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living in the US[2] andabout40,000diagnosesnnually[3], the numberof HIV-positive per-
sonswhoarenot in careis substantialFactorsatboth individual and systemevelssuchas
mentalillness,substanceise HIV stigmaanddenial,passiveeferralspost-diagnosisand
insufficientpsychosociagupportservicegontributeto this lower proportion of individuals
linked to or retainedin careandcertaindemographigroups particularlyyoungerpersons,
women,andracialand ethnicminorities,areassociatewith poor L2Crates[4, 5]. Giventhe
importanceof L2C,it is critical to find methodsthat will successfulliink patientswith newly
diagnosednfectionto careandshortenthetime intervalbetweerdiagnosisand L2C.

HPTN 065 study and qualitative substudy

TheHPTN 065studyevaluatedhefeasibilityof anenhanceccommunity-levelkestlink to
care,plus treat(TLC-Plus)approachor HIV preventionin the USin the Bronx,NY and
WashingtonDC. This multi-componentstudywasbasedn the constructof the mathemati-
cal®testandtreat® model[6], which hypothesizethat universaloluntaryHIV testing,effec-
tive L2C,andimmediateinitiation of ART with high ratesof retentionin careandadherence
to treatment,coulddramaticallyreduceHIV incidencein high-prevalenc@opulationssuch
asthe Bronxand DC. Onecomponentof HPTN 065testedthe feasibilityand effectivenessf
usingfinancialincentivegFIs)to increasd.2Camongpatientswith newlydiagnosednfection
andthosewho hadbeenout of carefor atleastoneyear.

While severastudieshaveexploredthe useof FIsto encourageHlV testing[7+12],antire-
troviral therapy(ART) pill taking[13+16],andviral suppressioiil 7+20],only onestudyhas
examinedhe useof Flsfor L2C,andit wasspecificalllamongdrug usersn India [20]. In
addition,the acceptabilityof usingFIsfor HIV-related healthbehaviorshasrarelybeen
exploredqualitatively[21]. However the useof FIsremainscontroversialwith someraising
ethicalandpracticalconcernsabouttheir use[22].

HPTN 065evaluatedhe effectof FIson linkageto care definedasattendancet two medi-
calvisitsafterHIV diagnosisWhile FiIsmayserveasanimmediatecatalysof behaviorchange
viaextrinsicmotivation, aftertheinitial decisionto acceptheFl, theaim s that patientswill
eventuallybecomantrinsically motivatedto engagén long-termHIV care[23]. For thistype
of FI to work, the behavioratheoryof operantconditioning positsthat patientsmustknow
thattheyhavethe potentialto earnthe rewardprior to the desiredbehaviorandthenmust
receiveherewardat thetime of the behavior{24]. The Fl is morelikely to beeffectivaf indi-
vidualsperceivethe benefitandreceivehe benefitsoonerratherthanlater[25]. Assuch sites
wereaskedo presenthe Fl for L2Cascloseaspossibldo HIV diagnosis.

TheHPTN 065qualitativesubstudywasdevelopedo explorepatient,clinic staff,andsite
investigatorexperiencewith the useof Flsaspart of the HPTN 065study.This analysigres-
entspatientand provider attitudesand experiencewith the L2CFl interventionto assess
acceptabilitywith regardto: 1) generabpinionsabouttheintervention,2) agreementvith the
principle of providing FIsfor L2C,and3) experiencewith implementation.

Methods

Linkage to care intervention in HPTN 065 study

NineteenparticipatingHIV testsites(9 in Bronx,10in DC) wererandomlyassignedo pro-
videtheFI for L2Cfrom April 2011to Decembe2012in addition to their standardof care
linkageservicesand 18HIV testsiteswererandomlyassignedo provideonly standardof
care At theFl sites patientswith newlydiagnosedIV or thosetestingHIV positivebut out
of carefor atleastoneyearwereeligibleto receiveacouponatthetime of their positiveHIV
test,redeemablavithin threemonthsatanyHIV caresiteparticipatingin the study(20in the
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Bronx,19in DC). The couponcouldberedeemedor a$25gift cardupon blood drawfor
CD4countandviral loadtestsatthe HIV caresite,andfor a$100gift cardupon meetingwith
aclinicianto reviewlabresultsanddevelopacareplan. Theamountof the gift cardswasdeter-
mined basedn extensiveeonsultationwith the studycommunity advisorygroupandother
stakeholdersDuring the study,1,06lcouponsweredisbursedandredeemedor 932$25and
842$100gift cards Findingsfrom the studyshowedho statisticallysignificantimprovement
in the proportion of persondinking from sitesthat providedthe FI couponcomparedwith
thosethatdid not [26]. HPTN 065is registerecn ClinicalTrials.govasNCT01152918.

Qualitative substudy design

The qualitativesubstudyincludeda conveniencesampleof patients staffandsiteinvestigators
from 21sites9in theBronx,NY and12in WashingtonD.C. Somesiteinvestigatorsand staff
membergepresentednultiple sites(Tablel). Participantsverefrom testsitesrandomizecdto
distribute coupongto patients aswell ascaresitesthatredeemedouponsfor gift cardsupon
linkage;somesitesboth disbursedcouponsandredeemedhemfor gift cards.
DatacollectionandanalysiccurredbetweenJulyand October2013 afterthe Fl interven-
tion hadendedbut beforeHPTN 065studyoutcomesvereassesse&emi-structuredace-to-
facein-depthinterviewswith patientsandfocusgroupdiscussionsvith clinic staffmembers
wereconductedby trainedinterviewerdrom diversedemographidackgroundsWe adver-
tisedfor andselectedndividualswith educationabind/or practicalexperiencén qualitative
researchmethodsandlookedfor variationin genderrace ethnicity and sexuabrientation.

Table 1. Summary of sites participating in HPTN 065 qualitative substudy.

Site(s) Site Type Test/Care Envisioned Patients Staff Site
Implementation® Investigators
Bronx
A Healthcenter clinic or organizaion test Sometims 1
B,CP Hospital testandcare No 2 1

D Hospital testandcare No 1

E,F,GP Hospital testandcare Sometime 5 1
H Healthcenter clinic or organizaton testandcare Yes 1
| Healthcenter clinic or organizaton test Yes 1

Washington, D.C.
J Healthcenter clinic or organizaion testandcare Yes 1 1
K Healthcenter clinic or organizaion test Yes 1
L Healthcenter clinic or organizaiton testandcare Yes 1
M Hospital(Georgebwn) testandcare Sometime 1 1
N Hospital testandcare Yes 2 1
O Healthcenter clinic or organizaion testandcare Yes 1
P Healthcenter clinic or organizaion test Yes 1
Q Hospital testandcare Yes 1
R Healthcenter clinic or organizaion testandcare No 1
S Hospital testandcare Yes 2
T Healthcenter clinic or organizaton testandcare Yes 4
U Healthcenter clinic or organizaion test Yes
Total 15 15 14

#agnvisinedImplementdion® meanghatthe couponwasgivento patientsmmediatelyfollowing their HIV diagnosis
b Somehospitalsarelumpedtogetherbecausthe programwasoverseermndimplemenedby the samepeopleat all locationshoweve, all participans (site
investigatorssitestaffand patients)arecounteduniquelyin thetable.

https://da.org/10.1371¢urnal.pon®191638.t001
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Theface-to-facénterviewersandfocusgroupfacilitatorswerehired specificallyfor these
activitiesanddid not haveanyothertiesto theresearcrtstudy.Face-to-facenterviewswere
conductedwith all patientsto maintain confidentialitywith regardto their HIV diagnosisFor
clinic staffmembersfocusgroupswereutilized to gatherinformation from manyindividuals
in ashortamountof time, andto allowfor cross-talkamongsthe sites pecauséheinterven-
tionswereincorporatedinto their standard-of-carsomewhadifferently. Semi-structured,
keyinformantinterviewswith siteinvestigatorsvereconductedby phoneto maximizepartici-
pation. Theinterviewerfor the siteinvestigatorsvaspart of the overallresearclprojectand
hadaminimal working relationshipwith eachsiteinvestigatoroverthe courseof the primary
study;howevertheinterviewerhadno knowledgeof overallstudyoutcomes.

All interviewsandfocusgroupswereconductedn Englishor Spanishaudio-recorded,
transcribedandtranslatedif necessarynterviewandfocusgroupguides(S2+S¥iles),aswell
assignificanttraining on their use wereprovidedto all datacollectorsprior to datacollection.

Sitestaffwereaskedo identify potentialparticipantsusingthe following eligibility criteria:
linked to carewith anHPTN 065couponduring the Fl intervention,redeemedheir coupon
for both the $25and $100gift cards;andreceivingHIV careatthe sameclinic wheretheywere
linked during theintervention. Thefifteenpatients(5in Bronx,10in DC) who participatedin
theinterviewswererecruitedfrom 4 caresitesall but onehadreceivedheir couponatatest
sitewithin the samenstitution. All theseparticipantsredeemed studycouponbetweenlanu-
ary1,2012andMarch 31,2013 andwerestill engagedn careatthetime of theinterview.
Demographidnformation, clinical data(dateof HIV-positive testresult,valuesof first VL and
CD4 countuponlinkage),andHPTN 065studydata(datesof couponredemptionandreceipt
of gift cards) werecollectedor all interviewparticipantsfrom clinic records.

All siteinvestigatoravereinvited to participatein the keyinformant interviews,of which
14(6in Bronx,8in DC) agreedmostwerephysiciansandtogethertheyrepresented 7 sites.

All financialincentivecoordinatorsand other sitestaffwho distributedcouponsand/or gift
cardswereinvited to participatein thefocusgroupdiscussionFourfocusgroupswerecon-
ductedwith atotal of 15staffmemberg6in Bronx,9in DC) from 11sites An averagef four
staffmembergarticipatedin eachfocusgroup,including FI coordinators sitecoordinators,
nursespursepractitioners sociaworkersandresearctor physicianassistantsll of whom
hadanactiverolein eitherdisbursingcouponsor redeeminghemfor gift cards.

Data analysis

All transcriptswereuploadednto NVivo 10.0(QSRInternational)and qualitativethematic
contentanalysigechniquesvereusedto analyzehe data,following aproces®f reading,cod-
ing, datadisplay,andreduction[27]. All transcriptsfrom interviewsandfocusgroupswere
readandinitially codedbasedn questionsn theinterviewguideandemergingthemes.
Approximately40%of transcriptswerecodedby two analystand manuallyreviewedo check
for inter-coderreliability.

Primary codingreportsrelatedto opinionsof theintervention,L2C proceduresimplemen-
tation,andexperiences giving andreceivingthe FI, wereextractedandfurther analyzed.
Emergentsub-themesverecodifiedand appliedto datain codingreports.Whereapplicable,
Excelmatriceswereusedto enumeratehemesand sub-themesMemosweredevelopedo
summarizdindingswithin eachbroadtheme.

Ethical considerations

Thequalitativesubstudyprotocolwasapprovedoy acentrallRB (CopernicusGroup IRB); the
approvalincludedfocusgroupsandinvestigatorinterviews Eachsiteparticipatingin patient
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interviewswasalsorequiredto obtaineitherlocalIRB approvalor approvalunderthe central
CopernicusGroup IRB submissiongdependingon their choiceor institutional policy. Ten
siteswereincludedunderthe CopernicusGroup IRB approvalapprovalwasobtainedfrom
thefollowing localIRBsfor the remaining4 sites:Albert EinsteinCollegeof Medicineof
YeshivalniversityIRB, Children'sNationalHealth SystemRB,and Georgé/NashingtonUni-
versityand MedicalCenterlRB. Written informed consentwasobtainedfrom all interview
andfocusgroup participantsprior to datacollection.Astheinterviewwith the siteinvestiga-
torswerenot conductedn person,consentwasobtainedorally beforethe phoneconversation
beganWritten documentationwaskeptto certify that this hadbeendone,and oral consent
wasrecordedaudibly.This procedurewasincludedin the studyprotocol,thatunderwentiRB
reviewandapprovalprior to studyimplementation.

Results

Staffandsiteinvestigatorsepresenteé@widerangeof HIV testand caresiteswith different
waysof implementingtheintervention(Tablel). Patientinterviewparticipantsrangedin age
from 24to 58years80%hadnewlydiagnosedlV, and20%hadpreviouslydiagnosednfec-
tion but hadbeenout of carefor atleastoneyear(Table2). Nearlyone-third hadaCD4 count
<200cells/mLattheir initial visit.

Qualitativeresultsaredescribeelowand summarizedn Table3 by the numberof
patients staff,andsiteinvestigatorgliscussinggachtheme astheyrelateto the threethemesof
acceptabilityexaminedn this substudy(1) generabpinionsof theintervention,(2) the prin-
cipleof the Fl program,and(3) implementation.

Patient opinions and agreement with the principle of FIs for linkage to care

Opinions of the intervention. Patientggenerallyhadan overallpositiveopinion of the
Fl intervention,andall liked atleastsomeaspecbf it. Mostcommonly,patientsweregrateful
for thefundsprovided,appreciatedhe positiveelementit providedin the contextof the nega-
tive experiencef receivingadiagnosif HIV, andfeltit showedhat someonearedabout
them.

It's not so much, but it's enough for you to know that you're being at least thought of. And that
should be enough anyway. . . if nobody else in your life cares that you're positive, whomever is
behind the funding of that. . . they care just enough. Just somewhat, so you know that. . . you're
not entirely alone. [Patient,non-Hispanicblackfemale 24 yearsold]

Additionally, nearlyall patientsviewedthe interventionasbeneficial believingit could
encouragdinkageto careafteranHIV diagnosisandthat gift cardsfor two visitswould be
sufficientto encouragatientsto becomeamoreinformed aboutHIV, begingettingcareata
clinic, andthenremainin care.

Honestly its a good program, it really is. And it does work, it really does. Cause if you, if you
sit there and you're already, the staff is already super nice and super cool and then you do this,
g0 beyond, like having different research going on. You know you offer this and that. It’s like
wow, they really want you to stay here. [Patient,Hispanicfemale 37 yearsold]

While opinionsof theinterventionweregenerallypositive ,onepatientreportedhavinga
negativeemotionalreactionwhenhewasgiventhe coupon.

PLOS ONE | https://doi.org/10.1371/journal.pone.0191638 February 2, 2018 5/16


https://doi.org/10.1371/journal.pone.0191638

Acceptability of financial incentives for linkage to HIV care

Table 2. Demographic and clinical data of patient participants.

Patient Characteristics Total Total
(N=15) (%)
Location Bronx,NY 5 33
Washingon, D.C. 10 67
Sex Male 10 67
Female 5 33
Age <26 5 33
26+45 7 47
>45 3 20
Race White 1 7
Black/Afican American 9 60
Other 5 33
Ethnicity Hispanic 6 40
Non-Hispanic 9 60
Sexual Orientation Heterosexal 6 40
Homosexua 7 47
Not sure 2 13
Education Did not graduaé High SchoolHS) 4 27
HS/GereralEducationaDevelopmen{GED) 4 27
>HS/GED 7 46
Personal Income <20,000 12 80
(USD) 20,000 60,000 3 20
HIV care status Newlydiagnosed 12 80
Re-engagingn care 3 20
Initial HIV RNA <50 2 13
50+500 1 7
501+10,00 2 13
(copies/mL) 10,001+5@00 4 27
50,001+10,000 2 13
>100,001 4 27
Initial CD4count <50 1 7
504200 4 27
(cells/mm?®) 201+500 7 46
>500 3 20

https://da.org/10.137 1§urnal.pon®191638.t002

This is going to sound very hard, awful but I was like damn I got to get HIV to start getting
these benefits. . . you know I was feeling down. So I'm like, oh, oh my God, so now I'm like a
charity case or something. Or what's going on, why am I getting paid to be sick? [Patient,His-
panicmale,26yearsold]

Despitetheinitial reaction the patientreportedhavingno lastingnegativeperceptionand
feltit wasbeneficiafor encouragingpeopleto link to care.

Opinions on the amount and financial impact of the incentive. In generalparticipants
feltthatthe amountof the FI ($125)wasappropriate but somewould haveappreciatednore.
Among patientsinterviewed therewasagreementhat the incentivewasuseful whetherit
allowedthemto payfor food or othernecessitiedransportationto andfrom the clinic, or pre-
scriptionandclinic visit co-paysand manyexpressetheir appreciatiorof it.
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Table 3. Acceptability of linkage to care: Summary of themes.

Patients Staff Site
Investigators
N=15 N=15 N=14
General opinions
Overall opinion of intervention
Positive 13 3 9
Mixed 2 6 0
Negatie 0 4 5
Negative reactions at the time of coupon distribution 1 6 4
Amount of the incentive
Couldbeless 0 3 1
Good 7 5 5
Couldbemore 5 0 0
Shouldbemore 1 0 0
Financial impact 8 5 9
Opinions about the principle of FIs
Concerns about the principle 7 6 1
Entitlement® 1 9 0
Implementation
Implementation challenges
Noneor minor® n/a 3 6
Timing of givingcoupons n/a 8 5
Explainingintervention n/a 4 1
Staffing n/a 9 4
Studyprocedure n/a 5 4

Note:Asthesedataarederivedfrom open-endedjuestionscolumnsmaynot addup to the total numberof participans.

@ For staffandsiteinvestigatorsthis categoryrefersto any mention of problemswith patientsdisplayinga sensef entitlement or the developmenbf expectatios for
receivinggift cards.For patientsthis refersto concernsaboutthe developnent of expectationsor displayng a sensef entitlementin theinterview.

b Noneindicatesthe staffmemberof siteinvestigatorspecificallysaidtherewereno implementaion challenge. If astaffmemberor siteinvestigatorid not discusghe
presencer absencef challengs,theyarenot included.

https://da.org/10.1371durnal.pon®191638.t003

Financialcompensatioris helpingsomeonebecauséving with HIV, not beingon aclini-
caltrial perse,youstill haveto payfor medicationsand doctors'visitsandto behonest
with you.. . | mayhaveusedit for transportationherethroughcabor metroor evento pay
for acopay[Patient,non-Hispanicblackmale,24yearsold]

Philosophical opposition. Despiteanoverallpositiveopinion of the program,abouthalf
of the patientswereopposedo the conceptof payingpeopleto link to careandthoughtpeople
shouldbeself-motivatedo link to carefor their own healthandwell-beingwithout an
incentive.

I don't feel that someone should be paid for something that they need to do for themselves. . .if
you don't want to do it, that's fine. Nobody's going to make you do anything. . .I don't feel like
you should get it if that's the only reason why you're here. [Patient,non-Hispanicblack
female24yearsold]
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Site investigator and staff opinions and agreement with the principle of FIs
for linkage to care

Site investigator and staff opinions of the intervention. Clinic staffandsiteinvestigators
hadawiderrangeof opinionsthan patientsaboutthe interventionandweredivided between
generallypositive generallynegativeand mixed opinions(Table3).

Personally I think it's fabulous. . .if it could do what the point of the study is which is to link
them to the care and get them on the medication and do all of that, then I think its wonderful-
.. .Even if we got 10 people over the 2 years who [are] now engaged in care, are virally sup-
pressed, etc., etc. .. That’s 10 more people and that’s invaluable in my mind. [Staffmember]

Siteinvestigatorsand somestaffwho expressedegativeopinionsfelt that their clinics
alreadyhadstrongL2Cinterventionsandthatan FI could not haveanimpactor wasnot
necessary.

I'm not sure it truly led to any significant increase in linkage beyond what we did. . .Part of
that is we have such an active linkage to care methodology in place to start. Where you know,
when folks are tested, they're escorted over personally in to the clinic and into care immedi-
ately. [Investigator]

Opinions about the amount of the incentive. Staffandsiteinvestigatorgshoughtthatthe
amountof theincentivewasappropriateor too high; nonethoughtit shouldhavebeenlarger.
Severamentionedthat it wasthe highestincentiveof anytheyhadseenpr hadconcernghat
theamountwould not besustainable.

I would say less would be better because A, we could be funded for longer and B, I feel like
it’s. .. showy to be like “T've got a $100 for you” for someone who may have never received an
amount of $100 ever in their life. [Staffmember]

Philosophical opposition. While mostsiteinvestigatordiada positiveopinion aboutthe
intervention,somestronglyopposedhe concept.

It was not a program that I agreed with. I didn't think that giving patients financial incentives
was an appropriate thing to do. . .I think it was that patients also have a responsibility towards
asking for care, and I think that providing the financial incentive. . .is almost. . .bribing them
without them taking any ownership or responsibility for their own care. [Investigator]

Staffweremore conflicted,while recognizingthe financialbenefitthe FI providedto some
patients.

I was a little conflicted, I'm not gonna lie, being that I personally know people who are positive
and they don’t need incentives to stay in care. But I can understand from their point of view,
why it may help. [Staffmember]

Patients’ sense of entitlement. Somestaffmembersparticularlythosewhointeracted
with manypatientsandweremostinvolvedin the distribution of gift cards saidthe
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interventioncreatedexpectationamongpatientsaboutbeingpaidto obtainhealthcare,anda
sensef entitlement.

I think they—once they received the $125, they expected money to come. . .for any other ser-
vices. “Oh you want me to stay? Youre gonna have to pay me to stay.” [Staffmember]

On theotherhand,severasiteinvestigatorgliscussedhitial concernthat patientsmight
demandgift cardsand developexpectationshut did not seethis materialize.

There were so few incidents of patients really misbehaving during this. . .and I would have thought
that would have been a huge problem. That whenever money was involved that people would be
demanding things and asking for things and that happened so infrequently. [Investigator]

Sustainability. Staffandsiteinvestigatorsvereuncertainaboutthefinancialsustainability
of FIsfor L2CandwhetherFlscould continueon alargescale.

I understand the public health rationale, but I wonder whether it would be sustainable as pub-
lic policy, because. . .your taxpayers [would be] like ‘Wait, what are we supporting?’ [Staff
member]

Othersthoughtit could bejustified by the public healthbenefit.

These people have HIV, and one person with HIV spreads it to everyone, it’s not just a con-
tained issue, it’s an issue that affects the whole community. [Staffmember]

Overall interest in future use of FIs for linkage to care

All of the siteinvestigatorsndicatedthat theywould considerparticipatingin anintervention
offering FIsfor L2Cin thefuture, eventhosewho expressedegativeopinionsor did not
believethatit would havean effect.Theycitedtheimportanceof L2C,andwerewilling to try
newwaysthat couldimprovethe numberof patientslinking andfinanciallyhelppatientsover-
comeobstacleso initiating HIV care.

Linkage to care is so important not just for the individual patients, but as a public health mea-
sure, that I think anything we can do to facilitate that is worth it. And that quite frankly, we
are spending so much money on our HIV positive patients that $125 as an Fl is a drop in the
bucket and money well, well spent. [Investigator]

Experience with implementation of the FI intervention. Siteinvestigatorsand staff
describednixedexperiencewith implementingthe Fl intervention.Severateportedno or
only minor challenges.

It really wasn't a whole lot of work or difficulty organizing it. It didn't disrupt the natural flow,
in other words, and was just kind of easily synced into what we were doing anyway. . .
[Investigator]

However somestaffand siteinvestigatorslescribedlifficulty associatedith thetiming of
giving couponsexplainingthe intervention,andlogisticalchallengeg§Table3).
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Timing of giving coupons. While HIV testsiteswereallowedsomeflexibility to integrate
theinterventioninto their currentstandardof care the studyrequiredtestsitesto providethe
couponon the samedayasproviding the HIV-positive testresultto maximizethe potentialto
link to care.However somestaffandsiteinvestigatorseportedthat this wasnot alwayseasi-
ble.Datesreportedin coupondataconfirm thateightout of the 15interviewparticipantsdid
not receivethe couponon the samedayastheir positivetestresult,insteadgettingthe coupon
atacareappointmentaftertheyhadalreadybeenlinked. Staffweresometimesinavailabldo
givepatientsthe couponbeforetheyleft the HIV testsite,or to challenge integratingthe
coupondisbursemeninto thevisit flow.

Some patients would be discharged without having gotten the coupon and then we would have
to track them down to try to get them the coupon. . . Patients could be discharged on a Satur-
day or Sunday and just not have the coupon yet. Or we may not have given it to them yet for
one reason or another. [Investigator]

Sometimestaffdecidedto delaygiving couponsto patientswho wereexperiencingemo-
tional turmoil.

In the beginning, I was so focused on encountering and offering the program on the very first
day, thinking that this was a great motivation thing. But then I eventually realized that its not
the best thing, so I went from trying to present the program in the same day, to perhaps waiting
an appointment or two, depending on how the patient was. [Staffmember]

Difficulty introducing FI at the time of an HIV diagnosis. Staffmemberseportedthat
explainingthe interventionto patientswho hadjustlearnedof their HIV infectioncouldbe
verychallenging.

Having to tell somebody theyre positive really is hard enough without dealing with ‘Can you
sign here for this coupon and can you be part of this study?’. And the patient is like T just
found out that I'm positive.' [Staffmember]

Somestaffsuggestethat difficultieswereexacerbatewhenstudystaffwho werenot espe-
ciallytrainedor experiencedn counselingpatientswith newlydiagnosednfectionwere
taskedwith disbursingthe coupons.

Just telling the patient. . .about the program was kind of difficult. Especially for the other coor-
dinator. . .he didn’t have the background that I have. So it was kind of difficult for him to
explain it. . .Hed gone through the training but what I'm saying is from a social worker stand-
point. [Staffmember]

Somesiteinvestigatorsandstaffindicatedthat a smallnumberof patientsreactedhega-
tivelywhentheinterventionwasfirst describedo them.

The patient is like in tears, crying, and the worst thing we did is that we started explaining to
her [the coupon program]. . .She didnt want to hear it, she got mad. She started crying more.
She said that we were offending her. That number one, why were we assuming that she’s not
going to come back to her appointment? So we think that she doesn’t care about her health? Is
it something about the way she looks?” [Staffmember]
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However mostsiteinvestigatorsand staffclarifiedthat mostpatientsdid not havenegative
reactions.

A lot of patients came to us and actually cried and were thankful for the money. And you
know, the patients that were difficult are very few and [far] between. [Staffmember]

Negativereactiongendedto occurmorefrequentlywhenthe Fl interventionwasfirst
implementedat asiteandweresometimesresultof languageand culturalmisunderstand-
ings.Severatlinic staffmembersandsiteinvestigatorsliscussedechniquesheyemployedo
minimize negativereactionsTiming of theintroduction to theinterventionwascrucial,as
wasits introduction by someonavith whom the patientwasfamiliar,andbeingcarefulto
avoidsuggestinghatthe patientwould not link to careif theywerenot offeredtheincentive.

Iwouldn’t say. . .that we had as much as an issue, with negative reactions to it. But again, that
was a side effect of the fact that by the time we got a patient, they [had] probably already spo-
ken with the ID [infectious diseases] social worker, or an ID provider, who sort of cushioned
that. . .initial reaction; Because going into it we were extremely sensitive to the order in which
information was being presented to a patient, and really wanted to err on the side of all of the
medical issues and all of the, you know-emotional issues being dealt with before it got to the
point of like ‘Oh and by the way! Here’s some money!’ [Staffmember]

Logistical challenges. Bothsiteinvestigatorandstaffdescribedsomelogisticalchallenges
relatedto the distribution of the Fls,including staffcoordination.

They had to coordinate. . .we have a lot of tester counselors, but only some of them were
directly involved in the research. . .so the research tester counselors had to coordinate with the
non-research tester counselors and then they had to also be concerned with the patients that
they might've missed, who never got the coupon. [Investigator]

Another challengavassecuringcouponsand gift cards.

We needed to have a locked space and because our facilities are so small, so we had to have an
office that could be locked, and we had to have like a little cupboard inside that. That may
sound so silly to many people, but that space is a premium. . . that took time and effort to have
an area that they could keep this. [Investigator]

Additionally, patientshadto retaintheir couponafterreceivingit and presenthe coupon
atthecareclinic atboththefirst and secondvisitin orderto receivethe gift cards.Somestaff
reportedproblemswith patientslosingcoupons.

I've had people really plead with me between visit 1 and visit 2. Youre supposed to give them
the coupon, theyre supposed to bring it back. Now that’s tough for some people. That is very,
very tough. [Staffmember]

Discussion

We found thatthe useof FIsfor L2ZCwasgenerallyacceptabléo patientsjnvestigatorsand
staff.Patientawveregratefulfor thefundsprovided,appreciatedhe positiveelementt provided
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atthetime of the negativeexperiencef a positiveHIV testresult,andbelievedheincentive
couldencouragethersto link to careaftertheir HIV diagnosisTheincentivemadepatients
feelcaredfor, which enhancedheir relationshipwith their provider,alleviatingconcernghat
usinganFl in the contextof healthcarecanharmthe patient-providerrelationshipthatis tra-
ditionally built on afoundationof trust[28, 29]. Many patients staffmembersandsiteinvesti-
gatorsagreedhattheincentiveprovidedatangiblebenefitto patientswith financialneed,and
reportedfewchallenge administeringthe Fl intervention.

Howeverour resultsraisequestionghat warrantfurther investigationandweidentified
importantissueghat mayhaveimpactedthe outcomeof the HPTN 065L2CFl intervention,
whichdid not showanincreasen linkageto carerates[26], and mayhaveimplicationsfor the
feasibilityand effectivenessf future Fl interventions Despiteoverallpositiveacceptabilityof
the Fl interventionandevenadesireto participatein Fl interventionsin thefuture,concerns
remainaboutpayingpeoplefor desirablehealthbehaviorsthe sustainabilityof Fl interven-
tions, fearsthat FlIsmight fosterunrealisticexpectationemongFI recipientsandthe belief
that FIscould not addanythingto alreadyexistingandstrongL2C programs Theseypesof
concernsaboutthe useof health-promotingfinancialincentivesarenot uniqueandhavebeen
previouslycitedin theliterature[21,30£34].

Additionally, the timing thatwastheorizedfor maximumimpactof theincentive(i.e.
immediatelyafteranewHIV diagnosisandhowthe couponwaspresentegosedchallenges
for sitesandasaresultthe interventionwasnot alwaysmplementedasdesignedBasedn
thebehavioratheoriescitedearlierin this paper timing of the Fl isimportant for maximizing
its effectivenesdn the HPTN 065study,it wasenvisionedhat patientswould receivehe Fl
couponimmediatelyafterlearningtheir positiveHIV testresult.However our findingsindi-
catethat sitesfoundit difficult to presenthe couponatthetime of theHIV diagnosisSensitiv-
ity to patients'medicaland emotionalneedswvasthefirst priority, andstafffoundit necessary
to tailor or varythetiming of Fl coupondistribution.

ThewaytheFl is presentedcanalsoaffectthe acceptabilityof the Fl andmayhavereduced
its effectivenes#\s decisionsareoften affectedby one'semotionalstate]35], achallengdiesin
presentingheinterventionin suchawayasnot to disturb or disruptthis statewhichis the
veryfragiletime of receivingan HIV infectiondiagnosissothatthe patientremainsreceptive
to theideaof linkageto care,andsothatthe patient-providerrelationshipis not damaged.
We found that somepatientsperceivedhe offer of the Fl ascondescendingrivializing, or
patronizingximplyingthat theywould not seekHIV carewithout aninducement Stafftrain-
ing on howto explainthe Fl with anemphasi®n consideratiorfor the delicatenatureandthe
timing of theinterventionwill provecritical for theintroduction of anyfuture Fl for L2C
interventions.

Strengths and limitations

This qualitativesubstudyallowedfor explorationof arangeof themeselatingto the accept-
ability andimplementationof Fisfor L2Cthroughcomparingand contrastingthe experiences
of patients avarietyof staff,andsiteinvestigatorgrom multiple studysites However the sub-
studyalsohassomelimitations. Thenonrandomselectiorof participantsand smallsample
sizelimit the generalizabilityof thefindings.In particular,patientswereselectedor interviews
by staffattheir HIV caresitesandstaffmight haverecruitedpatientswith whomtheyhada
goodrelationshipor who hadamore positiveopinion of theintervention.Becausef the sub-
studydesignjt wasonly possibleo interviewpatientswho successfulliinked with the useof
acouponandwerecurrentlyengagedn HIV care.In addition,the parentstudydid not track
individualswho wereoffereda coupon,but declinedit. Patientsvhoreceivedhe couponbut
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did not link to care,or who declinedto receivat in thefirst place might haveverydiffering
viewson the acceptabilityof Fl intervention. The qualitativesubstudywasconductedbefore
the effectivenessutcomewasdetermined Somesubstudyparticipantsmight haveexpressed
differentopinionsif theyhadknown thatthe FIsdid not haveasignificanteffecton linkageto
carerates.

Researchetsaveincreasinglybeenexploringthe useof financialincentivesasa potential
meango encourag@atients'positivehealthbehaviorsand decisionsHowever fewstudies
haveexaminedrlsamongpersondlisbursingandreceivingFls[30]. Our findings canhelp
interprettheresultsof HPTN 065,andinform future designandimplementationof Fl inter-
ventionsfor L2Candotherhealth-relatedehaviors.

Conclusion

Patientsglinic staffandsiteinvestigatorsn the HPTN 065studyhadoverallfavorableviews
on theuseof Fisfor L2C.While HPTN 065wasnot ableto demonstratesffectivenessf Fls
for L2C,theseperspectiveffom patientsand staffprovideimportant insightsinto thewaythe
studywascarriedout andunanticipatedfactorsthat might influencethe acceptabilityand
effectivenessf FIs. Thesewill beusefulfor the designandimplementationof future studies.
Futureeffortsto assesthe effectivenessf FIsfor L2Cneedto considemovelwaysto integrate
theinterventionwithin existingproceduresto consideroptimaltiming and presentatiorof
the FI, andwill needto addresdingering philosophicalndethicalconcernsaboutthe useof
Flsfor healthbehaviorchange.
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