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ORIGINAL CONTRIBUTIONS

MULTIDIMENSIONAL HEALTH STATUS OF HIV-INFECTED
OUTPATIENTS AT A TERTIARY CARE CENTER IN NORTH INDIA

NAVEET WIG, ANKIT SAKHUJA, SUNIL KUMAR AGARWAL, DEEPIKA C. KHAKHA?,
SAURABH MEHTA, MADHU VAJPAYEE?

ABSTRACT

BACKGROUND: Quality of life (QOL) scores inform researchers acquainted with
such tools about patients’ perception of various domains of their health. The scores
provide a useful denominator for clinical trials, especially in chronic diseases with
therapeutic side effects, such as HIV. However, in clinical settings, there is a felt need
of description of problems commonly perceived by patients. AIM: This study describes
the multidimensional health-related issues of HIV-positive patients. SETTINGS AND
DESIGN: Cross-sectional design with convenient sampling was used to recruit 138 HIV-
positive patients at the outpatient section of the Department of Medicine of a tertiary
care hospital in north India. MATERIALS AND METHODS: A structured questionnaire
was used to collect information about health-related problems. Identified problems were
assessed using a Likert scale for severity. RESULTS: Out of the 20 assessed problems,
the patients reported positive for an average of 12.01 £ 3.78 problems. The most
prevalent problems were those related to emotions (98.6%), lack of energy (96.4%),
and health perception (92.0%). The most distressing problems were ‘feeling that health
was hot good’ (77.5%) and ‘health was bad’ (75.4%). The number of problems reported
was significantly related to weight loss (P = 0.006) and clinical category (P = 0.023).
A significant correlation was observed between weight loss and problems in social
activities (P < 0.001), pain (P < 0.001); clinical class (P < 0.001); tuberculosis, and
problems in job and household work (P = 0.002).CONCLUSION: Many patients have
significant problems in dimensions other than physical. A physician’s awareness about
these problems is important for a holistic patient management.
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INTRODUCTION

With more than 5.1 million human
immunodeficiency virus (HIV)-positive patients,
India has the second highest number of
people living with HIV. Improvement in life
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expectancy for people living with HIV and AIDS
(PLHA) has resulted in greater emphasis on
ways to improve quality of life.?l As a result of
increased longevity, PLHA have to deal with
more than just disease-related morbidities,
such as side (and adverse) effects of drugs,
social challenges, psychological and economic
stress. No illness exists in a vacuum.® One
way of capturing personal and social context
of patients is to use quality of life measures.
Quality of life (QOL) is a complex construct with
operational difficulty in both its assessment and
interpretation. However, it provides a useful tool
for capturing the complex scenario.

Clinical and biological end points used during
pharmacological trials (CD4 level, viral load,
opportunistic diseases) are considered
inadequate to catch the complexity of care and
treatment outcomes.“% Hence, QOL is currently
considered essential while evaluating clinical
trials.®

Many instruments are used to access the QOL
of HIV patients. Some of these were developed
specifically for HIV patients, and others are
generic. Some examples are multiple versions
of Medical Outcome Study (MOS).6151

We have used The World Health Organization
Quality of Life (WHOQOL)-BREF1617 for
measuring quality of life in 68 HIV patients in
the same setup.¥ It provides scores on a scale
of 0 to 100, which is often useful for assessing
the outcome of a therapy in patients on follow-
up. Existing HRQOL assessment tools exclude
several aspects relevant in clinical settings
as they are mainly designed for research and
clinical trials.*¥ However, such scores provide
little information to the treating physicians
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about health-related problems of PLHA. There
is no published study from India that provides
physicians a comprehensive picture of the
problems faced by patients in other domains
of health and the perceived severity of such
problems.

The aim of this study was to describe the
multidimensional health-related issues in a
sample of PLHA in north India. The study
attempts to inform physicians about such
problems rather than develop a new QOL
assessment tool.

MATERIALS AND METHODS

Study design: Cross-sectional

Study setup: Outpatient care in the Department
of Medicine of a tertiary care hospital in
north India. Most of the patients visiting this
hospital are from north India, a low-risk area
for HIV transmission with <5% high-risk
population infected and <1% antenatal care
(ANC) infections. Most of the visiting patients
are residents of the following states: Delhi,
Haryana, Bihar, and Uttar Pradesh.

Study duration: Eleven months (July 2001
to May 2002)

Study sample: Data were collected from
consecutive PLHA visiting the outpatient
department of our hospital for the first time.
HIV status was determined using three different
enzyme-linked immunosorbent assay (ELISA)
kits at the Department of Microbiology. Patients
unable to understand and communicate in both
Hindi and English were excluded.

Measures
Socio-demographic variables: Age, gender,
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education, occupation, and income were
recorded.

History and physical examination: A detailed
medical history of the patients, along with a
meticulous physical examination, was done.

Lab investigations: Cluster differentiation 4
(CD4) lymphocyte count was determined as a
routine investigation and served as the main
criterion of immunity status. We also inquired
about the mode of transmission after proper
counseling to know the probable mode of
transmission. The standard Center for Disease
Control (CDC) guidelines were followed for
characterizing subjects into various HIV
categories (clinical categories A, B, C; and
CD4+ count categories 1, 2, 3).

Measuring multiple dimensions of health

Study instrument: A structured pro forma
interview was used to evaluate multiple
dimensions of patients’ health. It contained 20
guestions pertaining to physical, mental, and
social life. It was adapted using information
from literature, and two focused group
discussions (FGD). FGD involved health
care professionals and patients visiting the
HIV clinic. The questionnaire was translated
in Hindi, and translations were validated
during pre-testing of HIV-positive patients in
the Outpatient Department. Subsequently,
the questionnaire was administered by a
trained nurse practitioner. Finally, data was
abstracted and analyzed. The questions were
categorized into eight categories relating to
the types of problems faced by the patients,
such as emotional, lack of energy or fatigue,
mental, social, physical, work-related, pain,
and problems related to an overall perception

about their health. Four categories had
three questions each, while four others had
two questions each. Each question had 11
response values to choose from, ranging from O
to 10, graded with increasing severity. Patients
were asked about the existence of problems
during the 4 weeks prior to the visit. Zero was
assigned if there was no perceived problem,
1 for minimal problem, and 10 for the most
severe perceived problem. Each questionnaire
took an average of 45 min to complete. All the
assessments for eligible patients were done
within 2 weeks of the patients’ first visit to our
hospital.

Statistical analyses

The prevalence of a problem was found by
considering all values other than zero as
positive. Further, the scale was changed to
divide the severity as mild (score 1-4), moderate
(5-7), and high (8-10) for each question.
Descriptive statistics such as mean + standard
deviation (SD) were used to describe the
data. Statistical analysis was performed using
statistical analysis software SPSS, version
10.0. T-test, Chi-square, and analysis of
variance (ANOVA) were used to find out the
relationship between clinical categories, CD4+
count categories, and other socio-demographic
variables. Analysis was done to find the
relations between problem-positive prevalence
and other factors such as socio-demographic
variables, weight loss, clinical and CD4+ count
categories. Finally, only high stress for each
problem was reported. This approach fulfills
the purpose of the study, viz., to inform the
physicians about the most distressing problems
to care for. The study complied with standard
ethical guidelines. Informed consent was taken
from all patients participating in the study.
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RESULTS

Sample characteristics

This study looked at 138 patients, men (73.2%),
mean age 32.71 + 6.95 years (range, 19-54).
The response rate was 100% and no patient
met the exclusion criteria. One hundred six
(76.8%) of the patients were married. Ninety-
six (95%) of the men were employed and
31 (83.8%) of the women were housewives.
Family support was reported by 105 (76.1%) of
the patients [Table 1].

The mean body mass index (BMI) was
19.32 + 3.48 kg/m? (range, 11.7-29.2). The
mean CD4 count was 278 + 221 (range, 15-
1577). Total subjects in CD4 category Il were
42 (30.43%), and the number of subjects in
CDC clinical category C was 59 (42.8%). The
mean hemoglobin level was 11.26 + 2.38 mg/dL

Table 1: Demographic and disease-related
characteristics of 138 HIV + outpatients
32.71 +6.95
8.50 £ 4.75
3225.19 * 3656.96
(71.63 +81.27 $)

Age, yr, mean + SD

Years of education, mean + SD
Monthly income in Rupees
(U.S. Dollars), mean + SD

Gender: Male n (%) 101(73.2)
Occupation
Unskilled labor 12 (8.7)
Skilled labor 37 (26.8)
Business 25 (18.1)
Service 19 (13.8)
Housewives 31 (22.5)
Unemployed 14 (10.1)
HIV transmission category
Heterosexual contact not incl. spouse 61 (44.2)
Spouse 25 (18.1)
IV drug use 2(1.4)
latrogenic 24 (17.4)
Unknown 26 (18.9)
CD4 + cell count*
0-200 12 (8.7)
200-500 41 (29.7)
500+ 42 (30.4)
CDC Clinical Category
A (asymptomatic) 53 (38.4)
B (non-AIDS-defining conditions) 26 (18.8)
C (AIDS-defining conditions) 59 (42.8)

*CD4 count unknown: n =43 (31.2%)
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(range, 5-16), and the mean lymphocyte count
as a percentage of the total leukocyte count
was 31.70 + 8.08 (range, 9-55). The number
of patients suffering from active tuberculosis
at the time of initial evaluation was 55 (39.9%);
the distribution of the types of tuberculosis
among them was as follows: pulmonary
tuberculosis, 40 (72.72%); disseminated
tuberculosis, 36 (65.45%), and extra-pulmonary
tuberculosis, 13 (23.64%). Among other
HIV-associated illnesses, 30 (21.7%) had
oral candidiasis, 27 (19.6%) had persistent
diarrhea, and 4 (2.9%) had pneumocystis carinii
pneumonia.

Problem characteristics and distress

The subjects reported positive for an average
of 12.01 + 3.78 problems (range, 0-20) out
of 20 assessed in this study. The prevalence
of individual problems ranged from 17.4%
to 98.6%. Out of the eight areas assessed,
patients had problems in 6.00 + 1.78 areas
(range, 0-8).

Among the eight areas assessed, emotional
problems took the lead with 136 (98.6%)
of patients reporting it. It was followed by
problems related to lack of energy in the
body or fatigue, 133 (96.4%); and problems
related to health perception, 127(92.0%). The
least prevalent problems were those involving
physical activities, 88 (63.8%); problems in job
and household work, 75 (54.3%); and problems
due to pain, 73 (52.9%).

As of individual problems, 136 (98.6%) of
the subjects did not think they were happy
individuals in the preceding 4 weeks. Out of
these, 92 (67.6%) considered themselves
unhappy most of the time during the preceding
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4-week period. Almost all, 131 (94.9%) of the
subjects, did not have enough energy to do
things they wanted to do during the preceding
4 weeks; also, 42 (32.1%) of these reported
severe lack of energy. Some other common
individual problems were ‘not feeling calm and
peaceful’ (94.2%), ‘not having a feeling of good
health’ (91.3%), and ‘feeling that health had
been bad lately’ (91.3%).

The least prevalent problems were eating,
dressing, bathing or using a toilet, 3 (2.2%);
walking uphill or climbing a few flights of stairs,
24 (17.4%); moderate activities like moving
a table or carrying groceries, 33 (23.9%);
absenteeism at job because of health, 60
(43.5%); and suffering due to pain in the body,
60 (43.5%) [Table 2].

Table 2: Problem characteristics and distress

Among the positive problems, the high-distress
problems were those related to perception of
health - ‘feeling that their health was not good’
was the most distressing problem, with 98
(77.5%) patients experiencing this problem;
it was closely followed by ‘feeling that their
health was bad lately,” with 95 (75.4%) patients
experiencing high distress. Some of the other
highly distressing problems were as follows:
‘not feeling calm and peaceful’ was a source
of high distress in 75 (57.7%) patients; ‘feeling
tired’” was reported by 65 (57.0%) patients;
and ‘inability to attend place of job, school,
or household work due to poor health’ was a
source of high distress in 34 (56.7%) patients of
the problem-positive patients. Some of the least
distressing problems reported were problems in
walking uphill or climbing a few flights of stairs,

Type of problem’ Prevalence Individual problem'” Prevalence of High distress?
(%) of the the subcategory (percentage of
problem of problem patients with high

n (%) distress for n)(%)

Emotional problems 98.6 Has not been a happy person 136 (98.6) 92 (67.6)

Did not feel calm and peaceful 130 (94.2) 75 (57.7)
Felt down hearted and depressed 112 (81.2) 65 (58.2)

Problems related to 96.4 Did not have enough 131 (94.9) 42 (32.1)

lack of energy in energy to do things

body or fatigue Felt tired 114 (82.6) 65 (57.0)

Problem related to 92.0 Health is not good 126 (91.3) 98 (77.5)

health perception Health has been bad lately 126 (91.3) 95 (75.4)

Problems related to 80.4 Difficulty in reasoning and solving problem 96 (69.6 42 (43.8)

mental activities Cannot keep attention for long 86 (62.3) 45 (52.3)

Have trouble remembering things 61 (44.2) 25 (40.9)

Problem related to 63.8 Limitation of social activities 72 (52.2) 38 (52.8)

social activities Inability to perform social activities 61 (44.2) 26 (42.6)

effectively

Problems related to 63.8 Limitation of vigorous activities like lifting 84 (60.9) 39 (46.4)

physical activities heavy objects, running strenuous sports

Limitation of moderate activities like 33(23.9) 10 (30.3)
moving a table or carrying groceries

Limitation of walking uphill or climbing 24 (17.4) 5(20.8)
a few flights of stairs

Limitation of eating, dressing, bathing, 3(2.2) 2 (66.7)
using toilet

Problems related to 54.3 Limitation of work at job, household 69 (50.0) 29 (42.0)

job or household work or school

work Inability to attend job, household work 60 (43.5) 34 (56.7)

Problems related 52.9 Body pain 64 (46.7) 18 (28.1)

to pain Body pain interfered with daily work 60 (43.5) 22 (36.7)

During last 4 weeks, 20ut of those who have the problem
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problems in moderate activities like moving a
table or carrying groceries, and lack of enough
energy to do things they wanted to do.

Correlates of problem prevalence, distress
levels with socio-demographic, clinical and
laboratory parameters

Analysis showed no significant difference in
the number of problems reported or distress
levels for individual problems between men and
women. A significant correlation was observed
between the number of problems and weight
loss (P = 0.006); and number of problems and
clinical category of the disease (P = 0.023). No
significant difference was observed in individual
symptoms or distress with varying age or
educational status, transmission category or
CD4 category.

A significant correlation was observed between
active tuberculosis and problems in job or
household work (P =0.016), as also between
active tuberculosis and a feeling of lack
of energy (P =0.033). Active tuberculosis
also significantly affected social activities
(P =0.013). A history of tuberculosis was
significantly correlated with problems at
job and household work (P =0.002), social
activities (P =0.042), and physical activities
(P=0.042).

Age had a mild correlation with physical
problems (P =0.047); social problems
(P =0.021); with more physical and social
problems seen with increasing age. We found
that men had more problems in social activities
than women (P = 0.025).

Weight loss was significantly associated
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with social problems (P < 0.001), pain
(P < 0.001), problems in job and household
work (P =0.005), problems in physical work
(P =0.005), and problems related to health
perception (P =0.047). BMI was found to be
significantly associated with a feeling of lack
of energy in the body (P = 0.025), problems
involving mental exercise (P =0.017), social
activities (P =0.030), and physical activities
(P =0.040).

Anti-tubercular therapy (ATT) was significantly
associated with problems in social activities
(P =0.033), with those taking ATT having
more problems; and it was also significantly
associated with problems in job and household
work (P = 0.005), with those taking ATT having
more problems. Antiretroviral therapy (ART)
had a mild but statistically significant correlation
with problems of health perception (P = 0.047),
with only 5.6% of those not on ART having no
such problems as opposed to 16.7% of those
on ART.

We also found a significant correlation between
transmission category and symptoms of lack of
energy in the body (P = 0.028).

Social problems were more common in those
with clinical class C disease as compared to
those with class A disease (83.1% vs. 43.4%;
P < 0.001). Similarly, 64.4% of patients in
class C had problems because of pain as
compared to only 35.8% of patients in class A
(P =0.006).

Limitations

The sample size and convenient sampling used
in this study limit the possibility of generalization
of study results to include populations in other
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regions of the country. The univariate results
of the tests of associations, although useful,
should be read with caution due to multiple-
hypotheses testing involved, resulting in
higher alpha error. The effect of opportunistic
infections could not be commented upon in
detail.

DISCUSSION

With increasing prevalence of HIV (owing
to increased longevity adding to increasing
incidence) and free ART availability, physicians
will encounter more HIV-positive patients. This
study describes the multidimensional health
issues that might concern PLHA.

The major mode of HIV transmission in India is
through sexual contact, responsible for 85.34%
of cases. Blood products account for 2.05%; IV
drug use, 2.34%; perinatal transmission, 3.80%;
and others (not specified), 6.46%.2% In our
study, heterosexual contact was responsible
for 44.2% of cases, blood products for 17.4%,
IV drug use for 1.4%, and other causes for
15.2% of the cases. The discordance is similar
to one found in our previous study,*® showing
the difference in the number of patients self-
reporting due to various factors such as stigma
attached and guilt of heterosexual contact
outside marriage.

In our study, emotional problems were the
most prevalent ones (98.6%). HIV/AIDS has
been associated with emotional problems
in other studies also?*? HIV not just affects
an individual but the whole family.? Lack of
mental peace and depression widely affect
the quality of life and day-to-day functioning
of a person®! and may even lead to failure

of HAART.28 Therefore, it is important for
physicians to address this problem using the
available treatment options.?”

The second most prevalent problem was
that of lack of energy in the body, or fatigue
(96.4%). Other studies have also reported
it to be one of the common problems. 2228301
Fatigue has a multifactorial origin?2234 that
includes lack of rest or exercise, improper or
inadequate diet, psychological stress, anemia,
infection, thyroid abnormalities, side effects
of medication, sleep disturbances, and fever.
Fatigue has not been found to correlate with
CD4 counts,B32 and this was seen in our study.
It is to be noted that CD4 counts for 31.2% of
patients included in the study were unavailable,
and this could have influenced the results. The
most prevalent problems of our study - fatigue
and emotional problems - often coexist and
are interrelated.?® Many physiological markers
and psychological constructs are available for
objective assessment of fatigue.+% There is a
need for routine assessment and management of
fatigue in patients with HIV.B4 There are currently
no clear guidelines available for clinicians
who treat HIV-infected patients experiencing
fatigue. A number of therapies have been tried,
including supplements, vitamins, nutrition, sleep,
rest, exercise, and approaches like thought
distractions,53¢ dehydroepiandrosterone
(DHEA), anabolic steroids and testosterone
therapy, 544 antidepressants,®® hydrocortisone,
epoientin alfa,’®53 dextroamphetamine,“?43 and
hyperbaric oxygen therapy.*4 Physicians should
seek the underlying treatable causes of fatigue
and treat these conditions.*?

The third common and most distressing
problem was related to perception of health
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(92.0%). Problems related to perception of
health have been addressed earlier also.!
Patients’ health perception and way of coping
have been shown to influence their immune
responses. 647

Problems related to pain were the least reported
in our study (52.9%). Pain has been associated
with depression, anxiety, and suicidal ideation.?*
Individuals with persistent pain are known to
be at heightened risk for posttraumatic stress
disorder (PTSD).l8l Despite these facts, pain
is one of the factors most overlooked by
physicians.?d Thus, physicians need to be aware
and forthcoming in asking about, and treating,
pain in order to improve a patient’s overall
health.

Weight loss was associated with a number of
problems such as social problems, problems
related to pain, problems in job and household
work, and problems in performing physical
work. Weight loss is a negative prognostic
indicator in PLHA.“1 Weight loss is often
associated with anorexia.*® Multiple treatment
options are available for treatment of weight
loss. 159531

Tuberculosis is the most frequent opportunistic
infection in HIV patients in India (54% of all
AIDS patients). It is estimated that 2.6% to
8% of tuberculosis patients in India are HIV
infected.45% A significant correlation between
active tuberculosis and lack of energy in the
body, problems in job or household work, and
problems in social activities was observed.

The questionnaire used here has not been
validated with other existing tools, but its value

lies in simplicity and in increasing awareness
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among health care providers in the Indian
context.

CONCLUSIONS

Problems related to emotions and fatigue were
the most prevalent ones, whereas those related
to pain and physical problems were among
the least prevalent ones. The most distressing
problems were those related to health
perception. Thus, this study demonstrates that
HIV-positive patients have problems in various
aspects of life, other than those assessed in a
busy clinic. Attention towards these problems
would be beneficial for holistic patient care.
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