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AIDS 1 CDC UPDATE: Women in Danger
The Problem

Today, women account for more than one quartell okeav HIV/AIDS diagnosesThe
most recent statistics available are from 2009aerdrom the CDC (Center for Disease
Control). The CDC reports that 24% of newly diaggbsiIV/AIDS cases were females and
76% were males during 2009. HIV/AIDS is the sieéhading cause of death among all women
worldwide. It is the fourth leading cause of defathAfrican-Americans aged 45-54 years old.
The only disease causing more deaths of womemizecand heart disease. (CDC, Reference
Note 1)

Women this young will seem out of place in nurdmagnes. We will explore the reasons
why this epidemic (which primarily used to affeetygmen) is now affecting women.

The numbers can be overwhelming, so sometimes enview can be quite helpful in
understanding this epidemic. The annual numbeewf HIV infections in the United States has
been roughly stable since the late 1990s. CDC tamadlysis shows that new infections peaked in
the mid-1980s at approximately 130,000 infectioasyear and reached a low of about 50,000
in the early 1990s. Incidence then appears to lmeveased in the late 1990s, but has stabilized
since that time (with estimates ranging betwee0@band 58,500 during the three most recent
time periods analyzed, 2003-2006). (CDC, Referdnmie 2)

In 2009, there were an estimated 33.3 million pebping with HIV, 2.6 million new
infections, and 1.8 million AIDS-related deaths. Ndwide, the number of women with HIV
infections and AIDS has increased steadily. Acaagdo the latest (2008) WHO and UNAIDS
global estimates, women comprise 50% of peopladiwith HIV. For women in their

reproductive years (15-44), HIV/AIDS is the leadoayse of death and disease worldwide,



while unsafe sex is the main risk factor in deveiggountries. Biological factors, lack of access
to information and health services, economic vidbgity, and unequal power in sexual relations
expose young women particularly to HIV infectioW O, Reference Notes 3 and 4)

Why Don't Women Realize They Are at Risk?

Why don't they know it? Often, it is because HI\dais risks are not talked about in

women’s circles.

Women know less about HIV than any group, and thegot consider themselves at
risk. Older women think that once they can no lerggeome pregnant, they do not need to use
any protection. Young women are embarrassed tohaskpartners to use a condom, or to ask
about his sexual or drug history and decide toé'tile chance." Older women who are
separated, divorced, widowed, and just startindatie are at risk, because they are being
exposed to new partners. In their first months yests of re-entering the dating scene, they may
become sexually active with more than one parffieeir male partners may have had multiple
sexual relationships, or they may have even exmaried with drug use or homosexual
relationships in their younger years. Consequettieyman may be harboring the HIV virus
without even knowing it. Younger women's sexuagfiem is part of their lifestyle, and they

have sex more casually and with more partners.

If a man or woman experiences minor flu-like synmpsgo they generally don't even
consider the possibility that they could be infeotath the HIV virus. They think of the flu,
mononucleosis, or strep throat; their doctors matytimnk to check for the HIV virus. The over-
50 adults may attribute their aches and pains,lewd&ymph glands, lack of energy, diarrhea,

loss of appetite, frequent yeast infections, abaahgramps, short-term memory loss, chronic



cough, and headaches to "old age." When caused$,Ahese are called "retrovirus
symptoms.” Fifty to ninety percent of the time,gsBesymptoms occur within a two-to-three week

window after the initial exposure to the virus.

Recognizing the symptoms of beginning HIV can B&adilt. Young or old adults that
you may see in your facility may have had the viarsyears, but have no idea what is wrong
with them. By the time they are diagnosed, theadisanay be in its advanced stages, and the
patients may still be adjusting to the shock thi2@ will most likely be involved in the way
their life ends. There are more people in theieolgkars diagnosed with full-blown AIDS than
those diagnosed with just HIV. HIV diagnoses oanare frequently in younger persons,
providing the opportunity for treatment to beginostl patients who are over 55 when they are
diagnosed with AIDS die within a year, becauserttisiease is in the advanced stages. They
usually lose all social contact, are an embarrassiodheir family, and may be the residents

you are most likely to see in your facility.

African-American women have a higher percentagd®iIV infection, which in most
states is 75% of the HIV victims; this explains wiBhears” came into being. “Shears United” is
a program which began in the beauty and barberdloopgdrican-American men and women.
Today it is backed by the office of Women’s HealttWwashington DC and is a nationwide
program which advertises offering “support and casgmon for all” in beauty salons and nail
parlors. These beauty salons and barbershopsfagteHIV testing, free safe sex devices,
training events, and education. Because heterobexamen are contracting HIV primarily
through engaging in heterosexual sex with men vawe 1V, the Office of Women’s Health
has decided to target both male and female satoridI¥ prevention. In the United States, one
in four newly diagnosed individuals is a woman, ethis 25% of new cases. Other programs
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sponsored by the Office of Women’s Health are ‘&t (short for Sister) which provides
educational health fairs for women and “Project Eawb” which sponsors monthly luncheons
for HIV sufferers. These programs boast reachiryeatucating over 3,000 new women per

month in these three programs.

Psychosocial Factors and Their Role

Psychosocial factors play a significant role in ¢berse of HIV disease in women. In all
age groups, HIV and AIDS are still considered dissaof men or gay men. This belief persists
even in women who have contracted the disease #ieess This belief delays the mental and
emotional acceptance process women have to goghiiawrder to believe that they could
actually have the HIV virus and need to see a do8lince women are generally diagnosed
when they are in a later stage of the diseasesténeof HIV medication is often postponed or
never started. Their fragile bodies may alreadinkaded by opportunistic infections, a name
for infections that take advantage of an alreadgk@aed immune system. These infections
invade the body on all fronts and medications yahelve a chance to wage war against the
bacteria, viruses, fungi, and protozoa that rapigke over. Women are most prone to urinary
tract infections, yeast infections, and other ST&&xually transmitted diseases) so may already
be battling these diseases along with HIV. Womendsaignosed and treated later, because they
(and their doctors) have lower expectations forgbgsibility of an HIV infection since their
way of life typically presents none of the risktias typically associated with HIV infection.
Women also have less access than men to routinstatedof-the-art HIV/AIDS care. They are
often less mobile than men and have less mongyeiodson health care, which may interfere
with a woman's ability to comply with demandingatiaent regimes. Gay men usually have

access to strong local support groups and establishtional organizations that help them



navigate the educational, language, cultural, amhtial barriers. Women do not have this
network and support system yet. Resources areoirh shpply.

Older women tend to be caregivers, and many timeshild they care for is an older
child who has returned home sick or a grandchild whHIV infected. They neglect their own
healthcare to take care of others. They may ddahet@selves to the care of an HIV infected son
or the child of an infected daughter. They may epdaking care of a bisexual husband who
contracts HIV. They often place their own healtlecageds last in these family situations. More
and more older women are caring for the infect@shdchildren. With increased sexual activity,
many sons and daughters become more at risk fos $idéInselves. As a result, there are
children created out of these possible unions aitlinfected person. You don’t have to be a
rocket scientist to guess who ends up taking citlei©child born with the HIV virus.

Sexual intercourse is rarely a single occurrenteden two members of a sexually
active couple. Each instance of unprotected sarteicourse with an infected female
statistically increases the risk that an uninfectede will acquire HIV. Thus, in the end, the rate
of female-to-male HIV transmission becomes sintibethe rate of male-to-female transmission.
This explains why the prevalence of HIV infectiersimilar in both men and women in the
developing world today. The fact that the older vaors sons and daughters are more and more
at risk for HIV if they are participating in unpeuted sex directly affects her as the primary
babysitter and caregiver for her grandchildren. &res for the infected newborns and may be
exposed to the HIV virus herself in this way.

Women have less control over the means to pralaweeisk sexual behavior; there may
be little they can do to protect themselves withtbetknowledge and consent of their male

partner. Vaginal shields, sometimes called vaginadoms, are available but expensive; female



condoms cost about 20 times more than male condbmespartner has to cooperate in order to
penetrate the woman while keeping the condom ipriiper position. If he refuses to have sex
with the shield in place or refuses to wear a comdghe is unable to offer any other methods of
protection. If her partner insists or forces sére seally is at his mercy.

In the United States, we sympathize with many ¢$@send cultures outside of the U.S.
where women are generally unable to negotiaterdgpiency and nature of sexual interactions.
Sometimes they are not even able to choose whoghgner will be. When considering
worldwide statistics, ninety percent of all HIV-egdted women throughout the world have
acquired their infection through heterosexual ccnt@ther important sources of HIV infection
for women living in developing countries includarisfusions with untested or poorly tested
blood, non-sterile medical equipment used durintglbhith, and the reuse of non-sterile needles
and syringes to inject medications.
Socioeconomic Issues

Nearly one in four African Americans and one irefidispanics live in poverty.
Problems associated with poverty can lead direntindirectly to increased HIV risk. It is easy
to condemn behaviors leading to HIV infection iegh cultures until you dig a little deeper into
the issue. These are the very people who are ¢kdswork but who need money and health
care more than most. Socioeconomic problems agedamth poverty include limited access to
high quality health care, the exchange of sex fags, money or means to meet other needs, and
high levels of substance use. A study among blamken in North Carolina found that women
with a diagnosis of HIV infection were more likely be unemployed, to have had more sex
partners, to use crack/cocaine, to exchange sexdoey/shelter/drugs, or to receive public

assistance. (Reference Note 5)



Substance Abuse

As hard as it may be to understand drug abuseapidture sharing injection equipment,
it is easy to understand the despair many at-rmk@n must feel. They may be faced with
financial dependence on male partners who may beia They feel vulnerable at the hands of
the partner who they need to be their protectomtay introduce them to their “deathbed.” They
may use alcohol to deaden any depression or psygical issues. They may be desperately poor
to the point of trading sex for food or sheltereyimay be homeless entirely. All these factors
may lead to a welcome escape from the despairwhtbh they constantly live. Using drugs is
one way “out,” even for a few hours. In additionthocasual and chronic users are more likely to
engage in high risk behaviors, such as unprotesggdwhen they are under the influence of

drugs or alcohol.

Current Research

To confront the growing problem of women's susdgigly to HIV infection, the
National Institute of Allergy and Infectious diseagNIAID) has made women-focused research
an important component of the Institute's AIDS agsk. NIAID is studying the course of
HIV/AIDS in women through clinical trials to invegate gender specific differences in disease

progression, complications, and treatment. (NIAR&ference Note 6)

Topical Treatment
Scientists have developed and are testing a newioation of creams and gels known

as microbicides that women apply before intercotog@otect themselves against HIV and



other sexually transmitted organisms. The chemiaalsese creams can be used intra-vaginally
or intra-rectally to inactivate HIV and other baceviruses, and fungi which are transmitted
through semen. The research goal is to find seeerabinations of chemicals which are non-
irritating, inexpensive, and unobtrusive so thatnveo use them freely. Physical barriers to
contracting the disease have been around a lorgg baot women prefer not to use them for oral
sex or for intercourse complaining they restrigpgment and are cumbersome (therefore
embarrassing) to use.

NIAID is one of the organizations conducting clalicesearch on HIV/AIDS. To
evaluate the safety of vaginal formulas of “micadlproducts,” they have been clinically testing
combinations of topical microbicides. Because tinesvis spread by attaching itself to proteins
in very specific cells found within the vaginal nosa, these cells are a big part of the research.
The research found that when these cells weregieatevith a topical microbicide (which
contained an adequate concentration of microbitds)yirus could not attach to them, thus
preventing transmission. These easy-to-use midadsare a milestone in the worldwide fight
against HIV/AIDS. NIAID brings funding resourcescb@xpertise in topical microbicides
discoveries. (NIAID, Reference Note 6)

Other organizations are collaborating with this NDAnitiative. The Women's
Interagency HIV Study (WIHS) supports these clihtdals with volunteers who are willing to
participate in the studies. This organization warksbehalf of women only to investigate
differences in HIV progression, complications, arehtment. The International Partnership for
Microbicides entered into an agreement with NIAtDshare information and expertise. The
Partnership supports the ability to bring pilotdsés and clinical trials to the table. (IPM,

Reference 7)



Further studies are being conducted by all thegarszations to determine the exact
differences that cause some women to suffer mora fecurrent vaginal yeast infections, severe
pelvic inflammatory disease, and an increasedaigke-cancerous changes in the cervix,
including increased risk of cervical cancer. WIKSently increased enroliment of women to
evaluate outcomes of highly active antiretrovir@rapy (HAART), which is the main treatment
for HIV at this time. This organization is alsod&ying the effect of co-infections that many
women with HIV may have. Hepatitis C and the hurpapillomavirus are two viruses that
affect many women with HIV. The effects of hormofadtors in women with HIV (including
menopause), the impact on aging and HIV, and plessitects in cognitive and physical
impairment are being studied as well. (WIHS, RefeesNote 8)

Complications

People with advanced HIV infection are vulnerablénfections and malignancies that
are called “opportunistic infections” because theie advantage of the opportunity offered by a
weakened immune system. A partial list of the werfdost common HIV-related opportunistic
infections and diseases includes:

Bacterial diseases such as tuberculosis, mycolhatt@avium complex (MAC), bacterial

pneumonia, and septicemia (blood poisoning)

Protozoal diseases such as toxoplasmosis, micidgs, cryptosporidiosis,

isopsoriasis, and leishmaniasis

Fungal diseases such as pneumocystis pneumonig,(€aEidiasis, cryptococcosis, and

penicilliosis

Viral diseases such as those caused by cytomegadotierpes simplex, and herpes

zoster virus
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HIV-associated malignancies such as Kaposi's sactymphoma, and squamous cell

carcinoma.
Different conditions typically occur at differerteges of the HIV infection. In the early stages of
the HIV infection, people can develop tuberculosiglaria, bacterial pneumonia, herpes zoster,
staphylococcal skin infections, and septicemiapRewith normal immune systems can also get
these diseases, but with HIV, they occur at a niugher rate. It also takes longer for a person
with HIV to recover than it takes for someone wathealthy immune system. (Mayo Clinic,
Reference Note 9)
Statistics, Facts, Figures

Before presenting some facts and figures, clieratg want to know where the facts and
figures originate. The most recent information &lde from the Centers for Disease Control
carries a 2011 publication date for 2009 data. Mafdihne most recent CDC data is based on
reports from forty states and five US Territorigsioh all have had confidential name-based HIV
infection reporting long enough (since January 2@0@&llow for monitoring trends. According
to the cumulative estimated number of AIDS diagsdkeough 2009, these 40 states represent
approximately 75% of AIDS diagnoses in the 50 stated the District of Columbia. The
National Institutes for Health gather informationrh many sources, so dates for publication and
data vary depending on the resources cited. Fercthurse, The Kaiser Family Foundation was
found to present information from multiple souraeene location. For the Kaiser information,
one does not need an advanced medical degree ¢ostenad the information. Kaiser describes
itself as “a leader in health policy analysis, begurnalism, and communication. The Kaiser
Family Foundation is dedicated to filling the ndedtrusted, independent information on the

major health issues facing our nation and its pebpl
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Kaiser offers its annual Fact Sheet (KFF, Referdyate 10) on the topic of “The
HIV/AIDS Epidemic in the United States.” The follavg “sound bites” come from this
document.

Estimated HIV incidence provides the fullest pietof the current epidemic since it captures
both infections that have been diagnosed and tstsmated to have occurred but have yet
to be diagnosed.

Estimates from the Centers for Disease ControlRnedention (CDC) indicate that there
were approximately 50,000 people newly infectechwAtV per year between 2006 and
2009. Specifically, there were 48,100 new infection2009, the most recent estimate
available. HIV incidence was highest in the 1988aching 130,000, followed by declines. It
has remained relatively stable for more than adieca

More than 1.1 million people are estimated to ¢ with HIV (including those with

AIDS) today, representing a slight increase oweetas people are living longer with HIV
disease and new infections remain relatively stable

Heterosexual transmission has accounted for a ggpghare of new HIV infections over
time, representing 27% in 2009.

The District of Columbia has the highest AIDS diagis rate in the nation. Seven of the top
10 states by AIDS diagnosis rate are in the Sdyhregion, the Northeast had the highest

AIDS diagnosis rate per 100,000 in 2009.
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Figure 2: Top Ten States by Cumulative AIDS Diagnos es and by AIDS
Diagnosis Rate Per 100,000 -

State Cumulative AIDS State AIDS Diagnosis Rate

Diagnoses through 2009 per 100,000
2009

New York 201,871 (17.7%) | District of Columbia 119.8
California 161,695 (14.2%) | New York 24.6
Florida 122,278 (10.7%) | Florida 23.7
Texas 79,967 (7.0%) | Maryland 19.9
New Jersey 55,292 (4.8%) | Louisiana 19.4
Georgia 39,460 (3.5%) | Puerto Rico 18.5
lllinois 39,175 (3.4%) | Delaware 18.0
Pennsylvania 38,657 (3.4%) | New Jersey 16.9
Maryland 36,313 (3.2%) | South Carolina 15.6
Puerto Rico 33,277 (2.9%) | Georgia 14.1
Subtotal 807,985 (70.7%) | — —
U.S. Total 1,142,714 (100%) | U.S. Diagnosis Rate 11.2

AIDS diagnoses are concentrated primarily in ldgg8. metropolitan areas (more than 80%
cumulatively and in 2009).

A recent analysis of data from 24 cities with h&IDS prevalence found that 2% of
heterosexuals were infected with HIV. The study alsowed that HIV prevalence was
higher among those with less education and lowenres, and among the unemployed.

An analysis of HIV/AIDS ethnicity provides anotha@cture of the prevalence of the disease.

New HIV Infections Race/Ethnicity U.S. Population
32% White, non-Hispanic 65%
44% Black, non-Hispanic 12%
20% Latino 16%
2% Asian 4%
1% American Indian/Alaska Native 1%
1% Multiple Races 1%
<1% Native Hawaiian/Other Pacific Islander <1%

Today, women represent a larger share of new Hi&ttions compared to earlier in the
epidemic. HIV incidence among women has remainkdively stable, at approximately a
guarter of new infections (23% in 2009). Basedlen@DC’s most recent estimates, more

than 290,000 women are living with HIV/AIDS in theS.
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Women of color are particularly affected. Black wemraccounted for two thirds (64%) of
new AIDS diagnoses among women in 2009; Latinasesgmted 18% and white women,
15%.

Kaiser offers a “topic description” of HIV/AIDS vidh cites that in the three decades
since the beginning of the HIV/AIDS epidemic, o8& million people worldwide have become
infected with HIV, including more than 20 millionhe have already died. (KFF, Reference Note
11)

For clients who are more comfortable with audit@gources, Kaiser also offers tutorials
on the following HIV/AIDS topics which are quite ga:

Current State of the Global HIV/AIDS Epidemic

HIV/AIDS Epidemic in the United States

Understanding HIV/AIDS Surveillance Data in the US

Women and HIV in the US
These tutorials draw from different sources of infation, which may not be as current as the
information offered in their October 2011 Fact Shee

The Centers for Disease Control and Preventiorasel@ recent information in August

2011. The table below presents data for actual i&gnosis in women. (CDC, Reference Note

12)
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Diagnoses of HIV Infection among Adult and
AdolescentFemales,by Race/Ethnicity,
2009—40 States

Race/ethn

American Indian/Alaska Native

Asian

Black/African American
Hispanic/Latino”

Native Hawaiian/Other Pacific Islander
White

Multiple races

Total

Among adult and adolescent females in the 40 stiteverall rate of diagnosis of HIV
infection in 2009 was 9.8 per 100,000 populationr&ce/ethnicity, the rate for blacks/African
Americans (47.8) was nearly 20 times as high asdteefor whites (2.4) and more than 4 times
as high as the rate for Hispanics/Latinos (11.8)atvely few cases were diagnosed among
Asian, American Indian/Alaska Native, Native Hawaiother Pacific Islander females and
females reporting multiple races, although thesrafediagnoses of HIV infection among
females of all these races/ethnicities were higinen that for white females.

The following 40 states have had laws or regulati@yuiring confidential name-based

HIV infection reporting since at least January 2606 were therefore included in these data:
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Alabama, Alaska, Arizona, Arkansas, Colorado, Catioet, Florida, Georgia, Idaho, lllinois,
Indiana, lowa, Kansas, Kentucky, Louisiana, MaM&higan, Minnesota, Mississippi,
Missouri, Nebraska, Nevada, New Hampshire, NeweJefdew Mexico, New York, North
Carolina, North Dakota, Ohio, Oklahoma, PennsylaaBouth Carolina, South Dakota,
Tennessee, Texas, Utah, Virginia, West Virginias®gnsin, and Wyoming.

Data include persons with a diagnosis of HIV ini@ttregardless of stage of disease at
diagnosis. All displayed data have been estim&stimated numbers resulted from statistical
adjustment that accounted for reporting delaysnotifor incomplete reporting.
Hispanics/Latinos can be of any race.

The CDC uses the information above (diagnosis & Hfection by race/ethnicity) to

compare to the total population in the US.
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Diagnoses of HIV Infection and Populationamong
Adult and Adolescent Females,by Race/Ethnicity,
2009—40 States

Diagnoses of HIV Infection Female Population, 40 States
N=9,973 N=102,041,789

1%1%<1% ___<1% 3%_ 1% 1% <1%

Bl American Indian/Alaska Native B Hispanic/Latino®
B Asian
@ Black/African American B White

[ Multiple races

The pie chart on the left illustrates the distribatof diagnoses of HIV infection among
adult and adolescent females in 2009 by race/athmicthe 40 states with confidential name-
based HIV infection reporting since at least Japn2&06. The pie chart on the right shows the
distribution of the female population of the 40tesain 2009.

In 2009, black/African American females made up lefthe female population but
accounted for an estimated 66% of diagnoses ofiHfidttion among females. Hispanic/Latino
females made up 11% of the female population bedwtted for 14% of diagnoses of HIV
infection among females. White females made up @l.8e female adult and adolescent

population but accounted for 17% of diagnoses & idfection among females.
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Given the information already reviewed, the CDCadaeaks down how the HIV
Infection was transmitted for the largest threefathnicity categories. Transmission routes
included in this data were either by injection dusg or by heterosexual contact. The “other”
category (less than 1%) included blood transfusipagnatal exposure, and risk factors either

not reported or not identified.

Diagnoses of HIV Infection among Adult and Adolescent
Females, by Race/Ethnicity and Transmission Category,
2009—40 States and 5 U.S. Dependent Areas

Black/African American Hispanic/Latino? White
N=6,632 N=1,625 N=1,700

<1% <1% <1%

17%

I |njection drug use
[[] Heterosexual contact®
Other®

dl

The summary above shows the distribution of diagaa$ HIV infection among adult
and adolescent black/African American, Hispaniafi@tand white females by transmission
category. Blacks/African Americans had the higlpestentage of diagnosed HIV infections
attributed to heterosexual contact among the threeps (87%), followed by Hispanics/Latinos

(83%) and whites (77%). The percentage of diagnbl¥dnfections attributed to injection drug
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use was highest among white females (23%) follolseHlispanic/Latino (17%) and
black/African American (13%) females.

The CDC data also offer an insight into AIDS trarssion by age categories.

Diagnoses of HIV Infection among Adult and Adolescent
Females, by Transmission Category and Age at Diagnosis,
2009—40 States and 5 U.S. Dependent Areas

Age at Diagnosis (in years)

Transmission category

Injection drug use
Heterosexual contact®
Otherb

Total

In the table above, the majority of diagnosed Hiféctions among females aged 13
years or older were attributed to heterosexualamrior all age groups. However, the
percentages attributed to heterosexual contacedsed as age group increased. An estimated
17.9% of diagnosed HIV infections among femalegdatfe years and older were attributed to
injection drug use, compared with 9.6% in femalgsd 13-19 years, 10.0% in females aged

20-24 years, 13.0% in women aged 25-34 years, 2u8@d4dlin women aged 35-44 years.
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How does your state rank with your neighboringestatThe first US map presents the
rates of diagnosis, while the second US map predbattotal numbers of adult and adolescent

women living with the diagnosis.

Rates of Diagnoses of HIV Infection among Adult and
Adolescent Females, 2009—40 States and
5 U.S.Dependent Areas
N=10,255

'

Y _crT 82
NJ 15.1
—

Total rate =9.9

Rate (per 100,000)

B <5.0

[ 5.0-9.9

B 10.0-14.9
American Samoa 0.0 B >15.0
Guam 39
Northern Mariana Islands 0.0

Puerto Rico 154
U.S.Virgin Islands 24.6

ed

Remember that only states with laws or regulatregsiiring confidential name-based
HIV infection reporting since January 2006 werduded.

In the 40 states and 5 U.S. dependent areas, tiheated rate of diagnosis of HIV
infection among adult and adolescent females wap&. 100,000 population in 2009. The rate
of diagnosis of HIV infection for adult and adoleat females ranged from zero per 100,000
population in American Samoa and the Northern Merislands to 21.7 per 100,000 population

in Louisiana and 24.6 per 100,000 population inuk®. Virgin Islands.
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Rates of Adult and Adolescent Females Living with a
Diagnosis of HIV Infection,year-end 2008—

oy

40 States and 5 U.S.Dependent Areas
N=183,812

[
W
NH 498
» CT 245.1

WM Total rate = 178.2

R

American Samoa 4.8
Guam 27.2
MNorthern Mariana Islands 0.0

Rate (per 100,000)
B <50.0

[ 50.0-99.9
I 100.0-149.9
B 150.0-199.9
] >200.0

Puerto Rico 349.7

This map shows the estimated rates (per 100,000lgtgn) of adult and adolescent
females living with a diagnosis of HIV infectiontiie end of 2008 in the 40 states and 5 U.S.
dependent areas reporting. Areas with the higteshated rates of females living with a
diagnosis of HIV infection at the end of 2008 wtre U.S. Virgin Islands (519.3), New York
(485.0), Puerto Rico (349.7), Florida (348.5), &lelv Jersey (342.6).

The tables and summaries above have all dealthithinfection diagnosis. The CDC

also gives us a historical view of female AIDS diagis.
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AIDS Diagnoses among Adult and Adolescent Females,
1985-2009—United Statesand Dependent Areas
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Mote. All displayed data have be Iy adjusted to accountforreporting d =, but notfar incomplete reparting,

The blue bar graph shows that the numbers of Ala§rmbses among adult and
adolescent females rose steadily from 1985 to 1@®@n the AIDS surveillance case definition
was expanded) and leveled off at approximatelyA@AIDS diagnoses each year from 1993
through 1996. In 1996, AIDS diagnoses among adultalolescent females began to decline,
primarily because of the success of antiretrovthrarapies.

The orange line graph shows that of all AIDS diagsofrom 1985-2009, the estimated
percentage among adult and adolescent females (d@egkars) increased from 7% in 1985 to
25% in 2008.

The US map below presents the 2008 rates of femddesare living with the AIDS
diagnosis.
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This map shows the estimated rates (per 100,000lqogm) of adult and adolescent
females living with an AIDS diagnosis at the end008 in the United States and dependent
areas. This data indicates that the nationalisz88.0.

Areas with the highest estimated rates of adwdtadolescent females living with an
AIDS diagnosis at the end of 2008 were the Distfa€olumbia, New York, Maryland, the U.S.
Virgin Islands, Puerto Rico, and Florida. The Ddtof Columbia is a metropolitan area; caution
should be used when comparing the estimated radD$ diagnoses in D.C. to the rates in

states.
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All of the organizations cited thus far above hasbsites outlining the latest information on
statistics and/or research being conducted. Otkbsites to check for the latest information on
HIV and AIDS include the following.

AIDS.govis a U.S. government site of the Department ofltHeand Human Services that
provides access to federal HIV/AIDS program infotiora and supports the use of new media
tools by federal and community partners to imprdemestic HIV programs serving minority
and other communities most at-risk for, or livinghwHIV. www.aids.gov

AIDSinfo is a service of the U.S. Department of Health anchein Services (HHS). This
website offers access to the latest, federally@pat HIV/AIDS medical practice guidelines,
HIV treatment and prevention clinical trials, arttier research information for health care
providers, researchers, people affected by HIV/AIBX& the general public.

http://aidsinfo.nih.gov

AIDS Education and Training Centers (AETCs# component of the federal Ryan White

Program, are part of a regional network that coteltargeted, multidisciplinary education and
training programs for health care providers tregpersons living with HIV/AIDS. The AETC
National Resource Center website provides a cergpalsitory for AETC program information

and training materialsvww.aidsetc.org/aidsetc?page=home-00-00

AETCs are a part of the Ryan White HIV/AIDS Progsariind more information about these
city, local, and state initiatives at the homepfgehe Bureau of Health Professions of the

Health Resources and Services Administration (HRSW)YAIDs Programsattp://hab.hrsa.gov

The Foundation for AIDS Researclwvas formerly known as the American FoundationXtidS

Research (amfAR). amfAR presents a 2010 cliniealdibook entitledis It HIV? Aimed at

general practitioners working in primary care sgf$, the regionally focused text was created
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with contributions from clinical and laboratory exps. Chapters include introduction, HIV
related conditions (respiratory, neurological, fastrointestinal, eye, hematological, and skin
conditions), HIV and sexually transmitted infecoil|V-related hepatitis, pediatric practice,
obstetric and gynecological settings, injectiongdpuactice, laboratory diagnosis, along with

counseling and testing for HIWww.amfar.org/world/treatasia/article.aspx?id=8469

Centers for Disease Control and Preventiddational Center for HIV, STD and TB Prevention,

Divisions of HIV/AIDS PreventionSurveillance Reports
The HIV/AIDS Surveillance Report series providetadan U.S. AIDS and HIV case reports,
including data by state, metropolitan statisticeba mode of exposure, sex, race/ethnicity, age

group, and other variablesww.cdc.gov/hiv/topics/surveillance/resources/répandex.htm

Centers for Disease Control and Prevention, NakiGeater for HIV, STD and TB Prevention,
Divisions of HIV/AIDS PreventionEpi Slide SetsThese slide sets include graphics based on
recent HIV/AIDS surveillance data; most of the datasented is the most recent 2009 data.

www.cdc.gov/hiv/resources/slides/index.htm

Centers for Disease Control and Prevention, NakiGeater for HIV, STD and TB Prevention,
Divisions of HIV/AIDS PreventionMorbidity and Mortality Weekly Reports (MMWRS) on
HIV/AIDS. This website links to all HIV/AIDS related ar@d in the Morbidity and Mortality
Weekly Report (MMWR) Series, throughout the histofyhe epidemic.

www.cdc.gov/hiv/resources/reports/mmwr/index.htm

Centers for Disease Control and Prevention, NakiGeater for HIV, STD and TB Prevention,
Divisions of HIV/AIDS PreventionState ProfilesUsing a United States map, click on your
state to view statistical and other informationHIN/AIDS, Viral Hepatitis, STD and TB. State

and District of Columbia profiles also include degtions of prevention and control programs
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supported by CDC and state public health officials.

www.cdc.gov/nchhstp/stateprofiles/usmap.htm

Centers for Disease Control and Prevention, NakiGeater for HIV, STD and TB Prevention,
Divisions of HIV/AIDS PreventionA-Z Index This website has it all--starts with Advancing
HIV Prevention Initiative (AHP) and ends with Youtach CDC HIV/AIDS topic is listed; this
page is single-spaced, so you don’t have to sdoalin forever to get to the topic you want to

accesswww.cdc.gov/hiv/az.htm

Cochrane Reviews on HIV/AIDS These reviews are published by The Cochraneaaiation,

which is an international, non-profit, independerganization, established to ensure that up-to-
date, accurate information about the effects oftheare interventions is readily available
worldwide. This resource connects an internatioefivork of people helping healthcare
providers, policy makers, patients, their advocades caregivers, make well-informed decisions
about human health care by preparing, updatingoamahoting the accessibility of Cochrane

Reviews, including multiple reviews on HIV/AIDS tiog. www.cochrane.org

Health Resources and Services Administratjdtl\VV/AIDS Bureau:State ProfilesThese state

profiles provide detailed state-level informatiamtbe Ryan White Program and the HIV/AIDS

epidemic http://hab.hrsa.gov/stateprofiles/index.htm

HIV Insite Knowledge Bases a comprehensive, on-line textbook of HIV digeiem the

University of California San Francisco Center fdVHnformation and San Francisco General

Hospital.http://hivinsite.ucsf.edu/InSite

Kaiser Family Foundation Fact Sheets on HIV/AIDSThe Kaiser Family Foundation provides
up-to-date fact sheets on a range of HIV/AIDS issspecific to the U.S., including:

The HIV/AIDS Epidemic in the United States
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Black Americans and HIV/AIDS

Latinos and HIV/AIDS

Women and HIV/AIDS

HIV Testing in the U.S.

Medicaid and HIV/AIDS

Medicare and HIV/AIDS

U.S. Federal Funding for HIV/AIDS
Kaiser Family FoundatiorKaiser SlidesKaiser Slides offers instant, free access to éfas
collection of graphics and tables presenting hgadlity statistics and trends. The slides, which
cover a broad range of topics, explain key asp&diealth policy issues, including HIV/AIDS,
can be viewed online, downloaded as an individoabé?Point or Excel table, or opened as
print-friendly PDFs. Slides on HIV/AIDS can be falhere.
http://facts.kff.org/results.aspx?view=slides&toHHO®
Kaiser Family Foundatiorgtate Health Facts Onlin€his resource contains the latest state-level
data, including information about new and cumula#DS cases, AIDS case rates, persons
living with AIDS, AIDS deaths, HIV infections, HIVesting statistics and policies, additional
AIDS-related state policies, Ryan White funding &mading for HIV prevention, and AIDS
Drug Assistance Programs, including budget, cliant] expenditure data.

www.statehealthfacts.kff.org

Kaiser Family Foundatioi,he Global HIV/AIDS Epidemic: A Timeline of Key Miktones
Updated regularly, this interactive web-based tingels designed to serve as an ongoing
reference tool for many of the political, sciertjfcultural, and community events that have

occurred since the beginning of the epidemic. lijpdated each year.
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www.kff.org/hivaids/timeline/hivtimeline.cfm

Kaiser Family FoundatiorRublic Opinion Surveys on HIV/AIDSThe Kaiser Family

Foundation regularly conducts national surveysefW.S. public on HIV/AIDS. These surveys
cover a range of topics, including knowledge anadggtions of HIV/AIDS, views on the global
epidemic and spending by the U.S. government, anwge trend data and analysis over time.

www.kff.org/kaiserpolls/hiv.cfm

Kaiser Family FoundatiorKaiser Health Poll Searchealth Poll Search is a searchable archive
of public opinion questions on health issues, iditig HIV/AIDS. Health Poll Search is the
result of a partnership between taiser Family FoundatioandThe Roper Center for Public
Opinion Research at the University of Connectid@iie Health Poll Search archive provide
information on public perceptions Bil V/AIDS, including public opinion about numerous

subtopics such as HIV testing and discrimination.

HIV/AIDS Health Information from the National Institutes of Health (NIH) NIH is a part of

the U.S. Department of Health and Human Servit¢es.the nation’s medical research agency.
NIH is made up of 27 Institutes and Centers, eaith avspecific research agenda, often focusing

on particular diseases or body systenttp://health.nih.gov/topic/AIDS/ImmuneSystem

Ryan White Technical Assistance Resources, Guidamegucation & Training (TARGET)

Center.The TARGET Center is the central source of techrassistance and training resources
for the Ryan White community.
If you would like more in-depth information on HI¥he following may help:

Living with HIV: Experiment in Courageby Mary Elizabeth O’Brien. This resource offers

case studies that draw attention to help for psdesl caregivers. This NIH-supported study
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of HIV's physical and psychosocial impacts offepshippractical and inspiring accounts of
how individuals living with HIV respond and copetlwvthe disease and its progressive stages
and impacts. The longitudinal approach of the neteand the rich resources offered by
extensive interviews with the persons with HIV dhdse closest to them provide insights
and responses that should improve others' copidganng abilities. The author's
professional experience and extensive researchmsfthe work throughout and fashions a
remarkable and moving synthesis of the themesntiatelp those living with AIDS as well
as all who relate to them. From the first awareméssfection to coping with bereavement,
this book honestly, sensitively, and substantiaglgresses the essential concerns upon
which any and all who are touched by the HIV pandamust reflect. (Amazon review)
O’Brien, M.E. (1992)Living with HIV: Experiment in courag®&lew York: Auburn House.

AIDS Memoir: Journal of an HIV Positive Mothetby Catherine Wyatt-Morley. While

refusing to play a victim, Wyatt-Morley presente fphysical, psychological and social
reality of living with HIV/AIDS. Her story is onefdove, faith and hope in the direst
circumstances. Separating disease fact from ficiba provides a rare view into an adverse
world that must simultaneously be combated and aodal. (Amazon review)

Wyatt-Morley, C. (1997)AIDS memoir: Journal of an HIV positive mothé/est Hartford,
Conn.: Kumarian Press.

The Epidemic Streets: Infections disease and thedRof Preventive Medicinel 856-1900

by Anne Hardy. This resource offers a medical psspe. Anne Hardy has drawn on a wide
range of public health records for a detailed epidéogical investigation of the many
infectious diseases--whooping cough, measles,etdaster, diphtheria, smallpox, typhus,

typhoid, and tuberculosis--in Victorian society.rehaexplores factors which helped to
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reduce fatality, focusing particularly on preveptiwmedicine, and on the local and domestic
circumstances affecting the diseases' behavioraiZom review)

Hardy, A. (1993). The epidemic streets: Infectidisease and the rise of preventive
medicine, 1856-1900. New York: Oxford UniversityeBs.

Part Il
Older Women and HIV/AIDS

The American population is aging; the number okoladults who are infected with HIV
and who are living with AIDS is on the rise. Neatly percent (9.5) of AIDS cases in the U.S.
female population are said to be in women olden tige 50. Many studies in the past excluded
older women based on the assumptions that theptdengage in sexual activity or high-risk
sexual activity. UNAIDS and WHO estimate that of &0 million people living with HIV/AIDS
in the world, approximately 2.8 million are 50 ygand older. Worldwide, in 2007, 55% of
adults aged 60 years and over were women, a propahat rises to 58% at age 70 and above.
(WHO, Reference Note 13)

A growing number of older people now have HIV/AIDhis rising number may be due
to the fact that some doctors are testing (ancktbe finding) HIV more often than ever before
in older people and because improved treatmentsedpeng people with the disease live longer.

But there may even be many more cases than we &bhowut. Why? One reason may be
that there are still many doctors do not alwaysdtter people for HIV/AIDS, and so they may
miss some cases during routine check-ups. Anotlgrlra that older people often mistake signs
of HIV/AIDS for the aches and pains of normal agisg they are less likely than younger
people to get tested for the disease. Also, eltkrsbe ashamed or afraid of being tested. People
age 50 and older may have the virus for years bdfemg tested. By the time they are

diagnosed with HIV/AIDS, the virus may be in théelatages.
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The number of HIV/AIDS cases among older peoplgrasving every year because:
Older Americans know less about HIV/AIDS than yoeingeople do. They do not always
know how it spreads. They may not understand thmrtance of using condoms, not sharing
needles, getting tested for HIV, and talking akbwith their doctor.
Healthcare workers and educators often do notwwéthk middle-aged and older people about
HIV/AIDS prevention.
Older people are less likely than younger peopea@talk about their sex lives or drug use
with their doctors.
Doctors may not ask older patients about theidises or drug use or talk to them about
risky behaviors.
Baby Boomers
Sources of social information generally cite 1994 as the “baby boomer” years. In
2012, “boomers” would age from 48- to 66-years-@dnsus Data from 2010 indicated that
76% of the US population is age 55 or younger.

Population by Age and Sex: 2010
(Numbers in thousands. Civilian noninstitutionatizeopulation)

Age Both sexes Male Female

g Number | Percent | Number | Percent | Number | Percent

All ages 304,280 100.0 | 149,485 100.0 | 154,795 100.0
Under 55 years 230,272 75.7 | 115,707 77.4 | 114,564 74.0
55 to 59 years 19,172 6.3 9,318 6.2 9,854 6.4
60 to 64 years 16,223 5.3 7,667 5.1 8,556 5.5
65 to 69 years 12,020 4.0 5,672 3.8 6,349 4.1
70 to 74 years 8,936 2.9 4,063 2.7 4,873 3.1
75 to 79 years 7,181 2.4 3,020 2.0 4,161 2.7
80 to 84 years 5,783 1.9 2,408 1.6 3,375 2.2
85 years and over 4,693 1.5 1,631 1.1 3,062 2.0
Under 55 years 230,272 75.7 | 115,707 77.4 | 114,564 74.0
55 years and over 74,008 24.3 33,778 22.6 40,230 26.0
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Under 60 years 249,444 82.0 | 125,025 83.6 | 124,419 80.4
60 years and over 54,836 18.0 24,460 16.4 30,376 19.6
Under 62 years 256,467 84.3 | 128,399 85.9 | 128,068 82.7
62 years and over 47,813 15.7 21,086 14.1 26,727 17.3
Under 65 years 265,667 87.3 | 132,692 88.8 | 132,974 85.9
65 years and over 38,613 12.7 16,793 11.2 21,820 14.1
Under 75 years 286,623 94.2 | 142,427 95.3 | 144,196 93.2
75 years and over 17,657 5.8 7,058 4.7 10,599 6.8

US Census Bureau (2010),
Wwww.census.gov/population/www/socdemo/age/older02tiinl, Retrieved 11/3/11.

The Well Project (Reference Note 14) reported thataging HIV population is growing
for two reasons: 1) powerful HIV drugs are allowmgny HIV+ people to live into their 50s
and beyond, and 2) while most new HIV infections iaryounger people, people 50 and older
are also being infected. By 2015, nearly half o¥/#Hpeople in the US will be over 50.

The Well Project also reported that older peopterobelieve that they are not at risk for
HIV because of their age. Like younger people, ofple can get HIV from unprotected sex
and from sharing needles, even needles only ugeddolin shots.

Women who have gone through menopause often dunk about condoms. At any age, it
is best for couples to discuss “safe sex” befossjoas affect good judgment.

No one can be totally sure about the sexual or brstgry of anyone else. A person could be
unaware that their new or old partner (a lovepause) is having sex (or has had sex) with
other people. A partner could also be secretlyciipg drugs and sharing needles.

Women in their older year should be educated athairt vaginal walls becoming thinner
and tearing more easily also about the decreaeinfluids that lubricate. These facts put

an older woman at higher risk during unprotected se
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Health care and social service providers needdogmize and accept that their aging patients
and clients are at risk for HIV. It is important faroviders to ask older patients about their
sexual and drug histories. Providers can offerrmftion on HIV transmission/prevention
and suggest HIV testing. The Centers for DiseasdrGlo/CDC) recommends routine HIV
testing for all adults up to age 64. The CDC alsmmmends HIV testing every year for
adults 64 and over who have risk factors for H'¥\iing unsafe sex, using injection drugs).

Television and newspaper were cited as the mogeiér sources of HIV information
for American adults aged 50 and older. Howevergiohfrican Americans are more likely to use
religious groups and the church as their sourcédl\dfinformation. Therefore, it is very
important that healthcare providers working witdesl female patients inquire about risk factors
and spend the time to teach basic facts about Fiivsmission and prevention.

Many older women are not aware of the currentfaskors that may lead them to acquire
HIV/AIDS. Healthcare providers are some of the nomshfortable sources of information for
this population. Womenshealth.gov is a Health ldathan Services website that presents the
following risk factors for older women:

Women who are sexually active and do not use cosdom
Women who have sex of any kind and do not knowondrer partner's HIV status
Women who do not know her partner's drug and sexistiry
Women who have had a blood transfusion or operati@ndeveloping country at any time.
Women who had a blood transfusion in the UnitedeSthetween 1978 and 1985. (Women'’s
Health, Reference Note 15)

The first case of AIDS in a U.S. woman was repoimeti981, and the first description of

clinical and epidemiologic characteristics of wonvath AIDS appeared in 1982. The following
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table was presented in World Health Organizatioteneds from 2004. It cites the leading
causes of death for women. Worldwide, HIV/AIDSiggdd as the sixth highest cause of death
for women. Other indicators are listed by a couatiiycome level. In low-income countries,
HIV/AIDS is the fifth highest cause of death. Inddie-income countries, HIV/AIDS is the
seventh highest cause of death. However, in higbare countries, HIV/AIDS is not even listed

in the top ten causes of death.

World Health Organization, Fact sheet No. 334, Nower, 2009.

34



Current data also indicate that women were legdylithan men to receive prescriptions
for the most effective treatments for HIV infectiddome women may be unaware of their male
partner’s risk for HIV infection (e.g., unprotectselx with multiple partners and injection drug
use). Some women may not insist on condom use bec¢hay fear that their partners will
physically abuse them or leave them. A woman is@pmately twice as likely as a man to
contract HIV infection during vaginal intercour¢amfAR, Reference Note 16)

Because the time from contracting the HIV infectiorthe development of AIDS can
extend for 10 years or longer, reported AIDS caesot provide a complete picture of the
extent of the epidemic. Women are more affecteddigrosexually-acquired HIV than are men.
More than two-thirds of those infected through hetexual sex were women (68 percent), with
African-American women most heavily affect@&d percent). (CDC, Reference Note 17)

There are two possible explanations for these higdtes of HIV in women. First, there
is greater efficiency of transmission from a ma@a t@oman than from woman to a man. During
heterosexual intercourse, women are usually mgresed to bodily fluids than their male
partners. This places women at increased risk fomynsexually transmitted diseases (STDs),
including HIV. Second, this biological fact ampdi§i the risk of HIV transmission when coupled
with the high prevalence of non-consensual sexysthout condom use, and the unknown
and/or high-risk behaviors of their partners.

Many studies have demonstrated that asymptomatfaméction among women is
poorly detected. Providers are often reluctanstosensitive questions about sexual and drug
use behaviors. In addition, women are frequentlyilling to disclose this to providers whom
they do not know. Those points aside, the leadage of poor HIV detection is due to the lack

of testing. The number of adults aged 18-64 yedus have ever been tested for HIV increased
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by 11.4 million during 2006-2009; however, an estied 55% of adults have never been tested.
An estimated 32% of all HIV diagnoses in 2007 wate diagnoses, occurring shortly before
persons developed AIDS, making early treatment sajinbe. Early HIV testing reduces the
spread of disease, extends life expectancy, anttcesdcosts of care. Every new HIV infection
averted saves approximately $367,000 in lifetimeliced costs. Everyone should be tested for
HIV. Persons at higher risk and in high-prevalepepulations should be tested more often than
others. (JAMA, Reference Note 18)

The three symptoms that occur for women throughimitourse of HIV disease are
fatigue, pain, and difficulty with sleep. At firshfection with HIV may produce no symptoms.
Some people, however, do experience flu-like symgtawith fever, rash, sore throat, and
swollen lymph nodes, usually 2-4 weeks after cantitng the virus. Some people with HIV
infection stay symptom-free for years between time$ when they are exposed to the virus and
when they develop AIDS. (AETC, Reference Note 19)

Early in the disease, these are often overlookegrbyiders. Dame Cicely Saunders, the
founder of modern-day hospice, introduced the téotal pain” (Saunders, 1966) which is a
model for how to approach all symptoms. She reaaghthat each complaint has a physical,
emotional, and even spiritual component. If pamamother symptom, is difficult to relieve with
usual measures, it may be that the woman has askggpecial meaning to the symptom. She
may be afraid her disease is getting worse or‘thist God’s punishment.” Both of these beliefs
can exacerbate any symptom. Particularly when gpsym seems difficult to control, it is useful
to ask the patient: “What does the pain (or naasedortness of breath) mean to you?” or “Why

do you think you have this symptom?” (Referencee\ifl)
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Fatigue--Fatigue is one of the most common and debilitptiomplaints of HIV-infected people,
with an estimated prevalence of 20-69%. Women fatigue have complained of curtailment of
work and other activities, need for frequent breéikstations in involvement with family and
friends, and difficulty completing even the simpliesusehold chores. More specifically, women
may complain of tiredness, easy fatigability, &la€energy, a need for frequent rest or naps, or
waking in the morning feeling unrefreshed. The gratmay report difficulty working, difficulty
concentrating, inability to exercise without expeing profound fatigue, or impairment in
social relations because of fatigue. Causes gjuatin HIV+ patients may include anemia,
disease progression, hypothyroidism, hypogonadigpression, insomnia (or poor-quality
sleep), substance use or abuse, malnutrition, raoicadverse effects (e.g., zidovudine,
interferon), pregnancy, opportunistic infectionglignancy, chronic hepatitis B or C,
mononucleosis, or other ilinesses. In HIV diseddgs,often a combination of these factors.
(HRSA, Reference Note 19)

Pain-- Pain is a common symptom in people with HIV ttfen, especially those with advanced
disease. It occurs in 30-60% of HIV/AIDS patientsl @an diminish their quality of life
significantly. Like cancer patients, HIV patientgerience an average of two or three types of
pain at once. Pain in HIV-infected patients mayenmany causes. For this reason,
understanding and controlling pain in women witlVHlisease can be quite difficult. Pain is
significantly undertreated, especially among HIVetoted women, because of factors ranging
from providers' lack of knowledge about the diageasd treatment of pain to patients' fear of
addiction to analgesic medications. Pain, as theafied fifth vital sign, should be assessed at
every patient visit. In HIV disease, pain can beseal by the disease itself, by therapies used to

treat the disease, or by unrelated problems. Thrat frequent types of pain are headaches and
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peripheral neuropathy or those caused by infectsoieh as oral, esophageal, or genital/perineal
herpes or fungus. Treatment should be aimed atrelting the source of pain, if possible. If
symptomatic treatment of pain is needed, begirirtreat based on the patient's pain rating scale,
using the least invasive route. The goal is to@ashipptimal patient comfort and functioning (not
necessarily zero pain) with minimal medication adeeeffects, negotiated with the patient.
Some health care providers hesitate to treat pgoaiients with current or past substance abuse
because of concern about worsening these patiEgehdence on opioids or suspicion that such
patients are seeking pain medications either fphetia or for illicit purposes. However, the
following points should be considered:

Many patients with current or past substance abasexperience pain, and this pain should

be evaluated by care providers and treated apjatepyi

Failure to distinguish among addiction, toleraraye dependence can lead to undertreatment

of chronic pain by health care providers.

As part of chronic pain management in patients withstance abuse, consider establishing a

written pain-management contract to be signed byclimician and the patient. The contract

should:

Clearly state limits and expectations for bothpgh&ent and provider.

o

o ldentify a single clinician responsible for managthe pain regimen.

o Tell the patient what to do if the pain regimemat working.

o Describe the procedure for providing prescriptifag., one prescription given to the
patient, in person, for a limited period of timack as 1 month).

o List the rules for dealing with lost medicationspoescriptions.

(HRSA, Reference Note 19).
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Sleep Disturbance/insomnia—Insomnia and excessive daytime sleepiness areapyim
complaints in persons with HIV disease regardléstame. About two-thirds of patients with
AIDS have difficulty falling asleep. Once presangsomnia tends to be chronic, unlike the
transient disturbances of sleep that are a noraralgb life. Most insomnia related to HIV can be
characterized by the amount, quality, or timingleep. Insomnia may cause progressive fatigue
and diminished functioning. The patient may complafi difficulty initiating sleep, early-
morning awakening, mind-racing thoughts (e.g. ah'tturn off my thoughts."), difficulty
maintaining sleep, nonrestorative sleep (i.e.caigh the amount of sleep is adequate, the patient
does not feel rested upon awakening), or nighttiesdessness. Healthcare providers should ask
about the following: alcohol and recreational dusg, caffeine intake (quantity, times of day),
nightmares or life stressors, concurrent medicattbat may cause insomnia as an adverse effect
(e.q., efavirenz, corticosteroids, pseudoephedand,decongestants), medications (prescription
or over-the-counter) or supplements used to promieap, shift work, exercise, nighttime reflux
or heartburn, snoring, and periods of apnea (redthmg), collar size (if greater than 16 may be
associated with sleep apnea), and screen for dapnesnd anxiety. As a chronic disease, HIV+
women need to learn how to deal with long-termaisemanagement, especially where sleep
disturbances greatly affect the patient’s qualitlife. It is imperative for HIV+ patients to learn
and employ effective coping strategies such asmgacheditation, taking a walk, art therapy,
massage or Chinese herbs, to get a “good sleeptoamdintain quality of life. (HRSA,
Reference Note 19).

The clinical course of HIV infection has changedrdatically over time. This has been
due to evolving antiretroviral therapy (ART). WRT, virtually all AIDS-defining ilinesses

(ADIs) decreased in incidence: Pneumocystic Cara@rpes simplex, TB and other
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mycobacteria, recurrent bacterial pneumonia, brahemd esophageal candidiasis,
cytomegalovirus infection, neurological diseasesstimg syndrome, other opportunistic
infections, and malignancies such as Kaposi's saacd#otent combination antiretroviral therapy
(ART), typically consisting of three or more antiviral (ARV) drugs, has greatly improved
the health and survival rates of HIV-infected paiisein areas of the world with access to ARVS.
ARVs can be combined to construct a number of gé¥fecegimens for initial and subsequent
therapy. Although ART has its limitations, it saWegs and improves immune system function,
reduces the risk of many HIV-related and "non-Al@8mplications, and reduces the risk of
HIV transmission. Increasingly, several lines ofdewice point to the benefit of ART even for
patients with high CD4 counts. Although ART cami@w substantial health benefits, it has
significant limitations. ART does not cure HIV ickoon and it requires that multiple
medications be taken for life (or potentially foany decades). It may cause a variety of adverse
effects (some severe), is expensive, requires eldserence to be effective and to prevent the
emergence of resistance, and sometimes fails (bea#uhe patient's imperfect adherence or
other factors). The failure of an ARV regimen wlaatompanied by drug resistance usually
means that subsequent regimens are less likelyctesd. The primary goal of therapy is to
reduce HIV-related morbidity and mortality througifaximal and durable viral suppression; this
includes improving immune function and reducing Fe¥sociated inflammation. Among the
secondary goals are improving quality of life aaducing the risk of HIV transmission. (HRSA,
Reference Note 19)

No "average patient" exists. Some patients wilbdter during treatment and some will

do worse than clinical studies would predict. Healire providers must work with each patient
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to develop a treatment strategy that is both dihycsound and appropriate for that individual's
needs, priorities, and circumstances of daily life.

HIV disease staging and classification systemsatieal tools for tracking and
monitoring the HIV epidemic and for providing clenkns and patients with important
information about HIV disease stage and clinicahagement. Two major classification systems
currently are in use: the U.S. Centers for Dis€asetrol and Prevention (CDC) classification
system and the World Health Organization (WHO) icahStaging and Disease Classification
System. The CDC disease staging system assessas/trdy of HIV disease by CD4 cell
counts and by the presence of specific HIV-relat@uditions. The definition of AIDS includes
all HIV-infected individuals with CD4 counts of <@@ells/uL (or CD4 percentage <14%) as
well as those with certain HIV-related conditiomelaymptoms. Although the fine points of the
classification system rarely are used in the r@utimical management of HIV-infected patients,
a working knowledge of the staging criteria (intgarar, the definition of AIDS) is useful in
patient care. In addition, the CDC system is usetlinical and epidemiologic research. In
contrast to the CDC system, the WHO Clinical Stggind Disease Classification System can be
used readily in resource-constrained settings withacess to CD4 cell count measurements or
other diagnostic and laboratory testing methode. WHHO system classifies HIV disease on the
basis of clinical manifestations that can be recghand treated by clinicians in diverse
settings, including resource-constrained settiagd, by clinicians with varying levels of HIV

expertise and training.
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Symptoms, Symptom Etiology, and Self-Care Stratedor Women With HIV

One of the most inclusive lists of symptoms arlicae came from the San Francisco
AIDS Foundation; it was published in the Winter 2(ED05 issue of he Body Although dated,
the reference is excellent.
Anxiety: Causes--worry about HIV infection, anti-HIV mediceais, mental health issues
(including depression), substance use (stimulaB&lf:Care Strategies--relaxation exercises
(including meditation, tai chi), anti-anxiety medimns
Cough: Causes--infections (e.g., bacterial pneumoniayfoeystis carinii pneumonia [PCP],
tuberculosis [TB], viruses); Self-Care Strategieger-the-counter medications (acetaminophen,
cough remedies); drink fluids
DepressionCauses--brain chemical changes, fatigue, strasdlyfaistory of depression, past
or current substance use, history of trauma, Hlteel dementia or other organic brain
disorders; Self-Care Strategies: psychotherapyksling, antidepressant medications, St. John's
wort (over-the-counter) [Note: this can interacthmanti-HIV medications and should be avoided
unless approved by a clinician]; avoid isolation
Diarrhea: Causes--infections (protozoal, viral, bacteriahkj-#11V medications (protease
inhibitors); Self-Care Strategies: anti-diarrhealioations including over-the-counter agents
(acidophilus, Metamucil, Lomotil), acupuncture;nkiplenty of fluids and energy drinks (e.g.,
Gatorade); avoid alcohol, caffeine, fast food,drieods, dairy products (except yogurt); make
dietary changes in consultation with a health-gaowider
Dizziness:Causes--anemia, dehydration, anti-HIV medicati@®f-Care Strategies: if dizzy

upon waking, sit up slowly and remain sitting feweral minutes before standing up to walk;
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drink plenty of fluids; eat a healthy diet; conswlth a health-care provider about medications
and laboratory blood values (hematocrit/hemoglobin)

Fatigue: Causes--HIV disease progression, anti-HIV medicatianemia, depression, pain, low
testosterone, chronic viral hepatitis coinfectiBelf-Care Strategies: complementary therapies
(e.g., massage, reflexology, acupuncture); getgmsleep every night (8 hours); take frequent
rest breaks during the day; exercise in moderdgan, walking); eat plenty of fruits, vegetables,
and cereals; avoid alcohol, caffeine, substancehigle sugar and high carbohydrate foods;
consult with a health-care provider about medicetiand laboratory blood values
(hematocrit/hemoglobin)

Fever: Causes--HIV disease, progression of HIV diseadeHN medications, infection in any
of the body systems, coexisting health problemH:Gare Strategies--drink plenty of fluids
without caffeine or alcohol (8-10 glasses of wajigice, ginger ale daily); rest to avoid using up
energy; take acetaminophen as directed by a heatthprovider; take all anti-HIV drugs and
other medications as prescribed; take a full coafsmtibiotics if prescribed; check temperature
with a thermometer and call a health-care provildeigher than 101° F or if elevated for more
than 24 hours

Forgetfulness(may be related to early symptoms of delirium eméntia): Causes--HIV
disease, progression of HIV, anti-HIV medicatiomsin infection (e.g., toxoplasmosis),
depression, coexisting health problems; Self-Ctr@&ies: get enough sleep every night (8
hours); take frequent rest breaks during the dayidaalcohol and substance use; seek assistance
to develop a schedule of daily events; ask for amesreminders from family/friends; ask
family/friends/providers to organize anti-HIV medimns and use medication reminders; take

all anti-HIV medications but consult with a heatthre provider about any other medications
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Gynecological Symptom&£auses--HIV disease, infection (yeast, bacteriases), cervical
dysplasia or cancer; Self-Care Strategies: foraylutird-like vaginal discharge use prescription
or over-the-counter medications; to avoid vagiresdst infections eat yogurt and acidophilus
each day; wear cotton underwear and change daibyl aight clothes and nylon clothing; do not
use tampons; do not douche since this disturbgapmal flora; use condoms during sex
whether or not vaginal symptoms are present; fanamwith HIV, more careful monitoring to
avoid gynecological symptoms is recommended; ma@guent Pap smears may be necessary
Lipodystrophy/Body Fat Changedat loss in the extremities, abdominal fat acclation,
dorsocervical fat pad [buffalo hump], increasedatesize, lipomas [benign fat cell tumors],
increased prominence of veins): Causes--uncleaocegted with anti-HIV drugs, especially
certain Pls and NRTIs (e.g., d4T [stavudine, Zgré&lone or in combination; longer duration of
HIV infection; longer duration of anti-HIV drug usBelf-Care Strategies: exercise (especially
aerobic); avoid refined carbohydrates in foods lagnkrages; increase intake of healthy fats
(omega-3 and monounsaturated fats); increaseifitate to at least 25 grams daily and increase
soy consumption to reduce cholesterol; increasswoption of beans, fruits, vegetables, nuts,
whole grains, and rice

Nausea:Causes--anti-HIV medications, infections, coexgtiealth problems (e.g., diabetes,
alcoholism, chronic hepatitis, reflux esophagitgif-Care Strategies: medications, both over-
the-counter and prescription (e.g., prochlorpe®ametachlopramide); acupuncture; medical
marijuana or dronabinol (Marinol), in consultatiith a health-care provider; drink enough
fluids to avoid dehydration

Neuropathy:Causes: anti-HIV medications (especially d4T, dtidifnosine, Videx], ddC

[zalcitabine, Hivid]), HIV disease, coexisting hibgproblems (e.qg., diabetes, alcoholism, chronic
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viral hepatitis); Self-Care Strategies: massagepacture, reflexology, meditation, vitamins,
rest, ice (in consultation with a provider), credotsns for feet (both over-the-counter and
prescription), medications (gabapentin, lamotriginieyclic antidepressants, anti-seizure
medications such as phenytoin, carbamazepine,oathr

Night SweatsCauses--HIV disease, menopause (vasomotor sympltmhBashes); Self-Care
Strategies: avoid extreme temperatures; have ayehaficlothes and bed linens available; drink
plenty of fluids (8-10 glasses of water daily);eaRTC pain reliever after consulting with a
health-care provider

Oral Symptoms/Mouth SoresCauses--candidiasis (thrush), herpes simplex unfgstion,
progression of HIV disease; Self-Care Strategiasseft or liquid foods (e.g., mashed potatoes,
soup, yogurt, instant breakfast, Ensure, Susteaat)d salty, spicy, or acidic food and drinks
(e.g., orange juice, pineapple juice, grapefrudg) use a straw for beverages to minimize
liquids' contacting mouth sores

Pain: Causes--HIV disease, anti-HIV medications (abdotpaa, neuropathy), infections
(bacterial, viral, protozoal), coexisting healtloiplems (e.g., bowel problems, gynecological
problems may cause abdominal pain); Self-Care&fied: identify the source and location of
the pain if possible; if pain is mild, take OTC paeliever as directed; if the pain is acute in
onset, call a healthcare provider

Sexual Dysfunction:Causes--HIV disease and other chronic illnességui depression, body
image issues, coexisting health problems (e.g.egplogical problems, vaginal infections,
herpes simplex infection); Self-Care Strategies:pdenty of rest if decreased libido is due to
fatigue; psychotherapy/counseling may improve skfwnectioning and body image and limit

depression
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Shortness of BreathCauses--respiratory infections (e.g., bacteriabpmania, viral pneumonia,
TB), anemia, fatigue, anti-HIV medications, asthenaphysema; Self-Care Strategies--check for
fever; watch for respiratory secretions or prodeetough (coughing sputum); check breathing
rate and notify a health-care provider

Skin Conditions:Causes--HIV disease, anti-HIV medications, othedicaions (e.g.,
antibiotics), viral infections (e.g., herpes simgplkerpes zoster), bacterial infections (e.g.,
Staphylococcus aureus), yeast infections of skimd€u breasts or in groin), Kaposi's sarcoma
(KS), sun exposure; Self-Care Strategies--moniterskin condition as to size, changes in
appearance, drainage from lesions; evaluate wh#taeskin condition is accompanied by pain
or fever; avoid excess sun exposure; use sunsargedimected; report sudden onset of rash
Sleep DisturbancesCauses--HIV disease, anti-HIV medications, anxidgpression, reduced
estrogen level due to menopause, substance u$&€;&el Strategies--over-the-counter and
prescription medications; keep a sleep diary; dwakm milk before bed; avoid large meals
before bed; sleep in a darkened room without nbisessible; seek counseling/psychotherapy,
with a sleep specialist if possible

Swelling of Extremities:Causes--HIV disease, lymph system problems; Selé-Gaategies--
rest with legs elevated on pillows, avoid consitreesocks and shoes

Weight Loss:Causes--HIV infection, anti-HIV medications, deies, fatigue, infection (e.g.,
TB), coexisting health problems (e.g., diabetepakis); Self-Care Strategies--use a scale to
keep track of weight every week; eat high-protaigh-calorie foods; eat small, frequent meals
(6-8) each day; eat yogurt; drink liquid supplensesuch as Ensure, Sustacal, or instant
breakfast; take vitamin/mineral supplements in atiaion with a provider; have high-calorie

snacks available between meals; exercise may ire@ppetite (Nicholas, Reference Note 22)
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Caregivers who work with HIV/AIDS patients facendar issues to those of caregivers
who work with older patients. Most people nearéehd of life want to know that their time on
earth has been worthwhile. There are five importantversations for the dying person to have
to assure a peaceful death. These are “Thank §Bargive me,” “I forgive you,” “I love you,”
and “Goodbye.” Forgiveness and reconciliation @idtaal as well as personal issues.
Depending on the woman'’s belief system, accesgteeat, a pastor, a rabbi, or other spiritual
representative may be important during the lasttimohlife. At the time of death it is important
to be familiar with the woman’s customs. Friendd &amily present may want to hold hands or
stand in a circle around the bed. A prayer or soag be said or sung together. In many cultures,
the women attending their friend will want to wdkk body, perhaps apply oils, and to wrap the
body in appropriate garments. Staff should be awhtkese practices and allow the family as
much time as is needed to complete these rituatsay be necessary to wait for other friends or
family members to arrive to say their own goodbyesildren should not be kept from
participating and will understand the death wittineir own age-related knowledge base. One
role of the palliative care team is to assure tlaag¢ is given to those left behind, the bereaved. |
may prove helpful to the facility if the social vker or administrator maintain a library of books
in their offices which they can recommend to a dyiesident’s family members and friends.
Family and friends may need help with the grieyingcess during the weeks prior to and after a
resident’s death. Who better than the caregiverglp with this? If the staff has participated in
an in-service in which the subject matter of thelksohas been recapped or a “book review”
session has been offered with only a few stafisouss books which have been particularly
helpful in times of personal crisis, they wouldbdter equipped to have a meaningful

conversation with grieving family members and fden In the end, respect is a comfort for all.
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