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This study describes the symiptom experience of
2 men ond women living with HIV/AIDS in Bot-
swana, Lesotho, Sovth Africa, and Swaziland. Data
were obtained in 2002 by wsing a crosi-sectional
design. A survey of participants included 17 socio-
demographic items and the H4-item Revised Sign and
Sympiom Checklist for Persons with HIV Disecse.
Results indicaie a strong correlation between the
Jrequency of réported symproms and thelr inrensiry
(r = .84 p==.00). Farticipanis who reported having
encugh money for daily expenses also reported sig-
sificantly fewer symptoms, There were no significant
differences in symptom frequency between men and
women or by locaiion of residence. The study showed
a complex picture of HiV-related sympfoms in all
Jour countries. Because of the high levels of svmp-
toms reported, the results imply an argent aeed for
effective fiome - and community-based sympiom man-
agemeni (n couniries where aniiretroviral therapy is
unavailable 1o help patients and their families man-
age and control AIDS svmptoms and improve guality
of life.
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L'Jviug wilh HIV disease poses remendous physi-
cal and psychological challenges for those who are
infected, as well as for their families and health care

providers. The burden of illness often is confounded
by a host of factors including caring for children,
caring for an HIV-positive spouse, earning a living,
fear of disclosure, AIDS stigma and discrimination,
and poverty (Grant & De Cock, 2001; Johnszon, Stall-
worth, & Neilands, 2003). The experience of HIV-
related sympioms is a significant part of that chal-
lenge (Ilolzemer, 2002). Physical and psychological
symptoms are profoundly disruptive and impact al-
most every aspect of daily life.

Southern Africa has the highest rate of HIV infec-
tion in the world. An estimated 294 million people
are living with the disease, and about 3.5 million new
infections were documented in 2003 (Joint United
Nations Programme on HIV/AIDS & World Health
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Organization [UNISA & WHO], 2002). Few medi-
cations of any type—including palliativas, prophy-
laxes, or antiretrovirals—are available in Africa and
other resource-poor countries, such that paople living
with HIV infection and their families are laft to
experience and manage the pain, sKin sores, diarrhea,
fear, and distress on their own, Whercas Western
medications may naot be available, families living
with TITV use home remedies and traditional healers
to treat symptoms (Gilks, 2001). The purpose of this
study was to document the self-reportad HIV symp-
toms experienced by a sample of persons living with
HIV infection in the southern African countries of
Botswana, Lesotho, South Africa, and Swariland.

Symptom management includes preventing, as-
sessing, and realing HIV-related symplome, associ-
aled oppurtunistic infections amd malignancies, and
the side effects of prophylactic and therapeuric inter-
ventions {Doerfler, 2002; Lesho & Gey, 2003).

The first step in SYmMprom management is gauging
the frequency and intensity of symptoms w© get an
averall assessment of illness burden. This is com-
plex, because the literature and clinical opinion sug-
gest that the presentation of HIV-related svmptoms
varies significantly by a host of factors such as age,
seX, culture, poverty. genetic variability, severity of
illness, available therapies, and use of traditional
healers (Doerfler, 2002). For example, pulmonary
symptoms may be more prevalent in southern Africa
because tuberculosis is the most common cause of
death among people with AIDS (Grant, 2002). In the
United States, however, tuberculosis is rarely a cause
of AIDS-related death, partially because of the wide
availability of medications. Exploring the potential
relationships between symptom frequency and per-
sonal characteristics can shed light on the symptom
experience.

HIV Symptom Assessment

Researchers in the United States and other re-
source-rich countries have widely documented the
importance of symptom assessment and managemant
in HIV/AIDS (Fantoni, Ricci. & Del Borgo, 1997
Hurley & Ungvarski, 1994; Janson-Bjerklie, Holze-
mer, & Henry, 1992; Kalichman, Rompa, & Cage,
2000; Smith & Rapkin, 1995). Poorly controlled

physical and psvchological AIDS symptoms may
lead patients to delay, raduce, or terminate treatment,
which in turn can adversely affect the course of the
disease (Antoni, 2003; McMahon & Coyne, 1939),
Valente, Saunders, and Uman (1993) reported that
the number of HIV symptoms experienced was pos
itively correlated with both depression and change
ioward unhealthy sclf-care behaviors. Bing ot al.
physical symptoms for psychological functioning
among, HIV-infected adults.

Mathews et al. (2000) studied the prevalence of
symptoms of 4,042 HIV-positive adults in a national,
prababilistic U.5. sample. The following symptoms
were reported: fever/night sweats, 51.5%; diarrhea,
31 % nausealanorexia, 49.8%; dysesthesias, 48.9%;
severe headache, 39.3%: weight loss, 37.1%; vaginal
sympioms, 35.6%; sinus symptoms, 34.8%; eye rou-
ble, 32.4%: cough/dyspnea, 30.4%: thrush, 27.3%:
rash, 24.3%: oral pain, 24.1%: and Kaposi's sar-
coma, 4%. Symploms were more frequent in women
and injection drug users and in persons with low
education levels and low income. A strength of this
study was the large national probability sample that
showed significant illness burden: nearly one-half of
the sample experienced fever and night sweats, diar-
rhea, nausea/vomiting, and body pain. A criticism of
the study was its sole focus on physical symptoms to
the exclusion of psychological symptoms such as
fear and anxiety.

Holzemer, Hudson, Kirksey, Hamilion, and
Bakken (2001) have conducted several studies of
symptom prevalence in people with HIV/AIDS in the
United Statzs. A sample of 207 hospitalized AIDS
patients (87% male and 51% non-White) reported
that their common svmptoms were shortnzss of
breath with activity, 68%; fatigue, 62%: cough, 60%;
weakness, 39%; and dry mouth, 56% (Reilly, Holze-
mer, Henry, Slaughier, & Portillo, 1997). A sample
of 420 HIV-positive adults visiting an outpatient
clinic reported that their most frequent symptoms
were anxiety/fear, 17.3%: diarrhea, 16.6%: neuropa-
thy, 11.6%: nausea/vomiting. 9.7%: depression.
3.1%: and fatigue, 7.3% i(Hudson, Kirksey, & Hol-
remer, 2004). A sample of 176 HIV-positive Tai-
wanese adults reporied that the most frequent symp-
roms were dry month, /5 3%: fatigne, 64.2%: thirsi,
34.5%: weakness, 53.49%: lonse stonl, 51.7%: and
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difficulty concentrating, 509 (Tsai, Hsiung, & Hol-
etner, 2003), Variation in symplom [eguency in
hese studies can be alribwed (W several [aclors,
including the presence of various pathogens in Lhe
local environment, sample characteristics, stage of
illness, age, sex, and avallability of medications
(Holzemer, 2002). The three studies used the same
instrument and captured both physical and psycho-
logical symptoms, and all participants reported sig-
nificant symptom burden. Farticipants reported a
broad array of physical symptoms such as diarrhea,
psychelogical symptoms such as anxiety and fear,
and combined physiological and psychological per-
ceptions of illness such as fatigue and weakness.

Psychclogical symptoms represeni a significant
burden of HIV disease. Anxiety is a universal symp-
tom in people with HIV/AIDS (Kemppainen et al.,
2003). Indeed, anxiety, fear, and depression are some
of the most prevalent HIV symptoms, with estimated
rates of up o 39%, depending on a wide range of
factors including stage of disease and time since
notification (Ickovics et al., 2001, Neidig, Smith,
and Brashers (2003) reported that 20% to 353% of
their sample (n = 60: 13% female and 18% Black)
reported significant levels of depression symptoms at
the outset of the study. This work suggests that
although people in the 2arly course of HIV disease
may be physically asymptomatic, they may be expe-
riencing extreme psychological disiress.

There is some evidence regarding differences in
the reporting of symptoms by personal characteris-
tics. Farzadegan et al. (1998) reporred that, although
HIV-pasirive women experienced the same number
of symptoms as their male counterparts, their viral
load was 50% lower. Among injection drug users
with HIV, significantly more women reported fatigne
compared with the same cohart of men (Spijkerman,
Langendam, van Amerijden, Coutinho, & van den
Hoek, 1998}, Zingmond et al. (2003) reported that in
their sample, clder non Whites were le:s likely to
report having experienced symptoms than were
younger Whites. They concluded that age is a deter-
minant in the reperting of HIV symptoms.

There arc few published studies that report data on
the HIV/ATIDS symptom cxperience in Africa. Elmir
et al. (2002) citzd the symptom experience of 12,981
Moroccans during the years 1991 to 1999, Forty-two
percent of this sample reported weight loss, fever,

and diarthea. It is not clear if this large-scale assess-
ment [ocused only o physical sympioms. Gilks,
Kalabira, and De Cock (1997) reporied on the chal-
lenge of providing e[leclive care for HIVIAIDS in
Africa. Because of lmited diagnostic facilities in
many African setiings, the authors discuss the “man-
agement of specific HIV associated syndromes™—in
particular, care management strategies basad on the
presenting clusters of symptoms, although they did
not directly address the signs or symptoms
themselves.

Aims

This study had (wo main airns: (a) o describe (he
frequency and Intensity of HI'V-related symptoms in
an outpatient sample of HIV-infactad adults in south-
ern Africa, and (b) o determinz if personal charac-
teristics such as gender, place of residence, and ad-
equacy of income were correlated with the number
and intensity of HIV-related symptoms experienced
by that sample.

Method

Deslgn

A cross-seclional, descriplive design was used (o
gather demographic and sell-reported data on the
presence or absence of symptoms and the intensity of
any current symptoms. The survey included 17 so-
clodemographic items and the 64-item Revised Sign
and Symptem Checklist for Persons with HIV Dis-
ease, which measures the frequency and intensity of
a respondent’s signs and symptoms.

Adults living with HIV/ALDS in Botswana, Le-
sotho, South Africa, and Swaziland were the target
population. A convenient community-based, pur-
posefully selected sample (n = 743) was obtained in
2002 in face-to-face interviews. Each couniry used a
somewhat different procedurz to access participants,
In some areas, home care nurses approached families
to determine if they would be interested in partici-
pating. In other areas, outpatient clinics provided
referrals. Institutional review boards at the Univer-
sity of California—San Francisco and each university



Makoae et al. / Symptom Experience of People With HIV 25

in Botswana, Lesotho, South Africa, and Swaziland
approved the study protocol.

Sample

Data from a community-based sample of 743
HIV-infected adults were obtained during 2002 in
Botswana (n = 97, 13.1%), Lesotho {(n = 76,
10.2%), South Africa (n = 420, 56.5%), and Swazi-
land (n = 150, 20.2). More than half of the partici-
pants were from South Africa because that country is
much larger than the other participating nations.

The participants were 61.2% female (n = 455) and
38.8% male (n = 288), with a mean age of 34.05 (SD
= 0.59) and an average 7.7 years of education (SD =
3.87). Only 7.9% (n = 59) of participants had any
health insurance. The distribution by location of res-
idence was 30.3% urban, 34.3% peri-urban (outskirts
of a city), and 34.6% rural. Peri-urban is a term used
in Africa to refer to the area surrounding a city.
Peri-urban areas differ from suburban areas in that
they often have poorer access to transport, health
services, and public sanitation services.

Each country developed a purposive sampling
strategy that recognized cultural differences in terms
of language, geography, and urban, peri-urban, or
rural populations. Each country accessed participants
somewhat differently. In some areas, home care
nurses approached families to determine if they
would be interested in participating in the study. In
other areas, referrals were received from outpatient
clinics, hospital associations, and organized groups
of persons with AIDS.

The Committee on Human Research at the Uni-
versity of California—San Francisco and participating
universities in Botswana, Lesotho, South Africa, and
Swaziland approved the study protocol.

The survey was translated into seven languages,
including Sesotho, Setswana, Siswati, Tswana,
WVenda, Xhosa, and Zulu. The survey was adminis-
tered in the local language of the participants, and
then the results were then translated to English by the
research team.

Instruments

The survey booklet, consisting of a sociodemo-
graphic data form and The Revised Sign and Symp-

tom Checklist for Persons with HIV Disease (Holze-
mer et al., 2001), was translated into seven
languages, including Sesotho, Setswana, Siswati,
Tswana, Venda, Xhosa, and Zulu. The instrument
was translated by the appropriate language depart-
ments at the collaborating authors® respective insti-
tution. Country project leaders reviewed the transla-
tions to ensure their accuracy. The checklist is
composed of 64 items that capture the frequency and
intensity of HIV signs and symptoms that the partic-
ipants were experiencing on that day. After providing
informed consent, each participant completed a sur-
vey booklet.

The symptom-related survey items are rated on an
ordinal, 3-point Likert scale: 1 (mild), 2 (moderate),
3 (severe). Calculations included the total number of
symptoms {with a range of 0-64) and the mean in-
tensity of symptoms (with a range of 1-3). Validity
and reliability of the instrument previously have been
reported for a U.S. sample (Holzemer et al., 2001).
Each country-level team that consisted of experts in
HIV/AIDS care, nurses working directly in home-
based care, and university faculty reviewed the sign
and symptom checklist for its relevance to their com-
munity. Content validity was confirmed for the in-
strument by each participating country-level team of
expert AIDS clinicians.

Data Analysis

The data were analyzed using Statistical Package for
the Social Sciences for Windows software (SPSS Inc,
Chicago, IL). The responses to the questionnaire were
coded, and descriptive statistics were used to character-
ize the sample and symptom intensity. The average
number of symptoms rated was computed, and symp-
tom frequency and intensity were correlated. Student ¢
tests and F tests enabled comparison of demographic
variables with symptom frequency. Demographic data
are presented in Table 1.

Results

The participants were relatively ill. Sixty-two per-
cent (n = 458) reported they had received an AIDS
diagnosis. Very few participants were having either
their CD4 count or their viral load monitored. A total
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Table 1.

Descriptive Data for Personal Characteristics
and Severity of Ilness (i =743)

Table 1.  Continued

Personal Characteristies

Personal Characteristies

Sex
Female
Mvale
I'ransgender
Age [yr
Mean
S0
Years of education
Mean
S0
Where do you live?
Uthan
Peri-urban
Fural
Missing
Country
Baotswana
Lesotho
South Africa
Swazlard
Do you have children?
Yes
MNo
Are vou pregnant?
Yes
Do you have encugh morey
o cover vour daily
expanses |
Yes
No
Do you have health
insurance?
Yes
MNo
Severity of Ilness
Year known HIV-posiive
1980-1984
1975-10%9
1930-10404
1935-1999
2 now
Mlissing
Have yvou been given an
AINS diagnosis?
Yes
Na
Missing
Is anyone monitoring vour
CIM ecount?
Yes
Mo
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17
430

Dron™t know 19.5% no= 17
Missing i4% n =40
Is anyonz monitoring your
viral load?
Yes 14.5% no= 108
Nao 6L6% o= 465
Don’t know 16.7% n=124
Missing 6.2% n =46

Have you been hospitalized
during the last year?

Yes S01% n=372
No 47.9% n = 3i6
Missing 2.0% n=13
Are you receiving home care
to help you with your
disease?
Yes 37.0% n=275
No 50.5% no=442
Missing 35% =26
Do you spend more then
80% of the day in bed?
Yes 229% n =185
No TLT7% B =50
Missing 24% n=1%
Total number of symptoms
bzing experienced today
Mean 17.58
5D 157
Total number of
gyvnecological svmptoms
experienced today
(women)
Mean 264
5D 1.90

of 50% (n = 372) reported that they had been hos-
piralized during the previous year, 40.5% (n = 301}
were recelving home care, and 24.9% (n = 183)
reported they spent more than 80% of the day in bed.
The participants reported that on the day of the
interview, they were experiencing an average of
17.58 symptoms out of a possible 64.

The frequency and inensity of the reportad symp-
toms are presented in Table 2; fatigne, weakness,
concarn over weight loss, fear and worries, and pain-
ful joints were the top five. Participants reparted high
levels of both physical and psychelogical symptoms.

A Spearman rank crder correlarion was calculated
to estimate the relationship between the rank of fre-
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Tahle 2, Symptom Rank Order, Frequency, Percentage, and Moon Intensity (e = T43)

Rank Freguency Percentage
Fatigue 1 <14 557
Weakna:=s 2 400 518
Concern over weight loss 3 240 47.0
Fearfworries 4 237 45.4 2.0
Painful joinis 5 355 451 2
Coughirg 6 i34 452 2.0
Lack of appetite 7 330 44.4 1.93
Ilcadackes ] 12 42.0 1.20
Muscle aches 9 i1z 42.0 1.93
Nigl sweals i) S02 4.0 217
Dreprression 1 299 40.2 1.93
Dy mouth 12 02 353 1.57
Muwnbpess/inglivg of feel 13 157 4.0 1.98
Thirsty 4 34.3 .96
Iichy skin 15 EEN 1.55
Rash n 318 .20
Fever 7 313 1.EZ
Insomniwcannot slezp & ] 195
Shormess of Freath with activicy 19.3 30.8 212
White spots in mouwh/thrush 9.5 30.8 1.2l
MNumbness/ingling of legs 21 0.7 198
Lhnzzmess 12 U] 126
Driarrhea 3 .7 1.96
Lhtticulty concentrating 14 it Na 1.kl
Mausea 130 250 L&y
Chest pain 3.3 258.0 120
Abdominal pan I Z .20
Mamory loss K 6.4 1.9
Anxiety 29 26.8 202
Mouth ulcers 30 26.2 1.91
Numbness/inglirg of hands, fingers 31 26.1 1.58
Swolen glands 32 257 1.83
Skinny arms and legs 33 25.2 223
Shortness of breath at rest 34 24.2 1.52
Burning with urinaton i5 24.0 1.94
Vomiting 36 218 151
Swollen feet kr 237 1.91
Sare throat 38 231 1.76
Loose stools 39 221 1.68
Painful swallowing 40 162 218 185
Day sweats 41 160 2L5 153
Numbnessfingling of arms 42 159 214 1.69
Blurrzd vision 43 145 19.5 1.73
Chills 137 18.4 153
Consiipation 131 1.6 1.76
Sores or lumps on genitals 130 17.5 185
Hear! racing 7.5 122 16.4 150
Sare/bleading gums ] 122 16.4 1.67
Gas/bloating 0.5 113 15.2 1.68
Rectel iching 0.5 113 15.2 1.65
Prominent leg veins 87 1.7 1.90
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Table 2. Continoed.

MMean
Symptom Rank Frequency Percentage [ntensity”
Nesebleed 32 &1 10.9 157
Wheezing 33 TR 10.5 La7
Rlond ir apitfsputim 34 e Q.8 151
Eazy hruising 35 72 Q.7 1.69
Weight gain in stomach arca 36 68 0.2 1.66
Concern over weight zain k) &4 B 152
Flushing 8.3 0 a.1 [
Rectal bleeding 38.3 &0 8.1 167
Hump on back of neck/shonlders fi) 52 R L&y
Seizuresftremors fl 50 6.7 1.52
Breast pain/changes 62 44 5.9 1.64
Rectal discharge 03 42 57 167
Mipple discharge h 32 4.3 1.47

a. | (mild), 2 (moderate), 3 (severe).

quency of a reported symptom and the intensity of
that symptom. The Spearman rho correlation was .84
(n =64 p < 00), suggesting a strong relationship
between frequency and intensity.

Comparisons were made between and among
symptom frequency, personal characteristics, and se-
verity of illness, There were no differences in symp-
tom frequency between men and women or by loca-
tien of residence (urban, peri-urban, or rural, see
Tablz 3}. However, there were significant diffarences
between the symptoms of thosz who reported they
had children and those who reported they did not,
Individoals with children had significantly higher
symptom frequency than those with ne children (f =
2.28, df = 650, p < .02). In addition, those who
reported having enough money for their daily ex-
pensas indicated they had fewer symptoms (f = 3.62,
df — 029, p = . see Table 3).

Interestingly. in comparing symptom frequency by
country, Lesotho participants reported significantly
fewer symptoms than did participants in Swaziland
and rfewer, althcugh not significantly fewer, than did
participants in either Botswana or South Africa (see
Tabla 2). Further analysis indicates that patients in
Swaziland had more advanced disease than did those
in other countries. This could explain the high fre-
quency of reported svmpioms in Swaziland. The
country-level differences must be cantiously inter-
preted because each country-level team selected a
convenience sample based on their ability to access

participants. It seems that the nurse data determiners
in Lesotho inducted subjects who were less ill than
those in the other countries.

There were no differences between symptom fre-
quency in those who reported having received an
ATDS diagnosis and those who had not. Howaver, the
three other severity-of-illness measures showed signif-
icant differences. Participants who had been hospital-
ized (t = 256, df = 669; p < .01), those who were
receiving home care {f = 2,58, df = 658, p <2 .01), and
those who spent more than 809 of the day in bed it —
4.18, df = 606; p <0 .00) reporied significantly higher

frequencies of symptoms (Table 3).

Discussion

This is cne of the first raports from seuthern
Africa an the full spectrum of symptoms experienced
by a sample of HIV-positive adults. The sample
reported a total of 64 diffarent symptoms with a
mean of 17.58 symptoms per person (SD = 13.74),
Farticipants in this sudy were extremely ill. They
reported constituticnal. neurological, digestive, pul-
monary, cognitive, musculoskeletal, genitourinary,
and gynecological symptoms involving most major
organ systems. ‘Lhey also reported severe psycholog-
ical distress.

Assessing symptom frequency and intensity is ex-
tremely imporiant in resource-poor areas where di-
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Table 3. Tests of Mean Differences of Symptom Tntensity by Personal Characteristics and Severity of Tliness (a0 = 743)
Personal Characteristies Mean sD it or F test df p value
Gender
Female 17.73 14.16 =44 680 B
Male 17.25 1298
Whers do you Lve?
Urban 17.02 11,06 F=.1% 2671 84
Peri-uiban 17.71 14.86
Rural 1770 12.02
Country
Boswana 15.95 895 F =56 1679 00e
Lesotho 1225 b4z
Suuth Alrica 1551 1001
Swaziland 1945 1605
Mo yon have children?
Yes 18.30 1383 t= 228 670 02
No 15.63 1319
Do you have encugh money o cover your daily expenses?
Yes 1547 [N t= 462 ] A
MNo 1950 15590
Do you have health insuronce?
Yeu 15.40 1482 r= 121 fd6 23
No 17.80 1369
Severity of Illness
Have vou been given an AIDS diagrosis?
Yes 17.31 1304 1=.72 6350 A7
No 1813 1513
Have you been hospitalized during the last year?
Yes 1891 1296 r= 250 L) a1
MNo 1621 1440
Are voun receiving home core to help yon with your disease?
Yes 19.52 1356 t= 258 638 01
No 16.67 13809
Do you sperd more than 809 of the day in bed?
Yes 21.26 12.10 t=4.18 666 00
No 16,27 1394

a. Boaferroni post hoc corparisons: Lesotha has a significantly lower mean score than Swaziland: there are no significant differences

among the other comparisons.

agnostic and disease-progression tests for HIV, CD4
count, and viral load are not available, The Centers
for Diszase Control and Prevention and the World
Health Organization have developed a method to
stage HIV illness on the basis of the presence and
intensity of HIV-related symptoms. Constellations of
symptoms also are used to qualify HIV-infected in-
dividuals for disability claims when the traditional
biomarkers are not available. In such persons, symp-
tom clusters are thought to be predictive of progres-
sion to death (Grant, 2002; Grant & De Cock, 2007).

Farticipants reported high levels of fear, worries,
depression, and anxiety (Tablz 2). This constellation
of psychological symptoms suggesis that people liv-
ing with HIV/AIDS experience significant distress. It
also suggests a great need for counseling services and
psychclogical support. The high frequency of psy-
chological distiess reported by the respondents sug-
pests that nurses and home-based care providers need
strong training in counseling to be effective care
providers for patients who are experiencing such
high levels of distress.
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Nearly 90% of the participants reportzd they had
no health insurance (Tahle 1), and of those who were
insured (3%). only 4% indicated that coverage was
adequate. This result shows that most people living
with HIV/AIDS rely on the public health sector for
care. As the largest provider of HIV services. the
challenge for governments is to formulate policies
that include access to medications.

There 1s growing recognition of the link between
HIV/AIDS and poverty. Poor nutritional status is
known to be reflected in signs and sympioms related
to HIV infection. The United Nations Development
Programme rzceatly estimated that mors than one-
third of residents of southern Africa, a famine region,
are undernourished (Patel & Delwiche, 2002). In
2002, after 2 years of bad harvests, the area’s ram-
pant hunger crossed the official threshold for famine.
Yet malnutrition plagued southern Africa even be-
fore the current food crisis. Two countries in this
sample, Lesotho and Swaziland, are among those
hardest hit by the famine (UMISA & WHO, 2002},
These results suggest that adequate income. as a
marker for poverty, is a significant determinant in the
presentation of HIV-related symptoms. This is not
surprising in view of the extraordinarily high HIV
prevalence rates in the four countries represented in
our sample (20%-39%) and the region’s longstanding
food crisis. ‘That crisis and the HIV/ALLYS epidemic
arc inextricably linked. With limited access to med-
ication and health services, adequate nutrition and
intake of sufficient calories become even more crit-
ical to stabilize symptoms and prevent disease pro-
gression and early death. The food emergency affects
all aspects of daily living.

As Patel and Delwiche (2002) note, faminz is
caused not by a shortage of food. but rather by
poverty. The markets in Lesotho, for example, are
not lacking food, according o the World Feod Pro-
gramme. Yet two-thirds of the population live below
the poverty line and halt are destitute. Fully 75% ot
the annual food needs of Lesotho’s poor are cereals
they purchase, but more than 70% of households
classified as very poor have no cereal in reserve.
Rapidly escalating prices and vanishing incomes are
a lethal combination. The people of Lesotho cannot
afford to buy available focd (Patel & Delwiche,
2002). The downward slide of national economies in
the region has thrown many individuals, families,

and communities into poverty, thus exacerbating
their HTV disease.

The paucity of symptom prevalence data about
HIV-positive persons in southern Africa presents an
opportunity to develop a better understanding of
what it is like to live with HIVIAIDS in such re-
source-poor environments. It also presents a chal-
lenge for care providers, because once they are aware
of the severity of symptoms being experienced, they
will be challenged to assist individuals and families
to manage these symptoms. Self-reported symptom
data provide a clinical picture of people living with
HIV infection who do not have access to antiretro-
viral medications or medications for managing op-
portunistic infections.

The reported signs and symptoms seem to reflect a
significant prevalence of tuberculosis and opportu-
nistic infections, particularly in the enteral tract. Data
suggest that the sysiemic impact of HIV causes
weight loss, diarrhea, fatigue, and weakness. Pecple
whe have HIV/AIDS often must cope with the 10
most common symptoms {see Table 2) as a constel-
lation or cluster without the benefit of medications.

Implications for Practice

Many studies focus on the need to manage pain
and contrel diarrhea and on skin rashes. Peoplz living
with HIV/AIDS do experience these physiological
symptoms, but they more frequently report psycho-
logical symptoms: fear, weakness, fatigue, anxiety,
and confusion. The challenge for care providers is to
build an aggressive care plan that not only mederates
distress but also meets physiological needs (Holze-
mer, 2002).

Nurses must help individuals and families develop
strategies for managing and controlling symptoms.
Home- and community-based symptom management
is especially urgent in countries where antiretroviral
therapy is unavailable. Such an approach also shifts
the burden of care from an overtaxed health services
infrastructure and vests patients and their families
with a modicum of responsibility and control. In this
way, those living with and closest to the disease are
empowered to make decisions that enhance their
well-being. Even after antiretroviral therapy does
become available, symptom management will con-
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tinuz as a key component of HIV management be-
cause of ils relationship w the side effects of medi-
cation, medlcation adherence, and quality of life.

Conclusion

These data lead to three conclusions. First, the
most frequently reported symptoms represent a clus-
ter of the signs and symptoms of Tiving with HIV
disease without the benefit of any madications, in-
cluding antiretroviral agents and prophylaxis for op-
portunistic infections. These sympitoms are not the
side effects of medications, because very few partic-
ipants were taking medications. The data document
high levels of disease, comorbidities, pain, distress,
and suffering.

Second, health professionals and family members
who provide care should be aware that people living
with HIV/AIDS experience significant psychological
symptoms, including fear, distress, and anxiety. In
fact, such symptoms are reported more frequently
than are physiological symploms. Stralegies o help
clients manage fear and anxiety are as important as
developing strategies to manage their pain or diar-
rhea. Such strategies might include creating oppor-
tunities for persons living with HIV/AIDS (o partic-
ipate in support groups. It is possible that outreach
workers or community workers can he trained fo
provide support such as TASO (The AIDS Support
Crganization) modcl in Uganda (Fleischman, 1995;
“TASO: "Caring is Sharing,” 1993).

Third, because people living with HIV describe
their lives holistically in terms of both significant
psychclogical distress and physiolegical signs, their
concerns do not sclely fit a medical or biological
model of disease. Professional care providers and
family members cannot assume they understand the
signs and symptoms a patient is experiencing without
asking, Health care providers arc also reminded that
families seek alternative care for symptoms through
their use of rraditional healers. Incorporating the psy-
chological support, in addition to potential physical
support, from traditional healers is important to en-
hance thz quality of life for people living with
HIV/AIDS.
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