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Aspectos da gualidade de vida de pacientes com coinfeccao HIV'/ tuberculose

Aspectos de la calidad de vida de pacientes con coinfeccion vib/ tuberculosis
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Teresinha Gimeniz Galvao*

ABSTRACT

Aim: To investigate the quality of life of patients with HIV and tuberculosis co-infection and grasping the changes imposed in order to live
with both transmissible diseases simultaneously. Methods: Qualitative-quantitative research, undertaken at a specialized outpatient
clinic in Fortaleza, Brazil, between 2009 and 2010, involving 34 co-infected patients. For data collection, a quality of life scale called HAT-QoL
was used, which consists of 42 items, as well as open questions to perceive the changes the disease causes. Results: Most participants suffered
from pulmonary tuberculosis, were male and their education level was low. Quality of life was impaired in those domains related to economic,
sexual and secrecy issues. It was also evidenced that the co-infection imposes changes in daily life that underline and further harm quality of
life. Conclusion: Experiencing co-infection, despite appropriate treatment, causes changes in the patients’ lives, whose repercussions can be
mitigated through health-promoting interventions.

RESUMO

Objetivo: Investigar a qualidade de vida de pacientes com coinfecgio HIV/ tuberculose e apreender as mudangas impostas para viver simul-
taneamente com estas doencas transmissfveis. Métodos: Pesquisa com abordagem qualiquantitativa, realizada em ambulatério especializado
em Fortaleza, Brasil, entre 2009 ¢ 2010, com 34 coinfectados. Para coleta de dados foi utilizada uma escala de qualidade de vida, denominada
HAT-Qol. que possui 42 itens e questoes abertas para possibilitar perceber as mudangas em face das doencas. Resultados: A maioria dos
participantes tinha tuberculose na forma pulmonar, eram homens, com pouca escolaridade. A qualidade de vida mostrou-se prejudicada nos
dominios relacionados as questdes econdmicas, sexuais e de sigilo. Ainda, foi evidenciado, que a coinfecgdao imp6e mudangas no cotidiano que
corroboram e ampliam o comprometimento da qualidade de vida. Conclusio: Vivenciar a coinfec¢ao, mesmo com terapéutica adequada, produz

alteracoes na vida dos infectados, cujas repercussdes podem ser amenizadas com intervengdes que promovam a saude.
Descritores: HIV; Tuberculose; Qualidade de vida

RESUMEN

Objetivo: Investigar la calidad de vida de pacientes con coinfeccion VIH/ tuberculosis y aprender los cambios impuestos para vivir simultineamente
con estas enfermedades transmisibles. Métodos: Investigacién con abordaje cualicuantitativo, realizado en consultorio externo especializado en
Fortaleza, Brasil, entre 2009 y 2010, con 34 coinfectados. Para la recoleccion de datos fue utilizada una escala de calidad de vida, denominada
HAT-Qol. que posee 42 items y preguntas abiertas para posibilitar la percepcion de los cambios frente a las enfermedades. Resultados: La
mayoria de los participantes tenia tuberculosis pulmonar, eran hombres, con poca escolaridad. La calidad de vida se mostré perjudicada en los
dominios relacionados a las preguntas econémicas, sexuales y de sigilo. Aun, fue evidenciado, que la coinfeccién impone cambios en el cotidiano
que corroboran y amplian el compromiso d ela calidad de vida. Conclusion: Vivenciar la coinfeccion, inclusive con terapéutica adecuada, produce
alteraciones en la vida de los infectados, cuyas repercusiones pueden ser amenizadas con intervenciones que promueban la salud.
Descriptores: VIH; Tuberculosis; Calidad de vida
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INTRODUCTION

Around the world, approximately 33 million
people have been infected by HIV and 2.2 billion by
Mpycobacterium tuberculosis. A study about tuberculosis
(TB) affirms that this disease remains an important
cause of morbidity and mortality and suffering among
HIV patients and their relatives. Hence, co-infection
can strongly affect the epidemic evolution of both
conditions, representing a challenge to public health®.

Every year, the number of new cases in Brazil is
estimated at 110 thousand. Therefore, the country
stands out because of the highest incidence rate in
Latin America and ranks among the 16 countries with
most TB cases around the world®.

Around the globe, HIV infection has modified the
epidemiological trend of TB in the poorest regions.
The global prevalence of HIV entails implications
for TB control, mainly in countries with high dis-
ease indices™.

The advance of antiretroviral therapy against
AIDS permits increasing the life expectancy of
HIV patients and improving their quality of life®*?.
It should be highlighted that the quality of life of
patients infected by the virus is not just related to
the possibility of a longer life, as contact with HIV
exposes patients to situations of discrimination, aban-
donment, segregation, stigmatization, lack of social
and financial resources, ruptures in affective relations
and sexual changes®.

Interest in quality of life assessment also includes
tuberculosis patients as, although it is a curable
disease, the duration of treatment and the number
of medicines taken can compromise these patients’
quality of life®.

The World Health Organization defines the term
quality of life as “individuals’ perception of their
position in life in the context of the culture and val-
ue systems in which they live and in relation to their
goals, expectations, standards and concerns”?.

In that sense, quality of life comprises different
aspects of individuals’ life, including physical, mental
and social aspects. Hence, the improvement in subjec-
tive wellbeing, feeling of vitality and better affective
and social bonds should be considered®. Thus, the
term quality of life has been used as a synonym of
health condition, functional status, psychological
wellbeing, satisfaction with life and one’s needs and
assessment of one’s own life®.

The aim was to investigate the quality of life of
patients with HIV/TB co-infection and grasp the
changes imposed to live with both transmissible dis-
eases at the same time.
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METHODS

This cross-sectional and exploratory research with
a qualitative-quantitative approach was undertaken
at the specialized outpatient clinic of Hospital Sao
José de Doengas Infecciosas (HSJ) in Fortaleza,
Ceara, Brazil.

The number of patients was obtained based on the
total number of notifications of HIV/TB co-infec-
tion at HSJ, where 136 cases of co-infected patients
were notified in 2009. Twenty-nine of these patients
abandoned treatment (abandonment rate=21.3) and
37 died (death rate=27.2), so that 70 co-infected
patients were followed. An intentional sample of 34
co-infected patients was obtained, which correspond-
ed to 48% of all patients monitored (n=70). During
data collection, four patients refused to participate.

Participants were recruited through convenience
sampling, that is, as they attended the service for
health care, during six months, between November
2009 and April 2010.

In this study, the following inclusion criteria were
adopted: individuals aged 18 years or older, male and
female, HIV-positive and diagnosed with tuberculo-
sis, in physical and cognitive conditions to answer
the interview.

Data were collected through private interviews,
using a semi-structured instrument with the following
variables: sociodemographic, epidemiological, clinical
data and open questions, with a view to grasping the
changes imposed to simultaneously live with HIV
and TB.

To investigate the patients’ quality of life, the scale
called HIV'/ AIDS — Quality of Life (HAT-QoL) was
adopted, a specific instrument to assess the quality
of life of HIV-positive individuals, originally writ-
ten in English® and validated in Brazil®. The scale
consists of 42 items, divided in nine domains, which
are: general activities, sexual activities, concern with
keeping the infection secret, concern with health,
financial concern, awareness about HIV, satisfaction
with life, medication issues and trust in the profes-
sional. For each item, five alternative answers are
available, ranging from 1 to 5. The total score ranges
from 42 to 210.

For analysis purposes, the added score in each
domain was transformed into a weighted index, on
an analogue scale from 0 to 100, in which zero cor-
responds to the worst quality of life and scores close
to 100 to the best, considering scores below 75 as
impaired quality of life.

Data were analyzed using Statistical Package for
Social Sciences software — (SPSS 15.1) and sociodemo-
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graphic and clinical variables were treated with the
help of relative frequencies, means and medians. To
describe the domain scores on the HAT-Qol., means,
standard deviations and percentiles were used. In
addition, the Kolmogorov-Smirnov Test was adopted
for normality analysis. For the correlations between
the domain scores, Pearson’s linear correlation coef-
ficient r were applied to variables with normal distri-
bution. Correlations with p < 0.05 were considered
statistically significant.

To analyze the open questions, content analysis
recommendations were followed, involving three
steps: 1)- grouping statements; 2)- exploring testi-
monies, with a view to combining and numbering
the statements and obtaining thematic categories;
and treating and categorizing the results, associating
similar contents. Two categories were constructed:
Impact on quality of life and Lifestyle changes.

In compliance with requirements, approval was
obtained from the Institutional Review Board, under
Protocol 035/2009. Subjects were informed about
the study and their participation was formalized by
signing the Informed Consent Form.

RESULTS

In this research, 34 patients with HIV/TB co-in-
fection participated, mostly male (88.2%), between
18 and 29 years old and between 6 and 11 years of
education (70.6%). As regards the marital status,
58.8% were single. What employment is concerned,
35.3% were unemployed and 61.8% gained a family
income of between one and two minimum wages.
Most patients had been diagnosed with HIV less than
one year earlier (58.8%). Concerning the clinical form
of TB, 64.7% suffered from pulmonary tuberculosis.
A history of opportunistic diseases was identified
in 32.4% of the patients, including tumors, syphilis,
herpes zoster, neurotoxoplasmosis, pneumocystosis,
hepatites and pneumonia (Table 1).

Data in Table 2 show the descriptive values and
descriptive level (p) of the normality test applied to
the HAT-Qol. domain scores. To analyze the domain
trust in the professional, with a mean score of78.4
in this research, the choice was made to analyze the
physician, as this was the professional involved in
most outpatient consultations. This domain indicated
no impairment for the co-infected patients quality
of life.
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Table 1. Distribution of sociodemographic variables of patients
co-infected with HIV/TB. Fortaleza, 2010

Patients
Variables
n("/o)
Gender
Male 30(11.8)
Female 4(88.2)
Age (years)
<29 13(38.2)
30 -39 12(35.3)
=40 9(26.5)
Education (years of study)
0-5 10(29.4)
6-11 24(70.6)
Matrital status
Married/living together 9(26.5)
Single 20(58.8)
Separated/widowed 5(14.7)
Monthly income (minimum wage)
No income 6(17.6)
1-2 21(61.8)
>3 7(20.6)
Occupation
Employed 10(29.4)
Unemployed/tetired 24(70.6)
Diagnosis time of HIV infection (years)
<1 20(58.8)
2-5 5(14.7)
6-9 9(26.5)
Clinical form of tuberculosis
Pulmonary 22(64.7)
Extrapulmonary 10(29.4)
Mixed 2(5.9)
Opportunistic diseases
Yes 11(32.35)
No 23(67.65)
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Table 2. Distribution of descriptive values and descriptive level (p) of normality test applied to HAT-QoL domain scores

among patients co-infected with HIV/TB. Fortaleza, 2010

Domains Mean SD Minimum p25 Median P75 Maximum P-value
General activities 56.5 18.6 25.0 39.3 57.1 71.4 89.3 0.858
Sexual activity 52.5 19.4 0.0 41.7 50.0 66.7 83.3 0.813
Concern with secrecy 36.0 28.4 0.0 10.0 30.0 55.0 100.0 0.492
Concern with health 56.7 21.3 10.0 40.0 55.0 70.0 100.0 0.731
Financial concern 41.7 25.6 0.0 23.5 40.6 59.4 93.8 0.616
Awareness about HIV 72.0 27.5 16.7 479 83.3 100.0 100.0 0.119
Satisfaction with life 58.8 19.3 3.1 46.9 62.5 75.0 84.4 0.623
Medication issues 73.0 14.0 31.3 67.2 75.0 81.3 93.8 0.683
Trust in professional 78.4 21.4 0.0 66.7 83.4 91.7 100.0 0.256

SD= standard deviation; p25= percentile 25; p75= percentile 75.

In the analysis of the correlations between the
HAT-QoL domains, the general activity domain was
correlated with financial concern, satisfaction with life
and trust in the professional (Table 3). According to
the correlation between the former two, concern with
compliance with routine activities is closely linked with

the inability to work and with the economic situation. It
should also be highlighted that the correlation among
these two domains, trust in the professional and satis-
faction with life is easy to understand, as health pro-
fessionals’ support is partially responsible to encourage
patients’ establishment and maintenance of self-care.

Table 3. Distribution of correlations between HAT-QoL domains among patients co-infected with HIV/TB. Fortaleza, 2010

Scores General Sexual Concern Concern Financial Awareness  Satisfaction Medication Trustin
activities  activity with secrecy with health concern about HIV with life issues  professional

General activities  1.0000 0.158 0.909 0.166 0.034 0.100 0.000 0.144 0.014
Sexual activity - 1.0000 0.739 0.120 0.417 0.633 0.016 0.020 0.884
Concern with

- - 1.0000 0.016 0.718 0.039 0.686 0.012 0.745
secrecy
Concern with - - - 1.0000 0.037 0.008 0.153 0.648 0.487
health ! ! ’ : : :
Financial - - - - 1.0000 0.200 0.477 0.990 0.587
concern
Awareness about
HIV - - - - 1.0000 0.045 0.826 0.060
Satisfaction with - - - - - 10000 0.032 0.001
life
Medication ) ) : ‘ - - - 1.0000 0.002
issues
Trust in
professional ) ) ) ) ) ) ) ) 1.0000
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In addition, as observed, sexual activity was correlat-
ed with satisfaction with life and medication issues (Ta-
ble 3). This correlation is justified by the fact that AIDS
imposes changes in sexual relationships, considering
that most study subjects were sexually contaminated.

The domain concern with keeping the infection a secret
was correlated with health concerns and awareness about
HIV (Table 3). An inversely proportional correlation was
found between concern with keeping the infection a se-
cret and the medication issues domain. Hence, this result
demonstrated that the imposed secrecy furthers infected
patients’ difficulty to accept the diagnosis. Therefore, this
situation can hamper medication adherence.

In this case, the correlation among concern with health,
financial concern and awareness about HIV (Table 3) sug-
gests that accepting the diagnosis can make it easier to live
with the disease, and that financial issues are intrinsic in the
maintenance of healthy living habits.

Also, a correlation was observed between awareness
about HIV and satisfaction with life (Table 3). In view
of this result, when patients gain awareness about their
disease and start to accept and cope with it, they demon-
strate greater satisfaction with life when compared to
patients who do not accept the diagnosis.

To illustrate the different changes in the co-infected
patients quality of life, the testimonies taken from the
open questions undetline patients’ difficulties to live
with HIV and TB, in accordance with the categories
presented next.

Impact on quality of life

Patients act differently when confronted with the
co-infection diagnosis, ranging from indifference to
despair. In this context, the desire to die or even the
idea of suicide is sometimes part of the feelings expe-
rienced after a positive serum status, mainly when the
co-infection diagnosis is discovered simultaneously. The
testimonies revealed these contradictions:

“Sometimes I get concerned, 1 have some fits, but I fnow that
it’s psychological, 1 get sort of depressed, I have a feverish feeling,
but I don’t have a fever really”.

“T got depressed, but I'm better now, sometimes I cry, I'm
concerned with my children. I'm very scared of what might happen
to me becanse of the HI1.

After the initial impact of the discovery, however,
the negative feelings often disappear, mainly when pa-
tients receive support from health professionals, and
particularly from relatives and friends. The following
testimonies picture that situation:

“It’s not because 1've got this disease that I'm gonna get sad.
I lead a normal life, but at first I got depressed”.

“ got sad at first [discovery of the diagnosis], but then I got
over it and I even got a partner, we're together until now, that
helps me a lot”.
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Despite the shock when they discover that they are
HIV-positive, some patients reported indifference to
the diagnosis, especially in those cases when they were
already suspecting the infection. Sometimes, patients
have no idea about the severity of the disease, mainly
due to low education levels, so that some patients’ pri-
mary concerns are due to possible economic difficulties
and probable consequences for treatment. This reaction
may indicate a flight from reality or denial of the disease,
that is, a way of disguising or even hiding their feelings.

“I think that my life is excellent, despite the co-infection”.

“T live well, financially and healthily, the diseases haven't
influenced anything”.

Lifestyle changes

Most participants revealed that different changes
took place in their living habits. The discovery of and
contact with the co-infection diagnosis generate new
behaviors and feelings towards life, as demonstrated in
the following testimonies:

“l.] I don't go out as much as I used to, I have reduced
contact with my friends”.

“T have left aside my social life, taken distance from friends, 1
have stopped going ont, my social life has changed a lot, I think that,
by taking distance from people 1 protect myself against prejudice”.

The main lifestyle changes in view of the diagnosis
relate to the reduction of risk behaviors, as well as the
decrease or cessation of nighttime leisure, which most
participants find inappropriate for people in disease situ-
ations. The following testimony illustrates that assertion:

“I have quit drinking and smoking, I go ont less. 1 have quit
my job, as 1 feel tired and inapt to work”.

Another significant change in daily activities is the
intake of different drugs (antiretroviral and antitubercu-
lostatic agents), which by themselves can entail different
collateral effects, compromising these individuals’ quality
of life, as demonstrated in the following testimonies:

“T feel very bad when 1 take the drugs, there are different
ones and the collateral effects are horrible, I've even talked to the
physician to change the medicines.”

“When 1 started taking the drugs I had to stop working,
becanse 1 got sick. I stopped going out becanse of the drugs, I'm
afraid of the prejudice.”

As revealed in this study, despite the discovery about
the co-infection, the diagnosis that most affected and
changed patients’ living habits was the discovery of the
HIV. Therefore, the need for psychological accompa-
niment is emphasized, with a view to emotional and
mental wellbeing, as follows:

“Tuberculosis is bad becanse you feel down, lose weight and your
appetite, but after you start taking the medicines things get better. The
worse is that virus [referring to HIV'| really, ‘cause there’s no cure.”

“T don't feel well after I have discovered the diagnosis. I think
Lve got the panic syndrome”.

Acta Paul Enferm. 2012;25(Special Issue 1):41-7.
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DISCUSSION

In this study, male patients were predominant, in line
with studies that indicate higher HIV/TB co-infection
rates among men"""?. A combination of biological
and social factors can be responsible for this different
between men and women, mainly deriving from physi-
ological, behavioral and cultural distinctions.

The predominant age range of co-infection cases,
then, followed the same patterns as in several other
studies, which also revealed the predominance of young
adults, including a significant from of the economically
active population*'?. The high frequency of co-in-
fection in young adults may be related to the adopted
lifestyle, as they may be more exposed to Mycobacterinm
tuberculosis and HIV!,

In this study, the analysis of aspects related to the
patients” health condition indicates the need for detailed
attention, as HIV infection can be considered one of
the main risk factors for the development of active
TB, based on a latent infection®'. On the opposite,
TB can accelerate the course of the HIV infection and
the diagnosis frequently becomes difficult. In addition,
the HIV infection changes the TB infection, its clinical
symptoms, treatment duration and tolerance of tuber-
culostatic agents"'9.

Also according to the literature, patients co-infect-
ed with HIV/TB obtain lower quality of life scores
when compared to HIV patients with TB. Hence, the
occurrence of two stigmatizing diseases can reduce
patients’ quality of life and affect their physical, social
and psychological well-being”. Other authors appoint
the need for special attention to the quality of life of
HIV patients, as this condition can entail countless bio-
psychosocial consequences that influence these people’s
quality of life®'9.

It should be highlighted that antiretroviral therapy
reduces the emergence of opportunistic infections and
their symptoms, but does not exempt patients from
death threat, disease stigma and medication side effects.
Therefore, at the same time as these people’s survival is
expanded, it is increasingly relevant for health profes-
sionals to know about and furthers these clients’ quality
of life. This evaluation permits comparing the global
impact of the disease and of different treatments on
the patient’s well-being as a whole®.

When people discover their disease, they experi-
ence sexuality-related conflicts. Thus, AIDS imposes
changes in sexual activities, considering that patients’
conditions due to the disease cause an aversion against
sexual relationships. Hence, despite sexual desire, they
avoid relationships”.

Even after discovering the diagnosis, most sero-
positive individuals omit it as long as possible, in the

Lemos LA, Feijao AR, Gir E, Galvao MTG

attempt to avoid a possible social isolation if they
declared their positive status. Also, the experiences the
patients reported are underlined by another studies, in
which it was verified that, in case of HIV, patients feel
obliged to maintain secrecy to avoid losing their job, as
they frequently need to be absent for health monitoring
and periodical tests®”.

In general, health concerns are a desirable attitude
that is expected from anyone, especially HIV patients.
When excessive, however, these may hamper their
quality of life. Therefore, orientations and care need
to be intensified with a view to avoiding too much
health concerns. This finding is in accordance with
research in which similar negative effects on quality of
life were found, due to the burden of health concerns
in patients’ lives™?.

In that sense, many reasons trigger patients’ health
concerns, among which economic, social and cultural
factors are highlighted, as well as knowledge levels and
the ability to understand the disease and treatment®.
In this study, it was found that low income and edu-
cation influence the living conditions of individuals
co-infected with HIV/TB.

Quality of life, social relations and leisure activities
are considered important, mainly for HIV-positive
patients to continue treatment. In these cases, a strong
relation exists between non-adherence and the presence
of depression and unsatisfactory social support. In view
of co-infection with TB, HIV patients further need
social support. This information implies the systemized
observation of medication intake; the existence of de-
pression symptoms, including lack of interest; and the
inclusion of people in patients” health monitoring®?.

Concerning the initial fear after discovering the
infection, this may be explained by the fact that both
AIDS and its treatment remain hardly known to the
general population, despite constant media campaigns.
In this context, incomplete, misleading and contra-
dictory information disseminated in communication
means can provoke comprehension difficulties about
the disease’s progression®.

CONCLUSION

In this study, negative effects could be identified in the
quality of life domains related to financial concerns, sexual
activities and concern with secrecy about the infection.
Correlations were found among different domains, sug-
gesting that quality of life results from a combination of
biopsychosocial factors.

Other aspects impairing the quality of life of pa-
tients co-infected with HIV/TB relate to economic
issues, fear of disseminating the diseases, concern with
one’s own health and with sexuality. Also, to live with
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the co-infection, daily life is affected, manifested by fear
and sadness. As identified, changes in living habits, like
the reduction of habits that are harmful to health, were
adopted to cope with these diseases.

In this perspective, this study is aimed at contributing
to improvements in the quality of life of people living
with co-infection, as well as at supporting health pro-
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