
— When do you have sex without a condom? that made that possible?
— What are the riskiest things that you are doing?™ — How is that working for you?
=+ What are the situations in which you are most likely to
be putting yourself at risk for HIV?
= How often do you use drugs or alcohol? How does (Continued)
this influence your HIV risk behaviors?
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Box 2. Project RESPECT HIV Prevention Counseling Intervention (continued)

Suggested statements reinforcing positive change already made:

— It's great that you are here!

= You've taken the first step; you're doing a great job; keep
it up!

~ The fact that you are concerned about HIV is important.

= It is important that you recognize how you have clearly
been thinking about reducing your HIV risk.

Identification of Participant Barriers—2 minutes

Help the participant identify barriers to safer sex behavior,
particularly condom use. Explore risk-reduction attempts in
detail, and identify and define impasses and difficulties.
Focus on the participant’s sense of self-efficacy for specific
risk-reduction activities, community and peer norms, and
relevant attitudes and beliefs.

Suggested open-ended questions to identify participant barriers:

~— What has been the most difficult part of changing your

behavior?

When, and in what situations, do you not use condoms?

How often do they break!

When are you least likely to use condoms?

When do you have the most difficulty in discussing

condoms?

What have you discussed with your partner(s)!

With which partners has it been hardest to talk about

or suggest the use of condoms?

= What was the role of drugs and alcohol in your decision
to engage in high-risk sex?

= In what situations are you most likely to be putting your-
self at risk for HIV?

11l

11

Negotiation of Risk Reduction Plan*- 4 minutes

Help the participant establish a reasonable yet challenging
risk-reduction step toward condom use that will reduce his
or her risk for acquiring HIV.This plan should address the
particpant’s baseline risk behavior identified in the risk
assessment phase of the session and should incorporate the
participant’s previous attempts and perceived barriers to
reducing HIV risk. Discuss how the participant will opera-
tionalize the plan, using specific and concrete steps, and
establish a back-up plan. Encourage the participant to
develop a plan that involves condom use to reduce HIV/STD
risk; however, plans not involving condom use are also
acceptable.

Confirm that this plan is personalized and is acceptable to
the participant. Document the plan, give a copy to the par-
ticipant, and retain a copy for the file. Acknowledge that
the plan is a challenge and assure the participant that you
will work with him or her to discuss and review the out
come at the next visit. Explain that together you can re-
negotiate the plan, if necessary, in the post-test session. Ask
the participant to repeat his or her plan back to you to make

sure that you are clear and can help look at the plan again at
the next session. Solicit questions and validate the partici-
pant's initiative in agreeing to try to negotiate a risk-
reduction plan.

Suggested open-ended questions to use when negotiating a risk-
reduction plan:

= What one thing can you do to reduce your risk right
now!

What can you do that would work for you!?

What could you do differently?

How and when will you use condoms?

How are you going to bring up condoms with your sex
partner(s)!

How do you think your partner(s) will respond to using
condoms?

What will you say?

When do you think you will have the opportunity to
first try this (behavior, discussion, etc.)?

How realistic is this plan for you?

What will be the most difficult part of this for you?
Who can help you!

What might be good about changing this?

What will you need to do differently?

How will things be better for you if you...!

How will your life be easier or safer if you change...?
How would your drug practices have to change to stay
safe?

11l
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Closure and Appointment To Receive Test Results
(Post-Test Counseling)-1 minute

Make an appointment with the participant to return for his
or her test results and post-test counseling. Note the day,
time, and place of the appointment on your business card
and give this to the participant. Emphasize to the
participant the need to call and reschedule if he or she is
unable to keep the appointment. If the participant is assigned
to the enhanced intervention, schedule the next enhanced
appointment.

*RETEST: All asterisks represent points in the session when it may
be appropriate to discuss retesting based on participant risk behaviors.
If this has not been broached by the beginning of the negotiated risk-
reduction plan, discuss the specific risk behavior(s) and the period dur-
ing which the participant should return for retesting. The negotiated
risk-reduction plan should be conceptualized as the short-range plan,
and an explanation and recommendation of retesting addressed in the
context of the longer-range plans. A brief explanation of this need for
retesting is critical, but should not be over-emphasized, for example,
“Because you had unprotected sex during the last 3 months,
the test today may not tell you all you need and want to
know about your exposure to HIV. In order for these expo-
sures to show up on the test, you will need to return in [spe-
cific month] for another test.’

tion (for example, “the intervention is interactive and
client-focused,” or “communicate at the participant’s level
of understanding, avoiding technical terms or other jar-
gon”). A list of all materials required in a session (appoint-
ment cards, fact sheets, condoms, lubricant) was placed for
easy reference by the counselor. Suggested scripts were
included, such as statements to help build rapport in differ-
ent situations, with open-ended questions to facilitate dis-
cussion for risk assessment or other elements of the inter-
vention (box 2).
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Principal investigators, study team supervisors, and
counselors participated in developing and pilot-testing the
protocols for the interventions. The final protocols were
developed by a consensus of these groups, and all agreed to
implement them exactly as written. Study counselors and
clinicians were asked to memorize the protocols, including
the order of activities and the scripted suggestions for each
session, and were encouraged to keep the protocols in front
of them and refer to them whenever necessary during inter-
vention sessions.
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Standard Training. An experienced

Table 2. Project RESPECT observation and feedback guide, HIV prevention

trainer (Nancy Rosenshine, NOVA, Inc.), counseling
who had helped develop the intervention )

Site: Observation date: _ /_/
protocols, also developed and conducted 2 opserver: Session Duration: _minutes
training course for the counseling inter- Counselor: Participant Study ID: _ __ _
ventions. At the start of the randomized .

. . Session I:
trial, the trainer conducted courses (one
Not Achieved  Achieved Excelled
east coast, one west coast) for study super-
visors and counselors. Several months | Demonstrated professionalism throughout session o2 3 4 5
later, she conducted two additional 2. Established rapport (introduction, defined scope and duration
courses to allow newly recruited coun- of session) . ) 2 3 45
A K 3. Listened effectively; let participant speak without needless
selors to undergo a similar type of train- interruption |2 3 4 5
ing. 4. Used open-ended questions. 2 3 4 5
One full day was used for each inter- 5. Communicated at the participant’s level of understanding 1 2 3 4 5
i . }’ 6. Clarified important misconceptions I 2 3 4 5
vention training course. Before the 7. solicited the participant’s feedback |2 3 45
course, counselors were asked to become 8. Consistently provided the participant reinforcement 12 3 4 5
1 . . : 9. Used appropriate nonverbal communications 2 3 4 5
familiar with the s‘crlpts anc.i to mc‘m onze 10. Assisted the participant in recognizing risks (linked STD
the order of each intervention. Usmg the symptoms, history, concerns to HIV risks) 12 3 4 5
study protocols, the trainer reviewed each 1. Identified, reinforced and supported participant concerns
: N intentions, actions and/or communications about HIV/AIDS 2 3 4 5
SCSSI,on of the ].Enh.anced an.d HIY Pre 12. Addressed community, peer perception of HIV/AIDS | 2 3 4 5
vention counseling interventions with the |3, Counselor asked participant to help him or her understand
counselor-trainees, discussing how activi- dissonance (behavior risk perception; behavior intentions; and
. s : _ conflicting information 1 2 3 4 5
ties Sh9UId be used,'pomnng out lmp.or i4. Maintained focus on the participant’s sexual behavior and
tant pltfalls to avoid, and encouraging circumstances that affect that behavior 1 2 3 4 5
feedback from the counselors. Counselors 5. Assessed barriers to HIV risk reduction; identified and defined
. . . : impasses and difficulties 12 3 4 5
practlced 'mterventlons i groups of 16. Negotiated a realistic plan to help the participant reduce
three, playing the role of the counselor, HIV risks | 2 3 45
the client, or the observer for each ses- 17 Established a reasonable yet challenging incremental step 12 3 4 5
. _ . : I8. Operationalized risk reduction into concrete and specific steps | 2 3 4 5
510.n. After each role pla.ylng seSSl?n’ the 19. Confirmed with the participant that the plan was reasonable
trainer and observers pointed out impor- and acceptable. 12 3 45
tant positive and negative features of each  20. Documented risk-reduction plan, copy to both counselor
. and participant 2 3 4 5
session to the large group. 21. Established a plan for receiving results 12 3 4 5

For the educational intervention, a

CDC clinician who participated in

developing the intervention and clinical protocols con-
ducted 90-minute standard training courses for study clini-
cians at each of the study sites. Before the training session,
clinicians were asked to memorize the HIV Education
intervention protocol. During the sessions the protocol was
discussed, and the clinicians were given specific patient
examples and asked to act out a 5-minute educational mes-
sage applicable to that patient. After each role-playing ses-
sion, the trainer and other clinicians pointed out important
positive and negative features of the session in the large
group.

At the end of the intervention training courses, the
trainers asked the counselors and clinicians to give feedback
about the course. Trainers also asked for feedback about the
protocols as problems arose. These comments were used to
clarify areas of ambiguity in the protocols and to improve
future training courses.

Observation and Feedback Guides. An observation and feed-
back guide for each intervention session was developed and
used for two purposes: (a) as a mechanism to assess whether
different counselors (both within and across study sites)
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were conducting the interventions similarly and according
to the intervention protocols, and (b) to provide immediate-
feedback to counselors on study protocol issues (table 2).
The structured instruments for each session listed each
important communications skill or activity stipulated in that
session’s protocol in order of its appearance. Observers were
asked to use a scale of 1 to 5 to rate counselors or clinicians
on whether they achieved, did not achieve, or excelled at
meeting each specified objective in the protocol. Before ini-
tiating the observation process, we asked counselors and
supervisors at the participating study sites to read and pilot-
test the form and to suggest revisions.

For the randomized trial, we asked the supervisors in
charge of the interventions to conduct observations of each
counselor and clinician at their sites, requiring that each
counselor be observed conducting at least one session per
month of each of the two counseling interventions, and
each clinician be observed conducting at least one session
per month of the education intervention. In addition, an
external observer from CDC visited sites every 3 to 4
months, observing as many counseling sessions as possible
at that visit. The goal for each study team was that 10 per-
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cent of their interventions be observed either by site super-
visors or by the external observer. As of December 1995,
four of the five sites had achieved that goal. Counselors and
clinicians received feedback immediately after each session,
and specific aspects of the session that did not meet the
study protocol were discussed. The external observer
entered and tabulated the observational data centrally and
returned to the study supervisors the results for each coun-
selor on each intervention. Observed problem areas as well
as particularly useful techniques were highlighted during
routine staff meetings with study supervisors, during group
meetings conducted at the end of site visits from the exter-
nal observer, on bimonthly conference calls, and at biannual
meetings of principal investigators and study supervisors.

Two examples illustrate the usefulness of the observa-
tion and feedback guides. First, when observers noted that
several counselors at one site had difficulty achieving the
protocol objectives for an intervention, we asked the trainer
to conduct a second training course at that site. After that,
observers found that the interventions were being con-
ducted according to protocol. Second, immediately after
starting the randomized trial, the external observer
reported that two related and sequential activities were
consistently problematic for counselors at most sites.
Counselors were observed using inconsistent, free-form
approaches that tended to blur the two activities. When
asked about this during site visits and conference calls,
supervisors reported that the directions and scripts for the
two activities were less clearly documented than other
parts of the protocol. They noted that many counselors
found this exercise to be their least favorite part of the
Enhanced HIV Counseling intervention because partici-
pants were less engaged than in other parts of the inter-
vention. As a response to this, we combined the two activ-
ities, wrote more detailed instructions and scripts, and
added a visual tool and interactive dialogue cards to help
participants follow the activity more closely. After the
modifications, the external observer found that counselors
across sites delivered this intervention consistently and
according to the revised protocol.

Participant perception of the intervention. A process
evaluation instrument was developed and given to study
participants in each of the three interventions. The purpose
of this instrument was to evaluate whether or not partici-
pants experienced the activities described in the interven-
tion protocols. Using a semistructured instrument, an inter-
viewer who was not the original counselor asked
participants at the end of their final intervention session to
describe and rate the different activities of their interven-
tion. The process evaluation interviews were conducted for
6 weeks shortly after the randomized trial was initiated, for
6 weeks at a mid-point in enrollment, and, finally, during
the last 6 weeks of enrollment. Results of the first two sets
of interviews with participants indicated that the coun-
selors did introduce key intervention elements and that
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counselors used an interactive approach and clinicians a
didactic approach, which is consistent with the protocols.

In general, participants reported being very pleased with
the intervention they received.

Discussion

Given the need for HIV prevention interventions that
can be genuinely evaluated and, if effective, replicated and
transferred to appropriate settings, it is critical that studies
have strong quality assurance components that are system-
atically applied. Each component requires detailed written
protocols and evaluation tools. This is particularly true in a
multi-center study such as the one described here, where
the consistent application of several complex behavioral
interventions is fundamentally important to the evalua-
tion. The development of written protocols, training of
staff, rigorous observation of the interventions, and
process evaluations all contribute to the reliability of the
overall data.

A study such as Project RESPECT, enrolling thousands
of participants over an extended period, and requiring repe-
tition of 5-minute to 1-hour sessions with individual clients,
clearly has the potential to become redundant for coun-
selors. This situation may lead to short-cuts, omissions,
decreased emphasis on critical points in the interventions,
and indifference among counselors that may be conveyed to
the participants. The quality assurance procedures used in
this study maintain high performance expectations on study
personnel and have resulted in consistent and comprehen-
sive delivery of the interventions. However, the intensity
and duration of this study have contributed to some staff
turnover.

The quality assurance strategies used in this project have
been particularly useful in helping supervisors decide when
new counselors have developed the skills needed to begin
performing the interventions. For example, new counselors
occasionally perform intervention activities in the wrong
order. Since the enhanced intervention was designed to have
a cumulative effect on each participant, it is critical that the
study counselors maintain the strict intervention protocol,
including the sequence of the sessions and the activities
within each session. Early quality assurance monitoring of
new personnel prevented the habituation of incorrect
approaches to the interventions and assisted the experienced
counselors in fine-tuning the complex counseling interven-
tions and maintaining good skills.

Supervisory observation and corresponding feedback
became a routine expectation of the project study person-
nel. External observation and feedback became progres-
sively less threatening, and the quality assurance process
also helped maintain a useful, somewhat competitive,
cross-site tension or anticipation of high quality evalua-
tions. Study counselors were sufficiently comfortable with
observation of their sessions that their requests for partici-
pant consent for the observation were routine and profes-
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sional. As a result, study participants seldom declined the
counselors’ requests that an observer be present.

In retrospect, some aspects of the quality assurance
could have been enhanced. For example, about 6 months
after beginning enrollment, supervisors at some sites sug-
gested that peer observations of the interventions could be
a supplementary quality assurance tool. Although peer
observation was encouraged at all study sites, it was not
uniformly adopted, and was a matter of routine at only a
few sites. For this study, the process was used to enhance
counselors’ techniques rather than as a quality assurance
process. Therefore, peers did not use the observation and
guides to “rate” each other on adherence to study proto-
cols. Training is another area that could have been
enhanced, had funding allowed. Repeating the standard-
ized training courses for all counselors midway through
study enrollment would have helped ensure that new
counselors approached interventions consistently and
according to protocol, and would have allowed counselors
to observe first-hand useful techniques used by counselors
at other sites. An additional quality assurance strategy that
has not been used is audiotaping the intervention sessions.
Some investigators have found this approach to be well
accepted by clients and helpful in allowing sessions to be
evaluated at the supervisor’s convenience and by more than
one rater. This would also allow the potential to assess
inter-rater reliability (74).

The introduction of strict quality assurance procedures
has had a synergistic effect on the researchers as well as the
counselors and supervisors at each site. For example, study
team personnel at the sites requested that researchers
develop tools to ensure that other aspects of the study, such
as recruitment, were performed consistently. Also, in spite
of the fact that study sites were between 500 and 2,500
miles apart, study supervisors requested, and were encour-
aged, to visit the other study sites, and were able to observe
and critique the application of study protocols and quality
assurance activities by their counterparts. As a result of
these site visits, supervisors were able to incorporate partic-
ularly innovative or useful management approaches devel-
oped at other sites into their own clinic settings. Thus,
there has been a transfer of technology between study sites
both through the site visits by supervisory counterparts and
through the quality assurance site visits by an external
observer.

The emphasis on consistent and rigorous quality assur-
ance of the behavioral interventions in Project RESPECT
has enhanced the integrity and quality of the study and the
researchers’ ability to interpret study results. If the client-
based counseling interventions are found to be effective,
quality assurance should continue to play an important role
in replicating the interventions for HIV prevention pro-
grams.
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Preface

This guidance 1s mntended to assist state and local health department HIV
prevention cooperative agreement grantees and HIV prevention community
planning groups in planning, implementing, and evaluating the services provided
to persons living with HIV and their sex and needle-sharing partners. External
consultants and CDC staff collaborated in the development of this guidance, which
1s mntended to supplement current CDC cooperative agreement guidance for HIV
prevention programs. The development process included mput based on reviews of
the relevant scientific literature, actual program experience, and expert recommen-

dations from within and outside CDC.

This guidance uses new terminology to label the process of reaching and
serving sex and needle-sharing partners. As opposed to contact tracing and partner
notification, the term partner counseling and referral services (PCRS) 1s 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. This guidance should assist in develop-
ing programs, planning services, or prioritizing resource allocation for PCRS, and
state and local programs supported with CDC funds should adapt it to meet their

local policies, needs, and circumstances.

The principles listed on the following pages constitute the basis for PCRS
and are applied to issues discussed throughout this document. Principles 1-11
apply to partner counseling and referral services associated with partner services
for all sexually transmitted diseases, including HIV. Principles 12—13 apply to

partner counseling and referral services associated with HIV in particular.

The reader can refer to Appendix B, “Glossary of Terms Associated with
PCRS,” for clarification on how some terms are used in this document. For
example, the term PCRS provider is used to refer to any qualified health care
personnel, including physicians, nurses, counselors, or disease intervention special-
1sts, who might be involved in serving HIV-infected clients, their partners, and
affected communities. Guidance 1n this document assumes and strongly recom-

mends that PCRS providers be specifically trained in delivering these services.

For technical assistance or inquirtes, PCRS providers should contact their
state health department. State health departments should contact their CDC

project officers.
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Principles Associated with Providing PCRS for
All Sexually Transmitted Diseases, Including HIV

Voluntary. PCRS is voluntary on the
part of the infected person and his or
her partners.

Confidential. Every part of PCRS
1s confidential.

Science-Based. PCRS activities are
science-based and require knowledge,
skill, and training.

Culturally Appropriate. PCRS is to be
delivered in a nonjudgmental, culturally
appropriate, and sensitive manner.

A Component of a Comprehensive
Prevention System. PCRS is one of a
number of public health strategies to
control and prevent the spread of HIV
and STDs. Other strategies include
access to clinical services, outreach to
and targeted screenings of at-risk
populations, behavioral interventions,
and educational programs.

Diverse Referral Approaches. PCRS
may be delivered through two basic
approaches: provider referral, whereby
the PCRS provider locates and informs
sex or needle-sharing partners of their
exposure, and client referral, whereby the
infected person takes responsibility for
informing his or her partners. Sometimes
a combination of these approaches is used.

Support Services and Referral. PCRS is
delivered in a continuum of care that
includes the capacity to refer sex and
needle-sharing partners to HIV counsel-
ing, testing, and treatment, as well as
other services, e.g., STD treatment,
family planning, violence prevention,
drug treatment, social support, housing.

8.

10.

11.

Analysis and Use of PCRS Data. PCRS
program managers should collect data on
services provided and use the data for
evaluating and improving program effi-
ciency, effectiveness, and quality.

Counseling and Support for Those
Who Choose To Notify Their Own
Partners. Counseling and support for
those who choose to notify their own
partners is an essential element of PCRS.
Such efforts can assist in ultimately
reaching more partners and minimizing
unintended consequences of notification.
Assistance to clients in deciding if, how,
to whom, where, and when to disclose
their infection can help them avoid
stigmatization, discrimination, and other
potential negative effects. Working with a
client to think through what it means to
notify a partner and creating a specific
plan to ensure he or she successfully
accomplishes the notification is a vital
role of the provider.

Client-Centered Counseling. Providing
client-centered counseling for HIV-
infected individuals and their partners can
reduce behavioral risks for acquiring or
transmitting HIV infection. In addition,
client-centered counseling will help the
provider understand the readiness of the
client to notify partners. This will allow
the provider to offer services to assist the
client in successfully notifying partners
without adverse consequence.

Increased Importance as New Tech-
nologies Emerge. As new technologies
emerge, such as rapid diagnostic tests,
vaccines, behavioral interventions, and
even more effective therapies, PCRS
will become an increasingly important
prevention tool.
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12.

Principles Associated with Providing PCRS,
Particularly for HIV

Ongoing Access to PCRS for HIV-
Infected Individuals and Partners.
PCRS should not be a one-time service.
It should be offered as soon as an HIV-
infected individual learns his or her
serostatus and made available throughout
that person’s counseling and treatment. If
new partners are exposed in the future,
PCRS should be made available again.
HIV-infected individuals should have the
ability to access PCRS whenever needed.

13.

Assistance in Accessing Medical Evalua-
tion and Treatment To Prolong Life.
Sex and needle-sharing partners might
already be HIV-infected but be unaware
of or deny their risks. They can be as-
sisted through PCRS in learning their
status, and in obtaining earlier medical
evaluation and treatment for HIV disease
and opportunistic infections. PCRS
provides an opportunity for HIV pri-
mary prevention interventions for those
partners not infected with HIV and an
opportunity for secondary prevention for
those partners living with HIV.
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How To Use This Document

The standards and guidance in this document describe the core elements
that are essential for successful PCRS programs at publicly funded sites. Even
though HIV and STD programs share many common goals, policies, and
activities, PCRS 1is designed specifically for HIV prevention programs. It 1s
not intended to replace or modify CDC guidance for partner notification for
other STDs.

The two levels of recommendations in this document are Standards and
Guidance:
Standards. Specific standards are provided in several sections and are
intended to be applied consistently. Standards must be followed by CDC grant-
ees in virtually all cases where CDC funds are used to support services. To

assist the reader, each standard is set apart from the other text in

reverse type on a
black background.

In addition, Appendix A is a concise listing of all the PCRS standards in

the order discussed in the main part of the document.

Guidance. The main text of this document provides overall guidance for
PCRS programs. This guidance should be followed in most cases, but can be
tailored to fit the individuals and affected communities being served as
well as the program needs. Providers are urged to follow this guidance but
have flexibility to modify or adapt based on state or local needs, policies,

or circumstances.

Other organizations providing PCRS or other HIV prevention service
providers might also find this document a useful guide. CDC recommends that
the guidance be shared with providers and consumers of services in local areas.
Managers of PCRS programs are urged to work closely with STD prevention,
violence prevention, drug treatment, reproductive health, and other state agencies

in planning, implementing, and evaluating their program and services.
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1.0 PARTNER COUNSELING
AND REFERRAL SERVICES
FOR HIV PREVENTION

AN OVERVIEW

7.7. How HIV PCRS Has Evolved

Once known as “contact tracing,”
outreach activities for finding, diagnosing, and
treating partners of persons infected with
sexually transmitted diseases (STDs) have long
been used by public health workers as a pre-
vention activity. In the 1930s, U.S. Surgeon
General Thomas Parran advocated the use of
contact tracing to help “prevent new chains of
[syphilis] infection” (Parran, 1937). Contact
tracing was later expanded to include partners
of persons infected with gonorrhea and other
STDs, including the human immunodeficiency
virus (HIV), and came to be known in the
1980s as “partner notification” (West and
Stark, 1997).

In the 1980s, when public health workers were
first being confronted with the rapid spread of
HIV, the virus that causes acquired immunode-
ficiency syndrome (AIDS), informing persons
of their possible exposure to HIV and offering
counseling, testing, and referral services were
already recognized as an important disease
prevention effort that could help stem the tide
of HIV infection. As HIV prevention activities
have evolved, so has the terminology for
mforming the HIV-infected person’s sex and
needle-sharing partners of their possible expo-
sure to the virus. Today, the term HIV partner
counseling and referral services (PCRS) more
accurately reflects the range of services avail-
able to HIV-infected persons, their partners,
and affected communities through this public
health activity.

Of necessity, PCRS for HIV differs from
partner services for other STDs because the
“epidemiological, biological, and clinical
characteristics of HIV are different” (West and

Stark, 1997). Despite recent advances in treat-
ment, we do not yet have a cure for AIDS, so
HIV remains a lifelong issue for those infected.
Furthermore, because society frequently
stigmatizes and sometimes discriminates
against HIV-infected persons and their families
and friends, the affected communities may be
concerned about the potential negative impact
of PCRS. HIV prevention programs need
affected communities to be involved in and
understand PCRS for the overall prevention
efforts to be accepted and effective.

Federal and state legislative mandates in the
1990s have underscored the importance of
notifying sex and needle-sharing partners of
their possible exposure to HIV. Recent ex-
amples include the federal requirement to
notify spouses of HIV-infected persons (Public
Law 104-146, Section 8[a] of the Ryan White
CARE Reauthorization Act of 1996) and state
legislation to require health departments to
offer HIV partner notification services to
newly reported HIV-infected persons (Na-
tional Council of State Legislators, 1998). Legal
and ethical concepts such as the rights of
individuals to know their risk of infection, to
learn their HIV status anonymously or confi-
dentially, and to be protected against discrimi-
nation if HIV-infected, will continue to drive
public health policies and legislative action on
HIV PCRS (West and Stark, 1997). Public
health policies and legislative actions related to
the above concepts will determine, at least in
part, how PCRS 1s conducted.

7.2 What Are the Goals of PCRS?

PCRS is a prevention activity with the
following goals:

1. Providing services to HIV-infected per-
sons and their sex and needle-sharing
partners so they can avoid infection or, 1f
already infected, can prevent transmission
to others.

2. Helping partners gain earlier access to
individualized counseling, HIV testing,
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medical evaluation, treatment, and other
prevention services.

Through PCRS, persons — many of whom are
unsuspecting of their risk — are mformed of
their exposure or possible exposure to HIV.
Notified partners can choose whether to be
tested, and if not tested or if found to be
uninfected, can receive counseling about
practicing safer behaviors to avoid future
exposure to HIV. If, however, they are found
to be mfected, they can seek early medical
treatment and practice behaviors that help
prevent transmission of HIV to others and
reduce the risk of becoming infected with
other STDs.

PCRS can be instrumental in identifying
sexual and drug-injecting networks at high risk
for transmission of HIV or other sexually
transmitted diseases (Fenton and Peterman,
1997; West and Stark, 1997). These networks
are made up of individuals who share social
relationships mvolving sex or drug use. Such
networks can be identified and described at
least partly through information obtained by
PCRS activities (West and Stark, 1997). Future
prevention interventions can then be more
effectively directed, and the HIV risks within
the network(s) potentially reduced. Network
research, combined with new methods of virus
typing and identification of recently infected
persons (Janssen, ef al, 1998), will contribute
to a greater understanding of HIV transmis-
sion (Fenton and Peterman, 1997).

7.3 Is PCRS Cost-effective?

Some have raised concerns about the
high potential cost of PCRS and have ques-
tioned on these grounds whether or not it
should be supported. In fact, although the
relative mvestment per person reached might
be greater than other public health activities,
PCRS is likely to be highly cost-effective. A
simple threshold analysis illustrates the prob-
able cost-effectiveness of PCRS to society.

Assuming an estimated current $154,402
lifetime cost in the United States of a person
acquiring HIV infection and eventually dying
from HIV-related illness (Holtgrave and
Pinkerton, 1997) and a conservatively esti-
mated average $3,205 cost of PCRS to reach
one infected person (Toomey ez al., 1998),
PCRS must prevent 1 infection out of every
51 HIV-infected partners reached through
PCRS to be cost-effective. As PCRS links
HIV-infected partners to client-centered coun-
seling and other interventions proven or likely
to be effective, this appears to be a threshold
relatively easy to achieve by programs.
Greater effectiveness, such as preventing only
2-3 mfections for every 51 HIV-infected
partners reached through PCRS, would con-
vey substantial cost savings to society.

7.4 Who Benefits from PCRS?

Clearly, three distinct beneficiaries of
PCRS are (1) persons with HIV infection;
(2) their spouses and other sex and/or needle-
sharing partners; and (3) affected communities
(Fenton and Peterman, 1997). Through a
client-centered approach, HIV-infected persons
can recetve counseling about their risk behav-
ior and be offered a range of choices and
support in informing their partners of the
possibilities of exposure to HIV (CDC, 1994).
Studies have shown that a client-centered
counseling approach can result in behavior
change, thereby decreasing the likelthood of
HIV transmission to others (Kamb ez a/., 1998
and Fenton and Peterman, 1997). HIV-infected
persons can also benefit from referrals to other
social and medical services, such as couples
counseling, prevention case management, and
antiretroviral therapy.

For the partners of HIV-infected persons, one
basic benefit comes from being informed that
they are at risk. This will be particularly
helpful information for those who do not even
suspect that they might have been exposed.
Once informed, the partner can decide to
access available HIV prevention counseling
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and testing services. If not infected with HIV,
partners can be assisted in changing their risk
behavior, thus reducing the likelihood of
acquiring the virus. Or, if already HIV-
mfected, the partner’s prognosis can be 1m-
proved through earlier diagnosis and treatment.

The role of PCRS, eatlier diagnosis, and
prevention and treatment services might have
prevention benefits at the community level in
reducing future rates of HIV transmission.
Evidence 1s accumulating that antiretroviral
therapy reduces the amount of HIV in genital
secretions and fluids and thus might reduce the
mfectivity of HIV (Gupta P, e al., 1997,
Vernazza PL, et al., 1997; Vernazza PL, ¢t al.,
1997; Musicco M, ez al., 1994). However,
concern may be well justified that some might
misinterpret antiretroviral therapy as a cure
for HIV and thus be less concerned about
adopting safe behaviors or exposing others
(Kalichman SC, ez al., 1998; Kelly JA, ez al.,
1998; Remien RH, ez 4/, 1998; Remien RH, er
al., 1998). Efforts to link HIV-infected persons
to treatment must also continue to emphasize
safe behavior during the course of treatment.
Effective PCRS also can mmprove disease
surveillance, identify social sexual networks at
high risk that can then be targeted for preven-
tion (Fenton and Peterman, 1997), and poten-
tially assist a comprehensive program in lower-
ing the transmission rate of HIV. In addition,
PCRS can benefit service providers in the com-
munity by increasing their access to individu-
als in need of their services, especially people
who would not come to them on their own.

7.5 What Activities Are Involved
in PCRS?

PCRS should be introduced at the
point an individual seeks HIV prevention
counseling and testing. A brief overview of the
activities associated with PCRS is included in
this section, but motre detailed discussions are
provided throughout the remainder of
this document.

Person Seeks HIV Prevention Counsel-
ing and Testing. PCRS begins when
persons seck, either through private care
providers or publicly funded programs,
HIV prevention counseling and testing.
As they enter services, they should be
assisted first, ideally through client-
centered counseling techniques, 1n —

1. assessing their risks of acquiring or
transmitting HIV, and

2. negotiating a realistic and incremental
plan for reducing risk.

During the initial counseling and testing
session, the provider should also explain
(1) how HIV testing will be conducted if
the client does choose to be tested, and
(2) all the available options for PCRS.
The provider must assist clients in under-
standing their responsibility, if their HIV
test results are positive, for ensuring that
their partners are informed of their
possible exposure, and referring those
partners to HIV prevention counseling,

testing, and other support services
(CDC, 1994).

Client Tests Positive and Chooses To
Participate in PCRS. Once a client’s test
results are confirmed positive, that person
should be provided the earliest appropri-
ate opportunity to receive partner coun-
seling and referral services. Reactions to
learning one 1s infected with HIV vary,
and personal circumstances differ among
individuals. PCRS providers need to
recognize and accommodate those clients
who need other issues resolved before
being ready to participate in PCRS. This
might mean, for some individuals, sched-
uling a follow-up appointment to discuss
PCRS issues more thoroughly.

PCRS Provider and Client Together
Formulate a Plan and Set Priorities.
The PCRS provider (who might not be
the counseling and testing provider)
counsels the client on if, how, and when
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specific partners should be informed of
their risk of exposure. The provider
should present partner referral options
(Section 3.2). Then, the client and PCRS
provider together can develop a plan for
reaching partners that uses one or more of
the referral options. The plan should be
one that will result in each partner being
(1) informed of possible exposure to HIV;
(2) provided with accurate information
about HIV transmission and prevention;
(3) informed of benefits of knowing one’s
serostatus; (4) assisted in accessing coun-
seling, testing, and other support services;
and (5) cautioned about the possible
negative consequences of revealing their
own or others’ serostatus to anyone else.
As the individualized plan is developed,
the PCRS provider and client prioritize
which partners should be reached first
(Section 3.0 provides a discussion of how
priorities are set).

¢  HIV-Infected Client Voluntarily Dis-
closes Information About Partners. The
HIV-infected client 1s encouraged to
voluntarily and confidentially disclose the
identifying, locating, and exposure infor-
mation for each sex or needle-sharing
partner that the PCRS provider or the
client will attempt to inform.

4 Client and/or Provider Informs Each
Partner of Possible Exposure to HIV.
The client and/or the PCRS provider
informs each sex or needle-sharing
partner who can be located of his or her
possible exposure to HIV. Ideally, the
partner 1s always informed confidentially
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 Assists Partner
in Accessing Counseling, Testing, and
Other Support Services. At the core of
PCRS is referring the now-informed
partner to counseling, testing, and needed

social and medical services. If on-the-spot
counseling and/or testing for HIV and
other STDs 1s not practical or not desired
at this time, each partner should receive,
immediately upon being informed of
possible exposure to HIV, a specific
referral for obtaining client-centered
counseling and testing. Some partners
will also need immediate referrals for
medical evaluation, substance abuse
treatment, mental health, or other sup-
port services to enhance or sustain risk-
reducing behaviors.

How each PCRS activity 1s conducted might
have a direct impact on how communities
perceive the value of such efforts to themselves
and to public health. Quality assurance for
services provided, routine staff and program
evaluations, and network analysis are, there-
fore, necessary components of PCRS. For
example, ensuring that strict confidentiality 1s
maintained for all persons involved in PCRS
will encourage community support and in-
volvement. (See Sections 4.3, 4.5, and 6.2)

2.0 AVAILABILITY OF PCRS

2.1 Making Services Available to

All HIV-infected Persons

People can learn
that they are HIV-
mfected through a

All cDC-
funded HIV
prevention
counseling
and testing
sites, both
confidential

variety of sources,
including confidential
and anonymous testing
sites, private care physi-

and anony-
mous, must
make PCRS
available to
all HIVv-
infected
persons.

cians, or home collec-
tion kits. However,
regardless of where and
how persons have been
tested, PCRS must be
made easily accessible to
all HIV-infected persons.

For example, an HIV-infected person who
has been tested by a private provider might
seek services from a CDC-funded provider.

HIV Partner Counseling and Referral Services
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Although verified evidence of HIV infection
should always be presented to the PCRS
provider before partners are contacted,
PCRS must be made available to the HIV-
mfected person.

The client who has just been informed of
being HIV-infected will, of course, need to
have PCRS offered at the earliest appropriate
time, 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 in the past was not

offered PCRS;

¢ sex or needle-sharing partner who the
PCRS provider learns is continuing to
have unprotected sex and who has
partners other than the original HIV-
infected client;

. client who now has new sex or needle-
sharing partners;

. client who is now seeking additional STD
or family planning services or substance
abuse treatment; or

. client who in the past refused or only
partially participated in PCRS but has
now decided to participate fully.

Health department HIV prevention program
staff should ensure that health care and preven-
tion providers in the community and HIV-
infected persons in the area are aware that
PCRS is available at publicly funded sites and
are aware of how to access those services.
Furthermore, health departments can expand
access to PCRS by developing agreements with
private providers. These agreements could
specify that the private providers will deliver
PCRS to their HIV-infected clients. In such
situations, these providers should be given

relevant information, training, and support to
successfully deliver the services.

2.1.1 Services for Those Persons
Tested Anonymously

CDC-funded Opportunities to

access PCRS must be

provided to HIV-
infected clients who

programs must
provide access
to PCRS for
persons testing
anonymously

have been tested

anonymously and
without

requiring that
the infected
client disclose
his or

her identity.

choose to remain
anonymous. Program
experience has indi-
cated that PCRS can
be conducted in an
anonymous setting
(Hotfman, ez al, 1995). CDC requires that,
unless prohibited by state law or regulation,
grantees must provide reasonable opportuni-
ties for anonymous testing. Clients who test
HIV-positive in anonymous settings must be
counseled on how to enter a confidential
system and be strongly encouraged to do so.
This will assist them 1n receiving medical care
and other services, including PCRS.

Recent reports show that persons who enter
anonymous HIV testing programs do so
eatlier in their HIV infection and are motre
likely to begin medical care while still com-
paratively well (Bindman ez a/., 1998;
Nakashima e a/., 1998). CDC currently rec-
ommends that persons initially testing positive
for HIV in an anonymous setting be counseled
and informed about how to enter a confiden-
tial medical care system.

2.1.2 Inability To Pay

CDC-funded PCRS programs must
provide access to PCRS regardless of clients’ or
partners’ ability to pay (CDC, 1993).
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2.2 Accommodating Requests
from Other Health Jurisdictions

PCRS providers
might sometimes be

Requests for
PCRS from

other health
Jjurisdictions

asked to contact the
partner of an HIV-
must be mnfected person residing
accommodated
whenever

practical.

in another health juris-
diction. Such contacts
with other jurisdictions
is the role of the state
health department. For example, a PCRS
provider might request that the staff in a neigh-

boring state health department assist in locating
and informing a previous partner or former
spouse of an HIV-infected client. A reasonable
effort must be made to accommodate that
request if it complies with state and local
regulations and policies, and confidentiality

is maintained.

3.0 DECIDING ON A PCRS
PLAN AND SETTING
PRIORITIES

3.1 Encouraging Client

Participation

3.1.1 Fully Informing and
Reassuring Clients

The PCRS provider

PCRS pro- should explain the pur-

viders must
ensure that
clients are
aware that all
information
disclosed by

pose and process of PCRS
before PCRS activities can
begin. The HIV-infected

person serves as the “gate-
keeper” to his or her

them will be
kept strictly
confidential
and that
participation
is always
voluntary.

partners. Program experi-
ence indicates that once a
person understands the
benefits both to them-
selves and their partners,
they willingly participate
in PCRS. Therefore,

ensuring that the HIV-infected person fully
understands the PCRS process and its benefits
1s important.

Providers should create an environment that is
private, confidential, and comfortable enough
so that clients are encouraged to participate in
PCRS without feeling fearful or coerced.
Reminders of the voluntary nature of PCRS
and explanations of how privacy will be main-
tained for clients and partners alike will be
necessary before some individuals feel secure
enough to participate.

Each interaction a counseling and testing or
health care provider has with an HIV-infected
client 1s a potential opportunity to discuss the
importance of informing that person’s sex or
needle-sharing partners of their possible expo-
sure to HIV. Prevention counseling, preven-
tion case management, and medical follow-up
sessions while clients are in treatment, all
provide opportunities to stress the importance
of getting partners involved in PCRS.
Community-level interventions provide other
opportunities to reach out to partners.

3.1.2 Developing an Atmosphere
of Trust

The success of the
PCRS process hinges on

To foster an
atmosphere
of trust,
PCRS pro-
viders must

the trust and cooperation
of the persons infected
with HIV and their
partners. How well the

treat all HIV-
infected
clients and
their partners
with respect.

provider fosters an atmo-
sphere of trust, respect,
and rapport with the
HIV-infected individual
will have a significant impact on PCRS. Client-
centered counseling techniques (CDC, 1994)
are highly recommended for developing this
relationship, not only with original clients but
also with their partners. The ability to develop
trust and rapport will also enhance the PCRS
provider’s effectiveness when working in

the community.
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Page 7

3.1.3 Introducing PCRS

During the
first visit, the
health care
provider, using

Persons entering
CDC-funded HIV
prevention coun-
seling and testing
programs must be
counseled at the

a client-centered
approach
(CDC, 1994),
should begin

earliest opportunity

about PCRS and
options for inform-
ing sex and needle-
sharing partners of
possible exposure
to HIV.

discussions with
the client on the
risks to his or
her partners.
This visit
would typically be for HIV counseling and
testing. When clients choose to be tested and

the results are positive, then the provider must
offer, at the eatliest appropriate opportunity,
to assist in formulating an individualized
PCRS plan. That plan is always based on the
personal circumstances of the HIV-infected
client and each of his or her partners.

When the provider demonstrates genuine
concern for the overall well-being of clients
and their partners during discussions about
PCRS, the provider encourages greater client
participation. Clients’ reactions vary signifi-
cantly to learning that their HIV test results
are positive; therefore, the provider must
gauge the appropriate point at which to ini-
tiate the discussion about the PCRS plan. In
fact, other critical issues might need to be
resolved first. For example, the client might
express suicidal ideation or a fear of a violent
reaction from a partner. Because potentially
violent situations might be encountered,
collaboration between the PCRS program and
the appropriate state or local violence preven-
tion programs is important. Such collabora-
tion will help in developing plans and proto-
cols for such situations and provide opportuni-
ties for the PCRS provider to learn about
relevant services.

3.2 Formulating a PCRS Plan
HIV pre-

vention pro-

The PCRS provider
must explain to the
HIV-infected client
the options for serv-
ing partners and then
assist that client in
deciding on the best

grams use two
basic approaches
for reaching
partners (West
and Stark,
1997). In this
document, the
term client
referral is used
when HIV-
infected indi-

plan for reaching
each partner
confidentially and
referring him or her
to counseling,
testing, and other
support services.

viduals choose
to mnform their partners themselves and refer
those partners to counseling and testing (see
Section 3.2.1). (NOTE: The terms patient
referral and self-referral are sometimes used
mnstead of client referral) The term provider
referral is used in this document when the
PCRS provider, with the consent of the HIV-
infected client, takes the responsibility for
contacting the partners and referring them to

counseling, testing, and other support services
(see Section 3.2.2).

Sometimes a combination of the two ap-
proaches is used. With the dual-referral ap-
proach, the HIV-infected client informs the
pattner of his/her serostatus in the presence of
the PCRS provider. By having a professional
counselor present, this approach supports the
client and reduces other potential risks. In such
situations the PCRS provider must not reveal
the client’s serostatus to the partners without
prior informed consent. With the contract-
referral approach, the PCRS provider does the
informing only if the client does not notify the
partner within a negotiated time period (see
Section 3.2.3).

The PCRS provider should explain to clients
all available options for reaching their part-
ners, including the advantages and disadvan-
tages of each approach. Then, together they

HIV Partner Counseling and Referral Services
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can formulate a plan that can result in each
partner being confidentially informed and
encouraged to access counseling and testing or
other social or medical services. Some HIV-
infected individuals will be reluctant to partici-
pate in PCRS. Client-centered counseling
techniques and reassurances of confidentiality
can encourage better participation. Resolving
problems through role-playing, for example,
might help clients overcome barriers to partici-
pating 1n PCRS and help them better prepare
for their part in those activities. No matter
which approach is chosen, the PCRS provider
should ensure the partners are actually in-
formed of the exposure.

3.2.1 Taking a Closer Look at
Client Referral

When HIV-infected clients choose to
inform their partners themselves, they usually
need some assistance to succeed. Although the
majority of clients do not experience negative
consequences when notifying partners, the
PCRS provider can help the client minimize
any potentially negative consequences. The
provider should, therefore, be prepared to
assess the situation and ability of the HIV-
infected client to make successful notification
and referrals. Based on this information,
clients might need to be coached on:

1. the best ways to mform each partner;

2. how to deal with the psychological and
social impact of disclosing one’s HIV
status to others;

3. how to respond to a partner’s reactions,
including the possibility of personal
violence directed toward the client or
others; and

4. how and where each partner can access
HIV prevention counseling and testing.

Despite the provider’s coaching, however, the
client’s lack of counseling skills and experience
might result in unsuccessful or mneffective
PCRS. Another disadvantage of the client-
referral approach is that the client might

unintentionally convey incorrect information
about HIV transmission, available support
services, confidentiality protections, or other
issues. The client also forfeits anonymity to
partners, increasing the potential for disclosure
of serostatus to third parties, subsequent
discrimination, or partner repercussion. The
findings of Landis ez a/. (1992) clearly indicate
that fewer partners are actually informed of
their possible exposure to HIV when the
client-referral approach is used. However,
because PCRS 1s a voluntary process, clients
should be able to choose this approach. The
PCRS program needs reasonable systems for
monitoring whether partners are actually
reached (see “Contract Referral” in Section
3.2.3). Also, more support to the client in
notifying their partners will enhance the
effectiveness of notifying partners.

For anonymous test sites, the client-referral
approach poses a slightly different problem
because some clients might be less likely to
give the provider information about partners.
Under these circumstances the provider will be
less likely to determine whether PCRS has
been successful. Although PCRS can be pro-
vided to anonymous clients, CDC currently
recommends providers encourage the client to
voluntarily enter a confidential setting for
PCRS and additional medical follow-up. Here
again, an appropriately detailed discussion
with anonymous clients of how confidentiality
will be maintained for themselves and their
partners can ease the transition of anonymous
clients to a confidential setting. That transition
will also be eased if clients are not required to
take another HIV test. If the anonymous and
confidential test sites are at separate facilities,
reciprocal agreements between the two might
be necessary so that the client’s confirmed
positive test result can easily be transferred to
the confidential setting.

At confidential test sites, PCRS providers
should make every reasonable effort to follow
up with each HIV-infected client to assess how
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well he or she has progressed with PCRS.
Whenever feasible, careful and confidential
monitoring of which of the client’s partners
actually do access counseling and testing ser-
vices can greatly enhance quality assurance and
program evaluation. This also will help ensure
that partners have actually been reached.

Despite its drawbacks, client referral is the
approach frequently chosen, and it can have
some advantages. Because the client is usually
more familiar with the identity and location of
the partner, this approach can allow some
partners to be referred for counseling and
testing more promptly. Also, some clients
choose this approach because they feel the best
way to preserve a current relationship is by
informing the partner themselves rather than
having a third party — the provider — do it.
Finally, when client referral is conducted
successfully, fewer staff are used and fewer
resoutces are consumed than with the
provider-referral approach, so the financial
burden for HIV prevention programs is reduced.

3.2.2 Taking a Closer Look at
Provider Referral

When the client chooses provider
referral, the provider will also need to assess
the situation regarding each partner, including
the best ways to inform them, how to locate
and contact them, suggestions on how to
approach them, how to predict the psychoso-
cial impact of their learning their HIV
serostatus, and how to respond to partners’
reactions. Research indicates that provider
referral 1s more effective in serving partners
than client referral (Landis ez a/, 1992). The
following are some of the advantages of using
the provider-referral approach:

1. The PCRS provider is able to readily
verify that partners have been confiden-
tially informed and have received client-
centered counseling and testing services.

2. The PCRS provider can better ensure the
HIV-infected client’s anonymity since no
information about the client 1s disclosed
to his or her partners.

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

4. Provider referral better facilitates learning
about sexual and drug-injection networks,
thus potentially enhancing overall HIV
prevention efforts 1n affected communities.

5. In many cases, the PCRS provider can
deliver on-site HIV testing to the partner.

Among the disadvantages of the provider-
referral approach is the fact that PCRS provid-
ers are not always able to readily locate and
identify the partners. Because the provider 1s
less familiar with how to reach the partners,
actually locating them to discuss their possible
exposure to HIV can be more difficult. The
provider-referral approach also entails substan-
tial financial costs and causes some ethical
concerns among leaders of affected communi-
ties (Fenton and Peterman, 1997; West and
Stark, 1997). For example, Fenton and Peter-
man (1997) found that financial costs for
provider referral are between $33 and $373 per
partner notified and between $810 and $3,205
per infected partner notified. This program
expense, however, 1s greatly offset in the long
run because PCRS frequently reaches persons
who do not suspect they have been exposed to
HIV and is likely cost-effective (see Section
1.3). Once informed, they can access preven-
tion counseling and testing, and if HIV-
mnfected, they can enter treatment earlier. It is
immportant to note that some infected people
who choose provider referral might still notify
some partners about their serostatus and will
thus need relevant counseling.
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3.2.3 Taking a Closer Look at
Combined Referral Approaches

Two variations on provider and client
referral are the dual- and contract-referral
approaches. Potentially, combinations of
these approaches can enhance the advantages
of both approaches for the client while reduc-
ing the disadvantages.

Dual Referral. Some HIV-infected clients feel
that they and their partners would be best
served by having both the client and the

provider present when the partner 1s informed.

The dual-referral approach can work well for
these clients. The dual approach allows the
client to recetve direct support in the notifica-
tion process. The PCRS provider is available
to render immediate counseling, answer ques-
tions, address concerns, provide referrals to
other services, and 1 some cases potentially
minimize partner repercussions. Being present
also enables the provider to know which
partners have in fact been served, and to some
extent, learn about sexual and drug-injecting
networks. Whether the client or provider will
take the lead in informing the partner should
be worked out in advance of the notification.

The provider still needs to coach and support
the client as with the client-referral approach.
The provider and the HIV-infected client
need to consider, in particular, the partner’s
possible concerns about having his or her
relationship with the client revealed to the
provider. By considering this issue in advance,
the client and the provider can anticipate the
partner’s possible reactions and discuss how to
respond appropriately.

Contract Referral. The other variation on
provider and client referral, the contract-
referral approach, might require more negotia-
tion skill on the PCRS provider’s part. In the
contract-referral approach, the provider and
client decide on a time frame during which the
client will contact and refer the partners. If the
client is unable to complete the task within

that agreed-upon time period, the PCRS
provider then has the permission and mnforma-
tion necessary to serve the partner. The pro-
vider must also have agreement with the client
about how to confirm that partners were
notified and what follow-up is required for
situations whetre the client does not make the
notification. Negotiation skill and a relation-
ship of trust are needed so that the provider
will have the identifying and locating infor-
mation immediately available if the client
does not inform the partner before the

time limit expires.

When the contract-referral approach 1s used,
the PCRS provider should also negotiate a
provision with the client whereby the partner
confirms in some way (e.g., telephone call,
appointment for services) to the provider that
he or she has been informed of being at risk.
Otherwise, the provider may have difficulty
knowing which partners have been informed
and whether or not provider referral or some
other assistance is now needed.

3.3 Setting Priorities for Reaching
Partners

The PCRS pro-
vider and HIV-
infected client
must prioritize
reaching partners
based on who is

The PCRS plan
must include priori-
tizing which sex or
needle-sharing
partners need to be
reached first, based
on each client’s and

most likely to
transmit infec-
tion to others
and who is most
likely to become
infected.

partner’s circum-
stances. Ideally, all
partners should be
reached, but limited
program resources
usually dictate that priorities have to be set.
Priorities are determined by deciding (1) which
partners are most likely to be already infected
and to transmit infection to others; (2) which
partners are most likely to become infected;
and (3) which partners can be located. Priority
1s also affected by federal and state laws. For
example, federal legislation requires that a
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good-faith effort be made to notify “any
individual who is the marriage partner of
an HIV-infected patient, or who has been
the marriage partner of that patient at any
time within the 10-year period prior to the
diagnosis of HIV infection.” (Public Law
104-146, Section 8[a] of the Ryan White CARE
Reauthorization Act of 1996.)

A number of factors influence how the PCRS
provider and client decide which partners need
to be reached first. Obviously, if the client has
had only one partner during his or her life-
time, that partner is likely to be infected.
When the client has had more than one part-
ner, other factors then have to be considered,
such as the following:

¢  Possible Transmission of HIV to
Others. The partner who is most likely
to transmit HIV to others must receive
highest priority. A partner who is a
pregnant woman should be reached as
soon as possible for counseling, testing,
and referral to medical treatment if in-
fected, to avoid perinatal transmission.
Likewise, the partner who the client
knows has multiple other sex and needle-
sharing partners needs to be reached as
soon as possible to reduce the potential
for transmission of HIV to others.

¢  Partners of a Recently Infected Client.
If, for example, the client had a negative
HIV test result 6 months ago, but now
the test result is positive, partners within
that 6-month time period or in the poten-
tial “window period” that preceded the
negative test would receive priority.
These partners are more likely to have
acquired or been exposed to HIV than
any of the client’s partners during the
period before the client’s HIV negative
test. Other evidence of a recently infected
person might be indicated by the expo-
sure history of the client, e.g., client with
a history of negative test results, findings
from less sensitive EIA or serologic

testing algorithm for recent HIV
seroconversion, or other evidence of
recent infection.

* Likelihood of the Partner Being Un-
aware of Exposure to HIV. Some indi-
viduals are less likely than others to
suspect a risk for HIV infection or to
understand what being “at risk” means.
For example, many heterosexual women
might be less aware of their HIV risk and
therefore less likely to access counseling,
testing, or other prevention services
without PCRS.

¢  Partners at Continued Risk. Reaching
the client’s current, recurring, or recent
partners is a high priority because those
partners might be at continued risk of
becoming infected with HIV, if not
already infected.

¢  History of Other STDs. Either the
client’s or partner’s history of other STD
mfections is an important factor in setting
priorities. For example, if a partner was
treated for another STD, that partner 1s
more likely to also be infected with HIV
and, additionally, more likely to transmit
HIV to others. If the HIV-infected client
has a recent history of other STD infec-
tion, then his or her sex partners are more
likely to have been HIV-infected, espe-
cially those exposed during the STD
mnfection (Wasserheit, 1992).

¢  Transmission of Strains of HIV That
Are Resistant to Antiretroviral Thera-
pies. If information or evidence exists that
the client is infected with a strain of HIV
resistant to antiretroviral therapies,
partners of this client would have high
priority for PCRS services.

The PCRS provider and client should begin by
noting current or recent partners and the
details of their exposure. Next, working back
in time, they should consider any other part-
ners who need to be contacted. By briefly
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noting the circumstances for each partner and
then moving quickly on to the next one, the
provider will be better able to stimulate the
client’s memory. Then, together, they can
determine the priorities for reaching as many
partners as program resources might permit.
Because determining when a client was actu-
ally infected or the circumstances associated
with individual partners is often difficult or
impossible, some HIV prevention programs
routinely attempt to locate and counsel all
partners from a defined time period. This time
period, often 1-2 years, frequently is based on
availability of resources for PCRS. Programs
with greater amounts of resources, those with
lower morbidity, or those that give higher
priority to PCRS frequently attempt to reach
and counsel partners exposed over a longer
time period.

Once the provider and client have established
which partners are to be reached, they can
begin discussing a plan for reaching these
partners. For those partners the provider will
be contacting, exact locating information, plus
the dates, types, and frequency of exposure
should be noted (See Section 4.2). During this
phase, new information about partners might
come to light that necessitates adjustments in
the priorities previously established.

In addition to the factors listed previously, the
PCRS provider must also consider federal
legislation and relevant state laws that require
a good-faith effort be made in notifying current
spouses or persons who have been spouses of
a known HIV-infected person during the

10 years prior to the client’s diagnosis of HIV
infection. Both the program policies of PCRS
and the efforts of individual providers contrib-
ute to the required good-faith effort.

PCRS providers can satisfy the requirement of
a good-faith effort by (1) asking all HIV-
infected clients if they have a current or past
marriage partner(s), (2) notifying these part-

ners of their possible exposure to HIV, except
mn situations when, in the judgment of public
health officials, there has been no sexual
exposure of a spouse to the known HIV-
infected individual during the relevant time
frame; (3) referring them to appropriate
prevention services; and (4) documenting
these efforts. Programs need to have or
develop policies to guide providers in situa-
tions in which the HIV-infected client does
not give consent and will not allow the
provider to notify his or her current or

past marriage partner(s).

3.4 Considering Other Options
and Special Circumstances

3.4.1 Other Persons Who Might
Need To Be Contacted

While the PCRS plan 1s being devel-
oped and priorities are being set for reaching
partners, the provider should take special note
of any other persons being mentioned who
might be at risk. For example, during inter-
views or counseling sessions, the HIV-infected
client might discuss other persons who are not
sex partners but are mnvolved in a sexual or
drug-injection network with high risks of HIV
transmission. Another example is children or
newborns who might have been exposed
perinatally or through breast-feeding. Al-
though not direct sex or needle-sharing part-
ners of the HIV-infected client, these other
persons should be offered HIV prevention
counseling and testing, if resources and pro-
gram policies permit. General information
obtained through PCRS, not just a person’s
name, can be used to identify high-risk places
and venues where PCRS programs can provide
outreach services. CDC encourages such
efforts to identify and lower risks of HIV and
other STDs within sexual or drug-injection
networks and 1s interested in working with
state and local health authorities to develop
methods and more detailed guidance on net-
work identification, analysis, and intervention.
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3.4.2 “But, | Do Not Want My
Partner To Be Contacted!”

Unfortunately,

CDC-funded
PCRS providers
must review
with the HIV-
infected client
in appropriate
detail the legal

in some cases HIV-
infected clients ini-
tially will simply not
want their partners
notified. For ex-
ample, they might
and ethical
reasons for
informing sex
and needle-
sharing partners
of their possible
exposure to HIV.

fear loss of anonym-

ity, the breakup of a

relationship, or other
adverse consequences.
Clients might say that
partners have already
been informed about

their risks or that partners would not be
interested in counseling, testing, or other
support services. Providers can encourage a
client’s participation by explaining that the
partner benefits by knowing his or her HIV
status and being able to seek immediate treat-
ment if infected. Also, if infected, the partner
can avold transmitting the virus to others.
However, when a client is determined not to
disclose partner names, the PCRS provider
should counsel the client as if he or she has
chosen the client-referral approach.

Sometimes a client might not want his or her
partner notified because of fear of a violent
reaction from the partner. It is not uncommon
for persons receiving public health services to
report having experienced violence in their
lives (Maher, 1998). Therefore, providers
should be aware of the potential for partner
violence and should be prepared to make
appropriate referrals. If the provider has
indication of a potentially violent situation for
the client or others, the provider must make
an assessment prior to notifying the partner
and seek expert consultation before proceed-
ing. States have varying legal requirements
about reporting situations such as those in-
volving violence or child abuse. The PCRS
program must comply with relevant state laws
and local regulations.

In some cases, the provider knows of a partner
at risk even though the client has not identified
that partner. Whether or not a legal “duty to
warn” such partners (or identified partners
that the client did not want notified [see
Appendix B]) exists is best determined by
reviewing applicable state laws or regulations,
especially regarding spousal notification. All
states must have a policy established to guide
health department staff in situations in which
an HIV-infected client indicates he or she does
not plan to notify known partners and will
not provide the information necessary for the
health department staff to make the notification.

The Association of State and Territorial
Health Officials recommends in its 1988 Guide
to Public Health Practice: HIV” Partner Notifica-
tion Strafegies that a health care provider may
mvoke his or her “privilege to disclose” (see
Appendix B) when that provider knows of an
identifiable at-risk partner who has not been
named by the HIV-infected person. State and
local HIV prevention program managers
should consider the ASTHO trecommenda-
tions and their own relevant laws when devel-
oping policies and procedures.

3.4.3 PCRS for Needle-sharing
Partners

Sharing of needles, syringes, and other
paraphernalia used for injection drug use (e.g.,
licit drugs, steroids) carries high risk for
transmission of HIV. Throughout this docu-
ment, the importance of providing partner
counseling and referral services to HIV-
infected clients with needle-sharing partners is
emphasized. CDC recognizes that some HIV
prevention programs have relatively limited
experience in working with needle-sharing
partners and that special issues exist relating to
clients disclosing information about such part-
ners, reaching such partners, deciding which
prevention interventions should be provided,
and referring them for needed services.
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Some state and local HIV prevention programs
have already gained considerable experience in
reaching and serving needle-sharing partners
and report that such services are feasible and
likely to be effective. For example, Levy and
Fox (1998) reported that injection drug users
mfected with HIV want to notify their sex and
needle-sharing partners and are willing to
participate in the PCRS process. Information
provided by HIV-infected clients who are
mjection drug users may help HIV prevention
program managers gain insight into the extent
and types of prevention service needs of injec-
tion drug users and how best to deliver and
target such services.

CDC will provide expanded guidance on
PCRS for needle-sharing partners in future
versions of this guidance.

4.0 LOCATING AND
NOTIFYING PARTNERS

Preparing the PCRS Provider

In large

4.1

Program managers
and supervisors
must ensure that
each PCRS provider
has the appropriate

part, the manner
in which PCRS
1s provided to
and percetved
by the affected

communities

training and skills to
effectively serve HIV-
infected clients and
their partners.

determines how
successful HIV
prevention programs will be (see Section 4.5).

Therefore, program managers and supervisors
should ensure that PCRS staff —

. are skilled and competent in providing
PCRS;

¢ are culturally competent and demonstrate
respect for the community to be served;

¢ 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 the right to privacy
and confidentiality;

. recetve updated mformation and pertodic
retraining as appropriate;

¢ have standards, objectives, and specific
guidelines for performance;

. are appropriately supervised and given
written and oral feedback about their
performance on a regular basis; and

* have appropriate problem-solving skills
to deal with situations that might be
encountered 1n a field setting, e.g., per-
sonal safety, violence to others.

In addition to receiving formal training, such
as CDC’s training course on PCRS, an inexpe-
rienced PCRS provider should complete an
internship by being teamed with a more
experienced provider for a period of time
before conducting PCRS alone (see Section
6.1). Another way to enhance a providet’s
performance is through routine peer review
of selected cases.

Providers of successful PCRS programs regu-
larly go outside the clinic or office setting to
reach partners. The inexperienced provider
will need training in deciding when to deliver
PCRS outside the office ot clinic and when to
postpone PCRS. Benefits of delivering PCRS
in a partner’s home might include providing
the partner with a familiar environment and
helping the provider better understand the
personal circumstances of that partner.
Whether or not to do PCRS outside the clinic
or office, or whether it is best postponed until
an adverse situation can be resolved, must be
decided on a case-by-case basis. In addition,
training in avoiding confrontations, diffusing
anger, and mediating disputes will better
prepare any provider for handling potentially
violent situations.
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4.2 Setting Activities in Motion

Locating and For those

notifying activities [PZEICERGENGEE
must begin vider will be
promptly once the
PCRS plan has
been formulated

contacting, the
first step the
provider should

and the priorities
set for reaching
partners.

take 1s to verify
the identifying and
locating informa-
tion given by the HIV-infected client. Locating
and notifying partners should begin as soon as
possible after the provider and HIV-infected
client have decided on the best approach to use
for each partner and priorities have been set
for reaching partners. If the client will be
informing partners, the client should be well-
coached on how to do so and should be pro-
vided opportunities to obtain additional
counseling, assistance, or other support during
the process.

4.3 Maintaining Confidentiality

Confidentiality
for all persons in-
volved in PCRS must
continue to be main-
tained. All attempts to
make contact with a

While con-
ducting PCRS
activities in the
community,
providers must
continue to

maintain con-
fidentiality for
all HIV-infected
clients and their
partners.

sex or needle-sharing
partner should be
confidential. This is
often difficult because

other community
members might ask the purpose of the
provider’s visit and why he or she is attempt-
ing to make contact. Nevertheless, providers
should not, for example, reveal to others why
they are trying to find a particular person.
Likewise, providers should never leave a note
or message that mentions HIV exposure as the
reason for attempting to make contact. In
addition, no other information should be
revealed that might lead to others learning the
reason for the contact or that might otherwise

lead to disclosure of sensitive information or
to a breach of confidentiality. As each partner
is located, he or she should be informed pri-
vately and face-to-face, if at all possible. How-
ever, if the person refuses to meet with the
provider, informing a partner by telephone
might become necessary. In such situations,
only limited mformation should be provided
to the partner, and the goal still should be to
arrange a face-to-face meeting if at all possible.
Informing a partner by telephone should only
be done as determined by state and local
jurisdictions and after every step has been
taken to ensure that the correct person has
been located, 1s on the telephone, and others
are not listening. Further attempts should be
made to arrange a meeting in person.

The original HIV-infected client will some-
times inquire about the results of the PCRS
provider’s activities regarding his or her part-
ners. The provider, when requested, can reveal
whether a particular partner has been 1n-
formed of his or her exposure to HIV, but
must not reveal any confidential information
about that partner, including whether the
partner decided to be tested or whether he or
she 1s HIV-infected.

Of equal importance 1s not revealing any
identifying information about the original
client to the partner, including the person’s
sex, name or physical description, or time,
type, or frequency of exposure. Although the
PCRS provider will need to document the
results of his or her activities in a thorough,
concise, and timely manner, confidentiality
must still be maintained for all persons in-
volved. Information that identifies partners
should be kept locked 1n a secure location.
Client and partner information, other than the
official record (as determined by state prac-
tice), should be destroyed when current PCRS
activities are concluded.

State or local areas should establish PCRS

record-keeping policies and procedures, and
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client and partner information should be

maintained in accordance with these policies.
Many public health programs have developed

policies and procedures to safeguard sensitive
client or partner information. One example
can be found in CDC’s Guidelines for HI1'/
AIDS Surveillance, Appendix C, Security and
Confidentiality (as revised October 1998). In
developing their policies, PCRS managers can

choose to review and adapt the policies and

procedures in this document or those of other

public health programs.

4.4 Helping Partners Access

Services

As each partner
is informed of
possible expo-
sure to HIV, the
PCRS provider
must be pre-
pared to assist
that person with
immediate coun-
seling and refer-
rals for more
intensive coun-
seling as well as
testing and
other support
services.

The PCRS
provider must be
well prepared to
handle the initial
reactions of the
person who is being
informed of pos-
sible exposure to
HIV. That person
will undoubtedly
need immediate
counseling, fol-
lowed by referral to
additional HIV
prevention counsel-
ing. The provider
must be prepared

to answer the questions and concerns of

each partner without revealing any identify-

g information about the original HIV-

infected client.

As described earlier, referring partners to

needed prevention, treatment, and other

relevant services is a goal of PCRS. Testing is a
very important issue to persons who have just
learned of possible exposure. The provider
must be prepared to, at a mimimum, refer them
to counseling and testing services. For many
years, providers have taken blood specimens of
those who consent at the time of notification,
which requires specialized training. With the

current availability of oral fluid and urine
collection kits, and rapid testing systems,
program managers are encouraged to consider
providing on-the-spot collection of specimens
for HIV testing as each partner is informed. If
the partner has previously been tested, and
those results were negative, the PCRS provider
should stress the need to follow up with
another test if exposure history indicates

it is warranted.

However, many partners will need referrals
for other kinds of social and medical support
services beyond counseling and testing. The
PCRS provider should already have agree-
ments in place and an up-to-date resource
guide so that immediate referrals can be made
to services such as substance abuse treatment,
family planning assistance, other STD treat-
ment, domestic violence prevention, mental
health counseling, or housing assistance (CDC,
1993). Having agreements in place for collabo-
ration between PCRS providers and referral
sources will help ensure that those services can
be successfully accessed. PCRS providers
should then follow up with each partner
contacted to ensure that test results and other
referral services have in fact been received. If
providers in another health jurisdiction have
been asked to contact a partner, health depart-
ments should follow up with that provider to
determine that services have been received.

4.5 Addressing Community
Concerns

The potential exists for PCRS to have a
negative impact on HIV-infected individuals,
their partners, or affected communities (Ro-
thenberg and Paskey, 1995; West and Stark,
1997). Some community leaders view these
kinds of activities with suspicion and are
apprehensive about such issues as —

¢ whether disclosure of partner names is
done voluntarily;

¢ possible denial of health care or other
services if the HIV-infected client refuses
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to reveal partner names or otherwise
refuses to cooperate with the provider;

¢ unintended effects on personal
relationships, such as partnership
breakup or violence;

¢  potential for invasion of privacy or
loss of confidentiality for HIV-infected
clients and their partners; and

¢ possible discrimination if confidential in-
formation 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. Working with HIV
prevention community planning groups and
others when determining and evaluating
priorities, policies, and procedures for PCRS
will help increase community support and
acceptance. PCRS providers should be pre-
pared, whenever an opportunity arises, to
address legitimate concerns and dispel mis-
conceptions about policies and practices

(West and Stark, 1997).

5.0 COLLECTING,
ANALYZING, AND
USING PCRS DATA

Why Collect Program Data?

PCRS data must be collected and used
(1) to assess the behavioral risks for sex and

5.1

needle-sharing partners of HIV-infected per-
sons; (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 implemented.

Accurate and consistent data collection is a
critical component for evaluating how effec-
tive the PCRS program 1s, as well as how well
it enhances the overall HIV prevention inter-

vention (CDC, 1994). Moreover, PCRS data
enable providers to better focus prevention

efforts on those persons most at risk. When

the data reveal information about networks of

people who are having sex or injecting drugs,
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
behavioral risks, HIV/AIDS prevalence, and
the demographics of affected communities.
With accurate and consistent data, the staff of

health departments and community-based

organizations and members of HIV prevention

community planning groups can establish an

effective mix of prevention strategies.

5.2 What Data Should Be

Collected?

CDC-funded
PCRS providers
must collect
data that help
answer key
questions
about how
well the PCRS
program is
functioning,
the extent and
quality of ser-
vices being
provided, the
degree to
which clients
and their
partners
accept and are
satisfied with
services, and
how PCRS and
other preven-
tion services
can be
enhanced.

CDC-funded
PCRS providers
must use
standardized
data collection
tools throughout
the program

that maintain

the privacy or
confidentiality of
the original HIV-
infected client
and his or her
partners.

Any data collec-
tion tool used in a
PCRS program should
be designed so that
certain core informa-
tion can be ascertained,
including answers to
the following:

¢ What proportion of
HIV-infected clients is
offered PCRS?
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* What are the reasons those clients either
reject or accept PCRS?

¢ What is the range of PCRS services (e.g.,
client referral, provider referral, combina-
tions of referral approaches) offered to
and accepted by each client?

. How many sex or needle-sharing partners
are identified?

¢ What is the percentage of partners actu-
ally reached through PCRS, and how
many of those partners are HIV-infected?
Of those partners who are HIV-infected,
how many are being mformed of their
infection for the first time?

¢ What are the demographics (e.g., marital
status, age, sex, race/ethnicity) of the
clients and partners actually served?

¢  How many partners are offered referral
services How many receive these ser-
vices? In what time frame do they receive
referral services?

And, perhaps most importantly, PCRS pro-
gram managers should routinely assess what all
of this information means in regard to how
well PCRS is working for HIV-infected clients,
their partners, and the community at large.
Are clients served well? Are partners gaining
access to services that might not be otherwise
available? Are communities becoming more
supportive of public health efforts? Does
evidence exist that risks are being reduced?
Are other prevention program services better
targeted to communities 1n need?

The HIV prevention program managers in
each health jurisdiction should decide how
best to collect, analyze, and use PCRS data.
This should be done in a manner that is consis-
tent with the policies and procedures that they
have developed to safeguard the security of the
data and the confidentiality of the client or
partner (see Section 4.3). Those managers
should keep in mind that misconceptions
about the collection and use of HIV data, in
addition to a general mistrust of publicly

funded agencies, are two of the biggest barriers
to HIV prevention efforts in affected commu-
nities. CDC plans to work with state and local
HIV prevention and STD prevention and
treatment programs to develop proposals for
standardizing the collection and analysis of
PCRS data.

6.0 ENSURING THE QUALITY
OF PCRS

[0 oWV LIl 6.7 Training
must be well Of all the re-
trained to pro- sources necessary for

vide effective
PCRS services.

the successful opera-
tion of PCRS pro-
grams, training is perhaps the most critical
(Fenton and Peterman, 1997). Each individual
PCRS provider must receive initial basic
training plus periodic updates on how to
conduct PCRS (including its scientific ratio-
nale), provide client-centered counseling,
protect individuals’ rights to privacy, use
scientific information in prioritizing partners,
administer HIV tests when appropriate, and
defuse potentially violent situations involving
clients, partners or staff (see Section 4.1).
PCRS providers also need to understand laws
regarding confidentiality of medical records.

6.2 Quality Assurance and
Evaluation
Quality assurance
for PCRS programs

entails ensuring that

CDC-funded
PCRS programs
must have a

quality assur-
ance plan.

appropriate and
standardized methods
are used for —

CDC-funded

PCRS programs 1.  counseling HIV-

infected clients
regarding the

must evaluate
their services.

notification of
their partners;

2. developing a PCRS plan with HIV-
infected clients;

HIV Partner Counseling and Referral Services



Page 19

3.  prioritizing which partners are to
be reached;

4. locating and informing those partners of
their possible exposure to HIV;

5. providing immediate counseling and
testing services to informed partners
and/or referring them to other setvice
providers; and

6. collecting, analyzing, using, and storing
PCRS data.

Weritten 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 review of selected
cases, and “customer” satisfaction surveys, each
PCRS provider should be given constructive
oral and written feedback.

PCRS programs should include policies rel-
evant to situations in which an HIV-infected

person knowingly exposes others to HIV.
These policies must comply with relevant state
or local laws.

The overall program should also be regularly
evaluated to determine the quality of effort and
the success in reaching the PCRS goals (Fenton
and Peterman, 1997) (see Section 1.2). Program
evaluations should include a comprehensive
assessment of all confidentiality procedures that
includes, at a minimum, record-keeping.

6.3 How Can CDC Help?

Many types of technical assistance are
available for designing, managing, or evaluating
PCRS through CDC’s project officers, pro-
gram consultants, and network of HIV preven-
tion partners. In addition, training is provided
through CDC and its contractors that 1s de-
signed to enhance PCRS providers’ skills
regardless of their level of experience. Finally,
information on the latest scientific findings
about HIV is available through the CDC
National Prevention Information Network
(toll-free, 800-458-5231).
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APPENDIX A
PCRS PROGRAMMATIC STANDARDS

All PCRS programmatic standards are

listed here, followed by a reference to the sec-

tion of this document whetre a discussion of

that standard and other related guidance can
be found.

*

All CDC-funded HIV prevention coun-
seling and testing sites, both confidential
and anonymous, must make PCRS avail-
able to all HIV-infected persons.
(Section 2.1)

CDC-funded programs must provide
access to PCRS for persons testing anony-
mously without requiring that the in-
fected client disclose his or her identity.
(Section 2.1)

Requests for PCRS from other health
jurisdictions must be accommodated
whenever practical. (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 1s always voluntary.

(Section 3.1)

To foster an atmosphere of trust, PCRS
providers must treat all HIV-infected
clients and their partners with respect.
(Section 3.1)

Persons entering CDC-funded HIV
prevention counseling and testing pro-
grams must be counseled at the earliest
opportunity about PCRS and options for
mforming sex and needle-sharing partners
of possible exposure to HIV. (Section 3.1)

The PCRS provider must explain to the
HIV-infected client the options for serv-
ing partners and then assist that client in
deciding on the best plan for reaching
each partner confidentially and referring
him or her to counseling, testing, and
other support services. (Section 3.2)

L 4

The PCRS provider and HIV-infected
client must prioritize reaching partners
based on who is most likely to transmit
mfection to others and who is most likely
to become infected. (Section 3.3)

CDC-funded PCRS providers must

review with the HIV-infected client in
appropriate detail the legal and ethical
reasons for informing sex and needle-

sharing partners of their possible expo-
sure to HIV. (Section 3.4)

Program managers and supervisors must
ensure that each PCRS provider has the
appropriate training and skills to effec-
tively serve HIV-infected clients and their
partners. (Section 4.1)

Locating and notifying activities must
begin promptly once the PCRS plan has
been formulated and the priorities set for
reaching partners. (Section 4.2)

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

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)

CDC-funded PCRS providers must
collect data that help answer key ques-
tions about how well the PCRS program
1s functioning, the extent and quality of
services being provided, the degree to
which clients and their partners accept
and are satisfied with services, and how

PCRS and other prevention services can
be enhanced. (Section 5.2)
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PCRS PROGRAMMATIC STANDARDS (Continued)

*

CDC-funded PCRS providers must use
standardized data collection tools
throughout the program that maintain
the privacy or confidentiality of the
original HIV-infected client and his or her
partners. (Section 5.2)

PCRS providers must be well trained to
provide effective PCRS services.
(Section 6.1)

CDC-funded PCRS programs must have
a quality assurance plan. (Section 6.2)

CDC-funded PCRS programs must
evaluate their services. (Section 6.2)
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APPENDIX B

GLOSSARY OF TERMS ASSOCIATED WITH PCRS

Client-Centered Prevention
Counseling

Client Referral Approach

Confidential

Contract Referral Approach

Dual Referral Approach

Duty To Warn

Partner

PCRS
PCRS Provider

Prevention Counseling

Privilege To Disclose

Provider Referral Approach

Counseling conducted in an interactive manner that is
responsive to the individual’s needs. This approach requires
an understanding of the unique circumstances of the client —
behaviors, culture, knowledge, and social and economic
status.

A PCRS approach whereby the HIV-infected client informs
his or her partners of their possible exposure to HIV and
refers them to counseling, testing, and other support services.

Requirement that all personally identifying records be kept
secure 1n a locked file and that no information be released to
anyone without signed authorization from the client.

A PCRS approach whereby, if the HIV-infected client is un-
able to inform a partner within an agreed-upon time, the pro-
vider has the permission and information necessary to do so.

A PCRS approach whereby the HIV-infected client and the
provider inform the partner together.

A legal concept indicating that a health care provider who
learns that an HIV-infected client 1s likely to transmit the
virus to another identifiable person must take steps to warn
that person; state laws determine what actually constitutes a
“duty to warn.”

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

Partner counseling and referral services.

A wide variety of qualified, trained health care professionals
including physicians, nurses, counselors, disease interven-
tion specialists, and others.

Guiding a client’s understanding of his or her perception of
risk for becoming infected with HIV and developing a plan
for reducing that risk for themselves and their partners.

Guidance for a PCRS provider who knows the identity of a
partner at risk for HIV, whom the infected client 1s unable or
unwilling to imnform; usually guided by state laws.

A PCRS approach whereby, with the permission of the HIV-
infected client, the provider informs the partner and refers
him or her to counseling, testing, and other support services.
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GLOSSARY OF TERMS ASSOCIATED WITH PCRS (Continued)

Spouse

Window Period

A legal marriage partner as defined by state law (for purposes
of the requirements of the Ryan White CARE Act).

Period of time in between 1initial infection of HIV and de-
velopment of a positive antibody test for HIV. The window
period can last anywhere from about 2 weeks to (rarely) a
year, although antibodies will usually be detected within 3 to
6 months.
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Appendix F:
Cost to Implement
RESPECT HIV

Prevention Counseling



The chart below lists the key personnel necessary to implement

RESPECT HIV Prevention Counseling, including the number of
staff and the percentage of staff time required for each position. In
addition, the position responsibilities and required skills and
knowledge are listed. Thiswill assist you in estimating personnel
needs and costs.

Table F-1. Personnel (Pay rates vary by community, so have been omitted.)

Position Number Percent Responsibilities Skills & Knowledge

of Staff Time

Program 1 varies See that program integrity is Supervisory skills; excellent

Manager maintained; supervise staff & knowledge of program
debrief them daily; assure that elements to supervise staff;
supplies & testing kits are on knowledge of outreach and
hand when needed, that peers local community; culturally
are trained and encouraged; competent with target
monitor records; request TA. community.

Counselors | 1-15 100% Conduct one-on-one Comfort with target
counseling, explain HIV testing | populations; verbal
process, communicate HIV test | communication skills;
results; collect client sensitivity and maturity to
information in a neat and communicate HIV positive
orderly manner; complete result; literacy and
legally required paperwork. willingness to read and

follow specific protocols.

HIV Testing | 1 100% Draw patient blood and Basic lab or medical

Staff accurately administer a variety | technician training; detall
of HIV tests. Coordinate oriented and organized;
transfer of tests to processing sensitive and professional
facilities and the collection of demeanor; basic record
results. Ensure that individual keeping skills.
test results are matched back
to appropriate client; administer
rapid tests when required.

Support 1 50% Maintain program records, Detail-oriented; good at

Staff including data records (process | record keeping & retrieval,

evaluation and cost records);
order and follow up on
materials and publications;
organize system to remind
patients to attend follow-up
sessions and pick up test
results. Duplicating;
maintaining administrative
contact with public health
department as required by
jurisdictional law.

can use agency's database

program; understands

concepts related to project.




Beyond personnel, other costs are listed below:

Basic assumptions: Center is compliant with HIPAA and CLIA
regul ations regarding the handling of patient information and the
management of |aboratory services and tests. HIV testing isto be
conducted on-site. Larger sites with more than 15 counseling
personnel may require more supervisory, HIV testing, and support
staff.

Space for individual counseling sessions: Because of the sensitive
nature of HIV counseling and testing, spaces allocated should be
reasonably private and insulated from outside noise. If individual
rooms are not available, larger rooms can be subdivided using
floor-to-ceiling noise-resistant dividers. Each space will have to be
equipped with at least two chairs, and preferably a table of some
sort.

Counselor office space: Individual counselors are likely to require
Space to prepare and organize patient records and evaluation
materials. To minimize costs, counselors may not require
individual desks, but should be equipped with filing cabinets and
in-boxes or cubbyholes within alarger space with shared desks and
tables.

HIV testing space and facilities. HIV testing may take place in the
counseling session rooms or in a separate space. HIV testing,
including the storage of blood samples and testing equipment,
maintaining data confidentiality and the reporting of results to state
and local health departments, should conform to the CDC
guidelines. Linksfor HIV testing guidelines are provided.

Guidelines for Standard HIV Testing:
http://www.cdc.gov/mmwr/preview/mmwrhtml/rr5019al.ht
m

HIV testing kits and equipment: RESPECT requires
adequate supplies of HIV test kits (one per intervention)
and the equipment necessary for kit and sample storage.

RESPECT Training: A certain amount of staff timeis needed to
train counsel ors to implement the RESPECT intervention. At a
minimum, one half day of labor time per counselor should be
budgeted for RESPECT training. Initially most trainings are likely
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to also require the supervisor’ stime. As RESPECT becomes
established, veteran counselors can be use to train newer staff.

Accompanying materials. Though RESPECT requires fewer
materials than many interventions, it is assumed that RESPECT
will be part of alarger prevention effort on the part of the agency.
Thus, it requires (and/or assumes) the presence of:
« Equipment such as TVsand VCRSs (to review the RESPECT
training video).
» Computers.

» Serviceslike phone bills, internet service, cleaning and
mai ntenance.

 Office supplies such as paper, pens, copying fees, and
postage.
 Intervention materials: For 2-Session Counseling, this
includes counselor cards, risk-reduction step forms, and
referral information. For 4-Session Counseling, this
includes condoms, male and female genital models,
counselor cards, and the games/forms included in the 4-
Session RESPECT package.
The incrementa cost of RESPECT may vary widely because the
costs of labor and space vary widely by region; different centers
will have different capacity in terms of existing HIV testing
services, administrative support, and unused or underused space;
and the size of individual RESPECT programs are likely to vary.
However, a close approximation of your costs can be obtained by
analyzing your program in terms of the components above and
“costing them out” given your region and particular situation.
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Appendix G:
Quality Assurance
Forms



Quality Assurance Form for RESPECT Session 1
Counselor Name Type of QA: Tape Observation

Reviewer Name

Date of Observation Session Start Time

Client ID Session End Time

Session 1 Protocol Activities

| Not Achieved | Achieved |

N/A

Introduce and orient client to the session

Introduce yourself to client

Explain role of counselor

Indicate the duration of session

Outline content of session

Provide referrals

Discuss activities (lab work) with client

Address immediate questions and concerns

Enhance the client’s sense of self-risk

Find out why client has come for HIV testing

Listen for and identify behaviors that put client at risk

Assess client’s level of concern for getting/having HIV

Discuss client’'s HIV test history and prior behavior changes

Assess whether client is engaging in risky behavior because of
previous HIV negative test result

Direct the client’s attention toward risk behavior

Discuss examples of conflicts between beliefs and behavior

Explore the specifics of most recent risk incident

Explore the who, what, when, where, how of recent risk
incident

Assess level of risk acceptable to client

Assess communication about HIV with partner(s)

Identify circumstances or situations that contributed to risk
incident

Identify risk vulnerabilities and triggers to the risk behavior
incident

Discuss examples of conflicts between client’s beliefs and
behavior

Review previous risk reduction experience(s)

Assess the client’s pattern of risk behavior

Identify successful attempts at practicing safer sex

Identify obstacles to risk reduction

Explore triggers and situations that increase the likelihood of
high-risk behavior

Assess client’s communications about risk with friends and
partners

Discuss the client’s level of acceptable risk

Discuss examples of conflicts between client’s beliefs and
behavior
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Quality Assurance Form for RESPECT Session 1 (cont.)

Session 1 Protocol Activities (cont.)

| Not Achieved | Achieved |

N/A

Summarize risk incident and risk patterns

Provide feedback about client’s risk for HIV

Summarize the information the client has provided

Note the pattern of risk behavior

Identify triggers and things that make the client vulnerable

Discuss examples of conflicts between beliefs and behavior

Convey concern and urgency about the client’s risks

Support and encourage client in addressing risk issues

Negotiate risk-reduction step

Prioritize risk-reduction behavior

Explore behavior(s) that client will be most motivated about or
capable of achieving

Identify a reasonable, yet challenging, step toward changing
the behavior

Break down the risk step into specific, concrete actions

Problem-solve obstacles to step

Role-play the step (if applicable)

Identify support for risk-reduction step

Confirm with the client that the step is reasonable and
acceptable

Acknowledge that the step is a challenge. Inform client the
step will be reviewed/revised at the next session

Ask client to be aware of strengths and weaknesses in the
step

Document the risk-reduction step, keeping a copy for yourself

Identify sources of support and provide referrals

Assess the client’s support system

Address the long-standing or tough-to-manage issues that
contribute to risk

Assessed client’s willingness to seek professional help or use
a referral

Evaluate the types of referral the client would be most
receptive to

Provide appropriate referrals

Close the session

Review follow-up schedule

Identify ways for the client to remember follow-up appointment

Review contact information for the client and the counselor

Proceed with organization’s guidelines to obtain specimen for
HIV test
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Quality Assurance Form for RESPECT Session 1 (cont.)

Comment on counselor's maintenance of core elements and items checked as “Not Achieved.”




Quality Assurance Form for RESPECT Session 2: Negative Test Result

Counselor Name

Observer Name

Date of Observation

Client Number

Type of QA: Tape Observation

Session Start Time

Session End Time

Session Il Protocol Activities

| Not Achieved | Achieved |

N/A

Provide negative test result

Welcome the client back

State result clearly and simply

Review meaning of the result

Assess client’s reaction to result

Note the need to consider test result in terms of the most
recent exposure

Review the risk-reduction step

Assess client’s efforts to try out the risk-reduction step

Provide encouragement and support for client’s risk-reduction
efforts

Identify supports for and barriers to risk-reduction step

Problem-solve issues with step

Revise the risk-reduction step

Revise or develop a new risk-reduction step

Discuss a more challenging step or revise previous step

Identify or clarify actions to achieve the step

Confirm with the client that the step is reasonable and
achievable

Document the revised risk-reduction step and give copy to
client

Identify sources of support for the risk-reduction step

Emphasize importance of client discussing with a trusted
friend/relative the intention and content of step

Identify a person to whom the client could comfortably disclose
the step

Establish a concrete, specific approach for client to use in
sharing the step with friend/relative

Ask client be aware of strengths/weaknesses when trying it out

Let client know you have confidence in his or her ability to
complete the step

Provide referral and end session

If a referral was provided in previous session, follow up on the
client’'s completion

Address long-standing or hard-to-manage issues that
contribute to risk

Assess the client’s willingness to seek professional help and
use a referral

Evaluate types of referral

Provide appropriate referral

Provide closure
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Quality Assurance Form for RESPECT Session 2: Negative Test Result
(cont.)

Comment on counselor’'s maintenance of core elements and items checked as “Not Achieved.”




Quality Assurance Form for RESPECT Session 2: Positive Test Result
Counselor Name Type of QA: Tape Observation

Observer Name

Date of Observation Session Start Time

Client Number Session End Time

Session Il Protocol Activities

| Not Achieved | Achieved | N/A

Provide positive test result

Welcome the client back

Re-explain confidentiality

Verify the result belongs to the client

Assess the client’s readiness to receive the result

Provide the result clearly and simply

Allow client time to absorb meaning of test result

Explore client’s understanding of the meaning of the result

Assess how client is coping with result

Address immediate concerns and fears

Acknowledge the challenge of dealing with a positive result

Identify sources of support and provide referrals

Assess whom client would like to tell about his/her positive test
result.

Identify person, family member or friend to help the client
through the process of dealing with HIV (coping and support,
planning for the future, medical follow-up)

Discuss wellness strategies

Identify current health care resources

Address the need for health care providers to know client’s
test result

Explore client’s access to medical services (STD exam,
routine medical care, TB screening)

Identify needed medical referrals

Assess client’s receptiveness to referral

Help client access referral services

Address risk-reduction issues

Refer to client’s risk-reduction step.

Assess client’s plan to reduce risk of transmission to current
partners

Explore client’s plan for reducing the risk of transmission to
future partners

Address disclosure of HIV status to current and future partners

Encourage the client to protect others from HIV

Summarize and close the session

Validate client feelings

Summarize key issues addressed

Review contact information and arrange for follow-up

Get the client’s plans for the next step

Close session
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Quality Assurance Form for RESPECT Session 2: Positive Test Result
(cont.)

Comment on counselor’'s maintenance of core elements and items checked as “Not Achieved.”
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