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LA PROTECTORA (THE PROTECTRESS): A METAPHOR
FOR HIV" HISPANIC WOMEN

ABSTRACT
Maria del Rosario Valdez, BSN, MSN
TEXAS WOMAN'S UNIVERSITY
COLLEGE OF NURSING
May, 1999

HIV/AIDS can represent an overwhelming disruption for Hispanic women.
Beliefs provide a source of comfort when attempting to cope with failure, threats,
challenges, and with living in a society with different attitudes, values, and lifestyles.
Few researchers have studied the health needs, health status, health beliefs, health-
seeking behaviors, or family roles of Hispanic women. No research was found related to
cultural influences and folk health practices of women affected by HIV.

The purpose of this exploratory qualitative study was to identify folk health
practices of HIV™ Hispanic women. Theoretical sampling was used to identify
respondents at an outreach center in a large southwestern city in the United States. Nine
respondents were interviewed and audiotaped using a semi-structured interview guide
and open-ended questions. Observations were conducted at the outreach center, during
support group and alternative therapy sessions, and at the respondents' homes. Data
analysis included the constant comparative method consistent with the grounded theory

approach.
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The core variable of La Protectora (The Protectress) emerged from the findings.
Response to the affirmation of HIV™ serostatus becomes a process by which the Hispanic
woman chooses to live her life and unfolds into a positive attribute of marianismo, La
Protectora. Five main categories emerged that describe how the Hispanic woman deals
with life after the revelation of her HIV™ status. They were Revelation of Death, Ofrecer
(an offer to change), Living, Revealing, and Duality. Two subcategories emerged from
each of the three categories, Living, Revealing, and Duality. Dealing and Surviving
emerged from Living. Protecting and Advocating emerged from Revealing. And
Intensifying and Actualizing emerged from Duality.

As most of the Hispanic women were pregnant when their serostatus was
revealed, their lives had purpose amidst a life sentence of death. The Hispanic woman's
purpose was to live for her child and her family. With the infant as the driving force, the
Hispanic woman was motivated, sought out, and participated in activities to promote her
own well-being. La Protectora emerged as she intensified in her mother role and
actualized in her role as a woman with HIV.

The findings have implications for nurses and other healthcare professionals that
provide service to Hispanic women, pregnant women, and those affected by HIV/AIDS.
HIV™ Hispanic women see themselves as women first. The inequalities they face are
recognized as "women issues" rather than cultural issues. How they live their lives, care
for their families, and face the prejudice of being HIV™ are based on being women. They

assume a pro-active role as they live and take responsibility for their disease.
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CHAPTER 1
INTRODUCTION

The problem of Human Immunodeficiency Virus (HIV) infection has reached
pandemic proportions. Heterosexual transmission is escalating globally and may account
for 80% of HIV infection by the end of the decade (Neal, Fleming, Green, & Ward,
1997). The World Health Organization (WHO) projected that the total number of HIV-
infected adults would reach 30 million and there would be 10 million pediatric cases by
the year 2000 (DiScenza, Nies, & Jordan, 1996; World Health Organization [WHO],
1997). The most rapidly growing segments of the Acquired Immune Deficiency
Syndrome (AIDS) population were blacks and Hispanics (American Public Health
Association, 1996; Centers for Disease Control [CDC], 1997a).

At the beginning of the AIDS epidemic, approximately 80%-90% of HIV
transmission in the United States (U.S.) resulted from homosexual contact or intravenous
drug use (IDU) [DesJarlais & Friedman, 1988; Holmes, 1991] and was most prevalent
among homosexual and bisexual men (Chu, Peterman, Doll, Bueler, & Curran, 1992;
Holmes, 1991). Men who have sex with men (MSM) accounted for more than half of all
AIDS cases reported to the CDC through December 1995 (Sullivan, Chu, Fleming, &
Ward, 1997). Because of AIDS in MSM, HIV infection was the leading cause of death
in men aged 25-44 since 1991 (Kochanek & Hudson, 1995) and responsible for 23% of

all deaths of men in this age group in 1994 (Singh, Kochanek, & MacDorman, 1996).



The United States is now seeing a change in the trend of new HIV infections and AIDS
diagnoses. No longer is the incidence of HIV/AIDS in homosexual and bisexual men
rising, but rather it is leveling.

Women, the minority population in the HIV pandemic, are fast becoming one of
the highest subgroups to be infected (National Center for Health Statistics, 1995; Phillips,
1997; Wortley & Fleming, 1997). HIV infection in women is a problem of growing
r;lagnitude and concern in the United States. From 1985 to 1996, the proportion of
reported U.S. AIDS cases occurring among women increased from 7% to 20% (CDC,
1997b). Minority women were dramatically over-represented among the AIDS cases
reported to the CDC in 1996. HIV infection disproportionately affected African-
American and Hispanic women (Rogers, 1997). The rate of HIV among black women
was 17 times, and Hispanic women 7 times higher than for white women.

Ellerbrock, Bush, Chamberland, and Oxtoby (1991) used data gathered from 1981
to 1990 by the CDC for an epidemiological analysis of women with AIDS. Overall, 51%
of the women acquired the disease through the use of contaminated equipment for IDU,
such as needles and syringes. Twenty-nine percent were infected by heterosexual
contact. Between 1986 and 1990, the number of women who acquired the disease by use
of contaminated equipment for IDU decreased. Those who acquired the infection
through heterosexual intercourse increased. The majority of women with AIDS were
black or Hispanic (72%), and of reproductive age, 15 to 44 years old (85%).

According to the CDC (1997b), in the first two quarters of 1996, the estimated



number of AIDS deaths was lower than the estimated number of AIDS deaths in 1995.
Deaths declined in men by 15% but increased among women by 3%. Ward & Duchin
(1997) reported that HIV infected persons were living better and longer lives. However,
if improvements in clinical management and patient survival are not matched by
reductions in HIV incidence, the population of HIV infected persons will increase.

AIDS is a leading cause of death for women 25 to 44. An overwhelming
proportion of these women are black or Hispanic, with a disproportionate number being
Hispanic women, (Peraéallo, 1996; Wortley & Fleming, 1997). AIDS-related deaths
reported in the United States accounted for twelve times as many black women than
whites in 1992 and ranked third as the cause of death for Hispanic women age 25 to 44
(Levy, 1995). By 1994, Hispanic women represented 20% of all accumulated AIDS
cases among women in the United States.

Hispanic women are believed to be at greatest risk for HIV infection and AIDS
(Barken et al., 1998). Behavioral, cultural, and environmental factors have been
suggested as sources for the higher risk of heterosexual transmission of the disease (Diaz,
Buehler, Castro, & Ward, 1993). Hispanic women compared to white women also
differed in having lower condom use (Marin, Tschann, Gomez, & Kegeles, 1993), greater
reluctance to suggest condom use to male partner (Marin & Marin, 1992), and less
confidence about avoiding HIV (Marin et al., 1993).

Among women with AIDS, 66% reported heterosexual contact as the source of

infection (CDC, 1995). From 1985 to 1996, the proportion of U.S. AIDS cases attributed



to heterosexual transmission increased from 2.5% to 15.1% (CDC, 1997b; Neal et al.,
1997). Drs. Thomas Lehner and Mary Ann Chiasson (1998) conducted a cross-sectional
survey at a New York-based sexually transmitted disease clinic serving predominantly
African-American and Hispanic patients between 1988 and 1993. They found that of the
3,069 male subjects, 415 reported having sex with men. They also found that of those
415 men, only 13% (n=55) were classified as "homosexual," which was defined as
having sex with men exclusively. In addition, 35% (n=145) were classified as "bisexual"
and 52% (n=215) were classified as "heterosexual." Lehner and Chiasson concluded that
HIV transmission from bisexual men in African-American and Hispanic communities to
their female sex partners played a larger role in heterosexual transmission than was
previously thought. These findings also emphasized the need to take into account the
cultural, ethnic, and behavioral diversity of these men a;ld their sexual partners---both
male and female.

Hispanic women were at greater risk for HIV transmission from bisexual men,
given the higher level of bisexuality found among Hispanic men (CDC, 1993). It has
been documented that some Hispanic men who engage in male-to-male sex do not regard
themselves as homosexual, or even bisexual, as long as they assume the dominant role
(insertive as opposed to receptive) and/or continue to engage in heterosexual sex
(Salgado de Snyder, Diaz-Perez, & Maldonado, 1996). There is no stigma attached to
this behavior, as long as the male fulfills his "masculine," i.e., heterosexual role. In

addition, extramarital sexual activity among males in Hispanic society is sanctioned



culturally.

Despite the disproportionate number of minority women who are HIV infected,
the majority of the research and educational programs have been directed at gay white
males. Most of the research on women (e.g., Kline, Kline, & Oken, 1992; Nyamathi,
Bennett, Leake, Lewis, & Flaskerud, 1993; Nyamathi, Leake, Flaskerud, Lewis, &
Bennett, 1993) relates to women'’s attitudes towards health, sexual practices, knowledge,
and perceived risks of HIV for the prevention of AIDS. No studies were found to explain
the health-seeking behaviors of HIV" women.

A need exists for continued research in the area of women with AIDS. Much of
the research has been related to the prevention of HIV/AIDS and very little has been
devoted to the lifestyles, the health-seeking behaviors, and the concerns of those affected
(Nyamathi & Flaskerud, 1992). HIV/AIDS-related research and HIV-infected persons’
access to adequate health services must be increased (de Bruyn, 1992).

Several researchers (e.g., Michaels & Levine, 1992; Modlin & Saah, 1991;
Shapiro, Schiltz, Lee, & Dondero, 1989) found that HIV" women were difficult to access
because they were among the economically disadvantaged. They had no financial
support and therefore, lacked access to care. As Hispanics and women are among the
rising groups affected by HIV/AIDS, concern for their access or lack of access into the
healthcare system is important.

Hispanics are one of the fastest growing population groups in the United States.

With an estimated 31 million Hispanics, the United States has the fifth largest Hispanic



population in the world following Mexico, Spain, Argentina, and Columbia. This
statistic does not include the 3.5 million persons in Puerto Rico, nor the number of
undocumented workers (estimated at 3-6 million). In 1996, persons of Mexican origin
were the largest Hispanic group in the United States, comprising 63% of the total
Hispanic population. Hispanic women comprised 49.4% of the total Hispanic population
in the United States (U. S. Bureau of the Census, 1997, 1998).

Although Hispanics represented an estimated 11% of the total United States
population, they accounted for 18% of the 641,086 AIDS cases reported in the United
States through December, 1997. In 1997, 60, 634 new AIDS cases were reported to the
CDC. Of'these, 12,466 (21%) occurred among Hispanics. The AIDS incidence rate (the
number of new cases of a disease that occurs during a specific time period) among
Hispanics was 37.7/100,000 population in 1997, almost four times the rate for whites
(10.4/100,000) and almost half the rate for African Americans (83.7/100,000) [CDC,
1998a].

Despite the rapid population growth, little is known about the health needs, health
status, and health services use of Hispanic women (Bracho de Carpio, Carpio-Cedraro, &
Anderson, 1993; De la Rosa, 1989). The limited information available revealed a large
disparity in their socioeconomic and health characteristics compared to Hispanic men or
non-Hispanic women in the United States. Giachello (1995) and others (e. g.,
Lieberman, Stoller, & Burg, 1997; Michaels & Levine, 1992; Rogers, 1997) have argued

that urban poverty and the limited culturally appropriate health services available to



Hispanic women are the strongest factors associated with their poor health status.
Hispanic women experience a series of racial and social inequalities. Many poor
Hispanic women are undereducated, experience employment and housing discrimination,
and are geographically concentrated in inner city areas.

Hispanic women experienced a series of financial, cultural, and institutional
barriers to obtaining health services and unequal treatment once they entered the medical
care system (Giachello, 1994). Once Hispanic women entered the medical care system,
they found that health services were often middle-class oriented and might be designed
around policies and practices that reflected underlying biases and attitudes toward
women in general and women of color in particular. The healthcare system in the United
States had limited flexibility to meet the needs of populations who may have different
illnesses, cultural practices, or languages. Even though acculturation among Hispanic
women did occur, in the form of adopting the predominant behavidr patterns and
language, structural assimilation (gaining access to American institution, including the
medical care system for prevention screening, and treatment) continued to be difficult
(Giachello, 1988, 1994, 1995).

In a situation of social change, traditional customs and values often become
obsolete and individuals are required to adjﬁst to new values and folkways. For some,
this change represents a challenge---for others, an overwhelming, disruptive, emotional
experience. When efforts to cope with threats and challenges lead to failure, individuals

naturally turn to those sources of comfort that were successful in combating unpleasant



circumstances in the pre-change period (Kiev, 1968).

A complex system of beliefs, customs, and traditions exist among Hispanics.
These customs have persisted in large part because of the difficulties encountered in
becoming a part of American society. These beliefs "make sense" in terms of Hispanic
values, attitudes, personality, and conflicts. Furthermore, these beliefs provide a source
of comfort when attempting to cope with failure, threats and challenges, and with
unpleasant circumstances related to living in a society with different attitudes, values,
and lifestyles (Clark, 1959, 1970, Gonzalez-Swofford, & Gutierrez, 1983; Leininger,
1977; Maduro, 1983; Martinez, 1978; Nall & Speilberg, 1967).

Hispanics have been called the "silent or invisible minority" because few
researchers have studied their health needs, health status, health beliefs, health-seeking
behaviors, and/or family roles (Giachello, 1985; Zambrana, 1987). However, Hispanics
have serious health problems that healthcare providers can be instrumental in alleviating.
The health problems of this group include diabetes, injuries and violence, substance
abuse, HIV/AIDS, limited access to health care, and many other problems shared by the
poor and disenfranchised.

By the year 2000, Hispanics will become the "majority of the minority
population." Hispanics are expected to outnumber blacks by 2005, making them the
largest ethnic minority group. It is projected that by the year 2050, the HiSpanicb
population will account for 25% of the total United States population, up from 11% in

1996 (CDC, 1998b; Department of Health & Human Services, 1995). Learning



culturally sensitive ways may assist healthcare providers intervene effectively with
Hispanic clients.

For many Hispanic women, HIV/AIDS can represent an overwhelming disruptive
emotional experience. When efforts to cope with new threats and challenges lead to
failure, individuals naturally turn to those sources that provide comfort and "make sense."
No research was found related to cultural influences and folk health practices of Hispanic
women affected by the disease. Research needs to tap into these sources to help nurses
and other healthcare providers to "make sense" of this disease. This knowledge may
enable them to assist Hispanic women obtain healthcare, decrease the risk of HIV
transmission, and create new healthcare systems targeted to these women so that they
may have an improved quality of life and be able to care for their children and families.

In reference to this issue, Antonia C. Novello, MD, former U. S. Surgeon General
stated:

When we talk about improving data collection strategies, it means
responsiveness to all ethnic groups and subgroups and accountability
to the truth. It means that our population of 22 million people needs
to be accounted for and counted in. It means getting comprehensive
data, identifying what is and is not appropriate, and making accurate
assessments and reasonable predictions about the real status of
Hispanic/Latino health. Developing a comprehensive research agenda
goes hand in hand with collecting better data. We cannot expect to
understand where we are headed and where we ought to be in terms
of health until we understand first, where we are today. It means
finding a way by which we benefit from what science has to offer by
tailoring its benefits to our needs. It means focusing on the diseases
that kill us and putting priorities on research aimed at Hispanics/Latinos
and other minorities.... (U. S. Office of the Surgeon General, 1993,

p. 11).
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Health seeking behaviors of HIV™ Hispanic women need further study to
understand how access to care is influenced by culture and folklore. When there is little
to no information about a complex social phenomenon, qualitative research methods are
appropriate (Leininger, 1985). Qualitative methods are used when there is little to no
knowledge about a phenomenon "to identify recurrent or patterned life ways of people"
(Leininger, 1985, p. 40) and to provide rich detailed accounts of complex data. The
qualitative approach, with analysis by the logic of grounded theory, may help discover
folklore (e.g., health/illnéss beliefs, body humors, dislocation of body parts, diseases of
emotional state, magico-religious practices) and health practices of HIV" Hispanic
women. Knowing how beliefs and orientations guide practices will help formulate a
substantive theory (Glaser & Strauss, 1967) of folklore and health practices of HIV*
Hispanic women.

Research Questions

This review brought to the forefront some questions that this study would initially
attempt to answer related to HIV" Hispanic women, their health practices, and folklore:

1. What are the folk care activities that HIV" Hispanic women incorporate into

their everyday lives?

2. How do HIV" Hispanic women incorporate traditional Western medical

practices with their folk care activities?

Ina qualifative study, research questions are posed at the beginning however, the

final questions are written from the findings after the data are analyzed (Leininger, 1985).
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The research questions are broad, and specific variables are not identified as these will

come from the data.

Summary

The purpose of this study was to explore folk health practices of HIV™ Hispanic
women. The design was based on the grounded theory methodology as described by
Glaser and Strauss (1967). This method is used when a researcher is interested in
providing a study of the processes that occur as individuals interact with others in a social
setting in response to life circumstances. Grounded theory employs an inductive, from
the ground-up approach. Findings are analyzed using the logic of grounded theory. The
results of this study may assist nurses to understand from the perspective of the HIV"
Hispanic woman, how they incorporate folkcare activities and traditional Western
medicine into their daily lives as they live with this disease. This information may assist
nurses to develop healthcare with this population in mind so as to decrease the rate of
HIV transmission and improve the quality of life for Hispanic women who are HIV

infected.



CHAPTER 2

REVIEW OF THE LITERATURE

Women, the minority population in the HIV pandemic, are fast becoming one of
the highest subgroups to be infected and affected by the disease (Pizzi, 1992). HIV
infection in women is a problem of growing magnitude and concern in the United States.
Women coﬁstitute the fastest growing group of people with AIDS, a disproportionate
number being poor minority women, with Hispanic women leading in those cases
(National Center for Health Statistics, 1995; Peragallo, 1996, Phillips, 1997; Wortley &
Fleming, 1997). This review of the literature includes Hispanic culture and beliefs,

access and quality of healthcare, women with HIV, and Hispanic women with HIV.

Hispanic Culture and Beliefs

Culture functions as a guiding framework and assists individuals to interpret their
life experiences. "Culture refers to a way of life belonging to a designated group of
people; it may be viewed as a blueprinting for living which guides a particular group’s
thoughts, actions, and sentiments; it is a product of current responses to various life
problems" (Leininger, 1970, p. 48-49). A complex system of beliefs, customs, and
traditions persists among Hispanics. These customs have remained in large part because
of the difficulties encountered in becoming a part of American society. As an

impoverished, illiterate, immigrant, and minority group with a rural, agrarian

12
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background, they have been isolated from the mainstream of modern life and have
developed their own subcultural world with many features of the culture of poverty.
These beliefs persist because they "make sense" in term of Hispanic values, attitudes,
personality, and conflict.

Several early studies (Clark, 1959, 1970; Gonzalez-Swofford & Gutierrez, 1983;
Leininger, 1977; Maduro, 1983) of the Mexican-American culture reported that Mexican-
Americans believe in certain fundamental holistic concepts that integrate the body, mind,
and spirit to form the basis of many cultural health/illness beliefs. Clark (1959) first
described the folk health practices of Mexican-Americans in Sal Si Puedes, California, a
community of seventy families. Clark and a team of researchers conducted open-ended
interviews of persons with representative characteristics of the Mexican-American
population and conducted informal but intensive observations of family and community
life. Sixty-five percent of the families (n=46) were surveyed in the ethnographic census,
and 20% (n=14) were interviewed intensively. The results of these interviews and
observations led to the classification of folk-health beliefs of the Mexican-American
community.

Although the barrio people had no clear cut classifications of pathologies,
diseases well known to them were grouped for the purpose of organization into the
following categories: (a) diseases of "hot and cold" imbalance, (b) diseases of
dislocation of internal organs, (c) diseases of magical origin, (d) diseases of emotional

origin, (e) other folk-defined diseases, and (f) "standard scientific" diseases. Beliefs and
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customs regarding pregnancy, childbirth, and infant care directly influenced maternal and
child health practices. Customs and beliefs about food affected nutrition. Family
authority and attitudes toward the aged determined when one was free to seek and receive
medical attention. Furthermore, family relationships were thought to influence personal
adjustment and mental health (Clark, 1959, 1970).

Some sources (e.g., Kay, 1981; Welch, Comer, & Steinman, 1973) maintained
that health is considered to be purely the result of "good luck" and that people will lose
their good health if their luck changes. Health is described as a reward for good
behavior. Health is a gift from God and should not be taken for granted. People are
expected to maintain their own equilibrium in the universe by performing in the proper
way, eating the proper foods, and working the proper amount of time. The prevention of
illness is an accepted practice that is accomplished with prayer, the wearing of religious
medals or amulets, and keeping relics in the home. Herbs and spices can be used to
enhance this form of prevention, as can exemplary behavior.

Illness is seen as an imbalance in an individual's body or as punishment for some
wrongdoing. The causes of illness can be grouped into five categories: (1) body
imbalance (diseases of hot and cold imbalances), (2) dislocation of body parts or internal
organs, (3) diseases of magic or supernatural causes, (4) diseases of emotional origin,
and (5) envidia (envy) (Spector, 1991, 1996). Knowledge about these imbalances may
provide information to cure.

The body’s imbalance may exist between "hot" and "cold" or "wet" and "dry."
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The theory was brought to Mexico by Spanish priests and fused with Aztec beliefs. The
concept dates back to the early Hippocratic theory of disease and the four body humors.
The disrupted relationship among these humors often is mentioned as the cause of illness.
There are four body fluids of humors: (1) blood - hot and wet, (2) yellow bile - hot and
dry, (3) phlegm - cold and wet, and (4) black bile - cold and dry. When all four humors
are balanced, the body is healthy. When an imbalance occurs, an illness is manifested.
These concepts may therefore provide a way of determining the remedy for a particular
illness. Illnesses believed to be "hot" are treated with "cold" remedies, while "cold"
illnesses are treated with "hot" remedies (Clark, 1959; Currier, 1966; Spector, 1991).

In dislocation of body parts, the disease state is attributed to malposition of
internal parts. Varicosities, ganglions, "empacho," and "caida de la mollera" (fallen
fontanelle) are in this category. The most common of these disorders is "caida de la
mollera" (fallen fontanelle). This is a serious illness that occurs in infants and young
children most often under the age of one year who are dehydrated for some reason
(usually because of diarrhea or severe vomiting) and whose anterior fontanelle is
depressed below the contour of the skull (Arenas, Cross, & Willard, 1980; Clark, 1970;
Spector, 1991; Trotter & Chavira, 1980). "Empacho" is an infirmity of both children and
adults that occurs when a bolus of poorly digested or uncooked food becomes lodged in
the wall of the stomach or the intestinal tract and causes sharp pains. Treatment of this
illness includes pinching and lifting the skin while listening for a snap from the

abdominal region. This is repeated several times in hopes of unseating the offending
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material (Gonzalez-Swofford & Gutierrez, 1983; Martinez & Martin, 1978).

Witchcraft or possession is considered to be culturally patterned role-playing, a
safe vehicle for restoring oneself. Witchcraft or possession (mal puesto or embrujo)
refers to illness or evil that is inflicted purposefully by someone. Acting out bizarre
behavior or engaging in incoherent speech are legitimized by witchcraft possession.

"Mal aire" (bad air) is a cultural belief that evil spirits or other forces are in the air and
that under certain conditions are able to possess an unsuspecting victim. A disease that is
caused from outside the body is "mal 0jo." "Mal ojo" or evil eye is believed to result
from excessive admiration on the part of another. The folk treatment is to find the person
who has caused the illness by casting the "bad eye" and have he/she care for the afflicted
person. Mal ojo can be prevented if the admirer will touch the person after admiring. A
person wearing an amulet "ojo de venado" or eye of the deer can ward off "mal ojo"
(Clark, 1970; Gonzalez-Swofford & Gutierrez, 1983; Kay, 1981; Maduro, 1983; Rubel,
1964; Spector, 1991).

In diseases of emotional state, "susto" (fright) is described as an illness arising
from fright. It involves soul loss---the soul is able to leave the body and wander freely.
"Susto" can occur while a person is dreaming or when a person experiences a particularly
traumatic event. The symptoms of the disease are: (a) restless while sleeping, (b)
listless, anorexic, and disinterested in personal appearance, which includes both clothing
and personal hygiene, and (c) loss of strength, depression, and introversion. The person

is treated by a curandero (a folk healer) who coaxes the soul back into the body (Clark,
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1983; Gonzalez-Swofford & Gutierrez, 1983; Maduro, 1983; Rubel, 1964; Spector,
1991).

"Envidia," or envy, is considered to be a cause of illness and bad luck. Many
people believe that to succeed is to fail. That is, when success provokes the envy of
friends and neighbors, misfortune to self and family can occur. There are a number of
social scientists who, after much research, conclude that the "low" economic and success
rates of the Mexican-Americans can ostensibly be attributed to belief in "envidia" (Kiev,
1968; Maduro, 1983; Spéctor, 1991, 1996).

Magico-religious practices are common among the Hispanic population. The
more severe an illness, the more likely that these practices will be observed. There are
four types of practices: (1) making promises, (2) visiting shrines, (3) offering medals and
candles, and (4) offering prayers (Martinez, 1978; Nall & Speilberg, 1967). The
spiritual beliefs of Hispanics are rooted primarily in the Catholic tradition. These beliefs
include the importance of prayer and participation in Mass. Yamamoto & Acosta (1982)
found that this belief related to the view that: (a) sacrifice in this world will lead to
salvation, (b) charity is a virtue, and (c) one should endure wrongs done against them.

The belief in the Virgen de Guadalupe, has a major influence on Hispanic
families and is a source of comfort in times of stress. Promises to saints and/or the
Virgen de Guadalupe are made for curing of illness or relief of family problems. Shrines
to the Virgen de Guadalupe and other saints are devoted to commemorating the miracles

resulting from these promises (Krippner, & Villaldo, 1976, Spector, 1996).
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Curanderismo is defined as a medical system. It is a coherent view with historical
roots that combine Aztec, Spanish, spiritualistic, homeopathic, and scientific elements
(Edgerton, Karno, & Fernandez, 1978; Madsen, 1970; Maduro, 1983; Slesinger &
Richards, 1981). There are no specific rules for knowing who uses the services of folk
healers. Not all Hispanics do, and not all Hispanics believe in their precepts. Initially, it
was thought that only the poor used a folk healer, or curandero, because they were unable
to get treatment from the larger, institutionalized healthcare establishments. However, it
now appears that the use of healers occurs widely throughout the Hispanic population.
The people who seek help from healers do so for social, physical, and psychological
purposes. Some people try to use healers exclusively, whereas others use them along
with institutionalized care (Spector, 1991, 1996).

The most popular form of treatment used by folk healers involves herbs,
especially when used as teas. Massage is used in illnesses of body imbalance.

Cleanings, or limpias, are done by passing an unbroken egg, or herbs tied in a bunch,
over the body of the ill person. In contrast to the depersonalized care a Hispanic expects
to receive in medical institutions, the relationship with and care by the folk healers are
uniquely personal.

A strong belief in family, spirituality, and the importance of interpersonal
relationships is common among Hispanics (Adams, Briones, & Rentfro, 1992; Caudle,
1993; Simoni & Perez, 1995). The extended family includes not only blood relatives but

also non-blood relatives such as the best man or godfather (padrino), maid of honor or
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godmother (madrina) and co-parents (compadre and comadre) (Marin, 1989). The
extended family often is seen as a resource, and care is not always sought until advice is
obtained from the extended family and friends (Valdez et al., 1991). Family problems
including health issues are resolved within the family with the Hispanic woman, usually
the mother, as the primary care giver. She usually decides when care should be sought
(Gonzalez-Swofford & Gutierrez, 1983). When she cannot treat the illness she seeks
outside advice.

The traditional role of the Hispanic woman is to be submissive to the male, self-
sacrificing, and restrained. Gil and Vasquez (1996) defined this role of the Hispanic
woman by the term "marianismo" which means virgin-like, using the Virgin Mary as the
ideal role model. Marianismo is about sacred duty, self-sacrifice, and chastity. This role
is handed down from generation to generation. "The Maria Paradox," a phrase termed by
Gil and Vasquez (1996), further defines marianismo whereby women feel obligated to
sacrifice self for family. The positive attribute sees this self-sacrificing role as
empowering the Hispanic woman to seek services for the family and speak up for her
children in school settings. The negative attribute centers around self-sacrificing to the
point of not caring for self, prolonging healthcare, and enduring abuse by spouse,
relatives, and/or community (Williams, 1990; Williams, Shahryaninejad, Andrews, &
Alcabes, 1997).

Machismo, the other side of marianismo, defines the Hispanic male. Machismo

also has both positive and negative attributes. The positive attribute sees the male in the
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family as a courageous, honorable provider for his family. The negative attribute centers
around absolute power in the form of exploitation, self-centeredness, and violence used
to maintain power through fear (Gil & Vasquez, 1996; Tamez, 1981).

Cultural influences play a major part in how Hispanics make decisions about
healthcare. Their decisions are guided by beliefs in holistic concepts that integrate the
body, mind, and spirit. While the traditional role of the Hispanic woman is to be
submissive to the male, the Hispanic woman is the primary care giver and resolves most
of the family problems, including health issues. The primary caregiver, usually the
mother, decides when to seek care and outside advice is sought only when she can not
treat the illness. Depersonalized care is a major reason why Hispanics delay seeking or

receiving medical care.

Access and Quality of Healthcare

Even though Hispanics have a shorter life expectancy, higher mortality, and more
infectious and parasitic disease than white non-Hispanics, conventional medicine in the
United States cannot win over the confidence that is needed to achieve quality patient
care in the Hispanic culture (Caudle, 1993; Kraut, 1990; Naranjo & Dirksen, 1998).
Kraut (1990) noted that the lack of communication and poor understanding between
client and doctor led to decreased confidence in prescribed treatment modalities. Others
expressed dissatisfaction because the physician's definition of their illness did not
correspond with their definition; still others felt that their expectations of the doctor's

contribution to recovery from the illness were not met.
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Continuity of care is important as Hispanics often prefer, sometimes vehemently,
to have the same physician/nurse/therapist provide their care over time (Cornelius, 1997).
A consequence of the respect afforded to healthcare providers by many Hispanic
individuals is the hesitancy to ask questions, express doubts about the treatment
provided, or disagree with the healthcare professional. Many avoid admitting confusion
regarding instructions of treatment regimen. In addition, there is a taboo regarding the
direct expression of negative feelings. As a result, the individual may withhold
information, be noncompliant, or terminate medical care (COSSMHO, 1988). Simoni &
Perez (1995) found that Hispanics with a strong traditional orientation had difficulty
being open and self-disclosing during counseling. This may be one reason for the level
of secrecy in a family towards a disease such as HIV/AIDS.

Ray (1990) studied 3,600 Mexican-Americans needing medical attention and
found that 4.2% (n=151) consulted a provider of folk medicine and/or used natural herbs
and spiritual practices before attempting to access a health facility. Access to a public
facility for healthcare was considered as a last resort. This was related to cultural
orientation and dissatisfaction with Western medical care, not income and availability of
services. Thereby, Hispanics will continue to view medicine as their ancestors did, that
illness is nothing more than a spiritual existence that arises in threatening times (Beltran,
1980).

People of various cultures have different beliefs about causes, diagnosis, and

treatment of illness (Jackson, 1993). Based on the teachings of their culture, women
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have reasons for their health practices. Once Hispanics determine the illness resulted
from natural causes, the condition is seen as curable and harmless. The concept is
reinforced by the belief that disease is the will of God. If the disease is thought to be
incurable, the cure rests outside the natural world in the supernatural realm (Spector,
1991, 1996).

Hispanic women think in terms of one of three kinds of treatment: (1) home
remedies, prescribed by either knowledgeable housewives or curanderos(as), (2) over the
counter medicines available at drug stores, and (3) prescriptions for antibiotics and other
medications provided by healthcare professionals. Ground herbs or vegetables are used
in home remedies to ward off illness, while over the counter medicines are used to treat
mild illnesses (Gonzalez-Swofford & Gutierrez, 1983).

The health beliefs of some ethnic groups can be distinct from, and conflict with
those of most American healthcare providers (Flack et al., 1995). Nurses base their
teachings on their culture of origin with superimposed professional "scientific" culture
beliefs. Nurses enter the healthcare arena with expectations of health behaviors. When
the nurses’ expectations and Hispanics’ practices clash, culture shock occurs, leads to
power struggles, and withdrawal from care on the part of the client (Stern & Harris,

1985).

Women with HIV

According to the National Center for Health Statistics (1995) women are fast

becoming the highest subgroups to be infected. During the second decade of the AIDS
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epidemic the number of women infected with HIV dramatically increased. The CDC
(1997b) reported that the number of United States AIDS cases occurring among women
from 1985-1996 increased nearly threefold from 7% to 20%.

Minority women are dramatically over-represented among the AIDS cases
reported to the CDC in 1996. Most women infected with HIV were women of African
American or Hispanic-American descent (Bunting, 1996; Rogers, 1997, Ward & Duchin,
1997). Black and Hispanic women accounted for 21% of all women in the United
States. They made up 45% and 20% of cumulative AIDS cases among women
respectively (CDC, 1997b).

The median age of women with AIDS was 35 years, with women ages 15 to 44
aécounting for 84% of the cases (CDC, 1997a). AIDS is a leading cause of death for
women 25 to 44. AIDS related deaths reported in the United States accounted for twelve
times as many black women than whites in 1992 and ranked third as the cause of death
for Hispanic women age 25 to 44 (Levy, 1995). According to the CDC (1997b), in 1996,
AIDS death cases declined in men by 15% and increased among women by 3%.

Heterosexual contact was reported as the greatest source (66%) of infection
among women with AIDS (CDC, 1995). Thirty-six percent of women with AIDS
reported heterosexual contact with a partner who had or was at risk for HIV/AIDS.
Sexual contact constituted an even greater risk for young women. Fifty three percent of
young women 13 to 19 and 50% of women 20 to 24 reported heterosexual contact as

their risk factor.
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Many of these women had poor access to health care and often sought care late in
their diagnosis of AIDS. Sowell et al. (1996) in a focus group study of 46 women with
HIV, identified eight distinct categories of perceived barriers to care. These were: (1)
lack of knowledge on the part of health care providers, (2) fear of negative treatment, (3)
insensitivity of health care providers, (4) fear by providers, (5) lack of patient education,
(6) lack of confidentiality, (7) lack of honesty, and (8) blaming the victim. Because of
these access problems many of the women often received misinformation about
HIV/AIDS and underesti.mated personal risk (Amaro, 1995; Kalichman, Hunter, & Kelly,
1992; Kline et al., 1992).

The majority of these women were single heads of households with dependent
children. Their roles as family caregivers often resulted in delayed attention to their own
health. They frequently were stigmatized for drug use, race, and poverty (Cohen &
Nehring, 1994; Weiner, 1991). These behaviors impacted on the women's willingness to
accept or continue treatment for HIV infection.

Cohen & Nehring (1994) noted that single HIV" women, heads of households,
often avoided planning for their children due to denial or stressors of the illness. Due to
this lack of planning many children were left in foster care when there was no extended
family network to assume care of these children when orphaned. Many of these children
were HIV-infected. They also reported that there were 1,149 HIV™ children in foster care
in 1991, and the numbers were estimated to increase dramatically.

The impact of HIV/AIDS is particularly great on women for four reasons: (1)
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Stereotypes related to HIV/AIDS have meant that women are either blamed for the
spread or not recognized as potential patients with the disease; (2) women are at an
increased risk of exposure to HIV infection for reasons related indirectly and directly to
their gender; (3) the psychological and social burdens are greater for women than for
men in a similar situation; and (4) women’s frequently low socioeconomic status and
lack of power make it difficult for them to undertake prevention measures (Vera, 1996).
The consequences can be: (a) delayed diagnosis and treatment, (b) stigmatization, (c)
loss of income, and (d) violation of human rights. Problems related to pregnancy and
motherhood, rejection as marital partners, loss of security and income, and greater
demands to cope with the effects of the epidemic are experienced by HIV® women.
Women, increasingly affected and infected by HIV, reported heterosexual contact
as the greatest source of infection. Stigmatization, race, and poverty impacted women's
willingness to accept or continue treatment for HIV infection. Misinformation and
underestimated personal risk were primary in women delaying care after their diagnosis.

AIDS has become the leading cause of death for women 25 to 44.

Hispanic Women with HIV

Hispanic women are believed to be at greatest risk for HIV infection and AIDS
(Barken et al, 1998). Behavioral, cultural, and environmental factors have been
suggested as sources for the higher risk of heterosexual transmission of the disease (Diaz
et al., 1993; Weeks, Schensul, Williams, Singer, & Grier, 1995). Hispanic women have

cultural beliefs and values that place their family’s health over their own. Hispanic



26

women compared to white women also differ in having lower condom use (Deren,
Shedlin, & Beardsley, 1996; Marin et al., 1993), greater reluctance to suggest condom
use to male partner (Amaro, 1995; Anastasio, McMahan, Daniels, Nicholas, & Paul-
Simon, 1995; Organista, Organista, & Soloff, 1998), and less confidence about avoiding
HIV (Hines, & Graves, 1998; Marin et al.).

The high incidence of bisexuality found among Hispanic men (CDC, 1993) puts
Hispanic women at greater risk for HIV transmission. Salgado de Snyder et al. (1996) in
a study of migrant workers, found that Hispanic men who engage in male-to-male sex do
not regard themselves as homosexual, or even bisexual. Acceptance of this practice is
dependent on the man assuming the dominant role (insertive v.s. receptive). Fulfilling
his "masculine," i.e., heterosexual role and providing for his family and home,
overshadows the stigma that could be attached to such behaviors and practices.
Furthermore, extramarital sexual activity among Hispanic males is sanctioned culturally.

Simoni, Mason, Marks, Ruiz, & Richardson (1995) in a survey of 65 ethnically
diverse women who were HIV™ found that Spanish-speaking Hispanics were less likely to
disclose their serostatus or discuss HIV-related worries with others than were English-
speaking Hispanics, African-Americans, and Anglo-Americans. Participants uniformly
expressed concern about disclosing their HIV status because of the expected and feared
negative responses from others. Their concerns included discrimination and loss of
confidentiality.

Hispanic women face many factors that put them at greater risk for HIV infection
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and AIDS. Heterosexual transmission is reported as the greatest source of infection due
to behavioral, cultural, and environmental factors. Placement of family's needs over her
own and fear of disclosure are reported as factors for delaying care. As a rising group

affected by this disease, Hispanic women's access to care must be improved.

Summary

Findings of the research studies presented demonstrated that there is a need for
continued research in the area of women with HIV/AIDS but most importantly Hispanic
women with HIV/AIDS. Much of the research has been related to the prevention of
HIV/AIDS and very little has been devoted to those affected. Furthermore, very little
research was found related to cultural influences and folk health practices of women
affected by HIV. For many, this disease represents an overwhelming disruptive
emotional experience. When efforts to cope with new threats and challenges lead to
failure, individuals naturally turned to those sources that provided comfort and "made
sense." Research needs to tap into these sources to help "make sense" of this disease and

assist women to obtain the healthcare they need.



CHAPTER 3

METHODOLOGICAL APPROACH

The purpose of this study was to explore folk health practices of HIV™ Hispanic
women. The design was based on the grounded theory methodology as described by
Glaser and Strauss (1967). Grounded theory is appropriate in "investigations of
relatively uncharted waters, or to gain a fresh perspective in a familiar situation" (Stern,
1980, p. 20). This qualitative method is used when there is an interest in social processes
from the perspective of human interactions. The aim of the grounded theory approach is
to discover underlying social forces that shape human behavior and to discover the
meanings of these situations to generalize responses and integrate categories of responses
into theory grounded in data (Glaser & Strauss, 1967).

Following the grounded theory method, data were obtained through interviews
and observations of individuals interacting in a social setting. The major feature of the
grounded theory method was that data collection and analysis occurred simultaneously.
This process required systematic detailed record keeping using transcribed interview
tapes and field notes. Hunches about emerging patterns in the data were notes in memos,
and the researcher directed activities in the field by pursuing these hunches. The
technique for the selection of the population was theoretical sampling (Glaser & Strauss,

1967). The interest was in gathering data about what persons do or do not do to identify,

28
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develop, and relate concepts that proved theoretical relevance to the evolving theory.

The women were interviewed individually and the interviews audiotaped. The
researcher made notes before, during, and after the interview to record observations and
impressions of the social context. Data were analyzed prior to subsequent interviews.
The researcher left open the option to return to the interviewee for clarification of data
after analysis. The researcher also clarified data with an expert researcher and an expert
in the area of study.

Symbolic interactionism (SI), described by sociologists Mead (1934) and Blumer
(1969), provided the philosophical foundations for grounded theory and guided the
research questions, interview questions, data collection, strategies, and methods of data
analysis (Stern, 1980, 1985; Stern, Allen, & Moxley, 1982; Hutchinson, 1993). SI, a
social-psychological theory of social action, is organized around the self, the world, and
social action, and suggests that individuals order their world by use of symbols to
interpret and identify meaning in situations. The self and the world are socially
constructed, and as such, they are ever changing through processes of social interaction.
Thus SI focuses on the acting individual (the actor) whose social self is emerging through
interaction with society. Individuals share meanings and create them to make sense of
their world. The meanings communicated, individuals and their actions cannot be
understood out of the social context being studied. Within SI, society includes persons,
organizations, events, and objects and is described as ordered, unified, and evolving.

Interactions and symbols that describe stages and phases within an experience can change
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over time (Blumer, 1969).

Grounded theory, an inductive, descriptive research method, was used to find
meaning in social and psychological processes. Grounded theory research is aimed at
understanding how a group of people define their reality via social interactions (Stern,
1980). Through relationships to self and society, reality is co-constructed. Reality is not
static, but is in evolution as the person interrelates with self and society (Chenitz &
Swanson, 1986). The goal of grounded theory is to discover meaning in situations and to
generalize responses. Interpreting and extracting meanings in situations allows people to
make sense of the world and share meanings with others (Glaser & Strauss, 1967).

In spite of the increasing reliance in physicians and traditional Western medicine,
significant barriers to utilization of healthcare still exist. Hispanics are known to turn to
the family first then to the healthcare system. When they do <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>