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ABSTRACT 

This study examined the psychosocial challenges particu larly that of 

depression, anxiety, stress, fear, s tigma and discrimination of people 

living with HIV/AIDS, N=200 (lOOmale, 100female), and the coping 

strategies they employed. Data were collected by means of structured 

interview schedule. Case study and focus group discussion were used to 

gather in·depth individual data. Depression, anxiety and stress were 

assessed by using Center for Epidemiologic Studies Depression Scale 

(CES'D), Beck Anxiety Inventory (BAI) a nd Perceived Stress Scale -10 (PSS-

10) respectively and others by a set of items developed by the researcher. 

Results revealed that 56 % of the participants experienced clinically 

significant symptoms of depression with mean score of 2.60 and 40 % of 

the respondents showed clinically significant anxiety symptoms with 

m ean score of 32.31.The mean score of perceived stress was 24.52 

(S.D=5.64) where 50.50 % of the respondents scored above the mean. The 

mean score of stigma and discrimination using Likert type sca le was 

32.94 (S.D=11.34) where 58.4 % of the respondents scored above the 

mean. The participants of the case study also showed episodes of 

depression, anxiety, stress, fear, s tigma and discrimination. 

Statistically s ig nificant differences were found between males' and 

females ' scores of depression and stigma and discrimination at 0.05 

level with 95% confidence interval and 191 and 194 degrees of freedom 

respective ly. Females participants were found to experience more 

depression and stigma and discrimination than male participan·t s . No 

statistically significant differences were found between males' and 

females ' scores of anxiety and stress. 

The most often utilized coping strategies identified by the participants 

were: listening t o music, Praying to God, try o n their own to deal with the 

problem, day dreaming and talk to a friend. The participants also 

reported low utilization of certain maladaptive coping strategies such as 

alcohol and chewing 'chat '. 
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1 Introduction 

1.1 Background 

CHAPTER ONE 

HI V / ADIS has been a scie ntific , p syc hosoc ia l a nd hea lth d evelopme nt 

c ha llcngc fo r the las t two decades. Presently, it has become the lea ding 

ca u se of dcath a nd psychosocial co mplex it ies in Sub-S h a ra n I·cglon. 

Accordin g to UNAIDS report at the end of 2003 a n es tima ted fo rty mill ion 

people were li ving with I-IIV / AIDS globa lly , of these 70'Yc, we re from Sub­

Shara n Africa (UNAIDS, 2003). 

Avai la ble evid e nces uncover that the people living with I-II V / AID S 

(PLWHA) and their as socia tes face severe psychosocia l c hal len ges whi ch 

furth er intensifies th e pro blem. In add ition to the other burden s of 

disease, PLWHA arc subject to stigmatization a nd fear. Th ey ofte n al'e 

avo ided an d rcjectcd by oth e rs, which lead them to lone li ness , 

withdrawal a nd helplessness (Ch ikwampu et a I, 200 I). Som e individuals 

remain sile nt a bout the ir seros tatus to avoid the ri s k o f being recognized 

by the community a s bein g PLWI-IA. This in turn, furth e r complicates thc 

Problem. Thu s, th e available literature su ggests that PLWI-I A highly 

demand social acce pta n ce a nd empathy to help th e m d ea l with th e 

traumatic nature of th ei r s ituation a nd to curb the drea d consequence of 

the spread of HI V / AIDS. 

Appalling as th e current HIV / AIDS related data are, th ey a re unlikely to 

presen t the full sea le of devas tation and misery that will resul t form 

HIV / AIDS epidemic in Ethiopia . What h a s already been, known is th a t 

Ethiopia is one of the contuse hosting the largest number of PLWHA 

globa lly. 9% of the PLWHA are estimated to be found 111 the country. 

Thus, Ethiopia has the la rgest number of PLWHA n ext to South Africa 

a nd India (World Bank 200 1) . Yet , to the Knowledge of the researcher , 

1 
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t il e re is no cmpirical eviden ce if the prevalence of Lhe infection ra tc is 

declining a nd lillie is known a bouL psychosoc ia l cha llenges in whi c h 

th csc people a re facing. 

Thcse a la rmin g figures o f the PLWHA with li ttle knowledge a bouL Lhc ir 

psyc hosocia l complexiti es , in poor countries like Ethiopia (UNAIDS 

Rc po rL, 2 003), prompt to the in evita ble need for a better unders La nding of 

thc ir s itua t ions so as to a ssis L Lh em in coping with the di s ease a nd Lo 

s t.op its spread. 

To the knowledge th e researc h er , th ere h a s been n o study to d a te on the 

psychosoc ia l ch a llenges facing PLWHA in Eth iopia . Even though the re 

have been nUmerous studies from the West, the distinct features of th e 

psychosoc ial aspects in E thiopia ma kes it difficult to draw conclusions in 

our context based on these s tudi es . Besides , to the knowled ge of th e 

research er , there I S only little informa tion available a bout the 

psyc h osocial problems of th e PLW HA in Southern National Nation a liti es 

Pcople Regions, part icularly in its m a in towns, Awassa a nd Dilla 

(M OH ,2003). Hence, thi s resea rc h attempts to study the psychosoci a l 

s it.ua tion s of the PLWHA in Awassa a nd Di lla towns where the majority of 

PLWHA a re believed to d well in these town s are econ omic , commercia l 

a nd administrative centers of the Region (Ibid) . 

1.2 Statement of the Problem 

Research indicates tha t HIV / AIDS IS bringing a la rge socia l, 

p sychological a nd economic impact on individuals in particular and to 

the society in general. The psychosocial impact of being HIV positive on 

the individua l include indistinctivenes s, isolation, d epress"ion , instability , 

h a tred, anger, fear and shame. Thi s impact also enta ils the cost paid 

such as divorce, job termination, and school dropout and several others 

due to the consequen ces of HIV in fection (Johnson , 2000). 
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Thus , the presence of these psychosocia l challenge s in add ition to th eir 

own illnesses may adve rse ly a ffec t the PLWHA by d ec reasing their ability 

to obtain a nd adhere to proper medication and pos itive living . Hence, the 

n eed for pay ing due attention to the psychosoc ial aspect of the PLWHA . 

Alt hou gh s ignificant number of researc h have not see m to be done in 

Ethiopi a , ex perience seem to indicate that the contribution s of the 

medical professionals and the significant o th ers see m to be of para moun t 

important to bring about a progress in the life of the PLWHA (World Bank 

2002). Yet this leaves too much to be desired with out properly 

address ing the psychosocial aspects of the PLWHA. 

HlV policy of Ethiopia a ls o under scores the indi s pen sab le importancc of 

psychosocial intervention to curb the cha ll enge o f the PLWHA. Howevcr , 

adequate research does not s eem to be conducted on th e psychosoc ial 

consequences of HIV infection in the Ethiopian scenario. This indeed 

implies that more than ever before there is a n eed to make con ce rn ed 

crfort on the socio-emotional problems of the PLWHA by conduc ting 

special ized studies on their psychosocial c ha llenges. 

Therefore , having considered the reality and a ssumptions, this study 

would focus on investigating the psychosocia l ch a llenges of the PLWHA. 

More speci fica lly, the study tried to address th e fo llowing researc h 

question s: 

• Do the PLWHA experience anxiety as a result of their HIV positi ve 

serostatus? 

• Do the PLWHA expenence depression as a result of their HlV 

pos itive serostatus? 

• Do the PLWHA experience stress as a result of their HIV positive 

serostatus? 

• Do the PLWHA expenence fear as a result of their HIV positive 

serostatus? 

3 
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• 

• 

• 

Do th e PLWHA face s tigma and discrimina tion? 

Do PLW HA facc a ll 01" a ny of the divorcc; job t.ermination, a nd 

school drop out as a resu lt of HIV infection? 

What a rc th c coping strategies adopted by the PLWHA tu deal with 

thc s ituation? 

• Is thcre any sex differen ce III expe n e nclllg a ny of the 

a fO I"cmcn tioncd c h a llenges? 

• What intervc ntion strategies shou ld the concerncd bodies u se to 

red u cc t.he psych osocial ch a llenge? 

1.3 Objectives of the Study 

1.3.1 General Objective 

Th c gencral objcctive of th is study, there fore, was to identify and describe 

the m a in psychosocial problems of the people livin g with HI V / AIDS face 

in Awa ssa and Dil la towns of the Southern Nati ona l Nati onaliti es Pcop le 

I~ cgio n (SNNPI<). 

1.3.2 Specific Objectives 

This research had the following specific objectives: 

• To find out if the PLWHA experience anxiety as a resu lt of their HIV 

po s itive scrostatus. 

• To identify if th e PLWHA depression as a result of th e ir HIV pos itive 

serostatus . 

• To detect if PLWHA experience fear as a result of their HlV positive 

serostatus. 

• To identify if the PLWHA face stigma and discrimination. 

• To find out if the PLWHA face a ll or any of the divorce; job 

te rmina tion, and school droop out as a result of their HIV positive 

serostatus. 
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• To assess th e s trategies a nd coping m ech a ni s m s PLWHA e mploy to 

rcdu cc th e ir psyc hosocial co n sequences o f their HIV pos itive 

sc ro s tatu s. 

• To forward possible prevention mecha nis ms and inte rvention 

s tra tegies to help the PLWHA cope up with . the psyc hosoc ial 

consequences of th e ir HIV serostatus. 

1.4 Significance of the Study 

Thi s study would have the following significances: 

• It motivates the concerned bodies to give due attention to the 

proble ms and play an active role in reducing such c hallenge s . 

• It gIves in sigh t to governmental and non -government 

organizations on the importan ce of policy implications and 

d esigning possible intervention program for the PLWH A. 

• As to the knowled ge of the researcher, there has not bccn any 

researc h undertaken on the deep psychosocial c halle nges of 

PLWHA in Ethi opi a n con text and particularly 111 the Sou th c rn 

Region. Thus , th is study might bridge the gap an d cou ld 

possibly s e rve as a stepping stone for further research. 

• Suggest viable intervention strategies to curb the problems. 

1.5 Delimitation of the Study 

The study is delimited to members of two PLWHA associations: Down of 

Hope Association of People Living with HIV / AIDS in Awassa and Dilla , 

and Tilla Association of People Living with HIV / AIDS in A'Yassa. 

5 
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1.6 Operational Definitions 

Psychosocial Challe nges - One's psychological( s u c h a s d eprcssion , 

a nxie ty , stre s s, fea r, ) pa ttern s of unacce pta ble be ha vion, and socia l( 

s u ch as socia l isola t ion , s tigm a, d iscr imin a tion , r ej ec t ion, and th e cost 

pa id s u e h as job te rmination, d ivorce e tc, ) exper ie n ced by PLWHA as a 

resul t of the ir s eros ta tu s. 

PLWHA- People who rep orted to have been screen ed fo r HIV sero positive 

resu lt, wh o have n ot bee n cons is tently bedrid d e n , their physical stre n gth 

may va ry bu t are healthy en ough to d o some work a nd car ry on a 

s om ewh a t d a ily life in be tween the ir bou ts of illnesses. 

Asymptomatic - A symptom -free per iod in the life of people wh o are 

infected with HIV viru s. 

Symptomatic - The s tage in th e pe rson who lives w ith HIV viru s in 

which in fection a ssociated with the presen ce of th e viru s in b lood cou ld 

be m a nifested. 

Seronegative A clinical HIV blood test result w hich ind icates the 

a bsence of HIV virus in th e blood of the ind ividual. 

Seropositive A clinical HIV blood test resul t wh ich indicates the 

p·resence of HIV virus in th e blood of th e ind ivid u a l. 

Coping Strategies Beh a vioral tool which may be used by a n ind ividual 

to offse t or overcome p sychosocia l ch a llenges . 

6 



CHAPTER TWO 

Review of the Related Literature 

2 Psychosocial Challenges of People Living with HIV/AIDS 

All pe rso n s w ith HIV are at ri s k not o nly of developing AIDS but a lso of 

experie ncing soc ia l a nd psyc h osocial hazards associated with AID S. This 

s ituat io n is whal Brandt (1 987 ) has ca lled "the double jeopardy of le thal 

di5ease a nd socia l oppressio n ." Accordi ng to him, PLWH A expe rience a 

wide range of psych osocial problems. These include: a nxiety, a n ger, 

depression, poor self-estee m, isola tion, loneliness, gu ill , s hame , 

depress ion, s uic id a l thoughts a nd attempts, stigma and social rejection . 

Accordi ng to Mul le r (1997) , people a ffected by HIV infection face greater 

emotional strain t.han most people ever do. Furthermore, many face it a t 

a n unconsciona bly young age. Those a ffected by th e disease a re s hocked 

or a n gry or dep rcsscd or a froiel o r guilty or confused or have a ny numbn 

of th ese e mot ions 21. on ce . Tiley wo rry a bout revealing the diagnosis, 

abou i.. be ing c::!ep(;nciCJ1 l, about express ing sexuality, about re lation s \V ilh 

the people they love . They wo rry about dying. The rest of the society n o t 

directly affected by the di sease reacts with fear a nd prejudice, m a kin g 

those a ffec ted by th e disease a lso feels like outcasts, isola ted an d lone ly. 

Psychosocia l c h a llenges a ssociated with living with HIV infection 

identified throu gh a research by World Health Organization a re isolation, 

blame and pun ishment issues, lack of fa mily s upport, poor lon g-te rm 

survival, fear of disclosure a nd / or di sc rimination, uncertainty a bout 

course of illness Distanc in g of friends and/or lover,. poor financi a l 

resources, concerns about sexu a l activity, substance abuse, and 

concerns a bout. transmission of HIV and fear of contagion (World Health 

Organization , 1987) 
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Common psychosocial issues faccd by PLWHA, according to Sanoy (1996) 

includc: living with stigmatization and othcrs' fcar o f contagion, adj u stin g 

m ultiple loses a nd unce rta inty in ma inta ining qua lity of life with 

incrcas ing debil ita tion, coping with body im agc c h anges, confronting 

c nd - o f - life decis ion, in te rmina l stages of thc ill.ncss; ma.xlm lzll1g 

fu nc tioning in spite of cognitive impairment. 

To Plci s hman & Voge l (J 994), the psychosocia l c hallenges associated 

with HI V In fcction a re: a nxiety and depression, soc ial s tress, iso lation , 

bla me a nd punishment issues, lack of fa mily support, poor lo ng-term 

su rviva l, fear of dis clos ure a nd/or discrimination, un ce rta in ty about 

cou rse of illness, distancing of fri end s and/or lover, poor financia l 

rcso urce s, conce rn s a bout sexual ac tivity, s u bs tan ce abuse, a nd 

Concerns and fea r about contagion of HIV virLis to s ign ificant othe rs . 

A study by Evans et a L (1 998) also postu lated th al fears of the unknown , 

co upled with worry a bout pa in and suffering during thc progrcssion of 

! hc c1isc~ls c, and fee lin gs of isolation and rej eci ion may causc higher 

I"\'cls of stress o n the PLWH A. 

The onset of HIV-related symptoms such as f,lti gue, weight loss, a nd 

d iarrh ea, o n the other hand, ean trigger feelings of discou ragement a nd 

des pair. Th e awareness of symptoms often ge nerates fee lings of 

dCCl'eased self-control. Demora lization can OCCLIr as self-esteem declines. 

During th is self-devaluing process, PLWHA may develop homophobic 

feelings o f guilt (Navia et a I. , 1986). Anger a nd blame fo cused at lovers for 

pl'Ovoking sexual behavior is typical of su ch homoph obic reaction. 

In a n American study by Sarna & van Servellen et a L (1999 ), it was 

found out that eight psychosocia l aspects ch a llenge the PLWHA, These 

psychosocial c h a llenges include : withdrawal of fam ily support, loss of 

occupation, long-term dependency, loss of friends, lovers (often from 
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AIDS), overw helming, perpetual grief, disfigure ment, de li rium and 

dementi", past e motional or psyc hiatric problems (depress ion , anx ie ty, 

strcss di sorders). 

A reseanoh co ndu c ted by Gelder , Mayou and Geddes .(1 999 ) fo und out 

thal I)LWI-li\ were at r isk for comp licated a nci prolon ged be reavem e nl. 

They h;lVC "ften expc rienced th e loss of num erous friends fmm t.h e same 

c1isc;lsc. C ri d reactio n , thu s, is t r igge reo by the physical im pairmen t of 

symptonwtic I/I V/A IDS whic h c reates severe cha llenge on lhe lives of 

PLWII A. 

The a forem en lioned li terature, there fore, c lea rly ciepicts the de pth o f 

psychosoc ia l c halle n ges PLWHA face. In thi s st uciy, howeve r , d epression, 

anxiely , s tress, fea r , stigm a and di scr im ination , cop in g s trategies a n d the 

ro le of social support were tried to be focused through the I'o llowin g 

subscct ions. 

2.1 Depression 

Deprcssioll, accord in g to (Ge lder, Mayou and geddes, 1999) is a m en ta l 

illness in which a person experie nces deep, un s hakable sad ness a nd 

dim ini shed interest in nea rly a ll ac tivities. I t I S a se rI OUS psychological 

condilion lhat affects though ts, feelings, and the abili ty to function in 

everyday lifc. People a lso u se the te rm depression to d esc r ibe th e 

tempora ry sadness , loneliness , or blues that eve ryone feel s fro m t ime to 

time. Un lik e normal sadness, severe depress ion, also ca ll ed m ajor 

d epress ion, ca n dramatically impair a person 's a bility to fun c ti on in 

social situations a nd at work. People with m ajor d epression often have 

fee lings of despai r , hopelessn ess, and worthlessness, as well as thoughts 

of comm itting su icide . 
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2.1.1 Symptoms of Depression 

I\cco rding 10 (Gelder, Mayo u a nd Geddes,1999), person who develops 

severe depression may appear so confused, fri ghtened, a nd unbalall ced 

that observers speak of a "nervous breakdown." However it begins, 

depression ca uses se riou s c h a nges in a perso n's fee lings and ouLiook. A 

pe rson with major depression feels sad nearly every day a nd may cry 

often. Pcople, work, a nd ac tivities that u sed to bring them pleasure no 

longer do. (Celder, Mayou and Geddes, 1999). Exhaustively discu ss ing 

the entire symptoms of depression is beyond the scope of this paper. 

However, the main symptoms which could inevitably be esse ntial for this 

piece of work have tried to be summarized as follows. 

Depress ion u sually a lters a person's appetite, sometimes increasin g it , 

but usu a lly reducing it. S leep h a bits often change as well . People with 

depression may oversleep or, most of the time, s leep for fewer hours. 

(Gelder, Mayou and Geddes,1999). 

Depress ion also changes one's energy level. Some depressed people may 

be resLiess and agitated, engaging in fidgety movements and pacing. 

Others may feel sluggish a nd inactive, experiencing great fatigue, lack of 

en ergy, and a feeling of bein~ worn out .or carrying a heavy burden. 

Depressed people may a lso have difficulty thinking, poor concentration, 

and problems with memory ( Champion and Power,2000). 

People with depression often expenence feelings of worthlessness, 

helplessness, guilt, and self- blame. They may interpret a minor fa iling on 

their pa rt as a sign of incompetence or interpret minor criticism as 

condemnation. Some depressed people complain of being spiritually or 

morally dead. The mirror seems to reflect someone ugly and repulsive. 

Even a competent a nd decent person may feel deficient, cruel, stupid, 
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phmy, (lr ~:uiILy of havil~g d eceived othe rs. People wi th lTIajor depression 

may cxperlence such extreme emolionnl pain that tht:y consider or 

atLemPL su ic ide. Many psychologists a n d ment.al hea lth professiona ls 

agree that one of the very means in wh ie h depression revealed is su ieid,J! 

ideation. Th e case of suicidol ideat ion in PLWHA has b.een di scussed '" 

a separate s ubsection (Gelde r , Mayou and Geddes, 1999 ). 

2.1 .2 Depression and HIV 

Several co mlTlunity- based stud ies of th e natural hi slo!-y of HIV illness 

and associated psychologica l adjustment were initiated in the m id - La 

late- 1980s. In vestigators conducted formal c linical diagnos tic evalu ations 

of depression . Most of these "coho r t" studies co ns isted predominantly or 

exclusive ly of gay men nnd most were asymptomatic o r mildly 

symptomatic at. study elllry. Since then, at least one longitudina l st.udv of 

intravenous drug users has been conducted (Strong et aI., 200 1) «!ld 

there is an ongoing lon gitu dina l study at Cornell fo llowin g F\ group of 

mcn ''''' it h symptomatic HIV illness o r AID S. All of these stucl ics included 

HIV-l1cgative c 'lmparison groups from the sa m e communities as the! IIV 

positive groups. In the st.udies of gay men and non-intravenous-d rug 

uSll1g women, the findings cumulatively s how that rates o f cu rrent (pa;;L 

mon th) m aj or depression are in the range of 5 - 10% in both the HIV­

positive a nd HIV-negative groups. 

Cross-sec tional studies of patients at different stages of illness have 

yielded mixed findings ,eg<lrding rates of depression in patients 'with 

symptomatic HIV / AIDS, compared to those who are asymptomatic. In 

th e few longitudinal studies fo llowing the sam e people as they get sicker , 

no increases in rates of depressive disorders over tlme have been 

observed (Barry, 1996; Burack, 1993; Ironson,1995). 

Recent literature , however, found out the fact that depression is the most 

serious proble m for many PLWHA. A study by (Margolese , 2003) shows 
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t h a t a lmost 60 percent of PLWHA dis play cl inical s igns of depression and 

lip to 75 pcrcent display a t least some depressive sympto m s . HI V+ 

womcn arc 20 percent morc like ly lo bc dcpressed than HIV + men. 

Key findings of a national phys ician an d patient survey conducled by lhc 

Inte rnational Association of Physic ians in AIDS Care (IAPAC) also 

dcmonstrate a strong link between HIV infection and the m enla l hea llh 

of palic n ts diagnosed with HIV seropositive. Accord ing to physi c ian 

rcspondents , more than SODA) of the ir I-IIV-positive patients suffer from 

symptoms of depression or a nxiety. Although psychiatric symptoms in 

patients with HIV infection have a variely of causes, including the direcl 

CNS [central n e rvous system ] effects of HIV, CNS opportunistic 

infections, and street drugs, the majority of surveyed physicians also 

bclieve that HIV medications (antiretroviral drugs) are a leading cause of 

their patients' most common mental h ealth symptoms (S3.6%). The 

results of the survey, which queried more than 130 HIV-treati n g 

physicians a nd 235 HIV- positivc mcn and wome n, were presen ted lod ay 

in Chicago, in conjunction with th e 40th Annual Mee ting of th c 

Infectious Disease Soc ie ty of America (IDSA). 

Horwath [ (www.thebody.co m) who analyzed the survey results, has 

authored a supplement to IAPAC' s quarterly scientific peer- reviewed 

journal, JIAPAC, which focuses on I-IIV and mental health issues, 

in corporating data from the survey. In th e survey, more than eighty 

percent (S4.3%) of physicians said that their HIV-positive patients 

frequently or very frequently suffered from symptoms of depression. 

Studies have shown that PLWHA with depression are twice as likely to 

die as those with few or no depressive symptoms (Margolese, 2003). 

Therefore, as with other senous illnesses such as cancer, heart disease 

or stroke , HIV often can be accompanied by depression (Champion and 

Power, 2000). 
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2.1.3 Suicide in People with HIV Infection 

S ui cid e, a tte mpted s uic ide , and s ui cid a l id eation arc complex clinical 

issues associated with life-threaten in g conditions s u c h as human 

imm unodefic iency Virus (HlV) infec tion. It has been co nsidered that 

suicida l impulses were common in people who were aware of th e ir 

positive serostatus (Holland & Torss, 1985; Faulstich, 1987). Evidence 

acc ruin g in the late 1980s, has demonstrated tha t there is a definite ri sk 

of su ic id e in patients with active HIV disease. Marzuk et a !. (1988) , In 

what has become a widely quoted study, reviewed a ll cases o f suicide In 

New York C ity during 1985 in an attempt to determine how many were 

AIDS related. Rates of suicide for people with AIDS were 66 times higher 

than in th e general population of the City and men with AID S aged 20 to 

59 yea rs were 36 times more likely to commit su icide than the ir 

counte rpa rts without such a diagnosis. Ha lf of th e people in the sample 

had expressed s uicidal intent and one-qua rter killed them by jumping 

from windows of medical units in general h ospita ls. Statistics based on 

death ce r t ifications may underestimate the rate of deaths due either to 

suicide or AIDS (king, 1989) and thus these fi gures are likely to be a 

lowest estimate of the true rate. There were, none the less, several other 

proble ms with this data. The methods by which rates were estimate have 

been criticized (Beltangady , 1988). There is other evidence that suicide 

rates among homosexual men, who made up the majority_ of the AIDS 

deaths in Marzuk et al.'s study, are by fa r higher than a mong the general 

public, possibly confounding the findings (Hull et a !. , 1988). Finally, no 

attempt was made to estimate the psychological s tatus of people prior to 

their suicide . 

Evidence from other research findings a lso indicates that the suicide rate 

in people with HIV infection is increasing. A systematic investigation of 

medico-lega l autopsy cases with regard to HIV infection was carried out 

in Stockholm for the period July 1, 1985 to June 30, 1990 (Rajs & 
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Funglcstad, 1991). These concerned sudden death s outs idc hospita l as a 

result of vio lence or other ca u se where p rcvious disease was unknown or 

whcre there we re suspic ious c ircumsta nces. The data covc red 96 pe r­

ccn t of a ll su ic ides in a c lo se ly demarcated area of Swede n but were 

somewhat complica ted 111 that samples for HI V a ntil,:>ody testing were 

taken co n s is tently on ly 111 the fina l 33 m onth s of the study. During the 

five yea rs o f the study, 2 1 people with HIV infection com milled s uic id e, 

12 of whom were homosexual and bisexual men, e ight drug u sc rs and 

one who had acquired HIV via a blood transfusion. 

Two oth er stud ies are d ivided on the risks of suicide in people with HIV 

infection. Mckegen ey & O'Oowd (1 992) reported that suic ide was less 

likely in patients with AIDS than in those with earli er stages of HI V 

in fection, and that the ri sk for AIDS pa tients was even lower than in 

those who were HIV negative or whose HIV statu s was unknown. 

Conversely, Gala et a !. (1 992), in a study of 2 13 asymptomatic men with 

HIV infection, 123 of" whom were IV drug users, reported that vul ncrable 

period s for a c ts of deliberate self-harm were with in six months of HI V 

test ing and with the development of AIDS , Ri s k of deliberate se lf-ha rm 

was elevated by a factor of 7 .7 for m en with a h istory of psychiatric 

disorder and by a factor of 5 for those who had delibcrate ly h a rmed 

themselves in the past. Although this was a careful prospective study of 

up to 42 month's du ration , 53 (25 percent) men dropped put, most of 

whom were drug users. It is a lways difficult to know whether dropouts 

from studi es such as this one are more or less psychologically robus t. In 

thi s case, the authors assumed the latter. 

As evidenced by the findings discussed above, there remam s 

considerable eviden ce tha t so-called rational suicid e may m ask a 

depressed mood, inappropria te guilt about being a burden to others, or 

an erroneous perception of the d evelopment of the illness and methods 

avai la ble to a lleviate suffering (Glass, 1988). 
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2.2 Anxiety 

Anxie ty is a n e motional state in w hich people feel uneasy , apprehe n s ive, 

or fearful. People u sua lly experie n ce a nxiety a bout events they cannot 

control or predict, or abou t events tha t seem threatening or d a ngerous . 

Peoplc often u se th e wo rd s fear a nd a nxiety to d escribe the sam e thin g. 

r car a lso d esc ribes a reaction to immediate dan ger c haracterized by a 

stro ng desire to escape th e s itu at ion. 

2.2.1 Symptoms of Anxiety 

Anxiety is not a lways bad (Collin s, J988).When there is no anxiety, can 

be boring and ineffi cient. A mod erate amount of anxiety motivates people 

an d adds zest to one's li fe. When an xiety is intense, prolonged, or 

uncon tro lled, h owever, people begin to expe rie n ce c rippling physical , 

psych ologica l, and d e fen s ive reac tions. 

As far as physical reaction s a re con cerned, a nxie ty can produce u lce rs, 

headaches, s kin ras hes, s hortness of breath , inability to sleep, increased 

fat igue, loss of a ppe ti te, feel nu mb, inc reased muscle tens ional s lowing o f 

digestion, and a variety of o ther physical symptoms. 

On psychological functi on ing, a nxiety can reduce productivity, hinder 

interpersonal relations, dull the persona lity, a nd interfe re the 

personali ty, the abili ty to think o r remember. In extrem e case , a nxie ty so 

immobilizes an individual th at s/ h e is unable to function independently 

as a n adult (Collins, 1988). 

When a nxiety builds, m ost people unconsciously rely OQ behavior a nd 

thinking that dulls the pa in of anxie ty . These include the feelings of 

a nxiety, denial, blaming someone else for one's problems Brown,200l) . 

2.2.2 Anxiety and HIV 
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Thc relationship between anxiety and HIV has bcen widely doc umented 

in scvc l-a l rcscarc h findin gs (Per k ins at a I. , 1994; Ka ntin at a I. , 1998; 

I"cm a nd ez a nd Ruiz, 1989; I"cm a nd ez a nd Levy, 199 1). In these s tudies, 

it. was found th a t up to 43% of th e PLWHA we re found to expe rie ncc 

c linically s ignificant anxie ty sy mptom s. Cau ses maybe fa ta lness of I-II V 

its c ure is u ncc rta in ty o f its c u re , and th e prese n ce o f stigma anc! 

discri m inatio n at tach ed to it. 

2.3 Stress 

Stress is a n unpleasant s tate of e m otion a l a nd physiological a rou sal that 

peop le expe rien ce in situatio n s th a t th ey pe rceive a s d a n gerou s o r 

threa tening to their well -be ing . The word s tress m eans diffe rent things to 

d iffe re nt p eople. Some de fin e s tress as even ts or s ituations tha t cause 

th cm to feel ten s ion , pressure , o r negative em otio n s such as a nxie ty a n d 

anger. O th e rs view s tress as th e res ponse to these s itu a tion s . This 

rcspon se includes physio logical ch a n ges-such as inc reased heart ra te 

and mu scle te n s ion-as well as emoti ona l a nd beha vi o ra l ch a n ges. 

However, mos t psych ologists regard st ress as a process invo lv ing a 

person's inte rpre tat ion and response to a threaten ing even t . 

If no t m a n aged a ppropriate ly, stress can lead to senou s problem s . 

Exposure to chronic stress can contri bute to bo th phys ical illnesses, 

such as h eart disease, a n d m e n ta l ill nesses, su c h as a nxiety disorde rs. 

2.3.1 Symptoms of Stress 

Stress is most commonly manifested in s leep diso rders and lack of ability 

to con centrate, muscle ten s ion, h eadaches, migraines, ulcers, s hort 

tem per , job dissa tisfa ction , low m ora le, a nd sexua l dysfvnction, a mong 

m a ny other symptoms. It is a ls o m a nifes ted in feelings of powerlessness , 

bein g rej ected, a nd trapped. 
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2.3.2 Stress and HIV 

Numcrous s ludie s have s hown lhal PLWHA expenence cxccssive sll'css 

which in lurn can accelerale th e progression or HIV. Thcre may bc 

dirrcrcnl raclors wh ich cou ld account ror this association. HI V is ofle n 

f,ll<li , is accompanicd by other re la ted illnesses, its cure is uncc rtain , 11<Is 

a mystc ri ous origin and has been associa ted with groups th al WtTl' 

,1I1-ca dy sl igmali zed in olher ways . 

Be ing HIV positive by itselr may a lso cause more stress beca use it ca n be 

passed between sexual pa rtners, a mong people who inj ect drugs and 

from a mother to a child (during pregnancy, childbirth and 

breastfeeding). Before blood screening programs were in place, so mc 

people were also infec ted through transfusions of blood or blood 

products. People wh o a re infected often say that they feel "unclean." Th ey 

h a ve to dea l with the challenges of the fea r or gui lt of infectin g o the rs 

and with the difficult process of c hanging sexu a l and other beh av iors lo 

protect others and to safegua rd their own hea lth. The so metimes rea l 

risk and sometimes ir rational fear of infec tion a lso creates slress ror 

sexua l partne rs , family members, ca regivers and friends (Leh rma n e t aI. , 

2001). 

Other aspects which may intensiry stress could be worry about financial 

dependency on the ir parents or on the welfare system because they 

depend more a nd more on the social service and medica l systems. Both 

systems require PLWHA to give up control, one system over their 

personal resources, the other over thei r bodies. The requirements , 

though necessary, are distressing. People who give over .control of their 

resources and their bodies feel they have little left of their own. They feel 

powerless, ineffective, and incompe tent (Davies, Bachanas, & McDaniel , 

2002). 

17 



2.4 Fear 

One of the psyc hosocia l issues frequcnLly cxpcrie nced by PLWHA is fcar. 

Ava il a blc li tera ture a lso uncove rs a va rie ty of th em es of fear. PLWHA a rc 

norma lly in fea r because they have to adjust to a new lifes ty le (Wa tstc in 

and Ch a nd le r 1998) 

A study co ndu cted by UNAID S ca mc up with common aspec ts of fear 

oft e n ex pe ri e nccd by PLWHA (UNAIDS, 2000).Th ese are: 

• Pear of AIDS stigma (of being id e nti fied with deviant mora lly s inful 

be havior m a inly sexual promiscuity a nd visiting sex workers). 

• Pear of loss of reputation in th e fa mily a nd society. 

• Pear o f damaging the family's social reputa tion. 

• Fear that HIV serostatus will be revalued a nd of being identified as 

sexually d eviant. 

• Pear of socia l discrimin a tion a nd iso lation of being aviated or 

s hunned by oth ers. 

• Pear of be ing judged and categorized as mem ber of a "devia nt" 

group s u c h as promiscuous people and gay men. 

• Pear o f socia l ridicule . 

• Pear of various illnesses a nd d ebil itating ill-health , of painful 

co ndition s of not receiving m edical attention a nd of being denied 

admission to hospital. 

• Pear of being deserted of loss of s ignifican t rela tions hip, and of loss 

of tru s t a nd confidence. 

• Fear o f losing one's job or source of income 

• Fear of passing the infection to others, whether sp(}uses or other 

fa mily m e mbers 
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Three 01" th e most s ignificant fears PLWH A expenence, accord ing to 

Flrowll (200 1) , is : fea r o f aba nd onme nt a nd isola tion, fear of pa in , 

su lTc ring a nd di s figureme nt a nd , fea r of depend e ncy a nd loss of control. 

In a s tu dy by Gray (1999 ), of 8 0 HI V+ women , In whi.c h th ey d esc ribed 

thc mos t diffi c ult a spects of livin g with th e HI V infection , fear re la ted to 

disclosure was m ore frequ e ntly described the n fear of dying . HIV+ people 

migh t bl a m e th e m selves for th e ir expe ri ences with s tigm a, fee ling tha t 

they dese rve mis treatme nt. In thi s way fea r de prives PLWHA from 

cxpe riencin g the mos t bas ic of huma n righ ts. It is ofte n s ta ted or implied 

thal if we can break down thi s fear, we can tra n s form PLWHA's pos ition 

in soc ie ty, th eir opportunities and wellbeing. 

2.5 Stigma and Discrimination 

IIIV / /\ 1 DS cha llen ge res pect fo r h uma n rights in pro found ways . Th e 

1\11);'; ep id e mi c has bee n accompan icd by e pidcmics of fea l- an d 

d isnim imll.ion aga in s t t h ose with AIDS and inl"ectcd wi th HIV. The 

pn:v<l lc ncc and impact of AID S a nd HIV infect ion have been a ppa rcntly in 

<"ld 011 particula r g roups a nd popu la tions . 

2.5.1 Definition of Stigma and Discrimination 

Stigma generally refe rs to a n egatively perceived defini ng ch a racteristics 

used Lo set individuals and groups a p a r t from th e no rma lized social 

orclcl- (C ilmo rc & Somerville 19 92). The AID S st.igma, thu s, refe rs to the 

prejudice, d iscounting and discredi ting directed at peop le pe rceived to 

have HIV or AID S , a nd at the individua ls, groups a nd communities wi th 

wh ich th ey are a s s ociated (Herek a nd Mitnick , 1996) .This · stigm a may be 

th e actual infection or may be based on beh avior be lieved to lea d to the 

infection. According to (Busza 2001; Bunding, J996 ) HlV can evoke a 

pa rticularly stron g stigma respon se because it IS a sexu a lly 
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cOlnlllunicvblc d isease, is o rten fata l, has a myster ious origin and hCl s 

bee n assoc ia led wilh groups th a t we r'C a lready s ti gmatized in olh('r W<lys. 

Discri m in a ti on, on the o th e r ha nd , is 't he ac tion or trea tme nt based 0 11 

s li gma ~l ncl c1i n:e te cl towa rd s th e S ti gmatized ' (Bundin g, 1996). Th e 

s tigmati zed fi n d themse lves os tracized. rejected a nd shunned (Alonzo lv, 

Rey no ld s , 1995) and may ex peri e nce san c tion s , harassm e nl , a nd "ven 

violen ce based on th ei r infec ti on o r assoc ia ti on with l-II V/A IDS (Me 

Gralh , 1992). Stigm a a n d disc rimin a ti on a re c losely li nkcd an d th ey me 

freque nLly refc rrcd to toge the r. Bccau se discrimination o ftc n in volves 

a c tion , it can o fte n be more ea s ily id e ntified. Sayce (1998) a lso sugges ts 

that the concept 's ti gm a' is limited and would prefer th e use of th c 

concept discrimina tion to see the action -oriented effect. 

2.5.2 Contexts of Discrimination 

Si nce the on sel o f th e HI V c pidcm ic, di scr-imina tion tend s to fall inlo 1\\'0 

ca tego ri es: Legis lativc fo rms o( di sc rimination whieh re lkc t s t i .(~rn ~l 

enacted in la\': 0 1' policy a nd Commun ity leve l fo rm s, in which 111<' 

m a rgina li zed ex per ience di scri m ina tio n in less formal eontexl , o ftCll 

those re lated 10 fa.mily ancl ot her structures of c ivil soc ie ty . Thu s Ill<' 

con text of discrimi nation could be: in fa mily/ immediate commu ni ty , al 

workplace, in hea lth sector, rel igion a nd the m edia (Bra ndt, 1988). 

Discrimina tion in fami ly / immed iate community includes : iso lation of 

both infected a n d affected due to fears of casua l contact, res triction on 

participation in local events, refu sal to a llow a ffec ted children in loceli 

schools, lac k of su ppor t for affected bereaved family members , includ ing 

orpha n s . 

Discrimination ll1 workplace includes: mandatory testin g b e fore hiring/ 

refusal to employ, involun tary periodic testing/ dismissa l on grounds or 
HIV sta tus, viola tion s of confid entiality, a nd refusal to work with infected 

colleagues for feal' of contagion. 
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CfJmmUlliC;lble discase, is oftcn fatal, has ;, lnysterious origin and ha:s 

I)('e" :lss()(;ia ted with g roups that. were clire"dv stigmatized ill other """ys. 

Discrimination, on th e other ha n d, is ' thc action o r treatmen t based on 

stigmH ilnd ciircc tcd towards thc Stigma ti zcci' (Bundi llg, 1996). Thc 

st igll1H t ized find themse lvcs ostrac izcd, rejected <1 nd s h u n ned (Alo n zo &, 

l~ eynolds, 1995) an d may experi cncc sanctions, harassmc nt, and cvcn 

violence based on th eir infection or assoc i;lIion wil.h HIV/AID S (M e 

(,rHth, 199'2). Stigma and discriminati on a rc close ly linked and they arc 

frcCJu cntly refe rred to togeth er. Becau se disuimination oftc n in volves 

action, it ca n often be m ore easily ide ntified. Sayee (199 8) a lso suggests 

that thc con cept 'stigma' is limi ted a n d wou ld prefer the u se of the 

conccpt d isc rimination to see the action-orien tcd effect. 

2.5.2 Contexts of Discrimination 

Sincl' the onset of the HIV e pidemic, discrimination tends to fa ll into two 

C;llcgOI"ll'S: I"egislative form s of di scrimin iltioll wh ich n:lket stigma 

enacled in law or policy and Communit.y level I"o rms , in which th e 

marginalized ex perience discrimination in less formal co ntext, oftcn 

Lhose re lated to fa mily a nd othe r structures of civi l society. Thus th e 

contexl of discri mination could be: in family/immediate comm unity, at 

workpl ace, in health sector, re ligion and the media (Brandt, 1988). 

Discri Illi na tion ill family / immed iate comm u ni ry i nc1ud cs: isolation of 

both infected a nd affected due to fears of casual contact, restrict ion on 

participat ion in local events, refusal to allow Clffec ted ch ildre n in loca l 

schools, lac k of support for affec ted bereaved fami ly mem bers, including 

orphans . 

Di scrimin ation m workplace includes : mandatory testing before hiring / 

refusal to employ, involuntary periodic testing/dismissal on gro unds of 

HIV status, violations of confidentia lity, a nd refusal to work with infected 

colleagues for fear of contagion. 
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In the health sec tor, discrim ination cou ld be revealed in the form of 

rcfus, d to trca t , vio lu t io n s of confid entia lity, prov is ion of ca rc in spccific 

esta blish m c nt s (suc h as STD cl in ics tha t furt her- s tigm a tize the cl ie n t, or 

' Iny adv ice give n o r' pressure applied fo r I-IIV pos itive pe rson to u nd ergo 

t reatment th a t wou ld not be e m p hasized fo r o th e r:s (c.g. , abort ion , 

ste ri I iza ti on). 

Rel igion could bc a secto l- in whi ch d iscriminati o n is ap parent.!y scen. 

Th is may be through, dcnial of traditiona l ri tu a ls (e .g ., fu ncra l practices. 

r'es tricted access to m a rri age, res trict io n on pa rticipa ti o n in re ligious 

activities. 

Disc rimina t ion 111 med ia includes: d e ioniza tion by p u bl ic healt h 

cam pa igns o f S pec ified 'tra nsmi tters' such as sex worke rs re inforc ing 

div is ion between 'gu ilty ' and 'innoce n t' people livin g wi th HI V j AIDS , 

depic tion o f HI VjA IDS as dcath , perpetuating fear a n d anx iety rather 

than normalizat ion, a n d reinforcement of ste reo-typed ge nde r ro les th'lI 

perpetuates worncn's vulne rabilit y to sexua l coerc ion a nd HI V infcction . 

Disc r im ination in rendering hca lth carc to pa tie n ts with HI V j AIDS IS 

seen in denia l o f ca re, especially obste trics a nd surgica l care to many 

patients (B h argava, 1998). Fear of infection is a lso resp on sible fo r actions 

s u ch as iso lation of HIV patients, n eglect a nd disc rimination . Poor 

quali ty of testing faci li ties and mandatory tes ting in wom an in case o f 

HIV positive husba nd s a re some of th e o th er discrimina ting practice s 

fo llowed (Bha rat, 1999). Th e patien t 's ri gh t to confidentiality is often seen 

to be breach ed in both pu b lic and private hospita ls . It is ta ke n casually 

Hl a ll hospi tals . Universal practices a re n ever 111 place- in s tead the 

pe rsonnel ofte n perform irra tion a l procedures and activities like u se of 

gloves a nd AIDS kit even in n on invasive procedure s and a c tivities like 

giving food or m edicine s to the pa tien ts . These pra ctice s are often n ot 

only fin a ncial burden , but a lso d iscrim ina tory a nd stigmatizing for the 

pa tient a nd fa milies . About 9 0% of p eople with HIV live in d eveloping 
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co untf'i cs ,mel have no access to any scientifically proven treatmen t for 

lill ' inf,'('liof1 , Creat.er acecss to the clinics was secn to reduce Ihe ri s k 01' 

hospi tal iZ;lt io fl of pcople infected with H IV, C rea ter access i iJili ty 10 

f'cgu lar 'lfld Low cos t medica l ca re is s ign ifi ca nt. in rcducing the s uffcring 

01' full blown AIDS paticnts, 

2,5.3 Reasons for Stigma and Discrimination 

Dc Flruy n (199')) hilS recently iden t ifi ed five rcason s as contributing t.o 

HIV j AIDS- fTlatcd stigma and discrimination, These, according t.o his 

rindings arc: th e fact that HIV j AIDS is a li fe-threatening d isease; the 

fact that people are afra id o f contrac ting HIV; the disease's associatio n 

with behaviors (such as sex between m en a nd injecting d rug usc) that 

a re al ready stigma tized in many socie ties; the fact that people liv in g with 

HIV j AIDS a rc often thought of as bein g responsible for havin g eon tract.ed 

the disease; f-c ligious or moral beli efs that lead some people to conclude 

that having HI V JA IDS is th e result of a mora l fa ult (such as promiscuily 

or "deviant" sex) I hat deserves punishment. 

Discrimination cxi s ts because m ost hospitals lack adequate knowledge 

about HIV j AI DS and consider themselves to be at gre'lt risk of 

contracting the infection, No special training programmes ha ve ever been 

arranged for support staff in the h ospita l. These feelings of anxiety and 

fear result in th eir meting out derogatory beh a vior to the patients, Th ere 

is a sense of insecurity due to inadequate protection by thc society, 

which gene rat.es apathy and in sensitiv ity to the cause, (Centers for 

Disease Contro l and Prevention [CDC], 2000; Herek , Capilanio &, 

Widaman, 2002), 

2.5.4 Impact of Stigma and Discrimination 

According to (Herek G M, et a !. 1998; CDC, 2000) th e d iscrimination a nd 

devaluation of identity associated with HIV-related stigma do not occur 

naturally, Ra ther , they a re c reated by individuals and communities who, 
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for the most part, generate the stigma as a response to their own fears. 

III V-rc latcd stigma manife s l.s itself in to d iscrimi nation of various SO n g 

HIV- positive individua ls, th e ir loved ones, and eve n their ca regivers a re 

often subjected to rejection by their socia l c ircles a nd commun ities when 

they need support the most. They may be forced out or their homes, lose 

their jobs, or be subjected to vio lent assa ult (Alonzo & Rey n olds, 19(5). 

Lower leve ls of per-ceived stigma and the ab ility to cope efl'ectively with 

li lV / AIDS have been associated with g reater overa ll life satis fact ion leill 

et al., 2 002; Heckman et aI., 1997). Depression, often a detrimental s ide 

effect of illness, requires a tremendous a moun t of coping and stigma 

management on the part of the HI V-posilive individ ual s hown to be 

integral to re-establ ishing one's sense of self-id e ntity (Pea rson et a I., 

1999; Stan ley. 1999). 

Besides, in response to the anticipated rear of severe personal and social 

consequences arising fro m this st igma and discr-im inat ion , many people 

aI'oid know ing their HIV stalus. This declinc in HIV testing undermincs 

publir health efforts to combat th e spread of IIIV infection. A lack of 

[·especl. for human rights and dignity has been r"ecogn ized as the root 

CCluse of vu lnerability to the HIV epidemic (Stansbury & S ie rra, 2004). 

PLWHA might also decide not to disclose their diagnosis to other people 

because they a n t icipate rejection. People with H!V are exposed to the 

prejud ice of others a nd are confron ted with the negative feelings others 

might h ave towards their own beh avior. Disclosing to others is therefore 

risky since it might strain fam ily relationships an d frien dships, a nd may 

lead to the restriction of career opportunities and loss of employm ent. 

Inte rna lization of HIV related stigma was a phenomenon discovered in an 

American study which focu sed on another group, the HIV affected 

caregIvers. These caregIvers based disclosure decisions on th ei r 
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"nt ic i pat ion of AI DS re la ted s tigm a a nd expec ta tion s of rcj cc t ion and , w; 

" rc s u lt, ortcn did not te ll anybody that th cy wne carin g fo r an HI V 

illkctcd person, a ddin g furth er to th e ir iso la tion (Poin dexte r a nd Lin si<, 

I (99 ).'I'h us, PLWHA lose the cha ncc of getting soc ia l support a nd o th cr 

l'(' l' lt ed accesses . 

S tigm 'l n nd d iscrimin a tion expe rienced within th e hea lth s ecto r ean 

preV('llt peop le with HIV / AIDS from seek in g carc if th ey fee l they will 

reeci ve unwelcome reception or th e ir con fid entiality will n o t be respected 

(Mal co lm ct a i, 1998).It also causes psychological d is tress (I-li s u n g, 

200 1 ). 

2.6 Coping Strategies 

Co ping is defined as the things people do to mas te r , tole ra te , and 

minimize life strains or dema nd s. Coping is "a co n stantly c h a n ging 

process invo lving cognitive and beh a viora l e fforts deployed Lo m a nage 

specific externa l and or in terna l dema nd s that a re appraised as stressful " 

(L( IZ'\l'U S f~, Folkm a n , 1991). Coping is al so dcl'in ccl as a process by whieh 

all ind ividual m a nages the ever~ch a n g i ng enviro nment (M cFarla nd & 

McFa rland , 1993 ). Coping may be seen as a ctions ta ke n by persons 

d irec tcd a t confronting de mand s, solvin g prob lems , a nd/or a ltering a nd 

ma naging s tressors (MuCubbin , Thompson , &, McCubbin , 1996 ). 

How a person h andles th e diagnosis psychologically has implication for 

health ou tcomes. According to (Antoni et a !. 1995), som e ind ividuals cop e 

wi th il lness; that is termed "denia l coping." Othe rs m ay be apathetic 

about thei r illness and possibly fe e l h opeless. Both denial coping and 

helplessn ess are associated with faster HIV disease progrli:ssion. Passive 

coping stra tegies ' are predictive of greater immunologic impairment 

(Ironson et. 1994) . Specifically, denia l coping is associa ted with faster 

progression to AIDS (Leserman et a l. 2000), and active confrontational 

coping is associated with a lower probability of symptomatic disease 
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progression (Mu lder et a l. 1995). Furlhermore, HIV in fcclcd subjcCls who 

beca mc symp tom atic a fter o ne yea r h avc morc den ial a nd less figh ling 

spir il (So la n o el a l. 1993). Alte rna tive ly , a pc rson may ac tively try to 

u ndc rs la nd a di sease . Such a person , en gagin g in "ac livc coping, "may 

loo k fo r sup port n e tworks and resources a nd l ry fO re inte rpre l lh c 

di:;case lo un d c rsland its positive e ffecls on life. Co pin g with th e lhrca l 

o f HI V progress ion to AIDS by mean s of active s lralcgies h as bee n 

associa led wilh less p sychological di s tress, in c reased lifc sati s fac lion , 

and improved qu a li ty of life compa red lo us ing passive co ping slra tegies 

(Ca rve r cl 01 1. 1989; De m as e t al . 199 5 ; Folkman el a l. 199 1; Hec kman e t 

a l. 1997; Swind e lls e t al. 1999) . 

A slu dy o f 736 individua ls with AID S n oted lh a t lh ese indi vidua ls 

p"acl iced a varie ty of coping beh aviors catego ri zed as posi t ive copi n g, 

soc ial support seeking, a nd a voida n ce co ping. Th e copin g be h av io rs wcre 

~l ssocialcd wilh hea lth be h av io rs, a ffect , and d iscasc progression in both 

(Toss-sec t ional and lo n gitudina l a na lyses (Fleishman & Voge l, 1994 ). 

S imilar fi nrlings were reported 111 a phenome no logiGli p ilol stu dy 

('o nduclcc1 11)' F~ usse l l & S mi th (1 999) whic h explored the ex pc ri e nces of 

five HIV -in fected Afri can American wom e n. Audiotaped inte rviews from 

these women we re exami ned. Twelve lh emes e me rged from th e d a ta: 

vio le nce , a dd ic tion , it couldn 't h a ppen to me, shoc k a nd denia l, 

education, l ime, u n certa inty, cycles , secret ive nature of th e ir lives, 

so meone , surv ival, a nd children. It is eviden t , eve n from lh is s m a ll pilo t 

sludy, lhat th ese individua ls h ave complex experiences a nd tha t the 

co mplexities of stress h as an effec t on coping and psychological well 

being. 

Reeves, Merria m , & Courtenay (199 9) utilized in -d epth inte rviews with 

e ighteen HIV-- infec ted individuals who were younger th a n 45 years of 

age. Analysis of the qua lita tive da ta u sing the consta n t compa ra tive 

meth od revealed th a t these individua ls u sed specific coping strategies 

immediately a fter diagno sis which diffe red from coping strategies used 
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1<lln. The developme n t process u ncovercd in th is stu dy in c luded a period 

of Iran s ition t h a t se rved as th e testing g round for the fo ll owing ada ptivc 

,;tr<ltcgics: humol", fa ith , a ltrui s m , seek in g the support o f oth e rs a nd 

halanu·. In a s imil ar s tudy wh ere copin g s ty les a nd leve ls o f hope wnc 

exam in cci in HIV-infected African Ameri can womcn of reprodu c tive age, it 

""IS founci t h at a s ignifi ca nt re lationshi p ex isted betwecn hope and 

' IvoiciHllce coping (Phillips & Sowcll , 2 0 00). 

A qua litat ivc study of HIV seropositive a nd seronegative injec ting drug 

use rs indicated that the most common styles o f coping were seeking 

soc ia l support , subs tance a buse, a nd mental disengagement (Dem as et 

a !. 1995) . Some individua ls with HIV h ave coped by forming positive 

perce ptions of life because of their illness (Carve r et a l. 1989), turning to 

re ligion (Carver et a l. 1989; Demas et a!. 1995), or utilizing active 

strategies such as researching n ew treatmen t a nd illness information 

Wolkman et a l. 1991 ; Heckman et a l. 1997). 

In terms of seeking care , women h ave been found to initia te HIV re la ted 

ca re la ter than men (Siegel et a!. 1997). Several reason s for s uch delays 

have been re ported: cognitive distortion s of the reality a nd s ignificance of 

HlV; paralyzing fear a nd anxiety about having HIV (i. e., physical 

symptoms, s tigma of HIV/aids, a nd fear of dying from HIV/AIDS) ; 

turning to sub stance a buse to blunt the emotion a l- -impact; ac tively 

abusing s ubsta nces; being incarcerated; suffering financial constraints; 

possessing limited HIV re la ted knowledge; and experiencing problems 

wi th medical pe rsonnel (Siege l et al. 1997). 
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2.6.1 The Role of Social Support 

Th c rol c o f soc ia l s uppo rt in a llevia ting the psyc hosoc ia l c ha lle nges of 

PLWHA is we ll d oc u me nted in curre nt litera ture. 

Stro ng s u ppo rt. ne twork s a m o n g persons with c hronic d iseases ca n 

resul t in posit ive hea lth ou tcom es (Sta nton a nd S n ider 1993). In add ition 

to prov id in g a grea te r a rray of resources to draw fro m , soc ia l s upport 

a ppcars to bu ffc r peo ple fm m potentia lly pathogen ic effec ts of s tress ful 

even ts (Co h e n , will s 1985 ; So rensen e t a l. 1998). Suppo rt sy s tem s a re 

assoc ia ted with be havio ra l changes su ch as a dhere n ce to medical 

regime n ts , successfu l s m oking cessation, and di e t c h a n ges (Sa lli es e t a l. 

19 87; S ta n ton , s nide r 1993). 

Socia l s upport pos itive ly a ffects self-efficacy, which is cOl"re la ted with 

fewer HI V- re la led , h igh -r is k be h avio rs (Montoya J 998) a nd grea te r usc 

of h ea lth se rvices . Ad di tio n a lly, support of friend s a nd fam ily ca rly in th e 

course of I-lT V has been fou nd to be associated with good copin g s kill s 

(B roo k ct al. 1997) . The com bina tion of an availa ble socia l suppor t 

network a nd lac k of conflic t within these networks has bee n found to be 

re lated to h ea lt h ie r psychological sta tus (O'Brien e t al. 1993) a nd high er 

quality of life (rri ed la nd e t a l. 1996; Heckma n et a l. 1997; Pa kenha m et 

a l. 1994), whi le poor socia l n e tworks lead to combined phys ical a nd 

psychia tric illness (A ndrews et a l. 1978). 

A s tudy (Am erica n journ a l of Psychiatry, 1993) a ls o found ou t t hat 

s uppor t groups were s upe riors to standard psychoth era py among 

PLWH A with depressed m ood s . 86% of the support group pa rtic ipa n ts 

s howed s ignificant improvements in "distress severity": These groups 

helped people with HIV m a intain so far sexua l practices a nd guide 

individua ls in m a king positive behavioral changes . 
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2.6.2 The Role of Spirituality 

The role of spirituality in co ping with psychologically stressful situations 

partic u la rly w ith th e psyc hosocial c ha llen ges PLWHA face is we ll 

documented in li terature. 

In a study of ten men and women with symptomatic HIV disease in the 

USA, they identified themse lves as h aving had spiritual or religious 

experiences that helped them to cope with their disease a nd they s howed 

a spiritual understandin g of li fe that developed as their illness 

progressed. Initially an HIV+ diagnosis results in the PLWHA a learnin g 

to cope with the rejecting social context and the knowledge that one has 

limited time to live. These circumsta n ces cau sed this group of HlV+ 

people to become separated from the la rger society and , as a result, a 

meaning emerged that was largely free from the values of establi shed 

belief systems. PLWHA att ributed lheir new spirituality to the 

opportunities tha t HIV prov ided to their lives (e.g. to make a differen ce in 

the figh t for acceptance). 

Obstacles, constrained informed m eani ng, and initial depression often 

marked by self destructive be havior , were overcome by some encouraging 

evcnt. The PLWHA gained confide nce in recovery took control and 

se lec ted treatments that were right for them. The fear they experienced 

when they realized their time was limi ted was a me liorated by awareness 

that there was still a lot of life before death and that a ll people eventua lly 

die. Th ey became more hopeful, accepted health information and actively 

sought social support. As th e disease progressed they showed the 

development of a spiritu al unders ta ndin g of life. People cleared their lives 

of stressful a nd meaningless aspects (e.g. hated jobs) 'and embraced 

those that strengthened their faith a nd defined personal meaning 

(Corbett, 1999). 
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Hopc in a lon ger future , thus , have been enhanced by re ligious belie fs, 

which h elp PLWHA find peace in their fuLure death becausc Lhey now 

bel ievc that their God is not punishing them with HIV, as they once 

believcd, and pray daily (Kaldjia n et al. 1998). 

This spiritu a l well-being is also correlated with psychological well-being 

and health (Coleman, ]-[olzemer 1999). 
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CHAPTER THREE 

3 Methods of the Study 

3.1 The Population 
Th e lola l popu la lion of the s tudy was people living with HIV / AIDS who 

were found in Awassa and Dilla towns a nd we re members of lhe Down of 

Hope Assoe ia li on of People Living with HIV / AIDS and me mbers of Tilla 

Assoc ia tion o f Women Living with HlV / AIDS in Awa ssa. 

3.2 Sampling 

A lola l of 403 (286 fe male a nd 117 m a le) PLWHA were iden tified from th e 

se lec ted sources - (71 female and62 ma le) and (57 fema le a nd53 m a le) 

from Down o f Hope Association of People Li vin g with HIV / AIDS in 

Awassa a nd Di ll a respectively and 170 (a ll females) from Ti lla Association 

of Women Li vi ng with HIV / AIDS in Awassa. From this population, using 

a purposive sam pling m ethod, a tota l of two hundred, i.c ., 66(9 fe m a le 

and57 male) <md 57 (7 female a nd 50 male) sam ples were selected from 

Awassa a nd Dilla Down of Hope Association o f People Livi ng with 

H IV / AIDS, and 8 4(a ll females) from Awassa Tilla Assoc ia tion of Women 

Li ving with HI V / AIDS. 

3.3 Instrument 

Respo nde n ts we re interviewed through a comprehensive interview 

schedule that assessed their psychological conditions specifically their 

experi ence of depression, a nxiety, stress, fe a r, stigm a a nd discrimina tion , 

and coping strategies . Each instrument is described below. 

3.3.1 Depression Measure 

Depression was assessed through Center for Epidemiologic Studies 

Depression Scale(CES-D) enclosed in appendix. i section of this thesis 
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w. I~adloff (1 9 77), Citcd in (Clemcnt, 1999), dcveloped this scale to 

measurc d epressivc sy mptoms 111 the gc ncral population. This 

in strum cn t co n s is t.s of 20 item s that are rated fo r the past wcek on a 4 -

po in t sca lc ra n ging from "Rare ly or None of the times (Less tha n I day)" 

to mos t or a ll of the Times (5-7days)." 

Alph a coeffi c ie nts have been a bout 0.85 for the ge nera l population a nd 

0.90 for c linical sam ples . Thi s scale has corre la ted w ith scve ra l othe r 

mcasures of dep,·cssion. It has known -groups va lidi ty, di scriminating 

bctwce n psych iatri c inpa tients a nd the gen eral population. 

As to th e interpretation of the scale, euthym ie (i.e., o f n o rmal mood) , 

sCOl-es of 15 an d be low; distressed (probable depression) , sco res from 16 

to 2 I; a nd depressed (syndromic depression). with sco res of 23 and 

above. 

Thi s scale was se lec ted fo r th is study becau se it is th e most widely used 

depression s cal e for HIV re la te d research (Sarna, Serve lien and Padilla , 

1996) , for its simplic ity to translation from En gli s h to Amharic and vise 

versa, for its sound psych ometric properties and for its access ibility. 

3.3.2 Anxiety Measure 

Anxie ty was assessed through Beck Anxiety inventory 

(http: j jv.rww.cps.nova .edujcpphelpjBAl.html) enclosed in appendix i 

section of this thes is. The Beck Anxiety inventory (BAI) was developed to 

addres s th e need for an instrument th a t would reliably discriminate 

anxiety from depression while displaying convergent validi ty. Such an 

instrument would offer a dvantages for research purposes over exis ting 

self-report measures, which have not b een shown to differentiate a nxiety 

from depression adequ ate ly (httpj j: www.aef.hhs.gov). The scale consists 

of 2 1 items, each describing a common symptom of a nxiety. The 
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respondent is asked to ra te how much h e or she h as becn bothercd by 

eae h sym p to m ove r thc past week on a 'I -po int scale ra n gi ng from 0 103. 

The items a re su mmed to obtain a tota l sco re th a t ean ra nge fro m 0 to 

63 . 

I\s to the interprctat ion of the scale, scores of 8 to 2 1 indica te "Mild 

a nxiety"; scores of 2 1 to 36 ,-eOect "Moderate anxiety" a nd scores of 37 

a nd above indicate severe a nxie ty (http / /: www.accf.hh s.gov.) . 

As fa r as its psychometric properties a re concerned, th e sca le obtained 

high internal con s is ten cy and item -total correlations ranging form. 30 to 

.7 1 (M edia n =. 60) . A sub sample of patients (n=83) completed th e SAl 

after 1 week, and the corre lation between intake a nd I -week SA l sco res 

was. 75. The corre lations of the SAl with a se t of self- report a nd 

clinic ia n -rated sca les we re all s ignifica nt. The correlation of th e SAl wit h 

the HARS-R and HRS D-R were 0. 5 1 a nd 0 .25, respec tively (Beck and 

steer, 1993) . 

This scale is selected for this study becau se it is the most wi rl~ ly used 

scale of its type for research and clinica l purposes. 

(www.psychocrpcente r .com/content/ bai.htm) . 

3.3.3 Stress Measure 

Stress was measured through Perceived Stress Scaie-IO (PSS-IO) 

developed by (Cohen a nd Robert, 1983)enclosed in appendix i section of 

this thesis. The PSS was designed for use with community samples with 

at least a junior high school education. 

The scale consists of 10 items, each describing a common symptom of 

stress. The respondent is asked to ra te how much h e or she has been 

bothered by each symptom over the past month on a 'I-Point scale 
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ra n ging from 0 Lo 3. The iLems are easy Lo unde rs Land a n d the respo nsc 

a lLc m at ivcs a rc s imple to grasp . Moreovcr, the iLe m s a rc qui Lc gc nc ra l in 

n a Lure a nd he nce re lat ive ly free of content s pecific to a ny s ub popula ti on 

group (Co hc n a nd Willia m son , 19 88) . Th e sca lc is we ll va lida ted in 

commun ity norm s to d e te rmine, s tress levels ove r 1 monLh. (Ame r ica n 

J ou rn a l or Psyc hia U·y 2004 ; 49: 38 5 -390). 

In lighL of th e gene ra lity of sea le content a nd s im p lic iLy of la nguage a nd 

res ponse alLc m a tives , thi s scale is s elec ted for thi s s tudy. 

3.3.4 Meas ure of Fear 

To assess whether PLWHA expen ence fear, th e e ight aspects of fe a r 

PLWHA cxpe rience identified by UNAIDS (UNAID S, 200 I) were presented 

to th e re s po nden Ls in the form of yes/ n o response iLems . 

3.3.5 Mea sure of Stigma and Discrimination 

A Liker sca le (ra nging from "strongly disagree" to "s tro ngly agree" was 

u scd Lo mcasure th e PLWHA's experien ce of stigm a and d iscr imina tion . 

The scale consisted of 12 items and was developed by th e researcher 

based on (G offm a n , 1963; Gilmore & Som erville 1992; Hc rck and Mi tnic k 

, 1996; Pearson ct a I. , 199 9) models of identifyin g perceived stigm a and 

d isc rimina tion reviewed on ch apter two of this pa per. The range would 

ena ble th e rc s pondents to express th eir position. PLWHA wee required to 

ra Lc cach iLc m on th e Likert type scales (s trongly dis a gree= I , di sagree=2, 

don 'L kn ow= 3, a gree=4, s trongly a gree=5) fo llowing the specific 

ins truction given. The mean was u sed to classify the PLWHA in to high, 

medium, a nd low experience of stigm a and discrimina tion . Those wh o 

scored a bove the mea n were classified in high experience of stigma and 

discrimina tion while whose score fell below the mean were cla ssified in 
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low expc n e nce of s tigma a nd di scrim ination. The PLWH A whose score 

wa s equa l to the mean were c lassified in the med ium expe rience of 

s tigma a nd discri m ina t io n . 

3.3.6 Measure of coping Strategies 

A Likert ty pe scale was de s igned based on (Weil s ma n, 1974) beh av iora l 

and cogn itive m ode l of copin g s tra tegies . Thi s is de s ign ed to iden ti fy th e 

behavio rs . Th e scale con si s ts of 18 ite ms . Th e item s a re ra ted on a 5 -

point Li ke rt sca le (1 = n eve r , 2 = h a rd ly ever , 3 = som etimes, 4 = often , 5= 

mo s t o f th e time). The high er th e sco re, the grea ter the u se of copin g 

s tra tegies . Example: s m okin g , praying to God e tc. 

3.3.7 Case Interview 

Casc inte rview was prepa red to explore th e very psyc hosocia l exper ie nces 

of individua l PLWHA in deta il so a s to s u bs ta n tia te th e fin d in gs obta ined 

in o th e r m ea n s. The reason case inte rview is se lected is that it provides 

a n op po r tunity to th e investiga tor to qu estion tho rou ghly ce r tain a rea s of 

inqu iry and it permits greater of respon ses , whi eh is not possible throu gh 

a ny oth e r means. 

The bas ic criteria a dopted to select these samples wer:e th e a bility a n d 

consent to self-disclosure so as to ge t in -d ep th informa tion a bout them. 

Interviews were semi-struc tured (Merria m , 1988). Ini tia l interview 

ques tions were prepa red based on th e li terature a nd observa tions of th e 

grou p , but individua l interviews varied as themes em erged through the 

respondent's input . 

3.3.8 Focus Group Discussion (FGD) 

In order to explore the p sych osocia l ch a llen ges in depth , th e focu s group 

dis cu ssion method was con s idered com patible to th e n ature of the study 
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and is s ubstan ti a l to th e quantitative qualitative methods mention cd 

above. Tilerdc)rc, the Focus Group Discussion was used to ex plore more 

open and a c loser pe rspective of the subjects, wh ich was imposs ible to 

obtain in the other met.hods. The basic crite ri a ado pted t.o select thesc 

samples were the ability a nd con sent to self-disc losure, availability and 

rc lative ly longer experience of living with HI V virus. 

3.4 Test Try-Out 

Beron: gi vin g th e test to the se lected subjects, a pilot te s t was conducted 

to ch eck to revise and determine the specificity, relevance, a nd clarity of 

the items a nd to determine the re liability of th e tests. Thu s, the se lected 

items (tmnslated in to Amharic) were tried on 30 PLWHA who lived 111 

a nd lVere members o f the Shashemene Down of Hope Associa tion of 

Pcople Li vin g with HIV I AIDS. This site wa s selectcd becausc of its 

similarity with thc way of life a t the sites of the main study. 

In this Assoc iation th crc lVerc 137 PLWHA (76 females a nd 61 fcmales ). 

or thcse , 7 were agcd under fifteen. As the pa rti c ipa nts in thi s rescarch 

nccd to be .1 :5 years or older, they were aged under fiftee n. As the 

participants 111 this research need to be 15 years or olde r , they were 

excluded from thc test. And fro m the rema in ing 130 PLWHA , 30 ( 15 

malcs and 15 fe males) were s elected by s tra tified rando m samplin g 

method. The age ra nge of the respondents was I·rom 18 to 47 years and 

the mean age was 27.6. 

The main purpose of the pilot test was test to improve the quality of the 

instruments since the instruments either directly adopted or newly 

prepared. Accordingly, the following changes were made a fter the pi lot 

test 
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I . Th e orig in a lly ad ministered questionna ire to be fill ed out independ ently 

by the respondents was ch a nged in to a n interview schedule from 

because the majority of the respondents were found to be unable to 

c learly conceive words of psychological concepts. 

2 . Some of th e questionnaire items, which had been reV<';rsal phrased and 

ITquirc indirect interpretations, were replicated in to a direct form so that 

th e respondents clearly understa nd them. 

3. Some items that ask the background characters tics of the respondents 

were found to be less relevant a nd were dropped. Ins tead, more rel evant 

on es were added. 

The psyc hometric information of the test is presented as follows: 

Table I Reliability Coefficient of variables in the Study. 

I ~~O Variable Reliability indices 

Depression scale 0.87 

1- 2 f\ nxiety scale 0.83 
I 
1-- - --

3 
f--

Perceived stress scale 0.79 
_._- -

4 Fear scale 0.68 

5 Coping strategy scale 0.81 

6 Stigma and discrimination scale 0.714 

3.5 Data Collection Procedure 

For collecting data, 2 male and 2 female 4 th year students two from 

Engl ish and one from business management departments of Debub 

university Awassa Campus; the other from Geography department of the 

Dilla Campus, were trained to be research assistants. They all had prior 

training related to HIV I AIDS and are leaders in the HIV club respective 

campuses . Things like how to establish rapport, before preceding the 
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inLerview an d how to s im p lify words re lated to psych o logica l coneepLs 

wcrc disc u ssed between the resea rcher a nd th e a ssistanccs. 

Th e resea rcher's mam task was coordina tin g the ac tivities of th e 

intcrvicw sch edule . 

T hcre was no time limit to comple te th e interview schedu le. The average 

timc La ke n Lo complete it was between 30 to 40 minutes. 

Th c rcsearc her alone made the case inte rview. Du e to the highly se n s itivc 

a nd co nfidential nature of the subj ec t , it was ve ry impo rta nt to establish 

a positive rapport with the respondents in o rder to build a high level of 

trust before any interviews were the power to decide when a nd where th e 

inte rviews s hould take place. Re ta ining control of the interview process 

seemed es pecially important to the responden ts. 

Three respond ents were selected and agreed to parti c ipate in the in ­

dcpth inte rviews. Each p a rticipant chose to be inte rviewed in iso la ted 

places whe re there was no ch a nce of th e conversa tion being overhea rd or 

interrupted. They were instructed that they could refu se to a n swer any 

question or end th e interview at any poin t. 

The period of interviews was a pproximate ly two hours each with longest 

initial inte rview taking two hours a n d fifteen minutes . In these 

interviews, the purpose of the study was restated, and respondents were 

again assured anonymity. 

After providing basic descriptive information abouf themselves, the 

respondents were asked open-ended questions a bout h ow they felt their 

HIV diagnosis and how it affected their experience, both psychologically 

and socia lly . 
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Wi th eac h respondent's permiss ion, n otes we re take n in Amharic 

language dur ing the interviews. The respondents revicwed the intcrview 

notes and copies of th e report in Am haric to c heck for accUl-acy of quotes 

and perccptio n s. 

I' a l-ti c ipan ts fo r th e Focus group Discussion were selected a nd 

a pproac hed immediately after they fi n ished the interview schedule. Two 

groups consisting of e igh t mem bers each was ma le's grou p . A fema lc or a 

ma lc en u merato r was present in each respective discu ssion to assist the 

rcsca re h e r by taking n o tes and recording tape. 

3.6 Analysis of the Data 

In the q u an ti tative data a n a lys is, each variables was cod e d , sor ted out 

accord ing to its specific measure and was entered in to th e computer for 

a nalysis. Th e statis tical analysis was then made us ing the S PSS software 

for Windows Ve rs ion 13 for data analysi s in pe rccntage, mean , standard 

dcv iation a nd t - tests. Percentage, mean a nd s tandard deviation werc 

u sed to descr ibe th e socio-demographic cha racte ristics, cau ses and 

na ture of the psychosocia l probl e ms and th e coping strategies employed 

by thc samples. T-test was used for testin g th e significan t differe nces 

be tween sex. 

The data collected through th e in te rview and focu s group discu ssion 

methods were a n a lyzed u s ing Cola izzi's procedu ra l s teps (1 9 7 8) cited in 

(Merriam, 1988) . All interviews were transcribed verba tim a nd then read 

several times individua lly to gain a feel ing for th e d a ta. S ignifican t 

statem en ts, ideas a nd phrases were th en high ligh ted on the tra n scr ipt 

and n o tes were m a de. An ini t ia l list of key themes was create d a nd codes 

were given to them . A word processing program was then u s ed to cu t and 

paste th e significant s tatem ents, ideas and phrases in to them es. The key 
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themes we re then s umm a l-ized, st<iy ing as c lose ly to th e participants' 

word s as possible. 

3.7 Ethical considerations 

Psyc hological I-esearch re lated to PLW HA has to be hi gh ly confidential 

and ethical ly scns itive (Sieber, 1993). As the nature of th e s tudy 

demands, the following ethi ca l con s iderations were stri c tly ta ke n ca re of 

through out th e research process: 

Commun icati n g respectfu lly and open ly with the respond ent's 

throughout th e data collection process, a nd providing a debrie fin g about 

the nature , findings, and value of the research, were essentia l 

components for obtain ing informed consent. 

3.7.1 Right to Decide to participate 

Each participant was free to decide whether he/she wanted to pa rti c ipa te 

in the s tudy not , and not filling out the in te rview schedule or be in g 

absent was the eas iest way to decline participation. The PLWHA also had 

the r ight to decide to term inate their participation at any s tage of 

completing the in terview schedule or not to answer specific question . Th e 

PLWHA exercised these rights that resulted in different tota ls (n) for 

different questions. 

All th e four ind ividu a ls ass isting with the d a ta collection process were 

unknown to the PLWHA and they gu a ra nteed the confidentiality of th e 

information shared, which mayor may not have involved persona l 

expen en ces. The respondents of th e interview schedule were not 

identifiable . This a n on ymous process was selected to guara ntee the 

PLWH / A's right to privacy . 
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CHAPTER FOUR 

4 Results 

4.1 Background of Respondents 
Some background charac te ri s tics of respondents are presented in tab le 2 

bc low (N=200) . 
T II 2 I I I I f d a ) C Jac.: {Cl rOIll)( C laractcnstlcs 0 rcspon Cllts 

Characteristi cs Male female Total 

-~---- -- -
No % No % No °lc) 

Ethnic ity 
Amhara 22 1l.0 25 12.5 47 23.5 
Oromo 20 10.0 22 1l.0 42 2 1.0 
Tigre 8 4.0 7 3.5 15 7.5 

Wolayta 12 6.0 15 7.5 27 13 .5 

gurage 6 3. 0 7 3.5 13 6.5 

sidam a 5 2.5 2 l.0 7 3.5 
others 27 13.5 22 11.0 49 24.5 
Religion 

Or thodox 44 22 .0 41 20.5 85 42. 5 
Musli m 19 9.5 17 8.5 36 18.0 
I' roteslanl 32 16.0 36 18.0 68 34.0 
Othcrs 7 3.5 5 2.5 1 I 5.5 

Education 
Illiterate 3 l.5 11 SS 24 7 .0 
Can read wrile 7 3.5 2 1 10.5 28 14.0 
1-4 6 3 .0 16 8.0 22 1l.0 
5-8 14 7.0 7 3.5 2 1 10. 5 
9 - 12 53 26.5 40 20.0 93 46. 5 

vocational 14 7.0 5 2.5 19 9.5 
Highereducation 3 l. 5 - - 3 1. 5 

Marital statcs 
UmalTied 27 13 .5 27 13.5 54 27.0 

Married 4 2 .0 6 3.0 10 5.0 

Divorced 4 2.0 2 l.0 6 3.0 

Separated 13 6.5 9 4.5 22 11.0 

Widowed 52 26.0 56 28.0 108 54.0 

Occupation 
. 

Professional 0 0 0 0 0 0 

Vocational 21 10.5 8 4.0 27 13. 5 

Petty trade 42 2 1.0 51 25 .5 93 46. 5 

Hou se wife - 10 5.0 10 5.0 

Unemployed 28 14.0 42 2 1.0 70 35.0 
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As ta ble 2 a bove s h ows, the eth n ic composition of the rcspondents arc: 

Amh a ra 2 3 .5'Ycl,Oromo 2 1.0% Tigre 7 .5%, wolayita 13.5 '%, gurage 6.5%, 

s idama 3 .5% and other ethnic g roup comprised 24.5')'0 . 

Conce rnin g th c ,'c lig iou s a ffiliation of the res pondents, 4 2 .5% of th e 

res pondents we re found out to be followers of orthodox Chri s tianity 

foll owed by Protes ta nts 34 %, Mu s lims 18%, a nd othe rs 5 .5 % . 

As to the educat ional background of the respondent, 7 °/rl we re illite rate, 

14% can read a nd wri te only, 11% completed first cycle primary 

education , 10. 5% we re second cycle pnmary educa tion complete, 

46. 5% reach ed gra d e 9 - 12, 9.5% vocationally tra in ed , and 3(1.5%) 

respondents obtained a college diploma in chem istry, Amharic a nd the 

other accoun tin g fi e ld of s tudy, 

More than ha lf (54 '%) of the responden ts were widowed. S till a majo rity of 

th em (2 7'%) were s i ng le followed by the separated (11 % ), 3% of them 

divorced. Only 5%of them h ave had a marriage li fe . 2 1% of th e 

res ponden ts reported to h a ve one or more than one childre n to ta ke care 

of. 

As fa r as their occupation a l s ta tus is concerned, about half (46%) of 

them were e ngaged in a petty trade followed by unemployed (36%), 

vocation a l (1 3 .5%), house wives (5%).No one of them wa s found to 

engaged in a profession a l work. 
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As to their econom ic status, respondents were asked to res pond a bout 

th e ir month ly income . Table 3 s umma rizes th e result. 

Table 3 Average Monthly Income of Participants 

Ave rage Monthly Frequ en cy % 
In come 

Be low Birr 100 72 36 
Birr1 0 J - 300 64 32 
Birr 30 1- 500 38 19 

1 .'-bove Birr 501 26 13 

As depicted in table 2, a lmos t on e third (36%) of th e respondents' average 

m onthly income was below hundred birr. Besides, 68'V" of the 

responde nts li ved o n less tha n 3 00 birr a month. As the income of thc 

major ity of the respondents flu ctu ate from month to month , h owever , it 

became difficu lt for thcm to ma n age to do so. A descriptive statistics 

computed fo r this proportion of the cases s h ow that their ave rage in co me 

ranges from 125.00 to 1, 100.00 birr with the mean a n d standarcl 

deviation of 225.27 and 26 .7 1 respectively. 

The age of th e respondents ranged from 18 to 60 years. Their mea n age 

was 30.18. Ta ble 4 summarizes th e result. 

Table 4 The age wise Distribution of the Respondents( N=200) 

Age range 
Frequency % Mean S .D 

18- 30 112 66 --
31 - 43 68 34 3 0.18 6 .84 . 
44- 56 19 9.5 

age a bove 56 1 0.5 
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As indi ca ted in ta b le 4, more than hair o r the r-cs ponden ts (06%,) we re 

be low 30 yea rs or age , wh ic h is in th e youth ca tegory. Th e rest o r them 

(4 3.5'll,,) exce pt on e (0.5'%) wc re in th e ir middle age category. 

Th e time s in ce th e re s pondents' diagnosis ror th e HIV ~est ra nged rrom I 

to 15 yea rs. The m eclrl age in wh ic h they ca me to know to live with th e 

vi ru s is 4.4 yea r s. It is summa rized in table 4 below. 

Table 5 The Year which the respondents Lived with HIV Virus 
(N= 196) 

Year %above %below 

Min. Max. Mea n S. D th e mean the mean t- test 

1 15 4.44 2.45 63.6 36.4 l. 07 

P>. 05 

The summary in the table above indicates tha t the m ajority o r th e 

respondents (63.6%) have co m e to know their HIV serostatus s in cc 

2001.To ch eck if thc rc wa s any sex di fference in the time lived with HI V 

viru s, t- test was calculated. Th e t- test resu lt (l.07) with 95'Yo confidence 

inte rva l a nd 118 d egree or rreedom indicated there was n o s ignificant 

diffe rence between the two m eans. 

Respondents gave different reasons for the question why they made an 

HIV diagnosis. Table 5 summarizes th eir reply. 
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Table 6 Respondents Reason for HIV Diagnosis (N=193) 

--- -
I~eason fo r HIV Diagnos is % 

---
To don a te blood 3 
-_._---

Gettin g ill 39 
---- --

Pregnant and sought parenta l eare 13 
----

21 

Suspecting sexual partner 

Persuaded by others( fri end, health professiona l) 11 

Required for employment or to go abroad 21 

Voluntary Counseling Testing (VCT) 22 

Of the 193 participants for whom we know why they were tested for HlV, 

the m ajority (39%) d id not get tes ted for HIV until they became ill, 22'/'0 

got tested because they got access fo r VCT, 2 1 % of them got tested 

because it was a requirement, 13%( which is 26% of the women sample) 

were tested only because they were pregnant a nd sought prenata l ca re . 

Only two of the participants had been tested regula rly. 

27% of the respond en ts reported to sh ift their living place after they 

knew th eir HIV positive serostatus . 34% of the respondents knew some 

one with the virus to live w ith them as a family member. 31% of the 

respond ents h a d a lready started taking ART m edications. 
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4.2 Prevalence of Psychosocial Challenges of PLWHA 

4 .2. 1 Depression 

The firs t researc h ques tion was "Do PLWHA experience de pression as a 

resu lt of their HIV serostatus?" In order to a n swer thi s research 

qu estio n , the score of Cente r for Epid emi ologic Studies Depression Scale 

(CI<:S · D) was summa rized as fo llows. 

Table 7 Depression Score of the Participants(N=198)) 

_. 

Depress ion Score Frequency % Mean Media n S.D 
"--

0 - 15 

(norma l mood) 33 16.5 27 .6 25.5 11. 5 

16 -2 I 55 

(proba ble depress ion) 27 .5 
-
and a bove 111 56 

(sy ndro mal depression) 
.. - I '-' 

As can be seen in table 6 above , the mea n CES- D depression score for 

Ihc partici pants in this sample was 27.6 (mcd ia n ~ 25 .5; SD ~ 11 .5; 

runge ~ 0-58). This score fall s with in the range o f s ignificant depress ion 

on the CES-D a nd may be indicative of c linica l depress ion. More than 

half of the pa rticipants (56%) re portecl s ignificant symptoms of 

dCIJI"ession, and about one fourth (27 .5'%) of th e respondents h ad scores 

in the ra nge indica tive of proba b le depression (16-22). 16.5'% of th e 

rcspo ncl e n ts' depression scores were n on sign i fi ca n t (15 and be low). 

To check the prevalence of suicida l ideation which' could be a 

manifestation of severe depression, a ques tion was asked if the 

pa r ticipa n ts h ave ever thought of suicide. 76 % of the respondents 

(N ~ 198) replied a thought of killing th emselves by saying "yes". From 
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I his , q 'X, re pl ied 'a lways ', 4 J 'X, rep li ed 'sometimes', and 49% I'c p licd 

'rf:l n ·ly'. 

4.2.2 Anxiety 

T Ill' seco nd res ea rc h question was "Do PLW HA experie n ce a nxiety')" 

'1'<1 ble 8 be low g ive s a summary of the resu lts ba sed o n Beck Anx iety 

In veillory (BAI). 

Table 8 Anxiety Score of the participants (N=200) 

- -

AIL x i~lLSeore Frequency Pereen tage Mean Median S.D 
8-2 J 27 13 .5 

(M il d a nxie ty) 32 .31 2 9.4 8. 14 
22 - 36 93 46.5 

era te a nxiety) 
nd a bove 80 40.0 

e re a nxie ty) 

As de pi cted in the table a bove, 13.5 %of the re s ponde nts s howed mild 

anxi ety expe rience, 46.5 % s h owed moderate a nxi e ty exper ience, and 

40% shower! c li nically sig nificant expe rience o f seve re a nx iety. The m ean 

BAI se()!'" li)r the p a rticipants in thi s sample was 32 .3 1 (m edian = 29.4; 

SD = 8 . i 4; ra nge = 7 -59).This reveals that nea rly h a lf (40% ) o f the 

respondents showed clinically s ignificant a nxiety symptom s . 

4.2.3Perceived Stress Symptoms 

Th e third research question was if PLWHA experience stre ss. To explore 

thi s, th e resu lt of Perceived Stress Seale- 10 score was summarized as 

fo llows. 
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Table 9 Summary of Perceived Stress Scores of the participants 

(N=190) 

-10 PSS 

Str ess score 

Min. 

13 

Max. Mean 

40 24.52 

%above %below 

S.D the mean The mean 

5.64 50.5 49.5 

As the table a bove indicates, the mean score of the respondents is 2 4. 52 

which is greater than the cutoff point (which is 19 for a researc h 

purpose). Half of the responde nts' sco re (50.5%) fall above the mean 

score. This indicates the presence of stress symptoms by the majority of 

the respondents. 

4.2.4Fear 

The fo ll owin g table s umma rizes the fourth research question whic h 

inquired , "Do PLWHA experience fear as a result o f their seropositive 

st.atus?" 
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Table 10 Summary of Fear experienced by the participants (N= 

197) 

, ---
Response s 

Ty pe of fea r experie nced yes 'X,. No % 
- ~ ~-- . -
Fear of AID S s tigma 184 93.4 13 6.6 

f---- -
Fear of loss of reputa tion of the fa mily and 185 93.9 12 6. 1 

society 
-- -
Fea r o f da magin g the fa mily 's socia l 142 7 2 55 28 

re puta tion 
- -- - - 33--Fea r of death a nd of dying early 132 67 65 
- - ----

Fca r of dyi ng uncared for , a nd being denied 177 89.8 2 0 10.2 

las L rites 

Fea r of being d eserted, lose of s ignifican t 139 70. 6 58 29 .4 

re la tions hips 

Fea r of los in g on e 's job or lose of income 126 63 .9 71 36 .1 
-_. 

Fea r of pass lllg the infection to othe rs 11 8 59. 9 79 40. 1 l whether spouse, children, o r other family 

member. 

As table 6 indicates, the participants expressed fear of a ll th e eight 

th emes with slightly varying degrees but with a high frequency. 

Acco rdingly , a type of fear which was experienced by a lmost a ll of the 

pa rticipants is fear of loss of reputation of the family and society 

(93.9%)foliowed by fear of AIDS s tigma (9 3 .4%), fear of d a maging the 

family 's socia l reputation(72 %), fear of death and of dyin g early (67%), 

fear of dying uncared for and being denied last ri tes (89 .8%), fear of being 

deserted and lose of significant relationships (70. 6%), fear of losing one's 

job or lose of income (71 %), fear of passing the infection to others 

whether spouse, children, or other family member (59.9%). 
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4.2.5 Stigma and Discrimination 

Th e fifth resea rch question was "Do PLWHA ex pe rIence stigma and 

discrimi nation ?" In order to a n swer thi s research question, th e Linke r 's 

type seale result was s ummarized as fo llows. 

Table llResuIt of Stigma and Discrimination Experienced by 

Participants 

~ 

%above uA,be low 

Scores of S tigma a nd Min. Max. Mea n S .D the the 

Discriminatio n mea n m ean 

12 58 32 .94 1l.34 4l.6 58 .4 

As the tab le above indicates, the m ean score of the respond e nts is 32.94 . 

Less than half of the respondents' score (4l. 6.%) fa ll above the mean 

sco re and sl igh tly more than half of the re spondents score (58 .4) fa ll 

above the mea n score . This indicates the presence of st igma and 

disc rim ination in a considerable amount. 

4.2.6 Result of Coping Strategies utilized by PLWHA 

PLWHA were found out to utilize a wide varie ty of coping strategies to 

cope up with th ei r psychosocial challenges. Table 12 on next page 

sum marizes the result. 
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Table 12 The coping strategies used by the participants. 

~ ----- ~ 

Coping Strategy N Mean SI) 

Think a bout Good Things 19R 3 04 1.0R 
~ 

Li ste n Lo M usie 198 4.2 1 Y!'i --

Ta lk La a c lose fri e nd 197 3 .2 1 O.Y2 _ 

Talk to a family member 197 2 .23 1. 20 -
Try on yo Ul- own to deal 197 3.75 1.55 

with Lhe proble m 

Pray toGod 197 4.36 097 

Talk to Minis ter / Priest 197 2 .71 1.67 

Smoke c iga re tte 197 l.64 1.43 

Take drugs (such as 197 0.00 o 00 

hash ish) 

Chew 'chat' 195 2 .76 1.16 

Drink Beer / Wine/ Liquor 195 2 .1 3 1.67 

Daydrea m 197 3.76 1.44 
---

I"cam mOl-e about the 197 2 .9R 146 

_lJro blem 
. -----

"'<l~·t Professional Counseling 197 l.1 4 1.36 

Take journ a l, read/write 197 1.85 1.34 

poetry, Ii tera ture 

Do p hys ical exerc ise 197 l. 23 1.34 

GeL medical a tte ntio n 197 l.96 1.22 

Adhere to ART 197 l.04 1. 32 

As d e pic ted in table 12 a bove, participants used a ll ways of copping 

strategies with varying degrees except taking drugs (s u ch as hashish) 

which was utilized by none of the participant. Mean scor~s fo r the coping 

strategies u sed by the p a rticipants ranged from 0.00 to 4. 36. The most 

often u tilized coping strategy was praying (m=4 .36) followed by, li ste n to 

music (m=4 .2 1) , day drea m(m=3.76) , try on your own to deal with the 

problem(m=3.75), ta lk to a close friend(m=3.21), think a bout good 
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lhings(m =3. 04) learn more about the p roblem(m =2.98), Chew 

·c ha t '(m =2 .76), ta lk to mini s ter/pries t(m=2.7 1), talk to a fa mily 

membe r(m =2 .23), ,drink beer / Wine/ Liquor(m=2 .13), ta ke journa l, 

read/write poetry or literature (m = 1. 8S), smoke cigarette(m= 1.6 4), do 

physical exerc ises(m= l. 34), ge t medical attent~on(m = l.23), ge t 

profcssiona l co unseling(m = 1. 14). Th e least often utilized coping stra tegy 

was adhering to ART (m = l.04). 

4 .2.7 Gender Differences in the Manifestations of 

Psychosocial Challenges. 

In order to a n swer the resea rch question, "Is there any sex difference in 

experien cing the psychosocia l cha lle nges?" analysis was made u s ing t­

test a nd come up with the following results. The summary of the results 

was put in table 13 below. 

Table 13 Summary of Independent t-test Results 

.. _. 
Degree Mea n Sig. (2-
of D/ce t tai led) P-va lu c 
freed om 

Depression 191 3. 11 2.496 0.01 3 <O.O S--

Anxiety 193 8.1 4 0 .073 0.942 >O.OS 
Stress 188 - 0 .38 -0.462 0 .644 >O.OS 
Stigm a a nd 194 6.S3 4.20 1 0.000 <O.OS 

-Discrimination -

The t- tes t result of the CES-D depression score of the respondents, with 

9S% confidence interval and 19 1 degree of freedom revealed that there is 

a statistically significant difference between males and fem a les at O.OS 

level. And the mean of the fema le respondents is higher-than the male 

respondents by 3. 11. This shows that females experience depression in a 

higher degree than their male counter pa rts. 

Sl 
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1'. s could be seen if. the ta ble , tile 1:- tes: result of the SAl anxie ty :;core of 

Lhe respondc nts indicated that. there is .1 0 sl.a t i:;tically difference between 

m a le a nd fe male respondents score or, anxety at 0.05 ievel( t~ .073, df= 

193,p>0 .05). 

Th c t · test resu lt of the PSS· 10 s tress score of the respondents indicated 

that there is no statistically difference between male and female 

respondents score on stress at 0.05 level( t= -.462, df= 188, p>0. 05). 

The t- test result of the stigma and discrimination score of the 

responden ts, with 95% co nfidence interval and 194 degree of freedom 

revealed that there is a s ta tistically significant d ifference betw een males 

and females at both 0.05 a nd 0.0 I levels. And the mean of the fema le 

res pondents is high er than the male respondents by 6.53 . Thi s shows 

that fema les experien ce s tigma a nd discrimination ir: a higher degree 

than their male counter parts. 

4.3 Case Presentation 

One of the qualitative m ethod s e mployed to study the psychosoci a l 

cha llenges of PLWHA was the case study method. The results of th e 

three cases were summarized in the following subsections. In a ll the 

cases pseudo n ames were used to keep confidenti a lity. 

4 .3.1 The Case of Aster - a Widowed P( WHA 

Aster has been living with HIV / AIDS fo r the last 8 year s . Sh e is 36 years 

old . She was married for fifteen years and had two son s - one is 17 and 

the you nger is 14 n ov.' , Her husband was a finan ce police officer ir; 

Moyale, a border between Ethiopia and Kenya . He vis ited t.h e fami l:,; 

usually once intwc months. J-:! e had good !'elation s h ip with her 1'.1'1 ('; 



i . excesslve ly lived his ,'o ns . H~ died six years ago. She remembered the 

C(lt-;c: 

! n;as at ' homc when I got a call from my fiance 's sister, telling me that 

A/emu (Iny fiance) had collapsed and was nLshed to the hospital. He spent 

,jne week [here. The day after he was admitted - Monday - Alemu became 

de/ir-ious with high f e ver and chills. On Wednes day. he started having 

wlcontml/able dianho.a and had to be put in diapers. By Friday he was 

comatose. He died the following Monday. J was there every day except the 

day that he died. 

Six months a fter, she got desperately sick was hospitalized where s he 

was advised to Lake an HIV test which came out positive. She learned her 

HIV positive statu s 'was one of anger - the wave of fear cam e la te r Her 

ini tial rcactiOl ! vIas: 

f wen.! hG,, ;e <inzed 11 took three days cry ing, without cating, lmlil J felt 

tho ( J w as wea;, (m(j cOl/ld not de anything. lfelt numb, 1051, l.ernfied and 

ubllOn-ently ill. The emptiness inside was shattering. I suffered from bouts 

of' irritable bowel syndrome, headaches, nervous stomach, and lost 

appetite. J also expe~ienccd these strange periods of "unreality. " It's hard 

to descrilJ8 these eerie, dreamlike periods. But f would feel s trangely 

de tached from my sunoundings and myself Besides, / stCti~ed to worry 

ali:ldly. I w.)rried constantly .. about every thing! I worried about being 

named H/Ilpositive. [worried that something bad was eong to happen to 

m.y fa.mi ly as CI result. I w orried about my health - f earing I had this 

disease or that illness. What ate me, above a ll, was [ icne!:v no one 

sexu.ally except my hu.sbtlnd. 

Sh e spent two weeks with such eUlotia:,) and short after that, "/ quit my 

JOG (took accunm1.ated a nnual leave) , sold or gave away most of my 
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possessions and literally waited to die. My children were puzzled as I did 

not disclose my HIV positive resu lt. " 

After one month, she realized that nothing was happening to her except 

that she was runnin g out of money. Thus, she return(,;d to work. In the 

mean time, "[ decided that instead oj waiting to die, [would Jind out more 

about HIV/AIDS" 

Before she diagnosed for HIV in Apri l 1998, she believed all sorts of 

things about people with HIV: that you had to stay away from "those" 

people that they were bad". that you couldn 't get near them because 

they were extremely contagious. 

What made things worse was that Aster had little support. She did not 

let anyone know h er HIV status. Aster a lso had to contend with a 

stressful, fuJI-time job as secretary cahier for a government in s titution. 

Despite, she cried almost everyday and it was taking a toll on h er health. 

She admits that she was completely ignorant about HIV. "I didn't get a 

lot of background information at the time. The doctor just said I was 

positive and, at the beginning, I didn't ask any questions." 

"[ kept the plates [ ate on and my cup separate Jar a year and a half," she 

says, thinking she was protection her children from HIV. "My older son 

kept asking me why J was doing this. He kept pestering me." Finally, she 

learned that sharing plates did not put her kids at risk and she stopped. 

She laughs now at how ignorant she was. 

For four long years, Aster lived with h er HIV m silence. In that time, 

Aster grew more depressed: 
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I Je lt always sad about be ing HIV positive Jor the reason I didn 't know. I 

did not remember any time I Jelt happy. I Jeel headaches , dizziness, didn't 

like to talk, and took no pleasure in things. My head and eyes Jelt swollen 

as if I were drunk. My hair is Jailing out. My thinking s lowed down. 

Symptoms worse when I was with others, be tter w/1.en I was alone. 

Whenever I did anything I had no confidence. I think because oj the 

d isease I lost my youth and much time and e verything. I grieve for my lost 

health. I had to work a lot e very like the others, but I had no hope in what 

lies ahead always thought there was nothing I could do. 

Two years la tter , s he stopped see ing her friends and attending in soc ia l 

life ac tivities like 'Idir ' a nd burials. She kep t h erself isolated, just staying 

home with her children. Though phys ically s h e was fine, she had no one 

to ta lk to, no one to s h are her worries with. She made unsuccessfu l 

suicide attempts three tim es. Those four years, she says, were the worst 

years of her life; her previou sly active social life was at a standstill. 

The Turning Point 

In September 2003, for reasons she can' t explain, it suddenly hit her tha t 

she had HIV. She closed the curtains, stayed in bed and for four days 

couldn 't bring herself to go to work. Aster h ad worked at the same office 

for--16 years . She h ad good friend s at work. But now she would n't take 

their calls . When one of her coworke rs s topped by to visit , Aster 

pre tended nobody was home; sh e hushed her children and wouldn 't 

a n swer th e door. 

But when her coworker Emebet (not her real name) came" to check up on 

her , it wasn't as easy for Aster to ignore her. In the mean time she was 

trying to commit suicide, which la ter fa iled. (Aster showed the researcher 

the final letter she wrote (to whom it may concern) which reads: 

55 



I am resp onsible for my d eath. I want to say good-bye to you and just try 

to understand that this is my condition, this is why I really want to end my 

li{e, I just. don 't want to go on living . .. Is it just the depress ion, or is it my 

whole life and the fact that I am no longer satisfied with it, to go on living 

and to go on suffering this illness and to go through the .rejections and the 

s tuff connected with HIV and AIDS. I just don't want to do it. .. I just hope I 

will be able to do it, I hope I will not fail this time around ... I know I've 

been very innocent and faithful. But looking bacle, I do have many regrets 

throughout my life . Forgive me my children. 

Emebet banged and banged at the door. Sh e kept s h outing, "I know 

you 're in there!" Finally, Aster reluctantly opened the door. 

A normally outgoing person, she was silent. Her house was dark. Still in 

her robe and nightgown, she just looked numbly at her friend. "What's 

wrong?" Emebet cried over and over. "What's wrong? You h aven't even 

showered ! What's wrong?!" 

Fin a lly, Aster could stand it no longer. She broke down a nd sobbed out 

the story right in the doorway. Together they then walked to her room , 

salon the bed and cried. As Aster tells it, Emebet, noticing how listless 

/'Ister was, pulled her into the shower-- and pushed her in, clothes and 

a ll. 

Aster recalls ye lling, "What a re you trying to do?" "You going to shake 

out of it!" Emebet responded, "It's not like you 're going to die tomorrow! 

Wha t are you going to do with these boys? You've go t to think about your 

boys! You h a ve to do it for them!" 

"That's what made me snap," Aster says: trying to figure out who would 

take care of her boys if she died. Her parents? Her sister? Maybe-- but 
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she kncw that no one could take better care of her kids than she could . " 

Life is too precious to le t it go just like th at, " s he says. "I sta l"led out 

s lowly," shc admits . "But eventua lly I got my self doing what I had to do ." 

What Aster says truly changed h er life was the s pecial s upport group for 

HI V-pos itive women run by Tilla Associatio n o f Wome n Living with 

HIV / AIDS. "Talking to these women hel ped me a lot emotion a lly, " s h e 

says. "They s howed me ways to dea l with the di sease. Just by going to 

th c groups and be in g in spired by the older peo ple a n d younger people. 

kept saying, if they can do it, why can't I?" 

Two years after joining, Aster still goes to the group at least once every 

few weeks. 

Soon a fte r she s tarted reaching out for help, Aster fina lly decided to tell 

her children s he had HIV. One Sunday evening, she gath ered her boys 

in to the livin g room and told them she had a chronic di sease called HIV. 

Although they asked her questions, she says it took time for it to s ink in. 

Her sons had the most difficult time coping with h e r d iagnosis, but 

they're now co m pletely supportive. 

She a lso told her parents . Though it was hear t wrenching, s h e h as no 

regrets about telling her fa mily." You carry something so heavy for so 

lon g," she says . "It was such a re lief to stop carrying thi s secret around 

with me. " 

A New Life 

In that year of momentous changes, Aster a lso d ecided to quit her job, 

accept a redu ced pension a nd live on renting some rooms in her house. It 

was time for her to take care of herself. Her HIV infection had begun to 

progress and sh e had stopped feeling h ealthy. 
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Bcforc s h c left work, though, Aster decided to tell e ight close work fri ends 

that s h e was HIV positive . They reacted so much be tter tha n s h e 

imagined, she says . "J got all kinds of prayers and compassion from them. 

f could 've kicked myself for not speaking up sooner. The re are people out 

there who care, and f didn't give them the chance to show it!" 

During this time, she began HIV treatment; it consisted of two 

medications. Alth ough s h e suffered through varIOUS side effects 

including a s kin rash and hea daches and high emotional di sturbance, 

her health was quite well at the time of this interview. 

4.3.2 Case 2: The Case of Daniel 

During this interview, Daniel was thirty one years old. He was tall, sturdy 

and hand som e with an a ttractive posture . It has been six years s ince he 

knew his positive HIV serostatu s . He is a m ember of the executive 

com mittee of Down of Hope Association of People Living with HI V / AIDS , 

Awassa bran ch. He started narrating his psychosocial expe ri ence of 

livin g with HI V virus saymg, "Now that f am alive and quite healthy, 110 

infections, no illness, no worry, pretty much a "normal" Ii/e. But iI 's a 

nonnalcy that comes w ith a price, and that price presents itself in many 

fonns. " 

Daniel was a n a ccoun t ing gradu ate of the Commercial College in Ad d is 

Ababa with a diploma and had been working in one of the in tern a ti onal 

NGO's here in the capital. Though he was a member of a we ll- to-do 

family, smce his father was an engmeer and his mother a 

businessperson with one of the boutiques in the city, he lived on his own 

for persona l reasons. He was acclaimed by his family and neighbors for 

his decent and stable behavior. Well pa id as he was, he had a decently 

furnished three-room h ouse in the center of Addis. He a lso had a 
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beautifu l and we!l-educated girl friend wh o visited his home at least once 

a weck , 

In the co urse of hi s employment, Daniel had an opportunity to go abroad 

for a sc h o larsh ip , which was a turning point in hi s life ., He res igned from 

his job as soon as possible in order to having enough time [or personal 

arran gemen ts in addition to completing the processes n ecessazy to leave 

the counlly, 

To h ave e n ou gh money [or airfare and other payments, h e sold his 

automobile in c lud ing most of his household articles, He a lso asked his 

fiance to m a r ry him immediately, She refused his request without giving 

a reason a nd be trayed him by di sappea r in g from that day o nwa rd, He did 

not know her w herea bouts till the date of this interview. 

Since Daniel was very eager to go abroad , h e s tarted the process for hi s 

im m igra t ion visa as soon a s possible . At this t ime, having co mpl e ted 

many (,/' thc ;'cquireme nts s uccessful , h e was sent to a labo ralo ry for HIV 

tes t w h ich came lip positive , 

Th is was totaily uncxpected news, espec ially for a 25-year -old young man 

who was reserved, quiet, a nd softhearted like Danie l. He fa in led a nd fell 

on th e ground on hearing his tes t result. He remembered how he felt: 

One could say tha t 1 s tarted liquidated while I was s till in the compound of 

the testing laboratory, At firs t I was in a state of shock and felt numb and 

confused. I f eit detached-as if I were watching a movie or having a bad 

dream that did not end, I immediately started projecting my own death - a 

hOITible, ugly, lonely fate that could start at any moment. 

Since h e was unable to stand and walk on his won, he h a d to be carried 

to a nearby taxi term inal a nd escorted to his house by some people who 
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had also been at the la boratory to have HIV tests . The next morning, sti ll 

unable to eat, drink, ta lk, or walk, some relatives and friends took him to 

one of the biggcsl hos pitals in Addis Ababa. Not long before a t the same 

hospita l, he had been told that he was very healthy, having had a 

number of examinations and la boratory tests. Although he was labeled 

healthy, he knew he was not feeling good for several months after his 

diagnosis. He expressed his experience as : 

After three months, the initial s hock had subs ided , but anothe r emotion 

began to take place. At the time I didn't know there was a sp ecific medical 

name for what I was feeling. I thought I was just nervous, very nervous . 

The feeling descended on me when I thought what was happening to me. r 

s tarted sweating, my heart began to race, and I couldn't seem to breathe. 

I fell ove/powered by sorrow and intense grief I was suffering from 

tremendous confusion, pain, and some guilt in anticipation of my death, 

sooner. r often cried uncontrollably for a long time. I fell a deep sense of 

shame and regret, because r had made a decision ( to have unsafe sex 

with his fiance) that tumed out to be a mistake. But everyone does Uwt -­

e veryone makes that kind of mistake. I felt it was n't fair that r had HIV, so 

J just pretended that J didn 't for as long as I could. As when J could no 

longer pretend, J felt like "J might just a s well be dead." I can't te ll you what 

it is to like to live with the f eeling of "death " looming over your shoulder 

daily. 

After carefully checking Daniel's situation which could not respond to 

medical treatm ent, the doctor referred him to one of the counseling and 

social services giving organization for psychosocial support. There, he 

was given counseling services which made him feel betteI'. This time hi s 

health partly recovered . He would learn how to develop positive attitudes 

towards life and was repeatedly advised not to feel bitter towards past 

events. He was told in general, what to do and what not to do about 

HIV / AIDS. He was a lso advised to pursue his job or find another. Yet, his 
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rcsponse was, "No need to take a new job because I would never last long 

to see it through." 

Howcver, h e did not s top hi s wOlTies. He was worried about hi s futurc, 

because of fear of d eath and fear of stigma. He totally isolated him self 

from friend s a n d acquain tances. Actually it seemed, h e h ad s lowly been 

developing a moderate m ajor depressive epi sode , with symptoms of early 

morn ing wake ning, d epressed mood fo r most of the d ay, dim ini s h ed 

intcres t fo r a lmost a ll daily ac tivities, stro ng feelings of guil t a nd 

worthl essness, a nd su ic ida l ideation. He stopped attending w hat he 

tcrmed ineJficie nt the psychosocia l service h e was receiving for about 

three months. He sp ent m ost of hi s time drinking in his closed room. !-li s 

word s run: 

However, within Jou r months, the depression began to rear its ugly head 

again and by this time, I thought I was condemned to spending the rest oj 

my life hopelessly, depressed and despondent. J couldn't remember a time 

when I did not Jeel sad and J began to question why I was still alive. Every 

social commitment became a burden. I even avoided my Jamily even 

during the holidays . I Jound that the only time I was not unhappy was 

when I was asleep and having those vivid dreams. I spent most oj the time 

d rinking and crying. 

My being drunk made the Jee ling away, but eventually, I was running out 

oj money. I Jelt so scared and alone that I wanted to die. Then a certain 

/'ecurring idea came to me: ins tead oj dealing with money, Jamily and this 

ugly virus, I would just kill myself 

Soon I turned to anger. I was angry that I was going to die, angry at my 

Jiance, angry at a ll the people around me that were going to keep on living 

normal lives w hile I was dying oj AIDS, angry at my foolishness to bring 

HIVon me. 
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In the mea n time , with th e idea of ma intaining hi s peace of mind and 

bui lding up self- determination to cope with hi s condition, two socia l 

workers from the PLWHA social service support group tried to help 

Da ni e l. He was al s o encouraged to crea te close contacts a nd 

re la tio ns hips with some me mbers of a support group for people living 

with HIV. 

Howeve r he persis ted on his inner id ea of committing su icide . He went to 

Awassa a nd attempted suicide by consuming a ra t poison, though he did 

no t die . He preferred Awassa th inking that h e was far away from home 

a nd nobody would support him. After that he h a d some experiences from 

hi s family members, though highly subtle , which made him realize that 

he was no more the same person he was. Knowing hi s HIV serostatus, 

his re la ti ves did not do much to h elp him. On e o f his rela tive said , "Why 

are you in a hurry? You are already destined to death." Aga in, he went to 

De bre Zeit, collected s leeping pills , took a room in a lodge a nd con sumed 

th e ta blets. This time also he did not die, but wa s admitted in hospital 

with toxic effects of the drugs. Again, the re latives were informed. Though 

they took him back to home, he had become sensitive to the subtle 

experience of avoidance. 

Somewh a t a year later, once agam he left home and cut the vem m the 

wri st in a hotel room after consuming alcohol. The reason for this 

de lach ment, depression, hopelessness and loss of affection was created 

n o t only by the impending death, but also by the attitude and behavior of 

close relatives . 

The Turning Point 

Arter a while, he joined a support group formed by people living with HIV. 

This time his life started to be changed rapidly: 
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fl still amazes me whenever I think of it. Suddenly, I was surrounded by 

people who wanted to he lp me. People who are lilee me. People who lenow 

how it f eels to be HIV pos itive. I f e lt I was not alone . ... people who were 

will ing to go the extra mile to ensure my s urvival. And it a ll happened 

simply because I changed my mind about living. I just changed my mind. 

In an instant, it seems, Ino longer thought of myself as someone w ho was 

dying. I thought of myself as a survivor 

I began to have an appetite. I s tarted f eeling new energy. I wanted to jolee 

and laugh and dance. And I did! I began living again. And, greatest of all, I 

met a wonde/ful man, a friend and a colleague now -- a man who wanted 

nothing more than to he lp me live. A man who showed me I could not only 

live, but do something valuable ... both more and better than ever. 

A New Life 

After two years of psychosocial suffering, Daniel started a new life with 

a n indi spen sable ro le of helping oth ers with the same experi e n ce. Be ing a 

part of the suppo rt group, he could find meaning in life by doing socia l 

work. He unde rscored the importance of HIV support group in ch a n ging 

ones life. Being re ligious has a lso h elped him profoundly: 

I am a very spiritual person, and God has been so good to me and has 

brought me through so much. That 's for sure. I am truly grateful that God 

allowed me to see a better aay. I don't talee things for granted anymore. 

When God allows me to walee up and see another day, I talee full 

advantage of it. I worle in this fie ld because it helps me to see, to s tay 

grounded and to not forget where I come from. It 's also about me giving 

back to someone else. 
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4.3.3 Case 3- The Case of Almaz 

The researcher found Almaz at Dilla branch of Down of Hope Association 

of People Living with HIV / AIDS. At the time of this interview, Almaz was 

separated a nd had a four-year-old daughter. It had been two years s ince 

she diagnosed for HIV. 

Almaz was born in Robe town in 1984, Bale Zone, Robe town. Since her 

mother died when Almaz was s ix, her father who lived with hi s three 

sons a nd ano ther wife brought her to Shashemene town. At the age of 

twelve she was forced to marry one of the Noble in her area. She refused 

and left for her relatives who lived in Jimma. Again the environment was 

not conductive for her so that she left to the near by urban center and 

joined the sex industry as a bargirl. 

As the recalled after few days of stay, she lost her virginity in the bar. 

Five months later she noticed that she had been pregnant and no more 

needed by the bar owner. She went back to her father but thrown out. 

Then she went to work as a housemaid. She was full of tears whe n she 

recalled th a t her firs t c hild had died of malaria because she had no 

enough time to look a fter him. 

At 15 she again joined th e bar in Nazareth. Some five years back she met 

a man at the bar who sa id to be a merchant and who offered her two 

hundred birr for a night. 

Happy with her money, Al maz dated him time a nd agall1 . She finally 

accepted his offer for marri age and moved with him to Della town which 

is about 350 k.m south of Addis where she gave him a birth of a baby 

son. They lived for two years in good marriage life. 

For her unfortunate life, something strange has happened after two years 

in her health for which she was dangerously ill and forced to visit Dilla 
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ho spital. Thc symptoms of her illncss wcrc dry cough, night sweat and 

low-grade fevcr. She was diagnosed as having pu lmonary tubercu losis for 

whic h th e as treated but to no avail. S h e was advised to ge t a veT w hich 

turned HIV posit ive serostatu s. 

Expressing h e r reactions, s h e said to be fe lt lon ely, sad, a n gl-y, and 

d cspe ra te a bout her ill health and about h er fa te, a bandon ed mu s ic, a nd 

peo ple . Sometimes s h e feels guil ty a nd bla mes h erself for h er s ituatio n ; 

at other tim es she b lames her problems for cau sing h e r feeli n gs of 

iso lation, joylessn ess , a nd occasion a lly h opelessn ess . Wh en her husband 

kn ew he r HIV status, h e fled to Moyalle Kenya selling a ll his p roperty 

secretly and leavin g h er together with th e baby alone . 

Despite some financial support she rece ived from the Dilla branch of 

Down of Hope Association of People Living with HIV / AIDS , her 

psyc hological tortures recurred for a bout s ix months. Her words run: 

I always felt deserted, being abused to death, and extremely sad about 

my fate. His (her husband's) family made me liable for his loses and 

stigmatized and discriminated me s ubtly. J feel headaches, dizziness, 

don't like to tal/c, take no pleasure in things. My head and eyes feel 

swollen. My hair is falling out. My thinking has s lowed down. Symptoms 

are worse when I am with others, better when I am alone. Whenever J do 

anything I have no confidence. I think because of the disease I have losl 

my youth and much time and everything. I grieve for my lost health. I 

grieve fo r this unlucky child. For the first time in my life I seriously thought 

about killing myself. Obviously I didn't try, mainly because J was afraid I 

wouldn't succeed, and what will be the fortune of my bab.y whose father 

abandoned. 
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The Turning Point 

Arter a w hile , Almaz joined a s upport group formed by people living with 

HIV. This t ime he r life started to be ch a nged rapidly . Thanks to her 

Christian fri end s and the counselo r she lessen s h er negative thinking 

and sta rted to live pos itive ly. In add it ion, s he has been given the ch a nce 

to rece ive trainings a nd to teach oth ers particu la rly the commercia l sex 

workers about HIV / AID S. She go t married to one o f t h e individuals who 

lives with t h e virus a nd is a m ember of Down of Hope Association of 

People Living w ith HIV / AID S. He accepts her a nd her c h ild who is HIV 

nega tive uncond ition a lly. 

A New Life 

During this t ime, s h e began HIV trea tment which has rapid ly ch a nged 

hn health . Although she suffe red through va rious side effects in c ludin g 

a skin ra s h and headaches and high cmotiona l disturbance, her h CCl llh 

was 'l ui!.r. WF.ll at the time of this interview . Afte r years of psych osocial 

suffe ring, Almaz started a new life by disc losing h er HIV positive 

snos ta tu s and identify ing h erself with othe rs li ving with the viru s . S he 

leaches from her life experience which gives her a psychological re lie f 

and peace of m ind . She underscored the fact that many comme rc ia l sex 

worke rs particu larly face psyc h ological problems like her a special 

a LLcntion should be given to their psychological and economic n eed. 
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4 .4. Results o f t he Fo cus Group Discussion 

The first i'ssue raised in the foc u s grou p discussion , as a poin t of 

depa r ture, was if they s u spected a positive resu lt a nd .h ow th ey reacted 

about the ir HI V positive resul t. 

When partic ipants we re as ked w hether they suspected tha t they were 

HI V pos itive before receivin g th e test result, ninc sa id th a t it h a d no t 

occurred to the m that they might be HI V positive. Five male a nd fi ve 

fe ma le pa r tic ipa n ts id en tified be ing d iagnoscd HIV posit ive as a 

traumatic event in th eir life. What is pcrhaps strik ing is t h at about h a lf 

of thc participants d id not iden tify th eir H IV diagnosis as a m aj o r even t. 

Thrce partic ipa n ts repor ted that th ey were notified of the ir HI V statu s in 

a n unsympathe tic m a nner. Two participants reported s imply be ing left 

alone after be ing told, while oth ers we re g iven inadequate info rma tion 

aboul the virus a nd its effects. MOSl parLi cipnnls knew very li t tl e about 

H IV: thcy be lieved only that th ey wou ld soon die, leave th e ir children to 

grow up alo n e and n ever be close to anyone again. They feare d rejection 

(thc stigma) and d id n ot want to share the HIV diagnosis with th eir 

fam ily or fr iends fo r a certa in period of t ime. Some partic ipan ts were 

indeed viewed as a "disgrace" to their family once they told th eir family 

about being H IV positive . 

Experience of Depression 

All partic ipa nts of the focus group discu ssion said depres~ive fee lin g was 

one of th e m ost p a inful feelings a p erson could h ave . Th e p a rtic ipa n ts of 

the focus g roup discu ssion repor ted that th ey often felt d epress ed or 

guilty o r they dis liked thems elve s when ever they th ou ght of their HIV 

positive status . One of the participa nts s a id that s h e fe lt hopele s s a nd 
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stoppeel seei ng her friend s for thn:e months. She saiel, ·'1 /uollder IUI /(/t 

1'111 r;oillfJ fa 110 Il'hell I get s icker. I get cOIIJused . I ge t drastil' f/toughts. I s if 

ill III!] c/tllir om! cr!]. ] get rea l depressed." 

Most of th em sa id t hey fe lt a lone a nd he lpless in a n . in d ilTe rent wo rl d. 

Th ey sa id th ere we re moments in wh ieh they lost in terest in things , had 

no ene rgy , and felt ge nera lly tired. They were a lso m oments in w hie h 

they l"cIt e mpty a nd uninte res ted in things they are n o rma lly interested 

in . /\11 reported th ey felt lonely a nd a lie nated from th e ir friends, relat ives, 

ne ighbors , co-wo rke rs some times in thei r life a ftc I" th e ir HIV d ia gnosis. 

They do ubt themse lves or b lame themselves o r felt th ey have failed. One 

female partic ipa n t called it "drastic thoughts": she freque n tly thought 

a bo u t dy in g, sometimes a bout killing herself. S h e said s h e o ften fe lt, "[ 

wonder why I need to vis it a doctor. ] think, may be they'll come up with 

somet hillg that w ill help, but I don't think so. You s tart to wonder why 

you 're going to the docto r, why take the medicotion, why Jight Jar another 

II/On/Ii. "notlier yea r, just to be s ick longer." Another ma le pa rti c ipant a lso 

sa id , " I dOII't remember a time I ever Jelt totally happy the day aJler I 

learned Illy I-I]V serostatus." Anothe r fe m a le part icipan t blu rted out, "] 

thought obout killing myself this week," 

Som e participa nts repor ted they could not think as clearly or quickly as 

they used to. One participant reported eating too much. He said h e ate 

too muc h th inking he had to fini s h a ll his m oney before he died ; h e 

gain ed e ight kilos in two months time. 

Some cou ld n ot s leep too often . One p a r t ic ipan t expressed h e r inabili ty to 

s leep in th e morning saying, "J wake up s ome early mornings and for no 

reason jus t and be rea lly down". Some said they were mostly sad and 

lonely, an d they often cried a lot: "For a while, I cried all the time. I didn't 

want to cry in front of my fami ly. J cried when I was alone in a toilet, or 

while walking. " 
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Experience of Anxiety 

1>;11'1 icip<lnl s reporled 10 feel anxious and nol to experience Fl proportioned 

degree of worry becau se their families and significant others do not want 

them to worry and cncourage them to be positive. In oth e r words, they 

did not have pe rmi ssion within the fa mily to feel ap pmpriately wor ried or 

upsel. So thcy fear to express their fee lin gs. Many Participants reported 

Lhat they felt they a re le tting others down when they ac knowled ge or 

show negative feelin gs. They tried to protec t thcir fa mily and s ignifican t 

0 1 hers by adopting a positive demeanor and se ldom showing their tru e 

fcelin gs. Th cy know how worried a nd upset th e fa mily a nd s ign ifi cant 

others are, and do not want to contribute to that by expressing his or her 

own warnes. This is anoth er ch a llenge they bear in a ddition to the 

illness. 

Participa nts said th a t they fe lt a nxIous and guilty about the impact of 

the ir illness on th eir fa milies a nd significant oth ers. They dare not s how 

how worried or upset they a re because the res ulting distresses within the 

family a nd s ignificant others would create a bu rden on them to m a ke 

family members and s ignificant others feel better. S till others said not to 

show their emotion s beca use they fear that oth ers will n ot respond with 

appmpriate support; thus, they would end up feelin g rej ected and hurt in 

addition to fee ling upset over their illness . 

Experience of Stress 

Participa nts discussed some of the stressful situations in their day to day 

life. Thoughts of d eath were frequently brought up during the discuss ion. 

Several participants seem ed consumed by the belief that .they could pass 

away at any moment. The participants knew many people who died from 

AIDS including friends a nd their association members. Vis iting s ick 

frie nds a nd ta king care of them always reminded them of their dea th. 

One female p a rticipa nt said, «1 was always preoccupied with the thought 
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oj how awful my death would be when / visit s ick Jriends oj mine." 

Wa t.c hing friends s ic ken and die from AID S h as had th e e ffed on m a ny of 

the part ic ipants o f forcing them to begin to face the real ity o f the ir own 

mortality o f HI V or AIDS. Thi s o fte n was a dreadful expe rie nce according 

to th em. 

They reported that e ithc r they experie nced or they kncw members in 

thcir ilssoc iati o n several fa mi li es in whi c h two or morc t.han two family 

members died from AID S in less than a year. Many partic ipants 

expcrie n ced mu ltip le AIDS- re la ted deaths, leaving th e s urviv ing fa mily 

members a nxious. 

Accordin g to th e participants, the impact of be ing so su rrounded by 

people who are in the fina l phase of the ir lives, or who h ave died , ca n 

understandably re s ult in the s urviving individua ls fee ling very s h a k en, 

sad, depressed a ng ry a nd vulnerable . This sense o f fragili ty and 

vu ln erab ility wou ld be he ighte n ed if the surviving people are them selves 

a t ri s k of succum bi n g to the same condition that killed th e people they 

loved. Living in the midst of this can impact upon a pe rson in several 

ways. They reported to be overwhelmed with despair a nd hopelessn ess 

that they became withdrawn a nd give up on a ny hope fo r a meaningfu l 

qu ality of lifc . Some became s o depressed as a result that they were 

incapable of accomplishing the things they h ave decided were important. 

Experience of Fear 

Parti c ipants in the focus group discuss ion expressed fear of diffe rent 

sort. They reported to fear a nd worry about symptom s that mayor may 

not be seriou s. They fea red being a patient in a hos pita l , or undergoing 

pa inful m ed ical tests a nd procedures. They feared dependency : "[ have a 

tremendous fear of being bedridden and others caring for me," said one 

participant. Most of them feared rejection. Another participa nt was a fraid 

that people would treat him as though h e h a d leprosy. S till another said 

s he was fearful of te lling her sisters who lived abroad a bou t h e r 
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seros tatus though s h e is an HIV activist. Some partic ipan ts reporteci 

being afra id of g iving someone e lse the viru s (co ntagion) especia lly for a 

ca re taker. 

One of the foeu s group discussion pa rticipa nts ~aid s he was ve ry 

di s turbed th a t s h e could not speak to h er children who lived in a rura l 

area with their gra ndpa rents about her HIV status. She thought that s he 

would bc rejected even by her offs pring. Some reported won-y in g about 

dy ing and be in g forgotte n . They felt pain about not having a legacy to 

leave behind for the children, not even memories. 

Partic ipants reported to fear what the infection might d o to them: they 

fear beco ming blind, or losing their 'cognitive abilities' (my relative 

translation) . Some said they feared dying. They said they fca rcd not 

death , but the way death comes. "1 could handle dying, " said onc fe ma le 

partic ipant, "if J knew how 1 might die. My biggest fear is what. the end 

will be like. " 

Experience of Stigma and Discrimination 

All parti c ipa n ts reported th at th e re have been declines in the prcvalence 

of s tigma a nd di scrimination they have been facing. Acco rdin g to their 

information, although the severity has been cons ide rably declining, they 

recoun ted some expe n e nces of stigma and discrimin ation . Th e 

researc h er summa rized the ir experiences as follows . 

Criticism of the in eptness, uncaring behavior, and negative altitudes of 

physician s appeared frequently JI1 discussions . Physician s a n d 

occasionally other health care personnel, such as x-ray techni cia ns, 

beca me concrete a nd localized sources of stigma. A male pa rtic ipant 

recounted his experience of stigma a nd discrimination in a hospital as: 

"The staffs in the hospital were looking after me very well, bu t afler t.hey 
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tesled In!) /J/ood FJr II/V their behavior changed ami (/wy 1)('(:(111/(' , 

rell/clunl 10 lu /l'(' ('o re ol /l ie." 

A I"cma lc IXII·ticipan t discusscd thaI. s h c had ea rlier been re jec ted by the 

rel,Hiv('s ,IIHI the co millunity, but a ller s he we nt publi c and (iL'cl'lrcci hIT 

serosLal.us, tho se who h"d descrted her n ow comc for assistance ,I nti 

guidance on ho\l' to cope w ith AIDS. S h e sa id , "They auoidec/ me. Tiley 

made my repl.ltoliol! sullied. They called me names, laugh al me, jeer Cli 

/li e . and / Iwd no other ojJtioll thwi changing my home tOWII." 

A widow explHincd h Cl" cx pe rience of stigma an d discrimi mlt.ion by h('l" 

husba nd's fa mily although she knew h e brought the virus to her through 

an extra malTi age rclationship: "My in-law s blamed me lor their son's 

death They have severed all relationships with me. They neller 

discriminated with. their son bill to me. After his deoth., they too/(: most ol 

a ll r possessions wit h dijJcc'ren.t pretexts. " 

Male participants in the discuss ion reported that th ere is a genera l la ck 

of understa ndin g and compassIOn towa rd s the HIV positive. One 

participant said "There's still a stigma; we're treated like lepers. 1 dO/l 'l 

100 Ie at it any different [han cancer, really, and people with other illnesses 

are treated with respect and compassion. But we're still fighting for t.ha[ 

compassion, " 

Experience of Utilizing Coping Strategies 

There were varie ties of cop i ng stra tegies discussed by the pa rti ci pan ts 

utilized to lessen their psychosocial challenges, One parti cipant said he 

reads novel s, biographies , science, philosophy or poetry, One female 

participant shared h er coping expenen ce saymg, "1 u sually notice 

depression when J hit the house after worle, Then I find things to do, [0 

leeep my mind relaxed. 1 dig in the dirt I walle anything physical. 
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Sometimes 1 go to church und lis ten to the Word of God. Read the Bible, 

help sarti.cone else. " 

Some of the participants said they try to deny the event a nd think as if 

th ere is no th ing happened to them. One male participant summa rized 

his expe rience saying, "As far as I can, I don't want. to give myself a 

chance to think about the problem and my HIV serostatu s decideel to f orget 

all about it." I make myself busy by working at home and making a walk at 

the Lake's beach (Lake A wassa).I try my best not to be a/one so as to 

avoid any bad memo lies. " 

When most participants spoke about occasIOns when they felt 

supported, accepted, and safe, it was most often when a friend, fami ly 

member, or health care provider took the time to listen to their story, 

val idate their expenence, advocate for their needs , a nd respect their 

aUlOllomy . 

T\\·o male pa rt icipants emphasized the role of d rinking as a co ping 

mechanism. One of them mentioned the Bible 's sa:iing, "GiuE' slrullq cllink 

10 hint who i.c· peris ltin9, and wille to those who ore bitter of heun Let him 

drilll, olld forget his poverty, anel remember his misery 110 more," (N IV 

Version ,1973) discussed how important drinkin g alco hol wa s 1Jl 

minim izi ng his depressed mood . 

Partic ipa nts emphasized th e benefit of the social support they got from 

their umbrella associations . · Pa rticipants explicitly expressed their 

desperate need for social contact or activities to help cope with the 

extreme isolation of many individuals. In part this isolation was self­

imposed due to shame from HIV stigma or from de pression 

accom panymg ill health and fear of death . In part th e isola tion 

s temmed fro m rejection by fa mi ly a nd friend s. Bu t the soci al suppo rt 
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they got from the members m their umbrella associa tion gave them a 

paramount importa nce . 

The need for soc ia l support m copmg meant different things in the 

vanou s groups. Som e identified the need for emotional support in 

coping with the disea se, the need for more support groups, and the 

need for support for people caring for those with AIDS. Other 

participants refe rred prima rily to the need for professional support for 

copmg. 

Some participan ts said to be supported by their religious beliefs. These 

beliefs helped them find peace and forgiven ess. A male participant said: 

"You do not expect much help from people. You do not even think of 

negative ideas. All you need is God to talk to you. You should never get 

away from Him . He really is the entire friend you need if you use it right. " 

One female pa rticipant used to think negatively about life, but she now 

believed that ha ving God in her life helped her to "have a lot more positive 

to look forwa rd to .He 's given me a lot more love in my heart. Forgiveness 

for things that I may have never forgiven people for." Still another female 

participan t said, "Whenever I feel down inside, I start to pray and feel that 

God has already forgiven me. I tell myself that I have a place in heaven. 

Thus, I feel good and soon forget my impediments." 

Other Related Psychosocial Issues Raised on the Way 

Although the participants were not prompted, they raise some important 

psychosocial concerns on the discussion which the researcher briefed in 

the paragraphs be low. 

For the participallls, finding adequate housing and something to ea t 

outweighed their concern for the disease. Th ey m en tioned unemployment 

a nd being idle as one of their challenges. Most of them did n ot h ave 

something to spend their time on. They were unemployed or did not go to 

sc hool. Other chal lenges reported included finding physicians with 
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expertise in HIV, access to clinics, nutrition , and treatment for 

depression and related psychological problems, information about HIV, 

relationships with health care professionals, and dental care. 

Some participa nts of the focus group discussion pointed out thaL 

adherence to antiretroviral medication and medica l regimen was often a 

s ignificant challenge. Some of the reasons include: the complicated a nd 

confusing regimen of the medication, forgetting to take the medicaLion , 

ch a nge in ordinary schedule such as working late or arriving home late 

from an appointm ent, its negative side effect on their mood, and lack of 

money for transportation to go to the hospital which is about fifty K.ms 

away. 

One negative effect of living with HIV according to the participants was 

its effect on one's ability to work or volunteer because of episodes of 

illness and general lack of energy. All the participants wanted to teach , 

others. For several participants, however, the sheer lack of energy to do 

any activity for more than a few hours was the most frustrating symptom 

of living with HIV. This lack of energy made working difficult. Inability to 

work or be active in the community left them lonely and diminished their 

self- wor th. 

Despite this, however, most participants said they found m eanmg m 

having HIV because they were now in the position to educate others , 

especially the young, to avoid risk factors . Focus group participants 

actively sought ways to break or disrupt the stigmatizing impac t of HIV. 

Public education was one of the most prominent strategies. 

Significantly, participants relied on education not only to reduce the 

condemnation of others through increased empathy and compassion, 

but also to enhance th eir ability to cope with th e stigma through 

improved understa nding. 
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CHAPTER FIVE 

5 Discussion 

The mClJor purpose of this study was to investigate the psychosocial 

challenges of people living with HIV / AIDS. It has also attempted to 

explore different strategies that they adopted to manage their challenges. 

Of the various psychosocial challenges PLWHA proved to experience, a 

focus was given to investigate the prevalence of depression, anxiety, 

stress, fear, stigma and discrimination, and coping strategies 

In this section, the findings of the study are discussed in light of 

previous findings. 

To start with some background information of the respondents that has 

some interesting implications for the findings of the psychosocial 

challenges of PLWHA, most of the participants were from a very low 

socioeconomic status (62%) of the respondents lived on less than 300 

birr a month which might have intensified the psychosocial challenges 

PLWHA face. About one third of them (35%) were unemployed. Above 

a ll , most of the respondents were found to be young with a mean age of 

(30.8) and 66% of them below 30 years old. Thus , consistent with 

previous findings, the participants were predominantly young, (Kelly, et 

aI, 1998) with very low and precarious financial situations (Kelly , et aI, 

1998; Ammassari, et a I, 2002; Wagner, 2002). 

Becoming infected with HIV at a relatively young age will radically change 

people's expectations for their future, at a time in life when they would 

normally be establishing their independence , relationships, careers and 

lives separate from their families. According to Erickson's individual life 

cycle (1963) cited in(Champion and Power,2000), these are the 

adolescent and young adult years when people first struggle to establish 

a sense of identity , and then leave home and begin to establish intimate 
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tics with other people through marriage, collaboration or other imporLant 

intima te relationships. It is not a stage of life when people expect to deal 

with a life-threatening illness, and they may not have the emotional, 

social or financial resources to do so. This finding, thus, implies how 

vulnerable the respondents' age is for psychosocial challenges. 

This finding suggests for a due attention to be gIven for PLWHA. Social 

a nd economic concerns are particularly important to PLWHA because low 

income, lack of private insurance, unemployment, a nd low education 

lcvcl are prcdictors of poorer health and poorer psyc hosocial effects 

particularly, depression, a nxiety and stress (HIV / AIDS Bureau, 2004). 

Depression 

In this s tudy , it was found that more than half of the participants (56%) 

reported s ignifican t symptoms of depression, and abou t one fourth 

(27. 5'X,) of the respondents had scores in the rangc indicative of 

probable depression. This indicates elevated depress ion prevalence 

a mong the pa rticipants. This finding is consistent with more rece nt 

findin gs . For example, (Morrison et al., 2002; Heckman et aI., 2004) 

found out even higher depression prevalence among PLWHA. 54% of 

HIV positive subjec ts were found to have symptoms of depression 

(Morrison et aI., 2002), and Heckman and colleagues (2004) reponed 

that 60'10 of their H IV p'ositive ' sample had sign i fi can Uy elevated 

depressive symptoms. 

study, other findings indicate that major depress ion in HIV-positive 

popUlation is elevated about two fold above those in healrhy community 

sample (Chandra, Ravi and Desai, 1998). According to the study made 

by Morrison et a l. (2002), HIV positive subjects were found to have a 

four-fold increased risk for depressive disorders than noninfected 

persons. 
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Till' sIU(}\ ' ('ondue-led "I lile speci"l!.y I-IIV c linic 'II Cl tel,ti", '.\' ("liT ('l' lltn' 

of south Indi ... (C llill1dl '" , I~av i and Desai, 199B) reported thai i lO pl: r 

cent of Ihe seropositive individ uals studied suffered from syndrulll,li 

ciepl'ess ion, M'ljoritv ('10'1<,) of the PLWHA who had depressive symptoms 

cllso had prom'nent dnxicly symptoms a nd fulfilled the ICD - IO criter icl 

rO!- gcnc I'a li zec1 'lrlxicty ciisorder. 

These findings suggest t hat depress ion IS extrc mc ly cornmon in people 

with HIV vil'us - it is pmbably the most common psycllOlogiGd crfect 

n f'ler J-IIV diagnosis, 

Other findin gs sueh as that of (Fernandez and Ruiz , 1989; Fernandez 

and Levy, 199 1; Bur'aek ct al.lg93) indicated that the reason behind 

the high prevalence or depression In PLWI-lA is th at dingnosi ng 

depression in PLWJ-I,A is complicated by severa l factors . First, the AIDS 

dementia symptoms oi' clpathy, soc ia l withdrawal and dccrensccl 

cogni ti vc elTicicncv may be mistaken for signs of depression. In 

addition, bot h c1cp,'css iOI1 nncl (\I DS dementia complex may be P'TSClll . 

Another facior I hal. cOI','plicalcs ciiagn osis is side cffccls or S""1(' 

antirelmvil'Hi thCI"ll)\', which 1'1ay include lethargy, insol11n iil Hlld 

dyspho ric mooel . Physi c i;lI'ls may and psychologists also erl'Ol'lcolisII' 

view depressive symptoms <-IS a "natu ral" reaction to being cliagnos('d 

with the virus anci not aggressively pursue treatme n t or the depressiu n. 

While depression may nul appear to directly a ffect immune SWtus as 

measured by CD4 counts, it is likely to contribute to a poore r quality 01 

life and a ciecrt'Clseci likelihoocl of the PLWHA's seeking cmprnpri,-!I, 

med ica l and psychological treatment. This fll1d ing suggests (helt 

depression in PLWHA has to be treated using a p sychological mean s 

separated from HIV treatrnen t. 

In this study, a s ign ificant difference was a lso found between depression 

result of male s and females (t=2.496) w ith a highe r d epression result in 
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f"l l l;1I<-S Ih;11l ill lllilleS, This is consisl"lll \\'ilh Ih, ' I'indings iJy (i'r"IIi<, ' 

(;11 , ,I""gel' II , 'I'ilo lll<lnn 1:3, Bcyc i 131<)<)2,; 1,,'n IH'dy CA, Sklll'llick ,I II , 

1: ,, 1,,\' M , I",uri" 1)13 . 1<)'1;;), Th e dilTL'ITlll,(, ill (IL-p ress ion Icv('ls could 1)(' 

<ll lriiJ 'II('( 1 10 d isp" ritics in eonlexlu;1I " Ild soc iocul t u ra l ISSU(,S, SllL'il it S 

pover!\' , cllildC<I I'l' l'csponsiiJilili es, respons ib ilit ies for glvlllg ('HI'(' I " 

(ltill'rs illrc.:lcd ""ilh I-IIV , "nd l11 e c1i1Ter('nli<l 1 sligma and soci,lI isol"liol 1 

1i1,JI \l'<ll1Wn livin g \\'ill1 HIV ,'xperi,'n('c. l~eC('nl data from 11)(' III V 

1':p id" lniologic,>I I<,'s, ',m:il Stllcly in USA, " prospect ive investig<lli(lll of 

t ile 11"l u r,d eoul'sc " I' III V ill W01l1CI1 , " Iso documented depress ioll i ll III' 

to ()2'Y" of IIIV-positive WOllle n IXl r ticip<lt,ing in the s tudy at b;lscl ill (, 

f)('pression seorcs ovel' time in th is '1,5-year study werc sign ifi, '<l 111h 

IT I<l ted 10 CIJ4 (t - Iymphocyl e ce ll) counl illld v i ral load a nd to H IV- IT I, " ('d 

s\'mptoms (Sull1ll1ers et aI., 199;;),r~e s ults such as these indicall' 11'1,,1 

\\'Olll cn di;lgnosccl \\'ill1 IIIV expcri('nn: 1110 lT elevated psycho logi,',, 1 

l'On('(' I'11S II1<1n n1<'11 lI'illl IIIV <l ncl cnlph<lsizc thcir need for psyc hologlc,,1 

I 1','01 1 m en I ,md support. 

The fin ciings t:HUlltO, Ihe q u,lIit"li\'(' dilla n f this study also indiulll'd I II ,' 

p rescn ce of ep isodes of depression on th e pa rti cipan ts panicu larly Oil Il ll' 

indivicll.1<i1s in the case study, Thi s finding is consisten t w ith th e Slud\' of 

Sarna &, van Ser ve lien et al. (1999), l n this study, d epressio n was mainly 

noted in the psych osocia l domain and included financial problems, worn' 

about t h e family, distr ess about losing othe r s from HIV, a nd worry about 

disease progr ession, The most pressing physical disruption s inc luded 

reduction in ener gy, difficulty with da ily ac ti v i ties and frequent pain , 

When first diagnosed, most peop le fe el depressed a nd migh t engage in 

Among the partic ipants in th i s study, 76.0 percent expressed thougllts 

of death, 9 percen t reported persi si.ent suicidal ideations, a nd '" I 

pe rcent reported unfrequent thoughts of su icide whereas all the 

partic ipa nts of the case interview had made persistent attempts 10 

comm it su icide, Notably all those, who had attempted suicide showed 
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S), ITlpl()rnS of d:: pn:ss ioJ1 . J\l l ihc suicide 'lltL'1l1p l :-. \V(']'(' llldd{' dllt-illg 111( ' 

firsl I \\'0 Y"<lrs "ncr rcvel at.ion of the sl:mpositivc status. This Pl'l ' S(,I]('l' 

Ill' sIIi,i l!;,1 ideation may indicat.e the prese nce or psyehosoci," r'I('IOI'S 

h; 'llll lL'rillg Ille pos iti ve living I"LWIIA. Suic id e IS " ('olllpl,·., 

Iliops\cI1l1s()c i;r1 oulcome or depression. hopel ess ll ess, isol"tioll "ne! I« e k 

or supporl (Mo lTison c l a I., 2002; I<elly l'l ,11., )')ll"). IIIV illk('lion wilh 

.. iii lls [l~'g(_ l1ivc connoLation s and discrinlinaCioll call be ,t Il £trbin gcr ()r 
fulure sllicidal ideatio n or completed su icid e. Seven" faclol's have iJcl'n 

;lss(wi;ll, ·" "itll suicidal ideation a mon g PI ,W I-I A. I"romiscuous life slyle. 

PdriIICI"S IIIV statu s , loss of an infec ted p'lrlner, P' lst historv or 

clelibnillc self-harm and presence of physical symptoms h ave been 

reported as l-isk factors (Oemi et a!., 1998; Ka lich man et ai, 2000). Some 

or thl: psychiatric variables predicting suicidal idcat.ion in clude 

cUllcurrcnl substance abuse, past hist.OI-y of depn:ssion ;\nd presence of 

hOIJl'l cssncss (Santosh, 2004). These results. thus , llilcicrscorc th e 

irnp(JI'I;lllCl' of assessing the PLWI-IA suic ided situmions to asccrt;)\l'l 

th('i,- O\". 'I' ; t!! psvchosocial well -being. 

Anxiety 

In this s tudy, it was found that (40%) of the respondents experienced 

clinically significant anxiety symptoms with a mean BA I score of 32.31 

(median ~ 29.4; S O ~ 8. 14; range ~ 7-59). This result is more e levated 

than the find ings in the western countries like U.S.A which ranged from 

29% - 38'/:) (Perkins at a!., 1994; Kantin at aI., 1998 ; Fernandez and 

r~ ui7., j9il9; Fernandez a nd Levy, 1991) and somewhat consistent with 

"no/ fr 1 ..... ,., .... ,..., \ r 

with othcr findings (Perkins at a 1. ; Kantin at a!., 1998) , the proportion of 

women with anxiety was not significantly different from that of males 

(t~0.462 ). In a study by (Kapalan, Marks, and Mertens, 1997), however, it 

was found out that 43% of the women in the sample screened positive for 

clinically significant anxiety symptomatology which is a bit elevated. 
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In comparIson with the western studies, the number of individuals 

d iagnosed as h aving a n xiety disorde rs in this study was higher. It is 

notable that the sample in th is study d iffered from th at in th e western 

stud ies in te rms of recruiting a very small number of PLWHA. Economic 

factor cou ld account for the high er rate of anxiety disorders. In addition , 

cu ltura l factors like stigma, relative lack of appropriate treatment 

facilities, and poor access to th e hea lth care a nd low edu cationa l level 

could have significantly contributed. S ince the individua ls were assessed 

for anxie ty re latively soon a fter revelation of HIV status (mean time lived 

with the virus= 4.44), it could a lso account fo r th e high er inciden ce of 

a n xie ty d isorders in this study. 

The findings of the qua li tative data of this study also indica ted the 

presence of episodes of a n xiety on the participan ts particularly on the 

individua ls in th e case study. All the three individu a ls in the case study 

considered received their HIV pos itive test resu lt with great s h ock and 

confu s ion. Thi s finding is con s istent with other ea rlier findings. "Initia lly, 

these necessary beh avioral changes seem so dau nting that some HIV 

clients consider them equivalent to a death sen tence (Adams, Sears 

1996)". 

The findings 111 this study su ggest that a nxiety has become very 

prominent among PLWHA (Fernandez and Ruiz, 1989; Fernandez and 

Levy 199]). Anxiety may manifest throughout the course of HIV infection. 
. . 

Many of the m edication s used 111 treatment of HIV / AIDS have been 

reported to cau se a nxiety as a possible side effect. Psych oactive 

substances, both prescribed and recreation a l, s h ould a lso be considered 

Stress 

This s tudy found out that half of the respondents (50.5%) experienced 

stress scoring a bove the m ean . The mean score of the respondents was 

24.52 wh ich is greater tha n the cutoff point (which is 19 for a research 
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purposc).There was no s tati s tically s ignificant differen ce found between 

malc and female participants. 

There may be diffe re nt fac tors which step up this e levated stress. HIV is 

often fata l, is accompa nied by other re lated illnesses, its cure is 

uncertain, has a mysterious origin a nd has been associated with groups 

tha t were a lready s tigm atized in other ways. 

Being HI V positive by itself m ay a lso cause more stress because it can be 

passed between sexu a l pa rtners, a mong people who inj ect drugs and 

from a mother to a child (during pregn a ncy, childbirth a nd 

breastfeeding). Before blood screening programs were in place, some 

people were a lso infec ted through transfu s ion s of blood or blood 

prod ucts. People who are infected often say that they feel "unclean ." They 

have to deal with th e ch a llenges of the fear or guilt of infecting o thers 

and with the difficult process of changing sexua l a nd oth er behaviors to 

protec t o thers a nd to safeguard their own hea lth. Th e sometimes real 

I"isk a nd som etimes irrational fear of infection a lso creates stress for 

sexua l pa rtners, fa mily m embers, caregivers and friends (Lehrman e t a I. , 

2001). 

Other aspects which may intensify stress could be worry about financial 

dependency on their paren ts or on the welfa re system because they 

depend more and more on the socia l service and medical system s. Both 

system s require PLWHA to give up control , one system over their 

personal resources, the other over their bodies. The requirements, 

though necessary, a re distressing. People who give over control of their 

resources a nd their bodies fee l they have little left of their own. They feel 

powerless, ineffective, and incompetent (Davies, Bachanas, & McDaniel, 

2002). 

Fear 
Consistent with the finding by (USAID , 2000), this s tudy found diffe ren t 

aspects of fear experienced by PLWHA. Fear of loss of reputation of the 
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ramily and society and rear of AIDS s tigma were found out to be 

experie n ced by a lmost a ll (93 .9 a nd 93 .4 %) of the responde nts. All sorts 

o r fears n a m e ly rear of dea th a nd of dying early, fear of dy ing uncared for 

a nd bein g de ni ed las t rites , fear of being deserted and lo se o r s ignificant 

re la tion s hips, rea r or los ing one 's job or lose o r in come, rea r o r pass in g 

the infec tion to o th e rs wh e ther spouse, childre n , or othe r fa mily m e mbe r 

we re fo un d to be experie n ced by the PLWHA in thi s s tudy which is 

con s is tent with th e earlier finding. 

Th e findin g rrom the focu s group discussion conrirmed th a t PLWH rear 

wh a t the infection might do to them: they fear becoming blind , or losing 

the ir 'cognitive a bilities' (my relative transla tion). Some said they feared 

dying. They reared not death, but the way d eath comes. Becau se of the 

s tigm a associa ted with the disease , pa rtic ipa n ts s pecia lly wom e n with 

HIV u sually feared that they would be rejected o r discrimin a ted again s t. 

They feared be ing judged for their s exua l be h avior or be ing con s idered 

"promiscu ous," a nd they feared be ing isola ted with the illness . Women 

often feared th a t they would b ecome the topic fo r gossip , a nd th a t rriend s 

they te ll may not keep the inrormation in con fiden ce. Ma ny wom en , 

pa r ticula rly those with children, avoid suppor t groups or o ther wome n 

with HIV ; becau se they feared the impact their HIV m ay h ave their 

ra milies. 

Fear of passi ng th e virus to children was s pecia lly recu rred th em e by 

pa rtic ipa nts wh o h a d children to take care o r during th e focu s group 

di scussi on a n d in the case of As ter (cases no 1) . In m a n y ways, telling 

re la tives. Thi s m ay be because they may feel resp on s ible for their 

children; th ey want to protec t them against fear a nd worry a nd life 's h a rd 

ract. They think of thems elves as their children's safe h a ven, a nd they 

want to avoid bringing uncertainty into their lives. As a result, many 

PLWHA decide to put off te llin g their children until they h ave to . This 
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finding ind ica tes that a pare nt's worst fea r and worry is wheth er he or 

s he h as unknowingly infected a c hild . Fathers worry th a t they have 

infected the ir children th rou gh casual contact; mothers worry that they 

have infected their children during the birth process . In addition, pare nts 

with older c hildren fear being a burden on the children . People can ofte n 

accept that a fri end or rela tive worries a bout them. But they a re unhappy 

to think that their children worry a bout them. The reversa l of the normal 

ro le of parents a nd children makes pa rents uncomforta ble; thcy feci 

inten sely responsible for their children a nd h a te the idea of being to ld , 

a nd d o than their parents are . This finding was consistent with oth e r 

findings on parent- c hild re la tion s hip (De Bruyn, 1992) . 

This fear further implies that parents s pecially mothers and a s ingle 

head of a household , m ay become too weak to be able to actively ta kc 

care of their children . The en ormity of the loss of being able to care fo r 

the ir c hildren is overwhelming. This natura lly contributes to a growing 

sen se o f powerlessness, h e lplessn ess and worthlessness, sin ce many 

women derive a n im portant sen se of value a nd accompli s h ment from 

the ir ro le in life as a mother (Ibi d ). 

Stigma and Discrimination 

Whi le capacity-building and non-d iscrimina tion have been hi ghlighted 

as cen tra l features of E thiopia's response to the spread of 

HIV / AID S (Policy on HIV / AIDS of Fed eral Democratic Republi c of 

Eth iopia , 1998), there was clear evidence from d a ta collec ted throu gh 

both quantitat ive a nd qualita tive methods that th e rejection , 

.. , ~ '_ .. --
providers, fa mi ly a nd the community con tinued . The result of th is study 

indicated th at PLWHA experien ced stigma and discrimination with an 

e levated mean score of (32.94) where 41.6% of the respondents scored 

a bove the mean. A finding in the focu s group discussion a lso indicated 

approxima te ly the same number of PLWHA reported h aving been 
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rejce led by th c ir fa milies a nd the community as reported havin g been 

<l ccepl ('( I. 

An cx perience with stigma was found to vary dramatically based on 

gendc r (t= 6.53).This indicates that females experience stigma a nd 

di scrimination in a higher degree than their male counter parts. A 

numbe r of possible explanations could be give n for this exaggerated 

diffe re nce between males and females experience of stigma and 

disc rimination some are discussed in the fo llowing paragraphs. 

In ma ny developing countries, women are already econom ically, 

cultura lly a nd socia lly disadvantaged and lack equal access to treatment, 

finan cia l s upport and education. Being outside the structures of power 

and decis ion-making, they may be denied the opportunity to participate 

equa lly within the community and may be s ubject to punitive laws, 

norm s and practices exercising control over their bodies and sexual 

relation s . In a number of societies, women are erroneously perceived as 

th e ma in transmitters of sexu a lly transmitted infections (STls), which 

m ay be referred to as "women's diseases" (de Bruyn, 1992). Together with 

traditi ona l be liefs a bout sex, blood and other kinds of disease 

tra n s mission , these perceptions provide a fertile basis for the furth e r 

s tigma tiza tion of women within the context of HlV / AIDS (Ings ta d , 1990; 

Peterso n , 1990; Mushingeh, Chana & Mulikelela, 199 1; Thant, 1993). 

There were findings in which stigma was found to be associated with 

depressive symptomatology; although the association s were not strong, 

they a re theoretically and clinically important. HIV positive su bjects were 

found to h a ve a four -fold increased r is k for depressive disorders than 

nOl1il1l eCled persons (Morrison et a I., 2002), and Heckman and 

collea gues (2004) reported that 60% of their HIV posihve sample had 

significantly elevated depressive symptoms. Therefore, elevated scores in 

both depres sion, and stigma and discrimination found in this study 

might s trengthen the consistency this of finding with the aforementioned 

studies . 
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In this study, it was also found out that PLWHA experIe nce other 

psyc hosoc ia l cha llen ges. Poor h ou s ing, lack of transporta tion a nd 

c h ildcare, non - HIV-related illnesses, and the lack of a soc ia l s upport 

system as common c ha llenges faced by PLWHA . Access to care a lso 

a ppcars to be an addit ional fac tor facin g th ose affec ted by HIV. Non 

adherence to ART medication was a lso a no ther ch a lle n ge. Iden ti fi ed 

barri ers for non a dheren ce included su ch thin gs a s forge ttin g or an 

un willingness to take the medi cation s while in socia l s ituations , whi ch 

were co n s is tent with previously identified ba rriers (Hol zmer, 1999; 

Proctor , Tesfa & Tompkins, 1999; Paterson, 2000). 

Coping Strategies 

In th is study, it was found tha t participants utilized a variety of co ping 

strategies to lessen their psych osocial challenges. The most 

predomina ntly u sed coping s trategy was prayer to God (mea n =4.36). 

listening to musi c( mea n =4.20) and d ay dreamt mean =3.76 ). 

A co n s iderab le number of respondents were found to u s e substan ce as 

their coping mec hanism (Ch ew 'cha t' m=2. 76; s m oke c igarelle m = 1.6'1; 

a nd drinking=2. 13).This p articular copmg s trategies , however , 

negatively affect the h ealth of the individua ls a nd could be accoun table 

for the alarming progress ion of HIV re la ted illnesses (Lazarus & 

Folkl11H 11 , 19 9 J) 

Seekin g h e lp from professiona ls was found to be one of the least 

frequ e ntlv used means of coping stra tegy only n ext to adhere to ART. 

This m ay be because there was no suillc lenl prolesslUllal I.-V Ull ::.t. l)u6 

available or pa r ticipants' knowled ge of the role professjonal counseling 

service was less. This fact entails the need for a research on this 

particula r aspect. 
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Findings from the cas e s tudy and th e focu s group di scu ssion a lso 

confirmed that be lieving in a higher power a nd prayer was importa nt for 

severa l participants, particularly when they felt there were no people 

availa bl e to s upport them. The sen se of calm gained from these 

re ligious or spiri tual beliefs was sustaini ng and sometimes motivating. 

Findings of the case study indicated that participants who fe lt suic ida l 

a lso ben efited from peer s upport. Thi s implies that the reassurance from 

someone who h as been through the same thing and s urvived . Friend s 

and other people with HIV can be a strong source of s upport, because 

they can re la te to the experien ce of h aving HIV a nd h elp people with HIV 

see others who a re living a nd coping with th e illness . 

Findings of this study also suggest that support from frie nd s, family 

membe rs, and others who care for PLWHA goes a long way in helping 

the m to gel by in t imes of trouble. Socia l su pport systems provide 

PLWH,L\ with emotional su stenance, tangible resources and a id , and 

informa tion when they are in n eed. People with socia l support feel cared 

abou l and valued by others and feel a sense of belonging to a la/"ger 

socia l n e twork. 

A la rge body of research has lin ked socia l support to good h ealth and a 

su perior abi li ty to cope with stress. For example, one long-te rm study 

by California University on thousa nds of residents, cited in (Encarta 

Encyc lopedia Standard , 2004) found tha t people with extensive socia l 

l ies lived longe r than th ose with few close social contacts. Another 

as likely to have a nother heart attack as those wh o lived with someone. 

Even the perception of socia l support can help them cope with stress . 

Studies have found that people's appraisal of the availabili ty of social 

support is more closely related to how well they deal with stressors than 

the ac tua l amount of support they rece ive or the size of the ir s ocial 

n e twork. 
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CHAPTER SIX 

6 Summary, Conclusions and Recommendations 

6.1 Summary 

Thc major purpose of this study was to investigate the psychosocia l 

cha lle nges of people living with HIV / AIDS . It has a lso a ttempted to 

explore different s trategies tha t they adopted to manage their cha llenges. 

Of the various psychosocia l challen ges PLWHA proved to experience, a 

focus was given to investigate the prevalence of depression, a nxie ty, 

stress, fear, s tigma and discrimination, and coping strategies. 

This research had the followin g s pecific objectives: 

• To find if th e PLWH A experience depression. 

• To ide ntify if the PLWHA experience a nxiety . 

• To point ou t if PLWHA experience stress . 

• To inves tigate if PLWHA experience fear as a result of their HIV 

positive serostatus. 

• To find out if the PLWHA face stigma and discrimination . 

• To find out if th e PLWHA face a ll or any of the divorce; job 

termination, a nd school droop out as a result of their HIV pos itive 

serosta tus . 

reduce their psychosocial consequences of th,<ir HIV pos itive 

serostatus . 

• To forward possible prevention m ech anisms a nd intervention 

strategies to help the PLWHA cope up with the p sychosocial 

consequ ences of their HIV serostatus. 
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To achieve the a bove objectives, the following research question s were 

formu lated. 

• Do the PLWHA expenence depression as a result of their HIV 

posit ive serostatus? 

• Do the PLWHA experience a nxiety as a result of their HIV positive 

serostatus? 

• Do PLWHA expene nce stress as a result of their HIV positive 

serostatu s? 

• Do PLWHA expenence fea r as a result of their HlV positive 

seros ta tus? 

• Do PLWHA face stigma and discrimina tion ? 

• Do PLWHA face a ll or any of the divorce ; job termina tion, and 

school drop out as a result of HlV infection ? 

• Wha t a re the coping s trategies adopted by th e PLWHA to deal with 

the situa tion? 

• Is there any gender diffe rence 111 experienc ing in any o f the 

a forementioned challenges? 

• What intervention s tra tegies s hould the con cerned bodies u se to 

redu ce the psychosocia l ch a llengers the PLWHA face? 

In ord er to find out a n swers for the above research questions , people 

li vin g with HI V / AID S who were m embers of down of Hope Association of 

people living with HIV / AIDS and Tilla association of women living with 

HIV / AID S were selected as subj ects of the s tudy. Data were collected 

from 200 samples selected u s ing stratified and purposive sampling. 

To gather the required information for the study, both quantitative and 

qua lita tive methods were used, the literature was reviewed. Four 

assistants who had expenence in coordinating HIV / AIDS related 

advocacy were recruited . Moreover, training was given to the assistants 

on the objective, content and ethical issues of the study. 
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To a nalyzc thc d a te , dcscriptive statistic and t- tes t were applied for the 

quantitat ive data using S PSS and case s tudies were analyzed u s ing 

Co la izzi's procedu ra l steps (1 978). 

With the h elp of the in te rview schedule, the case study a n d the focus 

group di scussions, th e psychosocial challenges a nd copin g stra tegies 

were assessed, differences in sex were examined. 

Findings were a n a lyzed and discussions were reported on the basic of 

existing li teratu re. 

6.2 Conclusion 

In th is study, a n attempt was made to investigate the psychosocial 

challenges of people living with HIV / AIDS pa rticularly th e case of 

depression, a nxie ty, stress, fear, s tigma and disc rimination, the coping 

stratcgics uti li zed by the partic ipa nts. Therefore, based on the findin gs, 

the s tudy ha s come up with the following conclus ion . 

r PLWHA experience depression . In this stu dy , it was found that 

more than half of th e participants(56j.0 %) reported s ignificant 

symptoms of de pression, a nd about one fourth of the respondents 

had sco res in the ran ge indicative of probable depression. The 

find ings through the qualitative data of thi s study a lso indi cated 

the presence of episodes of depress ion on the participants 

particularly on the individua ls in the case study . 

r Ie 'h iS alSO lOUnG OUt ttla t Ll1e majonty l4U"/o jol L11e i-'LVv HA 

experienced clinica lly significant anxiety symptoms.. 

~ This study found out that half (50.5%) of th e respondents 

experienced s tress scoring above the mean where the mean score 

is m ore e levated than the mea n score of the norm 
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),.- This s tudy found out different aspects of fear experienced by 

PLWHA. Fear of loss of reputa tion of th e fam ily a nd society and 

fear of AIDS stigma were found out to be experie n ced by a lmost a ll 

o f the pa rtic ipa nts. Diffe re n t sorts of fear n a m ely fear of death a nd 

of dying early, fear of dying uncared for a nd being d e nied las t rit cs, 

fear of be ing deserted a nd lose of s ignificant relation s hips, fea r of 

losing one's job or lose of income, fear of passing the infection to 

oth er s whether spouse, children, or other family m ember were 

found to be experienced by the PLWHA. 

)... PLWHA a lso experienced oth er psychosocial ch allenges su ch as 

poor housing, lack of tra n s portation a nd childcare, non - HI V­

related illnesses , and the lack of a n appropriate social s upport 

system . 

,. PLWHA used a variety of coping strategies. The most often util ized 

co ping stra tegies identified by the participants were: prayin g 

(m ~4.36) followed by, listen to mu s ic (m~4.21), day dream(m~3.76) 

, try on your own to deal with th e problem(m~3.75) , talk to a c lose 

friend(m~3.2 1), think about good things(m~3. 04) learn more a bou t 

the problem(m~2 . 98 ). The pa r ticipa nts a lso reported low u tilization 

of certain maladaptive coping strategies such as a lcohol a nd 

ch ewing 'chat'. Getting professiona l eounseling was on e of the least 

uti lized means of coping. 

v . .) I ,,;;;(, UIiIIl I~IIUalIOIiS 

Based on the findings of this s tudy, th e following prevention and 

intervention strategies have been recommended : 

» People s hould not be forced or persuaded to und e rgo m andatory 

HIV screenin g test for job recruitment or to go a broad especially in 
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situation s where the pretest and ongom g counseling servI ces a re 

inadequatc or substandard. Thi s m ight complicate th e 

psychosocial c hallen ges they encounler if found to be seropositive. 

;..- Psych osocial counseling and psychosocial support s hou ld bc 

incorporated by the concerned governmenta l and non ­

governmental bodies as part of the mclin HIV / AIDS prevention a ne! 

intervention programs giv ing a spec ia l heed to the areas raised 

be low. 

;- PLWHA s hould get s u bsequen t trainings as to the causes, th e 

effects and h ow to cope with psychosocial challenges they may 

encounter before they arise. If they are to cope s u ccessfully, they 

need to involve themselves in volunta ry activ ities, h obbies and 

interests that a re personally satis fyin g. Involvement in re lig ious 

activities, spending time with fri ends, findin g meaningful work 

wh ich goes in line with their unique HIV re lated drawbacks, 

pursuing educa tional and other goals. and c ngagmg in physica l 

exerc ise can be therapeutic for PLWHA. Research on stress, 

coping, a nd hea lth behavior su ggesls [hal interventions tailored to 

individua l appraisals and coping behaviors are likely to be most 

e ffective in terms of enhancing coping, reducing stress, and 

improving health behavior and physical we ll being. 

,.. Mutual Aid Groups a mong the PLWI-I A should be strengthened. 

Working with professional counselors or health professionals, 

these group members can give mutual support, tangible 

Assis tance . pertin ent informRtinp . r- n r-rwj l 1n ;tip .... t n hpJn n th rr<." 

social interaction, encouragement, protec tion, acce pta n ce, a nd 

special help in times of crisis. 

;.. Mobilizing the community for the support of PLWHA s h ould be 

emphasized . Although the communi ty som e times c reates problems 

on PLWHA by stigmatizing and discrimin a ting them, it can a lso be 
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a source of psychosocial s upporl. The community agcnts suc h as, 

co mmunity c iders, lawyers, policemen, id ir (funeral) leaders, you th 

workers, c1e I-gy , and others in the community who may h avc little 

or no training in counseling but often are the first to see PLWHA in 

t imes of psychosocia l c risi s. Thus, they could he lp c urb the 

pnlblcm if given an awa reness briefs. 

r Most PLWHA probably discu ss about problems wit.h friends or 

fami ly members long before they disc lose their scrostatus to the 

co nccrned bodies and seek help from professiona ls. Friend s or 

fam ily members, thus, often could be the m ajor source of 

encouragement, behavior modification, confrontation a nd 

guidance. Family members and friends, thu s, s hould be gIven 

awareness briefs o r trainings so that they can playa s ignificant 

role in curbi n g the psychosocial challenges PLWHA face. 

r Media should playa significant role in sensitizin g the public about 

th e very psychosocial challenges PLWHA face. These media ca n 

pro"ide information, givc guidancc a nd s how PLWHA where to get 

help. 

r Effo rts should be made by the concern ed governmenta l and non ­

gove rnmental bodies to strengthen supportivc and IIl come 

gencrating opportunities for PLWHA accord ing to their peculiar 

si tuation and need. 
r The organi za tional, infrastructure and capacity of PLWHA 

associations should be stren gthened so as to develop their fu ll 

ca pacity to provide quality care and psychosocial support 

programs that are a ppropriate ly design ed, implemented a nd 

The following are just a few actions that should be taken to specifically 

a ddress stigm a and d iscrimin ation : 

>- Creating awareness : people n eed accurate and continuous 
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information In order to know more about stigma and 

discrimination, their manifestations and what to do about them. 

)..- Encouraging and s upporting greater and more meaningful 

partic ipation of PLWHA: by giving the epidemic a human face and 

voice, by actively participating in the response a t a ll levels and by 

shattering some of the myths and misconceptions roaming around 

about HIV, PLWHA playa key role in reducing stigma if they are 

adequately empowered. 

l'- Creating a legal and policy environment that makes it possible to 

challenge discrimination in justice court and monitoring human 

rights violations. 

)..- Tackling some of the other inequalities that fuel HIV such as 

gender, age etc. 
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Appendix I 

Addis Abab a Un ive r s ity 

School of Graduate S tudies , De partm e n t o f 

Psychology 

Questio n naire prepare d for PLWHA 

Code No .. 
Date ....... . .. . ... . 
Place . . .......... . 

Dcarr.(cspon(\cJ'lt, 

The principal purpose of this questionnaire is to obtain data for a study 

illlended to investigate the p sychos ocial challenges of people livin g 

w ith HIV I AIDS , The study will be useful for control and prevention or 

HIV IAI DS, care and support of the people living with the virus and for 

vanous professional s working for the welfa re of the PLWHA. You are 

sclcnl':cI for this p roject because: you could give enough inform<lu oll 1,)11 

lhe issuc. Thnefore, your unreserved cooperation in providing the IIl OS l 

genuine information will have a greater significance to the solution ( )C 11'1(' 

P 1'0 b Ii: 111 . 

I understand the question might be very sensitive, However, from the 

praclical importance of your ideas and views fo r the project, I truly need 

to ask you such questions . PLEASE NOTE THAT: 

r Any information that you give is confidential 

r You a re no t required to write your name a nywhere in the 

questionnaire. 

:..- Th e inrorrna tion you give will be used for th is research purpu~e 

only. 

Thank you in Advance:, 



Part One : Socioeconomic Background 

1. Sex 

2 . Age 

3 . Piace of Birth 

4. Place of Living 

4 . 1. Bdore knowing your HIV serostatus ____ _ 

4 .2 . After knowi ng your HIV serostatus ____ _ 

5. When have you come to know your HIV serostatu s? _____ _ 

6. How long have you lived with HIV viru s? ______ _ 

7 . How have you come to know your HIV serostatu s? 

7.1. Through voluntmy counseling testing (VCT) ___ _ 

7 .2. TIl"ough a referral by a medical pro[essional ___ _ 

7 .3. Pregnant and sought parental care _ __ _ 

7.4. Suspecting sexual partner ___ _ 

7.5. Requ ired for employmen t ___ _ 

7 .5. F~equired to go abroad ___ _ 

7.0. OIl 1<.: I·s (spe c ify) ______ " 

8. Have you eve r taken i\r~T'? Yes 0 NoD 

8 .1. If your answer for item nQ 8 is yes, how long? ___ _ 

8 .2. Have you ever quitted taking the ART? Yes o No 0 

8.3. If quitted, how long? __ _ 

9. EducaLiomJ.l Background( put "X" sign) 

9. 1. Illilerate ___ _ 

9 .2 . Able w read a nd write ___ _ 

9.3 . First cycle elementary education com plete ___ _ 

9.4 . Second cycle elementary education complete ____ ._ 

9.5. Secondary education complete ___ _ 

9.6 . Technical or vocational education complete __ ,, ___ _ 

9.7. College c1ip!oma __ _ 

9 .8. Degree. 

9.9. others( Specify) __ _ 



10. MariLa l St.aLus 

10.1 . 

10.2. 

10.3. 

LO.4. 

10.5 

Sinole b --------

Marr ied _ ____ _ 

Divorced. __ _ 

Widowed ____ _ 

Sepa rated ____ _ 

11. Ethnic Background( Arnhara, Ororno, Tigre, Gurage , Sidama e l:C, 

12. Occupa tion 

Employee 0: Gove rnmental o r NC30 

Daily Laborer . ____ . ____ _ 

12. 3 . Vocation a l .. __ ... ____ _ 

12.4. Petty trade _______ _ 

12 5. Business person _. ___ . __ _ 

12.6. h ou se wife 

1'2.7 . unemployed . __ . __ . __ 

] 2.8. Olher:,: , Please Specify _________ _ 

1.3 . 1. Orthodox _________ . ___ _ 

Mu::;jim .. __ . ___ . ___ . ____ _ 

1 :~.3 Protes-c[lnl .. __ ... ,, ___ , __ . ____ . 

13 .':1. Ca thol. ic _. __ ... _ ...... ___ ___ .. _ 

Oti1C]'S, Please Spt~c ify ___________ ___ _ 

14. How muc h isyour average monthly salary'? 

is. Do you know allY one in your family living with the virus ,' 

15.1. Yes[J 15.2. No 0 

16 . 

Y . . ····t· ... . , -h ' .'; (. ..1 ~ J. ',~ a (1,)11 ~l 1 [-J. __________ . ________ _ 

3 



No 

1 
2 

3 

4 

5 
' 6 
7 

18 

F-' 
--
10 
1 1 
12 
13 

14 
15 
16 
17 
18 
19 
20 

Part Two: Psychosocial Situations 

I. Depression (Center for Epidemiologic Studies Depression 

Scale(CES-D) 

Below is a list of common symptoms of depression. Please 

carefully read each item in the list. Circle the number which 

indicates how much you have been bothered by that symptom 

during the past week. 

Item Not 1-2days 3-4days 5 -7days 
often 

I worry with unnecessary thoughts 0 1 2 3 
I lost appetite 0 1 2 3 

the help of fr iends could not stop my 0 1 2 3 

depressed fee lings 

I feel I am as good as others 0 1 2 3 
.-

I ha ve d ifficultY...!9 concentrate 0 1 2 3 
I feel depressed 0 1 2 3 ----
I feel a ll my work is useless 0 1 2 3 

I fcel like to have brigh t fu ture 0 1 2 3 

I feel a ll my life is fu ll of failu re 0 1 2 3 
-I fear a lot 0 1 2 3 

I have experie~ced distorted sleep 0 1 2 3 
I am happy 0 1 2 3 
I do not talk with others as I did 0 1 2 3 
before 
I feel lon ely - 0 1 2 3 
Peo ple become u ncooperative to me 0 1 2 3 
I a m quite satisfied in life 0 1 2 3 
I eyes h ave crying spots 0 1 2 3 
I feel sad 0 1 2 3 
I feel people hate me 0 1 2 3 
I a m u nmotivated 0 1 2 3 

4 

---



No 

1 

2 

3 

4 

5 

6 
7 

8 
f---.-
9 

10 

1 1 
12 
13 
14 
15 

16 
17 
18 
19 
20 
2 1 

II. Anxiety (Beck Anxiety inventory) 

Below is a list of common symptoms of anxiety. Please carefully 

read each item in n ,c list. Indicate how much y ou .I-]("(1}(; been 

bothered by that symptom during the past month, including 

today, by circling the number in the corresponding space in the 

column next to each symptom. 

Not Mildly but it Moderately - it Severely - it 
At All didn't bother wasn 't pleasant bothered me 

me much. at times a lot -
Numbness or 0 1 2 3 
tingling -
Feeling hot 0 1 2 3 

Wobbliness in legs 0 1 2 3 

Unable to relax 0 1 2 3 

Fear of worst 0 1 2 3 
happening 
Dizzy or lightheaded 0 1 2 3 
Heart 0 1 2 3 
EoundingL ra~ing 
Unsteac!y 0 1 2 3 

Terrified or afra id 0 1 2 3 

Nervous 0 1 2 3 

Feeling of choking 0 1 2 3 -
Hands trembling _ 0 1 2 3 
Shaky / unsteady 0 1 2 3 
Fear of losing. can t rol 0 1 2 3 
Difficulty in 0 1 2 3 
breathing 
Fear of d:ring 0 1 2 3 
Scared 0 1 2 3 
Indigestion --

- --- _. 
0 1 2 3 

Faint/lightheaded --:= -----
__ 0 1 2 3 

Face flushed 0 1 2 3 
Hot/cold sweats 0 1 2 3 

------,.-----_. I 

5 



~o 

l 

~ 

! 

~ 

) 

, 

-

0 

III. Perceived Stress Scaie -IO (PSS-IO) 

The questions in this scale ask you about your feelings and 

thoughts during the last month. In each case, you will be asked 

to indicate by circling how often you felt or thought a ce rtain 

way. 

Item Never Almost Some tim Often 

Never es 

I h ave been upset b ecau se of someth in g 0 1 2 3 

tha t ha ppened unexpectedly 

I have been una ble to control th e 0 1 2 3 

important things in your life 

I have felt nervous and "stressed" 0 1 2 3 

1 have not felt confident about my ability 0 1 2 3 

to h andle personal problem s 

I felt th a t things were going my way 0 1 2 3 

I found tha t I could not cope 0 1 2 3 

with a ll the things that J h ad to do 

J h ave been able to control irri tation s in 0 1 2 3 

my life 

J have felt that I was on top of things 0 1 2 3 

I h ave been an gered b ecau se of things 0 1 2 3 

tha t were outside of your con trol 

J have felt difficulties were piling u p so 0 1 2 3 

h igh that I could n ot overcom e them 

6 

Very 

Often 

4 

4 

4 

4 

4 

4 

4 

_.-
4 

4 

4 



IV. Experience of Fear 

Have you experienced fear as a result of your HIV positive serostaLus') 

Yes __ ___ _ 

If your answer of the question above is "yes", which of th" 10110 WII It; 

types of fear have you experienced? 

I~:: I Yes--i N; ; 
~ fear experienced 1-----'--; 
. Pear of AIDS stigma i ! l 

Pear of loss of reputation of the family and sOciety-------:----+- -' 
I I ' 

-Fea-~Td-a-maging the family'-s soc-ial reputation ----------------t- ---, . 
---------,-----------------+---!- ___ I 

F:a_f_o_f ~le:_t_h_an __ d_o_f_d_,_y_:;_i-n--g-e-a-rl;y --- l-----I - -I 
Fear of dying uncared for, and being denied last rites ! ; 

-----------,---,-I Fear of being deserted, lose of significant 
---------1- -- __ 

relationships I 
!---_. -

I Fear of lo,sing one's job or lose of income 
1 _ ____ _ - ----------- ____ -,--__ ------,_,--_ 

I Fear of passing the infection to others 

r- ----1---- --
,-- -- -1- -­

whether spouse, i 
I 

~hildre~, or other fam __ i_Iy_n_1_em_b_e_-r_-______ _ 

Others, please specify 
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V. Coping Mechanism 

Which ur the cop ing nwchLlIl i ::;nt s el l! you L1sc- to COP'" lil i Will, IIIl" 

psycilosocial problems you race"? 

! -~:;n~ strategy--------r~~- No --I 
I I 
~'h01l< abS?_~C.'.5J.Q.<l.l!cli.!:l~S __ _ __ _ ___ j 
I Lif;[cn lo Music " 

C;:c~!~( tQ_~ cloSS -rri~-~sl _ _==-I~_~=---I--~--=J 

I TI-Y on your own to deal I I 

t~Wl'" 'h'E'Obl;;Y ===-J=-~_-==~i 
IU~':~_ Ib.. w ~~~lSleLLl'-'- i(;~ _____ __ r' --- -i---- --~ 

Snlo kc c igare tte ! I 
i -:' ~~_- -;-,-'--~':-" ~ -r-~ --~-,- : . . _-- -- - -----r -------·'1--- _._' -; 
: I,JL<- c1 I U,,~ (s,kh U_S i I : 

~b."sh i S I2L __ - ------------------+-- r--------JI 
!!;11(~~ 'chat~ ____________ -+ ________ t------
! Drink BeerLWine / Liquor - ! 
!-D'-~~~l reaI_;. ----- :L-- --------t-l-------1 
f- ~----------------- -- I ---------1 
I ' I ' ; Le81n more a bou t the I I I , . , 

f ~~!.'.!:J,:en]:----:- ----I--~-- ---- --)- --- --- ------1' --------I 
! t iel .JnJleSSHJna f.....,<,unse lng I 
r-- -------------------~--- -------- - - --- - ----I 
! Take jow-nal, read/write I ' I 
!-poe l~12._~ I.e r~_lure ____ +----1-------i 
i_ Q_~J!ll.'Ls~<oal __ <:xers:.!.~ ___ ___ -- ---+---r --- -----: 
i _cT e t n ,eci i cal a tt('n t j ul~ , I I 
t----------- ------ ---- ---- --------- -j-- ---- - ---1------- ------
~J~~lJ~~:~':"_J:.<.J_I\ I ~T_ _________ _ .1 ___ ___ .I ___ _ .I 

,) l:l1~rs, please specify 



Part Three: Experience of s tigma a nd discrimination 

Th.e following questions are about yow' experiences, f ee lings a nd 
opinions as to how PLWHA feel for the society's reaction towar'ds 
the disease and how they are treated. Please answer all ques tions. 

I N;)··;·-·. _ .. ____ ~tems ~ ~~~:~~~ _D_i_s~~re~~._c_L~t:~:TJ !\gl~c .· J .;~;I;~I~_· 
J 11 11IC1slOIccdtodlSPJaCcmy I . 

home town/zone/ woreda due 1 
:_".-_+ il ..:.to~t1:..:cl,,:c,.::s.::.ti:.o·g ""lm..:.a"-'o..:.f_H=:,IVc---:-:c--__ -t-____ t-____ r-__ . ___ _ _ __ 1--._. ____ . 

2 ! I rl l11 rirerl rrom ajob without 
i any clear reasons fo r being I 
I dismissed 

3 ---j-'-j:':':g"'0"'t"'· .:..:cI:.:iv:.:o:.:r=-c-e-d.,-,-b-e-c-a-u-s-e-I·-,h-a-v-e- - +-----·+-----1----------- -.--.--.\ 

, H I V ---,.--c--,------- --I-- ---+-- - --.
j
L - --. 1 ___ '_ .--- .. ____ .1 

4 -I i ·~~;~-s rorced to depart any 
! ra mily as a result or my HIV I:· I 
! I j : ,_ ._ I_se._· rostatus 1 ! 

o -; I los 1 l11y rr iends after th ey r----- 1- ___ ,. m _ _ ---"'-1 
f~ --!-:::::\·::.:a.:.::.:.~~e.:::e:::(~-~::.:.h:::;:::~.:..:\\h:.:.' ea::.lv'-'~::.f::-hd:::a~C~'=-i.:.~:.:.ilo....:Vn...:.·--+----+-----+-----·-J---- ---- - ·· --- ------'1 

I m a king either in my home or in 1\ 
I I11 V local community fo r I have 

~_1r2~\! _____ :__--:__---~:__-_+-----+-----+---- - . ___ -1------------ .. : 
i 7 : 1 a 111 not welcomed in social , 
l_o-+g",a::.t:::h.:.:e:.:r;,i:n:.:lgQ.1s:o...:;b:.:c:.::c:;:a::;u:.:s:.:ec..I:....:.:h=a:..:.v-=e....:H:..:.::..IV.:.......-+ ____ + ___ -t _______ .. _ ... ____ .......... --.------i 

8 ! I was fo rced to dropout ! 

I education due to stigma a nd 1 

I 
discrimination ---.---- ....... -- ...... -- -. .' 

9 ' }';;'as terminated from my job 
I due to th e stigma a nd 
:clis_c l:i:n in a tion of my coIl eagues"-,I _____ I-_ ___ -t-· _______ · __ --- -----1 .. · ---" ---11 

J () II worked hard to keep my HIV j 

I i, 1 . serostatus secret from my I ' 

l ; I 
___ I. ;~~i~:;(~;~I~~~i:~~~~S; ~:~a~~~nship . ___ __________ . ____ J __ ... _____ J 

I'lease slale ir you have ex perienced any form or stigma or ciiscril11 i na I ion 
as a result of your HIV serostatus . 

9 
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Appendix III 

Guidelines for Focus Group Discussions 

]. HoII' docs ~t pe rson livin g with HIV virus view himself in relation with 

othe rs who do not live with the virus? 

2 . Wh at negative feelings have you ever expcrienced as a result of your 

livi ng with HIV virus? In what specific s ituations? 

Prompt: 

• fear of the unknown, fear of death 

• self-hatred, losing hope in life, feeling o f worthlessness 

• Feel ing angry, bci ng easily provoked etc ., 

What do you do in such fee lings? 

3. What psychosocial challengcs have you ever come across as a result 

of yOtlt' l-i [V scros taLus? I f yes , where, when , in what s ituations? 

P romp t : Death of fami ly member or close friend 

• I,usc of' finance, status, m a rriage life, employment:, connict: 111 

I.Lc f,Ul'!:!), or the community 

Ue,licci :)f relig ious duties, rights 

• ["ecling c1l1gry, being easily provoked etc., 

·Nil.! L do yot! do in suc h fee lings? 

4. Wh a t psychosoc ial :o;e rvices have you ever received? 

Pro mpt: Counseling se rvices 

• Fir18ncial and mate rial aid, 

o 'I'mining 011 positive living, life ski lls train in g etc., 

5. Whnt psychosocilll serv ices do you expect to get in a bid to rc licve 

your challengcs if any and encourage positive living? From where? 

6 . I-lave you en:r experic nced stigma and discrimination as a rcsult of 

you r HIV positivc se rostatus? 

7_ j-jm'c you t::;ul AI~T') Is there any problem you come across in relation 

to M{P 
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