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AIDS Update 1: Women in Danger
Part 1

Today, women account for more than one quarter of all new HIV/AIDS diagnoses.
The most recent statistics available from 2006 are from the CDC (Center for Disease
Control). The CDC reports that 26% of newly diagnosed HIV/AIDS cases were females and
74% were males during 2006. HIV is the 5th leading cause of death among all women
(black and white) aged 35-44 years old. It is the 4th leading cause of death for black women
aged 45-54 years old. The only disease causing more deaths of women is cancer and heart
disease. (2) CDC Surveillance Report May 2006
Women who are this young will seem out of place in nursing homes. We will explore the

reasons why this epidemic, which used to primarily affect gay men, is now affecting women.

Case Study

Sarah Ann was a woman who had been happily married for twenty-four years. She
met her husband in college, and they got married the day after he graduated from law
school. They raised two children, began planning for retirement, and then suddenly he left
her for a younger woman. She was devastated.
After the divorce, Sarah Ann began dating an old friend she reconnected with at her 30th
high school reunion. Eventually, they became lovers. Sarah Ann wasn't worried about

getting pregnant and didn't even think about using condoms. At age 53, when she had her



annual mammogram and gynecological checkup, she was shocked to discover that her blood
tested positive for HIV.

George, her lover, was as surprised as Sarah Ann was. He honestly had not known
he was infected with the HIV virus, but confessed to having "sown some wild oats" after his
divorce five years earlier. He had multiple partners, including men, during this time and
said he must have contracted the virus from one of them.

George and Sarah Ann no longer see each other, but both will spend the rest of their lives
worrying whether the HIV virus will develop into life threatening AIDS. At age 55, they
feel they have no hope for a romantic relationship and no future - they are involved in a

losing game, called "waiting for the beginning of the end." If Sarah Ann and George had

known that AIDS knows no age limit, they might not have become a statistic.

U.S. verses Worldwide

The numbers can be overwhelming so sometimes an overview can be quite helpful in
understanding this epidemic. The annual number of new HIV infections in the U.S. has
declined in the past three years. In the 1980's, there were more than 150,000 new cases a
year, in the 1990's the numbers were in the 45,000 - 49,000 range for new cases a year. In
the 2000's the numbers are in the lower 40,000 range of new cases per year. (1) pg. 850-
854

Worldwide, the number of women with HIV infections and AIDS has increased
steadily. By the end of 2006, according to the World Health Organization, 17.9 million

women were infected. Worldwide, more than 90% of all HIV infections have resulted from



heterosexual intercourse. Women are particularly vulnerable to heterosexual transmission of

HIV. (6) Fact sheet #32 006

What Are CD4 Cells?

Let's take a moment to discuss CD4 cells. CD4 cells are one of several types of
white blood cells that help the body determine what "foreign" material entering the body is
harmful. They attack and kill bacteria, viruses, fungi, parasites...any substance the body
recognizes as foreign and dangerous to its health. They are invaluable to a healthy immune
system. They are what keeps us from falling sick to every allergen, every tiny "bug" that
enters our body. So you can imagine why the HIV infected person's body is at such a
disadvantage when it tries to fight bacteria and viruses without them. It is fighting without
them because the HIV virus actually enters these CD4 cells and takes over their ability to
make cells and turns them into its own "virus factory." It forces the person's very own CD4
cells to make HIV virus. And because the virus factory is inside one of the body's own cells,
the other types of white blood cells do not recognize the CD4 cell which is infected and
occupied as "foreign." It does not know it needs to be destroyed. Therefore the HIV virus
can "hide" inside the CD4 cells for years, undetected and dormant. Or it can rapidly produce
more and more HIV virus until the immune system is overwhelmed and cannot fight any
longer since all CD4 cells are taken over by the invader. Billions of CD4 cells are used as a
factory each day and ultimately explode as trillions of HIV virus cells force themselves out
into the body. If this story was made into a Star Wars movie, it would convey the horror of
alien invaders overtaking a human body leaving it vulnerable to every other foreign invader

in the universe. (4 pg. 180-192) (5 pg. 16-80)



Biological Factors Causing Increased Risk for Women

The presence of CD4 cells below the lining of the vagina and other biological factors
place women at higher risk for acquiring HIV infection than men. When an HIV-infected
man ejaculates during intercourse, the semen he releases is rich in white blood cells. If he is
HIV infected, the semen contains both virus free semen and virus-infected lymphocytes and
macrophages. This semen encounters the broad surface of mucosal tissue in the vagina and
on the cervix. These tissues contain high numbers of CD4 lymphocytes, which can become

infected by HIV found in the semen.

There seems to be a connection between women and menopause. This relationship
is being studied more intently as it becomes apparent that older women are at a greater risk
for acquiring HIV. When women stop having periods and their estrogen and progesterone
levels decrease, they enter a transition period called menopause. During and after
menopause, some women experience vaginal dryness and thinning of the vaginal wall. This
means that menopausal and post-menopausal women are more likely to have small tears and

abrasions occur during sex, placing them at a greater risk for HIV.

Slight inflammation is a normal immune response to minor injuries but inflammation
attracts large numbers of white blood cells, including HIV-infected cells in a man's semen,

increasing the opportunity for infection.

Researchers are also trying to learn which regions of the female reproductive tract

are most susceptible to HIV infection. The surface lining of the vagina lacks the CD4 cells



so it is not believed that virus particles are capable of binding to the vaginal walls. This is
good news if no tiny tears or bruising occur during intercourse. However, immediately
below the epithelium, or the first layer of skin in the vagina is a large population of the CD4
receptors. The lymphocytes and macrophages (also known as white blood cells) are ripe for
initial infection if bruising or tearing occurs. The irony of all this is that these cells are the
body's first line of defense to fight infection. Yet, the HIV virus seeks out the very cells that
the immune system produces to fight infection. When semen penetrates the vaginal
epithelia, HIV-infected cells from a man's semen lead to the infection of the CD4
lymphocytes in the female. Since sexual intercourse causes vaginal inflammation in all
women and especially in the older woman, which in turn alerts the body to send more
immune cells (CD4's) to decrease the vagina's swelling, the risk of HIV infection is
increased even more. Add insult to injury with a yeast infection or an open sore from
another sexually transmitted disease and the lesions offer gaping entry points to the virus.
For all these reasons, women are at an increased risk for HIV. The main problem is they
don't know it.

(5 pg. 84-114)

Why Don't Women Realize They Are at Risk?

Why don't they know it? HIV and its risks are not talked about in women’s circles.
Women know less about HIV than any group, and they do not consider themselves at risk.
Older women think that once they can no longer become pregnant, that they do not need to
use any protection. Young women are embarrassed to ask their partners to use a condom, or

to ask about his sexual or drug history and decide to 'take the chance.” Older women who



are separated, divorced, or widowed and just starting to date are at risk because of their
exposure to new partners. In their first months and years of re-entering the dating scene,
they may become sexually active with more than one partner. Their male partners may have
had multiple sexual relationships, or they may have even experimented with drug use or
homosexual relationships in their younger years. Consequently, the man may be harboring
the HIV virus without even knowing it. Younger women's sexual freedom is part of their

lifestyle and they have sex more casually and with more partners.

If a man or woman experiences minor flu-like symptoms, they generally don't even
consider the possibility that they could be infected with the HIV virus. They think of the flu,
mononucleosis, or strep throat, and their doctor may not think to check for the HIV virus.
The over-50 adults may attribute their aches and pains, swollen lymph glands, lack of
energy, diarrhea, loss of appetite, frequent yeast infections, abdominal cramps, short term
memory loss, chronic cough, and headaches to "old age". When caused by AIDS, these are
called "retrovirus symptoms.” Fifty to ninety percent of the time, these symptoms occur
within a two to three week window after the initial exposure to the virus. (4) pg. 220-224
It is actually hard to recognize beginning HIV symptoms. Young or old adults that you may
see in your facility may have had the virus for years, but have no idea what is wrong with
them. By the time they are diagnosed, the disease may be in its advanced stages, and the

patients may still be adjusting to the shock that AIDS is going to be the way their life ends.

More older people are diagnosed with full-blown AIDS, rather than just HIV. HIV
diagnoses occur more frequently in younger persons, providing the opportunity for treatment

to begin. Most patients who are over 55 when they are diagnosed with AIDS die within a



year because their disease is in the advanced stages. They usually lose all social contact, are

an embarrassment to their family, and may be the residents you are most likely to see in

your facility.

Psychosocial Factors and the Role They Play

Psychosocial factors play a significant role in the course of HIV disease in women:

In all age groups, HIV and AIDS are still considered diseases of men or gay
men. This belief persists even in women who have contracted the disease
themselves. This belief delays the mental and emotional acceptance process
women have to go through in order to believe that they could actually have
the HIV virus and need to see a doctor. Since women are generally
diagnosed when they are in a later stage of the disease than men, the start of
antiretroviral therapies and the use of prophylaxis for opportunistic infections
are postponed. Opportunistic infections, which take advantage of an already
weakened immune system, invade the body on all fronts. Women are most
prone to urinary tract infections, yeast infections, and other STDs (sexually
transmitted diseases). Women are diagnosed and treated later because they
(and their doctors) have lower expectations for the possibility of an HIV
infection since their way of life typically presents none of the risk factors
associated with HIV infection.

Women have less access than men to routine and state-of-the-art HIV/AIDS
care. They are often less mobile than men and have less money to spend on
health care, which may interfere with a woman's ability to comply with

demanding treatment regimes. Gay men usually have strong support groups



and very well organized national organizations that help them navigate the
educational, language, cultural, and financial barriers. Women do not have
this network and support system yet. Resources are in short supply.

Older women tend to be the caregivers. They neglect their own healthcare to
take care of others. They may devote themselves to the care of an HIV-
infected son or the child of an infected daughter. They may end up taking
care of a bisexual husband who contracts HIV. They place their own
healthcare needs last in these family situations. More and more older women
care caring for the infected grand-children. As sons and daughters become
more at risk themselves for STDs with increased sexual activity, so do the
children they create out of these possible unions with an infected person.
Guess who ends up taking care of this child born with HIV virus? Sexual
intercourse is rarely a single occurrence between two members of a sexually
active couple. Each instance of unprotected sexual intercourse with an
infected female statistically increases the risk that an uninfected male will
acquire HIV. (6) pg. 43 and (4) pg. 216) Thus, in the end, the rate of female-
to-male HIV transmission becomes similar to the rate of male-to-female
transmission. This explains why the prevalence of HIV infection is similar in
both men and women in the developing world today. The fact that the older
woman's sons and daughters are more and more at risk for HIV if they are
participating in unprotected sex directly affects her as the primary babysitter
and caregiver for her grandchildren. She cares for the infected newborns and

may come in contract with the HIV virus herself in this way.



=  Women have less control over the means to practice low-risk sexual
behavior: There is nothing they can do to protect themselves without the
knowledge and consent of their male partner. Vaginal shields, sometimes
called vaginal condoms, are available but expensive (about $12 each), and the
partner has to cooperate in order to penetrate the woman while keeping it in
its proper position. If he refuses to have sex with the shield in place or to
wear a condom, she is unable to offer any other methods of protection. If her
partner insists or forces sex, she really is at his mercy.

= Although this does not generally apply to us in the United States, it inspires
sympathy to note that in many societies and cultures outside of the U.S.
women are generally unable to negotiate the frequency and nature of sexual
interactions. Sometimes they are not even able to choose who their partner
will be. When taking worldwide statistics into account, ninety percent of all
HIV-infected women throughout the world have acquired their infection
through heterosexual contact. Other important sources of HIV infection for
women living in developing countries include transfusions with untested or
poorly tested blood, non-sterile medical equipment used during childbirth;
and the reuse of non-sterile needles and syringes to inject medications. (4) pg.

40

Socioeconomic Issues

Nearly 1 in 4 African Americans and 1 in 5 Hispanics live in poverty. Problems

associated with poverty can lead directly or indirectly to increased HIV risk. It is easy to
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condemn behaviors leading to HIV infection until you realize these are the very people who
are too sick to work but who need money and health care more than most. Socioeconomic
problems associated with poverty include: limited access to high quality health care, the
exchange of sex for drugs, money or to meet other needs; and high levels of substance use.
A study among black women in North Carolina found that women with a diagnosis of HIV
infection were more likely to be unemployed, to have had more sex partners, to use
crack/cocaine; to exchange sex for money, shelter, or drugs or to receive public assistance.

(3) pg. 1-46

Substance Abuse

As hard as it may be to understand drug abuse and to picture sharing injection
equipment, it is easy to understand the despair many at risk women must feel. They are
faced with financial dependence on male partners who may be abusive; they probably feel
vulnerable at the hands of one who they need to be their protector but may introduce them to
their 'deathbed'; they may use alcohol to deaden any depression or psychological issues; they
may be desperately poor to the point of trading sex for food or shelter; they may be
homeless entirely. All these factors may lead to a welcome escape from the despair they
constantly live with. Using drugs is one way "out" even for a few hours. Also, both casual
and chronic users are more likely to engage in high risk behaviors, such as unprotected sex,

when they are under the influence of drugs or alcohol.

Current Research
To confront the growing problem of women's susceptibility to HIV infection, the

National Institute of Allergy and Infectious diseases (NIAID) has made women-focused
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research an important component of the Institute's AIDS research. NIAID is studying the
course of HIV/AIDS in women through clinical trials to investigate gender specific

differences in disease progression, complications, and treatment.

Topical Treatment

Scientists have developed and are testing a new combination of creams and gels
known as microbicides that women apply before intercourse to protect themselves against
HIV and other sexually transmitted organism. The chemicals in these creams can be used
intra-vaginally or intra-rectally to inactivate HIV and other bacteria, viruses, and fungi
which are transmitted through semen. The research goal is to find several combinations of
chemicals which are non-irritating, inexpensive, and unobtrusive so that women use them
freely. Physical barriers, or course, have been around a long time but women prefer not to
use them for oral sex or intercourse complaining they restrict enjoyment and are

cumbersome and therefore embarrassing to use. (2) CDC Surveillance Report May 2006

NIAID is one of the organizations conducting clinical research on HIV/AIDS. To
clinically evaluate safety of vaginal formulas of ‘microbial products,’ they are testing 23
combinations of topical microbicides. Because the virus is spread by attaching itself to very
specific cells found within the vaginal mucosa, these cells are a big part of the research. The
research found that when these cells were protected with a topical microbicide containing a
high enough concentration of microbials, the virus could not attach to them, thus preventing
transmission. These easy to use microbicides are a milestone in the worldwide fight against

HIV/AIDS. (3) pg. 40-47
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NIAID brings funding resources and expertise in topical microbicides discoveries.
Women's Interagency HIV Study (WIHS) supports these clinical trials with volunteers who
are willing to participate in studies. This organization works to investigate differences in
HIV progression, complications and treatment as it applies to women only. The
organization IPM (International Partnership for Microbicides) entered into an agreement
with NIAID to share information and expertise. IPM brings the ability to manufacture pilot

studies and clinical trials to the table.

Further studies are being conducted by all these organizations to determine the exact
gender differences which cause women to suffer more from recurrent vaginal yeast
infections, severe pelvic inflammatory disease (PID) and an increased risk of pre-cancerous
changes in the cervix, including increased risk of cervical cancer. WHIS recently increased
enrollment to evaluate outcomes of HAART drugs (antiretroviral therapy) which is the main
treatment for HIV at this time. This organization is also studying the effect of co-infections
which many women with HIV may have. Hepatitis C and the human papillomavirus are 2
viruses which affect many women with HIV. The effects of hormonal factors in women
with HIV (including menopause) the impact on aging and HIV, and effects in cognitive and

physical impairment are also being studied. (6)

NIAID, WIHS, IPM have websites with the latest information on research being
conducted. Other websites to check for the latest information on HIV and AIDS would be:

AIDSinfo which is sponsored by the NIH (National Institute of Health) office of AIDS

research. Their website is www.aidsinfo.nih.gov. The National Library of Medicine, the
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CDC (Center of Disease Control), Health Resources and Service administration, and Centers
of Medicare and Medicaid Services all have new and up to date information.

NIAID is a component of the National Institute of Health. NIAID supports basic and
applied research to prevent, diagnose, and treat infectious diseases such as HIV/AIDS and
other sexually transmitted infections, influenza, tuberculosis, malaria, and illness from
potential agents of bioterrorism. NIAID also supports research on basic immunology,
transplantation and immune related disorders, including autoimmune diseases, asthma and
allergies. Their website is www.niaid.nih.gov.

The National Institute of Health - the National Medical Research Agency-includes 27
Institutes and Centers and is a component of the U.S. Department of Health and Human
Services. It is the primary federal agency for conducting and supporting basic clinical and
translational medical research, and it investigates the causes, treatments and cures for both

common and rare diseases. Their website is: www.nih.gov.

The websites for the following organizations are available with up to date
information. Please log onto each of these and read the latest statistics. Pay special
attention to what is happening in your state. Review any new information and research for

treatment.

1. CDC (Center for Disease Control) www.cdc.gov

2. NIH (National Institute of Health/AIDS Research) www.aidsinfo.nih.gov
www.cdc.gov
3. NIH (National Institute of Health) www.nih.gov

4. NIAID (National Institute of Health Office of AIDS Research)
www.oar.nih.gov

5. IPM (International Partnership for Microbicides) www.nichd.nih.gov
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6. WIHS (Women's Interagency HIV Study) www.ipm-microbicides.org

You will need to take the time to review current statistics and findings before
taking the test. This will take about 15 minutes per site.
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Categories of Illness Affecting HIV/AIDS Patients

Symptoms Bacteria/Fungus causing
symptoms
Generally Present
Fever, weight loss, fatigue, malaise Pneumocystis carinii
Cytomegalovirus

Epstein-Barr virus
Mycobacterium avium
intracellulare

Candida albicans

Diffuse Pneumonia

Dyspnea, chest pain, hypoxemia, abnormal Pneumocystis carinii

chest x-ray Cytomegalovirus
Mycobacterium tuberculosis
Mycobacterium avium
intracellular
Candida albicans
Cryptococcus neoformans
Toxoplasma gondii

Gastrointestinal Involvement
Esophagitis (sore throat, dysphagia) Candida albicans
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Herpes simplex
Cytomegalovirus (suspected)

Enteritis (diarrhea, abdominal pain, Giardis lamblia

weight lost) Entamoeba histolytica
Isospora belli
Cryptosporidium

Strongyloides stercoralis

Mycobacterium avium

intracellulare
Proctocolitis* (diarrhea, abdominal pain, Entamoeba histolytica
rectal pain) Campylobacter

Shigella

Salmonella

Chlamydia trachomatis

Cytomegalovirus
Proctitis* (pain during defecation, diarrhea, Neisseria gonorrhea
itching, perianal ulcerations) Herpes simplex

Chlamydia trachomatis

Treponema pallidum

Neurological Involvement

Meningitis, encephalitis, headaches, Cytomegatovirus

seizures, dementia Herpes simplex
Toxoplasma gondii
Cryptococcus neoformans
Papovavirus
Mycobacterium tuberculosis

Retinitis (diminished vision) Cytomegalovirus
Toxoplasma gondii
Candida albicans

General
Weight loss or fatigue AIDS-related wasting syndrome
Fever or night sweats TB, MAI, lymphoma
Dermatological
Skin discoloration, rash, or eruption Seborrheic dermatitis, Kaposi’s,
Sarcoma, herpes zoster or
simplex,
Molliscum contagiosum,
psoriasis,

cosmophilic postular, folliculitis

16



Race/Ethnicity Cases Rate

(cases per 100,000

population)
White, not Hispanic 1,747 2.0
Black, not Hispanic 7.093 45.5
Hispanic 1,714 11.2
Asian/Pacific Islander 92 1.6
American Indian/
Alaska Native 45 4.4
Total* 10,774 86

Note: Data have been adjusted for reporting delays.
*Includes 83 female adults and adolescents of unknown race or multiple races.
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Revised June 2008

Sex with injection drug user 12%
Injection drug use 27%
Sex with men of other or unspecified risk factor* 59%
High-risk heterosexual contact* 71%
Other/not identifiedt 2%

Note: Data have been adjusted for reporting delays and cases without
risk factor information were proportionally redistributed.
*Heterosexual contact with a person known to have, or to be at high risk
for, HIV infection.

tIncludes hemophilia, blood transfusion, perinatal exposure, and risk
factor not reported or not identified.
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Age at diagnosis (in

years)
Transmission category 13-19 20-24 25-34 35-44 >45
% % % % %
Injection drug use 14 14 17 21 21
High-risk heterosexual
Contact* 85 85 81 78 77
Other/not identifiedt 1 1 1 1 2

Note: Data include persons with a diagnosis of HIV infection regardless
of AODS status at diagnosis. Data from 33 states with confidential
names-based HIV infection reporting since at least 2001. Data have
been adjusted for reporting delays and cases without risk factor
information were proportionally redistributed.

*Heterosexual contact with a person known to have, or to be at high risk
for HIV infection.

tIncludes hemophilia, blood transfusion, perinatal exposure, and risk
factor not reported or not identified.

Revised June 2008
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Race/Ethnicity Cases Rate

(cases per 1000,000

population)

White, not Hispanic 1,682 3.0
Black, not Hispanic 6,389 60.2
Hispanic 1,405 15.8
Asian/Pacific Islander 89 3.8
American Indian/

Alaska Native 57 7-5
Total* 9,77 12.2

Note: Data include persons with a diagnosis of HIV infection regardless
of AIDS status at diagnosis. Data from 33 stats with confidential name-
based HIV infection reporting since at least 2001. Data have been
adjusted for reporting delays.

*Includes 87 female adults and adolescents of unknown race or multiple
races.

Revised June 2008
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ATTRIBUTED TO INJECTION DRUG USE OR HIGH-RISK
HETEROSEXUAL CONTACT, BY REGION,

Region Injection drug use High-risk heterosexual
contact*

Northeast 6,189 10,872

Midwest 1,397 3,258

South 5,986 19,188

West 1,310 2,846

Injection drug use N=14,882

High-risk heterosexual contact* N=36,164

Note: Data have been adjusted for reporting delays and cases without
risk factor information were proportionally redistributed.
*Heterosexual contact with a person known to have, or to be at high risk
for, HIV infection.

Revised June 2008
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REPORTED AIDS CASES AMONG FEMALE ADULTS AND
ADOLESCENTS, BY REGION AND RACE/ETHNICITY

Region No. of cases Race/Ethnicity

Northeast 3,235 * White, not Hispanic
Black, not Hispanic
Hispanic

Midwest 1,084* White, not Hispanic
Black, not Hispanic
Hispanic

South 5,378% White, not Hispanic
Black, not Hispanic
Hispanic

West 88~7* White, not Hispanic

Black, not Hispanic
Hispanic

419
1,923
821

255
723
88

827

4,005
482

284
287
251

*Region totals include females of unknown race or multiple races.
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FEMALE ADULTS AND ADOLESCENTS 15 TO 44 YEARS OF
AGE REPORTED TO BE LIVING WITH HIV INFECTION
(NOT AIDS)

N=47,986*

STATE

NEVADA
ARIZONA

UTAH

IDAHO
WYOMING
COLORADO
NEW MEXICO
NORTH DAKOTA
SOUTH DAKOTA
NEBRASKA
KANSAS
OKLAHOMA
TEXAS
MINNESOTA
IOWA
MISSOURI
ARKANSAS
LOUISIANA

MISSISSIPPI

23

NUMBER
363
528
104
45

24
391
88

14

47
125
169
270
4,315
501
98
660
474
1,940

1,114



WISCONSIN
MICHIGAN
INDIANA

OHIO

KENTUCKY
TENNESSEE
ALABAMA
GEORGIA

SOUTH CAROLINA
NORTH CAROLINA
FLORIDA
VIRGINIA

WEST VIRGINIA
PENNSYLVANIA
NEW YORK

NEW HAMPSHIRE
CONNECTICUT
NEW JERSEY
ALASKA
AMERICAN SAMOA
GUAM

NORTHERN MARIANA ISLANDS
PUERTO RICO

VIRGIN ISLANDS, U.S.

24

346
965
549
1,247
161
1,410
1,246
1,404
1,520
2,688
8,293
1,795
142
1,338
7,990
78
462
3,386

43

1,079

83



If you did not find the information you were looking for in Part I of this
course, we hope you find more care-giving information in Part II.
If you would like more in-depth information on HIV, the following may
help:
e Living with HIV: Experiment in Courage by Mary Elizabeth
O’Brien (Case Studies: Help for Professional Caregivers)
e AIDS Memoir: Journal of an HIV Positive Mother by Catherine
Morley (Offers additional statistics and resources)
e The Epidemic Streets: Infections disease and the Rise of

Preventative Medicine by Anne Hardy (A medical perspective)

Part 11
Older Women and HIV/AIDS

American population is aging, and a number of older adults infected with HIV and
living with AIDS is on the rise. The majority of AIDS cases resulted from sexual
transmission and occurs in those aged 50 and older. More than 1/3 of cases affected are
women aged 60 and older at diagnosis. This suggests that their infections occurred in the
postmenopausal years. Many studies excluded older women based on the assumptions that
they do not engage in sexual activity or high-risk sexual activity (Henderson et al., 2004).

National Census Data (2000) indicated that 8% of women between the ages of 40-75
had at least one risk factor for HIV infection. This means that there are more than 4.3
million American women at risk. In general, older adults are less knowledgeable than
younger individuals about HIV transmission and prevention. A study by Henderson et al.,
(2004) showed that women aged 50 and older had knowledge deficits in regard to sexual

transmission and prevention of HIV. For example, only 13% of the women knew that
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condoms were very effective in preventing transmission of HIV. Knowledge deficit in this
area may lead to less frequent use. The same study showed that the older women
overestimated the risk of kissing and oral sex. When comparing knowledge of HIV/AIDS by
race, older African Americans and Latinos score lower than older Caucasians on this issue.
Television and newspaper were cited as more frequent sources of HIV information for
American adults aged 50 and older. However, older African Americans are more likely to
use religious groups and the church as their sources of HIV information. Therefore, it is very
important that healthcare providers working with older female patients inquire about risk
factors and spend the time to teach basic facts about HIV transmission and prevention.

The first case of AIDS in a U.S. woman was reported in 1981, and the first
description of clinical and epidemiologic characteristics of women with AIDS appeared in
1982. Today, women account for more than one quarter of all new HIV/AIDS diagnoses.
Women of color are especially affected by HIV/AIDS. Mortality rates clearly demonstrate
the increasing impact of AIDS on women. In 2004, HIV infection was the fifth leading
cause of death among all women aged 35-44 years and the sixth leading cause of death
among all women aged 25-34 years. The only diseases causing more deaths of women were
cancer and heart disease. According to HIV/AIDS statistics, of the 126,964 women living
with HIV/AIDS:

-64% were African-American,

-19% were Caucasian,

-15% were Hispanic

-less than 1% Asians, and

-less than 1% was American Indians and Alaska Natives. (CDC, August 2008)
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This data also indicates that women were less likely than men to receive
prescriptions for the most effective treatments for HIV infection. Some women may be
unaware of their male partner’s risk for HIV infection (e.g., unprotected sex with multiple
partners and injection drug use). Some women may not insist on condom use because they
fear that their partners will physically abuse them or leave them. A woman is approximately
twice as likely as a man to contract HIV infection during vaginal intercourse (CDC, August
2008). Because the time from HIV infection to the development of AIDS can extend for 10
years or longer, reported AIDS cases do not provide a complete picture of the extent of the
epidemic. Women are more affected by heterosexually acquired HIV than are men; 67% of
cases are in women. There are two possible explanations for these higher rates: 1) the
greater efficiency of transmission from a man to a woman than from woman to a man and 2)
the greater number of men infected with HIV and greater probability that a woman will
encounter an infected partner (O’Leary & Jemmott, 1996). Many studies have demonstrated
that asymptomatic HIV infection among women is poorly detected. Providers are often
reluctant to ask sensitive questions about sexual and drug use behaviors. In addition, women
are frequently unwilling to disclose this to providers whom they do not know (O’Leary &
Jemmott, 1996).

The three symptoms that occur throughout the course of HIV disease are fatigue,
pain, and difficulty with sleep (van Servellen, 1998). These are often overlooked by
providers. Dame Cicely Saunders, the founder of modern-day hospice, introduced the term
“total pain” (Saunders, 1966) which is a model for how to approach all symptoms. She
recognized that each complaint has a physical, emotional, and even spiritual component. If

pain, or another symptom, is difficult to relieve with usual measures, it may be that the
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woman has assigned special meaning to the symptom. She may be afraid her disease is
getting worse or that “it is God’s punishment.” Both of these beliefs can exacerbate any
symptom. Particularly when a symptom seems difficult to control, it is useful to ask the
patient: “What does the pain (or nausea or shortness of breath) mean to you?” or “Why do
you think you have this symptom?” (HRSA, 2009)

Fatigue— is the most frequent complaint of persons with HIV disease. Women with

fatigue have complained of decreased stamina at work, lowered quality of work, and

frequent absenteeism. Anemia, depression, hypothyroidism, adrenal or testosterone
insufficiency (even in women), occult infection (e.g., Mycobacterium avium
complex [MAC]), end-stage renal, pulmonary, or cardiac disease, malnutrition, lack
of exercise, and disease progression itself all cause fatigue. In HIV disease, it is often

a combination of these factors.

Pain—pain in women with HIV disease is “prevalent, often severe, and highly
distressing.” “Pain experience embodies more than physical pain.” For this reason,
understanding and controlling pain in women with HIV disease can be quite difficult. In
HIV disease, pain can be caused by the disease itself, by therapies used to treat the disease,
or by unrelated problems. The most frequent types of pain are abdominal pain and peripheral
neuropathy or those caused by infections such as oral, esophageal, or genital/perineal herpes
or fungus. Up to 80% of persons with HIV disease having pain will experience more than
one pain simultaneously. Mnemonic for assessment of pain is shown in Table 1 (HRSA,
2009).

Table 1: Mnemonic for Assessment of Pain

A — Ask about pain regularly; Access systematically
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B — Believe the patient and family
C — Choose treatment options appropriate to patient and setting
D — Deliver medications on an “around-the-clock” basis with adequate “breakthrough” doses

E — Evaluate results frequently; Empower patients and families to control

Sleep Disturbance/insomnia—Insomnia and excessive daytime sleepiness are
primary complaints in persons with HIV disease regardless of stage. About two
thirds of patients with AIDS have difficulty falling asleep without correlation with
CD4 count. Insomnia includes difficulty falling asleep, difficulty staying asleep, and
early morning awakening (HRSA, 2009). As a chronic disease, HIV-positive
women need to learn how to deal with long-term disease management. Sleep
disturbances greatly affect the quality of life of HIV patients. This can be due to the
disease itself or to the side effects of medication. Having HIV increases the patient’s
level of distress because they have to follow strict regiments of self-care, medication
schedules, and medical appointments. A good sleep usually results from a busy day
and physical activity. Poor sleep is often attributed to stress, daily problems, and
worries of the patient’s mortality. It is imperative for HIV-positive patients to learn
and employ effective coping strategies such as reading, meditation, taking a walk, art
therapy, massage or Chinese herbs, to get a “good sleep” and to maintain quality of
life. (Portillo et al. 2003).
The clinical course of HIV infection has changed dramatically. This has been due to
evolving of antiretroviral therapy. Virtually all AIDS-defining illnesses (ADIs) decreased in

incidence; for example: Pneumocystic Carinii, herpes simplex, TB and other mycobacteria,
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recurrent bacterial pneumonia, bronchial and esophageal candidiasis, cytomegalovirus
infection, neurological diseases, wasting syndrome, other opportunistic infections, and
malignancies such as Kaposi’s sarcoma. However, data on incidence and trends of ADIs in
women during the evolution of HIV therapeutics are sparse. Manhattan et al. (2004)
conducted a 12-year period prospective study to profile trends of clinical ADIs among over
2200 HIV-infected women. They observed a dramatic change and shift from using
antiretroviral therapy (ART) to using highly active antiretroviral therapy (HAART) resulting
in significant decline in incidences of recurrent bacterial pneumonia and TB. On the other
hand, esophageal and bronchial candidiasis relatively increased in the HARRT period. This
could be due to use of prophylactic antibiotics against P. carinii and mycobacterial
infections which may suppress the growth of normal bacterial flora. The location and
severity of mucosal candidiasis in women appear to be correlated with degrees of
immunosuppression. Among women with early HIV infection, recurrent or chronic vaginal
candidiasis occurs. Moderate immunosuppression in women is associated with oral
candidiasis and marked immunosuppression is associated with esophageal candidiasis.

One surprising finding in this study was the relatively high frequency of herpes
simplex virus (HSV) disease (26%). Manhattan and his co-researchers observed a 20%
increase in enrollees who identified heterosexual contact as the primary source for acquiring
HIV. Since unprotected sexual activity may be more common among females than males,
this may be resulting in higher acquisition and prevalence of HSV infection in HIV-infected
women. Due to a high prevalence of invasive cervical carcinoma among HIV-seropositive

women, the 1993 revised definition of AIDS includes this specific condition (CDC, 1992).
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A significant increase in frequency of neurological diseases as the initial ADIs was
not observed in this study and the majority of AIDS-related neurological diseases were due
to toxoplasma encephalitis (90%). Several studies have suggested that HAART has lesser
impact on AIDS-related illnesses of the central nervous system (CNS) because of poor CNS
penetration. However, as patients with HIV are surviving longer, these conditions may be
increasing which warrant close monitoring.

HIV is an illness that requires ongoing and routine management and evaluation.
Women with HIV must be alert about cues to their health. Nicholas (the body, winter
2004/2005) provides the list of symptoms, their etiology, and self-care strategies for women

with HIV (Table 2):

Symptoms, Symptom Etiology, and Self-Care Strategies for
Women With HIV

Anxiety

Causes: worry about HIV infection, anti-HIV medications, mental health issues
(including depression), substance use (stimulants)

Self-Care Strategies: relaxation exercises (including meditation, tai chi), anti-anxiety
medications

Cough

Causes: infections (e.g., bacterial pneumonia, Pneumocystis carinii pneumonia [PCP],
tuberculosis [TB], viruses)

Self-Care Strategies: over-the-counter medications (acetaminophen, cough
remedies); drink fluids

Depression

Causes: brain chemical changes, fatigue, stress, family history of depression, past or
current substance use, history of trauma, HIV-related dementia or other organic brain
disorders

Self-Care Strategies: psychotherapy/counseling, antidepressant medications, St.
John’s wort (over-the-counter) [Note: this can interact with anti-HIV medications and
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should be avoided unless approved by a clinician]; avoid isolation

Diarrhea

Causes: infections (protozoal, viral, bacterial), anti-HIV medications (protease
inhibitors)

Self-Care Strategies: anti-diarrhea medications including over-the-counter agents
(acidophilus, Metamucil, Lomotil), acupuncture; drink plenty of fluids and energy drinks
(e.g., Gatorade); avoid alcohol, caffeine, fast food, fried foods, dairy products (except
yogurt); make dietary changes in consultation with a health-care provider

Dizziness
Causes: anemia, dehydration, anti-HIV medications

Self-Care Strategies: if dizzy upon waking, sit up slowly and remain sitting for several
minutes before standing up to walk; drink plenty of fluids; eat a healthy diet; consult
with a health-care provider about medications and laboratory blood values
(hematocrit/hemoglobin)

Fatigue

Causes: HIV disease progression, anti-HIV medications, anemia, depression, pain, low
testosterone, chronic viral hepatitis coinfection

Self-Care Strategies: complementary therapies (e.g., massage, reflexology,
acupuncture); get enough sleep every night (8 hours); take frequent rest breaks during
the day; exercise in moderation (e.g., walking); eat plenty of fruits, vegetables, and
cereals; avoid alcohol, caffeine, substance use, high sugar and high carbohydrate
foods; consult with a health-care provider about medications and laboratory blood
values (hematocrit/hemoglobin)

Fever

Causes: HIV disease, progression of HIV disease, anti-HIV medications, infection in any
of the body systems, coexisting health problems

Self-Care Strategies: drink plenty of fluids without caffeine or alcohol (8-10 glasses of
water, juice, ginger ale daily); rest to avoid using up energy; take acetaminophen as
directed by a health-care provider; take all anti-HIV drugs and other medications as

prescribed; take a full course of antibiotics if prescribed; check temperature with a
thermometer and call a health-care provider if higher than 101° F or if elevated for
more than 24 hours

Forgetfulness
(may be related to early symptoms of delirium or dementia)

Causes: HIV disease, progression of HIV, anti-HIV medications, brain infection (e.g.,
toxoplasmosis), depression, coexisting health problems

Self-Care Strategies: get enough sleep every night (8 hours); take frequent rest
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breaks during the day; avoid alcohol and substance use; seek assistance to develop a
schedule of daily events; ask for cues and reminders from family/friends; ask
family/friends/providers to organize anti-HIV medications and use medication

reminders; take all anti-HIV medications but consult with a health-care provider about

any other medications

Gynecological Symptoms
Causes: HIV disease, infection (yeast, bacteria, viruses), cervical dysplasia or cancer

Self-Care Strategies: for white, curd-like vaginal discharge use prescription or over-
the-counter medications; to avoid vaginal yeast infections eat yogurt and acidophilus
each day; wear cotton underwear and change daily; avoid tight clothes and nylon
clothing; do not use tampons; do not douche since this disturbs the vaginal flora; use
condoms during sex whether or not vaginal symptoms are present; for women with
HIV, more careful monitoring to avoid gynecological symptoms is recommended; more
frequent Pap smears may be necessary

Lipodystrophy/Body Fat Changes

(fat loss in the extremities, abdominal fat accumulation, dorsocervical fat pad [buffalo
hump], increased breast size, lipomas [benign fat cell tumors], increased prominence of
veins)

Causes: unclear; associated with anti-HIV drugs, especially certain PIs and NRTIs (e.g.,
d4T [stavudine, Zerit]), alone or in combination; longer duration of HIV infection;
longer duration of anti-HIV drug use

Self-Care Strategies: exercise (especially aerobic); avoid refined carbohydrates in
foods and beverages; increase intake of healthy fats (omega-3 and monounsaturated
fats); increase fiber intake to at least 25 grams daily and increase soy consumption to

reduce cholesterol; increase consumption of beans, fruits, vegetables, nuts, whole
grains, and rice

Nausea

Causes: anti-HIV medications, infections, coexisting health problems (e.g., diabetes,
alcoholism, chronic hepatitis, reflux esophagitis)

Self-Care Strategies: medications, both over-the-counter and prescription (e.g.,
prochlorperazine, metachlopramide); acupuncture; medical marijuana or dronabinol
(Marinol), in consultation with a health-care provider; drink enough fluids to avoid
dehydration

Neuropathy

Causes: anti-HIV medications (especially d4T, ddI [didanosine, Videx], ddC
[zalcitabine, Hivid]), HIV disease, coexisting health problems (e.g., diabetes,
alcoholism, chronic viral hepatitis)

Self-Care Strategies: massage, acupuncture, reflexology, meditation, vitamins, rest,
ice (in consultation with a provider), creams/Ilotions for feet (both over-the-counter and
prescription), medications (gabapentin, lamotrigine, tricyclic antidepressants, anti-
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seizure medications such as phenytoin, carbamazepine, valproate)

Night Sweats
Causes: HIV disease, menopause (vasomotor symptoms, hot flashes)

Self-Care Strategies: avoid extreme temperatures; have a change of clothes and bed
linens available; drink plenty of fluids (8-10 glasses of water daily); take OTC pain
reliever after consulting with a health-care provider

Oral Symptoms/Mouth Sores
Causes: candidiasis (thrush), herpes simplex virus infection, progression of HIV disease

Self-Care Strategies: eat soft or liquid foods (e.g., mashed potatoes, soup, yogurt,

instant breakfast, Ensure, Sustecal); avoid salty, spicy, or acidic food and drinks (e.g.,

orange juice, pineapple juice, grapefruit juice); use a straw for beverages to minimize
liquids’ contacting mouth sores

Pain

Causes: HIV disease, anti-HIV medications (abdominal pain, neuropathy), infections
(bacterial, viral, protozoal), coexisting health problems (e.g., bowel problems,
gynecological problems may cause abdominal pain)

Self-Care Strategies: identify the source and location of the pain if possible; if pain is
mild, take OTC pain reliever as directed; if the pain is acute in onset, call a healthcare
provider

Sexual Dysfunction

Causes: HIV disease and other chronic illnesses, fatigue, depression, body image
issues, coexisting health problems (e.g., gynecological problems, vaginal infections,
herpes simplex infection)

Self-Care Strategies: get plenty of rest if decreased libido is due to fatigue;
psychotherapy/counseling may improve sexual functioning and body image and limit
depression

Shortness of Breath

Causes: respiratory infections (e.g., bacterial pneumonia, viral pneumonia, TB),
anemia, fatigue, anti-HIV medications, asthma/emphysema

Self-Care Strategies: check for fever; watch for respiratory secretions or productive
cough (coughing sputum); check breathing rate and notify a health-care provider

Skin Conditions

Causes: HIV disease, anti-HIV medications, other medications (e.g., antibiotics), viral
infections (e.g., herpes simplex, herpes zoster), bacterial infections (e.g.,
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Staphylococcus aureus), yeast infections of skin (under breasts or in groin), Kaposi’s
sarcoma (KS); sun exposure

Self-Care Strategies: monitor the skin condition as to size, changes in appearance,

drainage from lesions; evaluate whether the skin condition is accompanied by pain or

fever; avoid excess sun exposure; use sunscreen as directed; report sudden onset of
rash

Sleep Disturbances

Causes: HIV disease, anti-HIV medications, anxiety, depression, reduced estrogen
level due to menopause, substance use

Self-Care Strategies: over-the-counter and prescription medications; keep a sleep
diary; drink warm milk before bed; avoid large meals before bed; sleep in a darkened
room without noise if possible; seek counseling/psychotherapy, with a sleep specialist if
possible

Swelling of Extremities

Causes: HIV disease, lymph system problems

Self-Care Strategies: rest with legs elevated on pillows, avoid constrictive socks and
shoes

Weight Loss

Causes: HIV infection, anti-HIV medications, depression, fatigue, infection (e.g., TB),
coexisting health problems (e.g., diabetes, hepatitis)

Self-Care Strategies: use a scale to keep track of weight every week; eat high-
protein, high-calorie foods; eat small, frequent meals (6-8) each day; eat yogurt; drink
liquid supplements such as Ensure, Sustacal, or instant breakfast; take vitamin/mineral

supplements in consultation with a provider; have high-calorie snacks available
between meals; exercise may improve appetite

Table 2

Overall, all HIV-infected women must have access to affordable and accessible

healthcare services specializing in clinical care of these populations. They should have

periodic history and physical exams, laboratory tests to identify associated conditions such

as fungal skin infection, periodontal disease, oral candidiasis, unexplained weight loss,

neurologic disease, anemia, as well as CD4+ cell counts to assess disease progression. The

following general preventive health care measures are recommended by O’Leary and

Jemmott (1996):
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-Assistance with changing behaviors such as illicit drug use

-Vaccination against infections such as pneumococcal pneumonia and influenza

-Vaccination against hepatitis B

-Documentation of previous vaccination, for example against rubella and varicella

-Screening by history and skin testing for exposure to tuberculosis

-Regular gynecologic exams, breast exam, screening tests for STD, and regular Pap

smears for early diagnosis and determining the need for appropriate therapy

Phases of HIV Treatment

HIV is a progressive illness however its progression is not linear. It may take 10-15
years for a patient to become symptomatic and goes through different phases of the illness.
This also depends on the patient access to health care, support, and person’s will to live.
Therapists working with HIV patients have commented that “HIV accelerates adult
development.” Therefore, these patients are motivated to make the most of the time they
have left and try to deal more effectively with issues affecting the older age such as health
care, power of attorney, living wills, incontinence and inability to see. Thus, working with
end-stage AIDS patients, in many ways, is similar to working with geriatric patients.
O’Leary & Jemmott (1996) described the treatment goals over the course of HIV:

-Getting tested—for many individuals, this is the first step in confronting their

denial. This is the most shocking state for the patient and may bring about the

thoughts and actions of suicide.

-Early intervention—this is the time to begin the task of empowering the individual

and bring them to a different level of involvement and taking responsibility and

ownership for their own health.
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-Behavior changes—HIV-positive woman must be made aware of safe sex and safe

behavior. These may include not emptying cat litter boxes (could pass

toxoplasmosis), not sharing needles, razors, or toothbrushes, and the use of condoms

is imperative.

-Middle stages of HIV—during this time, the patient will more than likely develop

symptoms. Therefore, they need help with adjusting to the loss of control, disability,

and impairment and their support network needs to be reevaluated.

-Later stages of the illness—this when the patient’s immune system weakens and she

is living with multiple chronic illnesses. The loss of self-esteem and feelings of

hopelessness may ensue. Depression and anticipatory grief increase during this time.

Some patient may decide to end treatment and all medications. It is very important to

facilitate their death the most comforting and helpful to the patient and the family.

Suicidal Ideation

Individuals living with HIV are at an increased risk for suicidality. In the United
States, women are three times more than men to attempt suicide. Roy’s study (2003)
demonstrated that within HIV-positive samples, women are more likely than men to attempt
suicide. Suicidality includes successful suicide, suicidal ideation, and attempted suicide
(Cooperman & Simoni, 2005). Only a few studies have focused specifically on HIV-positive
women. Although men are more likely than women to commit suicide, national survey
shows that women are at a significantly higher risk for attempting suicide (Kessler et al.,
1999).

Studies have demonstrated that suicide attempts and ideation among people with

HIV occur most often in those who have a previous psychiatric history. In addition, other
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factors such as substance use, physical and sexual abuse, unemployment, financial
difficulties, and social isolation have been shown to predict suicidality ( Brady et al., 2002;
Cooperman & Simoni, 2003). Research had reported that suicidality varies in relation to the
stage of disease and HIV-positive individuals are especially vulnerable during the first 3
months after diagnosis (Bellini and Bruschi, 1996, cited in Copperman & Simoni, 2004).
Some HIV-positive individuals may develop adaptive coping strategies over time. Research
has shown high levels of spiritual coping among HIV-positive women (Simoni et al., 2002).
Among married women, those with children had fewer risk factors for suicide than those
without.

Cooperman and Simoni’s study (2004) indicated that 26% of the women in the
sample made a suicide attempt since their HIV diagnosis; 50% attempted suicide after
diagnosis more than one time; 42% first attempted suicide within the first month after
diagnosis, with 27% attempting within the first week. The majority of the women in this
sample were African American and Hispanic. Based on the risk factors discussed earlier, the
authors have suggested that HIV-positive women who are experiencing psychiatric
symptoms, have a history of physical or sexual abuse, are working, or have children
specifically need to be targeted for early prevention and intervention measures.

In most developed countries, suicide is ranked among the top 10 causes of mortality.
Several psychological variables have been identified as predictors of higher levels of
suicidal ideation in HIV-positive seropositive individuals:

-current stressors, such as having a partner with AIDS or AIDS-related complex

(ARC), and bereavement,

-poor adaptive functioning,
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-hopelessness,

-higher neuroticism, and

-lower social support. (Komiti et al., 2001)

Suicidality can also be exacerbated by HIV dementia. HIV dementia is associated
with labile mood, behavioral disinhibition, impaired judgment, and impulsivity. In addition
to general risk factors such as high rates of psychiatric morbidity and substance abuse,
individuals with HIV also face disease specific stressors. Psychosocial stressors specific to
HIV/AIDS include: multiple bereavements due to loss of friends or partner to AIDS, and the
stigma associated with the illness (Komiti et al., 2001).

Self-efficacy and HIV Viral Load

The least studied populations in the US which have sustained the largest increase in
rates of new AIDS cases are African-American and Hispanic cultures. These women with
HIV/AIDS left isolated with few resources to care for themselves, their roles as wives,
caregivers, and mothers are changed or lost. Ironson et al. (2005) explored the impact of
improved self-efficacy on HIV viral load and psychological well being in these women.
“Perceived inability to cope may produce loss of self-esteem and self-efficacy, feelings of
helplessness, hopelessness and depression, and an increase in maladaptive, potentially self
destructive behaviors such as high risk sex and substance use/abuse,” (Ironson, 2005, p.
223). Women with low self-efficacy are less likely to disclose their HIV status to sexual
partners. This may directly affect likelihood of HIV transmission. Bandura’s theory (1995)
explains that self-efficacy influences effort, perseverance, perception of control, personal
choices, thought patterns, and perceptions of stress. These are also the salient factors to

individuals coping with AIDS. Ironson and colleagues (2005) demonstrated that increases in
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cognitive behavioral skills were related to decrease in viral load, decrease in depression and
anxiety, and better psychosocial adjustment and physical outcomes among persons with
HIV.

Silencing Self

DeMarco et al. (1998) explored women’s health care experiences and what they
needed to maintain health as they were living with an HIV/AIDS diagnosis. Their study
supported the phenomenon of “‘silencing.” This may be related to: 1) a socialization process
unique to women, 2) a conscious effort to preserve cohesion within relationships, and 3) a
coping strategy in the context of gender-based power struggles. It is important that prior to
intervening with women living with HIV/AIDS, health care professionals assess the
meaning that silencing behaviors have for these women and whether these behaviors have
adaptive or maladaptive outcomes. Therefore the interventions should assist women in
judging themselves by internal versus external standards, putting their own needs before the
perceived needs of others, expressing themselves toward action rather than avoidance, and
feeling comfortable expressing anger (DeMarco et al., 1998, p. 540).

Women with HIV/AIDS and Quality of Life (QoL)

Cases of HIV among women are projected to increase significantly. This chronic
life-threatening illness has profoundly affected their health-related quality of life. Symptoms
and clinical manifestations related to HIV/AIDS are different in women. Women appear to
have more severe symptom distress and emotional distress than the men with AIDS. In the
initial phases of the HIV epidemic information about presentation in women was limited
(Breitbart et al. 1996; Cu-Uvin et al. 1996). Shumaker et al. (1997) have linked HIV

treatments, physical symptoms, psychological well-being and role functioning to disruptions
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in QoL. The women with most limited resources and least access to care may experience
more severe symptom distress. Educational level is positively related to QoL. In regard to
coping strategies, both passive and emotion-based coping styles but not
confrontational/problem-solving strategies are significantly related to better QoL (Saran et
al., 1999). A variety of physical disruptions such as severe fatigue, pain, and difficulties
doing physical activity significantly can affect QoL. Women living with HIV/AIDS may
adapt and show improvement in QoL overtime. This is similar to the experience of others
living with chronic illnesses and can be noted as patients re-prioritize and re-evaluate what
is important to them (Sarna et al., 1999).

Siegel and Schrimshaw (2000) explored stress-related growth in women living with
HIV/AIDS. Although women acknowledged the negative consequences of their illness, most

reported that HIV/AIDS had changed their lives in some positive way:

-HIV/AIDS was seen as a motivating factor for women to make positive behavioral
changes, including long standing, problematic health related behaviors such as

substance abuse, smoking, and risky sexual behaviors.

-HIV/AIDS had contributed to their religious/spiritual growth, and they returned to
previously neglected religious roots to find meaning, spiritual support, or a

deepening of faith.

-Women described growth in relationships, as over time, relationships with children,

family, friends, and lovers became closer and more important.

-HIV/AIDS was seen as a catalyst for resolving past differences and using their

remaining time to express and affirm their love for one another.
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-Women described positive self changes as a result of HIV/AIDS. They felt stronger,
more responsible, and more caring. Their illness decreased their dependency as they
were forced to stand up for themselves, advocate for services, and manage new

challenges.

- HIV/AIDS resulted in changes in the value of life. They had a greater appreciation

of life and the time they had left.

-HIV/AIDS often led to positive goal related changes, usually related to helping
others through AIDS advocacy, education, or care provision. They focused on

educational aspirations that would enable them to serve the HIV/AIDS community.

Research

Efforts to find therapies for HIV have brought about the discovery of viral genomics.

Viral genomics is a science which decodes the sequence of a virus’s genetic pattern in the

form its nucleic acids take. The thousand of proteins (that are made of nucleic acids)

combine to not only form the HIV virus’s working parts, but they also control its behavior.

It’s the genetic code that tells the HIV virus to take up residence in a host cell. The code

also tells scientist the virus’s weaknesses and gives the pharmaceutical companies their only

hope of tracking any vulnerabilities of the HIV virus. The majority of anti-virals take aim at

HIV, herpes, hepatitis B and C.

HIV and hepatitis C command scientist’ attention at the moment. Once they decipher the

virus’s genomics, they use computers to compare the sequence already identified in the

other known viruses, such as chicken pox. Having located the genes, they can study the

functions of the proteins and build a picture of how the virus gains a foothold and thrives in

the body. This is the secret to a cure. How the virus thrives and what would be a good
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protein to disable it, is the question. Scientist like to focus on proteins that are unlike human
proteins to avoid harming healthy cells and to thwart all stages of the virus’s life cycle.

They have discovered, as I might expect, that the ideal time to stop the progression of the
virus’s spread is before it’s had time to spread through the body. The ideal time is with a
preventative vaccine.

HIV’s genes mutate so rapidly that it’s been extremely difficult to find one vaccine
that can prevent all strains. Scientist, however, were able to create a vaccine with a gene for
one specific hepatits B protein and made vaccines with the help of genomics from that one
gene. One gene with vulnerability is all they are after in their search. Viruses are tricky,
creative and able to change; however, within the next ten to twenty years, viral genomics
will continue to provide a flood of needed anti-virals.

End of Life Issues

Once the provider understands what is important to the patient, it is much easier to
talk about the kind of care she would like to receive near the end of life. Cultural beliefs and
rituals become very important at this time. Use the rest of your team to discover what
practices must be respected, because ignorance of these might inhibit a peaceful transition
and leave bad memories for families and friends. Complementary therapies such as massage,
guided imagery, or acupuncture are widely used and can provide comfort to those for whom
they are familiar. Treatments that have been used throughout active disease may need to be
modified as the patient comes closer to dying. Using complex diagnostic procedures and
prolonged courses of therapy may not be necessary at the end of life and may be a

significant burden to the patient.
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Making the decision to write “Do Not Resuscitate” orders is often difficult but it
does not mean that there is “nothing else to be done.” Once the order “No CPR” is written

reverse your thinking and write orders for RPC as shown below (HRSA, 2009):

R — Reassurance
e you will continue to care for the patient and family
e symptoms which interfere with good quality of life will be controlled

e there are effective ways for coping with stresses and for grieving
e patient and family concerns will direct how and where care is provided

P — Presence

¢ Dbe there to hold conversations
e visit on a regular basis

e sit down and hold a hand

e listen respectfully

C — Caring

e provide comfort measures

e honor the individual

¢ share laughter and touch

Most people near the end of life want to know that their time on earth has been

worthwhile. There are five important conversations for the dying person to have to assure a
peaceful death. These are “Thank you,” “Forgive me,” “I forgive you,” “I love you,” and
“Goodbye” Forgiveness and reconciliation are spiritual as well as personal issues.
Depending on the woman’s belief system, it may be important to have a priest, a pastor, a
rabbi, or other spiritual representative present throughout the last month of life. At the time

of death it is important to be familiar with the woman’s customs. Friends and family present

may want to hold hands or stand in a circle around the bed. A prayer or song may be said or
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sung together. In many cultures, the women will want to wash the body, perhaps apply oils,
and to wrap the body in appropriate garments. Staff should be aware of these practices and
allow the family as much time as is needed to complete these rituals. It may be necessary to
wait for other friends or family members to arrive to say their own goodbyes. Children
should not be kept from participating and will understand the death within their own age-
related construct. One role of the palliative care team is to assure that care is given to those
left behind, the bereaved. It may prove helpful to the facility if the social worker or
administrator maintain a library of books in their offices which they can recommend to a
dying resident’s family members and friends. Family and friends may need help with the
grieving process during the weeks prior to and after a resident’s death. Who better than the
caregivers to help with this? If the staff has participated in an in-service in which the subject
matter of the books has been recapped or a “book review” session has been offered with
only a few staff to discuss books which have been particularly helpful in times of personal
crisis, they would be better equipped to have a meaningful conversation with grieving

family members and friends. A few of the books we have found helpful are:

e A Time to Grieve by Carol Staudacher

® Healing After Loss by Martha Hickman

e Living When a Loved One Has Died by Earl Grollman
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