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ognitive representations of iliness determine behavior, How persons living

with AIDS image their disease might be key to understanding medication

adherence and other health behaviors. The authors' purpose was to
describe ATDS patients’ cognitive representations of their illness. A purposive
sample of 58 men and women with ATDS were interviewed. Using Colaizzi’s (1978)
phenomenological method, rigor was established through application of verification,
validation, and validity. From 175 significant statements, 11 themes erﬂerge‘cl.
Cognitive representations included imaging AIDS as death, bodily clfas;trw.m:!:n:un1 and
lust a disease. Coping focused on wiping AIDS out of the mind, hoping for th‘; flIEht
drug, and caring for oneself. Inquiring about a patient's image ‘c:-!E M[.}S might help
nurses assess coping processes and enhance nurse-patient relationships.

elters, and
A 53-year-old man with a history of intravenous drug use, prison, sh
Methadone maintenance described AIDS as follows:

. well have killed
My image of the virus was one of total d mﬂ?ﬁ Eﬂ il just as bad as
Me, because it took just-about everything
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away trom you. The only thing g

s vou have tverything aken - ThiE otk
being locked up. .E:zr»_...“MJ .._ﬂm_a o T s mad. Mostly __ _r__.n_: 1 care aboy
2L hiking aboul the discase, and 111 stan wonderlng

myself amymore. 1will start 1

5 ne.
if these meds are reailv gorms to do it fort

(Centers for Disease Control and Prevenyy L
Human Immunodeficiency Virus (HIV) that develop
ficiency Syndrome (AIDS), In the United State
psses, and maore than 322,000 persons m_:m.
living with AIDS, the highest number cver el LU0 ._mum. b By
95% adherence to antirefroviral (ART) drug regimens ._m .M:_Ml_..m_m_m.m; m_...oH complete vipg
suppression and prevention of mutant strains (Bartlett i ,..u_ nmﬁ? 01). Adherepce
to ART regimens can slow the diseast process but n_cm..ﬂ E:.n“:” or or AlbDs. .ﬂm;oE
with AIDS experience NUIMETOUS side effects associated with A : _.._Emm., which ca
lead to missed doses, profound weight loss, and decreased quality of Ew (Douaihy

& Sigh, 2001}, The incidence of HIV/AIDS IS reduced through prevention that i

dependent on life-long commitment 10 the reduction of high-risk drug and sexuq|

behaviors. To achiove maximum individual and public _.HmE._ benelits, it might be
helpful to explore patients’ jived experience of AIIJS within the framework of the

setf-regulation mode! of illness. .

In the Seli-Regulation Model of Hiness Representations, patients are active problem

wiivers whose behavior 15 & product ol their cognitive and ermnotional respanses to a
health threat iLeventhal, Leventhal & Cameron, 2001). In an ongoing process, people
transtorm iternal je.g., symptoms) or external (e.g., laboratory results) stimuli into
cognitive representations of threat andfor ermoHonal reactions that they atternpt 1o
understand and regulate, The meaning placed on a stimulus (internal or external) will
influence the sefection and performance of one or More coping procedures (Leventhal,
Idler, & Leventhal, 1999}, Emations influence the formation of illness representations
and can motivate a person to action or dissuade him or her from it. Appraisal of the
consequences of coping efforts 1s the final step in the model and provides feedback for
further information processing.

Although very individual, iliness representations are the central cognitive CONStructs
that guide coping and appraisal of outcomes, A patient’s theory of iness is based on
many factors, incuding hodily experience, previous {llness, and external information.
An illness representation has five sets of attributes: (a) identity (i.e., label, symptoins),
(b} time line {i.e., onset, duration), (¢) perceived cause (ie,, germs, stress, genetics),
() consequences (1.¢., death, disabitity, social loss), and (e} controllability (i.e., cured,
controlled; (Leventhal, Idler, etal. 1999; Leventhal, Leventhal, et al., 2001).

_ Attributes have buth abstract and concrete form, For example, the atiribute “iden-
tity” can have an abstract disease label (e.g., AIDS) and concrete physical symptoms
N_MH._, Hﬂe“:“ﬁt%mﬂhﬂﬂhﬁ?ﬁ are convenient and available cues of SUggEs-
Sty it thie ekpsions epresentation and belp a person correctly or incor-

€. Although symptoms are not medically associated with

To date, 36 million peaple waorrldwide
|CC), 200k are In fected with
into end-stage Acquired Trrumiianiie
448 (060 have died of AjDs-related liln

hppendisg o
. " & Prang .
nenemetdngicel Slugy 354

:ﬁumnﬁuacn. patients who believeq
m%ﬁm_ adherende and better bloog o
{nderstanding how individuals ¢
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tediced o
il i it Their Tty

i TS Teported
a Oguitively ¢ Evenithaj, Leventhai, gy ., 2007}
espanses can facilitate adherence 1o therapey . H_wamﬁ AIDS and thelr emotionyt
and enharce gualiey of life. _,wmmaanzoﬁww ?q_xa.wﬂ i 5 reduce high. gy, kbt
i Ezmmcn: * Ouﬂnﬁ.zn_.. 1999) and thus 1 the EM.;&EW and mios n&n%mcm
ing cognitive representations. Consequently, e ? __mmmzs process for elicic.

. WPOSE of this sy WS T ey,
: plore

cepts’ experience and co
patie s Enitive represeniations of ALDS wi
ﬁsmﬂcima: ogy. within the context of

Review of the Literature
— ST S
voul et al. (1999, in a study of 504 ambua _—
,nmwﬂﬁ protease inhibitor {PTy drags, found LH&MEEWHM‘WHE AIDS whe were not
atigue, sadness, and pain. Both the number of sympoms gﬂhﬁshw q“m_m WOITY,
distress were assoctated with psychological distess nd pooer qually of e, Pasons
with a history Of ntravenous drig use reported more e 2. Pessons
distress. In conirast, a telephone survey and chart revi . mﬂﬁﬂﬁawﬁ i
review of 45 men and women with
HIV/ALDS suggested that PI therapy was assoclated with weight gain, improved CD4
counts, decreased HIV BNA viral loads, fewer opportunisic infectioes, and hekter
quality of life (Echeverria, Jonnalagadda, Hopkins, & Rosenbloarm, E@E..

Reporting on pain from patients’ perspective, Holzemer, Henry, and Retlly {1998)
noted that 249 AIDS patients reported experiencing a modesate level of pain, but only
&0% bad effective pain control. A higher leve! of pain was sssociated with Jower gaas-
ity of life. In 2 phenomenological study focusing on pain, persons with HIV{AIDS
viewed pain as not only physical but also an experience of loss, not knowing, and
social (Laschinger & Fothergill-Bourbonnats, 1999).

Turrer (2000), in a hermeneutc study of HiV-infected men and women, foend that

AlDS-related multiple loss was an intense, repetitive prucess of grief. Two constitutive
patterns emerged: Living with Loss and Living beyond Loss. Likewise, Reauln (1999],
en, found that aithough persons

in 2 phenomenological study of 12 men and 3 el i
with HIV/AIDS experienced thelr iilness as a chronic disease, thell {ness had a pro-

found and pervasive impact 0 their Identity- Participants nﬂiﬁn w.,__ their future
with cautious optimism but could identify positive aspacts about their Hlness. o s
MeCain and Gramling (1992, in a %Eﬁﬁ%ﬁﬂ study on COping M.mm&nm
disease, reported three progesses: LIving with Dying mﬁwgn_ﬂﬁ anr;wa_ - S
Warn Out. Koopman et al. (2000} found that among 147 w v&ﬂhma Eﬁﬁ%ﬁsﬁl
with the greatest level of siress {n their daify Iives bad lower ._HB_H&_ME, e
iorally/emotionally in coping with their fliness, and approachied Ince?

With
ships in a less secure e PIOFE anxious MANNEL

Schwartz, Schaper, Moonen, and o5
was associated with Jower Eqﬂgmmn__h& distress, higher quality

: th.
personal beliefs related to the world, people, and ouf-verth, Fryback

ommewhal similar Tesults, Fasber,

003 noted that adaptation
McDandel (2000} R s
ard Remert (19995
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In a qualftative study of wamen with cancer and mes Wit :_cﬂﬁ_mw _.M,ﬁ__d.._u__n spirituatiy
10 be an essentlal component te health and well-belng. mm%o_w e O found meap .
ing in thelr disease reparted a better qualiry of life than befoie diagn e

3 tial structure of living with HIV/AIDS g,

Dominguez ( (9961 summarize i
women of Mexican heritage as struggling in despalt to ma_.mE_m 4, ﬁm:.ﬂ:ﬁ.ﬁc_m_
womar's very self and existenep

and socially stigmatizing illness that threatens 3 :
Women were seen as suffering in stence while iumnmun_:m shamnte, Efuﬁ and oy,
cern for children. In a phenamenalogical study of five HIV-infected African Americay
women, 12 themes emerged, ranging fromt violence, shock, and denial to uncertainty
and survival (Russell & Smith, 1999), The researchers concluded that women haye
complex experiences that need to be better understood before effective health eare
Interventions can be designed.
No studies reported AIDS patients’ cognitive representations or images of AIDS,
Consequently, this study focused on how persons with AIDS cognitively representeq
and imaged thelr disease,

Method
Sample

A purposive sample of 41 men and 17 women with a diagnosts of AIDS participated
in this phenomenological study. Partidpants were predominately Black (4006), White
129%;, and Hispanic {28%). Average age was 42 years (SD = 8.2), The majority had less
than a high school education (524 and were never martied (53%), although many
reported being ie # relationship. Mean CD4 count was 153.4 (8D = 162.8) and mean
viral foad, 138,113 (8D = 270,564.9). Average time trom HIV diagnosis to Interview was
106.4 months (50 = 64.2), Inclusion criteria were {a) diagnosis of AIDS, (b) 18 years

of age or older, (¢} able to communicate in English, and (d) Mini-Mental Status exam
SoOfe » 23

Research Design

In %cﬂﬁi@ﬁ_ the researcher tramscends or suspends past knowledge and
experience to understand a phenomenon at a deeper level (Merleau-Ponty, 1956). It
i an attempl to approach a lived experience with a sense of “newness” to elicit rich
and nm_ﬂﬁ:cn data. Bracketing is a process of seiting aside one’s beliefs, feclings, and
Mﬂ%ﬁawﬂhﬂwﬂ_u& open or faithful to the phenomenon (Colaizzi, 1278; Streubert
_._—____.H.wmm . )- As a health care provider for and researcher with persons with

! . 1 was necessary for the interviewer to acknowledge and attempt to bracket

thase ﬁih_”.“_:mn“. ﬁﬂau_”nﬁm:_ had vmn_.u 4 patient of the interviewer,
nuEmM.. o u.;nE 5 snh_....“ua success of phenomenological research questions
depends i b h the ﬁﬁn_wﬁ touch lived experiences distinct from
ngg i - Exploring a _um_.mau § image of AIDS taps into a personal expe-
¥ studied or shared clinically with health care providers.

o o
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alegical Etudy
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g 1 fromn the univers; e —
er approva ; - HHIVEISITY'S Inst|tg; T
m” man subject Review Poﬂn:ﬁﬁﬁm: s :Hwﬁﬂsﬂ Hozeg
I 2o b
and asked tO paricipate. Interviews weye Condurteg
16 n_ﬁmﬁmn to persons with HIViAIDS. & hospitaj Ver 18 month, it
qd aresidence. Al interviews were tape- ; En_._“_&;n, 2 long term
m Sﬂ:ﬁ_q.
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T ———

—
i0d a giry haspitaly
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TIierty
- WETE Apnachied

Hﬁauma not HE:E% about AIDS provided the shorteer intany

sbtain greater richiness of data and varlatian o inmages, we n @E Qm_pﬂag?_ to

(Morse, 2000). The Rrst researcher conduicted alk 53 Eﬁ_mp._ﬂaﬁﬁmia 38 particlpants
After obtaining informed consent, each i :

to the following: “What is your experience

of HIV/AIDS, or how would you describe

what meaning does it have in your life™ As the richness of o

emerged, it became apparent that greater depth could be ;Mﬁmﬂwﬁmﬁﬁﬁ

pants to draw their image of AIDS and provide an explanation of thetr drgws T

participants drew their image of AIDS. 9% Bet

muﬁrmnocnﬁ information was obtained thaough a Paper-and-percil questionnaize
Most tecent CD4 and Viral Load laboratory values were obtained from patient ﬁ__.ﬁa.
ased on institution policy, participants at tie long-term cae faciltty and ﬁﬁmnﬁm
recetved a $5.00 movie pass. Clinic participants recelved $20.00.

with AIDS? Do vou have o mental image
RIVIAIDS? What feelings come 1o mind?

Data Analysis

Colaizzi's (1978} phenomenolagical method was employed in anatyring participans’
ranscripts. In this method, all written transcripts are read several fimes to pbtaln an
overall feeling for them. From each transcopy, slgnificant phiases or sentences that
pertaln directly io the lived experience of AIDS are identibed. Meanings are then
formulated from the significant staternents and phrases. The fonnulated meanings are
clustered into themes allowing for the emergence of themes common th all of the
participants’ transcripts. The results are then integrated into an in-depth, exhaustive
description of the phenomenon, Qneedescriptionsand inemes have been otained, the
researcher in the final step may approach some participants a second time to vaildate
the findings. If new relevant data emetge, they are included in the mﬁaaﬁﬂﬁuoﬂ

Methodological tigor was atained through the application of vetfication, vaiidation.
and validity (Meadows & Motse, 2001). Verification is the Arst step Lo achievitg ﬁE_M
Of a research project. This standard was fulfilled through literature searches, ewﬁe.mﬁ
the phenomenological method, bracketing past EXpETEnces, heeplug E:M%ﬂ.ﬂhmﬁ
an adequate sample, identification of negative cases, and interiewing
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TABLE 1

o 4
uusbitatwe guity and Research Dusign

of data was achicved (Frankel, 1999; Meadows & Morse, 2001} Validation, & withyp,
project evaliation. was accomplished by multiple ethoeds of data collection {ohservg ouss,
interviews, and drawings, data analysts and cading by the more p..xvmumunmu Tesearcher,
member checks by participants and key infonnants, and audi trails. Validity is the nyy.
come goal of research and is based oa trustworthiness and external reviews. Clinical appy;.
caticn is suggested though empathy and assessment of coping status (Keamey, 20013,

Results

From $8 verbatim transctipts, 175 significant statements were citracted. Table |
includes examples of significant statenents with their formulated meanings. Aranging
the formulated meanings into clusters resulted in 11 themes. Table 2 contains twg
examples of theme clusters thar emerged from their assaciated meanings.

Theme 1: Inescapable death. Focusing 0n Negatve COMSEqUERCES of their diseise
was the pervading image for many persans with ALDS. Responding quickly and sponta-
neously, AIDS was described as “death, just death,” “leprosy,” “a nightmare,” “a curse,”
a *hlack cloud,™ and “an evil force getting pack ar you,” The sense of not being able
to escape was cvident in descriptions of AIIS as “The blab. It's a big Jell-0 thing that
comes and swallows you up” and "1f's like l'mm ina hole and 1 can't get out,” Another
statid, "AIDS, it’s a killer and it will get you al any God-given time."”
A sense of defeat was evident in a Hispanic man's explanation that with AIDS you
are a “goner.” He stated, "With HIV you still have a chance to fight. Once that word
'ATDS' starts coming up in yout records, you bought a ticket [to death]."

® CSelected Examples of Significant Statements of Persans With AlDS and Related
Fermulated Meanings

Formulated Meaming

AIDS 5 sueh 2 traumatizitg
realitythat people have diffi cutty
vartializing the word A0S

B
e

piwn somebody being reslly heallhy to just nothing—  As physical chapges are
and deteriarate, 'vo tost 3 lok of friends that way.  experienced, an image af AIDS

§%5 oping rratly. | used 16 ba 3 diasel rwechanic fean'tsven carry  wasting dominates thoughts

wp a2 Hightt of staics anymore,

aBLE2 @ Example of Two Theme ¢

preaded nodily destruction

_u_.;.m_nm_ changes include dry Mauth, weighy Y :
expacts tiredness. Loss afvision, Marks al sver g ik harges 5
Helo paust vickims
nn_:__.___._.ma v bed with sores sil aver
Extreme weight loss
parriple wWay 1o die
Changes fram taing reatly hoatthy o shin and fones
Bedily deterioration
pevauring lite
wihole perspective an Wife changed
pever had a chance 1o have a family
Life has stopped . i
Mo hanger able to worh i
witl never have normal relations with anren
Uncertain what's going to happen from day fo day
Worked hard and lost everything

A 29-year-0ld woman, diagnosed with HIV and A0 9 months hefore the Inkerview,
drew a picture of a grave with delicate ted and yellow flowers and wrote on the toumlk
stone “RIP Devoted Sister and Daughter.” Over the grave, shte drew a biack cioud with
the sun peeking around the edge, which she described as symbolizing Lty famity's sad-

ness at her death,

Theme 2: Dreaded bodily destruction, in this clusies respondents focused oo
physical changes associated with their illness. AIDS was envisioned as _Euﬁﬁ__._ sﬁuﬂ_ wese
skin and bongs, extrerely weak, in pain, losing thele minds, and lytog in : %ﬂam
for the end. Descriptions were phystcally consistent Dt &uﬂ_uumqh e
experiences, such as seeing a family mertber OF HM_M. eﬂ. Hﬂ e EEMEFEB
of holocaust victims. It is an ending thrat 15 HEMMHE _M.quvm# e

Body image became a marker fof level of wd! delpton Cyimg. AD rctremety b
One soman described her image of a%m MMB_ nis 44th birihday amcribed 1S
thin man awaiting a laryngectomy o1 .._“EEE ecalled Tom Hauks &8 e

image of ATDS by saying 100k at WE,
: in the
Plfladelphia (Saxon & Derome, 1993 THEBY 0 tg end hae . e

don
how thin he got. You start worrying about .. YO8
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or of images. people cognitively represenyay

5 cfust ;
Theme 6: Just a disease. 10 this ¢ s SR
jzing the external cause, one participan,

the cause of AIDS as “an unseen 5&9%

“4 little mini bug the size of a mIte. Iinim

viewed AIDS as an “nconvenience” and anoth
Some normalized AIDS by imaging I as @

or diabetes, persons witl: AIDS felt the peed (0

their illness. The suppesition was t

lowed they could control their illztess

i halogical consequences that ocC : :
- ﬁﬁﬂﬂmwﬁs ﬁmcﬂmn:nium two excerpts illustrate the disease image;
WETE T} . :

¢. Since | go to support groups and everything, they fell me
i tes and just do what you have to do. Take

or a5 having been deall a “bad carg »

It's just a diseas o
Iook at It as if it were cancer or diabe . )
your medicing, leave the drugs alone, and you will acguire a long life,

And

[AIDS is] a controllable disease, not a curse. I'm going 1o control it for the rest of
my life. I feel lucky. There is nothing wiong with me. I'm insisting on seeing it
that way. It may not be right, but it keeps me golng good.

Somclimes, the explanations for AIDS were scientifically incorrect but preserited g
means for coping. One man described AIDS; "It's just a disease. It's a form of cancer and
that's been going on for years and they just come up with the diagnosis.”

Theme 7: Holding @ wildcat. In this theme, people focused on hypervigilance
during hattle While under permanent siege, every fiber of their belng was used to fight
“a life-altering disease.” A 48-year-old man diagnosed 6 months before the interview
stated, 1 have to pay attention to it. 1% serfous enough to put me out of work,”
Angther man, diagnosed for 6 years, was firm in his resolve: “I'm a fighter and I'm
never going to give up entil they come up with a cure for this.” These images were
essentially positive as can be seen in the following description of AIDS in which a

scratch by a wildcat Is not “super serions.”

To me HIV Is sort of ke you've got a wildcat by the head staring vou in the face,
snapping and snarling, As long as you are attentive, you can keep it at bay. If you
lose your grip or don't maintain the attentiveness, it will reach out and scratch FOU.
Which in most cases is not a super serious thing, but It's something of a concern
that it wili put you in the hospital or something like that. You got to follow the
rules quite regimentally and don't fet go. If you let go, it will run you over.

Vigilance was used not cnly to control one’s own disease progression but also to

protect athers. A woman diagnnsed for 3 Vears noted,

chronic disease. Like people with cagep,
geton with their lives and not focys on
hat i medications were taken and treatments fo).
the same as persons do with canicer or diabetes,

ur with other chronic disepgeg

Aapie

Just being conscious of I because wpey

yhat you tive with, you have ig e extremely ME _w_n.: And whor «

irmes: Jt 1as t0 fust be stuck in yoyp oy o Em_ﬂau_:. You g0t to i
oy B &

= i Even attending to ¢ b
share It 810 one of yoyr childreps, e Ve 1t and dont W

. ¢ of not 3
fhemte .m. mﬂﬁﬂmﬂrﬂwﬂn BHHE&M. SOme made 5 streng off
4nd, at IMES: ; mﬁgq_}?.ﬂﬁaas. 110 forget their gjsense
AIDS caused anges, anxiety, sadness, ang depresy finage of ALpsg, Thistking abese

magically erase the reality, and it Provided
H.mmwm.m_ A #41-vear-old man who has liveg ..‘,_,5__“m Hmmmﬂmg ton ey

fi's a sickness, DUt In my mind { don't thipy; gy gotit B

g BT .Eﬂ_ It comes down more op You. It's mare Hu“?,ﬁ. ¥ you think

try and stay alive Is that you don't even think ghy ; It's :pﬂasﬂa e
Gl the mind.

The extent to which some participants 11 s
the following descriptions in EEEWMM iﬁqmm %ﬁ.ﬂ“u WHHH,.M_EM AIDS can be seeq in
1o as it A 44-year-old Hispanic woman stated. "It 5 E&uﬂ&mﬂmﬁ“ onfy refered
ies an angry thing. I don’t think much of ittty to keep it ot of ry g wmmﬂ_h&a.
yooittan asserted, "It temible experience 15 Very bad, | can't even mﬂ_ma i E.,_M
think about it. T try not to think about it. 1 just dop' think aboat & That's it wﬁ._.#ﬂu.ﬂ

it out of my mind."

Theme % Aceepiing AIDS. In this theme, cognitive Tepresentations centered oo a
general acceptance of the diagnasis of AIDS. Accepting the fact of having ARDS was
seen as vital to coping well. People with ALDS readily assessed their coping efforts.

A Hispanic woman noted, “I'm not {n denial any more.” A 39-year-old Hispanic
man wha has had the disease for B years stated, "Like it or got vou have ta deal with
this disease, " Another noted, “You have to Bive with it and deat with # 2nd that's what
P'm trying to do.” A 56-year-old man who has had the disease for 13 years surnmarized

his coping:
Either you adjust or you don't adjust. What are you going to do? That's life. 15

up to you. I'm happy. 1 eat welt and | take care of myself. | gor out. ._.%a_:m:_&
put rrie in a box. Sometimes you don't like It but you have to accept it because

you really can't change it
accept thelr disease. A Rizck

Individuals diagnosed more recendy @.ﬁa i o[ hate that word. I'm still
man diagnosed for 2 years vacillated is - ﬁ:ﬂ.__ Howover, he stated that he
trying to accept it, I think. Yes, [ am mylng @ with s family. Anotbeer man

avoids conversation about HIV/AIDS and Is riot 5 Open
diagnosed 3 years prior noted.

iy
< _—u.#m_._qﬂw_a_a.u...normﬁi.__.

359
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A .
PREN/L L ru_,mﬁ;-:afﬁum?# EL

[ stidl don’t believe that it's happen 1o me and it's taken all ﬂ_:_m ::.E unﬁmmn._,_ etip
orl 1t ar to deal with it. 1 still haven't got prip on it ,m_:#_, .:”.H.w:._r. t's finally
sinking in that [ do have it and Pm starting 1o fecl lousy ahout it

o
Neither of these last participants mentioned the word "HIVE ar AIDS.

Theme 10: Turning to a higher power. In this theme, nmm:.m:”__,.c wmﬂ-Wﬁ.jE:cﬂ
of ALDS were assnclated with "God,” "prayer,” “church," and E_:.Em_:.w_. S0me saw
ALDS 2 2 motivatien to change their lives and reach for ﬂnn. An Hispanic man living
with HIV/AIDS for 6 vears stated, "If | didn't have AIDS, I'd probably sull be out there
drinking, drugging, and hurting people. | wrned my life E..z:nn. I gave myself over 1o
the Lord and Jesus Christ,” Another noted, "1t |AIDS] worsies me, What Fdo is a log of
praying. It really makes me reach for God.” .

Orthers saw religion as a means to help them cope with p:um., CHie Person expressed
it as “1 know [ can make it from the grace of God, My Jesus Christ is my Savior and
that's what's keeping me going every day.” One man reporied how his spirituality not
naly helped him cope but also made him a better person:

At ome point 1 just wanted to give up. I It wasn't for knowing the love of Jesus
1 couldn't hiave the strength to keep going. | feel today that I'm a better person
spiritually. Maybe not healthwise, but more understanding of this disease,

In contrast, a man diagnosed In jail attributed AIDS to a punislunent from God:
“sometimes God punishes you. [t like [ told my wite, [ should have cleaned up iy ac”

Theme 11: Recouping with thme. Although the initial fear and shock was aver-
whelming, time became & healer such that images, feelings, and processes of coping
changed. A sense of imminent doom hurled some into constant preoccupation with
their iliness, despondency, and increased addiction, Living with HIV/AIDS facilitated
change. One women noted, “When | first found ott, | wanted to kill myself and just
get 1t over with. But now it's different, I want to lve and ftist live out the rest of my
lfe.” Another described her transition s, "At first ] thought | was going to be all

E..ﬁ..& up, all dried up and looking welrd and stuff like that, but I dan't think of those
things anymaore. | just keep living lite

As time passed, negative behaviars were teplaced with knowledge about their 1i-
ness, efforts at medication adberence, and a Journey of personal growth facilitated by
people who be

lieved in them. One man reported that his Initial image changed from
being in bed with tubes coming out ¢ o

of his nose and Kaposi sarco is hody to
ving a normal Hfe except for nat be . i overh 2

= p ing able to work,

-HANGE was evident 1o one man's image of AIDS g5 3 t

hang me line. He drew a wide
vertical line beglnning at the top with

the first phase, dlagnosis, colored red becanse

i ; , dlagnosis, colorel
ﬁ%hﬁh«s”ﬂ _E“n Waﬁamaan.q E.n a red light on a machine.” The next phase was
abeled “medication, education, and acceptance” to reflect the sky

pat e could see from his inpatient peg, yi
.E labeled Emwﬂz_ ; i@

year- 1Spanic man drew a ch
gwﬁ“w egingwithalobolbo e __H___ﬂnﬁﬂ 5 e Wt fve sdicipe g
4 i self showing the end stage of his disegye. "
M.n.:.nnm, ar shoes; a sad-faced persan without hai
with flowers. The final picture drawn was of 4

PO W5 Colored beight yejon
a

S e [ a. In contrast, a 53-vearolgd

on in Florida ¥ man reported that

.H_.nu__.__m._d..mﬁ n s mgﬁmm of AIDS as A _._.ﬂ._.mhw_ h“_._uﬂ.ﬁ.:. n 14 Yers he had oo
results were integrated into an essenilal schemg of ATDS. The lived ¢ ;

AInS was mnitially frightening, with a dread of hogy wasting and E:Esﬂ,ﬁﬂﬁﬁ af
Cognitive representations of AIDS included inescapable deatn, badily destruction

ghting  battle, and having a chronic disease. Coping methads included Eﬂsw,m

for the ._.ZHTH n_ﬂhms_ ﬂm_..._n_.m for bw._nmﬁ.ﬂ Nnnmm&ﬁm the

. diagnosis, wiplng AIDS aut of
their thoughts, turning to God, and using vigilance W

: ith time, most people adjusted
to living with AIDS. Feelings ranged from “devastating* “sad,” and __wnm,.ﬁsam_uﬁ

at “peace” and “not worrying.”

Discussion

in this stidy, persons with AIDS focused on the end stage of wasting, weakness, and
mental incapacity as a painful, dreaded, mevitsble outcome. An Initiak response was
to ignore the disease, but symptoms pressed I on their reality and forced a seeking of
health care. Hope was manifested In waiting for a pasticular #rug to werk and holding
on until a cure is found. Many participants saw a connection between caring for
themselves and the length of their lives.

Some participants focused o the final eutcome of death, whereas cthers spoke of
the emotional and social consequences of AIDS in their E_ar Efforts were made {0
regulate mood and disease by increased sttentiveness, controliing thoughi, EMW...!F
their illness, and turning to spirituality, Some coped by thinking of AD5 454 ¢
illness like cancer or diabetes. :

As nioted earlier, McCain and Gramling {1992 Eﬂ%& jﬁhﬂﬂﬁ%
with HIV, namely, Living with Dying, fighting the m.n_ﬂmw_m_ 7 pable Desthj and 7
Images of Dying and Rghriag vese Sor Ew_.,.ﬁ__H HH_ whethet they were
(Holding a Wildcat). Pasticipants in this study were :wmw el
coping. Many spoke about accepting or dealiog With eferves to AIDS 35 *10.”

St th word, ﬂgﬁaﬁﬁm#nﬁﬁ i E_ﬂﬁm_ u“ Theme i, Turning 0 4 Highet

Consistent with Fryback and Benerts STF :Hmvm sheir mortallcy. Like Tumes's
Power, emerged as a means of coping 2

; changes/losses 8
(2000} sample, participants n the cureo! &&%ﬂﬂﬂﬁ%ﬁ o Lenone
their Hyes and reflected on death and dying. 3

iy their lves
Learned, some participants saw AIDS as a turming pout



Jaz

Gcdli b gtog Rgeey ard Rosea b Deswn

o ol a5 an 3
(1999 study, Chronic gistase emerged as an image. In gy,
Aligoed with Brauhns{ ._.._:.;w_:._.... used the nomenclature of chirnpie ey

frast to Baauh's samphe, these 4 be pusited that the back of caygig,,

¥ can
b munimiee e negaive aspecty ol i t in thds study because the
srmism In planmng thelr future was nal presen Entire
APELII AL

sampre had AR

Theoretical Elements

\s Metenbach snd Leventhal (1996) noted, cognitive representations were highly
Atk o al lacks., Conslatent with reseqpe
serdin sl and nen afways in acvord with medica arch in
ad cognlve fEpresentations reflecting Attty
oty inesses, persons with AILDS had cogn : s
A s e, and ontrollability (Leventhal, Levenpq
oF comseguenes, Causes, disease time fine, & s
et al., 2001 In particular. we identified threc themes that centered on anticipatey
or expericnced consequences assoctated with AIDS. Inescapable Death and Dreageq
Bodily Destruction ivolved negative physical vonsequences that are understandable
at end n.ﬁn in a disease with no known cure, The theme Devouring Life locused
on the far-reaching emotional, social, and economic CONSEQUENCES experienced
By participants. The Just a Disease theme reflected cognitive representations of the
&.Em of AIDS and Recouping with Timne had elements of a disease time line (pom
diagriosn 10 burial a
Six themes Hoping for the Right Drug, Cacing for Oneself, Holding a Wildcat,
Magic of Not Thinking, Accepting ALDS, and Turning to a Higher Power) were similar
o the contrpiiabiliny attribuie of illness representations. Previous research centere
nn controfling a disease or condition through an intervention by the individua)
o an expert, such as taking 2 medication or having suegery [Leventhal, Leventhal,
et al., 2001} Thit finding was substantiated in the themes Hoping for the Right
Druy and Canng for Oneself. Unigue to this study, persons with AIDS attempted
Lo controd aot only thelr emotions but also their disease through vigllance, avold.
ance. acceptance, and spirituslity coping methods. This s particularly evident in
Ep p ¥
the statement that “To try and stay alive s that you don't even think about 1£." This
study extends previous research on illness representations to persons with ALDS
and contributes to the theory of Self-Regulation by suggesting that in ALDS coping
methods function like the attribute controllability. Of note s that elght partici-
panis drew and described their dominant image of AIDS. These drawings provide a
Unigue revelation of participants’ concerns, fears, and beliefs, Having participants

draw images of AIUS provides a new method of assessing a person's deminant
Hiness represeniation.

imptications for Nursing

Inquiring abott a patients image of AIDS might be an efficient, cost-effective method
for nures 1o #3568 4 patient’s illness representation and coping processes as well as
mn_ﬁnsn niurse-pafient relattonships. Patients who respond that AIDS is “death” of

they wipe it ol of their mingds® might need more psychological support.

o i

i

i
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any Hn«ﬁoﬂnnﬂﬂw uwsed their brria

a.._umn._mh._.ﬂ.mm.. s [EESOTNS with _P._.U_U_WW—
/ 35 Filt

4 touch feelings Aot previously shae Asking pg
ﬁ.m_..nm af their iness,

BE OF ALDS 4,
U2 Ther Mortg)

acce
puture Research
¥ mﬂ_ﬂdm representations have beey identifie
osited that how a person images ADS .
____mr pehavior, and quality of ife. i persons iy, o - Medication adherence, figh,
q:._mﬁﬁ.. would they adhere to a dithog medicas A
yould @ person who experianed

fects? ¥ EMOtONE] ang soci
_m_m MOTE likely to protect othets Fom COntacking the g Smﬂa:nﬂﬁpg of MTS
pxpect that persomns who focus on fghting ADS o caring for them J;E reasenable o
ikely t0 adhere to medication regimensy Dop WES wiviald v myore
their diagnosis, OF MINIMIZE the disease have a better tyuaity of e Furthiar
combining images of AIDS and objective measutes of medication EEEE
+ ehaviors, and quality of life is needed o des i

: erning M there g ag asnciation berw
specific iflness representations and adhecence, risk behawies, andfor qualing of Enmm__

d with Aips.
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