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The accuracy of predicticns of how prople will reace 1o a0 medieat test resalt is
importa hecause it may intinence the decision to be tested We hypothesized
that people would overprodict their oway long-term reactions to HIV test results
i e . that they would Teel hettey in response 1o seropositive results and worse in
response 1o pegative resolts than they expected to) . o the first study phase,
anticipations of reactions 1o positive and negative HIV testresults were obtainerd
from St subjects In the second phase. postresult reactions were olnained abow
5 weeks after subjeets leacned the results of their tests The resubts suggest that
people anticipate more thstecss piven a positive resudt and anteipate tess distress
givert a negative result than they expericnee Cantions abow the comparability
of the 2 samples and reconmondations for {urther research are discussed

The psychological effects of THY test result notification are an issue of
greal concern A common pereeption of the general puhblic, and often
of health professtonals. ks that notiication of HIV seropositive status is
detrimental 1o psyehologival healtde leading 1o great distress, depres-
sion. and possibly suicide Fear of such a powerlolly negative reaction
o a positive test result secms to be an important factor that causes peo-
ple at risk to decline o debay testing for other conditions (Mastromau-
ro, Myers, & Barkman U877}

Because people’s expec tations of their own emotional reactions to test
results influence the decision 1o he tested, it would be interesting to
know whether such expectations are realistic Although the psyeholog-
tcal impact of seropositive status has been studied, no studdies have ex-
amined whether peopic wio seek 1TV testing can accurately anticipate
their emotional states after notilication of HIV status

The impact of HIV stius notification on emotional state over time
has been studied Peres and colleagues (Perry, Jacobsherg, Card, etal ,
F993; Perry, Jacobshery Fishman, of al L 1990) examined the impact of
serological status on pswy hological state in a sample of atrisk subjects
whe volunteered to 1cocive an IV test The emotional state of these
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subjects was assessed hefore. immediately after, and at 2 weeks, 10 weeks,
and 1 year alter HIV statns notification A majority of subjects demon-
strated a high degree of anxiety before receiving thair test results, and
those who tested negative showed almost immediate refief on learning
of their seronegative status. Scropasitive subjects were anxions at the
time of notification. but by 11 weeks later were maich less anxious At
the end of the year. psychopathology was found to be predicter by ini-
tial psychological state and by a variety of other ¢haracteristics, but not
by HIV status.

Moulton, Stempel, Bacchieni, Temashok. and Mass (1091 examined
the impact of HIV testing on s sample of homosexual men and fonnd
that distress was reduced in men who had incorreetly thought they
woukd test HIV positive Distress oid nnf inerease in sernpasitive men whe
incorrectly thought they wounkd test HIV negative. Moreover, serOPOsi-
tive subjerts showed less hopelessiess and distress than did a cohort of
nannotified controls (who agreed to be tested but did not want 1o be
notilied} Both seronegative and asymptomatic sevopositive subjects
reported fower levels of psychological distress than symplomatic serop-
ositive subjects. suggesting that psychological distress was more closely
related to symptoms than 1o knowledge of HIV stains

Similar findings have been obtained in studies of predictive testing
for delayed-onset genetic disorders such as Huntington's disease (HD),
a candition that is severely debilitating and then fatal and for which
there is no treatment. The appropriateness of tests for HD and other
fatal and untreatable conditions has ficen debated for MANY yerrs
Health professionals are concerned that penple at risk for HI will ar-
tempt svicide if they receive a positive test result. This thinking is hased
on observation of the svicide attenipts of people symptomaric for HID

At the time this research was conducted, the test for HD was hased
on an indirect method, idemilving a marker rather than the gene (The
current T test identifies the gene directly } Instead of providing a
definitive positive or negative result, the indirect HD test was either
informative (increasing or decreasing the risk of developing HD from
50% to 95% or K%) or uninformative (providing no new information
about the risk of HD). At johns Hopkins. Brandt, Quaid, Folstein, Gar-
ber, Maestri, Abbott. Slavney, Franz, Kasch, and Razazian (1989) found
that afier a year's follow up there were no major disruptions in the lives
of these who received notification of an increased risk In Ganada, a
collaborative study between several HD testing centers found results

similar to those of the HIV notitication studies (Wiggins, Whyte, Hug-
gins, Adam. etal, 1992) The majority of prople tested were distressed
at the time of testing. Once the test results were made known, those with
a decreased rick made the most immediate improvement hut after a
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year's follow up, those with an increased risk alkso imp:’(‘werl St,ﬂ?_;(’:rtlu
who received an uninformative test result changed little from their ini-
tial state In botl studies, there was no evidence of increased distress,
depression, or snicide as i consequence of increased r'isk.' '

The HIV and HID studies sugpest that knowledge of one's disease sta-
tus in the asymptomatic state does not generally result -iu f.]i.'ii!'t?!'%h‘, e -
pression, or suicide Although there may be initial teactions of dlsi_rms
and shock upon lemrning that the test result is positive. these effed '8
appear to dissipate rapidly over time In fact, h;\sed. on the ‘psyc:‘h()lc{gr-
cal measures used in these studies. those who received an informative
test result (pegative or positive) showed less psychopathiology than those
who declined notification of their test resalts or those who could not
receive more inforputive test resuhs 1 appears thal asymptomatic peo-
ple cope well with the news (hat they are THV or 1D positive. However.
there is reason to cxpect that people who choose 1 be 1ested are -
awate of this fact. and specifically that they will tend to overpredict their
own reactions to a favorable or unlivorable test result

Research on self predictions in domains other than medi(.ai. tcst%.np,
suggests that people underpredict their own powers ufmi:lpmtmn' Fen
example, Loewenstein anil Frederick (1997) conducted a crnss—sec:.non:q[l
study in which they asked some subjects to rate the degree to which 12
different events (such as weight that they gained or the shrinking ol the
rainforests) had aflected theiv well-being during the past decade m“.;
others to predict low 12 events that were matcher as closely as possi-
ble would afTect their well-heing during the next decacde People gen-
erally expected future exents 1o affect their own xvc!l-l)(“i[r;:; more than
had past events, as il they underpredicted their nwn ability o atlapt
Loewenstein and Adler (1995) shiowed people an object (a coffee mug).
told them that they would be given the object, and asked them to pre-
dict how much mooey they woukd need 10 be paid 1o part with it They
then gave subjects the nayg and gave them the opportunity to exchange
it for cash Subjects substamialiy underestimated how attached they
would become to thic object Although neither of these studdies exam-
ined reactions to imcdieal test vesults, both seem 1o suggest that there
may be a systematic tendency for people to nnderestimate their own
powers of adaptation .

Kahneman and Snell (1990} hypothesized that when people predict
their own emaotional reactions to evenls. they consider an instantaneous

representation of 1he outcome antl don’t take adequate account of

adaptation processes. Tn the case of HIV notification, they may forman
image of how iLwoukd fecd to receive news of an unfavorable test resody,
or they may constindCan instantaneons representation of IV that com-
hines notification with debilitation and death and fails (o take accoiny
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of the long period that often intervenes between these ontcomes. Read
and Loewenstein (1995) called this phenomenon time contraction and
showed that it is partly responsible for a curious pattern of choice first
demonsirated by Simonson (1990). Simonson found that when people
make many reprated chioices simultaneously, they choose much more
diversity than when they make the same choices sequentially. Tn a typi-
cal study, subjects choose whic i of six snacks to eat in three successive
weekly meetings of a class Subjects in the sequential choice condition
make each choice on the day that the snack is to be eaten: those in the
simultaneons choice condition choose all three snacks on the first day
Typically, subjects who choose snacks each week choose the same snack
on all three oceasions, whereas thase who choose all three snacks at the
beginning choose two or three different snacks Time contraction im-
plies that people pay insufficient attention to the 1-week interval sepa-
rating the snacks, so they overestimate the degree to which they would
get tired of their favorite snack if they ate it on all three oceasions

Consistent with time contraction, Read and Loewenstein {1995} showed
that if the long time interval between choices is made especially salient,
the desire Tor diversification is reducerd Applied to HIV test results, lime
contraction implies that, when asked how they will feel 5 weeks after
getting a specific test result, people will pay insufficient attention to the
Sweek delay and will underestimate the degree 1o which they will adapt
to the news, whethier favorable or unfavorable.

Together, these findings suggest that_people may estimate correctly
their initial reaction to the news of a positive or negative HIV test re-
sult but will underestimate their adaptation over time to that news We
therefore predicted that people would overestimate their long-term
negative reactions to an unfavorable test outcome and overestimate
their long-terin positive reactions o a favorable test outcome

INTENDED STUDY AND QUALIFICATIONS

We intenrled to conduct a two-phase study In the first phase, we would
obtain anticipated reactions 1o positive and negative HIV test results at
the time of the actual HIV test at an anonymous testing site in Pitts-
burgh. The second phase would consist of the postresult reactions,
obtained from subjects about 5 weeks after they learned the results of
their HIV tests.

A condition of access to our sample was preservation of subjects’
anonymity. We hecame concerned that it might be difficult to obtain
postresult reactions from a sample of subjects who were anonymous (o
the experimenters and thus responsible for initiating follow-up. In fact,
stightly less than half of these subjects were lost to (nllow up. Another
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difficulty (happily} was that the seropositive conversion m}e in P“,“f'
burgh is fairly low,! aud a single testing site would not pmvuie_a su!h«.
cient number of HIV-positive subjects We cunsequenl.l\,; m_ivcr[‘lsed fon
a second sample in Jocal newspapers This sample (‘nnsasleld of peoply
wha had learned the result of their HIV tests in the previous 4 to if)
weeks, or at least made that claim; from these we oblained posnest_ﬂt,
reactions of hoth HiVepositive and HiV-negative suhje(_:Lf;. !)1.". no antic-
ipations. As a conseruence, our data consist ol an anticipation samph;
obtained [rom one set of snhjects before learning the results of the l-‘]l\
test and a separate but not necessarily comparable postresult reaction
sample o .

No matter how interesting or provacative the data. itis important (o
realize that the analsis is based on 1wo potentially nnm:nmp.:n'ahl.e 5ani-
ples, so no definitive conclusions can be drawn For subjects in Hu:'.
anticipation sample who did not complete the sccnnr{ phase of the study,
postresult reactions and HIV status are unknown Some of 'ﬂlesc sih-
jects may have testedt HIV positive and experienced so much ch:slress lth:u,
they were unahle o1 unwilling 1o complete the postresudt portion of Ifnt.
survey In addition, the subjects obtained l.ht.‘nugh rh'o: _n(’wspnper.pur
viding us with postresnlt dala may have anticipated different reactions
I'hese subjects were recruited from a different source. were pr'o}_')a!.ﬂ)
tested at a different Facility, and may have very different characteristics
alfecting their anticipated reactions Finally, becanse the study was conw-
pletely voluntary, even if onr two samples are comparable, "“f’,’ may mn;
represent the general population of people -[[’.Sl.{’.f] for HIV lins‘ st.tfcl}
is best viewed as an initial investigation pointing to some of the diffic l't]-
ties of research in this area, a development of a uselul methodology I
future work, and some interesting resnlts—consistont with prior find-
ings and theorizing—thal require further verification

METHOD

The study was comlucted with the conperation t_xf‘th{: Piusburgh AFDS "ii:wk
Force (PATTY and the Allegheny Gounty Health Hepi\r!rltem PAIF is a free,
anopymons testing site operated ac s single Im‘:'ll'inn in Pittshurgh l.mdt!r the
auspices of the connty health department Additional support H’(TI'-VIIL'L"S: com-
mupity edueatinn, and service programs are also provided by PA1 F; Testing
nsually accues on a walk-in basis. althougl itis possible to make nppmn'lm-mis
for uvstling Testing is compictely anonymons Those whe p'rtrsr‘-mlfur testing :u.t’
provided with counteling and a risk assessment W the t.mw al the test; !i\(.y
return a week later o oliain their results Less than 15% [ail to retnen for theiy
vesults Records are kept based on pacudonym and HY monber When people
came to PATT for 1westing. they were informed about our study Flyers and a
deseription of the study were placed in the waiting room. surveys were plieed
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right pext 1o the signaip sheet fon testing, and the PATF sialf member respon-
sible For testing ot risk assessment informedd potential subjects abont the stuely
However, researchers in onr study did not interfere with the usual procedures
0f PATF; unless potential subjects expressed an intercst in the study, researchi-
ers did notapproach them We did not count the number of people who eame
into PATF For testing but did not participate in the study Over an Baveek peri-
otk, 50 peaple who eame to PATF for testing agreed to participate in the study

If a potential subject expressed interest in the study. a researcher asked the
subject to Bl out a snrvey A 21-4tem instrament conraining standard items used
to assess mond was developed  The survey was developed so that it cothd e
athministered cithor in person oy over the phone Subjects were asked 10 an-
ticipate their repctions & weeks alter learning their test result There were two
anticipation conditions: testing positive and (esting negative I both cases.
subjects were asked to imagine that it was B weeks alter they had learned their
test veslt and that the result had heen positive (or negative) Subjects then read
the 21 statements and were asked the cxtent 1o which they believed they woukd
agree or disagree with each statenient Subjects were also asked 10 provide their
age, gender, and estimation of HIV risk and to indicate whether this was their
first HIV test. Researchers noted whether the survey was eompleted hefore the
suhjeet received the risk assessment and HIV test frout the PATF stalf member,
or after The average duration of the entire survey was abowt 10 minutes, in-
cluding explanatinn The format and scale of items in the survey are present.
ed in Tuble Fand the survey items are presestted in Table 2 Sample instruc-
tions are presentedd in Table 4 In (e anticipation phase. a subject responded
toall 21 items hmagining that he or she tested positive and all 21 items imag.
ining that he or she tested negive The order (positive or negative Arst) was
randomly assigned so that half the subjects-eompleted the positive test result
anticipation first and half completed the negative test resuly anticipation firse

After 20 subjects bad been recruited. we decided to add an item to the end
of the questionnaire. We asked subjects, “How Hkely is it that you are BIV pos-
itive? Please give a number between O and 100 where 0 means that there is no
chance that you are HIV positive and 100 means that you are certain that you
are BV positive ” Subjects were pgiven the option of providing a number, or
making a mark on a line, with marks ranging from O (ne chanee) 1o 100 (abwo-
lutely certain} At that point we also started to indicate ou the form whether the
stibject had completed the gquestionnaire before or after the HIV test

For participation in this phase of the study, subjects were paid $6 To ensure
anonymity, subjects were given 1D numbers To complete the postresult phase
and 10 maintain anonymity, subjects had to call the researchers back after re-
ceiving their test results To facilitate the eallback. subjects were given a wallet-
size ship of paper containing the study phone number. the subject’s 11 num.
ber, and a date b weeks from the day that the subject was tested Gonerally,
subjects received their test results 1 week after testing. and were encouraged
to call the researchers back 4 weeks after that We chose the name Fusight Study
s that subjects would bave no reference 1o an WV test on their eallhack ship
of paper
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fable | Survey desipn

In the anticipation phase hall the subjects were asked 10 imagine bow .mcy wnul'd fev!
5 weeks after teceiving a positive (unfaverable) TV test resait and {o u'nnplcle a i
series of 21 THV-positive ttoms of the form i“ll.'“.rilt!'d here i?u‘.y then th.d \he same
For a comparable series of TEV-negative itoms The other bl nf. the w'h_[?t.’mk .
completed the FIVaaegaive itoms fiest In the artaal phase, lS“‘i‘.l"'?‘l" wi u,‘.m c.; n' 1;1 ‘l
their feelings over the past 2 weeke and the survey was arkimdnistered d- 1Y weeks aftes

subjeets learned of their testyesults

Anticipation: HIV Positive y "
1F my HIV test is positive Dwill feed vory happy abowt my life as a whoele most of the

tirme

MNetther
Stronply Sontewhat | Agree nor [ Somewhat - Slrnn-g.%_v
Disagree | Disagrec | hsyper Phsagree Agroe Agrrer Agret

Anticipation: HIV Negative » .
I my Ell\’ test is megative | will feel sery happy about my life as a whole most of du

time )
Neijther
Strangiy Somewhat | Amee nor | Somewhat Strongh
Disagree | Disagree | Disagree | Disagroe Agree Apree Agree

Actunt: 4-18 weeks after SV war resulbts
1 feel very happy shout my Hfe as a whole most of the time

Neither
Stronghy Somewhnm § Apree nor | Somewhat Strongh
Dimgrc;r Disagree | Disagree | Disagrec Apree Agrree Agrer

A celdar phone was ised so that the researcher answering tI'ac plmne'm‘mhl
remain mobile and scecssible most of the time OF the 50 subjects particip-
ing in the prediction phase, 28 called hack for the posttest actud ph:lse..\-tsf:
a!l-y 4 to 6 weeks afler receiving their tost results The postiest p!m.w; consistee
of answering the identical guestions, only this 'i"‘f" about currrm.f{'chngs m'.]m.r
than anticipations Snbjects were given the option r)l' cnm.plelmg the p'r:hlfc‘--
sult survey over the plione or in pesson at PATT or Carnegie Mellon Uluwf:sl-
ty (CMU) This part of the survey 1ok about b !!'{II!!I!FS to complete, and "“hi
jects were paid $20 lor their participation If snh.;m'!f, etm:u:r!.m cmnple.!‘c |>h‘;
lsurvcy over the phone. they came into PATF or to .(,MU 16y pu‘.k. up their pay-
ment The sirvey destan For this plase of the study is ;n'(-sc.nu-d in Table § :\flci
items are presemted in Fable 2 The same gc*n_cr:ei iustf'urtmn sel was used (o1
all phases. and those instenctions are summarized in Table 3 Early on, we rce-
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ahle 2 Survey items

Heel very happy abou my §ifr as a whole mnst of the time
I feel al ease most of the time

leel very sad or blue most of the time

Dusually feel that there is nothing for me 10 look forward to
I feel nervous most of the time

I feed happy most of the tme

Vleel angry most of the: time

Pusually feel that T am a complete failure

Feel pleased most of the tme

[ ustatly feel dissatisfion with evervthing

1 Teet puilty about mest everything that has happened 1o me
I feel worn out most of the time

Vasmally feel that 1 am being punisiiee .

[ fecd cheerful most of the time

1 nsually hiwe great trouble sleeping through the night
Heel ealtn most of the time

I feelirritated most of the time

I feel afraid most of the time

Vleel full of energy most of the time

Tusually bave great difficubty making decisions

eel hopefal abour tie luture.

ognized that we would need another source of subjects. given the sporadic ow
of people into PATF for testing. becanse many people clioose to be tested at
other focations such as an 81D elinic, the corty health department, or the
offtce of a private physician. We placed advertisements for subijects in the fo-
cal papers. asking for people who had been tested in the past 4 to 10 weeks;
we obtained 45 subjects claiming such testing with negative results, 21 with
positive results Toward the end of the study, we reernited and accepted only
those whea claimed to 1est FHV positive {OFf course, sonie may have lied 1o obtain
the maoney. but given the annnyity of our subjects. we could not check aut
that possibility and have no reason to believe that it wanld result in gystemalic,
as oppased to vandom, error ) Subjects campleted the same posiresult reaction
survey that PATF subjects completed, either over rthe phone or in person, and

were paid $20 Tor participation Subjects were assigned an 1D number and
anonymity was preserved

ANALYSIS

Rather than atlempt to base conclusions on 91 separate analyses, one for
each item in the survey, we used principal components analysis to guide us in
the selection of a smaller set of variables ? For convenience, the seales of pos.
itively worded ems (happy, at ease, calm) were reversed so that all ite

ms wore
coded in the same—negativ

e—direction Higher scares denote more distress

fable 3 Instruction sunnian

General instructinns For ali question formats
i ' 3 LY eeli For ench
The mllowing questionoaire cunsists of 3 serics of statements abous feclings Fr;r : ,
' — oy Wy o U3l
statement. you will be ask el toseleet the response that best deserihes the way that veu
sty i, :
feel The possible responses are

Neither
Strangly Semewhat | Agroee nor | Somewhat S!rmrugrl\
Disagree | Disagree Prieapree [ Disagree Agree Agree Agrec

Note that these respona s give you seven options If you are compietely torn or hn\!r

: y : il ] v MY 7 SPHY
no opinion. yon ean vesponed neither agree ma disagres Hyon agree. you ean !It"iifl' "
strongly agree, agree, of courwhal ageee H vou disagree, you ean respond strngly disagrer.
disageee. or somavhat disogrer

80, for example. iF e statement thar vone read savs

Fhe yeasr is 1940 . y )

Yo would pick shmngly disapree and place a mark i the box bereath stmmgly dr.:.rq,m
i U 3 HH R > i

However, remermber thee these guestions are hased on your feelings and there s n

right or wrong answey

Suppnse that when you seturs for youe 1est !t*ﬁ\ﬂ':. ynu lz".llr-nl!l-nfl y:;t:;(;:l:(:llltill:’“
positive Tmagie that it is now abnnt 5 weeks abtee you lf:m cat n: r. 4 G e
st is positive Please scleet the response that hest deseribes the \m}.g.rm' : .': h
each statemens Please frick ot the ane wspronse in each gmu.fr‘!hrrr Rl rf’rrrlff )c:a- ur;ﬂ .
ehunse ahont 5 weeks after o fraried that you faited HIV positive Place & 'mnr. inj“l ‘ur,‘; o
beneath the response tou packed Noge H:M.I!uf'@i‘ statcuents nhejm ‘}nul ::,,.: ;, :
quite general, deseribing a moord over a praiod of ft:nr rnther !h.\n. At mg‘ T :,,m,v
moodt. so that yan do el have (o he enneerned with daily events that may affect your

when yos make these predictions

Phone Administration

Seript 1 —_—

Briel diseussion of stady and consest ob :_‘_"'f' ) "
Fxperimenter: "Were you tested for THVE 1 yes. assign 1D 1f no. go to seript 2

? 1 1 date o
Whe were you tested (how longagey? e {write down ds
time passed) .
Was thiv yorr first HEY wesep Yus N
Gender hate Female

ks 3 ; jee sall back when it will be 4 weeks
1f suhject tested toss fian 5 weeks ago. ask sobjeet to ol back

If subjoet agrees. admisister actuad phise susvey nsing above instructiong
ﬂncc‘mr\'ey is commprlets . nepatiate piace for subject to pick up payment

Sceipt 2 - ‘
H m!;:';rr! has nat been tested For Y vet ask whether he/she wants to be tested and

suggest that he/she go o the Phashurgh AHDS Task Foree (it's free and anonymoun)
and ke /ahe can participate in both phases of the study.
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Separate principal components analyses were computed for positive test antice
pation, negative test anticipation. and postresult actonls The resulis of these
principal componemts were generally consistent and robust Individual foad.
ings of the jtems were reasonably high {(above .3 in almost all cases), and the
amount of variance aceomnted for by the Best component ranged botween 39%
and 44% in the three analyses Iy each ease, the second component accoun.
ed for ahout 1% of the variance and the thivd acconnted Tor Jess than 10%
The results were virtuatly identival whether we nsed the raw data or standard-
fred individual items Given that every Hem loaded on the first component. we
vanstructed a total score consisting of the swin of Faw scores of all items coded
it the negative direction (1 to 7 lor the seven categories) We used three scores
in the analysis: anticipaton of a positive test resudt, amticipation of a negative
test result, and actoal posttest result We also examined the data on an indi-
vidual item basis and found that the results presented for the total scores were
consistent with our individual item analysis The analysis presented here i based
on tolal scores

For discussion, we will define two samples: the PATF sample, consisting of
50 people for whom we have anticipations of hoth positive and negative test
resully (one subject faited to complete the negative mticipation phase, so there
are 49 in i), and the newspaper sample. consisting of 45 HIVenegative and 21
HiV-pasitive subjects for whom we have postresult actuals

RESULTS

Table 4 summarizes the main results of the study. Qur first compari-
son consisted of posttest actuals for HIV-positive and HIV-negative sub-
jects obtained throngh the newspaper sample. There is no question that

Table 4 Anticipated and actual distress

Anticipated Actual
PATF sample
Positive test result 94 7 —
{22 6)
n= Bl
Negative test resuht 47 4 54.7
(16 1) {207y
n=49 ne=2h
Newspaper sample
Positive 1est result — TP 6
{21 8)
n=21
Negative test result e i
(19 4)
= 45
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learning that one is HIV positive s a stressful event; as a :‘he:':k of 1}}«'
validity of our data. it is important 1o ascertain the level‘ of distress in
our recently diagnosed HTV-positive subjects Gonsistent with other sule.!‘-
ies that measured the short-term distress levels of subjects recendy <hi-
agnosed with HIV (Perry etal . 1990, 1983), in the newspaper sample
the distress level of o 1 TV-pasitive subjects (77 6) was higher than thay
of the HiV-negative subjecis (59 1), #(6d) = 345, i< 001

The most important comparison was hetween the anticipated re-
spomse 1o an HIV-positive result obiained from PATF ﬁ.nhie*,( ts and ths
actual postresult response obtained from the HIV-positive newspapes
subjects This compaiison revealed that anticipated distress fnll.nwmg
a positive 1est result {94 7) was higher than actual repotted flistress
(776}, ((69) =29, pc 05

We observed a stinilar discrepancy between anticipated and actual
distress following a negative test result. PATE subjects anticipated a dis-
tress level of 47 4 five- weeks alter receiving a negative test result, but the
actual leve] of distress among respondents in the newspaper sample who
had received a negative test result was 59 1 {92) = 3.9, < 002, We also
examined the relationship between expected and actuat response to
nepative test result by conducting a withinsuhject tese with the sample
of 25 HiV-negative suhjects for whom we had both anticipation ani
postresult actual date Although the difference between anticipated and
actual distress levels wis not significant, {24} = 15, p< 15, actual dis
tress levels (34 7} were higher than anticipated distress levels (49 8) The
correlation between antitipated and actoal distress levels for this sam-
ple was 62, suggesting that subjects were reasonably accwrate in their
predictions.

With the existing cdata sets it was also possible 10 examine the com-
parability of the newspaper and PATF samples and 1o test fn_r selective
dropout from the PALTT sample. To test the comparability of the news-
paper and PATF samples we compared the two samples’ measures ol
postresult actual distress levels for subjects whose test results were HIV
negative 1he postresult actual scorve of the newspaper sanllpl? was hY .lf
compared 1o a score of 54 7 for the PATF sample, a nonsignificant «h.!:
ference (1(68) = % p > 38) To rest for selective dropout in the PATT
sample, we comparcd the anticipations of subjects who were and were
not lost to followup Subjects lost (o {follow-up anticipated greater lev-
els of distress following a positive test result (101 2) than thase who
completed the stuly (845 1(48) = 1 8, fra 7300 m.nny of these sub-
jects tested positive and accurately predicted (heir distress level, then
‘they may have heen oo distressed 10 complete the survey Unfortanately.
we have no way of knowing the HIV status of these subjects or why they
chose not 1o complete the survey, although the number is probably small
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given that the overall seropasitive rate at PATF is 4% of those tested
Suljects lost to fullow-up anticipated less distress given a negative test
result (44 4) than subjects who were not lost to follow-up (49.7), but the
difference is not significant, (47) = -1 1, p> 25

We found no difference in the median risk perceived by subjects who
were and were not lost to follow-up (the median risk judgment was 1%
in both cases) There was also no dilference in median risk for subjects
completing the anticipation phase hefore testing ane those completing
the anticipation phase after counseling and testing (again, it was 1%)
Finally, there was no difference in the total level of distress anticipated
for those who completed the survey hefore testing and counseling and
those who completed the survey alter testing amd connseling As noted
earlier, the risk assessment aned notation of when subjects completed the
survey were added once the survey began, so we have data on about 30
subjects for each of these variables Whether this was the first time a
subject was tested for HIV, or whether he or she had been tested hefore,
had no bearing on the anticipations or postresult actuals Moreover,
there was no siguificant difference between men and women in antici-
pated or actual distress

DISCUSSION

Taken together, these resubs suggest that the antivipated response o
an HEV test result is more extreme—more distress if positive and much
less distress if negative—than experiented The overestimation of dis-
tress following a positive HIV 1est result may prevent some people from
seeking testing

However, the data used in onr analysis have serious limitations Al the
main comparisons hetween predicted and actual distress may have heen
affected by selective dropout from the samnple or by the noncompara-
bility of the PATF and newspaper samples Nevertheless, we have learned
much from the current study and have several recommendations for
future research

One suggestion we have for researchers who altemnpt to conduct a
similar study is to be less concerned about maintaining strict anonymi-
ty. Our adherence to strict anonymity prevented us from following up
subjects who did not return to us on their own—a severe limitation for
a withinsubject study. There are many reasons why subjects may have
not returned for the second phase of the study, but with strict anonym-
ity we cannot discriminate between these reasons 1he great difficulty
with anonymity is that the subject is responsible for callback Some sub-

Jects may have tested positive and been Loo distressed to follow through
with the survey Other subjects may have neglected to retuen for their

A
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test result Some subjeets may have lost our plione number, lorgotten

or been unable to roach us Our policy of strict anonymity prevented
us from learning the 1TV status of subjects who were ]c:)si o !:()“()W-H.I}L
or even determining whether these subjects returned for testing at all

Tt would be useful 10 obtain information on the HIV notification statiis
{positive, negative, never returned) ol subjects le?si 1o Er.»linw-np.;l this
could be done while maintatning anonvmity Also, it would be (1('?5|mh§v
t0 keep a count of the number of subjects who come Tor testing bin
choose not to participaie in the stady

It is worthwhile {0 congider whiether confidentiality, as uppn.‘i(‘:cl to
anonymity. might provide sulficient safeguards for suhief-ts. Confiden-
tiakity would facilitare fobowup. although it might also 1Fm|t the mumn-
ber of people who agree to participate at the outsel {Miller, l‘:!EM) It
might be possihle to retain anomymily i!.t the long ran I, WI!h tiH.'
suthjects’ permission. (o gain aceess to their telephone minmbers {or the
duration of the stady ‘ ' .

Collecting data over s longer period of time and in mu!ltpi.(‘ i'nr,allnns
would increase the sample size and the likelihood of ni)l;um{lg hf)liz
HiVepositive and HIVaegative subjects Although the |'¢!r’at situation
wonld be 1o survey veery person tested for HIV oves a given ;mm.)(i af
titne. such sampling is neither possible nor e.lh.icnt \.‘\-’m'kmg ‘:Vl.!h i
nnmber of providers of TV testing {e g 5T dinics, private physu"::a'ns.
sttes such as PATF, health departments, and hospitals) would pr()\"u!v
at least a cross-section of (esting facilities and people who seek testing
it wonld also increase the fikelibood of obaining a sgl!'ﬁcienﬂy f;!‘l'g(?
seropositive sample Location is important as well; a city .t;m.h as Pits-
burgh, where most people with HIV/AIDS are ﬂ.mse rcmrmng.hunm
for health care after testing HIV pnsitive or becoming symptomatic else-
where, may be a poor choiee for sieh research. ! A '

We did not obtain cerrent feelings at the time of HIV testing Std-
ies of HIV notification found that psychopathology at 111‘(' 1i;.ne of test-
ing was the hest predictor of psychopathology :'{'!i'er netification, aml i
is h"i"‘"'“‘“' to compare current momd o anficipated soud postresslt
actuals. {Perry et al . 1000 1993} We chose not to cnlics:l such data;
given our limited resources, we were concerned that a‘:nliet;nug m]ch (}:ll(:\
wonld give subjects too many surveys to complete and ]?IF!S !hmrvanm‘-
ipation responses With a large sample, it would be pos'sal’rie obtain cur-
rent and anticipated mood by varying the surveys a:inammgcrerl to sl
jects and using a conmbination of within- and |)f.‘.lWEPH-S!E]”(j(I.‘l desagns

In sum, our results suggest that people overestimate their reactions
to BTV test resulis by anticipating more distress given a positive ‘remll
ane less distress given a negative resubt than they actlly expericnee
If replicated by fuither research. this finding suggests that many dedi-
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stons coneerning the choice o be tested may be biased wnd that edie
cating people abowt their own likely reaction 1o test vesulbts could he
heneficial
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1 Altheugh there are no formal reeovds of the sernconversion e, based
o the vimber of seropositive test results at facilities sueh as the Pittshurgh
AIDS Task Foree and the health department. the seroronversion e seems
be low {less than 19) We have no way of knowing the seroconversion rate for
those who visit private physicians for HIV 1ests

2 We used principal components mervely as n gide to determine which sets
of grores conld bre summed together We veatized that with smatl sample sizes
and no assumption ol measarement evror, the use of companent seores wonld
be inappropriate, e determined that the avabysis conbe gaide us in determin-
ing suhsets of varinhles

3 Siming stamdardized scores produced virtsally identical resuhts

+ For oxasmple, it was estimated in 1994 that 25% of the gay men in Pius
hurgh were HIV positive {including those with ATDS)  The ninnber of positive
THVY tests in Jocations sucl as the PATF and the county health departiment fails
to aveount for this number, and it is untikely that all of these prople were test-
ed by private physicians  The presence of good health eare and medical re-

search prajects as well as the presence of fanily members may attract people
to return to Pittshurgh
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