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Introduction to the Guide

Project Purpose and Background

This binder is designed as a referral guide to accompany the patient booklet, *““I Just Found
Out...Frequently Asked Questions About Your HIV Test in Connecticut,” written for clients
receiving a new HIV positive diagnosis in Connecticut. The intent of this referral guide is
twofold: to facilitate the provision of high quality referrals to HIV positive clients; and to
increase provider use of the rapid HIV test by providing referral resources specific to
Connecticut “at the tip of [their] fingers.”

For the past several years JSI Research & Training Institute, Inc. has offered training and
technical assistance to reproductive health providers in New England through a CDC
cooperative agreement. The overall purpose of the project is to support the integration of
HIV prevention services into reproductive health clinical and community settings. Many
providers cite the fear of giving a positive HIV result, especially with a rapid HIV test, as a
barrier both to increased testing and to implementing rapid HIV testing where they otherwise
might want to. Many agencies and providers fear they would not know what to say or where
to refer their HIV positive clients and worry about the process disrupting clinic flow.

This resource was developed as a collaborative effort to address this barrier, coordinated by
JSI project staff and with representatives from a wide range of disciplines and organizations.
The materials were reviewed by specialists in HIV, HIV positive individuals, and a diverse
representation of Connecticut in order to ensure medical, technical, and cultural
appropriateness (See: Contributors/Review Team and Special Thanks sections).

The Frequently Asked Questions (FAQs) and Referral Guide can be used by anyone doing
HIV testing in Connecticut, though both products have been designed to facilitate referrals
particularly with the use of the rapid HIV test.

How to Use This Guide

The text from the companion “Frequently Asked Questions” patient booklet are included in
this referral guide in black “text boxes” with additional resources listed below them. These
pages, which contain relevant resources, can be reproduced and shared with clients to
provide tailored information. We hope that you will familiarize yourself with the wide range
of resources in this guide before you find yourself sitting face-to-face with an individual
receiving a positive HIV result. If you take the time to get to know this guide you should be
well-equipped to help a client with a reactive result through the initial delivery of results and
to facilitate their referral to the “next steps” of treatment and support. If this seems scary to
you, remember that you do not have to be an expert in HIV infection to deliver results. All
that is expected is that you provide results with a caring and non-judgmental approach, and
that you have the knowledge and understanding in order to lead the client to people who are
experts in treating and dealing with HIV and AIDS.



CDC HIV/AIDS Science Facts:

CDC Releases Revised HIV Testing
Recommendations in Healthcare Settings

Effective September 2006, CDC has revised its
recommendations for HIV testing in healthcare
settings. The Revised Recommendations for HIV
Testing of Adults, Adolescents, and Pregnant
Women in Healthcare Settings aim to make

HIV testing a routine part of medical care

in addition to expanding the gains made in
diagnosing HIV infection among pregnant women.
The Recommendations replace CDC’s 1993
Recommendations for HIV Testing Services for
Inpatients and Outpatients in Acute-Care Settings
and they update portions of CDC’s 2001 Revised
Guidelines for HIV Counseling, Testing, and
Referral and Revised Recommendations for HIV
Screening of Pregnant Women.

What is different about the new
Recommendations?

Key differences in the Recommendations for
patients in all healthcare settings are:

* HIV screening (another term for broad-
based testing) for patients ages 13 to 64 in all
healthcare settings after the patient is notified
that testing will be performed unless the patient
declines (opt-out screening).

« HIV testing of people at high risk for HIV
infection at least once a year.

» Screening should be incorporated into the
general consent for medical care; separate
written consent is not recommended
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* Prevention counseling should not be required
with HIV diagnostic testing or as part of HIV
screening programs in healthcare settings.

Additional key differences in the
Recommendations for pregnant women in
healthcare settings are:

¢ Including HIV screening in the routine panel
of prenatal screening tests for all pregnant
women, unless the patient declines (opt-out
screening).

* Repeat screening in the third trimester in
certain jurisdictions with elevated rates of HIV
infection among pregnant women.

The Recommendations emphasize the importance
of voluntary testing. Various constituencies

have expressed concern that eliminating the
recommendation for separate informed consent
for an HIV test could result in some patients
being tested for HIV without their knowledge.
Others have asserted that requiring separate,
written informed consent is a barrier that makes
HIV screening difficult to conduct in healthcare
settings, and that removing this requirement would
make widespread HIV screening feasible.

Concerns have also been expressed over the lack
of HIV prevention counseling in conjunction with
HIV testing. CDC continues to support prevention
counseling as an intervention to help people reduce
their risks for HIV, but recognizes it can become a
barrier to HIV testing in busy healthcare settings.
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CDC still recommends that patients receive
information about HIV testing, HIV infection, and
the meaning of test results.

Why did CDC revise the
Recommendations?

There are several compelling reasons why CDC
has revised the Recommendations.

* An estimated one-fourth of the approximately
1 million persons in this country who are living
with HIV do not know they are infected. That’s
approximately 250,000 persons who could be
spreading HIV to their partners unknowingly.
As HIV screening becomes a more routine
aspect of medical care, more people will know
they are infected with HIV.

People living with HIV can receive effective
treatment, resulting in improved health

and extended life, if their HIV infection is
diagnosed earlier. Currently, many people learn
of their HIV infection only after they have
developed symptoms (in a large study of HIV-
infected persons, 65% reported they were first
tested for HIV because of illness).

Most people, after finding out they have HIV,
adopt behaviors that reduce HIV transmission.
Routine HIV testing may help protect the
partners of persons who are living with HIV
but do not know it. In theory, new sexually
transmitted HIV infections could be reduced
more than 30% per year if all HIV-infected
persons knew of their infection and adopted
changes in behavior similar to those of persons
already aware of their infection.

Routine HIV testing may reduce the stigma
associated with an HIV test offered based

on the healthcare provider’s perception (or
knowledge) of risk. When every person gets
offered an HIV test at some point in his or her
health care, it should take controversy and
judgment out of the test and make it a normal
part of taking care of oneself.
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Providers reported that requirements for pre-
test counseling and written informed consent

were not feasible in emergency rooms and
other busy healthcare settings.

For whom are the Recommendations
intended?

The Recommendations are intended for healthcare
providers in both the public and private sectors.
These include healthcare workers in hospital
emergency departments, inpatient services
(including labor and delivery), correctional health
care facilities, clinics including substance abuse
treatment, public health, community, pediatric and
adolescent, prenatal, and mental health, and other
primary care settings.

These Recommendations address HIV testing
in healthcare settings only. They do not change
existing CDC guidelines on HIV counseling,
testing, and referral for persons at high risk for
HIV who receive testing in nonclinical settings
(e.g., at community-based organizations.)

How did CDC develop the
Recommendations?

These Recommendations are the culmination

of a lengthy and deliberate process that began

in 1999 when the Institute of Medicine (IOM)
recommended adopting a national policy of
universal testing of pregnant women with patient
notification (opt-out screening), eliminating
requirements for extensive pretest counseling,
and eliminating requirements for explicit written
consent for HIV testing. Adoption of the IOM
recommendations led to increased prenatal
screening, and, combined with appropriate medical
care, contributed to a dramatic 95% decline in
perinatally acquired AIDS cases. CDC began
exploring the feasibility of adopting a similar
policy for the general public, which could bring
about reductions in sexually transmitted HIV.
Between 1999 and 2006, CDC involved healthcare
providers, representatives from professional
associations and community organizations,
researchers, public health officials, and persons
living with HIV to research and refine the
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Recommendations in order to expand HIV testing,
especially in high-volume, high-prevalence acute-
care settings. Through this process, CDC has tried
to involve persons most likely to be affected by
the Recommendations and ensure the resulting
Recommendations are ethical and fair and would
achieve their stated goals.

Conclusion

CDC believes that the adoption of voluntary,

HIV screening in healthcare settings will foster
the earlier detection of HIV infection, help
healthcare workers identify and counsel persons
with previously unrecognized HIV infection and
link them to clinical and prevention services, and
further reduce sexual and perinatal transmission of
HIV in the United States.

For more information . . .

CDC HIV/AIDS
http://www.cdc.gov/hiv
CDC HIV/AIDS resources

CDC-INFO
1-800-232-4636
Information about personal risk and where to
get an HIV test

CDC National HIV Testing Resources

http://www.hivtest.org
Location of HIV testing sites
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CDC National Prevention Information
Network (NPIN)
1-800-458-5231

http://www.cdcnpin.org
CDC resources, technical assistance, and
publications

AIDSinfo
1-800-448-0440
http://www.aidsinfo.nih.gov
Resources on HIV/AIDS treatment and
clinical trials
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Giving Results

Il. Giving Results

a. A Brief Guide 5
b. Confirmatory Testing 13
c. HIV Testing Sites in Connecticut 16

Appendices

> Reporting HIV Results, Fundamentals of Waived Rapid HIV Testing and Prevention Counseling.
Atlanta: Center for Disease Control and Prevention, 2005.

X> Troubleshooting Guide for Confirmatory Testing, Fundamentals of Waived Rapid HIV Testing and
Prevention Counseling. Atlanta: Center for Disease Control and Prevention, 2005.

X> HIV Testing Sites in Connecticut. Providence: JSI Research & Training Institute, Inc., 2009.



Giving Results: A Brief Guide

Rapid HIV tests can be conducted with the “Single Session Counseling” model, during
which any risk assessment, behavioral counseling, or harm reduction plans are conducted
primarily before and/or during the time when the specimen is collected and tested. Then, the
plan is adjusted as need be if the result is reactive (also known as “preliminary positive”).
Results should ideally be given by the same person that conducts any pre-test counseling who
may be the same person conducting the test, or a primary healthcare provider when done in
the context of a healthcare visit.

Traditional HIV tests (non-rapid) may also contain risk assessment, behavioral counseling,
or harm reduction plans but will be conducted over two sessions. The main difference is that
you will know the result before the client returns a second time and can have any necessary
referrals prepared accordingly. As this test will be confirmed at the lab, you do not need to
re-test; you should simply refer the client on for care. The other difference is the possibility
of an indeterminate result, which means a result is inconclusive (could indicate a recent
infection or a test reaction to something other than HIV). For an indeterminate result, you
will advise the client to return for re-testing in 4 weeks.

Giving a Negative HIV Test Result

1. Share the result in simple language, making sure they understand.
A negative result can be given using language such as,

“Your HIV test today was negative, meaning that antibodies were not found in
your system today.”

2. Discuss the 90 day window period and, based on client risk, the need for subsequent
testing.

3. Reinforce the prevention plan and make referrals and follow-up as necessary.

Giving a Positive HIV Test Result

1. Share the result in simple language, making sure they understand.
For the rapid HIV test, you can use language such as,

“The initial test result is a preliminary positive, indicating that you are likely to be
infected with HIV.”



“This must be confirmed with another test to determine whether or not you have HIV
infection. We can take some blood today and send it to the lab for that confirmatory
test.”

With a traditional or Western Blot confirmatory test, you can use language such as,

“The HIV test result is positive; this means that HIV antibodies have been found in
your blood.”

Remember that your primary role at this moment is to attend to their emotional response.
It is important to stay with the client both physically and emotionally. Take cues from the
client as to what he/she needs from you, knowing that most clients see testing positive for
HIV as a crisis in their lives. Clients may be unable to hear or integrate much information
during this session.

Offer messages of hope and acknowledge the client’s feelings.

“Take your time, we have plenty of time to talk about the results.”

“How are you feeling about this?”

“What questions do you have?”

“This is hard news to hear. Let me tell you what we can do next.”

The priorities then will be to facilitate or arrange for confirmatory testing (if using a rapid
HIV test), assess need for referrals and support for the individual such as mental health
support and an HIV specialty care provider, and ensure that you have contact information
for follow-up and a plan regarding confirmatory test results. Any discussion of the
client’s post-test options such as case management, medical care, partner notification,
support systems, etc. should be guided by the client’s ability to attend to it.

Facilitate the blood draw for confirmatory test (with the rapid HIV test only).
**INDICATE ON LAB SLIP THAT THE RAPID HIV TEST WAS REACTIVE**
Give referrals — at a minimum to an HIV Treatment Center.

If you can, make the telephone calls to set up appointments for HIV medical care or other
services right there with the client. Most HIV specialty clinics have someone on-call to
speak to someone who is newly diagnosed if needed.

. Assess need for emotional support.

“It can be difficult dealing with the possibility that you’re infected with HIV. How are
you doing? Who can be supportive to you in dealing with this?”



Suicide — Every Counselor’s Fear

A common fear on the part of HIV counselors is that in the face of a positive HIV test,
their clients will become suicidal and they will not know how to deal with this or how to
help them. First, you should know that this reaction is extremely rare. Many people show
no emotion upon being given a positive result — it’s important to be careful not to put our
own emotions or preconceived ideas of how we think we would feel onto a client.

That said, any suicidal thoughts or ideas expressed by the client should be taken
seriously, and appropriate referrals and support given. If the client does express suicidal
thoughts or feelings you can ask, “Is this bothering you so much that you are thinking
about killing yourself?” Asking the suicide question is appropriate if the issue comes up.
It demonstrates that you are genuinely concerned about the person in distress. Offer to
assist in obtaining whatever help he or she would like. If that person is uncomfortable
talking to you, or a family member or doctor, tell them they can always call the National
Suicide Prevention Lifeline at (800) 273-TALK (273-8255) or the mental health
resources and hotlines listed in this guide under “Support Groups, Hotlines, and Mental
Health.”

Prevention plan re: HIV transmission.

Remind the client of the importance of protecting oneself and others to avoid transmitting
the virus. Advise the client to adopt the behaviors discussed in the prevention plan (i.e. to
act as if he/she is HIV-infected) until a reactive rapid HIV test has been confirmed.

Confirm contact information and follow-up plan.
Help your client make a plan:

= Talk about the next few hours, week, two weeks.

= For instance, they may want to call in sick to work.

= Help them think about who they do and do not want to tell (for instance, they may not
want to tell their boss).

= Think about who they can go to for support.

Take a moment to yourself or to process with a co-worker.

As always, it’s important to maintain boundaries, confidentiality and be professional
while taking care of yourself. Remember, all that is expected is that you provide results
with a caring and non-judgmental approach, and that you have the knowledge and
understanding that will lead the client to people who are experts in treating and dealing
with HIV.



Giving a Non-reactive (Negative) Rapid HIV Test Result

Content

Message

Provide test result clearly and simply.

Your rapid HIV test result is negative.

Your rapid HIV test result came back
non-reactive.

Explain the meaning of a non-reactive
test result.

This means that HIV antibodies were
not found in your blood.

This means that the test did not
detect HIV antibodies in your blood.

Emphasize that the result is based on

exposure that occurred at least 3 months

prior to the test.

This means that you are not infected
with HIV, unless you have had a
possible exposure within the past 3
months.

This result is based on possible
exposure you had at least 3 months
ago.

Assess the client’'s emotional reaction to

the result.

How are you feeling about this result?

What questions do you have about
this result?

Adapted from the Centers for Disease Control and Prevention: Reporting Rapid HIV Test Results
Fundamentals of Waived Rapid HIV Testing and Prevention Counseling




Giving an Invalid Rapid HIV Test Result

Content

Message

Explain that the test must be repeated.

We need to repeat the process from
the beginning in order to provide you
with an accurate result.

| need to do another test.

Inform the client that the test could not
be interpreted.

There was a problem when running
your test and it cannot be interpreted.

The test is invalid and cannot be
interpreted because there was a
problem.

Tell the client the reason(s) why the test

could not be interpreted.

Most of the time the problems are
related to the process of collecting
the specimen or a faulty test kit.

Sometimes problems occur with the
test kits or blood collection process.

When this happens, our protocol is to
repeat the test.

Assure the client that quality control

measures are in place to make sure that

the test is conducted correctly.

We have some safeguards in place
that help us identify when we have
problems running the test.

Our system has detected that there
was a problem while running your
test.

We have measure in place to
determine when problems arise while
running the test.

Continue to assess the client’s emotional

reaction.

How are you feeling?

What questions do you have?

Adapted from the Centers for Disease Control and Prevention: Reporting Rapid HIV Test Results
Fundamentals of Waived Rapid HIV Testing and Prevention Counseling




Giving a Reactive (Preliminary Positive) Rapid HIV Test Result

Content

Message

Provide reactive result to this screening
test clearly and simply.

Your screening test result is a
preliminary positive.

| have your screening test result and it
IS reactive.

Explain the meaning of a reactive test
result.

This means that the test may have
detected HIV antibodies in your blood.

This is a strong indication that you
may have been infected with HIV.

Emphasize the need for confirmatory
testing.

This result needs to be confirmed with
an additional test.

Remember that we talked about the
other test that we’ll need to do today to
confirm the result.

Further testing is always needed to
confirm a preliminary positive
screening test result.

Assess the client’'s emotional reaction to
the result.

(Counselor: you should allow some
silent time for the client to absorb the
results.)

How are you feeling about this result?
What questions do you have about
this result?

Tell me your thoughts about what | just
said.

Advise client to take precautions to avoid
transmitting infection to others while
awaiting confirmatory testing.

It is important to protect yourself to
avoid the possibility of infecting
yourself or others.

While waiting for the confirmatory test
result, you need to take precautions to
avoid the possibility transmitting the
virus or acquiring any other infections.

A sample message for conveying this information could be: “Your screening test
result is reactive which means HIV antibodies may have been found in your blood.
This result needs to be confirmed with an additional test. While waiting for the
confirmatory test result, it is important to take precautions to avoid transmitting the

virus. How are you feeling about this result?”

Adapted from the Centers for Disease Control and Prevention: Reporting Rapid HIV Test Results
Fundamentals of Waived Rapid HIV Testing and Prevention Counseling
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Giving an Indeterminate Western Blot HIV Test Result

Content

Message

Provide indeterminate result to this
screening test clearly and simply.

Your test result came back
indeterminate.

| have your test result and it is
indeterminate.

Explain the meaning of an indeterminate
test result.

An indeterminate test means that the
test could not determine whether you
are infected or not.

This is an indication that you may
have been infected with HIV very
recently, or that something else is
reacting with the test to make it look
like that; but we will have to repeat the
test to determine which one it is.

Emphasize the need for confirmatory
testing.

We will need to follow up with an
additional test in about 3 weeks.
Further testing will be needed to
determine if you are infected with HIV.
Since your risks are high, we'd
recommend that you see an HIV
specialist who may do some additional
testing.

Assess the client’'s emotional reaction to
the result.

(Counselor: you may allow some silent
time for the client to absorb the
results.)

How are you feeling about this result?
What questions do you have about
this result?

Tell me your thoughts about what | just
said.

Advise client to take precautions to avoid
transmitting infection to others while
awaiting confirmatory testing.

It is important to protect yourself to
avoid the possibility of infecting
yourself or others.

While waiting for the confirmatory test
result, you should take precautions to
avoid the possibility of transmitting the
virus or acquiring any other infections.
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Giving a Positive Confirmatory Western Blot HIV Test Result

Content

Message

Provide positive result to this screening
test clearly and simply.

Your test result came back positive.

| have your HIV test result and it is
positive.

Explain the meaning of a positive test
result.

This means that the test detected HIV
antibodies in your blood.

This means that the test shows that
you have been infected with HIV.

Allow the client time to absorb the test
results.

(Counselor: you may allow some
silent time for the client to absorb the
news)

Had you expected it to come back this
way?

Take your time, we have plenty of time
to talk about the results and what is
next.

Assess the client’'s emotional reaction to
the result.

How are you feeling about this result?
What questions do you have about
this result?

Tell me what you are thinking.

Advise client to take precautions to avoid
transmitting infection to others.

Let’s talk about ways to protect
yourself.

How do you plan to prevent getting
any other infections?

How do you plan to prevent
transmitting HIV to others?

Emphasize the importance of getting
linked to specialty medical care.

Let’s talk about your medical care. Do
you have a doctor or a provider that
you would like to stay with, or would
you like me to make an appointment
with an HIV specialist?

You will need some more tests to
determine if you need medications
now or not.

They can answer your questions and
help you make decisions.
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Giving Results: Confirmatory Testing

Where and how can | get confirmatory testing?

Anyone who has a positive rapid test must get another test to confirm the results. If you have not yet had
this second test, ask your doctor for a list of places that offer confirmatory testing. Or contact:

¢ Planned Parenthood of Southern New England (formerly Planned Parenthood of
Connecticut) with 18 health centers throughout the state, most with Saturday, evening, and
walk-in hours. For the health center nearest you, contact (800) 230-PLAN (230-7526) or visit
www.ppsne.org. Contact a health center directly. Spanish spoken and phone interpretation
available.

Bridgeport, 211 State St., Bridgeport, CT 06604. (203) 366-0664

Danbury, 44 Main St., Danbury, CT 06810. (203) 743-2446

Danielson Center, 87 Westcott Rd., Danielson, CT 06239. (860) 774-0533

Enfield Center, 76 Palomba Drive, PO Box 656, Enfield, CT 06082. (860) 741-2197
Hartford North Center, 1229 Albany Ave., Hartford, CT 06112 (860) 728-0203
Manchester Center, 419 W Middle Turnpike, Manchester, CT 06040, (860) 643-1607
Meriden Center, 26 Women's Way, Meriden, CT 06451. (203) 238-0542

New Britain Center, 100 Grand St., New Britain, CT 06050. (203) 238-8097

New Haven Center, 345 Whitney Ave., New Haven, CT 06511. (203) 503-0450

New London Center, 45 Franklin St., New London, CT 06320. (860) 443-5820
Norwich Center, 12 Case St., Norwich, CT 06360. (860) 889-5211

Old Saybrook Center, 263 Main St., Old Saybrook, CT 06475. (860) 388-4459
Shelton Center, 415 Howe Ave., Shelton, CT 06484. (203) 924-7756

Stamford Center, 1039 East Main St., Stamford, CT 06902. (203) 327-2722
Torrington Center, 249 Winsted Rd., Torrington, CT 06790. (860) 489-5500
Waterbury Center, 969 West Main St., Waterbury, CT 06708. (203) 753-2119

West Hartford Center, 1030 New Britain Ave., West Hartford, CT 06110. (860) 953-6201
Willimantic Center, 1548 West Main St., Willimantic, CT 06226. (860) 423-8426

e United Way of Connecticut
Dial 2-1-1 or (800) 203-1234
You can also visit www.211ct.org/referweb on the web and search for “HIV Testing” to find
more testing sites located near you.

WD Iy Iy Iy Iy Ny Iy Ny Ny I

o Text “KNOWIT”
Send a message with your zip code to “KNOWIT” (566948), and within seconds you will
receive a text message identifying an HIV testing site near you.

o National HIV and STD Testing Resources
Visit www.HIVtest.org on the web, and type in your zip code for testing sites near you.

13



Confirmatory Testing for the Rapid HIV Test

All patients who have a reactive (preliminary positive) rapid HIV test must be given
another test to confirm that the person being tested is infected with HIV.

A confirmatory test sample should be collected by you in the same visit after a patient has
received a reactive result with a rapid HIV test. If the patient opts to go elsewhere for
confirmatory testing, counsel on risk reduction and refer to another testing site.

Confirmatory testing may be performed on either a whole blood or oral fluid specimen
that is sent to the lab.

All rapid HIV test results must be followed up with a Western blot and/or
immunoflourescent assay (IFA) for confirmation.

Indicate on the lab sheet that the specimen is from an individual who already received a
reactive rapid HIV test result.

Most confirmatory test results will be positive, unless in a low prevalence setting.

If the confirmatory test is negative, however, repeat testing should be performed to rule
out specimen mix-up. If an oral specimen was used, repeat testing should be performed
with a blood specimen since the oral fluid test is slightly less sensitive than the blood test.
The CDC also recommends a sample be sent by the lab to the CDC for further testing for
HIV-2, and to re-test in 30-60 days.

If the confirmatory test is indeterminate, for blood specimens the person should be
advised to return for repeat testing in one month. For oral fluid specimens, the Western
blot or IFA test should be repeated using a blood specimen. Refer to an HIV specialist for
repeat testing.

Once a patient is confirmed positive, they should be connected to care. Several special
blood tests will be run, including an RNA test and CD4 count. This is essential so that the
patient and physician can know the extent of virus in their body (number of copies) and
how many T cells they have. Both numbers are needed by a physician to recommend
treatment.

14



Troubleshooting Guide For Confirmatory Testing

Problem

Potential Causes

Action

Confirmatory test
result does not agree
with rapid HIV test
result (i.e., RT result
is reactive;
confirmatory test is
negative or
indeterminate)

Specimen mix-up
Testing during HIV
window period
(varying test
sensitivities)
Clients with
interfering medical
conditions
Specimens with
interfering
substances

Procedures should describe how to
handle discrepancies, as follows:
RT result is reactive,
confirmatory test is negative

(o}

Blood specimen — repeat
confirmatory testing with new
specimen to rule out mix-up
Oral fluid specimen — repeat
confirmatory testing using a
blood specimen

RT is reactive, confirmatory test
Is indeterminate

(o}

Blood specimen — the client
should return for repeat
testing in one month

Oral fluid — repeat the
Western blot or
immunofluorescent assay
(IFA) test with a blood
specimen

If the confirmatory testing
laboratory performed enzyme
immunoassay only, contact the
confirmatory testing lab and
request a Western blot or IFA
test on the same specimen, if it
is still available. If the specimen
is not available, recall the client
and collect a new specimen for
confirmatory testing

RT = rapid HIV test

Fundamentals of Waived Rapid HIV Testing and Prevention Counseling
Adapted from the Centers for Disease Control and Prevention: Providing HIV Test Result
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Medical Health: Treatment Centers

I just learned that I am HIV positive. Do | have AIDS?

AIDS stands for Acquired Immune Deficiency Syndrome. AIDS is the most serious outcome of HIV
infection. Being HIV positive is not the same as having AIDS, but it means that you may develop
AIDS in the future. HIV attacks your immune system, gradually harming the way it functions. Your
immune system protects your body from harmful germs like viruses or bacteria. Over time, if your
immune system becomes seriously damaged by HIV, your body loses its ability to fight certain
infections and cancers. AIDS occurs once the immune system has been significantly damaged. You
will need to have more medical tests to determine how strong your immune system is and if you
have AIDS.

Am | going to die?

A positive HIV test is scary news, but it is not a death sentence. Many people live full lives with
HIV, and they are alive and well many years after getting infected. A positive HIV test result is an
important medical message. Finding out that you have HIV gives you the chance to get the medical
care you need, take control of your health, and slow or prevent some of the possible health effects of
HIV.

Where can | get the HIV care | need?

You should find a doctor who specializes in HIV treatment and see this doctor regularly for check-
ups of your immune system. Unless you already have an advanced form of HIV disease, this care is
mainly preventive—to keep the disease from getting worse. You do not need to stop seeing your
regular doctor—they can talk with your HIV doctor about the best ways to take care of your medical
needs.

In addition to the HIV medical care agencies listed below, you can also find a directory of private
providers in your area by searching on the American Academy of HIV Medicine’s website at
www.aahivm.org or the HIVV Medicine Association’s website at www.hivma.org.

Where to Find HIV Medical Care:

Fairfield County
e Bridgeport Hospital
267 Grant St., Bridgeport CT 06610
Primary care, children’s health initiative, and HIV perinatal care.
(203) 381-3000 / www.bridgeporthospital.org

e Danbury Hospital - AIDS/HIV Center
70 Main St., c/o Seifert & Ford Family Community Health Center, Danbury, CT 06810
(203) 791-5065 / www.danburyhospital.org
M-F 8am-4pm.
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Southwest Community Health Center

» 968 Fairfield Ave., Bridgeport, CT 06605
(203) 330-6000
M 8:30am-7pm, T 8:30am-6pm, W 8:30am-8pm, Th-Sat 8:30am-6pm.
» 361 Bird St., Bridgeport, CT 06605
(203) 330-6000
M-F 8:30am-4:30pm
» 743 South Ave., Bridgeport, CT 06604
(203) 330-6010
M-4 8:30am-4:30pm.
Case management, counseling, testing and referral, dental care, outpatient, programs for
infected and affected children, youth, and families.
Spanish, Portuguese, and Creole spoken.

Stamford Hospital
30 Shelburne Rd., Stamford CT 06904
(203) 276-1000 / www.stamfordhospital.org

Hartford County

Burgdorf Health Center
131 Coventry St., Hartford 06112
(860) 714-3695 / www.stfranciscare.org

Community Health Center - New Britain

One Washington Square, New Britain, CT 06051
(860) 224-3642 / www.chcl.com

Spanish spoken. M-F 8am-5pm, Sat 8am-noon.

Community Health Services - Adult Medicine and Infectious Disease

500 Albany Ave., Hartford, CT 06120-2599

(860) 249-9625 / www.chshartford.org

Counseling services, ambulatory/outpatient, women’s services, case management, and dental
care.

M-Th 8am-7pm, F noon-5:30pm.

Connecticut Children’s Medical Center, University of Connecticut
282 Washington St., Hartford, CT 06106
(860) 545-7477 | www.ccmckids.org

Hartford Hospital - Community Care Center
80 Seymour St., Hartford, CT 06102-5037
(860) 545-1001 / www.harthosp.org

Litchfield County

Community Health and Wellness Center of Greater Torrington

459 Migeon Ave., Torrington, CT 06790

(860) 489-0931

Case management, ambulatory/outpatient, and HIV specialized treatment.
Spanish spoken.

21



Middlesex County
e Community Health Center - Oasis Wellness Center
635 Main St., Middletown, CT 06457
(860) 347-6971 ext. 3900 / www.chcl.com
Spanish spoken. M-Th 8:30am-6:30pm, F 8:30am-5pm.

New Haven County
e Birmingham Group Health Services
435 East Main St., Ansonia, CT 06401
(203) 736-2601 / www.bghealth.org

e Community Health Center - Meriden
134 State St., Meriden, CT 06450
(203) 237-2229 / www.chcl.com
Counseling, testing, and HIV specialized treatment.
Spanish spoken. M-F 8:30am-5pm.

e Fair Haven Community Health Center
374 Grand Ave., New Haven, CT 06513
(203) 777-7411  www.fhchc.org
Counseling and testing, ambulatory/outpatient, and case management.
Spanish spoken. M-Th 8:45am-8:45pm, F 1pm-5pm.
¢ Hill Health Center - Main Health Clinic
428 Columbus Ave., New Haven, CT 06519
(203) 503-3000 / www.hillhealthcenter.com
Counseling and testing, drug treatment advocacy, ambulatory/outpatient, oral health, case
management, outpatient early intervention services, disease/disability information, and
emergency medical assistance.
Spanish spoken. M, T, Th 8:30am-8:30pm, W, F 8:30am-5pm, Sat 8:30am-noon.

e Waterbury Hospital Health Center - Infectious Disease Clinic (WHIC)
64 Robbins St., Waterbury, CT 06708
(203) 574-4187 / www.waterburyhospital.org
Spanish spoken. M-F 8:30am-5pm.

e Yale-New Haven Hospital - Nathan Smith Clinic
60 Davenport Ave., New Haven, CT 06510
(203) 688-5303 / www.ynhh.org/patients/aids_care_program.html
Case management, medical nutritional therapy, mental health, and HIV specialized
treatment.
M-F 8am-4:30pm.

New London County
o Lawrence & Memorial Hospital - Infectious Disease Service
365 Montauk Ave., New London, CT 06320
(860) 442-0711 ext. 2056 / www.Imhospital.org/content/InfectiousDiseaseService.htm
Spanish spoken. M-F 8am-4:30pm.
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Tolland County

Windham County

William Backus Hospital Clinic

107 Lafayette St., Norwich CT 06360

(860) 823-6343 / www.backushospital.org

Counseling, testing, referral, disease/disability information, and HIV specialized treatment.
M, W 5pm-7:30pm, T 9am-4pm.

Rockville General Hospital
31 Union St., Vernon CT 06066
(860) 872-0501

Generations Family Health Center

1315 Main St., Willimantic CT 06226

(860) 450-7471 / www.genhealth.org
Ambulatory/outpatient, dental care, and case management.
Spanish spoken. M-F 8:30am-5:30pm.

Additional medical treatment centers include:

Fairfield County

Greater Bridgeport Adolescent Pregnancy Program

200 Mill Hill Ave., Bridgeport, CT 06610

(203) 366-8255 / www.gbapp.org

Counseling, testing and referral, HIV prevention interventions, case management,
funding for fee-for-service ambulatory/outpatient, mental health, and oral health.
Spanish spoken. M-F 9am-6pm.

Optimus Health Care

471 Barnum Ave., Bridgeport, CT 06608

(203) 333-6864 / www.optimushealthcare.org

Counseling, testing and referral, outpatient, case management, HI\VV medication
adherence, and disease/disability information.

M, W-F 8am-5pm, T 8am-7:30pm, Sat 9am-1pm

Optimus Health Care - East Main Street Clinic

982-988 East Main St., Bridgeport, CT 06608

(203) 696-3260 / www.optimushealthcare.org

Spanish spoken. M-T 8am-7:30pm, W-F 8am-5pm, Sat 9am-1pm.

Optimus Health Care - Park City Primary Care Center

64 Black Rock Ave., Bridgeport, CT 06605

(203) 579-5000 / www.optimushealthcare.org

Counseling, testing and referral, and HIV specialized treatment.

Spanish spoken. M-W, F 8:30am-5pm, Th 8:30am-7:30pm. Sat 9am-1pm.
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Optimus Health Care - Stamford Ambulatory Care Center
1351 Washington Blvd., Stamford, CT 06902

(203) 621-3700 / www.optimushealthcare.org

Spanish spoken.

Optimus Health Care - Stamford Community Health Center
805 Atlantic St., Stamford, CT 06902

(203) 327-5111 / www.optimushealthcare.org

Spanish spoken. M 8am-5pm, T-Th 8am-8pm, F 8am-4pm.

Optimus Health Care - Stratford Community Health Center
727 Honeyspot Rd., Stratford, CT 06497

(203) 375-7242 | www.optimushealthcare.org

Spanish spoken. M-W, F 8:30am-5pm, Th 9am-6pm.

Hartford County

Charter Oak Health Center

21 Grand St., Hartford, CT 06106

(860) 550-7500 / www.thecharteroak.org

Counseling and testing, early intervention services, case management,
ambulatory/outpatient, mental health, women’s services, bereavement counseling,
disease/disability information, and dental care.

Spanish, Albanian, Bosnian, and Polish spoken. M-Th 8am-8pm, F 8am-5pm, Sat
8:30am-5pm.

Family Medicine Center at Asylum Hill

99 Woodland St., Hartford, CT 06105

(860) 714-4212

Spanish spoken.

St. Francis Hospital and Medical Center - University of Connecticut Primary
Care Center HIVV/AIDS Program

131 Coventry St., 2" Floor, Hartford, CT 06112

(860) 714-2813 / www.stfranciscare.org

Case management, substance abuse counseling, and HIV specialized treatment.
Spanish spoken. M-F 9am-4pm.

University of Connecticut Health Center - John Dempsey Hospital
263 Farmington Ave., Farmington CT 06030
(860) 679-2000 / www.uchc.edu

New Haven County

Hill Health Center - Dixwell Satellite

226 Dixwell Ave., New Haven, CT 06511

(203) 503-3420 / www.hillhealthcenter.com

Counseling and testing, drug treatment advocacy, ambulatory/outpatient, oral health,
case management, outpatient early intervention services, disease/disability
information, and emergency medical assistance.

Spanish spoken. M-W 8:30am-5pm, Th 9am-5:30pm & 6pm-8pm, F 9am-5:30pm.
Closed daily 12:30pm-1:30pm.
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Hill Health Center - West Haven Health Center

285 Main St., West Haven, CT 06516

(203) 503-3400 / www.hillhealthcenter.com

Counseling, testing, referral, drug treatment advocacy, ambulatory/outpatient, oral
health, case management, disease/disability information, and HIV specialized
treatment.

Spanish spoken. M-F 8:30am-5pm.

Hospital of Saint Raphael - Haelen Center for Infectious Diseases
1450 Chapel St., New Haven, CT 06511

(203) 789-4135

M-F 8am-4:30pm.

Staywell Health Center

80 Phoenix Ave., Waterbury, CT 06702

(203) 756-8021 / www.staywellhealth.org

Spanish spoken.

Staywell Health Center - South End
1302 South Main St., Waterbury, CT 06706
(203) 597-9044 / www.staywellhealth.org

Yale University Community Health Care Van
135 College St., Ste. 323, New Haven, CT 06510
(203) 737-4047

Call for daily schedule and locations.

For Youth and Children

Connecticut Children’s Medical Center - Pediatric and Youth HIV Program
282 Washington St., Hartford, CT 06106

(860) 545-9499 / www.ccmckids.org/programs/hiv.asp

Serves up to age 17.

Yale-New Haven Hospital - Pediatric AIDS Program

20 York St., New Haven, CT 06510

(203) 688-6093 / www.ynhh.org/patients/aids_care_program.html
Serves up to age 17.

Bridgeport Hospital

267 Grant St., Bridgeport CT 06610

Primary care, children’s health initiative, and HIV perinatal care.
(203) 381-3000 / www.bridgeporthospital.org
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Medical Health: HIV Medications

Do | need to be on HIV medicines now?

You may or may not need to be on HIV medicines now. When to start taking HIV medicines
depends on your overall health, the amount of HIV virus in your blood (viral load), and how well
your immune system is working. You and your doctor will determine the best time to start taking the
medicines. Once you begin taking HIV medicines, you may need to continue taking them for the rest
of your life.

HIV/AIDS Basics

What is HIV?

The Human Immunodeficiency Virus (HIV) is the virus that leads to AIDS. HIV belongs to a
subset of retroviruses called lentiviruses (or slow viruses), which means that there is an
interval—sometimes years—between the initial infection and the onset of symptoms. Upon
entering the bloodstream HIV infects the CD4+T cells and begins to replicate rapidly.

Scientists believe that when the virus enters the body, HIV begins to disable the body's
immune system by using the body's aggressive immune responses to the virus to infect,
replicate and kill immune system cells. Gradual deterioration of immune function and
eventual destruction of lymphoid and immunologic organs is central to triggering the
immunosuppression that leads to AIDS.

What is AIDS?

Acquired Immunodeficiency Syndrome (AIDS) is the final stage of HIV infection. The
Centers for Disease Control establish the definition of AIDS, which occurs in HIV-infected
persons with fewer than 200 CD4+T cells and/or persons with HIV who develop certain
opportunistic infections. In 1992, the CDC redefined AIDS to include 26 CDC-defined AIDS
indicator illnesses and clinical conditions that affect persons with advanced HIV.
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Treatment Basics

What is the treatment for HIV or AIDS?

=>» Antiretroviral medicines. Because HIV is a retrovirus, the drugs used to treat it are
called antiretroviral medicines. These powerful medicines control the virus and slow
progression of HIV infection, but they do not cure it. These medicines must be taken
exactly as the doctor prescribes.

= HAART. The current recommended treatment for HIV is a combination of three or
more medicines. This regimen of medicines is called highly active antiretroviral
therapy (HAART). How many pills someone will need to take and how often to take
them will depend on which medicines the doctor chooses. Remember, each HAART
regimen is tailored to each individual patient. There is no one best regimen. You can
read more about specific HAART regimens at
wwwe.aidsinfo.nih.gov/other/cbrochure/english/04_en.html. HAART may cause some
side effects. Patients and their doctors should discuss potential side effects so that
they will know if they occur. If they experience any side effects, even those that may
seem minor, they should talk about them with their doctor.

=>» Other medicines. The doctor may also prescribe other medicines, depending on your
CD4 cell count and medical needs. Side effects should always be discussed with a
doctor. Medicines and the way they are taken should never be changed without first
talking with a doctor. Medicines not taken the right way consistently may not be as
effective as they should be.

=>» Treating other infections. If a patient’s HIV infection gets worse and the CD4 cell
count falls below 200, they are more likely to get other infections. Their doctor may
prescribe medicines to prevent particular infections, such as PCP. The most important
thing a patient can do after they learn that they have HIV is to work closely with their
doctor. Because HIV and HIV-related illnesses vary from person to person, the doctor
will design a medical care plan specifically for that individual.
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A positive HIV antibody test is scary news but it’s not a
death sentence. As better therapies continue to be devel-
oped, it’s entirely possible to live out a normal lifespan after
testing positive. The key to living a long life with HIV is
availing yourself of health care and suitable therapies.

A positive result is an important medical message that
may help you save and extend your life. Whether you took
the test or not, sooner or later you would have learned of
your HIV status.

If you learn by testing, you have a chance to slow or
prevent some of the possible health outcomes. Even if you
didn’t get tested, HIV would present itself at some point
as an infection or damage to your immune system. And, if
you had waited for HIV disease to present itself, many of
your best medical options would already be lost.
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I want to know
wmore about how HIV
can affect me.

| want to
learn wore about the
tests | need.

Most testing sites provide counseling to help people
handle the news. The real work, however, is up to you.
Given the right attitude and the right information, most
people can live for along, long time. Getting informed and
taking charge of your health will help you make the best
of your situation. This publication can help you with the
things you need to do:

» Develop a strategy to adapt to your new situation;

» Learn more about HIV and how it can affect you;

» Understand the medical tests you’ll use;

» Find ways to promote and maintain your health; and

» Learn how to use the services at Project Inform.

Reading this publication is a good first step. It’s a little long,
but it’s worth the time. It’s about saving your life.

HIV and your immune system: 2; Disease progression: 3; Checking on your immune health: 4—5; CD4+ cell count tests: 6; Viral load tests: 7;
Interventions against HIV: 8-10; When to start treatment: 11; Available treatments: 11; The bottom line: 12.
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HIV and your immune system

HIV (human immunodeficiency virus) is the virus that
causes AIDS (Acquired Immune Deficiency Syndrome).
Being HIV-positive does not mean that you have AIDS,
but it does mean that you may develop AIDS. HIV attacks
your immune system, gradually impairing how it functions.

Your immune system helps keep your body healthy
by recognizing and attacking foreign substances, like
viruses or bacteria. Over time, if it becomes seriously
damaged or weakened by HIV, your body loses its ability
to fight certain infections and cancers. These are called
opportunistic infections (Ols).

AIDS is the most serious outcome of HIV infection. It
occurs once your immune system has been significantly
damaged. If you have certain Ols, it will lead to an AIDS

diagnosis. This is because the presence of these Ols in your

body points to a significantly damaged immune system.

An AIDS diagnosis will also be given if the counts of
your immune system cells (called CD4+ T cells or sim-
ply CD4s) fall below 200. These cells are the key play-
ers in your immune system. Their “normal” range in a
healthy HIV-negative person is 500-1,500 cells/mm3.

This gradual destruction of the immune system
doesn’t happen the same way in everyone, or even at the
same pace. In some, it may not happen at all. In a small
percentage of people, HIV destroys their immune sys-
tems very rapidly, in just a few years. But others remain
well for 10-15 years or longer. On average, without
using HIV therapy, most people remain well for about
ten years before facing their first serious symptoms.

: ber of thi L bout HIV infection:

Viral load tests measure
the amount of HIV in
the bloodstream. They
can generally predict
how quickly HIV will
damage the immune
system. In effect, these
tests predict the loss of
CDA4 cells: the higher the
number, the greater the
risk of damage to your
immune system. Using
effective treatments can
greatly reduce the level
of HIV and slow its rate

of disease progression.

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422

CD4 cell count tests mea-
sure the level of CD4
cells, a certain type of
white blood cell. These
tests can measure the
decline of your immune
health. However, tak-
ing HIV therapy can
slow the decline of your
immune health. In fact,
many people who start
HIV therapy experience
a significant increase in
their CD4 counts.

LOCAL AND INTERNATIONAL 415-558-9051

For long periods, often
several years, the body
copes effectively with
HIV in many people. The
number and percentage of
CDA4 cells fall, but slowly.
During this period, most
people feel normal and
suffer no obvious ill
effects. Despite this, most
researchers believe that
damage is still being done
to the immune system.
Many scientists believe
that early intervention
during this time may
have the greatest impact,
though others remain
skeptical. They believe the
possible side effects from
early treatment might

outweigh its benefits.

Without treatment, the
body slowlylosesitsability
to fight infections. Some
infections, like Pneumo-
cystis jiroveci pneumonia
(sometimes called PCP),
become likely when CD4
counts fall below 300 or
200. Minor infections can
occur at counts above 300.
Other life-threatening
infections become more
likely when the count falls
below 100 or 50.

MONDAY-FRIDAY 10-4 PACIFIC TIME




Disease progression

HIV is a “spectrum” illness: all who are infected have the
same disease, but there are different stages to it. AIDS is
the name given only to the later most serious stage. In the
earlier and less serious stages, people are HIV-positive,
meaning they tested positive on an HIV antibody test
but they have no life-threatening symptoms of illness. If
left untreated, most people generally progress along the
spectrum toward AIDS.

HIV disease can progress slowly or quickly. Several
studies have researched the rate at which it progresses
when left untreated. Most conclude that about half of
HIV-infected people progress to AIDS if left untreated
within about ten years of infection. About three out of
four (75%) reach AIDS by the 15th year.

These studies conclude that HIV is a progressive dis-
ease that leads to symptomatic illness in most people
over time. Children born with HIV and people infected
through blood transfusion seem to get sick more quickly.

Studies suggest that when women have access to and

the spectrum of HIV

infection

seroconversion
(3-6 months*)

healthy HIV-positive
(1-10 years*)

seek regular care and monitoring, their progression rates
are similar to and perhaps even slower than men. Studies
that include people with hemophilia are inconclusive about
their rates of progression.

Why people progress at different rates is uncertain. It
may be due to differences in the strain of HIV a person
gets. Others believe it is influenced by genetic differences
in people, while others suspect that lifestyle factors make
a difference.

symptomatic HIV/AIDS

(after 8-12 years¥®)

possible minor symptoms
(3-10 years¥®)

* average times; actual times may vary greatly from person to person

what happens
without intervention*

—— At which point do you want to do something about your HIV~ —

Infection and partial recovery

Gradual, stepped CD4+ decline

Risk of serious infection or AIDS

* in roughly 85-90% of HIV-infected people
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checking on your immune health

With most illnesses, we wait until a disease shows up before doing anything about it. “If it ain’t broke, don’t fix it” But
in HIV disease, the immune system starts to “break” immediately, not just when Ols show up. So keeping an eye on
the health of your immune system is critically important. Two common ways to do this are: (1) noticing when symp-

toms occur and (2) getting lab tests done. Each can appear to have advantages and disadvantages.

Noticing when symptoms occur Getting lab tests done

This approach waits for active infections and disease to This approach doesn’t wait for symptoms or disease to
occur. In HIV, this means watching out for such things occur. This means getting routine tests done to check
as thrush (yeast infections), PCP, Kaposi’s Sarcoma (KS) on the different parts of your immune system. These
lesions and so on. tests include the following:

) .
Il ADVANTAGES HIV antibody tests

It is easier to believe and take action when we are faced > CD4 cell counts
with an obvious illness. People who feel sick usually » viral load tests

want to treat the illness as soon as possible. .
P > basic blood tests

I DISADVANTAGES
HIV disease progresses even before symptoms appear.
By the time they do appear, treating the underlying
problem may be less effective because your body is left

Il ADVANTAGES

The laboratory signs of illness usually show up before
you actually feel sick. Using these various test results
help people and their doctors prevent serious infec-
tions before they occur. They also help them make
treatment decisions based on real numbers and not

with fewer defenses.

just guesses.

| get wy lab
~ fefs;ie‘l":fo;:;:v Even when Il DISADVANTAGES
i 39 : you're feeling well? Some people find it difficult to act on their test results,
f\\l)% y 9 since they often feel fine no matter what the lab num-
) \ C bers say. People who feel healthy may be less moti-
Ef/\’3 ) vated to start treatment. Test results vary, and they
\rﬁ §& , change for many reasons.
’ R C
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Because HIV infection can be a life-or-death matter, it is
critical to choose the second approach. Taking a preven-
tive approach makes it possible to:

» use treatments when they’re most effective,
» prevent the most serious infections, and

» slow the rate of disease progression and permanent
damage to your immune system.

Some people say they hesitate to act before they’re sick
because today’s treatments are not perfect, hoping to wait
for something better to come along. However, no one

knows when “perfect” treatments will become available. It
is well proven that today’s treatments can extend survival
time. Although we can’t predict the results for every person,
we do know what generally happens without treatment.
The purpose of preventive action is to slow the prog-
ress of HIV disease. This approach is the one that seems
to offer the clearest hope. Once infected, you have one
chance to manage your disease correctly. So consider your
options carefully and learn how to tell when a therapy
is or is not working for you. To learn more, read Project
Inform’s publicationS, Making Decisions About Therapy
and Blood Work: Two Common Tests to Use.

Project Inform treatment strategy for HIV disease

Have you tested positive for HIV? Yes or no?

444

Get physical exam(s)
Women: GYN and Pap

} Get key tests: CD4

cell count & viral load

} Get other blood tests
as needed

v

| Maximize your health support. Consider your treatment options. |

| Get CD4 cell and viral load tests done every three months. |

__EARLY STAGE DISEASE

CD4 cell counts: above 500
Viral load: below 5,000

Get tests done every three months.

Consider ways to support your
nutrition and immune system.

P

__MIDDLE STAGE DISEASE

CD4 cell counts: 200-500
Viral load: 5,000-100,000

Consider HIV therapy.

Consider ways to support your
nutrition and immune system.

_ADVANCED STAGE DISEASE

CD4 cell counts: below 200
Viral load: above 100,000

Get tests done every three months.

Consider ways to prevent
opportunistic infections.
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common blood tests and what they tell you

CDA4 cell count tests

For many years, testing the number
of CD4 cells was the only lab measure
for the effects of HIV disease. Low
numbers of these cells (below 200)
accurately predict the risk of major
infections.

Doctors encourage people to start
HIV therapy when their CD4 counts
are 200-350. However, these are
arbitrary numbers used in studies of
HIV drugs. By itself, a CD4 count

doesn’t tell us enough about the state
of disease. It only shows that the
level of CD4 cells is below normal,
to varying degrees. Getting the full
picture of your HIV disease requires
monitoring your general health and
additional tests, especially the viral
load test and CD4 percentage.

It has become common to put
people with CD4 counts below 200
or 300 on preventive treatment for

PCP (often using Bactrim/Septra or
dapsone), along with all people who
have had an initial bout of PCP.
Regardless of CD4 count, yearly
checking for tuberculosis is becom-
ing increasingly important. Preven-
tion strategies for all of the common
OIs are described in Project Inform’s
publications, Opportunistic Infections
Chart and Strategies for Managing
Opportunistic Infections.

(

\
CD4 Cell Count Ranges
NORMAL BELOW NORMAL LOW
(500 plus) (350-500) (under 350)

Normal Range: In general, a CD4 count above 500 suggests no immediate danger. This level is sometimes
used as the bottom of the “normal” range, but this can be misleading. While an occasional drop to 500 may be
normal, a steady or falling count over time towards 500 or even 600 is not normal and suggests a weakened
immune system. At the very least, nutritional counseling, CD4 count monitoring and using other routine tests
are recommended in this range, whether or not treatments are used.

Below Normal Range: CD4 counts in this range indicate significant decline of the immune system. However,
serious symptoms are uncommon. It is quite rare for a person to die of AIDS with CD4 counts in this range.
Some researchers believe this is the best time to begin treatment, especially if your viral load tests also indicate
significant viral activity.

Low Range: A CD4 count of 200 or less constitutes an AIDS diagnosis. CD4 counts below 350 indicate the
greatest risk for infections. A person with counts below 350 may remain stable for many years, especially with
thoughtful health care. While some people have warning signs (symptoms) before major infections occur, this
is not always the case. Some progress directly from apparently good health to serious Ols. Generally, people
with established HIV infection with CD4 counts in this range are encouraged to start HIV therapy.

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422 LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME




Viral load tests (PCR)

Tests are available that directly meas-
ure the activity of HIV in the blood.
They provide extra information to
describe a more accurate picture of
the risk of disease progression.

Viral load tests measure the
amount of new HIV being produced
and released into your blood. Studies
show that higher viral loads are asso-
ciated with a greater risk of losing
CD4 cells and then progressing to
symptoms of HIV disease. Ideally,
an HIV-infected person should have
no detectable level of virus, which
means that HIV activity is too low
to be measured by the tests.

Current tests measure down as low
as 50 copies of virus. This is associated
with the best possible medical out-
come. Higher levels — ranging from
about 30,000 (in women) to 60,000
(in men) to upwards of millions of
copies of virus — are linked to higher
rates of disease progression. In short,
the higher the number, the more
rapid the rate of disease progression.

Studies of new drugs use viral load
tests to measure the effects of the
drugs. A good combination of HIV

drugs can quickly reduce the level of
virus at least ten times and often as
much as a thousand times. The goal
of therapy is to reduce viral load to
as low as possible, preferably below
the lowest level detected by the test,
below 50 copies.

HIV-positive people and their
doctors use both CD4 counts and viral
load tests to make decisions about if
and when to use HIV drugs. These
tests also help determine whether a
drug is working or not. When HIV
levels begin to rise again while using
a drug, most doctors believe it is
time to switch to another drug or
combination of drugs. Also, if your
CD4 counts begin falling, reassess-
ing your HIV therapy is warranted.

At the very least, viral load tests
provide a rational basis for helping
some to decide when or whether to
use HIV drugs, as well as a tool for
determining whether or not a drug
combination is working. For more
information, read Project Inform’s
publications, Blood Work: A Useful
Tool for Monitoring HIV and Blood
Work: Two Common Tests to Use.

Final thoughts on testing

No single test gives a total picture of immune health or
disease progression, but CD4 count and viral load test
results taken together over time are very important. As

we learn to manage HIV as a chronic illness, these tests
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drug i.d. chart

Protease inhibitor

Agenerase  amprenavir

Aptivus tipranavir

Crixivan indinavir

Invirase saquinavir hgc
Kaletra lopinavir+ritonavir
Lexiva fosamprenavir
Norvir ritonavir

Prezista darunavir

Reyataz atazanavir
Viracept nelfinavir

Nucleoside (NRTI) and
nucleotide (NtRTI) analogue
reverse transcriptase inhibitor

Combivir 3TC+AZT

Emtriva emtricitabine (FTC)
Epivir lamivudine (3TC)
Epzicom 3TC+abacavir

Retrovir zidovudine (AZT)
Trizivir 3TC+AZT+abacavir

Truvada FTC+tenofovir

Videx didanosine (ddI)

Videx EC  didanosine enteric-
coated (ddI EC)

Viread tenofovir

Zerit stavudine (d4T)

Ziagen abacavir

Non-nucleoside reverse
transcriptase inhibitor (NNRTI)

Intelence etravirine
Rescriptor  delavirdine
Sustiva efavirenz

Viramune  nevirapine

NRTI + NNRTI

Atripla Emtriva+Sustiva+
Viread
Entry inhibitor
Fuzeon enfuvirtide (T20)
Selzentry =~ maraviroc
Integrase inhibitor
Isentress raltegravir

provide rational guidance about what treatments to use,
when and when not to use them, and how well they’re
working. To help you chart these various blood tests, use

Project Informy’s publication, Personal Tracking Charts.
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DAY ONE

Interventions against HIV

There are several approaches that you can take against HIV. Many are useful, but using
any of them alone is not enough to keep you healthy. Unfortunately, some of these are
promoted with extreme passion or as a fad, to the exclusion of the others. The best over-
all approach for you may be one that is inclusive, combining the best of each of those
explained below that best suits your lifestyle.

1

2

General health maintenance

This means doing all of the things
that are normally recommended for
leading a healthy life. These include
eating properly with nutritional sup-
port; getting enough rest; avoiding
alcohol, smoking, drugs and unnec-
essary stress; and getting exercise
and fresh air — in short, all things
our doctors recommend. Taken
alone, maintaining good health
won't prevent you from progressing
to AIDS or cure it, but it will give
you the best fighting chance you
have. A good defense to HIV builds
upon a solid foundation of general
health. For more information, read
Project Inform’s publication, Strate-

gies for General Health Maintenance.

: ive tt ,

This category, sometimes called a holistic approach, can include various com-
plementary approaches. These include stress reduction; massage; visualization,
yoga and relaxation; emotional and spiritual support; natural medicines; and
many others. Many of these can help you deal with symptoms of illness, drug
side effects and keep your peace of mind. Taken alone, however, they won’t
solve the problem.

Unfortunately, some promoters of complementary therapy become strict,
urging people to use them to the exclusion of all others, even the medicines
recommended by doctors. When used in this way, supportive therapies can
be harmful and may discourage one from getting necessary medical attention.
The best promoters view these therapies as complementing other therapies
rather than replacing them.
For more information,
read Project Inform’s publi-
cation, Herbs, Supplements
and HIV Disease.

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422 LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME
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General health maintenance

Supportive therapies

HIV treatment strategy

Immune therapies
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Opportunistic infection strategy

—

4

HIV treatment strategy

Immune therapies

HIV attacks and misdirects the
immune system, and medicines
can help slow its spread. Currently
approved HIV drugs are noted in
the chart on page 7.

The challenge of using these drugs
is knowing when and how much
to use, how to combine them, and
in what order. Used alone, none of
them will work for long. When used
together in rational combinations,
they can suppress HIV for many
years and lengthen your life.

For more information on HIV
treatment strategies, read Project
Inform’s publications, Strategies
for When to Start HIV Therapy and
Strategies for HIV Therapy, available
at 1-800-822-7422 or www.project
inform.org. You can also ask for
information on each of the specific
drugs listed on page 7.

© PROJECT INFORM 1375 MISSION STREET

Because the immune system is sometimes suppressed, overactive and mis-
directed by HIV, it makes sense to seek out medicines that might help correct
some of these problems. The goal of using immune therapies is to

increase the number or function of lost cells (such as CD4 cells) to restore the
balance of the various parts of the immune system or to reduce the harmful
activities caused by infected cells. This is easy to describe but difficult to do.

Many researchers feel that we don’t yet know enough about the immune
system to try to regulate it. Some therapies do influence the immune system.
And similar claims have been made about some natural products. There
is great popular appeal to the notion that we should somehow “boost the
immune system” to help the body naturally regulate itself against HIV.

For the most part, this is little more than an empty advertising slogan.
Theress little evidence that anyone really knows how to do this. Moreover, the
body’s natural defenses almost always seem to fail in the fight against HIV. It
would be unrealistic to expect that this approach on its own would solve the
problems of HIV.

At this point, there’s no clear or simple way to address the defects of the
immune system in HIV infection. Some of the most complete information on
immune therapies is available in Project Inform’s publications, Strategies for
Improving Your Immune Health and Interleukin-2.
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Interventions against HIV, continued

5

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422

Opportunistic infection strategy

Once the immune system has failed to a significant
degree, it becomes necessary to try to prevent the most
common OIs, or prevent them from coming back. OI
prevention or prophylaxis should be considered when CD4
counts are in or nearing a danger zone. For example, the
risk of getting PCP becomes high at CD4 counts of 300
or less. The risk of other infections, like CMV and MAC,
increase dramatically when CD4 counts fall below 100.
The careful and timely use of medicine can prevent
PCP altogether. As the rate of tuberculosis (TB) rises
among HIV-positive people, testing and preventive treat-
ment (if necessary) is recommended. Preventive treatment
for other infections, including MAC and recurrent fungal

infections, are available as well.

In advanced HIV disease, a person often must try
to treat or prevent several Ols at the same time. This
can lead to difficult choices, since many medicines can
interact with each other. Two publications from Project
Inform can help sort this out: Opportunistic Infections
and Strategies for Managing Opportunistic Infections.

The key to successful interventions is comprehensive
inclusion — doing all of the things that make sense for
you. The biggest mistake is to rigidly choose one approach
over the others. HIV is not a political debate or a matter
of opinion; it can be a life-threatening illness. Every
decision you make about treatment has consequences, and
each person has little room for mistakes. So it makes no

sense to bet your life on any one philosophy of medicine.

LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME




When to start treatment

Getting the earliest possible treatment is generally rec-
ommended for treating illnesses. Biologically, there’s little
reason to think that HIV is any different. In fact, early
treatment may be even more important because of the
seriousness of the disease. But just what “early” means in
the case of HIV disease is not so clear.

When to start HIV medicines is the subject of a great
deal of debate and theory. Some people believe that start-
ing treatment is appropriate immediately upon learning
of the infection, whether or not your CD4 count is fall-
ing, viral load is high or rising, or whether symptoms are
evident. Waiting might only let the infection progress
and spread to other parts of the body.

A second argument in favor of early treatment is that
this may prevent losing critical cells in your immune
system. But since we don’t know exactly when the loss
of these cells occurs, it’s still hard to know “when” is the
right time to start.

Some researchers prefer to withhold treatment until
later in the disease. They believe it is best to save the
drugs for later when HIV is more active or when your
immune system shows obvious damage. They fear that

Available treatments
Project Inform provides information
on using proven HIV treatments. These
and any other treatments should
only be used under the care of an
experienced doctor. We encourage
patients and doctors to enter into
collaborative relationships with eg
shared responsibility for reaching

and maintaining your health.

treating too early may “use
up” the medicines before
they’re most critically needed.
They also fear that people will
have long-term side effects
from the drugs before they're
truly needed.

Since none of the current
drugs can be used indefin-
itely, this argument cannot
be casually dismissed. However, even these researchers
believe it’s wise to start before there’s evidence of major
damage to the immune system. Just “when” that occurs
is unclear. Almost all researchers agree that it’s necessary
to start anti-HIV therapy when symptoms are present,
your CD4 count is falling, or your viral load is high.

We will get clearer answers to these questions as more
studies are completed. In the meantime, the question
remains a matter of personal choice. For information
about HIV therapy, developing a long-term strategy and
making decisions about therapies, call Project Inform’s
Hotline at 1-800-822-7422 or visit www.projectinform.org.

L\G

the bottom line

> HIV infection is not a death
sentence; you'll be OK for quite
some time, no matter what
happens.

Treatment should always occur with monitoring, which eval-
uates the success or failure of treatment as well as monitors
for side effects. Both patient and doctor should be prepared
to adjust the strategy based on the results of this monitoring
process. This model of flexible, monitored treatment used in
the context of a collaborative doctor/patient relationship is
the key to managing HIV as a chronic illness.

Complete information on treatments is readily available,
along with discussion papers on related topics. Just ask for the
basic “treatment package.” The latest information on these
and other important treatment issues is available through Proj-
ect Inform’s hotline at 1-800-822-7422. Also, there are many
other magazines and newsletters for persons with HIV.
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> You can gain power over your
HIV by learning how it operates.

> Learn to check on your health
and understand the common
lab tests.

» Get acquainted with Project
Inform’s five-step model (pp
8-10).

» Get informed about your treat-
ment options.

> Develop a treatment strategy
that makes sense for you.
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Project Inform provides more than a hundred publications designed to make information about
living with HIV disease, medical therapies, research advances and public policy issues easier to
understand. All are available free of charge through Project Inform’s National HIV/AIDS Treat-
ment Hotline toll-free at 1-800-822-7422 or online at www.projectinform.org.

Sample treatment information:

Pl Perspective
Blood Work: Two Common Tests to Use
Tuberculosis and HIV Disease

" Sample health care strategy information:
(=t

' Dealing with Drug Side Effects
Making Decisions About Therapy

»/ Personal Tracking Charts
Strategies for When to Start HIV Therapy

Strategies for Maintaining Your General Health

Sample information for women:

Positive? How Are You Feeling?
Pregnancy and HIV
Vaginal Candidiasis

Wise Words

Sample public policy information:

TAN (Treatment Action Network) Updates
Grassroots Advocacy 101
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© Yes, | want to help Project Inform remain at the forefront of HIV treatment information!
~
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m
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Fact Sheet Number 403

WHAT IS ANTIRETROVIRAL THERAPY (ART)

WHAT IS ART?

ART means treating retroviral infections like
HIV with drugs. The drugs do not kill the virus.
However, they slow down the growth of the
virus. When the virus is slowed down, so is
HIV disease. Antiretroviral drugs are referred
to as ARV. ARV therapy is referred to as ART.

WHAT IS THE HIV LIFE CYCLE?

There are several steps in the HIV life cycle.
(See Fact Sheet 400 for a diagram.)

1. Free virus circulates in the bloodstream.

2. HIV attaches to a cell.

3. HIV empties its contents into the cell.

4. The HIV genetic code (RNA) is used by
the reverse transcriptase enzyme to build HIV
DNA.

5. The HIV DNA is inserted into the cell's
DNA by the integrase enzyme. This
establishes the HIV infection in the cell.

6. When the infected cell reproduces, it
activates the HIV DNA, which makes the raw
material for new HIV viruses.

7. Packets of material for a new virus come
together.

8. The immature virus pushes out of the
infected cell in a process called “budding.”

9. The immature virus breaks free of the
infected cell.

10. The new virus matures: raw materials are
cut by the protease enzyme and assembled
into a functioning virus.

APPROVED ARV DRUGS
Each type, or “class”, of ARV drugs attacks
HIV in a different way. The first class of anti-
HIV drugs was the nucleoside reverse
transcriptase inhibitors (also called NRTIs or
“nukes”.) These drugs block Step 4, where
the HIV genetic material is used to create DNA
from RNA. The following drugs in this class
are used:
Zidovudine (Retrovir, AZT)
Didanosine (Videx, Videx EC, ddl)
Stavudine (Zerit, d4T)
Lamivudine (Epivir, 3TC)
Abacavir (Ziagen, ABC)
Tenofovir, a nucleotide analog (Viread,
TDF)
e Combivir
combination)
o  Trizivir (zidovudine/lamivudine/abacavir
combination)
e Emtricitabine (Emtriva, FTC)
Truvada (combination of emtricitabine and
tenofovir)
e Epzicom (combination of abacavir and
lamivudine)

(zidovudine/lamivudine

Another class of drugs blocks the same step of
the life cycle, but in a different way. These are
the non-nucleoside reverse transcriptase
inhibitors, also called non-nukes or NNRTIs.
Four have been approved:

Nevirapine (Viramune, NVP)
Delavirdine (Rescriptor, DLV)
Efavirenz (Sustiva or Stocrin, EFV)
Etravirine (Intelence, ETR)

The third class of ARV drugs is the protease
inhibitors or Pls. These drugs block Step 10,
where the raw material for new HIV virus is cut
into specific pieces. Ten protease inhibitors
are approved:

Saquinavir (Invirase, SQV)
Indinavir (Crixivan, IDV)
Ritonavir (Norvir, RTV)

Nelfinavir (Viracept, NFV)
Amprenavir (Agenerase, APV)
Lopinavir/ritonavir  (Kaletra or
LPVIRTV)

Atazanavir (Reyataz, ATZ)
Fosamprenavir (Lexiva, Telzir, FPV)
Tipranavir (Aptivus, TPV)

Darunavir (Prezista, DRV)

Aluvia,

A newer class of ARV drugs is entry
inhibitors. They prevent HIV from entering a
cell by blocking Step 2 of the life cycle. Two
drugs of this type have been approved:

e  Enfuvirtide (Fuzeon, T-20)

e  Maraviroc (Selzentry or Celsentri, MVC)

The newest type of ARV drug is the integrase
inhibitor. It prevents HIV from inserting its
genetic code into the human cell's code in step
5 of the life cycle. The first drug of this type is:
o Raltegravir (Isentress, RGV)

HOW ARE THE DRUGS USED?
Antiretroviral drugs are usually used in
combinations of three or more drugs from
more than one class. This is called
"Combination Therapy." Combination therapy
works better than using just one ARV alone, It
also helps prevent drug resistance.

Manufacturers of ARVs keep trying to make
their drugs easier to take, and have combined
some of them into a single pill. See Fact Sheet
409 for more information on combination
medications.

WHAT IS DRUG RESISTANCE?

When HIV multiplies, most of the new copies
are mutations: they are slightly different from
the original virus. Some mutations keep
multiplying even when you are taking ARV
drugs. When this happens, the drug will stop
working. This is called “developing resistance”
to the drug.

If only one ARV drug is used, it is easy for the
virus to develop resistance. For this reason,
using just one ARV drug (monotherapy) is not
recommended. But if two drugs are used, a

successful mutant would have to “get around”
both drugs at the same time. And if three
drugs are used, it's very hard for the right
mutations to show up that can resist all three
drugs at the same time. Using a triple-drug
combination means that it takes much longer
for resistance to develop.

CAN THESE DRUGS CURE AIDS?

At present, there is no known cure for HIV
infection or AIDS. ARVs reduce the viral load,
the amount of HIV in your bloodstream. A
blood test measures the viral load. People with
lower viral loads stay healthier longer. They
are also less likely to transmit HIV infection to
others.

Some people’s viral load is so low that it is
“undetectable” by the viral load test. This does
not mean that all the virus is gone, and it does
not mean a person is cured of HIV infection.
See Fact Sheet 125 for more information on
viral load.

WHEN DO | START?

There is not a clear answer to this question.
Most doctors will consider your CD4 cell count
and any symptoms you've had. ARV therapy
is usually started if your CD4 cell count is
dropping to near 350, if you are pregnant,
need treatment for hepatitis B, or have
symptoms of HIV-related disease. See fact
sheet 404 for more information on treatment
guidelines. This is an important decision you
should discuss with your health care provider.

WHICH DRUGS DO | USE?

Each ARV drug can have side effects. Some
may be serious. Refer to the fact sheet for
each individual drug. Some combinations of
drugs are easier to tolerate than others, and
some seem to work better than others. Each
person is different, and you and your health
care provider will have to decide which drugs
to use.

The viral load test is used to see if ARV drugs
are working. If the viral load does not go
down, or if it goes down but comes back up, it
might be time to change ARV drugs.

WHAT'S NEXT?
New drugs are being studied in all of the
existing classes. Researchers are also trying
to develop new types of drugs, such as drugs
that will block other steps in the HIV life cycle,
and drugs that will strengthen the body’'s
immune defenses. See fact sheets 470 and
480 for more information on newer classes of
drugs.

Revised April 24, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org

40




AlDS InfoNet

www.aidsinfonet.org

U.S. ANTIRETROVIRAL THERAPY GUIDELINES

Fact Sheet Number 404

WHY DO THE GUIDELINES KEEP
CHANGING?

We keep learning more about the best way to
fight HIV. In 1998, the US Department of
Health and Human Services created a panel of
physicians, researchers, and consumers to
develop treatment guidelines. They constantly
review AIDS research results. The guidelines
are updated about once each year. The panel
released the latest guidelines in November
2008.

NOTE: These are guidelines, not rules.
Patients should receive individualized care
from a health care provider with experience
treating HIV infection. The full text of these
guidelines is available on the Internet at
http://aidsinfo.nih.gov/contentfiles/AdultandAdo

lescentGL.pdf

VIRAL LOAD AND CD4 CELL
TESTING

Viral load and CD4 cell tests provide critical
information for decisions on antiretroviral
therapy (ART). Before changing treatment, the
tests should be repeated to confirm the results.
Fact Sheet 124 has more information on CD4
cell tests and Fact Sheet 125 covers viral load
testing.

Viral load should be tested:

e Before starting or changing medications.
This provides a reference value;

e About 2 to 8 weeks after starting or
changing medications. This shows whether
the new drugs are working;

e Every 3 or 4 months. This helps make sure
the medications are still working.  For
patients who haven't started taking
medications, it helps decide when to start.

CD4 cell counts should be done:

e When someone first tests HIV-positive

e Every 3 to 6 months to monitor the strength
of the immune system

RESISTANCE TESTING

Viral resistance testing helps health care
providers choose the most effective drugs.
See Fact Sheet 126 for more information.
Resistance testing is recommended for
patients starting therapy, when viral load is not
controlled by new medications, or when it
“breaks through” a regimen that used to work.
The guidelines recommend resistance testing
before starting antiretroviral treatment (ART.) It
can also make sense for people who don't
need to start ART yet. This can show if the
person got infected with drug-resistant virus.

OTHER LABORATORY TESTS

The guidelines recommend using a viral tropism
test (see fact sheet 129) before starting therapy
with a CCR5 inhibitor. They also suggest using a
genetic test, HLA-B*5701 before starting abacavir
(see fact sheet 416).

WHEN TO START TREATMENT
Patients with symptoms of HIV disease or
with less than 350 CD4 cells should be
treated.

Regardless of CD4 count, treatment is
recommended for all pregnant patients, and
patients with HIV-associated nephropathy (a
kidney disorder) or patients who need
treatment for hepatitis B

Some experts would treat patients with higher
CD4 counts.

GOALS OF THERAPY

The guidelines list the following goals for HIV
therapy. Treatment goals are the same for
people starting therapy and those who have
been on therapy for a long time:

e Reduce viral load as much as possible for
as long as possible

e Restore or preserve the immune system

e Improve the patient’s quality of life

¢ Reduce sickness and death due to HIV

The following tools are suggested to help
achieve these goals:

¢ Maximize adherence. Help the patient take
medications correctly.

e Think about future regimens when choosing
drugs. Keep future options open

o Use resistance testing when it will help.

WHAT DRUGS SHOULD BE USED
FIRST?

The guidelines list several preferred regimens
for people starting anti-HIV treatment. They
include atazanavir (Reyataz), darunavir
(Prezista), fosamprenavir (Lexiva), or lopinavir
(Kaletra), each boosted with ritonavir, or
efavirenz (Sustiva.) These should be taken
with Truvada (emtricitabine + tenofovir). Many
other combinations are listed as “alternative
regimens.” Other combinations are listed for
use only when a preferred or alternative
regimen cannot or should not be used.

Several drugs or combinations are listed as
“Not Recommended.” Some are not
recommended for initial therapy due to low
anti-HIV activity or inconvenience. Others are
not recommended at any time. These include
any nuke or non-nuke by itself (monotherapy)
or just two nukes because these treatments
generally have only limited benefits for a short

period of time. Also, the guidelines recommend
not using the triple-nuke regimens.

There are special considerations for the
treatment of pregnant women, adolescents,
drug users, people also infected with hepatitis
B or C or with tuberculosis.

INTERRUPTING TREATMENT

A patient may need to interrupt treatment for
several reasons: side effects are intolerable,
there's a drug interaction, if they run out of any
of their medications, or if they have surgery
scheduled, Treatment interruptions are not
recommended in response to treatment failure.

ART should only be stopped if your health care
provider recommends it. Two large studies
showed that people who interrupted treatment
had a higher rate of HIV-related health
problems or death. For more information see
fact sheet 406, Treatment Interruptions.

WHEN TO CHANGE

Treatment should be changed due to treatment
failure, or intolerance of current drugs.

Treatment failure: Within 6 months after

starting a treatment, the viral load should drop

below 400 copies. Within 1 year, it should be

less than 50 copies. If the viral load does not

drop this much, change the treatment.

Other signs of treatment failure include:

e An increase in viral load from undetectable
to detectable levels

e Failure to increase CD4 cells by 25 to 50
during the first year; or

¢ A new AIDS-related illness.

Intolerance: If a patient cannot take the
prescribed drugs because of their side effects
or interactions with other needed medications,
the drugs should be changed.

WHAT TO CHANGE TO?

Decisions to change ART should include a
review of prior treatments, physical exam,
resistance testing, adherence and side effects.
Ideally, three drugs that the virus will respond
to can be identified and used in a new
regimen.

If there are few options for change, and viral
load was reduced, it may make sense not to
change medications. Another option is to use
combinations that are more experimental.
Treatment interruptions are not recommended.

Revised April 28, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org
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Medical Health: Clinical Trials

Clinical trials are health research studies. They are an option for people who are interested and who
medically qualify. These studies often pay for HIV medicines and HIVV medical care in full. Ask
your doctor about this option. You can also visit www.clinicaltrials.gov on the web to find out if
there is a clinical trial in your area.
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Fact Sheet Number 205

PARTICIPATING IN A CLINICAL TRIAL

WHAT IS AN AIDS CLINICAL

TRIAL?

Before new drugs can be sold to treat
HIV disease, they must be proved to be
safe and effective. The Food and Drug
Administration (FDA) approves new
drugs and other treatments based on
the results of laboratory tests, animal
tests, and tests in humans (clinical
trials).

New treatments are tested in humans
only if there were good results from
laboratory tests and animal studies. In
the first clinical trials, the treatment is
tested for safety in a small group of
people. Later trials with many more
participants test how well the treatment
works. InfoNet Fact Sheet 105, How
HIV Drugs Get Approved, has more
information on the phases of clinical
trials.

A clinical trial is a carefully planned
medical experiment. The guidelines for
a clinical trial are called a protocol. The
protocol is a document that describes
exactly how the trial will be carried out.

WHO CAN PARTICIPATE IN A

CLINICAL TRIAL?

The protocol explains the rules for
participation in a clinical trial. Each trial
is different. For example, some trials
require certain viral loads or CD4 cell
counts.

You normally cannot participate in a
clinical trial if you have any
opportunistic infections, or are using
any treatments that might make it
difficult to measure how well the test
treatment is working. You also cannot
participate if the study treatment might
harm you. For example, women
sometimes cannot participate in trials
during the first three months of
pregnancy, because of the risk of birth
defects for their newborn child.

Trials are carried out at different
hospitals and clinics throughout the
world. Some hospitals participate in

many clinical trials. Others may not
offer any. Some trials will reimburse
your travel costs to a study center.

WHAT ARE THE BENEFITS OF
PARTICIPATING?

e You could get a new treatment
before it is available by prescription.

e Your health will be watched very
carefully.

¢ You might get some or all of your
medications paid for. You might
also get some lab tests or other
care for free.

e You will be helping others by
contributing information about new
treatments.

WHAT ARE THE RISKS?

e In trials, new treatments are
compared to the best available
medication or to a dummy
medication (a “placebo”). You
might not get the new treatment.
Patients and health care providers
in these trials are not told who is
getting the new treatment.

¢ You might have to stop taking other
medications during the trial.

¢ Study treatments might not work.

e Study treatments might have
serious side effects.

¢ Participating in a study might take a
lot of time. It could require special
record-keeping or many trips to the
study location.

HOW ARE

PROTECTED?

There are strict laws on research using
human participants. The main tool to
protect you is called “Informed
Consent.” You will be given a full,
written description of the clinical trial to
read and sign before you agree to
participate. Take your time to review the
Informed Consent before you sign it. If
you need an interpreter to help you
understand it, ask for one. If you have
guestions, be sure you get the answers
before you sign.

PARTICIPANTS

There are also local and national
boards that review and monitor each
clinical trial before it starts and while it
is in progress. Trials can be stopped
early if they are harming participants.

You can decide to drop out of a clinical
trial at any time, for any reason.

SHOULD | PARTICIPATE?

You and your health care provider

should discuss the possible benefits

and risks of taking part in a clinical trial.

Here are some of the questions you

should consider:

e What is the purpose of the study?

e How long will it last?

¢ Where is it being conducted?

¢ How will | take the medication (pills,
shots, intravenous infusion, other)?

e What else do | have to do (records
to keep, office visits, etc.)?

¢ What will | have to pay for?

e Can | be reimbursed for travel
expenses?

e |s childcare available?

o Wil | be able to stay on the study
treatment after the trial is over?
Who will pay for it?

e What was learned in previous
studies of this treatment?

e Will | have to stop any drugs or
other treatments | am now using?

o Wil taking part in this study exclude
me from other clinical trials?

TO FIND OUT MORE ABOUT

CLINICAL TRIALS:

For information about participating in
clinical trials or trials availability
throughout the US, call the AIDSinfo
Service at 1-800-448-0440 or visit their
Internet web site at
http://aidsinfo.nih.gov

The FDA website has information on
the drug development process at
http://www.fda.gov/Drugs/DevelopmentAp
provalProcess/HowDrugsareDevelopedand
Approved/default.ntm

Revised June 30, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org
This Fact Sheet is sponsored by the US Food and Drug Administration (FDA)
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Medical Health: Co-infections

Are there any other things | need to get tested for, such as hepatitis?

It’s important for people who test positive for HIV to be tested and/or vaccinated for hepatitis.
Testing and vaccinations are provided at many locations across the state. It is also recommended for
people who test positive for HIV to be tested for tuberculosis and STDs, such as syphilis, gonorrhea,
and chlamydia. Please ask your health care provider for more information on where to go for
hepatitis testing and vaccines, or you can contact Planned Parenthood of Southern New England
at (800) 230-PLAN (230-7526) or visit www.ppsne.org on the web.

According to the Center for Disease Control, about one quarter of HIV-infected persons in
the United States are also infected with hepatitis C virus (HCV). HCV and the hepatitis B
virus (HBV) are among the most important causes of chronic liver disease in the United
States and HCV/HBY infection progresses more rapidly to liver damage in HIV-infected

persons. HCVV/HBV infection may also impact the course and management of HIV infection.

In Connecticut, the following centers also offer treatment specifically for HIV/HCV/HBV
co-infection:

e Yale-New Haven Hospital - Nathan Smith Clinic
60 Davenport Ave., New Haven, CT 06510
(203) 688-5303 / www.ynhh.org/patients/aids_care_program.html
Case management, medical nutritional therapy, mental health, and HIV specialized
treatment.
M-F 8am-4:30pm.
e St. Francis Hospital and Medical Center - University of Connecticut Primary
Care Center HIV/AIDS Program
131 Coventry St., 2" Floor, Hartford, CT 06112
(860) 714-2813 / www.stfranciscare.org
Csae management, substance abuse counseling, and HIV specialized treatment.
Spanish spoken. M-F 9am-4pm.
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Frequently Asked Questions and Answers About Coinfection
with Hepatitis C Virus

Why should HIV-infected persons be concerned about coinfection with HCV?

About one quarter of HIV-infected persons in the United States are also infected with hepatitis C virus
(HCV). HCV is one of the most important causes of chronic liver disease in the United States and HCV
infection progresses more rapidly to liver damage in HIV-infected persons. HCV infection may also impact
the course and management of HIV infection.

The latest U.S. Public Health Service/Infectious Diseases Society of America (USPHS/IDSA) guidelines
recommend that all HIV-infected persons should be screened for HCV infection. Prevention of HCV
infection for those not already infected and reducing chronic liver disease in those who are infected are
important concerns for HIV-infected individuals and their health care providers.

Who is likely to have HIV-HCV coinfection?

The hepatitis C virus (HCV) is transmitted primarily by large or repeated direct percutaneous (i.e., passage
through the skin by puncture) exposures to contaminated blood. Therefore, coinfection with HIV and HCV
is common (50%-90%) among HIV-infected injection drug users (IDUs). Coinfection is also common
among persons with hemophilia who received clotting factor concentrates before concentrates were
effectively treated to inactivate both viruses (i.e., products made before 1987). The risk for acquiring
infection through perinatal or sexual exposures is much lower for HCV than for HIV. For persons infected
with HIV through sexual exposure (e.g., male-to-male sexual activity), coinfection with HCV is no more
common than among similarly aged adults in the general population (3%-5%).

What are the effects of coinfection on disease progression of HCV and HIV?

Chronic HCV infection develops in 75%-85% of infected persons and leads to chronic liver disease in 70%
of these chronically infected persons. HIV-HCV coinfection has been associated with higher titers of HCV,
more rapid progression to HCV-related liver disease, and an increased risk for HCV-related cirrhosis
(scarring) of the liver. Because of this, HCV infection has been viewed as an opportunistic infection in HIV-
infected persons and was included in the 1999 USPHS/IDSA Guidelines for the Prevention of Opportunistic
Infections in Persons Infected with Human Immunodeficiency Virus. It is not, however, considered an
AIDS-defining iliness. As highly active antiretroviral therapy (HAART) and prophylaxis of opportunistic
infections increase the life span of persons living with HIV, HCV-related liver disease has become a major
cause of hospital admissions and deaths among HIV-infected persons.

The effects of HCV coinfection on HIV disease progression are less certain. Some studies have suggested
that infection with certain HCV genotypes is associated with more rapid progression to AIDS or death.
However, the subject remains controversial. Since coinfected patients are living longer on HAART, more
data are needed to determine if HCV infection influences the long-term natural history of HIV infection.

How can coinfection with HCV be prevented?

Persons living with HIV who are not already coinfected with HCV can adopt measures to prevent acquiring
HCV. Such measures will also reduce the chance of transmitting their HIV infection to others.

Not injecting or stopping injection drug use would eliminate the chief route of HCV transmission;
substance-abuse treatment and relapse-prevention programs should be recommended. If patients continue

Source: www.cdc.gov/hiv/resources/ga/print/HIV-HCV _Coinfection.htm
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to inject, they should be counseled about safer injection practices; that is, to use new, sterile syringes every
time they inject drugs and never reuse or share syringes, needles, water, or drug preparation equipment.

Toothbrushes, razors, and other personal care items that might be contaminated with blood should not be
shared. Although there are no data from the United States indicating that tattooing and body piercing place
persons at increased risk for HCV infection, these procedures may be a source for infection with any
bloodborne pathogen if proper infection control practices are not followed.

Although consistent data are lacking regarding the extent to which sexual activity contributes to HCV
transmission, persons having multiple sex partners are at risk for other sexually transmitted diseases
(STDs) as well as for transmitting HIV to others. They should be counseled accordingly.

How should patients coinfected with HIV and HCV be managed?
General guidelines

Patients coinfected with HIV and HCV should be encouraged to adopt safe behaviors (as described in the
previous section) to prevent transmission of HIV and HCV to others.

Individuals with evidence of HCV infection should be given information about prevention of liver damage,
undergo evaluation for chronic liver disease and, if indicated, be considered for treatment. Persons
coinfected with HIV and HCV should be advised not to drink excessive amounts of alcohol. Avoiding
alcohol altogether might be wise because the effects of even moderate or low amounts of alcohol (e.g., 12
oz. of beer, 5 oz. of wine or 1.5 oz. hard liquor per day) on disease progression are unknown. When
appropriate, referral should be made to alcohol treatment and relapse-prevention programs. Because of
possible effects on the liver, HCV- infected patients should consult with their health care professional
before taking any new medicines, including over-the-counter, alternative or herbal medicines.

Susceptible coinfected patients should receive hepatitis A vaccine because the risk for fulminant hepatitis
associated with hepatitis A is increased in persons with chronic liver disease. Susceptible patients should
receive hepatitis B vaccine because most HIV-infected persons are at risk for HBV infection. The vaccines
appear safe for these patients and more than two-thirds of those vaccinated develop antibody responses.
Prevaccination screening for antibodies against hepatitis A and hepatitis B in this high-prevalence
population is generally cost-effective. Postvaccination testing for hepatitis A is not recommended, but
testing for antibody to hepatitis B surface antigen (anti-HBs) should be performed 1-2 months after
completion of the primary series of hepatitis B vaccine. Persons who fail to respond should be revaccinated
with up to three additional doses.

HAART has no significant effect on HCV. However, coinfected persons may be at increased risk for
HAART-associated liver toxicity and should be closely monitored during antiretroviral therapy. Data
suggest that the majority of these persons do not appear to develop significant and/or symptomatic
hepatitis after initiation of antiretroviral therapy.

Treatment for HCV Infection

A Consensus Development Conference Panel convened by The National Institutes of Health in 1997
recommended antiviral therapy for patients with chronic hepatitis C who are at the greatest risk for
progression to cirrhosis. These persons include anti-HCV positive patients with persistently elevated liver
enzymes, detectable HCV RNA, and a liver biopsy that indicates either portal or bridging fibrosis or at least
moderate degrees of inflammation and necrosis. Patients with less severe histological disease should be
managed on an individual basis.

Source: www.cdc.gov/hiv/resources/ga/print/HIV-HCV _Coinfection.htm
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In the United States, two different regimens have been approved as therapy for chronic hepatitis C:
monotherapy with alpha interferon and combination therapy with alpha interferon and ribavirin. Among HIV-
negative persons with chronic hepatitis C, combination therapy consistently yields higher rates (30%-40%)
of sustained response than monotherapy (10%-20%). Combination therapy is more effective against viral
genotypes 2 and 3, and requires a shorter course of treatment; however, viral genotype 1 is the most
common among U.S. patients. Combination therapy is associated with more side effects than
monotherapy, but, in most situations, it is preferable. At present, interferon monotherapy is reserved for
patients who have contraindications to the use of ribavirin.

Studies thus far, although not extensive, have indicated that response rates in HIV-infected patients to
alpha interferon monotherapy for HCV were lower than in non-HIV-infected patients, but the differences
were not statistically significant. Monotherapy appears to be reasonably well tolerated in coinfected
patients. There are no published articles on the long-term effect of combination therapy in coinfected
patients, but studies currently underway suggest it is superior to monotherapy. However, the side effects of
combination therapy are greater in coinfected patients. Thus, combination therapy should be used with
caution until more data are available.

The decision to treat people coinfected with HIV and HCV must also take into consideration their
concurrent medications and medical conditions. If CD4 counts are normal or minimally abnormal (> 400/ul),
there is little difference in treatment success rates between those who are coinfected and those who are
infected with HCV alone.

Other Treatment Considerations

Persons with chronic hepatitis C who continue to abuse alcohol are at risk for ongoing liver injury, and
antiviral therapy may be ineffective. Therefore, strict abstinence from alcohol is recommended during
antiviral therapy, and interferon should be given with caution to a patient who has only recently stopped
alcohol abuse. Typically, a 6-month abstinence is recommended for alcohol abusers before starting
therapy; such patients should be treated with the support and collaboration of alcohol abuse treatment
programs.

Although there is limited experience with antiviral treatment for chronic hepatitis C of persons who are
recovering from long-term injection drug use, there are concerns that interferon therapy could be
associated with relapse into drug use, both because of its side effects and because it is administered by
injection. There is even less experience with treatment of persons who are active injection drug users, and
an additional concern for this group is the risk for reinfection with HCV. Although a 6-month abstinence
before starting therapy also has been recommended for injection drug users, additional research is needed
on the benefits and drawbacks of treating these patients. Regardless, when patients with past or continuing
problems of substance abuse are being considered for treatment, such patients should be treated only in
collaboration with substance abuse specialists or counselors. Patients can be successfully treated while on
methadone maintenance treatment of addiction.

Because many coinfected patients have conditions or factors (such as major depression or active illicit drug
or alcohol use) that may prevent or complicate antiviral therapy, treatment for chronic hepatitis C in HIV-
infected patients should be coordinated by health care providers with experience in treating coinfected
patients or in clinical trials. It is not known if maintenance therapy is needed after successful therapy, but
patients should be counseled to avoid injection drug use and other behaviors that could lead to reinfection
with HCV and should continue to abstain from alcohol.

Source: www.cdc.gov/hiv/resources/ga/print/HIV-HCV _Coinfection.htm
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Infections in Infants and Children

The average rate of HCV infection among infants born to women coinfected with HCV and HIV is 14% to
17%, higher than among infants born to women infected with HCV alone. Data are limited on the natural
history of HCV infection in children, and antiviral drugs for chronic hepatitis C are not FDA-approved for
use in children under aged 18 years. Therefore, children should be referred to a pediatric hepatologist or
similar specialist for management and for determination for eligibility in clinical trials.

What research is needed on HIV-HCV coinfection?

Many important questions remain about HIV-HCV coinfection:

O O O0OO0Oo

o

By what mechanism does HIV infection affect the natural history of hepatitis C?

Does HAART affect the impact of HIV on the natural history of HCV infection?

Does HCV affect the natural history of HIV and, if so, by what mechanism?

How can we effectively and safely treat chronic hepatitis C in HIV-infected patients?

How can we distinguish between liver toxicity caused by antiretrovirals and that caused by HCV
infection?

What is the best protocol for treating both HIV and chronic hepatitis C in the coinfected patient?

The following sources may also helpful in understanding HCV and HCV/HIV coinfection.

Publications

1.

Centers for Disease Control and Prevention. Recommendations for prevention and control of
hepatitis C virus (HCV) infection and HCV-related chronic disease. MMWR 1998;47(No. RR-19):1-
39.

Centers for Disease Control and Prevention. 1999 USPHS/IDSA guidelines for the prevention of
opportunistic infections in persons infected with human immunodeficiency virus: U.S. Public Health
Service (USPHS) and Infectious Diseases Society of America (IDSA). MMWR 1999;48(No. RR-
10):32-4.

National Institutes of Health. Chronic hepatitis C: current disease management (NIH Publication No.
00-4230). DHHS, 1999. (See web version below).

Sulkowski MS, Mast EE, Seeff LB, Thomas DL. Hepatitis C virus infection as an opportunistic
disease in persons infected with human immunodeficiency virus. Clinical Infectious Diseases 2000
Apr;30 Supplement 1:S77-S84.

Internet Resources

arwnhpE

CDC HIV/AIDS Home Page

Division of Viral Hepatitis, CDC

National Institutes of Health

CDC National Prevention Information Network

Expert Perspectives: Strategies for the Management of HIV/HCV Coinfection

Last Modified: January 23, 2007

Last Reviewed: January 23, 2007
Content Source:
Divisions of HIV/AIDS Prevention

National Center for HIV/AIDS, Viral Hepatitis, STD, and TB Prevention

Source: www.cdc.gov/hiv/resources/ga/print/HIV-HCV _Coinfection.htm
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Medical Health: Health Insurance and
Financial Support

I hear that HIV care and medicines are expensive, and | don’t have health insurance. Does that
mean | cannot get the care | will need to stay healthy?

HIV care and treatment are expensive and are necessary to stay healthy, but there are services to help
people who don’t have insurance. There are ways to get free or low-cost care. Case managers
specialize in helping people find the right help; contact a case manager listed under “Support
Services” or one of the agencies listed below for assistance. Here are some options:

Financial Advocates for Patients: Hospitals and clinics have financial advocates—people
who can help you explore your payment options. If you do not have any insurance, they can
help you apply for state assistance.

Connecticut AIDS Drug Assistance Program (CADAP): This program helps to cover the
cost of HIV medicines if you are uninsured or underinsured. This program assists individuals
who are unable to continue working and risk losing group medical insurance because of
AIDS or an AIDS-related disease. To find out if you qualify, contact: CADAP at (800) 233-
2503 or go to www.atdn.org/access/states/ct/ct.html.

United Way of Connecticut
Dial 2-1-1 or (800) 203-1234 and ask about financial assistance programs or visit
www.211ct.org/referweb on the web.

Connecticut AIDS Resource Coalition (CARC)
20-28 Sargeant St., Hartford, CT 06105
(860) 761-6699

Stewart B. McKinney Foundation - Thom Emergency Fund for People with AIDS/HIV
1216 Post Rd., Fairfield, CT 06824
(203) 255-7965

Clinical trials are health research studies. They are an option for people who are interested
and who medically qualify. These studies often pay for HIV medicines and HIV medical
care in full. Ask your doctor about this option. You can also visit www.clinicaltrials.gov on
the web to find out if there is a clinical trial in your area.

Dental assistance is also available specifically for those living with HIV. Call 2-1-1 or go to
www.211ct.org/referweb for a listing of dental providers in Connecticut.
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Information for Providers on the Connecticut AIDS Drug Assistance
Program (CADAP)

The text below is printed from the website of the State of Connecticut Department of Social Services:
Health Care. It can be accessed at www.ct.gov/dss/cwp/view.asp?a=2353&0=305218#CADAP.

This program pays for drugs determined by the U.S. Food and Drug Administration to prolong the
life of people with AIDS, or HIV infection. To be eligible for the program in Connecticut, an
individual must have a physician certification that the individual has HIV infection, HIV disease or
AIDS, must not be a recipient of Medicaid, and must have net countable income within 400% of the
Federal Poverty Level. In addition, the individual must apply for Medicaid within two weeks of
approval for this program.

The department receives federal funding for the program under Ryan White Title Il grants
that are awarded to the Department of Public Health.
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Sexual and Reproductive Health: Safer Sex and
Prevention for Positive People

What can | do to keep HIV from spreading?

HIV is spread through contact with blood, semen, vaginal fluid, or breast milk. The most common
ways that people get infected with HIV are unprotected sex or sharing of needles for drug use. HIV
can also be passed from mother to infant at birth or through breastfeeding.

To prevent spreading the virus to others:
e Use a condom every time you have sex.
e Do not share needles or syringes.

HIV is NOT spread through everyday casual contact with people at school, work, home, or
anywhere else. HIV cannot be spread through contact with tears, sweat, or saliva, or by sharing
objects like cups, phones, or toilet seats. HIV is not spread through mosquito bites, coughing, or
hugging someone with HIV.

If I am HIV positive, can | have sex with another HIV positive person with no risk?

Even if both partners are HIV positive, there is still some risk. You or your sex partner could pass on
other sexually transmitted diseases, including other forms of HIV that make it more difficult for the
doctors to treat you. It is extremely important that you protect yourself and your partner (HIV
positive or not) by practicing safer sex.

Safer Sex Basics
HIV is spread through blood, semen, and vaginal fluid. Any activity that doesn’t allow blood, semen,
or vaginal fluids to enter a person’s body is safe.

e Use a new latex condom and water-based lubricant like K-Y Jelly or Astroglide every time
you have vaginal or anal sex. (This is not risk free as a condom may break or come off.)

o Don’t use oil-based lubricants with condoms. Qils in hand lotions, massage oils, Vaseline,
etc. can cause the condom to leak or break.

e People who are allergic to latex can use plastic (polyurethane) condoms. These come in both
male and female styles. Condoms made from animal skin do NOT protect against HIV.

o Lubricant containing Nonoxynol-9 (N-9) may increase the risk of HIV transmission. Do not
use them.

o For oral sex use a barrier such as a latex condom, dental dam, or plastic food wrap.

e Don’t share sex toys. If you do share, wash them well and cover them with a fresh condom
each time.

e The surest way to avoid spreading sexually transmitted diseases (STDs), including HIV, is
not to have sexual intercourse.
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To find additional information and topics on safer sex, contact Project Inform at (800) 822-
7422 or visit www.projectinform.org on the web.

What about birth control and family planning?

If you are HIV positive and are not yet ready to have a baby, birth control and family planning can
help you:

e Enjoy a healthy sex life while reducing the chance you will transmit HIV to your partner or
children.
e Prevent unintended pregnancy and avoid the stress of an unplanned pregnancy.

e Plan desired pregnancies while minimizing the risk of HIV transmission.

Some HIV drugs and medications affect how well birth control pills or other birth control methods
work, so it is important to talk to your doctors about your HIV medicines, the birth control method
you are currently using, and what other methods might be available to you. This way, you can figure
out which birth control method will work best for you.

You can also contact Planned Parenthood of Southern New England at (800) 230-PLAN (230-
7526) to find out more about birth control and family planning.

How do | talk to my partner or a future partner about HIV and safer sex?

Telling a partner you have HIV or that you want to have safer sex can be scary, confusing, and
embarrassing. You may fear being rejected or left alone. But sooner or later, it will be important to
talk about HIV with your partner. The longer you wait, the harder it gets. If you talk with your
partner before you get into a situation where HIV could be spread, then you and your partner can
make choices together about safer sex.

Here are some things to consider about when you’re thinking about to tell someone that you’re HIV
positive:

e Think about how you would like to have this information told to you, if you were the
partner.

e Get support and advice on talking to partners from your HIV doctor, counselor, peer leader,
Or case manager.

e Telling your partner you have HIV may bring on a strong reaction. Be sure that you have
support regardless of how your partner responds.

e |f you are going to be in a situation where HIV could be spread, practice safer sex. This is
the single most important thing you can do.

o If you feel unsafe telling your partner, talk to your HIV doctor, counselor or case manager.
Or contact one of the agencies in the Support Services section of this Guide.

o Contact the Department of Public Health’s CARE Program (Companion Awareness
and Risk Education) at (860) 509-7920. This state program informs individuals at risk and
connects them to screening and treatment services without telling them your name.
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Safer sex and prevention messages are often negative, female, male or transgendered, there
targeted solely to HIV-negative people. Yet, pre- are many reasons to be concerned about safer
venting HIV and other infections remains an sex and prevention. This publication explores
important issue for people living with HIV as some of the most common sexual transmission
well. Whether your partner is HIV-positive, HIV- concerns for people living with HIV.

WHAT’S INSIDE

What are the risks of passing HIV to my HIV-negative partner?: 2; What kinds of infections can I protect myself from getting?: 3; You can prevent
getting common infections at home: 4-5; We're both positive. What are our concerns?: 6; The reality of safer sex: 6; Preventing your risk of infections:

7; Transmission of multi-drug resistant HIV: 7; HIV and STDs: woman-to-woman: 7; Safer sex guidelines: 8.
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what are the risks of passing HIV

to my HIV-negative partner?

A concern of many people living with HIV is passing
HIV to their uninfected partner(s). While much evi-
dence suggests that men transmit HIV more easily
than women, women can still pass HIV to uninfec-
ted partners—both male and female. This is be-
cause HIV is present in blood (including menstrual
blood), vaginal secretions and in cells in the vaginal
and anal walls. In fact, high levels of HIV can be
found in these areas even if there’s a low amount of
HIV in your blood.

For women, HIV levels in vaginal fluids greatly
increase when you have gynecological (GYN) condi-
tions, like yeast infections or inflammation. Several
studies in test tubes show
that some sexually trans-
mitted infections (STTs),
like chlamydia, increase
HIV reproduction. Vaginal
inflammation, a common
symptom of these infections,
causes tiny scrapes and cuts
on the delicate skin of the
vaginal area that can then
harbor HIV. HIV levels can
also temporarily increase after treating some of these
conditions.

Likewise, men with active STTs, especially active
herpes lesions, etc., are more likely to both acquire
and transmit HIV. Less is known about whether

HIV levels are actually higher in blood and semen

IN SHORT, IF YOU'RE NOT
PRACTICING SAFER SEX,
THERE’S NO WAY TO KNOW
WHEN YOU'RE MORE OR
LESS LIKELY TO PASS HIV
TO YOUR PARTNER(S).

during an active STIs in men, but certainly any in-
fection that causes a lesion, like herpes, provides a
portal for HIV to pass through and makes transmis-
sion more likely. Studies do show that even when

a man has undetectable levels of HIV in his blood,
there are sometimes detectable HIV levels in semen
and pre-cum fluid. HIV transmission from men
with undetectable HIV levels in their blood has been
documented several times.

In short, if you're not practicing safer sex, there’s
no way to know when you’re more or less likely to
pass HIV to your partner(s). Exposure to vaginal
or anal secretions, semen or other blood with high
levels of HIV increases your
risk of transmission. The risk
further increases when one’s
partner has an infection or
inflammation. It’s also poss-
ible to have active infections
or GYN conditions without
having symptoms or knowing
it. (For general guidelines on
safer sex practices, see page 8.)

Finally, a number of
known cases have shown multi-drug resistant HIV
being passed from people living with HIV to their
partners. What this means is that the newly infected
partners have a form of the virus difficult to treat with
anti-HIV drugs, leaving them with limited options

to treat their infections.

LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME



what kinds of infections g want fo
can | protect myself from getting? about safer sox.

Prevention isn’t just about protecting someone else from
getting HIV; it’s also about protecting yourself from other
harmful infections. You can do something about many
common and serious infections. The risks of unsafe

sex are numerous because many STIs can cause serious
harm in people living with HIV.

Cytomegalovirus (CMV) is such a condition. While
most adults are infected with CMYV, it doesn’t cause dis-
ease in healthy, HIV-negative people. Therefore, most
people carry the virus but don't have active CMV dis-

ease. However, once CMV becomes an active infection,
it’s the leading cause of blindness and among the major
causes of death in people with AIDS. Ways to prevent

@ WY OINI LOF(0¥d " 2007 YIIINA.LAES * SNYHONOOD NOILNAATYd ANV XIS

CMYV infection include practicing safer sex. disease, the rate of anal and cervical cancer associated
CMYV prevention is probably much more relevant to with HPV infection does not appear to be dramatically
women than to men, particularly adult gay men. The rate declining with increased use of anti-HIV therapy. Unfor-
of CMV infection among women is generally lower (40% tunately, condom and other barrier protections may not
among women living with HIV) than what's seen among protect you from HPV infection and transmission, but
adult gay men (80-90% of whom are already infected they might decrease the risk of transmission.
with CMYV, regardless of HIV status). The bottom line is Hepatitis, cryptosporidiosis, parasites and other in-
that if you're not infected with CMYV, safer sex remains a fections can also be passed during sexual activity. Every
potent tool in helping to prevent CMV disease. condition described above can be deadly in anyone
Like CMV, human papilloma virus (HPV) is another living with HIV, especially with a weakened immune
STI. HPV is the virus that causes genital warts in some system. (For more information on how to prevent these
people. These warts may or may not be visible by exter- infections, see pages 4-5.)
nal examination, yet might be present in the anus or cer- Its important for people living with HIV to protect
vix. As one of the major causes of anal and cervical can- themselves from these unwanted and possi-
cer, HPV is common and difficult to treat among people bly dangerous infections. Lab tests can detect
living with HIV. Some types of HPV are more likely to these infections, but your medical coverage
develop into cancer than other types. may not pay for them. You can ask your doc- s
Both men and women are at risk for anal cancer as- tor about possibly getting these tests. Then,
sociated with HPV. Some studies suggest that a woman use the results to build a prevention plan that For more
living with HIV is more at risk of developing anal can- helps protect you from getting new infections. treatment
cer as opposed to cervical cancer associated with HPV information, call
infection. Unlike other conditions associated with HIV Project Inform’s
toll-free National
HIV/AIDS
Treatment
Information
Hotline at

1-800-822-7422.
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You can prevent getting

Bartonella (Cat Scratch Fever)

A bacterial infection that can cause fevers, headaches and a
marked reduction in red blood cells (i.e. anemia).

Put on the flea collar!

> Avoid adopting kittens or cats under one
year old.

> Avoid cat scratches or allowing cats
to lick open cuts or wounds. Promp-
tly wash all cat scratches or wounds.

> Use flea control for cats.

Campylobacter

A bacterial infection that can cause diarrhea, abdominal pain
and vomiting.

When Fluffy has the runs, run!

> Avoid contact with animals that have diarrhea.

> In general, get someone else to handle potty duties for
pets.

Coccidioid is (Valley Fever)

A fungal infection that causes fevers, difficulty in breathing
and night sweats.

On your next archeological dig, bring Endust!

> Although there are areas of the country such as the
deserts of the Southwest where it may be impossible
to avoid exposure to this pest, you can still reduce the
risk of exposure by avoiding excavation sites and dust
storms.

Cryptococcosis
A fungal infection that primarily infects the brain resulting
in headaches, fevers and altered mental behavior.

Don’t feed the birds!

> Avoid areas that may be heavily contaminated with the
pest that causes the infection (called Cryptococcus),
including areas with a lot of pigeon droppings. Avoid
handling birds, even those kept as pets.

Crypt idiosi

A parasite that can cause diarrhea.

Put down the baby,

and move away from the goat!

> Wash hands after fecal contact (like after changing a baby’s
diaper) and after gardening or other contact with soil.

> Avoid contact with young farm animals or animals with
diarrhea (including pet stores and animal shelters).

> Wash hands after handling pets and avoid contact with
pet feces.

> Boil water for at least one minute. If possible, install a
water filter system that can filter out Cryptosporidium.

> Avoid swimming in water that may be contaminated
by Cryptosporidium. Some lakes, rivers, swimming
pools and salt water beaches may be contaminated with
human or animal waste that contains Cryptosporidium.

For more information on preventing infection with crypto,
call Project Inform’s Hotline.

Cytomegalovirus (CMV)

A virus that infects the entire body. (Left untreated, CMV can
cause diarrhea, blindness, inflammation of the brain, etc.)

Safer sex is hot sex

(and it’s not just about HIV infection)!
> Wash hands after fecal contact.

> Follow safer sex practices.

> Ifblood transfusions are required, only CMV antibody
negative or leukocyte-reduced blood products should be
used.

Hepatitis A, B and C Virus (HAV, HBV and HCV)

Viral infections that can cause liver damage, failure and some-

times cancer.

> Talk to your doctor about the appropriateness of
vaccination (for HAV and HBV).
Follow safer sex practices.

> Learn about particular risks for HAV and traveling in
areas where threat for exposure is great and vaccination
prior to travel highly recommended.

LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME




common infections at home!

Herpes

A viral infection that can cause ulcer lesions around the
mouth, genitals and rectum.

> Follow safer sex practices.

Histopl .
A fungal infection that can cause fevers, reduction in red blood
cells and difficulty in breathing.

Put down the mop and

move away from the chicken coop!

> Although it may be impossible to avoid exposure to this
organism in areas of the country like the Midwest river
valleys, people can still reduce their risk by not cleaning
chicken coops, disturbing soil under bird roosting sites
or exploring caves.

A viral infection that can cause warts, which can become can-
cerous.

> Follow safer sex practices. Condoms cannot wholly
prevent HPV transmission.

Listeriosi

A bacterial infection that can cause meningitis, an inflam-
mation in the brain.

> Avoid eating any non-
pasteurized dairy products,
such as soft cheeses like Brie
and goat cheese.

> Heat ready-to-eat foods like
hot dogs and ensure that
they’re steaming hot before
eating them.

Mi idiosi

A parasite that can cause diarrhea.

> Wash hands frequently and follow other good personal
hygiene measures.

© PROJECT INFORM 1375 MISSION STREET SAN FRANCISCO, CA 94103-2621

Salmonella

A bacterial infection that can cause food poisoning and diar-
rhea.

> Avoid Caesar salads or anything that may contain raw
eggs.

> Avoid eating under-cooked eggs and poultry.

> Avoid contact with animals that have diarrhea.

> Avoid contact with reptiles like snakes, lizards, iguanas
and turtles.

Toxoplasmosis
A parasite that mostly infects the brain resulting in confusion
and delusional behavior.

These recommendations only apply to people who are NOT
antibody positive to Toxoplasma.

> Avoid eating raw or under-cooked meats. (Cook to an
internal temperature of 150°F or 65.5°C.)

> Wash hands after contact with raw meat and after
gardening or other contact with soil.

> Wash fruits and vegetables in filtered water or in a .05%
bleach solution before eating raw.

> Wash hands after changing a cat’s litter box or preferably
have an HIV-negative person change it.

> Cats should be kept indoors and be fed canned or dried
commercial cat food and not raw or undercooked meats.

Tuberculosis
Primarily infects the lungs and can cause cough, weight loss
and fatigue.

» If possible, avoid working or volunteering in facilities
considered high risk for tuberculosis, such as healthcare
and correctional facilities and homeless shelters.

Varicella-Zoster

A viral infection commonly known as chicken pox and
shingles.

> People who have NOT had chicken pox or shingles
should avoid direct contact with people with active
chicken pox or shingles.
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we’re both positive.
what are our concerns?

For people whose partner(s) also live with HIV, pre-
vention messages and reasons to practice safer sex
sometimes become unclear. A common question is:
“If T'm positive and my partner is positive, then why
do we have to practice safer sex?” Simply put, safer
sex remains important among positive partners. This
is because in addition to preventing new infections
as discussed above, other factors place positive sex
partners at risk.

One of these factors is re-infection with HIV. While
the issue of re-infection remains unclear, some
new evidence shows that it can and does happen. If
you're on therapy that HIV has become resistant to,
it’s possible for you to transmit the drug-resistant
strain to your partner, possibly crippling the benefits
of those therapies for your partner. On the other
hand, if your partner is on anti-HIV therapy, you
could become infected with his or her drug-resistant
strain(s) and have decreased benefits from therapy.
(For more information on drug-resistant virus, see
page 7.)

Finally, it’s important to remember that your
partner’s viral load (amount of HIV in blood) may
not relate to the level of virus in semen or vaginal or
anal fluids. Therefore, while HIV levels in blood may
be undetectable by a lab test, they still may be pres-
ent in high levels elsewhere. (Note: Standard viral

the reality of safer sex

load tests do not measure HIV in semen or vaginal

or anal fluids. Also, in studies, even when viral load

tests of semen came back undetectable, HIV-infect-
ed cells could still be found in the semen. These cells
are believed important for passing HIV from person
to person.)

When both partners live with HIV, consider these
points when discussing safer sex:

> Infections like CMV, HPV, herpes, hepatitis (B
and C) among others, remain major concerns. All
these are potentially deadly infections in people
living with HIV, but they can be prevented, to
some degree, through practicing safer sex.

» Re-infection with drug-resistant or more aggres-
sive strains of HIV remains a theoretical possibil-
ity. It must be considered when negotiating safer
sex between positive partners.

You put yourself at risk for infec-
tions through unprotected sex with a
partner—activities that expose you to
your partner’s blood, blood products,
urine, feces, semen or vaginal or anal
fluids. In some cases these infections
may never harm your partner, but
they might be life-threatening to you
should your immune system weaken
as a result of HIV.

If your partner(s) is also living
with HIV, neither of you is immune

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422

to new infections. Be aware of both
the real and theoretical risks as
you discuss and negotiate safer sex.
Every sexual behavior or activity
carries some level of infection risk.
It’s generally believed that some
activities are less risky than others,
but low risk obviously doesn’t mean
no risk.

Negotiating safer sex and using
risk reduction to prevent passing or
getting HIV or other infections is not

LOCAL AND INTERNATIONAL 415-558-9051

easy. Safer sex requires the involve-
ment of willing partners. This is es-
pecially difficult for women because
safe and low-cost woman-initiated
methods of HIV prevention do not
currently exist. For people in situa-
tions where domestic violence oc-
curs, this willing involvement can
be almost impossible. In this case,
seeking family violence prevention
services is probably the safest and
smartest plan of action.

MONDAY-FRIDAY 10-4 PACIFIC TIME




preventing your risk of infections

People living with HIV must consider taking precautions In general, people with HIV should not eat raw or
to avoid exposing themselves to common infections, undercooked meats, poultry or seafood. Avoid unpas-
which are possibly deadly in people with a weakened im-  teurized dairy products, which may contain parasites,
mune system. Although safer sex is usually thought of in bacteria or viruses that in turn can cause severe illness.
regards to preventing HIV infection, exposure to many For example, eating raw shellfish can result in hepatitis
major infections and STIs can be reduced if safer sex is A infection. Risks can be reduced further by following
followed. Avoiding oral-anal contact can greatly reduce guidelines for “safer” food preparation.

the risk of getting parasites that can cause diarrhea and
other symptoms. (Examples of parasites include tape T
worms, scabies and more common among people with ‘l —
HIV are Toxoplasma and Cryptosporidium.) Q
Safer sex is not the only way to prevent exposure to '

infections, however. There are a number of things you can
do to decrease your risk of potentially harmful infections.

transmission
of multi-drug
resistant HIV

There is increasing concern
over the transmission of
drug-resistant virus and

multi-drug resistant HIV. H |V a nd STDS

People infected with multi-

drug resistant HIV are un- woman-to-woman

likely to optimally benefit Woman-to-woman sexual activity has generally been associated
from most, if not all, of the
available anti-HIV thera-
pies. While many known
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with a lower risk of passing HIV, although a number of cases have

been reported. The risk of passing HIV and other STIs between

cases of AZT-resistant women has not been thoroughly studied. But the few studies to
HIV transmission have oc- date note that many women who have sex with women engage in a
curred in the past, trans- number of high-risk behaviors that may increase their risks of both

mission of multi-drug re-
sistant virus is being seen
increasingly. These obser-
vations underscore the im-
portance of including safer HIV and STI transmission during woman-to-woman sex.
sex in your life, even when

you and your partner(s) are

both living with HIV.

getting and passing HIV and other STIs (including the types of HPV
associated with cervical and anal cancer). So in the meantime, it’s

best to play safe and refrain from making easy assumptions about
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Safer sex guidelines

In addition to protecting from HIV infection and transmission, prac-
ticing safer sex also reduces the risk of passing or contracting other
diseases, like chlamydia, gonorrhea, herpes and hepatitis. These
can be especially troublesome in people with weakened immune
systems. A few tips on how to protect yourself and your partner dur-

ing sex are found below.

One word: Plastics!

Use latex condoms and plenty of water-based lubricant
(K-Y Jelly, Astroglide, Probe) for vaginal and anal sex.
If you're sensitive (allergic) to latex, try polyurethane
condoms (Avanti). The female condom (Reality) is also
made of polyurethane. However, polyurethane con-
doms may have higher breakage problem than latex.

Protect the environment

and your condoms!

Don'’t use oil-containing lubricants like Crisco, Vase-
line, baby oil, lotion or whipped cream as they can
destroy latex. (Note: Oil-based lubes can be safely
used with polyurethane condoms.) Good water-based
lubricants last longer and often feel better anyway.

Read the label!

Many people avoid products with the spermicide,
Nonoxynol-9. Some studies now show it can cause
irritation that may promote STTs, including HIV.

Wrap it to go!

For oral sex with a man, it’s safest to use a condom.
For oral sex with a woman or oral-anal sex (rimming),
it’s safest to use a dental dam (latex square), plastic
food wrap, or a condom or latex glove cut to make a
flat sheet.

Try a breath mint instead!

Avoid brushing or flossing your teeth up to two
hours before or after oral sex to minimize small cuts.
Be aware of bleeding gums, cuts or sores on or in the
mouth.

Let your fingers do

the walking!

Use latex gloves for hand jobs (sex with your hands)
or fisting. Try powder-free latex or polyurethane
gloves for folks who are sensitive to latex.

Good clean fun!

If you share sex toys (like dildos or vibrators), put on
a fresh condom for each user and/or when going to
or from the anus and vagina. Clean toys with bleach,
alcohol or soap and water between uses.

On the wild side!
Avoid contact with blood, se-

S——
men and vaginal and anal )
fluids. Sex toys like whips
or knives can break the

skin and should not be

used on another person

until they’re disinfected BLE ACH
with bleach or cleaning

solution.

Go online around the clock and get connected to treatment

@ information in the privacy of your own home!

TOLL-FREE NATIONAL HIV/AIDS TREATMENT HOTLINE 1-800-822-7422

LOCAL AND INTERNATIONAL 415-558-9051 MONDAY-FRIDAY 10-4 PACIFIC TIME



Sexual and Reproductive Health: Family Planning
and Reproductive Health

If I am HIV positive, does this mean that | can never have children?

HIV positive people can have children, but having a baby is a decision to make very carefully. HIV
can be passed to the baby during pregnancy, at birth, or after birth through breastfeeding. For HIV
positive people with HIV negative partners, having unprotected sex can put both the partner and the
baby at risk for becoming infected with HIV. If you are an HIV positive woman who wants to have a
baby, it is very important to take all steps to ensure that the amount of HIV virus in your body is as
low as possible before birth. If you are an HIV positive man, there are special techniques to remove
HIV from the sperm. Seeing an obstetrician (pregnancy doctor) who specializes in HIV care is the
most important thing you can do to increase the chance that your baby will be born healthy and free
of HIV. Visit www.womenchildrenhiv.org on the web to learn more.

If you do not want to have a baby, make sure you are using an effective method of birth control.
Contact Planned Parenthood of Southern New England at (877) 529-3689 to learn more.

Is there special advice for women with HI\V?

Women with HIV should be seen regularly for gynecological services to check for STDs,
receive family planning counseling, and get a Pap test at least once a year. Women with HIV
are more likely to have abnormal Pap test results, which, if left untreated, can lead to cervical
cancer. Infection with HIV means your body is less effective in controlling all types of
viruses. The human papilloma virus (HPV) is a specific virus that can infect cervical cells
(the cells that the Pap test looks at). If the Pap test result is abnormal, the doctor may need to
repeat it or do other tests. Ask your healthcare provider if the HPV vaccine is right for you.

65



*)
. . . . fo’s
Family Planning Choices for Women With HIV ??:ﬁmu:
How providers can help women with HIV make reproductive decisions

Series L,
Table 1. Comparing Contraceptive Methods for People with HIV Number 15
www.infoforhealth.org/pr/I15/tablel.shtml World Health

Providers can use the information in this table as they help women or men with HIV choose a

contraceptive method. Important points:

o All methods are safe for people who are infected with HIV, have AIDS, or are taking
ARV medications, except as specifically noted.

o Except for male and female condoms, none of these methods helps to prevent
transmission of STls, including HIV.

e Dual method use—that is, using condoms and another method of contraception
together—helps to protect against STIs and provides more protection against
pregnancy than condom use alone.

Method

Considerations for Women With HIV

Male and female condoms

™
,A\\ | 1

The only method that helps protect against both
pregnancy and STIs, including HIV.

Must be used correctly every time to be fully effective.
Maintaining consistent and correct use can be difficult.

Combined oral contraceptives
(COCs)

- ———
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Not known if certain ARVs decrease effectiveness of
COCs. In case they do, condoms provide extra
contraceptive protection.

Taking pills every day, without missing pills, is particularly
important to compensate for any possible decrease in
effectiveness when on ARVS.

Progestin-only pills (POPs)
]

g Eegend

(R e

Not known if certain ARVs decrease effectiveness of
POPs. In case they do, condoms provide extra
contraceptive protection.

Particularly appropriate for breastfeeding women who
want pills. Exclusive breastfeeding, which is the safer
breastfeeding option to reduce risk of HIV transmission to
the infant, provides additional protection against
pregnancy.

For women who are not breastfeeding, taking pills every
day, without missing a pill or pills, is particularly important
in order to compensate for any possible decrease in
effectiveness when on ARVs.
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Progestin-only and combined
injectable contraceptives

a

Not likely that ARVs reduce effectiveness of injectable
contraceptives. Still, women using ARVs should be
especially careful to return on time for injections.
Condoms could be used for additional protection from
pregnancy, especially as the time of the next injection
approaches or if a woman is late for her next injection.
It is not necessary to have the next injection early or to
shorten the injection interval.

Implants

Not known if certain ARVs decrease effectiveness of
implants. In case they do, condoms provide extra
contraceptive protection.

Emergency contraceptive pills
(ECPs)

LU LR
[E ey

It is thought that ARVs do not reduce the effectiveness of
ECPs.

No evidence for increasing the ECP dosage for women on
ARVs.

Copper-bearing intrauterine
device (IUD) and levonorgestrel
intrauterine device

A woman who is at risk of HIV infection or who is infected
with HIV can generally have an 1UD inserted.

A woman who has AIDS, is taking ARVSs, and is clinically
well can generally have an IUD inserted.

A woman should usually not have an IUD inserted if she
has AIDS and is not taking ARVS, or if she is taking ARVs,
but is not clinically well.

If a woman develops HIV or AIDS while she has an IUD in
place, it generally does not need to be removed.

A woman who has gonorrhea or chlamydia should not
have an IUD inserted.

IUD users with AIDS should be monitored for pelvic
inflammatory disease.

Female sterilization and
vasectomy

r-\r\ .- "5

Delay sterilization and vasectomy if currently ill with AIDS-
related illness.

Special arrangements are needed to perform female
sterilization on a woman with AIDS and a vasectomy on a
man with AIDS. The procedure should be undertaken only
in settings with experienced staff and sufficient equipment
and support.

Female sterilization and vasectomy do not prevent
transmission of HIV.
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Lactational amenorrhea method
(LAM)

Women who are infected with HIV or who have AIDS and
choose to breastfeed their infant can use LAM.

Exclusive breastfeeding (without introducing any other
foods, liquids, or water) for the first six months of a baby’s
life is the safer breastfeeding pattern to minimize the risk
of HIV transmission through breastmilk. This pattern of
breastfeeding is compatible with LAM.

If a woman’s monthly bleeding returns before six months,
she will need another contraceptive method while
continuing to breastfeed exclusively.

Women with HIV and their health care providers need to
consider the infant feeding options available and to weigh
their various risks and consequences.

Fertility awareness methods

Calendar-based fertility awareness methods rely on
regular menstrual cycles. For women with advanced HIV
(low CD4+ cell count), irregular cycles may be common
and make these methods difficult to use.

For most people, fertility awareness methods are less
effective than are other modern methods of contraception.

Spermicides

L-1 -':.-'1 "'f-’.-"'f

Women at high risk of HIV infection and who have very
frequent intercourse should not use spermicides.

\ 14/ \,,.;v Women with HIV infection, including AIDS, should not use
- g spermicides.
Diaphragm Diaphragms may help keep infectious organisms from

N

reaching the cervix, however a recent study found that
diaphragms do not protect against HIV infection.

Because diaphragms are used with spermicide, they are
not generally recommended for women at high risk for HIV
infection or women who are infected with HIV.
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Dual Protection Strategies Help Prevent Pregnancy and STls
www.infoforhealth.org/pr/I15/8.shtml

By practicing dual protection, women with HIV take steps to prevent unplanned pregnancy,
prevent transmission of HIV to an uninfected partner, and protect themselves against STIs.
For women with HIV, these strategies include:

Consistent and correct use of male or female condoms. One method, condoms,
when used consistently and correctly, can protect against both pregnancy and STI
transmission during vaginal sex. As typically used, however, pregnancies occur
among 15 per 100 women in the first year that their partners use male condoms. This
is less protection against pregnancy than hormonal methods or intrauterine devices
typically provide. As female condoms are typically used, pregnancies occur among
21 per 100 women in the first year of use.

Condoms protect best against STIs spread by discharge, such as HIV, gonorrhea, and
chlamydia. They also protect against STIs spread by skin-to-skin contact, such as
herpes and human papillomavirus. On average, male condoms are 80% to 95%
effective in protecting people from HIV infection when used consistently and
correctly with every act of sex. Evidence on female condoms is not as extensive as
male condoms, and it is not certain whether they provide the same level of protection
against HIV and other STIs as male condoms.

Use of condoms along with another contraceptive method (also called “dual
method use”). Using condoms and another contraceptive method together provides
extra protection against pregnancy beyond what condom use alone provides. (Male
and female condoms should not be used together; friction may lead to slipping or
tearing of the condoms.) This strategy may be a choice for women who want to be
sure to avoid pregnancy but cannot always count on their partners to use condoms.

Condoms and emergency contraception. Emergency contraceptive pills can be used
as back-up protection against pregnancy in the event that a condom fails, is used
incorrectly, or is not used. Emergency contraception does not help to prevent STls.

Avoiding all types of penetrative sex. Abstaining from penetrative sexual contact is
the only certain way to prevent both pregnancy and sexual transmission of HIV and
other STls, but in fact it is often difficult to maintain abstinence. Abstinence is not
feasible for many women, particularly those who are married or cohabitating.
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Correct and Consistent Use of Condoms Can Be Difficult

While many people use condoms more often after learning that they have HIV infection,
correct and consistent use of condoms, with or without another method, is often difficult. A
study in Burkina Faso, for example, found that nearly 40% of women who had tested positive
for HIV during pregnancy started using hormonal contraceptives after they gave birth, but
only 8% consistently used condoms.

There are various reasons that women and couples do not use condoms consistently. The cost
or lack of availability of condoms may preclude their use. Whether or not they have HIV,
many women have little control over condom use, when they have sex, or, in some
circumstances, even with whom they have sex. Some women with HIV may fear disclosing
their HIV status to their partners. Some women with HIV report that their partners refuse to
use condoms, despite the risk that these men may face. Some women with HIV may feel
there is no need to use condoms if they know or think that their partner also is infected with
HIV.

Thus, pressing condom use on all women may not be helpful and could be counterproductive.
When condom use is not an option, assuring effective contraception with a different method
may be more realistic. The best strategy is the one that a woman with HIV is able to practice
effectively in the situation that she faces.

Pregnancy rates during typical use reflect how effective methods are on average, including
people whose use of the method is not consistent or always correct. Pregnancy rates during
consistent and correct use reflect the best observed effectiveness rates among people who say
they have followed instructions for proper use.
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Sexual and Reproductive Health: OB/GYN Care

I am HIV positive and already pregnant. Will my baby be positive?

No one can tell for sure if your baby will be born with HIV. There is always a chance. Take the
following steps to minimize the risk. Get medical care for HIV in addition to your regular OB/GYN
care.

o You will need to take certain medicines to get the amount of HIV as low as possible in your
body before delivery.

e Your baby will need to be on HIV medicines for the first few weeks/months of its life, and
see a specialist in the HIV pediatric clinic at Yale-New Haven Hospital or Connecticut
Children’s Medical Center.

¢ You should not breastfeed if you are HIV positive, as HIV can be passed through breast
milk.

Women, Children, and HIV: Resources for Prevention and Treatment
(www.womenchildrenhiv.org) offers additional information on best practices in preventing
mother-to-child transmission of HIV and caring for infected children.

For Specialty HIV OB/GYN care contact:

e Connecticut Children’s Medical Center (UConn), Pediatric & Adolescent HIV
Program
282 Washington St., Hartford, CT 06106
(860) 545-9490

e Yale-New Haven Hospital - Pediatric AIDS Program
20 York St., New Haven, CT 06510
(203) 688-6093
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Fact Sheet Number 611

PREGNANCY AND HIV

HOW DO BABIES GET AIDS?

The virus that causes AIDS can be transmitted
from an infected mother to her newborn child.
Without treatment, about 20% of babies of
infected mothers get HIV.

Mothers with higher viral loads are more likely
to infect their babies. However, no viral load is
low enough to be “safe”. Infection can occur
any time during pregnancy, but usually
happens just before or during delivery. The
baby is more likely to be infected if the delivery
takes a long time. During delivery, the newborn
is exposed to the mother's blood. Drinking
breast milk from an infected woman can also
infect babies. Mothers who are HIV-infected
should generally not breast-feed their
babies. To reduce the risk of HIV infection
when the father is HIV-positive, some couples
have used sperm washing and artificial
insemination.

HOW CAN WE PREVENT

INFECTION OF NEWBORNS?

What if the father is infected with HIV?
Recent studies have shown that it is possible
to "wash" the sperm of an HIV-infected man so
that it can be used to fertilize a woman and
produce a healthy baby. These procedures are
effective but very expensive.

Use antiretroviral medications: The risk of
transmitting HIV is extremely low if
antiretroviral medications are used.

Transmission rates are only 1% to 2% if the
mother takes combination antiretroviral therapy
(ART.) The rate is about 4% when the mother
takes AZT during the last six months of her
pregnancy, and the newborn takes AZT for six
weeks after birth. See Fact Sheet 411 for
more information on AZT.

Even if the mother does not take antiretroviral
medications until she is in labor, two methods
cut transmission by almost half.

e AZT and 3TC (See Fact Sheet 415) during
labor, and for both mother and child for one
week after the birth.

e One dose of nevirapine (See Fact Sheet
431) during labor, and one dose for the
newborn, 2 to 3 days after birth.

Combining nevirapine and AZT during labor
and delivery cuts transmission to only 2%.
However, resistance to nevirapine can develop
in up to 40% of women who take the single
dose. This reduces the success of later ART
for the mother. Resistance to nevirapine can
also be transmitted to newborns through
breast feeding. However, the shorter regimens
are more affordable for developing countries.

Keep delivery time short: The risk of
transmission increases with longer delivery
times. If the mother uses AZT and has a viral

load (see Fact Sheet 125) under 1,000, the
risk is almost zero. Mothers with a high viral
load might reduce their risk if they deliver their
baby by cesarean (C-) section.

Feeding the Newborn

Up to 14% of babies may get HIV infection
from infected breast milk. Breast feeding is
controversial, especially in the developing
world. Most transmission from breast feeding
occurs within the first two months after birth.
On the other hand, replacement feeding can
create additional risks for infant mortality from
various diseases.

A recent study showed that it is possible for a
newborn to become infected by eating food
that is chewed for it by an infected mother.
This practice should be avoided.

HOW DO WE KNOW IF A NEWBORN
IS INFECTED?

Most babies born to infected mothers test
positive for HIV. Testing positive means you
have HIV antibodies in your blood. Fact Sheet
102 has more information on HIV tests.
Babies get HIV antibodies from their mother
even if they aren’t infected.

Another test, similar to the HIV viral load test
(See Fact Sheet 125, Viral Load Tests), can be
used to find out if the baby is infected with HIV.
Instead of antibodies, these tests detect HIV in
the blood. This is the only reliable way to
determine if a newborn is infected with HIV.

If babies are infected with HIV, their own
immune systems will start to make antibodies.
They will continue to test positive. If they are
not infected, the mother's antibodies will
eventually disappear. The babies will test
negative after about 12 to 18 months.

WHAT ABOUT THE MOTHER’S

HEALTH?

Recent studies show that HIV-positive women
who get pregnant do not get any sicker than
those who are not pregnant. Becoming
pregnant is not dangerous to the health of an
HIV-infected woman. This is true even if the
mother breast-feeds her newborn for a full
term (2 years). In fact, a study in 2007 showed
that becoming pregnant was good for a
woman's health.

However, “short-course” treatments to prevent
infection of a newborn are not the best choice
for the mother’'s health. If a pregnant woman
takes ART only during labor and delivery, HIV
might develop resistance to them. This can
reduce the future treatment options for the
mother.  See Fact Sheet 126 for more
information on resistance.

A pregnant woman should consider all of the
possible problems with antiretroviral
medications.

e Pregnant women should not to use both ddl
(Videx, see Fact Sheet 413) and d4T (Zerit,
see Fact Sheet 414) in their ART due to a high
rate of a dangerous side effect called lactic
acidosis.

e Do not use efavirenz (Sustiva) during the
first 3 months of pregnancy.

e |f your CD4 count is more than 250, do not
start using nevirapine (Viramune).

Some doctors suggest that women interrupt
their treatment during the first 3 months of
pregnancy for three reasons:

e The risk of missing doses due to nausea
and vomiting during early pregnancy, giving
HIV a chance to develop resistance

e The risk of birth defects, which is highest
during the first 3 months.  There is almost no
evidence of this, except with efavirenz.

o ART might increase the risk of premature
or low birth weight babies

e However, current guidelines do not
support treatment interruption for pregnant
women.

If you have HIV and you are pregnant, or if you
want to become pregnant, talk with your health
care provider about your options for taking
care of yourself and reducing the risk of HIV
infection or birth defects for your new child.

THE BOTTOM LINE

An HIV-infected woman who becomes
pregnant needs to think about her own health
and the health of her new child. Pregnancy
does not seem to make the mother's HIV
disease any worse.

The risk of transmitting HIV to a newborn can
be virtually eliminated with “short course”
treatments taken only during labor and
delivery. But short treatments increase the risk
of resistance to the drugs used. This can
reduce the success of future treatment for both
mother and child.

The risk of birth defects caused by ART is
greatest during the first 3 months of
pregnancy. If a mother chooses to stop taking
some medications during pregnancy, her HIV
disease could get worse. Any woman with HIV
who is thinking about getting pregnant should
carefully discuss treatment options with her
health care provider.

Revised January 15, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org
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Fact Sheet Number 612

CHILDREN AND HIV

HOW SERIOUS
CHILDREN?

Where antiretroviral medications (ARVS)
and good medical care for pregnant women
are available, new infections of children are
rare. There were about 2 million children
around the world living with HIV in 2007.

IS HIV FOR

Anyone age 13 or younger is counted as a
child in US health statistics. In 1992, almost
1,000 children were infected. By 2002,
there were just 92 new infections. African-
American newborns are much more likely to
be infected than children of other races.
Most children with HIV were born to mothers
with HIV. Others got a transfusion of
infected blood. In the developed world,
blood for transfusions is screened and most
pregnant women are taking ARVs. See fact
sheet 611 for more information on
pregnancy and HIV.

Infected mothers can pass HIV to their
newborns. This happens where mothers do
not get good medical care while they are
pregnant. It also happens where ARVs are

not available, or where blood for
transfusions is not always screened.

HOW ARE CHILDREN
DIFFERENT?

Children’'s immune systems are still

developing. They have a different response
to HIV infection. CD4 cell counts (see fact
sheet 124) and viral load counts (see fact
sheet 125) are higher than in adults. An
infant’s viral load usually declines until age 4
or 5. Then it stabilizes.

Children also respond differently to ARVSs.
They have larger increases in CD4 cell
counts and more diverse CD4 cells. They
seem to recover more of their immune
response than adults.

Infants have more fat and water in their
bodies. This affects the amount of
medication available. Children have a very
high rate of metabolism. This gradually
slows as they mature.

The liver processes drugs and removes
them from the body. It takes several years
to mature. As it matures, drug levels in
children can change a lot.

Bones develop quickly during the early
years of life. ARVs can weaken bones in
adults. This was also seen in children. See

Fact Sheet 557 for more information on
bone problems in HIV.

RESEARCH ON CHILDREN

The US government supported the Pediatric
AIDS Clinical Trials Group to study AIDS in
children. In Europe, the Pediatric European
Network for Treatment of AIDS does similar
work.

It is very difficult to recruit children into HIV
clinical trials. In the US, many children with
HIV have already been in more than one
research study. With falling infection rates,
there are very few new cases of pediatric
HIV. The US has considered ending
support for its pediatric trials network.
Important research questions may be
studied in adults.

A recent study found that children with HIV
who were doing well on treatment had more
behavioral problems and lower
developmental scores than normal.

TREATMENT FOR CHILDREN

HIV-infected children should be treated by a
pediatrician who knows about HIV.

Antiretroviral therapy (ART) works very well
for children. The death rate of children with
AIDS has dropped as much as for adults.
However, manufacturers were not required
to study their products in children until very
recently in the US. As a result, very few
ARVs have been studied in children. Still,
12 ARVs are approved for use by children.

The correct doses are not always known.
Children’s doses are sometimes based on
their weight.  Another method is body
surface area. This formula considers both
height and weight. As mentioned above,
several factors affect drug levels in children.
Dosing may have to be adjusted several
times as a child develops.

The doses of some medications for infants
and very young children can be
individualized. They come in liquid or
powder form. Others come in a granular
form. Some pills can be crushed and added
to food or liquids. Some clinics teach
children how to swallow pills. Children who
can swallow pills have more medication
options.

Doctors sometimes try to cut adult tablets
into smaller pieces for children. However,
this can result in doses that are too low.

Some tablets are difficult to cut. Also, the
medication may be unevenly distributed in
the tablet

It is difficult to know when to start treatment
for children. Immediate treatment might
prevent immune system damage. Delayed
treatment may provide better quality of life
for several years. However, HIV-related
diseases show up much faster in untreated
children than in adults. Without treatment,
about 20% of children die or develop AIDS
within one year. Most HIV-infected children
in the US start ART before they are 3
months old. US Guidelines for ART in
children were last updated in November
2005. They can be found on the Internet at
http://www.aidsinfo.nih.gov/Guidelines/

CHILDREN AND ADHERENCE
Adherence (see fact sheet 405) is a major
challenge for children and infants. Both the
child and the parents may need extra help.
Many children do not understand why they
should put up with medication side effects.

Their parents are usually HIV-positive. They

may have their own difficulties with
adherence. Their children may take
different medications, on a different

schedule. Many ARVs taste bad or have a
strange texture. A feeding tube directly into
the stomach may be necessary if an infant
refuses to swallow medications.

THE BOTTOM LINE
Where ARVs and good medical care for

pregnant women are available, new
infections of children are rare.
Treatment of HIV-infected children is

complicated. Not all ARVs are approved for
use by children. The correct dosing is not
always known. Children may have a difficult
time tolerating medications and taking every
dose as scheduled.

However, because children’s immune
systems are still developing, they might
have a better chance of fully recovering from
damage caused by HIV.

Children with HIV should be treated by a
pediatrician with experience in HIV.

Revised November 16, 2008

A project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org

73



Living Well with HIV

V.  Living Well with HIV
a. Taking Care of Yourself 74
b. Nutrition 78

Appendices

X> Lewis, Jim, and Michael Slocum. "Just Diagnosed Resource Center - Creed - You Are Not Alone."
The Body: The Most Comprehensive HIV/AIDS Resource. 31 Dec. 1982. Web. 27 July 2009.
<http://www.thebody.com/content/art30259.htmli>.

> "Nutrition." The AIDS InfoNet, 12 June 2009. Web. 27 July 2009.
<http://www.aidsinfonet.org/fact_sheets/view/800>.



Living Well with HIV: Taking Care of Yourself

How do | take care of myself?

There are many things you can do for yourself to stay healthy. Here are some of the most important:

Find a doctor who specializes in HIV treatment.
Follow your doctor’s instructions. Talk to your doctor about your questions and concerns.

If your doctor prescribes medicine for you, take the medicine just the way he or she tells
you. Taking your medicine incorrectly gives your HIV infection more chance to fight back.
If you have side effects from your medicine, call your doctor for advice—don’t change how
you take your medicine on your own or because of what friends tell you.

Get immunizations (shots) to prevent pneumonia and flu.
If you smoke or use drugs not prescribed by your doctor, consider reducing or quitting.

Eat healthy foods. Eating well is very important because it keeps you strong, your energy up,
and your weight stable.

Practice safer sex.
Exercise regularly. Exercise helps you stay strong and relieve stress.
Get enough sleep and rest.

Take time to relax. Many people find prayer or meditation, along with exercise and rest,
helps them cope with the stress of living with HIV.

You can also find additional wellness support programs through these organizations listed below:

AIDS Project Hartford, Connections Wellness Center
146 Wyllys St., Hartford, CT 06106
(860) 547-1771

Community Health Center - Oasis Wellness Center
635 Main St., Middletown, CT 06457
(860) 347-6971 ext. 3900

Human Resources Agency of New Britain - Wellness Resources Center
12 Rockwell Ave., New Britain, CT 06051
(860) 826-4741

The Living Center

> 154 Broad St., New London, CT 06320
(860) 447-0884

» 107 Layfayette St., Norwich, CT 06360
(860) 892-2752
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December 31, 1982 (Revised January 12, 2009)

Creed — You Are Not Alone

There are nearly a million of us in the United States. Don't isolate yourselves.
By Jim Lewis and Michael Slocum

Maybe you have tested HIV-positive very recently; maybe you've known it for some time, but this is the
first time you've reached out for information or support. You need to know that you are not alone. There
are an estimated 1 million HIV-positive people in the United States.

Testing positive for HIV does not mean that you have AIDS, but HIV is probably the greatest threat to
your life you have ever faced. This virus may remain inactive in your body for a long time, but it may
not. If you are healthy now, you may still go on to develop some sort of health problems related to HIV.
You may develop AIDS. There remain many uncertainties surrounding HIV, and though there is
currently no "cure"” for HIV infection, there are treatments. You need to learn what information is
available and make informed choices about your health.

Many HIV-positive people now live fulfilling and happy lives. Many are healthy and show no symptoms
of disease. Many choose to take treatments and drugs that promise to lengthen their lives. So, as serious
as this is, there is hope. You do not have to look at testing HIV-positive as if you've been given a death
sentence.

It's a good thing you found this out. As upsetting as testing positive may have been for you, you are
better off knowing, so you can learn about HIV and decide what you want to do about it. The fact that
you cared enough about yourself to get the HIV test and the fact that you are reading this magazine
show that you are concerned about your health. So give yourself some credit. You have taken important
first steps to take care of yourself, and you should be glad about it.

Years ago, those who tested HIV-positive had few places to turn for support. These people felt like they
were hanging in limbo. Fortunately, much has changed. We know more about HIV now and many
organizations have formed around the world to offer support and information to people living with this
virus. Many have already faced the questions inherent in living with HIV, and many will follow. You
don't have to face this by yourself. There are lots of hands reaching out to assist you.

Your Emotional Health

Finding out that you are infected is usually overwhelming. Even if you had suspected it for some time,
learning that you are can be a very traumatic experience. Testing HIV-positive has led some people to
quit their jobs, quickly write out their wills, and say goodbye to their friends and family, only to
discover that they aren't sick and will probably live for many years to come. It's common to perceive
these results as an immediate death sentence, but this is simply not true.

What you are feeling now is perfectly normal. Anger, fear, confusion, numbness, depression -- all are
completely natural reactions to the kind of news you've heard. If you've known for even several weeks,
you may find yourself having a normal day, then suddenly remember that you are HIV-positive. It's very
common for this kind of realization to just "hit you in the face™ out of nowhere over and over again. You
are not going crazy if this happens to you. Your moods may swing from profound sadness one moment
to extreme anger the next. That's normal, too.

http://www.thebody.com/content/art30259.html
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The first step to getting through this emotional turmoil is to acknowledge what you are feeling. Don't be
surprised to find yourself going through the day in a state of shock. Allow yourself to feel nothing. Your
emotions will come rushing back in soon enough. This is merely a way that your mind "turns off" to
allow you to cope with a problem.

If you are feeling angry, that's fine. You have every right to be angry and a lot to be angry about. This
virus is threatening your very existence. It's okay to express this anger. If you're frightened,
acknowledge your fears. You are thinking about things that would make anyone fearful. You are
allowed to feel the way you do. Don't be hard on yourself or think you have to be strong. You don't have
to be anything.

Fear of Sickness and Death

Almost everyone is afraid of getting sick and dying. If you're young, you may never have had to face the
death of someone close to you. We often think of dying as something that happens only when we're old.
You may never have really considered the reality of your own death before. Now, suddenly, you are
HIV-positive and your mortality becomes very real. You may be afraid of pain, of hospitals, or of
becoming unattractive to others through an illness.

Your reaction to the idea of getting sick or dying could go one of two ways. You may decide that you
are definitely going to live and that there is no way that this virus is ever going to "get" you. This is a
form of what's called denial -- refusing to face some of the possibilities of living with HIV. If you find
yourself feeling this way, try to keep in mind that having hope to go on with your life is good. However,
it can become dangerous if it keeps you from taking care of yourself.

The other way you might choose to deal with the subject is by deciding that you are absolutely going to
die of this and there is nothing you can do about it. If you go this way, you may find yourself fantasizing
about your own sickness and death. You have to keep in mind that there are many people who are HIV-
positive who are living productive, happy lives, and you can be among them if you choose. It's good to
face up to the possible consequences of this infection, but not to the point that living today becomes less
important than your fear of the future. It helps to remind yourself that everyone will die, but that doesn't
prevent most people from living today.

Starting Over

One of the truths of testing HIV-positive is that once you know, you can never not know again. For
better or worse, your life will always be different now. You may be experiencing great feelings of loss
about this. You may feel that certain areas of your life are now in the hands of doctors, insurance
companies, or symptoms. This can make you feel as though you have less control over your own life and
may cause you incredible anxiety.

Know this -- you do not have to give up control of your life. By arming yourself with information and
deciding what is right for you, you will soon realize that you are still the same person you were. It is
your life, your body, your health, and no matter how well-meaning your family, your friends, or your
doctor may be, they have no right to take control of your life. Allow yourself to take time to decide what
you want to do. Then go do it.

You may find that many of the priorities in your life change rapidly. If you are considering making
major changes in your life, just make sure that you think them through carefully. Many HIV-positive
people have made huge changes in the way they live. Many have broken bad habits, such as drinking too
much or smoking. Some have gotten out of bad relationships or quit jobs they really hated. Facing the

http://www.thebody.com/content/art30259.html
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possibility of getting sick or dying has made many of our lives much better because it has made us take
action in areas we have previously ignored or repeatedly put off. Mortality can be a great motivator.

Some people blame themselves for being HIV-positive. This kind of guilt and self-hate is very
destructive. Regardless of how you were infected, you did not go somewhere or do something with the
intention of infecting yourself -- so why beat yourself up about it? You are facing enough right now; you
don't need to punish yourself for testing HIV-positive also.

Grief, or extreme sadness, is one of the emotions that most HIV-positive people face at some point. You
may be grieving for yourself, facing the possibility of your own death. For many of us, the virus is not
only affecting our lives, but the lives of those we love. Many have lost friends and loved ones to HIV, or
have many people in their lives who are also HIV-positive. Allow yourself to express grief and fear in
some way. Permit yourself to cry. These feelings are valuable and normal; ignoring them will not make
them go away.

You may also feel that you are now damaged in some way -- that no one will want to touch you or love
you or that you are less desirable because you are HIV-positive. You may feel that you will never be
able to love again, that no one would want to be with you if they knew that you were HIV-positive.
These feelings will pass. You are not "damaged goods.” You are still a valuable person, as capable of
giving and receiving love as ever. You can make your own decisions, relax, and enjoy each day. This
may be a struggle and you may have to find new ways of coping with daily life, but it's worth it.

Getting Support

Many of us have been raised with the idea of "rugged individualism," that we must face things on our
own, that this is what "strength™ is all about. Asking for help or reaching out for support are often
considered weaknesses. Consequently, a very common response to testing HIV-positive is withdrawal.
We isolate ourselves, hiding the news of our status. This can be very painful.

Your life does not have to be doom and gloom. It is possible to have a very positive attitude as a person
living with HIV -- millions are doing it right now -- but it is much more difficult to get on with your life
and live happily if you're trying to do it alone.

There's no need for you to handle this by yourself, and it's probably a mistake even to try to do it. You
are not the only person facing this. Learn who the others are and what they have to offer. Just hearing
how someone else has adjusted to living with the virus can be enough to help you realize that life is still
good, that you can still have love and laughter. And you may also be surprised to learn that your own
sharing can help others. In sharing the issues that concern us, each of our voices lends strength to the
others.

Support groups are a powerful means of learning to cope with this new beginning. There are support
groups offered by HIV/AIDS organizations across the country. If you don't know of an HIV/AIDS
organization in your area, call the U.S. Centers for Disease Control Healthline at 1-800-232-4636. If
there's no support group in your area, you may be just the person to get one started. Just remember:
those millions of people living successfully with HIV are people who've reached out to get the help they
needed. Wherever you are, you can find support, or the means to create it. It just doesn't make sense for
us to face the same issues without helping each other out. We are not alone. And neither are you.

Michael Slocum and Jim Lewis were editors of Body Positive. HIV/AIDS organizations around the world have reprinted
"You Are Not Alone" in their own languages.

Copyright © 2009 Body Health Resources Corporation. All rights reserved.
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NUTRITION

Fact Sheet Number 800

WHY IS
IMPORTANT?

Good nutrition means getting enough
macronutrients and micronutrients.
Macronutrients contain calories (energy):
proteins, carbohydrates, and fats. They
help you maintain your body weight.
Micronutrients include vitamins and
minerals. They keep your cells working
properly, but will not prevent weight loss.

NUTRITION

Good nutrition can be a problem for many
people with HIV. When your body fights
any infection, it uses more energy and
you need to eat more than normal. But
when you feel sick, you eat less than
normal.

Some medications can upset your
stomach, and some  opportunistic
infections can affect the mouth or throat.
This makes it difficult to eat. Also, some
medications and infections cause
diarrhea. If you have diarrhea, your body
actually uses less of what you eat.

When you lose weight, you might be
losing fat, or you might be losing lean
body weight like muscle. If you lose too
much lean weight, your body chemistry
changes. This condition is called wasting
syndrome or cachexia. Wasting can Kkill
you. If you lose more than 5% of your
body weight, it could be a sign of wasting.
Talk to your doctor.

NUTRITION GUIDELINES FOR
PEOPLE WITH HIV

First, eat more. Extra muscle weight will
help you fight HIV. This is very important.
Many people want to lose weight, but for
people with HIV, it can be dangerous.

Make sure you eat plenty of protein and
starches, with moderate amounts of fat.

¢ Protein helps build and maintain your
muscles. Meats, fish, beans, nuts,
and seeds are good sources.

e Carbohydrates give you energy.
Complex carbohydrates come from
grains, cereals, vegetables, and
fruits. They are a “time release”
energy source and are a good source
of fiber and nutrients. Simple
carbohydrates, or sugars, give you

quick energy. You can get sugars in
fresh or dried fruit, honey, jam, or
Syrups.

e Fat gives you extra energy. You
need some — but not too much. The
“monounsaturated” fats in nuts,
seeds, canola and olive oils, and fish
are considered “good” fats. The
“saturated” fats in butter and animal
products are “bad” fats.

A moderate exercise program will help
your body turn your food into muscle.
Take it easy, and work exercise into your
daily activities.

Drinking enough liquids is very important
when you have HIV. Extra water can
reduce the side effects of medications. It
can help you avoid a dry mouth and
constipation. Remember that drinking
tea, coffee, colas, chocolate, or alcohol
can actually make you lose body liquid.

PRACTICE FOOD SAFETY

Its very important to protect yourself
against infections that can be carried by
food or water.

Be sure to wash your hands before
preparing food, and keep all of your
kitchen tools and work areas clean.
Wash all fruits and vegetables carefully.
Don’'t eat raw or undercooked eggs or
meat, and clean up juices from raw meat
quickly. Keep leftovers refrigerated and
eat them within three days. Check the
expiration date on foods. Don’t buy them
or eat them if they’re outdated.

Some germs are spread through tap
water. If your public water supply isn’t
totally pure, drink bottled water.

WHAT ABOUT SUPPLEMENTS?
Some people find it difficult to go
shopping and prepare meals all the time.
Supplements can help you maintain your
body weight and get the vitamins and
minerals you need. Don’t use a product
designed to help you lose weight, even if
it says it contains everything needed for
good nutrition!  Your health care provider
can help you choose a supplement that's
right for you.

Vitamin and mineral supplements can be
very helpful. They are discussed in Fact
Sheet 801.

THE BOTTOM LINE

Good nutrition is very important for people
with HIV. When you are HIV-positive, you
will need to increase the amount of food
you eat and maintain your lean body
weight.

Be sure to eat a balanced diet, including
plenty of protein and whole grain foods,
with some sugar and fat. An exercise
program will help build and maintain
muscle.

Drink plenty of liquids to help your body
deal with any medications you are taking.

Practice food safety. Keep your kitchen
clean, wash foods, and be careful about
food preparation and storage. If your tap
water isn’t pure, drink bottled water.

If you feel you need to use nutritional
supplements, be sure to get some expert
advice from your health care provider.

FOR MORE INFORMATION

You can get more information on nutrition
and HIV from the following:

A Clinician's Guide To Nutrition In HIV
and AIDS, by Cade Fields-Gardner and
others, published by the American
Dietetic Association, $26 plus $5 shipping
and handling: The American Dietetic
Association, P.O. Box 97215, Chicago IL
60678-7215; or 800-877-1600, ext. 5000.

Eat Up! Nutrition Advice and Food
Ideas for People Living with HIV and
AIDS by Charlie Smigelski, RD, $10.00,
http://www.eatupbooks.com/hivbooks.html

Nutrition and HIV: A New Model for
Treatment by Mary Romeyn, MD,
$18.95, published by Jossey-Bass, Inc,
telephone 415-433-1740.

Fact sheets on HIV nutrition are available
at http://www.larklands.net

Reviewed June 12, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org
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Support Services: AIDS Service Organizations and

Case Management

| just learned that I am HIV positive. Where can | get support?

Studies have shown that people who have support from others do better with living with HIV.
Support can come in different ways for different people. Some people turn to a family member for
support. Others tell a close friend. Other people get support from their HIV doctor or social worker.

A good person to ask for support and help is an HIV case manager. A case manager can help you to
find the services you need, not just medical care but housing, transportation, nutrition, legal services,
and mental health care. Talk to your doctor or social worker, or contact any of the agencies below, to
discuss whether case management might be a good option for you.

The organizations listed below offer HIV/AIDS case management and can refer you to additional
services.

Fairfield County

AIDS Project of Greater Danbury

30 West St., Danbury, CT

(203) 778-2437 [ www.danbury.org/apgd

Case management, disease/disability information, health related support groups, counseling,
testing and referral, risk counseling, oral health, mental health, ambulatory/outpatient, and
medication adherence.

Spanish and Portuguese spoken. M-F 9am-5pm.

Stamford CARES/Family Centers

60 Palmer’s Hill Rd., Stamford CT 06902

(203) 977-5108 / www.familycenters.org/content/view/365

Ambulatory/outpatient, prescription expense assistance, case management, mental health,
oral health, and HIV medication adherence.

Spanish spoken. M-F 9am-4:30pm.

Hartford County

AIDS Project Hartford

110 Bartholomew Ave., Hartford, CT 06106
(860) 951-4833 / www.aphct.org

Spanish spoken.

Latino Community Services

184 Wethersfield Ave., Hartford, CT 06114
(860) 296-6400 / www.lcs-ct.org

Spanish spoken.

Litchfield County

Community Health and Wellness Center of Greater Torrington

459 Migeon Ave., Torrington, CT 06790

(860) 489-0931

Case management, ambulatory/outpatient, and HIV specialized treatment.
Spanish spoken.
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Middlesex County
e Community Health Center - Oasis Wellness Center
635 Main St., Middletown, CT 06457
(860) 347-6971 ext. 3900 / www.chcl.com
Spanish spoken. M-Th 8:30am-6:30pm, F 8:30am-5pm.

New Haven County
e AIDS Interfaith Network
1303 Chapel St., New Haven, CT 06511
(203) 624-4350
Spanish spoken.

o AIDS Project New Haven
1302 Chapel St., New Haven, CT 06511
(203)-624-0947 / www.apnh.org
Limited Spanish spoken.

e Hispanos Unidos
116 Sherman Ave., 1* Floor, New Haven, CT 06511
(203) 781-0226 / www.hispanos-unidos.org
Spanish spoken. M, W 8am-5:30pm, T 8am-7pm, Thu 8am-4:30pm.

New London County
e Alliance for Living
154 Broad St., New London, CT 06320
(860) 447-0884 / www.allianceforliving.org
Spanish spoken. Serves communities in southwestern Connecticut.

Tolland County
e AIDS Project Hartford, Rockville Site
One Prospect St., Rockville CT 06066
(860) 539-4720; (860) 539-4230 / www.aphct.org

e Manchester Area Network on AIDS, Inc.
64 Church St., Manchester, CT 06040
(860) 646-6260 / www.mana-ct.net

Windham County
e Windham Regional Community Council - Windham AIDS Program
872 Main St., Willimantic, CT 06226
(860) 423-4534 ext. 326 or ext. 327 / www.wrccinc.org/WAP.html

Housing Support:
To find more information about housing programs, visit:

e Connecticut AIDS Resource Coalition’s Resource Guide on AIDS Housing
www.ctaidscoalition.org/guide.htm
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Additional agencies offering support services are listed below:

Fairfield County

AIDS Alliance of Greenwich

101 Field Point Rd., c/o Greenwich Health Department, Greenwich, CT 06836
(203) 622-6496

Spanish spoken.

Chemical Abuse Services Agency (CASA)
690 Arctic St., Bridgeport, CT 06608

(203) 339-4112

Spanish spoken.

Family Services - Woodfield (FSW)
475 Clinton Ave., Bridgeport, CT 06605
(203) 368-4291 / www.fswinc.org

Greater Bridgeport Adolescent Pregnancy Program (GBAPP)

156 Mill Hill Ave., Bridgeport, CT 06610

(203) 366-8255 / www.gbapp.org

Counseling, testing, referral, HIV prevention interventions, case management,

funding for fee-for-service ambulatory/outpatient, mental health, and oral health.

Spanish spoken. M-F 9am-6pm.

Liberation Programs - Bridgeport Outpatient Services

399 Mill Hill Ave., Bridgeport, CT 06610

(203) 384-9301; (888) 822-2270 / www.liberationprograms.org
Serves substance abuse users.

Spanish spoken. M-F 6am-6pm.

Liberation Programs - Stamford Outpatient Services
125 Main St., Stamford, CT 06901

Serves substance abuse users.

(203) 356-1980 / www.liberationprograms.org

Mid-Fairfield AIDS Project

16 River St., Norwalk, CT 06850
(203) 855-9535 / www.mfap.com
Spanish spoken. M-F 9am-5pm.

Optimus Health Care

471 Barnum Ave., Bridgeport, CT 06608

(203) 333-6864 / www.optimushealthcare.org

Counseling, testing and referral, outpatient, case management, HIV medication
adherence, and disease/disability information.

M, W-F 8am-5pm, T 8am-7:30pm, Sat 9am-1pm

Optimus Health Care - East Main Street Clinic

982-988 East Main St., Bridgeport, CT 06608

(203) 696-3260 / www.optimushealthcare.org

Spanish spoken. M-T 8am-7:30pm, W-F 8am-5pm, Sat 9am-1pm.
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Optimus Health Care - Park City Primary Care Center

64 Black Rock Ave., Bridgeport, CT 06605

(203) 579-5000 / www.optimushealthcare.org

Counseling, testing and referral, and HIV specialized treatment.

Spanish spoken. M-W, F 8:30am-5pm, Th 8:30am-7:30pm. Sat 9am-1pm.

Optimus Health Care - Stamford Ambulatory Care Center
1351 Washington Blvd., Stamford, CT 06902

(203) 621-3700 / www.optimushealthcare.org

Spanish spoken.

Optimus Health Care - Stamford Community Health Center
805 Atlantic St., Stamford, CT 06902

(203) 327-5111 / www.optimushealthcare.org

Spanish spoken. M 8am-5pm, T-Th 8am-8pm, F 8am-4pm.

Optimus Health Care - Stratford Community Health Center
727 Honeyspot Rd., Stratford, CT 06497

(203) 375-7242 | www.optimushealthcare.org

Spanish spoken. M-W, F 8:30am-5pm, Th 9am-6pm.

Southwest Community Health Center

U 968 Fairfield Ave., Bridgeport, CT 06605
(203) 330-6000
M 8:30am-7pm, T 8:30am-6pm, W 8:30am-8pm, Th-Sat 8:30am-6pm.
U 361 Bird St., Bridgeport, CT 06605
(203) 330-6000
M-F 8:30am-4:30pm
U 743 South Ave., Bridgeport, CT 06604
(203) 330-6010
M-F 8:30am-4:30pm.
Case management, counseling, testing and referral, dental care, outpatient, programs
for infected and affected children, youth, and families.
Spanish, Portuguese, and Creole spoken.

Hartford County

AIDS Project Hartford, Connections Wellness Center
146 Wyllys St., Hartford, CT 06106

(860) 547-1771 / www.aphct.org

Spanish spoken.

AIDS Project Hartford - TLC Program (Transitional Linkage into the
Community)

110 Bartholomew Ave., Hartford, CT 06106

(860) 951-0200

Serves incarcerated individuals.
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Charter Oak Health Center

21 Grand St., Hartford, CT 06106

(860) 550-7500 / www.thecharteroak.org

Counseling and testing, early intervention services, case management,
ambulatory/outpatient, mental health, women’s services, bereavement counseling,
disease/disability information, and dental care.

Spanish, Albanian, Bosnian, and Polish spoken. M-Th 8am-8pm, F 8am-5pm, Sat
8:30am-5pm.

Chrysalis Center
278 Farmington Ave., Hartford, CT 06105
(860) 525-1261 / www.chrysaliscenterct.org

Community Health Services - Adult Medicine and Infectious Disease

500 Albany Ave., Hartford, CT 06120-2599

(860) 249-9625 / www.chshartford.org

Counseling services, ambulatory/outpatient, women’s services, case management,
and dental care.

M-Th 8am-7pm, F noon-5:30pm.

Community Renewal Team, Stewart McKinney Shelter
34 Huyshope Ave., Hartford, CT 06106

(860) 722-6921 / www.crtct.org

Case management for homeless men with HIV/AIDS.

Connecticut AIDS Resource Coalition (CARC)

20-28 Sargeant St., Hartford, CT 06105

(860) 761-6699

Funding for free-for-service ambulatory/outpatient, oral health, mental health,
prescription expense assistance, health insurance assistance, emergency financial
assistance, and advocacy programs.

Connecticut Area Health Education Center Program

2 Holcomb St., 5™ Floor, Hartford, CT 06112

(860) 543-8870 / www.centralctahec.org

Disease/disability information, counseling, case management, prevention
interventions, ambulatory/outpatient, mental health, and emergency financial
assistance.

Spanish spoken. M-F 9am-4:30pm.

Greater Bridgeport Adolescent Pregnancy Program (GBAPP)

200 Mill Hill Ave., Bridgeport, CT 06610

(203) 366-8255 / www.gbapp.org

Counseling, testing and referral, HIV prevention interventions, case management,
funding for fee-for-service ambulatory/outpatient, mental health, and oral health.
Spanish spoken. M-F 9am-6pm.

Hartford Dispensary

335 Broad St., Manchester, CT 06040
(860) 643-3210

Serves substance abuse users.
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Human Resources Agency of New Britain - Wellness Resources Center
12 Rockwell Ave., New Britain, CT 06051

(860) 826-4741 / www.hranbct.org

Medical case management, medication adherence, housing, substance abuse
counseling, and social support services.

Spanish spoken. M, T, Th 8am-4pm, W 8am-6pm, F 8am-1pm.

St. Francis Hospital and Medical Center - University of Connecticut Primary
Care Center HIV/AIDS Program

131 Coventry St., 2" Floor, Hartford, CT 06112

(860) 714-2813 / www.stfranciscare.org

Csae management, substance abuse counseling, and HIV specialized treatment.
Spanish spoken. M-F 9am-4pm.

Connecticut Children’s Medical Center, University of Connecticut
282 Washington St., Hartford, CT 06106
(860) 545-9490 / www.ccmckids.org

New Haven County

Birmingham Group Health Services
435 East Main St., Ansonia, CT 06401
(203) 736-2601 / www.bghealth.org

Clifford W. Beers Guidance Clinic - Project HOPE for Parents and Caregivers
with HIV/AIDS

93 Edwards St., New Haven, CT 06511

(203) 772-1270 / www.cliffordbeers.org

Spanish spoken.

Fair Haven Community Health Center

374 Grand Ave., New Haven, CT 06513

(203) 777-7411 / www.fhchc.org

Counseling and testing, ambulatory/outpatient, and case management.
Spanish spoken. M-Th 8:45am-8:45pm, F 1pm-5pm.

Generations Family Health Center

1315 Main St., Willimantic CT 06226

(860) 450-7471 / www.genhealth.org

Ambulatory/outpatient, dental care, and case management.

Spanish spoken. M-F 8:30am-5:30pm.

Hill Health Center - Dixwell Satellite
226 Dixwell Ave., New Haven, CT 06511
(203) 503-3420 / www.hillhealthcenter.com

Counseling and testing, drug treatment advocacy, ambulatory/outpatient, oral health,

case management, outpatient early intervention services, disease/disability
information, and emergency medical assistance.

Spanish spoken. M-W 8:30am-5pm, Th 9am-5:30pm & 6pm-8pm, F 9am-5:30pm.
Closed daily 12:30pm-1:30pm.
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Hill Health Center - Main Health Clinic

428 Columbus Ave., New Haven, CT 06519

(203) 503-3000 / www.hillhealthcenter.com

Counseling and testing, drug treatment advocacy, ambulatory/outpatient, oral health,
case management, outpatient early intervention services, disease/disability
information, and emergency medical assistance.

Spanish spoken. M, T, Th 8:30am-8:30pm, W, F 8:30am-5pm, Sat 8:30am-noon.

Hill Health Center - West Haven Health Center

285 Main St., West Haven, CT 06516

(203) 503-3400 / www.hillhealthcenter.com

Counseling, testing, referral, drug treatment advocacy, ambulatory/outpatient, oral
health, case management, disease/disability information, and HIV specialized
treatment.

Spanish spoken. M-F 8:30am-5pm.

Hispanos Unidos - Meriden Site

204 Colony St., Meriden, CT 06450

(203) 630-6686; (203) 630-4288. / www.hispanos-unidos.org
Spanish spoken.

New Opportunities - AIDS/HIV Assistance Program

232 North EIm St., Waterbury, CT 06702-1594

(203) 575-4337 / www.newopportunitiesinc.org

M-F 9am-5pm.

Waterbury Health Department AIDS Program

95 Scovill St., Waterbury, CT 06702

(203) 574-6833; (203) 574-6994 / www.waterburyct.org/content/458/4000/589

Waterbury Hospital Health Center - Infectious Disease Clinic (WHIC)
64 Robbins St., Waterbury, CT 06708

(203) 574-4187 / www.waterburyhospital.org

Spanish spoken. M-F 8:30am-5pm.

Yale-New Haven Hospital - Nathan Smith Clinic

60 Davenport Ave., New Haven, CT 06510

(203) 688-5303 / www.ynhh.org/patients/aids_care_program.html

Case management, medical nutritional therapy, mental health, and HIV specialized
treatment.

M-F 8am-4:30pm.
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New London County

Lawrence & Memorial Hospital - Infectious Disease Service
365 Montauk Ave., New London, CT 06320

(860) 442-0711 ext. 2056 /
www.Imhospital.org/content/InfectiousDiseaseService.htm
Spanish spoken. M-F 8am-4:30pm.

William Backus Hospital Clinic

107 Lafayette St., Norwich CT 06360

(860) 823-6343 / www.backushospital.org

Counseling, testing, referral, disease/disability information, and HIV specialized
treatment.

M, W 5pm-7:30pm, T 9am-4pm.

Windham County

Perceptions Programs - AIDS Services, Omega House/ARROW Program
P.O. Box 407, Willimantic, CT 06226

(860) 450-7248 / www.perceptionprograms.org

Case/care management, supportive housing, and medication adherence assistance.
Spanish spoken.

For Youth and Children

Connecticut Children’s Medical Center - Pediatric and Youth HIV Program
282 Washington St., Hartford, CT 06106

(860) 545-9499 / www.ccmckids.org/programs/hiv.asp

Serves up to age 17.

Yale-New Haven Hospital - Pediatric AIDS Program

20 York St., New Haven, CT 06510

(203) 688-6093 / www.ynhh.org/patients/aids_care_program.html
Serves up to age 17.

Yale Child Study Center - Positive Intervention for Families affected by
HIV/AIDS

230 South Frontage Rd., New Haven, CT 06519

(203) 785-6862 / http://childstudycenter.yale.edu/clinics

Case/care management and outreach for children affected by AIDS.

These agencies offer case management and will be able to either offer or direct you to
financial emergency assistance, nutritional supplements educational seminars on HIV,
support groups, and counseling.
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A Note about Housing

The agencies listed above can all help with answering questions about housing and making
referrals. Alternatively, you or your client can also contact these additional housing agencies
listed below:

Corporation for Supportive Housing’s Supportive Housing Directory
www.csh.org

St. Luke’s LifeWorks - Bread and Roses

141 Franklin St., Stamford, CT 06901

(203) 388-0189

Spanish and Creole spoken.

Leeway

40 Albert St., New Haven, CT 06511

(203) 865-0068 / www.leeway.net

40-bed skilled nursing facility for people with HIV/AIDS.
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Support Services: Support Groups, Hotlines, and

Mental Health

For more information on resources, including HIV testing, referral, treatment, and

support, in the state of Connecticut, contact Connecticut’s United Way 2-1-1 by
dialing 2-1-1 or (800) 203-1234 or visit www.211ct.org on the web.

Who can | talk to about this?

Finding out you have HIV is a life-changing event. You may feel anxious, irritable, jumpy, or scared.
It is normal to be angry—at yourself for taking risks; at the person you believe may have infected
you; at the world. One of the most important things you can do is to find someone to talk to. Here are
some options:

Support groups of people living with HIV are helpful for many people. Being with others
who are dealing with the same things can help you feel less alone. You may also learn new
information about treatments and services. You can either contact the Support Services listed
above or call 2-1-1 and ask about support groups.

Talk with a counselor. This is a safe way to share your feelings, and it may help you see the
issues more clearly. To find a counselor, visit www.211ct.org/referweb on the web and
search for “HIV counseling” or call 2-1-1.

Call a hotline (telephone help service). Hotline calls are confidential and anonymous. You
can talk to them about everything without them even knowing who you are. For hotline
phone numbers, see the list below.

Hotlines (Telephone Help):

National Centers for Disease Control and Prevention
(800) CDC-INFO (232-4636); TTY: (888) 232-6348 / www.cdc.gov/hiv

AIDS Info (US Department of Health and Human Services)
(800) 448-0440 / www.aidsinfo.nih.gov

GLBT National Hotline, Gay and Lesbian National Help Center
(888) THE-GLNH (843-4564) / www.glbtnationalhelpcenter.org

If you ever feel at a complete loss and don’t know what to do, go to an Emergency
Room or call (800) SUICIDE (784-2433).

Additional hotlines for support:

GLBTQ National Youth Talkline, Gay and Lesbian National Help Center
(800) 246-PRIDE (246-7743) / www.glbtnationalhelpcenter.org/talkline/index.html
Serves up to age 25.

88



The Trevor Project
(866) 4-U-TREVOR (488-7386) / www.thetrevorproject.org

True Colors - Sexual Minority Youth and Family Services of Connecticut
(888) 565-5551; (860) 649-7368 / www.ourtruecolors.org

Substance Abuse & Mental Health Services Administration (SAMHSA) 24-Hour
Helpline

(800) 662-HELP (662-4357); Spanish: (800) 662-9832; TDD: (800) 228-0427
http://findtreatment.samhsa.gov/facilitylocatordoc.htm (Treatment Facility Locator)
National Suicide Prevention Lifeline

(800) 273-TALK (273-8255) / www.suicidepreventionlifeline.org

Spanish spoken.

Covenant House Youth Crisis Line (“Nine Line”)

(800) 999-9999 / www.nineline.org

Spanish spoken. Additional translation services available via phone translation
service.

CrisisLink

(800) 273-TALK (273-8255); (703) 527-4077 / www.crisislink.org

Boys Town National Crisis Hotline

(800) 448-3000; TDD: (800) 448-1833 / www.girlsandboystown.org

A 24-hour crisis, resource, and referral line.

Spanish spoken.

National Hopeline Network

(800) SUICIDE (784-2433) / www.hopeline.com

The Hopeline Network helps make appropriate and critical services available to all.
Spanish spoken.

National Runaway Switchboard

(800) TO-BE-SAF (862-3723) / www.1800runaway.org

Provides confidential crisis intervention and local and national referrals through a 24-
hour hotline.

Spanish spoken.

Suicide and Crisis Helplines Around the World

www.befrienders.org

Provides access to suicide and crisis helplines in over 40 countries. The site is
available in over 10 language
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Support Services: Domestic Violence Hotlines and
Support

Who can | talk to if I don’t feel safe at home?

Domestic violence programs and hotlines provide support and assistance to anyone who faces
violence, threats, or abuse at home or from a partner. These programs can help with crisis
intervention, safety planning, information about domestic violence, and referrals to local service
providers. Domestic violence programs and hotlines in Connecticut are listed below. All services are
confidential, and there are services available to everyone, including people in same-sex relationships,
males, people with disabilities, and immigrants.

e Local Connecticut Domestic Violence Services Hotline
(888) 774-2900

e Gay Men’s Domestic Violence Project, Southern New England Regional Hotline
(800) 832-1901

The Local Connecticut Domestic Violence Services hotline provides coverage throughout the
state of Connecticut. Calls are rolled over to local domestic violence services.

Children’s Protective Services
e Connecticut Department of Children and Families, Child Abuse and Neglect
Hotline
(800) 842-2288; TTY: (800) 624-5518
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Support Services: Substance Abuse

I think I have a substance abuse problem. What should I do?

The important thing is to find the right level of care for you. Connecticut has teen and adult
substance abuse treatment programs and many levels of care, including detoxification, residential,
intensive outpatient, and partial hospital programs. Call any program for a telephone screening to see
if the program is the right level for you. If not, they will refer you to another program that can better
meet your needs.

Even if you don’t have health insurance, you may be able to get care. Many programs are funded by
the Connecticut Department of Mental Health and Addiction Services to provide services to all who
are eligible based on total household income. Ask your HIV case manager or social worker about
other programs that may be able to help you to pay for substance abuse treatment.

Here are some options for substance abuse information and services:

e Connecticut Department of Mental Health and Addiction Services
410 Capitol Ave., P.O. Box 341431, Hartford, CT 06134
(860) 418-7000; (800) 446-7348 / www.ct.gov/DMHAS

¢ American Council on Alcoholism Helpline

(800) 527-5344 / www.aca-usa.org
M-F noon-8pm.

e Substance Abuse & Mental Health Services Administration (SAMHSA) 24-Hour
Helpline
(800) 662-HELP (662-4357); Spanish: (800) 662-9832; TDD: (800) 228-0427
http://findtreatment.samhsa.gov/facilitylocatordoc.htm (Treatment Facility Locator)

e United Way of Connecticut
Dial 2-1-1 or visit www.211ct.org/referweb on the web

To locate addiction service and mental health programs in Connecticut, visit DMHAS’
website at www.ct.gov/DMHAS. Click on “Funding services in your area” on the left.

How can | prevent the spread of HIV infection through needle sharing?

Always use clean needles; the safest thing is never to share needles with others and not to reuse
needles. If you must share, clean your needles with bleach and water.

In Connecticut, it is legal to buy syringes at a pharmacy, and no prescription is required. You may
also trade-in your used syringes for clean ones at these sites:

e AIDS Project Hartford Needle Exchange Program (Mobile Van)
(860) 951-4833
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AIDS Project Greater Danbury (APGD)

30 West St., Danbury, CT 06810

(203) 778-2437

Provides mobile van services and office visits.

Bridgeport Health Department, HIV/AIDS (Mobile Van)
752 East Main St., Rm. 140, Bridgeport, CT 06608
(203) 576-7679

New Haven Health Department (Mobile Van)
54 Meadow St., New Haven, CT 06511
(203) 946-6453

Stamford Health Department (Mobile VVan)
(203) 977-4387
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Support Service: Additional Specialty Support

How do I find support specific to me?

Anyone can become HIV positive. There are many, many different “me’s”—HIV affects people of
all genders, all skin colors, all sexualities, with any amount of money, from all countries and of all
ages. You can talk to your doctor, a social worker, a case manager, or any of the agencies listed in

this guide to help you find the support you need.

Where can | find information about HIV?

You can go to your local library for free internet access. The internet has a huge amount of HIV
information, some good and some not-so-good. Here are some websites and phone numbers that may

be helpful to you:

The Body: HIV/AIDS resource site for positive people
www.thebody.com

Federal HIVV/AIDS information and resources

www.aids.gov

AIDS Info (US Department of Health and Human Services)

(800) 448-0440 / www.aidsinfo.nih.gov

National Centers for Disease Control and Prevention

(800) CDC-INFO (232-4636); TTY: (888) 232-6348 / www.cdc.gov/hiv
University of Connecticut Healthnet: Consumer Health Information Network
(860) 679-4055 / http://library.uchc.edu/departm/hnet/

Connecticut Department of Health

(860) 509-7801 / www.ct.gov/dph

To navigate the Connecticut Department of Health’s website, click on “Programs and

Services” located near the top of your screen, then click on “AIDS/HIV Program” for more

information and links.

Additional resources to get more information about HIV:

Project Inform
(800) 822-7422 | www.projectinform.org

The Gay and Lesbian National Hotline
(888) THE-GLNH (843-4564)

M-F 4pm-12 midnight, Sat noon-5pm.
National AIDS Housing Coalition
(202)347.3333 / www.natioanaidshousing.org

National Minority AIDS Council
(202) 483-6622 / www.nmac.org or write to info@nmac.org
M-F 8:30am-5pm. Spanish spoken.
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e PatientsLikeMe: Patients Helping Patients Live Better Every Day
www.patientslikeme.com
Social network and information for HIV positive people.

e International Foundation for Gender Education (IFGE) - Transgender Tapestry
(781) 899-2212 / www.ifge.org

More national and web-based support resources:

e AEGIS (AIDS Education Global Information System)
Www.aegis.com
AEGIS offers a comprehensive web site that provides information on the basics of
HIV treatment and links to a wide variety of organizations and media sources.

e AIDS Info (US Department of Health and Human Services)
(800) 448-0440 / www.aidsinfo.nih.gov

e AIDS Treatment Data Network
www.atdn.org

e AIDS Vaccine Advocacy Coalition
WWW.avac.org

e The Black AIDS Institute
www.blackaids.org

e The Centers for Disease Control (CDC) maintains a database of over 19,000
service organizations in the United States dealing with HIV/AIDS, tuberculosis, and
sexually transmitted diseases. You can search this database by visiting
www.cdcnpin.org/scripts/search/orgSearch.aspx on the web.

e Henry J. Kaiser Family Foundation
www.kff.org/hivaids
The Kaiser Family Foundation (KFF) is a non-profit, private operating foundation
focusing on the major health care issues facing the nation. The Foundation is an
independent voice and source of facts and analysis for policymakers, the media, the
health care community, and the general public.

e HIV General Info
www.yourtotalhealth.ivillage.com/hiv-aids.html

e HIV Vaccine Campaign
http://bethegeneration.nih.gov

e HIV InSite (University of California at San Francisco)
http://hivinsite.ucsf.edu
The HIV InSite, operated by the University of California at San Francisco (UCSF),
has sections on the medical, prevention, policy, and statistics related to HIV and
AIDS. Its AIDS Knowledge Base is an online textbook on AIDS.

e Informational site for a wide range of HIV/AIDS questions
www.aidsinfonet.org

e International Foundation for Gender Education (IFGE)
(781) 899-2212 / www.ifge.org




National Association of People with AIDS (NAPWA)
(240) 247-0880 / www.napwa.org

National Centers for Disease Control and Prevention
(800) CDC-INFO (232-4636); TTY: (888) 232-6348 / www.cdc.gov/hiv

National HIV/AIDS Treatment Infoline
(800) 822-7422

National Minority AIDS Council
(202) 483-6622 / www.nmac.org or write to info@nmac.org

National Native American AIDS Prevention Center (NNAAPC)
(510) 444-2051 / www.nnaapc.org

Project Inform
(800) 822-7422 / www.projectinform.org
Spanish spoken.

Social Security Administration, Benefits for People living with HIV/AIDS
Www.ssa.gov/pubs/10019.html
Text also available in Spanish.

Statehealthfacts.org (Kaiser Family Foundation)

www.statehealthfacts.org

This resource allows site visitors to compare HIV/AIDS state statistics on new and
cumulative AIDS cases, AIDS case rates, persons living with AIDS, AIDS deaths,
HIV infections, HIV testing statistics and policies, additional AIDS-related state
policies, Ryan White funding and funding for HIV prevention, and AIDS Drug
Assistance Programs, including budget, client, and expenditure data.

Women Responding to Life-Threatening Diseases (WORLD)
(510) 986-0340 / www.womenhiv.org
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Rights and Responsibilities: Disclosure,
HIV Testing, and the Law

Are my HIV test results confidential?

Under Connecticut law the privacy of your HIV test results is protected. The law states that no one
can tell anyone else about your HIV status without a written (signed) release of “confidential HIV-
related information.”

Steps to keep HIV test records private include:

e HIV and AIDS are reportable diseases in the state of Connecticut. When you have the
confirmatory blood test, your medical provider sends your name, demographic information,
and transmission category to the state department of public health’s HIV/AIDS surveillance
section.

e Any person who “willfully” violates the HIV/AIDS confidentiality laws may be liable in a
private cause of action for damages suffered by an individual who has been injured by the
violation.

o The state follows HIPAA laws which require that documents and information be secured
properly.

e Connecticut offers both anonymous and confidential HIV testing at state-funded
counseling and testing sites, which means you can have your test results reported to
the state health department using a number code, not your name.

e Visit the Connecticut Department of Public Health’s website to download an
information brochure on reporting HIV and AIDS in Connecticut.
www.ct.gov/dph/lib/dph/aids_and_chronic/surveillance/reporting_hiv_aids_in_ct.pdf

Who do | have to tell?

Telling someone else that you are HIV positive can be very difficult, and there are many things to
consider when telling another person. Wait until you feel ready before you tell others you have HIV.
Whoever you do tell, be sure that you trust them to support you. It’s a good idea to remind them that
it is up to you to tell others (not them). It may take people time to accept the news.

For anyone who may have been unknowingly put at risk (for example, previous or current sexual
partners) it is important to inform them so that they can get tested. Here are some options for doing
this:

o Tell the person yourself. Your social worker or doctor can give you some ideas for how to
do this.

e Bring the person to your doctor’s office. You can tell them there, and your social worker
or doctor can answer questions.
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e Contact the Connecticut Department of Public Health’s CARE Program (Companion
Awareness and Risk Education) at (860) 509-7920. This is a state program that will inform
the individuals at risk and connect them to screening and treatment services without telling
them your name.

o If you face domestic violence, telling a partner your HIV status may put you at even greater
risk. Talk to your doctor about this issue. For more information about keeping yourself safe,
contact Connecticut Local Domestic Violence Services Hotline at (888) 774-2900.

Do | have to tell my employer? Landlord? School Teacher?

No, you do not have to tell your employer, landlord, or teacher—it’s up to you. Take your time to
decide who to tell and how you will approach them. Be sure you’re ready and that you have support,
whatever the person’s reaction is. There are laws that protect people with HIV from discrimination in
employment, housing, and education.

You may want to tell your employer if your HIV illness or treatments interfere with your job
performance. If you want to tell your employer, but are worried about their reaction or your job
security, talk to your provider or case manager first. If you do decide to tell your employer, make
sure they understand that they must keep your HIV status confidential.

If you apply for a new job, employers are not allowed to ask about your health or any disabilities.
Legally, they can only ask if you have any condition that would interfere with the main job tasks.

If you have legal questions related to your HIV, you can contact:

o AIDS Legal Network for Connecticut (ALN)

O 999 Asylum Ave., Hartford, CT 06105
(888) 380-3646 / www.ghla.org/aln

O 80 Jefferson St., Hartford, CT 06106
(860) 541-5000

e GLAD (Gay and Lesbian Defenders) Legal Information Infoline
(800) 455-GLAD (455-4523) / www.glad.org
Spanish spoken. M-F 1:30pm-4:30pm.

To get additional information on legal questions related to HIV, you can also recommend
your client to contact any of the agencies listed below.

e New Haven Legal Assistance, Inc.
426 State St., New Haven, CT 06510
(203) 498-9271 / www.nhlegal.org
Spanish spoken.

e Statewide Legal Services of Connecticut, Inc.
425 Main St., Middletown, CT 06457
(800) 453-3320 / www.slsct.org
M-F 9am-5pm.
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AlDS InfoNet

www.aidsinfonet.org

Fact Sheet Number 204

TELLING OTHERS YOU’RE HIV-POSITIVE

WHAT ARE THE ISSUES?

When you test positive for HIV, it can
be difficult to know who to tell about it,
and how to tell them.

Telling others can be good because:
e You can get love and support to
help you deal with your health.

e You can keep your close friends
and loved ones informed about
issues that are important to you.

¢ You don’t have to hide your HIV
status.

e You can get the most appropriate
health care.

e You can reduce the chances of
transmitting the disease to others.

¢ In many states, you can be found
guilty of a felony for not telling a
sexual partner you are HIV-positive
before having intimate contact.

Telling others may be bad because:

e Others may find it hard to accept
your health status.

e Some people might discriminate
against you because of your HIV.

e You may be rejected in social or
dating situations.

You don’t have to tell everybody.
Take your time to decide who to tell and
how you will approach them. Be sure
you're ready. Once you tell someone,
they won’t forget you are HIV-
positive.

GENERAL GUIDELINES

Here are some things to think about

when youre considering telling

someone that you’re HIV-positive:

e Know why you want to tell them.
What do you want from them?

e Anticipate their reaction. What's
the best you can hope for? The
worst you might have to deal with?

e Prepare by informing yourself
about HIV disease. You may want
to leave articles or a hotline phone
number for the person you tell.

e Get support. Talk it over with
someone you trust, and come up
with a plan.

e Accept the reaction. You can’t
control how others will deal with
your news.

SPECIAL SITUATIONS

People You May Have Exposed to
HIV: It can be very difficult to disclose
your status to sexual partners or people
you shared needles with. However, it is
very important that they know so they
can decide to get tested and, if they test
positive, get the health care they need.
The Department of Health can tell
people you might have exposed,
without using your name.

Employers: You may want to tell your
employer if your HIV illness or
treatments interfere with your job
performance. Get a letter from your
doctor that explains what you need to
do for your health (taking medications,
rest periods, etc.). Talk with your boss
or personnel director. Tell them you
want to continue working, and what
changes may be needed in your
schedule or workload. Make sure they
understand if you want to keep your
HIV status confidential.

People with disabilities are protected
from job discrimination under the
Americans with Disabilities Act (ADA).
As long as you can do the essential
functions of your job, your employer
cannot legally discriminate against you
because of your HIV status. When you
apply for a new job, employers are not
allowed to ask about your health or any
disabilities. They can only legally ask if
you have any condition that would
interfere with essential job functions.

Family Members: It can be difficult to
decide whether to tell your parents,
children, or other relatives that you are
HIV-positive. Many people fear that
their relatives will be hurt or angry.
Others feel that not telling relatives will
weaken their relationships and may
keep them from getting the emotional
support and love that they want. It can
be very stressful to keep an important
secret from people you are close to.

Family members may want to know
how you were exposed to HIV. Decide if
or how you will answer questions about
how you got infected.

Your relatives may appreciate knowing
that you are getting good health care,
that you are taking care of yourself, and
about your support network.

Health Care Providers: It's your
decision whether or not to tell a health
care provider that you have HIV. If your
providers, including dentists, know you
have HIV, they should be able to give
you more appropriate health care. All
providers should protect themselves
from diseases carried in patients’ blood.
If providers are likely to come in contact
with your blood, you can remind them to
put gloves on.

Social Contacts: Dating: can be very
threatening for people with HIV. Fear of
rejection keeps many people from
talking about their HIV status.
Remember, every situation is different
and you don’t have to tell everybody. If
you aren’'t going to be in a situation
where HIV could be transmitted, there’s
no need to tell. Sooner or later in a
relationship, it will be important to talk
about your HIV status. The longer you
wait, the more difficult it gets.

An HIV-Positive Child’s School: It is
best to have good communication about
your child’s HIV status. Meet with the
principal and discuss the school’s policy
and attitude on HIV. Meet with the
nurse and your child’s teacher. Be sure
to talk about your child’s legal right to
confidentiality.

GETTING HELP

You can get help with telling others
about your HIV status from the
counselors at the HIV anonymous test
sites, or your HIV case manager.

Reviewed April 13, 2009

A Project of the New Mexico AIDS Education and Training Center. Partially funded by the National Library of Medicine
Fact Sheets can be downloaded from the Internet at http://www.aidsinfonet.org
This Fact Sheet is sponsored by the US Food and Drug Administration (FDA)
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Connecticut

Introduction and Table of Contents
June 26, 2009

To the Reader:

The Compendium of State HIV Testing Laws describes key state HIV testing laws and policies. Each state’s HIV
testing laws are unique and many have undergone revision or supplementation since the release of the CDC’s
2006 HIV testing recommendations. The Compendium is designed to help clinicians understand HIV testing
laws and to implement sound HIV testing policies. It should not, however, be used as an official legal document.

The NCCC provides clinical consultation for healthcare providers as part of the HRSA AIDS Education and

Training Centers program. Clinicians with questions about HIV testing are encouraged to call the National HIV

Telephone Consultation Service (Warmline) at (800) 933-3413. The Warmline also provides advice on HIV
management, including antiretroviral treatment. Other NCCC consultation services include: the National
Clinicians' Post-Exposure Prophylaxis Hotline (PEPline) at (888) 448-4911 for advice on managing
occupational exposures to HIV and hepatitis; and the National Perinatal Consultation and Referral Service
(Perinatal HIV Hotline) at (888) 448-8765 for consultation on preventing mother-to-child transmission of HIV.

We update the Compendium periodically, but it is beyond the scope of the project to perform ongoing
verification of every section frequently. We encourage readers to send comments, corrections, and updates (with
citations when possible) to Sarah Neff at neffs@nccc.ucsf.edu.

Thank you,
e o el
Ronald H. Goldschmidt, MD Sarah E. Neff, MPH
Director Director of Research and Evaluation

National HIV/AIDS Clinicians' Consultation Center (NCCC)
San Francisco General Hospital
University of California, San Francisco

The Warmline, PEPline, and Perinatal Hotline are part of the National HIV/AIDS Clinicians’ Consultation Center (NCCC) based at San Francisco General
Hospital/ UCSF. The NCCC is a component of the AIDS Education and Training Centers (AETC) Program funded by the Ryan White CARE Act of the
Health Resources and Services Administration (HRSA) HIV/AIDS Bureau in partnership with the Centers for Disease Control and Prevention (CDC).

Table of Contents
Definitions and Helpful Resources

Quick Reference Guide for Clinicians to Connecticut HIV Testing Laws
Perinatal Quick Reference Guide for Clinicians
State Policies Relating to HIV testing, 2009 CT-1-CT-30

This document is a product of the National HIV/AIDS Clinicians’ Consultation Center at San Francisco General Hospital, UCSF.
© 2007 The Regents of the University of California. All rights reserved.
http://www.nccc.ucsf.edu/
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Definitions and Helpful Resources
June 26, 2009

Definitions Commonly Used Nationally

e Anonymous Testing — Patient’s name is not recorded with test results.

e Confidential - Patient’s name is recorded with test results.

e HIV Prevention Counseling — Refers to an interactive process of assessing risk, recognizing specific
behaviors that increase the risk for acquiring or transmitting HIV and developing a plan to take specific
steps to reduce risks.t

o Pre-test counseling can include: (1) discussing HIV, risk factors and prevention methods; (2)
explaining the meaning of positive and negative test results and their implications; (3) assessing
the patient’s personal and social supports; (4) determining the patient’s readiness to cope with
test results; (5) discussing disclosure of test results to others; and (6) advising the patient if
reporting positive test results to health authorities is required.

o Post-test counseling can include: (1) informing the patient of the results and meaning of the
test results; (2) providing education about avoiding risks of sexual and injection drug exposures;
and, for patients who test positive, (3) assessing the impact of test results for the patient and
family; (3) explaining treatment options; (4) discussing partner counseling and disclosure of test
results to others; and (5) initiating a support and treatment plan.

¢ General Consent — Consent for HIV screening is included in the general medical consent.

e HIV — Human Immunodeficiency Virus.

e Informed Consent — A process of communication between patient and provider through which an
informed patient can choose whether to undergo HIV testing or decline to do so. Elements of informed
consent typically include providing oral or written information regarding HIV, the risks and benefits of
testing, the implications of HIV test results, how test results will be communicated, and the opportunity to
ask questions.

¢ Name-based reporting — Cases are reported by patient name (required in all states except (HI and VT).

e Opt-in — Patients typically are provided pre-HIV test counseling and must consent specifically to an HIV-
antibody test, either orally or in writing.-2

e Opt-out — Performing HIV screening after notifying the patient that: the test will be performed; and the
patient may elect to decline or defer testing. Assent is inferred unless the patient declines testing.t

¢ Routine Testing — HIV screening that is performed routinely during health-care encounters.

¢ Rapid Testing — Testing with any of the six FDA-approved rapid HIV tests that produce results in 30
minutes or less.?

e Specific Consent — Consent for the HIV screening is separate from the general medical consent.

Helpful Resources

CDC Recommendations and Guidelines: http://www.cdc.gov/hiv/topics/testing/guideline.htm

Emergency Department Implementation Guide: http://edhivtestguide.org/

Prenatal HIV Testing Website: http://www.cdc.gov/hiv/topics/perinatal/1test2lives/

For questions or comments about the compendium, contact NCCC: NCCCTemp@nccc.ucsf.edu

Clinicians with questions about HIV testing can call the Warmline at 800-933-3413.

1 Revised Recommendations for HIV Testing of Adults, Adolescents, and Pregnant Women in Health-Care Settings. MMWR Recomm Rep.
2006 Sep 22;55(RR-14):1-17; quiz CE1-4. http://www.cdc.gov/mmwr/preview/mmwrhtml/rr5514al.htm

2 http://www.cdc.gov/mmwr/PDF/wk/mm5145.pdf

3 http://www.cdc.gov/hiv/topics/testing/resources/factsheets/rt-lab.htm

This document is a product of the National HIV/AIDS Clinicians’ Consultation Center at San Francisco General Hospital, UCSF. i
© 2007 The Regents of the University of California. All rights reserved.
http://www.nccc.ucsf.edu/

100



Connecticut

A Quick Reference Guide for Clinicians to Connecticut HIV Testing Laws
June 26, 2009

This Quick Reference Guide for clinicians is a summary of relevant Connecticut state HIV testing laws.
Note that if a section in this Quick Reference Guide reads “no specific provisions were found,” provisions
actually might exist for this topic within the state’s statutes, codes, or rules and regulations, but probably
are not essential to clinicians.

For a more complete synopsis of Connecticut HIV testing laws, please refer to the section of the
Compendium that follows this Quick Reference Guide.

| Informed Consent |

e General consent for medical care is sufficient; declination must be documented in the
medical record (see State Policies Relating to HIV Testing, 2009, below, for exceptions).

\ Counseling \

e Post-test counseling or referral for counseling as needed.

\ Provisos of Testing \

e Anonymous

o Consent form must inform patient of the availability of anonymous testing.
e Rapid

o No specific provisions regarding rapid testing were found.
¢ Routine

o No specific provisions regarding routine testing were found.

\ Disclosure ‘

¢ Notification to sexual partners is not required.

] Minor/Adolescent Testing \

e Minors may consent to HIV testing.

This document is a product of the National HIV/AIDS Clinicians’ Consultation Center at San Francisco General Hospital, UCSF. iii
© 2007 The Regents of the University of California. All rights reserved.
http://www.nccc.ucsf.edu/
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Perinatal Quick Reference Guide:

A Guide to Connecticut Perinatal HIV Testing Laws for Clinicians
June 26, 2009

This Perinatal Quick Reference Guide for clinicians is a summary of relevant Connecticut perinatal state
HIV testing laws. Note that if a section in this Quick Reference Guide reads “no specific provisions were
found,” provisions actually might exist for this topic within the state’s statutes, codes, or rules and
regulations, but probably are not essential to clinicians.

For a more complete synopsis of Connecticut HIV testing laws, please refer to the corresponding section
of the State HIV Testing Laws Compendium (Wwww.nccc.ucsf.edu), “Testing of pregnant women and/or
newborns.”

| Prenatal ‘

e Testing of pregnant women in prenatal care (first and third trimesters) is required
unless religious objections apply.

\ Labor & Delivery ‘

e Testing of pregnant women presenting to labor or delivery with undocumented HIV
status is through the opt-out process. Specific written objection required if woman
objects.

Neonatal

e All newborns must be tested for HIV; may be omitted if mother has been tested
(within first month of first examination and third trimester) or in cases of religious
conflicts.

Other
e N/A

This document is a product of the National HIV/AIDS Clinicians’ Consultation Center at San Francisco General Hospital, UCSF. iv
© 2007 The Regents of the University of California. All rights reserved.
http://www.nccc.ucsf.edu/
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House Bill No. 6391

Public Act No. 09-133

AN ACT CONCERNING REVISIONS TO THE HIV TESTING
CONSENT LAW.

Be it enacted by the Senate and House of Representatives in General
Assembly convened:

Section 1. Section 19a-582 of the general statutes is repealed and the
following is substituted in lieu thereof (Effective July 1, 2009):

(a) Except as required pursuant to section 19a-586, [or by federal or
state law, no person shall order the performance of an HIV-related test
without first receiving written informed consent or oral informed
consent which has been documented in the medical record, of the
subject of the test or of a person authorized to consent to health care

for such individual] a person who has provided general consent as

described in this section for the performance of medical procedures

and tests is not required to also sign or be presented with a specific

informed consent form relating to medical procedures or tests to

determine human immunodeficiency virus infection or antibodies to

human immunodeficiency virus. General consent shall include

instruction to the patient that: (1) As part of the medical procedures or

tests, the patient may be tested for human immunodeficiency virus,

and (2) such testing is voluntary and that the patient can choose not to

be tested for human immunodeficiency virus or antibodies to human

immunodeficiency virus. General consent that includes HIV-related
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testing shall be obtained without undue inducement or any element of

compulsion, fraud, deceit, duress or other form of constraint or

coercion. If a patient declines an HIV-related test, such decision by the

patient shall be documented in the medical record. The consent of a

parent or guardian shall not be a prerequisite to testing of a minor. The
laboratory shall report the test result to the person who orders the
performance of the test. [Whenever practicable written consent shall be
obtained. A person ordering the performance of an HIV-related test
shall certify that informed consent has been received prior to ordering
testing by a licensed laboratory. No laboratory shall perform an HIV-
related test without a written certification that such consent has been
obtained, or without written certification that testing without consent
is being ordered pursuant to one of the exceptions in subsection (e) of
this section. The Department of Public Health shall develop
recommended forms for health care providers for purposes of this
section. Such forms shall satisfy the requirement for a written consent
form but shall not fully satisfy the requirement for the explanation
pursuant to subsections (b) and (c) of this section. Any form used
pursuant to this section and all information conveyed pursuant to
subsections (c) and (d) of this section shall be written or conveyed in a
clear and coherent manner using plain language as described in
section 42-152.]

(b) A person ordering the performance of an HIV-related test shall

not be held liable for ordering a test without specific informed consent

if a good faith effort is made to convey the [explanation] instruction

required pursuant to [subsections (b), (c) and (d)] subsection (a) of this

section. [The department shall develop guidelines for meeting the

requirements of subsections (b), (c) and (d) of this section.]

[(b) Informed consent to an HIV-related test shall include a
statement provided to the subject of the test or provided to a person

authorized to consent to health care for the subject which includes at

Public Act No. 09-133 20f9
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least the following: (1) An explanation of the test, including its
purpose, the meaning of its results, and the benefits of early diagnosis
and medical intervention; (2) acknowledgment that consent to an HIV
test is not a precondition to receiving health care but that refusal to
consent may, in some circumstances, affect the provider's ability to
diagnose and treat the illness; (3) an explanation of the procedures to
be followed, including that the test is voluntary, and a statement
advising the subject on the availability of anonymous testing; and (4)
an explanation of the confidentiality protections afforded confidential
HIV-related information including the circumstances under which and
classes of persons to whom disclosure of such information may be
required, authorized or permitted by law. Such explanation shall
specifically acknowledge that known partners of the protected
individual may be warned of their potential risk of infection without
identifying the protected individual and that the law permits the
recording of HIV and AIDS-related information in medical charts and
records. Informed consent shall be obtained without undue
inducement or any element of compulsion, fraud, deceit, duress or

other form of constraint or coercion.

(c) Prior to obtaining informed consent, a person ordering the
performance of an HIV-related test shall provide the subject of an HIV-
related test, or to a person authorized to consent to health care for the
subject, an explanation of the nature of AIDS and HIV-related illness

and information about behaviors known to pose risks for transmission
of HIV infection.]

[(d)] (c) At the time of communicating the test result to the subject of
the test, a person ordering the performance of an HIV-related test shall
provide the subject of the test or the person authorized to consent to
health care for the subject with counseling or referrals for counseling,
as needed: (1) For coping with the emotional consequences of learning
the result; (2) regarding the discrimination problems that disclosure of

Public Act No. 09-133 3of9
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the result could cause; (3) for behavior change to prevent transmission

or contraction of HIV infection; (4) to inform such person of available

medical treatments and medical services; (5) regarding local or

community-based HIV/AIDS support services agencies; (6) to work

towards the goal of involving a minor's parents or legal guardian in
the decision to seek and in the ongoing provision of medical treatment;
and [(6)] (7) regarding the need of the test subject to notify his partners
and, as appropriate, provide assistance or referrals for assistance in
notifying partners; except that if the subject of the test is a minor who
was tested without the consent of his parents or guardian, such
counseling shall be provided to such minor at the time of
communicating such test result to such minor. A health care provider
or health facility shall not withhold test results from the protected
individual. The protected individual may refuse to receive his test
result but the person ordering the performance of the test shall
encourage him to receive the result and to adopt behavior changes that

will allow him to protect himself and others from infection.

[(e)] (d) The provisions of this section shall not apply to the
performance of an HIV-related test:

(1) By licensed medical personnel when the subject is unable to
grant or withhold consent and no other person is available who is
authorized to consent to health care for the individual and the test
results are needed for diagnostic purposes to provide appropriate
urgent care, except that in such cases the counseling, referrals and
notification of test results described in subsection [(d)] (c) of this

section shall be provided as soon as practical;

(2) By a health care provider or health facility in relation to the
procuring, processing, distributing or use of a human body or a human
body part, including organs, tissues, eyes, bones, arteries, blood,
semen, or other body fluids, for use in medical research or therapy, or

for transplantation to individuals, provided if the test results are

Public Act No. 09-133 40f9
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communicated to the subject, the counseling, referrals and notification
of test results described in subsection [(d)] (c) of this section shall be
provided;

(3) For the purpose of research if the testing is performed in a
manner by which the identity of the test subject is not known and is

unable to be retrieved by the researcher;

(4) On a deceased person when such test is conducted to determine

the cause or circumstances of death or for epidemiological purposes;

(5) In cases where a health care provider or other person, including
volunteer emergency medical services, fire and public safety
personnel, in the course of his occupational duties has had a significant
exposure, provided the following criteria are met: (A) The worker is
able to document significant exposure during performance of his
occupation, (B) the worker completes an incident report within forty-
eight hours of exposure identifying the parties to the exposure,
witnesses, time, place and nature of the event, (C) the worker submits
to a baseline HIV test within seventy-two hours of the exposure and is
negative on that test, (D) the patient's or person's physician or, if the
patient or person does not have a personal physician or if the patient's
or person's physician is unavailable, another physician or health care
provider has approached the patient or person and sought voluntary
consent and the patient or person has refused to consent to testing,
except in an exposure where the patient or person is deceased, (E) an
exposure evaluation group determines that the criteria specified in
subparagraphs (A), (B), (C), (D) and (F) of this subdivision are met and
that the worker has a significant exposure to the blood of a patient or
person and the patient or person, or the patient's or person's legal
guardian, refuses to grant informed consent for an HIV test. If the
patient or person is under the care or custody of the health facility,
correctional facility or other institution and a sample of the patient's
blood is available, said blood shall be tested. If no sample of blood is

Public Act No. 09-133 50f9
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available, and the patient is under the care or custody of a health
facility, correctional facility or other institution, the patient shall have a
blood sample drawn at the health facility, correctional facility or other
institution and tested. No member of the exposure evaluation group
who determines that a worker has sustained a significant exposure and
authorized the HIV testing of a patient or other person, nor the health
facility, correctional facility or other institution, nor any person in a
health facility or other institution who relies in good faith on the
group's determination and performs that test shall have any liability as
a result of his action carried out pursuant to this section, unless such
person acted in bad faith. If the patient or person is not under the care
or custody of a health facility, correctional facility or other institution
and a physician not directly involved in the exposure certifies in
writing that the criteria specified in subparagraphs (A), (B), (C), (D)
and (F) of this subdivision are met and that a significant exposure has
occurred, the worker may seek a court order for testing pursuant to
subdivision (8) of this subsection, (F) the worker would be able to take
meaningful immediate action, if results are known, which could not
otherwise be taken, as defined in regulations adopted pursuant to
section 19a-589, (G) the fact that an HIV test was given as a result of an
accidental exposure and the results of that test shall not appear in a
patient's or person's medical record unless such test result is relevant
to the medical care the person is receiving at that time in a health
facility or correctional facility or other institution, (H) the counseling
described in subsection [(d)] (c) of this section shall be provided but
the patient or person may choose not to be informed about the result of
the test, and (I) the cost of the HIV test shall be borne by the employer
of the potentially exposed worker;

(6) In facilities operated by the Department of Correction if the
facility physician determines that testing is needed for diagnostic
purposes, to determine the need for treatment or medical care specific

to an HIV-related illness, including prophylactic treatment of HIV

Public Act No. 09-133 6 of 9
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infection to prevent further progression of disease, provided no

reasonable alternative exists that will achieve the same goal;

(7) In facilities operated by the Department of Correction if the
facility physician and chief administrator of the facility determine that
the behavior of the inmate poses a significant risk of transmission to
another inmate or has resulted in a significant exposure of another
inmate of the facility and no reasonable alternative exists that will
achieve the same goal. No involuntary testing shall take place
pursuant to subdivisions (6) and (7) of this subsection until reasonable
effort has been made to secure informed consent. When testing
without consent takes place pursuant to subdivisions (6) and (7) of this
subsection, the counseling referrals and notification of test results
described in subsection [(d)] (c) of this section shall, nonetheless be

provided;

(8) Under a court order which is issued in compliance with the
following provisions: (A) No court of this state shall issue such order
unless the court finds a clear and imminent danger to the public health
or the health of a person and that the person has demonstrated a
compelling need for the HIV-related test result which cannot be
accommodated by other means. In assessing compelling need, the
court shall weigh the need for a test result against the privacy interests
of the test subject and the public interest which may be disserved by
involuntary testing, (B) pleadings pertaining to the request for an
involuntary test shall substitute a pseudonym for the true name of the
subject to be tested. The disclosure to the parties of the subject's true
name shall be communicated confidentially, in documents not filed
with the court, (C) before granting any such order, the court shall
provide the individual on whom a test result is being sought with
notice and a reasonable opportunity to participate in the proceeding if
he is not already a party, (D) court proceedings as to involuntary
testing shall be conducted in camera unless the subject of the test

Public Act No. 09-133 7 0of 9
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agrees to a hearing in open court or unless the court determines that a
public hearing is necessary to the public interest and the proper

administration of justice;

(9) When the test is conducted by any life or health insurer or health
care center for purposes of assessing a person's fitness for insurance

coverage offered by such insurer or health care center; or

(10) When the test is subsequent to a prior confirmed test and the
subsequent test is part of a series of repeated testing for the purposes
of medical monitoring and treatment, provided (A) the patient has
previously given [informed consent and has been counseled
concerning medical treatments and behavioral changes necessary to

reduce HIV transmission, as required by this section] general consent

that includes HIV-related tests, (B) the patient, after consultation with

the health care provider, has declined reiteration of the [specific
informed] general consent, counseling and education requirements of
this section, and (C) a notation to that effect has been entered into the

patient's medical record.

[(f) Except as provided in subsection (e) of this section, informed
consent as described in this section shall be obtained for each HIV test,
or in the case where a sequence of tests is required to confirm an initial

positive result, for each sequence of tests.]

Sec. 2. Subsection (e) of section 19a-585 of the general statutes is
repealed and the following is substituted in lieu thereof (Effective July
1, 2009):

(e) Except as provided in subparagraph (G) of subdivision (5) of
subsection [(e)] (d) of section 19a-582, as amended by this act, nothing
in this chapter shall prohibit the recording of HIV and AIDS-related
information in the medical chart or medical records of a protected
individual or the listing of AIDS, HIV-related illness or HIV infection
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in a certificate of death or autopsy report. This chapter shall not be
construed to modify regulations relating to access to death certificates
or autopsy reports. This chapter shall not be construed to modify the

provisions of section 19a-25 or 19a-221.

Sec. 3. Section 19a-588 of the general statutes is repealed and the
following is substituted in lieu thereof (Effective July 1, 2009):

Each town shall notify its police, fire and emergency medical
services personnel of the procedures under subdivision (5) of
subsection [(e)] (d) of section 19a-582, as amended by this act, and
subdivision (7) of subsection (a) of section 19a-583 pertaining to

workers who have experienced a significant exposure.

Approved June 18, 2009

Public Act No. 09-133 90of9
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OLR Bill Analysis

HB 6391

AN ACT CONCERNING REVISIONS TO THE HIV TESTING CONSENT LAW.
SUMMARY:

This bill revises the law on consent for HIV-related testing. Specifically, the bill:

1. eliminates the requirement for separate, written or oral consent for HIV testing and
instead allows general consent for the performance of medical procedures or tests to
suffice;

2. clarifies that HIV testing is voluntary and that the patient can choose not to be tested;
3. eliminates the current requirement for extensive pre-test counseling for all HIV tests;

4. adds a requirement that an HIV test subject, when he or she receives a test result, be
informed about medical services and local or community-based HIV/AIDS support
services agencies; and

5. provides that a medical practitioner cannot be held liable for ordering an HIV test under
general consent provisions.

EFFECTIVE DATE: July 1, 2009
GENERAL CONSENT FOR HIV TESTING

The bill specifies that a person who gives general consent for medical procedures and tests
is not required to also sign or be presented with a specific informed consent form relating
to procedures or tests to determine HIV infection or antibodies to HIV. “General consent,”
under the bill, includes instruction to the patient that (1) as part of the medical procedures
or tests, the patient may be tested for HIV and (2) such testing is voluntary and the patient
can choose not to be tested for HIV or antibodies to HIV.

Under the bill, general consent that includes HIV-related testing must be given without
undue inducement or any form of compulsion, fraud, deceit, duress, or other constraint or
coercion. The medical record must document a patient's refusal of an HIV-related test.

PRE-TEST INFORMATION AND COUNSELING

Under current law, informed consent to an HIV-related test must include a statement to the
individual that includes (1) an explanation of the test, including the meaning of results and
the benefits of early diagnosis and medical intervention; (2) acknowledgement that consent

Source: http://www.cga.ct.qov/2009/BA/2009HB-06391-R000556-BA.htm
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is not a precondition to receiving care but refusal to consent may affect the provider's
ability to diagnose and treat; (3) an explanation of the procedures to be followed, including
that the test is voluntary, and a statement advising of the availability of anonymous testing;
and (4) an explanation of the confidentiality protections given confidential HIV-related
information.

Also under current law, prior to receiving informed consent, the person ordering the test
must explain AIDS and HIV-related illness and provide information about behaviors
posing a risk for transmitting HIV infection.

The bill eliminates the provisions of current law governing HIV-specific informed consent.
POST-TEST RESULT COUNSELING

Current law requires the person ordering an HIV-related test to provide the test subject or
his or her authorized representative with counseling information when giving the test
results. The bill specifies that such counseling initiatives are required as needed and also
adds counseling about available medical services and local or community-based
HIV /AIDS support services agencies.

The law requires counseling or referrals (1) for coping with the emotional consequences
learning of the test result; (2) concerning discrimination the test result disclosure could
cause; (3) on behavior changes to prevent transmitting or contracting HIV infection; (4) for
informing the person of available treatments; (5) to work towards involving a minor's
parents or guardian in decisions about medical treatment; and (6) concerning the need of
the test subject to notify his or her partners and, as appropriate, provide assistance or
referrals for assistance in notifying partners.

BACKGROUND
CDC HIV Testing Guidelines and Recommendations

In 2006, the federal Centers for Disease Control and Prevention (CDC) revised its HIV
testing guidelines by recommending that separate written consent for HIV testing not be
required for patients in all health care settings. Instead, general consent for medical care
should be considered sufficient to encompass consent for HIV testing, according the CDC.
COMMITTEE ACTION

Public Health Committee

Joint Favorable

Yea 30 Nay O (03/20/2009)

Source: http://www.cga.ct.qov/2009/BA/2009HB-06391-R000556-BA.htm
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Rights and Responsibilities: Children and Legal
Issues for Minors

I’m under 18 years old. What’s different for me?
If you are under 18 and test positive for HIV, you or your doctor should contact:

e Connecticut Children’s Medical Center (UConn), Pediatric & Adolescent HIV
Program
282 Washington St., Hartford, CT 06106
(860) 545-9490

e The Pediatric AIDS Program of the Connecticut Primary Care Association
(860) 727-0004

e Yale-New Haven Hospital - Pediatric AIDS Program
20 York St., New Haven, CT 06510
(203) 688-6093

Neither you nor your doctor has to tell your parents at this time. If you are worried that telling your
parent or guardian that you have HIV will put you in danger at home, talk to your doctor, case
manager, or call the Connecticut Local Domestic Violence Services Hotline at (888) 774-2900.

e Connecticut Children’s Medical Center (UConn), Pediatric & Adolescent HIV
Program offers services including: maternal/child HIV primary care, case
management, and mental health care for children. Serves up to age 17.

e The Pediatric AIDS Program of the Connecticut Primary Care Association
provides pediatric HIV care and intensive family support and case management
services to children and their family members.

Neither you nor your doctor has to tell your parents at this time. If you are worried that
telling your parent or guardian that you have HIV will put you in danger at home, talk to
your doctor, case manager, or call the Connecticut Local Domestic Violence Services
Hotline at (888) 774-2900.

If I have children do they need to be tested?

It’s very hard and frightening to think that your child might be HIV positive. Whether or not your
children need to be tested for HIV depends on a number of different things, including your children’s
ages and at what point you were exposed to HIV. Talk to your HIV doctor about whether your
children may have been infected and whether they should be tested. The doctor can help you figure
out options to get the test done and any support services you may need. Even if you think your child
was probably not exposed to HIV, you may still choose to get them tested for peace of mind.
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Questions & Answers (Accurate as of July 09, 2008)

http://www.glad.org/rights/connecticut/c/hiv-testing-and-privacy-in-connecticut/

Minors & Informed Consent
Can a physician test a minor for HIV without consent of a parent or guardian?

Yes, Connecticut law explicitly provides that the “consent of a parent or guardian shall
not be a prerequisite to testing of a minor.”%’

Connecticut law also requires that at the time a minor receives the test result, if he or she
was tested without parental consent, the provider must give the minor counseling or
referrals to “work towards” involving the minor’s parents in decision-making about
medical care. In addition, the minor must receive actual counseling about the need to
notify partners.”®

" CGSA §19a-582 (a)

8 CGSA §19a-582 (d).
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, THE BODY

The Complete HIV/AIDS Resource

A Note to Teens Who Have Just Learned They Are HIV-Positive

1994

This is an excerpt from There is Hope: Learning to Live with HIV, 2nd Edition, written by Janice Ferri, with
Richard R. Roose and Jill Schwendeman, a publication of The HIV Coalition.

If you're a teenager who's just learned you're HIV-positive, you may face some stress that
adults and children don't have. You aren't little anymore, but you're not quite an adult yet,
either. You may not be very comfortable with your body, your family, your friends, or your
sexuality. There can be a lot of pressure, both from inside yourself and from people around
you. It can be hard to relate to people you've just met, and to those who've known you a long
time but aren't quite sure how to approach you now.

The news that you're HIVV-positive can feel like one big thing too many on your plate. It's
very common for young people who learn they are infected to try and make the news “go
away" by ignoring it. It can be good not to let something get to you when you need to be
busy living your life. Unfortunately, ignoring HIV can leave you feeling lonely and
depressed; it can also keep you from getting medical attention that can help you live longer.

A key thing to remember is, you are not alone! There are many other people your age who
are going through the same thing. Telling a friend who will respect your privacy can be a big
relief. If you're not ready to tell anyone you know personally, try talking anonymously to
someone at a hotline or HIV service agency, at the numbers listed throughout this book.
There also are support groups out there strictly for teens or people in their 20's. They're a
great place to get information, vent strong emotions, and make new friends.

It may not be as comfortable to approach an adult. However, if you do, you could be very
glad you did. An older person can be your advocate, or help you solve practical problems by
lending you money, giving you a ride or a place to stay, helping you find services that cater
to youth, or just being there when you need to talk.

The most important thing is finding someone to hook up with, at least for basic medical care.
If you're worried about the word getting around, make your contact by phone instead of in
person. Make sure and ask whether you can be assured of confidentiality. Your life and
future are very precious. Do something good for yourself by making that first connection.

This article was provided by HIV Coalition (HIVCO). You can find this article online by typing this address into your Web
browser: http://www.thebody.com/content/art12754.html

General Disclaimer: The Body is designed for educational purposes only and is not engaged in rendering medical advice or
professional services. The information provided through The Body should not be used for diagnosing or treating a health
problem or a disease. It is not a substitute for professional care. If you have or suspect you may have a health problem,
consult your health care provider.
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Rights and Responsibilities: Legal Issues for Non-
Citizens

What are the legal aspects of being HIV positive for immigrants? Will | be deported?

The U.S. Department of Homeland Security (DHS) can keep HIV positive noncitizens out of the
United States, keep you from coming back in if you leave, or keep you from changing your
immigration status (to become a permanent resident). DHS can also remove noncitizens if you
entered without government permission. However, DHS can choose to waive (set aside) some of
these rules. To apply for and receive a waiver you must in be medical care and carefully follow all
treatment recommendations. DHS will request records of all this and will ask your doctor to rate the
level of health risk a person is to citizens of the United States. If you have questions about your
citizenship status or about applying for a waiver, contact:

e The International Institute of Connecticut

O 670 Clinton Ave., Bridgeport, CT 06605
(203) 336-0141 / www.iiconn.org

O 22 Grove St., P.O. Box 1090, Stamford, CT 06902
(203) 965-7190

O 330 Main St., 3" Floor, Hartford, CT 06106
(860) 692-3085

o Statewide Legal Services of Connecticut, Inc.
425 Main St., 4" Floor, Middletown, CT 06457
(800) 453-3320 / www.slsct.org

e Latino Community Services
184 Wethersfield Ave., Hartford, CT 06114
(860) 296-6400

Additional resources include:

e Jerome N. Frank Legal Services Organization
133 Wall St., New Haven, CT 06511
(203) 432-4800 / www.law.yale.edu/lso
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Basic rules of working with
noncitizens living with HIV/AIDS

Treat noncitizen, HIV positive clients like you would any other client. Get them the
services they need. Assure them that everything they tell you will be kept confidential and that
you will not call the Department of Homeland Security. The difference: Be aware that being a
noncitizen may make it risky for them to get services and do things that a US citizen can do
without risk.

Cultural barriers may make it harder to help noncitizens. Noncitizen clients may not feel
comfortable discussing HIV or sexual orientation with anyone, let alone a stranger. Explore ways to ask
questions about HIV or sexual orientation that allow clients to be more open and trusting. Some
advocates may be homophobic or fear people with HIV/AIDS. Make sure the immigration advocates
working with your clients are comfortable dealing with HIV/AIDS and sexual orientation or transgender
issues. Clients may not realize you will not turn them over to DHS. Assure your clients that you do not
work for DHS and will keep everything they tell you confidential. Clients may not be able to
communicate their fears or concerns in English. Interview them in a language they speak fluently, using
an interpreter who is not related to them.

Ask them whether they have explored all routes to immigration status, including asylum petitions
based on persecution because of HIV status or sexual orientation.

Never tell clients to go to the Department of Homeland Security by themselves. No one should
speak to DHS or go to DHS before talking to an immigration law expert. If noncitizens go to DHS by
themselves, DHS may arrest them and remove them from the United States before they have the chance to
talk to a lawyer.

Noncitizens with HIV should not contact DHS without first discussing their
options with an immigration advocate.

Inform clients that DHS may arrest and detain them. Although it is unlikely that DHS will make
arresting HIV positive noncitizens a high priority, it will remove noncitizens if they entered the country
without permission. DHS may also try to deny returning noncitizens with legal status from reentering the
United States if the agent suspects the noncitizens are HIV positive. Tell your client to be prepared.

Being Prepared

= Carry copies of any immigration documents you have at all times.

= Carry with you the name and phone number of an immigration advocate who will take your call
from DHS detention.

= Before traveling outside the United States, check with an immigration advocate about whether you
will be able to get back in.

» [f DHS detains you, demand your right to call your immigration advocate.

» Never sign any DHS documents without first talking to an immigration advocate.

= [f DHS turns you back from the border, call your immigration advocate right away. Unless you
challenge the DHS decision, DHS may criminally prosecute you if you enter the United States
again.




Work with local immigration advocates. Although this manual will give you some basic
information about immigration status and HIV, you should only use this information to explore your
clients’ options. Do not tell your clients you know what their immigration status is or how they can
change that status. The consequences of providing inaccurate advice can be severe. The severe
consequences of the immigration law mean it is very important that you establish a working relationship
with a local immigrants’ rights agency or practitioner. Your noncitizen clients always should carry with
them the name and telephone number of an immigration advocate or agency that they can call from DHS
detention.

Many immigration advocates do not know how HIV can affect immigration status and may never have
had a client with HIV. They may lack sensitivity to clients with HIV and be unaware of all the options
available to noncitizens with HIV. After reading this manual, you may know more than local immigration
advocates about HIV and immigration. Share this manual with the immigration advocates you consult. If
you do not know immigration advocates in your area who are sensitive to HIV/AIDS issues and know the
options for noncitizens with HIV, call the National Immigration Project of the National Lawyers Guild
(see back cover). Be aware that some fraudulent immigration practitioners prey on the hopes and
desperation of noncitizens.

Tell noncitizens to talk to an immigration expert before they leave the United States. Anyone
who is not a US citizen may be prevented from coming back into the United States if a DHS border
official suspects he or she has HIV. This includes some lawful permanent residents

(people with “green cards”) and applicants for lawful permanent residence who go abroad to pick up
their visas. Some noncitizens - whether or not they are HIV positive - who have been in the United States
without Government permission also may be permanently barred from reentering or gaining legal status
in the United States. See the section on Travelers with HIV for more information.

Inform all noncitizens that they should never falsely claim to be a US citizen. False claims to US
citizenship can lead to a variety of problems, including deportation or removal, the inability to ever
legalize one’s status, or even prosecution. If you or your client believes that he or she has already made a
false claim to US citizenship, consult an immigration legal advocate. There is one extremely limited
exception for children of citizens who were lawful permanent residents and reasonably believed that they
also were citizens at the time they claimed to be a citizen. There may also be other considerations that
would help your client.

Every noncitizen should get counseling on HIV that assures confidentiality or anonymity or
both. Before undergoing a DHS medical examination, a noncitizen should get tested at a local clinic.
Most testing centers will ensure results are confidential, meaning they will share them only with the
person taking the test. Despite this assurance, however, some states require doctors and medical
practitioners to turn over the names of people who test positive for HIV or those with an AIDS diagnosis
to state or federal agencies. If this occurs in your state, noncitizens should only take tests anonymously.
Call the National AIDS Hotline (1-800-342-2437) or contact a local AIDS office or health department to
find out where your client can get an anonymous or confidential HIV antibody test.

Work to ensure noncitizens get necessary public benefits. Under the 1996 federal welfare reform
law, state and local governments decide who receives many public assistance benefits. Work with other
state advocates to ensure state and local public assistance is available to all your noncitizen clients,
regardless of immigration status. Since Congress eliminated numerous forms of federal public assistance
for noncitizens, this local support becomes vital, both for individual clients and for public health concerns
in general. Your efforts to convince state and local governments that noncitizens should receive public
assistance are crucial.




Be aware that some people administering public benefits hold racist, homophobic, and/or anti-
immigrant ideas and stereotypes. Before sending noncitizens to another agency, including an
HIV/AIDS agency, find out that agency’s policies on reporting people to DHS. Ask them if they believe
they can help noncitizens and if they feel they must report undocumented immigrants to DHS. Although
many local benefits administrators are not required to report people they suspect are undocumented to
DHS, many may believe think they are. Moreover, unsympathetic service providers may call DHS if they
suspect a noncitizen is undocumented or HIV positive or has AIDS. Sympathetic benefits providers, in
contrast, may wish to help challenge the legality, morality, and practicality of reporting applicants to
DHS. It is unlikely noncitizens in the United States will be removed for being HIV positive, but they
could end up in immigration court if DHS learns of their HIV status. Make sure you do not refer clients to
service providers who will report them to DHS. The best you can do for your clients is to help them
understand their choices, and provide them with whatever support you can find.
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