Original Article - 141 -

THE HOPE OF WOMEN WITH HIV/AIDS: EVALUATION USING THE
HERTH SCALE

Fabiana de Souza Orlandi', Neide de Souza Praca’

! Ph.D. in Sciences. Adjunct Professor of the Department of Gerontology at Federal University of Sao Carlos. Sao Paulo, Brazil.
E-mail: forlandi@ufscar.br

2 Ph.D. in Nursing. Associate Professor of the Department of Maternal-Child and Psychiatric Nursing at University of Sdo
Paulo School of Nursing. Sao Paulo, Brazil. E-mail: ndspraca@usp.br

ABSTRACT: This descriptive cross-sectional study had the objective to evaluate the level of hope in women aged 50 or older suffering
from HIV/ AIDS, utilizing the Herth Hope Scale. The study involved 200 HIV- positive women, within the age bracket of interest, enrolled
in three STI/ AIDS specialized healthcare services in the city of Sdo Paulo. The rules of the 196/96 Resolution were met and the study
was approved by the Research and Ethics Committee. Data were collected in 2010 using two instruments: subjects’ characterization and
the Herth Hope Scale. Results demonstrated an average score of 36.75 (+4.52) on the Herth Hope Scale, with an interval of 12 to 48. This
score is below the score obtained with the same scale for various pathologies, indicating a reduced perception of hope by the sample.
Nurses should provide interventions to improve hope for these people, establishing realistic goals and strengthening social support.

DESCRIPTORS: Women'’s health. HIV. Acquired Immune Deficiency Syndrome. Life expectancy. Aging.

A ESPERANCA NA VIDA DE MULHERES COM HIV/AIDS: AVALIACAO
PELA ESCALA DE HERTH

RESUMO: Este estudo descritivo, transversal, teve como objetivo avaliar o nivel de esperanca de mulheres com 50 anos ou mais, com
HIV/aids, pela Escala de Esperanca de Herth. Foram entrevistadas 200 mulheres soropositivas na faixa etaria de interesse, matriculadas
em trés Servigos de Assisténcia Especializada em DST/aids do municipio de Sao Paulo. Foi atendida a Resolugdo 196/ 96 e o estudo foi
aprovado por Comité de Etica em Pesquisa. Os dados foram coletados em 2010 com preenchimento de dois instrumentos: caracterizagao
dos sujeitos e Escala de Esperanca de Herth. Os resultados mostraram escore médio na aplicacdo da Escala de Esperanca de Herth de
36,75 (+4,52), num intervalo de 12 a48. Este escore estd abaixo dos obtidos com a mesma escala para diversas patologias, indicando
reduzida percepcdo de esperanca de vida pela amostra. O enfermeiro deve propor suas agdes na busca da melhoria da esperanga da
pessoa assistida, estabelecendo metas realistas e fortalecendo o suporte social.

DESCRITORES: Satde da mulher. HIV. Sindrome da imunodeficiéncia adquirida. Esperanga de vida. Envelhecimento.

LA ESPERANZA EN LA VIDA DE MUJERES CON VIH/SIDA:
EVALUACION POR LA ESCALA DE HERTH

RESUMEN: Esttdio transversal-descriptivo que tuvo como objetivo evaluar el nivel de esperanza de vida para las mujeres mayores
de 50 afos com VIH/SIDA por la Escala de Esperanza de Herth. Se entrevistaron a 200 mujeres VIH-positivas en el grupo de edad de
interés, asistidas en tres Servicios de Atencién Especializada de ETS/SIDA en Sao Paulo. Se cumplié la Resolucién 196/96 y el estudio
fue aprobado por el Comité de Etica en Investigacién. Los datos fueron recolectados en el afio 2010 con la aplicacién de dos instrumentos:
caracterizacion de los sujetos y Escala de Esperanza de Herth. Los resultados mostraron una puntuaciéon media de la aplicacién de la
Escala de Esperanza de Herth de 36.75 (+4,52), dentro de los 12 a 48. Esta puntuacién esta por debajo de los obtenidos con la misma
escala para diversas patologias, lo que indica la percepcion de la esperanza de vida reducida por la muestra. El enfermero debe proponer
acciones que busquen la mejoria de la esperanza de la persona asistida, estableciendo metas realistas y fortaleciendo el suporte social.

DESCRIPTORES: Salud de la mujer. VIH. Sindrome de inmunodeficiencia adquirida. Esperanza de vida. Envejecimiento.
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INTRODUCTION

HIV infection in women deserves special
attention, mainly due to its increasing incidence
in the past few years, inequalities regarding
socio-economic, cultural and gender contexts, and
changes in the carriers” epidemiologic profiles.'

Epidemiological data published by the
health manager reveal the number of cases re-
ported to the Notifiable Diseases Reporting In-
formation System (SINAN in Brazilian acronyms)
according to gender. In 2011, 9,035 cases of AIDS
were reported in males, while 5,491 cases of AIDS
were reported in women, comprising all age
brackets. When compared to the period spanning
1980 to 1997, 123,714 cases were reported in males
and 39,125 in women. Therefore, we can observe
a crescent incidence of cases in women and a de-
crease in the women/men ratio. Among women,
10.1% of cases occur in women aged 50 years or
older. Infection with the HIV in the population
over 50 years old has increased in Brazil more
than in any other age group, and this growth is
greatest among women.

Scientific progress brought about by high-
powered antiretroviral therapy has raised life
expectancy in HIV/AIDS carriers, turning them
into carriers of a potentially controllable chronic
disease.*

Every chronic disease impacts individuals’
lives, both in the personal and professional realms.
Living with a chronic disease requires the ability
to deal with complex therapeutic regimes and the
need for alterations in activities of daily living,
which may lead to feelings of hopelessness.”

Maintaining hope when dealing with a
chronic disease is an endless process; however,
hope is a valuable resource in dealing with this
condition.” Hope is one of the central aspects of
nursing care.° Hope has a beneficial effect on the
health of people, contributing to their ability to
deal with crisis situations in order to maintain
quality of life, determining healthy goals and
promoting health.” The evaluation of hope allows
the implementation of interventions that will aid
people with chronic diseases and their families.?
This is a subsidy that will enable planning of in-
terventions with a view to reducing the impact of
disease on individuals’ daily life.’

In addition, the literature demonstrates
a lack of research evaluating the level of hope
in HIV-positive women within the Brazilian
context.

This present study had the objective of evalu-
ating the level of hope in women aged 50 years
or older, carriers of HIV/AIDS, using the Herth
Hope Scale; these women are featured according
to sociodemographic and clinical aspects.

METHOD

This study is a descriptive cross-sectional
research performed in three STI/ AIDS specialized
healthcare services (SAE in Brazilian acronyms) in
the city of Sao Paulo, one in the north region and
the other two in the east region of the city. STI/
AIDS SAEs are specialized health services offering
preventive, diagnostic and treatment interventions
for people with STI/HIV/AIDS. They work as a
clinical service with a multiprofessional team.

Calculation of the sample size considered the
following: the coefficient value of the correlation
(Pearson) r=0.20 and the fixed values for a=0.05
and [3=0.20."Thus, the sample size was defined as
194 subjects; however, 200 women provided data
for collection.

The sample was comprised of 200 women
who met the following inclusion criteria: aged
50 years or older; being a carrier of HIV/AIDS
(regardless of the infection stage) and being an
out-patient of one of the Specialized Health Care
Services clinics in this study. Data collection oc-
curred when the women who met the inclusion
criteria came for their medical appointments and
were invited to participate in the study. Clinical
data were extracted directly from their medical
files. They answered two instruments during in-
dividual interviews, performed in a private room
within the outpatient clinics, before or after their
medical appointment.

Of the two instruments employed in the
interview, one of them specifically characterizes
the population aged 50 years or older who are
carriers of HIV/AIDS. The instrument was built
and validated for the Brazilian context' and is
comprised of sociodemographic questions (marital
status, religion, age, education, profession, occupa-
tion, income) and medical questions (viral load,
CD4 count, HIV infection stage, presence of op-
portunistic diseases related to HIV / AIDS or other
pathologies, use of antiretroviral and/or non-
antiretroviral medications). Moreover, habit and
behavior questions are included (tobacco, alcohol
and drug use), questions regarding sexuality (re-
lationship and sexual partners, marital situation,
number of partners, use of condoms, justification
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for non-compliance with the use of condoms),
and beliefs and actions related to the disease and
the treatment (time since diagnosis and how they
became aware of the diagnosis, beliefs about the
mode of infection, complications resulting from
the infection, time of treatment, perceptions of
therapeutic advantages and treatment dropout).

In addition to the instrument mentioned
above, the Herth Hope Index Scale was adopted,
which has been validated in Brazil (HHS). It is a
self-reporting scale from the USA? which quanti-
fies life expectancy. The scale comprises twelve
affirmations and items gradation follows the
four-point Likert-type scale, varying from “totally
agree” to “totally disagree”, where 1 indicates
“totally disagree” and 4 indicates “totally agree”.
Items 3 and 6 present inverted scores. Total score
varies from 12 to 48 and the higher the score, the
higher the level of hope. It is considered to be a
brief and easily understood scale.

Data were coded and organized into a data
base with double entries and value comparisons
using the Microsoft Excel 2000 software. Data
treatment was performed using the Statistics
Software SPSS (Statistical Package for the Social
Science) 16.0 for Windows. Data were subjected
to descriptive analysis. Hence, position (mean,
median, minimum and maximum) and dispersion
(standard deviation) measures were calculated.
Reliability in the HHS was tested using Cronbach’s
Alpha (a) internal consistency test. A value of
0.7 was adopted as the inferior limit of internal
consistency.”

This study was approved by the Research
Ethics Committee of the Municipal Secretary
of Health of Sao Paulo, under protocol number
09/2010.

RESULTS

Data were collected throughout the period
of March to July of 2010, and are presented in sub-
categories: characterization and medical condition
of the sample, and hope.

Characterization and medical condition

To characterize the subjects in the sample
and their medical condition, tables 1 to 3 are pre-
sented as follows.

Table 1 - Sociodemographic characterization
of the subjects in the sample. Sao Paulo, 2010
(n=200)

Variables Categories n %
50 to 59 years 146 73.0
Age 60 to 69 years 44 220
70 years or more 10 5.0
. With a partner 48 24.0
Marital status No partner 152 76.0
Catholic 96 48.0
Christian 63 31.5
Religion Spiritualist 16 8.0
Others 21 10.5
No religion 4 20
. No 12 6.0
Children Yes 188 94.0
Monthly income zero - 4 22
per person Upto 1 minimum wage 129 71.7
(n=180) 1.1 to 3 minimum wages 39 21.7
3.1 to 5 minimum wages 6 4.4

Data presented in table 1 demonstrate that
the sample was composed predominantly of
women within the age category of 50 and 59 years
(73%) with children (94%). Regarding religion, 48 %
were catholic.

Comparing data from table 1 and table 2, the
average age of the interviewees was 56.59 years
(£6.60), varying between 50 and 83 years. Among
the 188 women who mentioned having children,
the average number of children per person was
3.39 (¥1.91). Regarding education, the average
number of years of education among the 184
women was 6.37 years (+3.88), varying from one
to 20 years. Regarding monthly income per person,
71.7% (n=129) of the interviewees were observed to
receive a monthly income equal to one minimum

wage (Table 1).

Table 2 - Sociodemographic characteristics of the subjects in the sample according to mean, standard
deviation, median, and minimum and maximum number. Sdo Paulo, 2010 (n=200)

Variables Mean Std. deviation Median Min Max
Age 56.59 6.60 55.00 50.00 83.00
Children (n=188) 3.39 1.91 3.00 1.00 12.00
Education (n=184) 6.37 3.88 5.00 1.00 20.00
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Regarding the medical condition of the sub-
jects in the sample, findings are demonstrated in

table 3, as follows.

Table 3 - Distribution of the subjects in the sample according to medical characteristics. Sao Paulo,

2010 (n=200)

Medical data

Categories n

%

Viral load (last count) Undetectable . 142 71.0
More than 50 copies per ml 58 29.0
More than 500/mm? 107 54.0
From 200-500 71 35.5
CD4 (last count) From 100-200 14 7.0
Less than 100/mm 8 4.0
Disease classification HIV with or without symptoms 28 14.0
Aids 172 86.0
No 26 13.0
Use of antiretroviral medication Yes 173 86.5
No record 1 0.5

Table 3 demonstrates that 71% of the sample
have an undetectable viral load; 54.0% and 35.5%
had a CD4 count higher than 500/ mm?® and be-
tween 200-500/ mm?, respectively; 86.5% used
antiretroviral medications; and 86.0% were diag-
nosed with AIDS.

Hope

HHS components analysis demonstrated a
Cronbach’s Alpha value of 0.836, demonstrating
internal consistency and reliability of the instru-
ment employed in the study.

Table 4 presents the variables composing the
HHS according to findings.

Table 4 - Distribution of HHS variables according to mean, standard deviation, median, and obtained

and expected variations. Sdao Paulo, 2010 (n=200)

Questions Mean Sp* Median \La;;:::;r:’s \S(';Zt:t)::
1. | feel optimistic about life 3.08 0.67 3.0 1-4 1-4
2. | have long-term and short-term plans 2.83 0.68 3.0 1-4 1-4
3. I feel very lonely 2.29 0.85 2.0 1-4 1-4
4. | can see difficulties within possibilities 3.05 0.57 3.0 1-4 1-4
5. I have faith and it comforts me 3.52 0.52 4.0 2-4 1-4
6. | fear for my future 2.69 0.72 3.0 2-4 1-4
7. | can remember happy and pleasurable moments 3.18 0.58 3.0 1-4 1-4
8. | feel very strong 3.04 0.74 3.0 1-4 1-4
9. | feel able to give and receive affection/love 3.32 0.53 3.0 1-4 1-4
10. | know where | want to go 2.96 0.51 3.0 2-4 1-4
11. I believe in the value of each day 3.33 0.54 3.0 2-4 1-4
12. | feel my life has value and .usefulness 3.49 0.58 4.0 2-4 1-4
Total 36,75 4,53 37,0 25-48 12-48

Sd=Standard deviation.

Data presented in table 4 demonstrate a
HHS response index mean score of 36.75 (£4.52)
and median of 37.00. HHS scores may vary from
12 to 48 and the higher the score, the higher the
level of hope. Variations in the total score ranged
from 25 to 48. Also shown in table 4, among the 12

items on the scale, item number three presented
a lower mean score (2.29), indicating that 44%
of the sample disagrees with the statement I feel
very lonely; however, no total disagreement was
present (39%). On the other hand, the item pre-
senting the highest mean score was item number
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five (mean of 3.52), demonstrating that 53% of the
subjects agreed with the statement I have faith and
it comforts me.

Items 12 I feel that my life has value and is use-
ful, 11 I believe in the value of each day and 9 I feel I
am able to give and receive love/affection also deserve
highlighting with mean scores of 3.49, 3.33 and
3.32, respectively.

DISCUSSION

In this study, findings for the predominant
age bracket (50 to 59 years) and the mean age
(56.59 years) are congruent with findings in a study
performed with women and men with HIV aged
between 50 and 59 years in Salvador-BA, which
demonstrated an approximate mean age of 53.70
years." Regarding marital status, most women
had no partner, a fact congruent with a study
performed in men and women over age 50 with
HIV/AIDS in the city of Campinas-SP, where a
higher percentage of people were found not to be
in a stable union (65.1%)." In addition, research
performed with elderly people with HIV/AIDS
in Rio de Janeiro found that 71% of the subjects
were not living in a stable union."

The predominance of Catholic women is
congruent with a study where 61.2% of the subjects
also shared this religion. Findings related to edu-
cation coincide with the social profile of the AIDS
epidemic in Brazil, since it affects people having
a lower level of education. Regarding monthly
income per person, poverty can be observed in
this study, which also agrees with the general
profile of infected people, where an increase in
the proportion by HIV/ AIDS among people with
a lower income is observed.'**®

Having children corroborates another study
regarding sexuality and reproductive issues per-
formed with 148 female carriers of HIV who were
provided services at a reference center clinic for
STI/ AIDS located in Sdao Paulo. Most interviewees
reported having children.”” The average number
of children in this present study was 3.39 children.
This data was close to the data found in a study
performed in Salvador-BA, at the State Reference
Center for STI and AIDS, administrated by the
Health Department of the State of Bahia, where
the average number of children was 2.98.'

In this study, most women (71.0%, n=142)
presented an undetectable viral load, which is
comparable to data in other studies."* Viral load
demonstrates the number of HIV particles in the

blood; the higher its result, the higher the risk is of
transmitting the disease. Regarding lymphocytes
T-CD4 count, most of the women (53.5%) presented
with values higher than 500/ mm3, congruent with
another study that observed 45% of subjects with
values higher than 500/ mm3."> However this dif-
fers from another research where most subjects
presented a CD4 count between 200 and 499/ mm?3.%

Both studies were performed in the state of
Sao Paulo. The first study was performed with 109
subjects aged 50 years or older, HIV/AIDS posi-
tive, attending the health complex of the State Uni-
versity of Campinas in the city of Campinas." The
second study was an analytical and co-relational
research performed in two AIDS- specialized
healthcare services in the city of Ribeirao Preto.?

The search for studies which adopted the
Herth scale to evaluate levels of hope in carriers
of HIV/AIDS demonstrated a lack of research
performed on the population segment of inter-
est. Although there are no studies in the national
literature which include individuals aged 50 years
or older, international publications demonstrate
three researches evaluating hope in carriers of
HIV/AIDS.?*# Another study had the objective of
describing the level of hope in African-American
women with HIV/aids and within reproductive
age (18 to 45 years), using the Herth Hope Scale
and comparing the level of hope of these women
to breast cancer patients and hospitalized adult
cancer patients. Findings demonstrated the level
of hope in women with HIV/AIDS within repro-
ductive age was lower than that of breast cancer
patients and hospitalized adult cancer patients.”
Another research regarding the correlation of
physiologic and psychosocial factors and the
perception of health in a sample of 275 women
infected with HIV in Georgia, South Carolina and
North Carolina used the Herth Hope Index. The
women in that study demonstrated a mean score
of 38.0 (+5.4), which is higher than the findings in
this present study.”

The third study investigates the perception of
social support, hope and quality of life in people liv-
ing with HIV/ AIDS in Nepal, using the Hope Scale
to evaluate the subjects’ level of hope, specifically
built for the study. Among the findings, hope was
considered a triggering factor for quality of life,
since there was a significant association between
both. The level of hope reached its apex in the im-
provement of the quality of life of the population
in this study. Only one international study was
found using the HHS in women with HIV/AIDS;
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however, the age bracket evaluated individuals
aged 15 to 48 years, not including women aged 50
or above, which is the interest of this study.

A search for national studies using the HHS
unearthed only one publication. It was a study
performed with oncology patients, diabetics and
their companions (family members or caretak-
ers).?* In that study, the score obtained from the
HHS demonstrated a mean score of 41.57 (+4.60),
40.46 (+4.88) and 40.88 (+3.77) for the cancer patient
group, the group of diabetics and their compan-
ions, respectively.? These findings demonstrate
that women with HIV/AIDS from this present
study present lower levels of hope (36.75+4.52).

International researches employing the HHS,
where the subjects presented lower levels of hope
compared to the present study although they
were not focused on HIV/AIDS, are presented
as follows. A study performed with women who
received heart transplants investigated hope, their
humor condition and quality of life, demonstrating
a mean score on the HHS of 35.84 (£5.08).” The
evaluation of hope and quality of life of people
with brain-spinal fluid circulatory disorders in
Cambridge (England) found subjects with benign
intracranial hypertension had a mean score on the
HHS of 35.2; congenital hydrocephaly patients had
a mean score of 34.2.%

A research that compared the mean obtained
on the HHS between oncologic groups with and
without pain, and with and without metastasis,
demonstrated that people with pain and without
metastasis had superior mean scores compared
to patients with pain and metastasis; however, all
mean scores were above 37.00. In addition, when
comparing the cancer patient group experiencing
improvement due to treatment (37.89+5.13) to the
group that presented no improvement, the latter
presented an inferior mean score (35.10+4.92).
In light of this, only the group of patients who
presented no improvement with cancer treatment
demonstrated an inferior level of hope compared
to this present study with women aged 50 years
or older with HIV/AIDS.

Another investigation regarding the rela-
tionship between pain, uncertainty and hope in
lung cancer patients in Taiwan demonstrated that
the subjects who felt pain presented less hope
than those who felt no pain, with mean scores
on the HHS of 30.81 (£5.95) and 36.91 (+5.18),
respectively.?®

A study of hope in cystic fibrosis patients
compared to the general population of Norway

demonstrated that individuals with cystic fibro-
sis had an inferior level of hope compared to the
Norwegian population, with mean scores of 36.1
(#4.1) and 37.2 (+4.1), respectively.”

Other relevant data regards the scores ob-
tained for each HHS item. In this present study,
item number three (I feel very lonely) from the
HHS was the item with the lowest score. In other
words, most women with HIV/AIDS disagreed
with the statement; however, there was no total
disagreement. In seeking other studies with
similar mean scores for the same item from the
HHS, only two researches were found. They are
presented as follows.

A study on hope and pain in hospitalized
oncology patients demonstrated the lowest scores
onitem 6 (“I am afraid for my future”) (2.60).*° These
is similar to the findings in this present study,
where the same item yielded low scores. The
research regarding hope in patients with cystic
fibrosis found that item number 5 (“I have faith
and it comforts me”) had a lower mean on the HHS,
with a score of 2.25.# These findings differed from
this present study where women with HIV / AIDS
scored the same item with the highest mean score
(3.52), confirming their agreement with this item,
although their agreement was not total.

Two studies found item number 7 (“I can
remember happy and pleasurable moments”) with a
higher score, with means of 3.61* and 3.60.* In
this present study, women with HIV/AIDS had
a mean score of 3.18 for the same item. Therefore,
although with lower scores, most interviewees in
this present research agreed with the statement.
However, there was no total agreement.

Other relevant data regard the approach to
spirituality and religiosity, since the HHS item
which most women aged 50 years or older with
HIV/AIDS scored the highest was related to
a comforting faith. Religiosity and spirituality
concepts must be differentiated: while the latter
regards questions about the meaning of life and
reason for living, regardless of religious practices,
religiosity is understood as the measure of the
religion that is accepted, followed and practiced
by the individual. The authors of this statement
developed a study with individuals with HIV/
AIDS and demonstrated that those who presented
higher scores for spiritual welfare tended to be
more hopeful.*> Other studies also pointed out
religiosity and spirituality in people with HIV/
AIDS that may help them face the disease and also
promote hope.*3*
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CONCLUSIONS

In this study, sociodemographic and medi-
cal features of the women are congruent with the
epidemic profile of carriers of HIV/AIDS in the
country. This fact reinforces poverty, heterosexu-
ality and chronic features as characteristics of the
disease. Also, it demonstrates that the level of hope
presented by women according to the HHS are
mostly below the mean scores obtained in other
studies approaching chronic and life-threatening
diseases published nationally and internationally;
the exception can be seen when the same scale is
employed for heart transplant, cystic fibrosis and
lung cancer patients.

Regarding the statements evaluated by the
HHS, most women demonstrated the presence
of faith as a support and comfort, in addition to
valuing affection, love, daily living and life itself.
Hence, faith is an important value in sustaining
the hope of these women. Religiosity and spiri-
tuality are also important factors raised by the
professional in this research, since it is relevant
for the care for these people who live with HIV/
AIDS, helping them to cope with the disease and
improving their hope and quality of life.

This present study is a professional alert,
especially for nurses who care for women aged
50 years or older with HIV/AIDS, to employ
active listening in identifying the needs of these
women and their families, motivating them to
establish goals, contributing to strengthening of
social supports and creating interventions with
the aim of providing a higher level of hope for
these clients.
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