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Who Benefits From Community-Based
Participatory Research? 

A Case Study of the Positive Youth Project

Sa rah Flicker, PhD

Com mu nity-based par tic i pa tory research (CBPR) has evolved as a pop u lar new par a digm in health research. 
This shift is excit ing, yet there is still much to dis cover about how var i ous stake holders are affected. This arti cle
uses a crit i cal social sci ence per spec tive to explore who ben e fits from these changes through an anal y sis of a
CBPR case study (The Pos i tive Youth Pro ject). Two major cat e go ries of ben e fi cia ries emerged: the research
itself and the part ner-stake holders. The ben e fits, how ever, were not gained with out sub stan tial human resource
invest ment, nor were they nec es sar ily equi ta bly spread. Par tic i pa tion costs included heavy demands of time, an
added bur den of work, frus tra tion with the pro cess, miss ing other oppor tu ni ties, risk ing loss of ano nym ity, and
loss of con trol. Care needs to be taken to ensure that con crete ben e fits accrue for all pro ject part ners and costs are
min i mized. Another way of fram ing ben e fits is to look at the community capacities built to address future health
and social issues.

Keywords: com mu nity-based par tic i pa tory research; part ner ships; youth; HIV; com mu nity-based orga ni za -
tions; aca dem ics

Com mu nity based par tic i pa tory research (CBPR) is a col lab o ra tive approach to research
that equi ta bly involves all part ners in the research pro cess and rec og nizes the unique
strengths that each brings. CBPR begins with a research topic of impor tance to the com mu -
nity with the aim of com bin ing knowl edge and action for social change.

—Minkler and Wallerstein (2003)

Com mu nity-based par tic i pa tory research (CBPR) has evolved as a pop u lar new par a -
digm in health research (Cornwall & Jewkes, 1995; Israel, Schulz, Parker, & Becker,
1998; Viswanathan et al., 2004). Unlike tra di tional aca demic research, CBPR is rooted in
com mu ni ties, builds on local knowl edge and strengths, directly serves com mu nity inter -
ests, and encour ages par tic i pa tion at all lev els (Green et al., 1997; Sclove, 1997). CBPR
prac ti tio ners chal lenge notions of objec tiv ity and the idea that sci ence is apo lit i cal (Hall,
1993) by adopt ing a set of under ly ing beliefs and principles that embrace subjectivity.
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CBPR pre sup poses that work ing with com mu nity mem bers as co-research ers ren ders
results more acces si ble, account able, and rel e vant to peo ple’s lives (Israel et al., 1998),
with the added prom ise of a greater effect on pub lic pol icy (O’Fallen & Dearry, 2002).
Advo cates of CBPR sug gest that the very pro cess of mean ing ful par tic i pa tion can be
transformative. Through active engage ment, indi vid u als and com mu ni ties may become
more empow ered and better equipped to make sus tain able per sonal and social change
(Wallerstein & Duran, 2003).

There has been a recent pro lif er a tion of lit er a ture about the goals, chal lenges, and the -
o ret i cal under pin nings of CBPR. Sev eral prom i nent jour nals have ded i cated issues or
sec tions to think ing about CBPR approaches (Vlahov & Fried man, 2001; Zeldin, Larson, 
& Camino, 2005). Most recently, CBPR “clas sics” (Fals-Borda & Anishur-Rahman,
1991; Friere, 1970; Maguire, 1987; Park, Brydon-Miller, Hall, & Jack son, 1993; Whyte
et al., 1991) have been sup ple mented with sev eral com pre hen sive new text books out lin -
ing major the o ret i cal and prac ti cal con cerns (Blumenthal & DiClemente, 2003; Israel,
Eng, Schulz, & Parker, 2005; Minkler & Wallerstein, 2003; Stoecker, 2005).

Despite the strong inter est in this par a digm shift, more needs to be done to crit i cally
and explic itly con sider who ben e fits (and how) from these changes. Wang, Yi, Tao, and
Carovano’s (1998) explo ra tion of the costs and ben e fits asso ci ated with Photovoice (a
par tic i pa tory pho to graphic meth od ol ogy) is an exam ple of such work. They note that
although sub stan tial poten tial ben e fits are asso ci ated with par tic i pa tion, those ben e fits
accrue dif fer en tially across power struc tures and are not with out sub stan tial costs. Other
stud ies that have begun to exam ine the mean ings of com mu nity-uni ver sity part ner ships
have gen er ally found that despite hon or able intensions, ten sions remain around nego ti at -
ing uni ver sity-com mu nity rela tions (Cornwall & Jewkes, 1995; Eisinger & Senturia,
2001; Freudenberg, 2001; Gomez & Goldstein, 1996; Green & Mer cer, 2001; Israel,
Schulz, Parker, & Becker, 2001; Kone et al., 2000; Maguire, 1987; Mason & Boutilier,
1996; Stoecker, 1999; Wang et al., 1998).

Rob ert son and Minkler (1994) dis cuss many of the recent shifts in health pro mo tion
that laid the ground work for the rise in pop u lar ity of CBPR. These include a broad en ing
of the def i ni tion of health and its deter mi nants, greater empha sis on the social and polit i -
cal deter mi nants of health, embrac ing the con cept of empow er ment, and advo cat ing for
increased com mu nity par tic i pa tion. They argue that in order for these new pub lic health
approaches to not become impe ri al is tic ide ol o gies (or prac tices that serve to even tu ally
under mine real com mu nity inter ests), we must con tinue to ques tion the mul ti ple mean -
ings of com mu nity par tic i pa tion and empow er ment. Using a crit i cal social sci ence per -
spec tive (Eakin, Rob ert son, Poland, Coburn, & Edwards, 1996), this arti cle will explore
the costs and ben e fits involved in CBPR par tic i pa tion from the per spec tives of mul ti ple
stake holder-part ners through an analysis of a CBPR case study: The Positive Youth
Project.

THE CASE

The Pos i tive Youth Pro ject is a CBPR ini tia tive that seeks to improve the con di tions of
Cana dian young peo ple liv ing with HIV. Its pilot ven ture was a provincewide needs
assess ment that took place between March 2002 and March 2004. The pro ject was spear -
headed by a work ing group of three aca demic researcher-cli ni cians and two com mu nity-
based orga ni za tions (CBOs): one with a man date to serve HIV-pos i tive youth, and the
other with a mis sion to pro vide treat ment infor ma tion to the HIV/AIDS com mu nity.
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Early on, each orga ni za tion des ig nated a ser vice pro vider to sit on the work ing group, and 
the team recruited a grad u ate stu dent study coor di na tor (myself) and sev eral HIV-pos i tive 
youth to join. In total, 11 com mu nity part ners, 4 researcher-cli ni cians, and 79 HIV-pos i tive
youth were involved to some degree in the pilot (see Fig ure 1).

Given the com plex i ties around defin ing com mu nity rep re sen ta tion (Jewkes &
Murcott, 1998), both ser vice pro vid ers and HIV-pos i tive youth advised the pro ject.
Work ing group mem bers facil i tated work shops with youth to train them in research
meth ods and col labor atively design the pro to col. In all, 27 youth par tic i pated in an iter a -
tive plan ning pro cess. In con sul ta tion with both advi sory groups, the work ing group
chose a qual i ta tive approach to data col lec tion and a par tic i pa tory anal y sis strat egy. The
pro to col was approved by the Uni ver sity of Toronto HIV Research Ethics Board (#8637).

Thirty-four key infor mant inter views were con ducted with a diverse group of HIV-
pos i tive youth across the prov ince by the pro ject coor di na tor. The inter views were
audiotaped and tran scribed. Any one who had par tic i pated in the pro to col devel op ment
was invited back for data anal y sis. Work ing group mem bers returned (includ ing six HIV-
pos i tive youth). Tran scripts stripped of unique iden ti fi ers were given to the group, and a
cod ing scheme was col labor atively devel oped. Group mem bers were trained on using
Nud*ist (qual i ta tive data man age ment soft ware). HIV-pos i tive youth mem bers coded
tran scripts; spot checks were done to ensure accu racy and con sis tency. Ongo ing revi sions 
were made to the coding scheme as necessary.

Over 4 months, the group met weekly for anal y sis. Each week, group mem bers were
pro vided with a pack age of sev eral codes and a worksheet for each code. Meet ings were
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Working Group
2 Service Providers, 3 Academics, 3-10 HIV-Positive Youth & Study Coordinator

Collaboratively developed protocol

HIV+ Youth Advisory
in total, 27 youth participated 

in at least one advisory/training 
session to guide the project

Service Provider
Advisory

(representatives from 
11 partner agencies)

Study Coordinator
Conducted 34 in-depth qualitative interviews with a diverse group of HIV+ youth (12-25)

Working Group
Collaboratively developed coding scheme, coded and analyzed the data

Dissemination
All partners took the lead in disseminating to their respective peers (e.g. academic 

publications, youth ‘ zines, community conferences and newsletters, 
and a community-wide roundtable with 50 HIV-positive youth in attendance)

Action
Initiated new programs and services, created a national network, launched an
interactive website to directly respond to youth concerns: www.livepositive.ca

Fig ure 1. The Pos i tive Youth Pro ject flow chart.
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used to review worksheets and dis cuss main themes. Col lec tively, the group’s notes were
cap tured in sum mary tables. (For more detail around meth ods and a descrip tion of results, 
see Flicker, 2004; Flicker et al., 2004; Flicker et al., 2005; Veinot et al., 2006.)

Once results were agreed on, a multipronged dis sem i na tion strat egy was adopted.
Three schol arly papers were pre pared for peer-review audi ences. Four youth-friendly
‘zines were cre ated for com mu nity dis tri bu tion. (‘Zines—pro nounced “zeens”—are a
pop u lar youth cul ture medium. They are self-pub lished non com mer cial mag a zines that
are often made using col lage tech niques with orig i nal and appro pri ated texts and images.) 
Team mem bers also col lab o rated on the devel op ment of three com mu nity news let ter arti -
cles and 21 conference presentations.

The pro ject cul mi nated in a com mu nitywide forum. HIV-pos i tive youth and ser vice
pro vid ers from across Can ada were invited to par tic i pate in a feed back roundtable. More
than 50 youth and ser vice pro vid ers gath ered to hear results and chart next steps. The
forum was the larg est known Cana dian gath er ing of HIV-positive youth.

The research results have already been used to gal va nize trans for ma tion and work
more col labor atively across sec tors. Con crete changes have been made at both pro gram
and pol icy lev els. Ser vice pro vid ers have cred ited the pro ject with help ing them to advo -
cate more effec tively for youth issues inter nally (within their respec tive agen cies) as well
as exter nally. National and pro vin cial bod ies have approached the team for pre sen ta tions
on find ings and train ing in rel e vant areas. Most recently, the part ner ship has launched a
Web site (www.livepositive.ca) to respond to youth treatment information needs.

Over the course of 16 months, 33 HIV-pos i tive youth advi sory meet ings, 5 ser vice
pro vider advi sory meet ings, and 25 work ing-group meet ings were held. Although there
was some fluc tu a tion in youth over the course of the 2-year period, there was a core group
of three that attended nearly every sin gle meet ing. Youth were pro vided with $20 hon o -
rar i ums for meet ing par tic i pa tion, snacks (gen er ally pizza), and tran sit tokens. Aca dem -
ics and ser vice pro vid ers col lab o rated on sev eral pro pos als for addi tional fund ing to con -
tinue the work of the col lab o ra tive. One pro posal was successful. The work is ongoing.

METHOD

Case study meth od ol o gies were used to exam ine ben e fits and costs asso ci ated with
pro ject par tic i pa tion from the per spec tives of key stake holders. In keep ing with case
study research meth od ol o gies, sev eral approaches to data col lec tion were used to tri an gu -
late find ings (Stake, 1995, 2000; Yin, 2003). The pro to col was approved by the Uni ver -
sity of Toronto’s HIV Research Eth ics Board (#9432). Two pri mary modes of data
collection were used:

Fa cil i ta tor Par tic i pant-Ob ser va tion and Field Notes. De tailed field notes were taken
by the pro ject co or di na tor (my self) of all group ac tiv i ties, at ten dance logs, and ac com -
plish ments. Through out the course of the pro ject, sev eral in for mal group pro cess check-
ins were con ducted with different partners.

In-Depth Semistructured In ter views. Work ing group mem bers were in vited to par tic i -
pate in re flec tive one-on-one in ter views on two oc ca sions (mid way and near com ple -
tion). In to tal, 2 ac a dem ics, 2 ser vice pro vid ers, and 10 youth vol un teered. Each in ter view 
lasted ap prox i mately 1 hour. All in ter views were audiotaped and transcribed verbatim.
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A pre lim i nary cod ing frame work of rel e vant themes gar nered from the lit er a ture was
devel oped. It informed the cre ation of the ini tial inter view guide and pro vided a frame -
work for field notes (Miles & Huberman, 1984). Fol low ing the inter views, the frame work 
was revised to incor po rate themes gen er ated from the data through an adap ta tion of the
con stant com par i sons meth ods used in grounded the ory (Charmaz, 2000; Strauss &
Corbin, 1990; Tay lor & Bogden, 1998). This involved the devel op ment of codes that
described par tic i pants’ own accounts of par tic i pa tion. Codes were applied and com pared
to newly col lected data and were mod i fied as nec es sary using Nud*ist qual i ta tive soft -
ware. Descrip tive codes were com bined to develop theoretical and analytical themes.

A num ber of dif fer ent strat e gies were adopted to opti mize trust wor thi ness (Lin coln &
Guba, 1985). These include tri an gu la tion of mul ti ple data (e.g., inter views and field
notes), mem ber checks (pro vid ing par tic i pants with ear lier drafts of this arti cle for reflec -
tion), thick descrip tion (to fol low), and keep ing a clear “audit trail” (Cresswell, 1998;
Devers, 1999; Lin coln & Guba, 1985; Miles & Huberman, 1984).

WHO BEN E FITS?

In try ing to tease apart the rel e vant con tri bu tions (see Fig ure 2) and ben e fits (see Fig -
ure 3) to work ing group mem bers, it became clear that there were two major cat e go ries of
ben e fi cia ries: the research itself and the stake holders (e.g., HIV-pos i tive youth, com mu -
nity-based ser vice pro vid ers, and aca demic researcher-clinicians).
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Time, hard work, commitment

• research experience
• writing funding proposals
• project administration and 

guidance
• day-to-day operation
• ethics review

• analysis & dissemination

• knowledge of community
• writing funding proposals
• recruitment assistance

• analysis & dissemination
• program development
• community concerns 

• knowledge of community
• ‘lived experience’ 
• devotion

• recruitment assistance
• hands-on work
• analysis & dissemination

AcademicsService ProvidersYouth

Fig ure 2. Con tri bu tions of pro ject part ners.
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THE RE SEARCH IT SELF

All those involved felt that “the research itself” bene fited from its par tic i pa tory
approach. The fol low ing areas were high lighted:

Better Ques tions. Youth as sisted in de vel op ing re search ques tions that met their
needs: Rather than sim ply fo cus ing on bar ri ers and fa cil i ta tors to treat ment in for ma tion,
youth wid ened the dis cus sion to more gen eral is sues of ac cess to a pleth ora of youth,
health, and social services.

Better Re cruit ment. Youth de signed the re cruit ment ma te ri als in youth-friendly for -
mats (e.g., col lages) and hung them in places where they them selves looked for in for ma -
tion. As a re sult, sev eral par tic i pants who had never be fore en tered an AIDS-ser vice or ga -
ni za tion or par tic i pated in research came forward.

Better Data Col lec tion. Pro to cols were amended based on youth feed back to en sure
that max i mum at ten tion was paid to en sur ing con fi den ti al ity and an o nym ity. For in -
stance, youth who were un com fort able with be ing tape-re corded were of fered al ter na tive
forms of par tic i pa tion (e.g., writ ing out an swers, or hav ing a note taker). Ul ti mately, 2 out
of the 35 (6%) sought these accommodations.

Better Anal y sis. Through out anal y sis, youth re search ers of fered new per spec tives and
ways of un der stand ing and read ing the data. They of ten ques tioned re searcher as sump -
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new networks
new skills

mutual learning
‘ the research itself ’ 

personal career advancement

new programs
& services for youth

Youthmentorship 
opportunities

grants, tenure, promotion,
access to new communities, 
‘ cultural competence,’ 
better data & interpretation,
new dissemination outlets

research skills, 
being heard and feeling useful,
new information, new opportunities,
financial remuneration

Academics Service Providers

research skills, credibility, 
new partners, new programs, 
data for advocacy

 

Fig ure 3. Who ben e fits from com mu nity-based par tic i pa tory research (and how)?
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tions and spurred closer read ings of the text. Through ac tive en gage ment (and some times
dis agree ment), youth in volve ment gen er ated dis cus sion, prompted as sump tion check -
ing, and in jected rigor. Anal y ses were con sid ered “re sults” only when the entire team
came to consensus.

Better Dis sem i na tion. While be ing sup ported by the rest of the team, re search ers,
com mu nity-pro vid ers, and youth each took the lead in dis sem i nat ing to their re spec tive
peer audiences.

Better Ac tion. Com mu nity-based organizations were able to im me di ately in te grate re -
search rec om men da tions into their work.

THE STAKE HOLDERS: HIV-POS I TIVE YOUTH

Nearly all of the youth involved iden ti fied as being pres ent or past mem bers of at least
one socially excluded com mu nity (e.g., gay, injec tion-drug-using, or home less com mu -
ni ties). For many, the path ways that led to HIV infec tion were part of a larger story of
social and struc tural bar ri ers to their full par tic i pa tion in soci ety. Many described feel ing
silenced, disempowered, and often unheard in their quo tid ian inter ac tions with pro fes -
sion als and oth ers in positions of power.

Active par tic i pa tion in a pro ject where those in posi tions of author ity not only lis tened
but acted on their rec om men da tions meant a tre men dous amount: “It felt good kinda to be 
able to con trib ute some ideas . . . ’cause I had n’t really ever been kind of asked my opin ion 
on ideas like that, you know” (youth, g). Nearly every youth inter viewed talked about the
power of sim ply “being heard” and hav ing oth ers “finally listen.”

Feel ing like they were part of a pro duc tive or socially respected team was impor tant to
par tic i pants. Youth reg u larly men tioned their alle giance to each other and the pro ject and
artic u lated how feel ing like a nec es sary part of “some thing” helped their self-esteem:

Just com ing to be a part of some thing was . . . good for me. . . . I think help ing out on a
research pro ject, well for me any way, like makes me feel like I’ve done some thing, you
know, and that’s good for me. You know, maybe I did n’t do a lot of stuff, you know, but I did
some thing, you know. Do the best I could and I try. (youth, b)

Many of the youth were nei ther in school nor employed. The ones who devoted the
most time to the pro ject lived on the Ontario Dis abil ity Sup port Pro gram as a result of
their HIV and related con di tions. Pro ject par tic i pa tion gave them an oppor tu nity to con -
trib ute in a “mean ing ful” way to civic society.

I wanted to make a dif fer ence; I wanted to do some thing sig nif i cant like this. . . . I knew, I just
antic i pated it would have a big impact. . . . I knew it would be intel lec tu ally fas ci nat ing. And
at that time I was look ing for some sort of an intel lec tual endeavour that I could do because I
could n’t afford to go to school and then all these sorts of things, so I thought I wanted some -
thing like that in my life. (youth, a)

The same youth was later able to artic u late her par tic i pa tion as akin to part-time employ -
ment:
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The way I put my vig our into it, it took up a lot of my energy. . . . But it took up my energy in a
very good way. It gave me some thing to do and I felt like it was like a part-time job. So it
was n’t over whelm ing. It was n’t too much. (youth, a)

Sim i larly, another young man talked about the impor tance of hav ing some thing mean -
ing ful to do:

Ah, like it gave me renewed sense of pur pose that I’m doing some thing good; that I’m not
only help ing myself but I’m help ing oth ers and I guess you can say it gives you that warm,
fuzzy feel ing. . . . It made me feel use ful. That was some thing since being diag nosed that I
could n’t feel. . . . I looked for ward to the meet ings that we had every Tues day, not so much for 
the pizza or the money; it was, uh, it felt like I was con trib ut ing to a team again. (youth, f)

For youth who lacked the struc ture of school or work, the pro ject rep re sented an
oppor tu nity to actively engage and par tic i pate in soci ety in a way that respected and val -
ued their skills and abil i ties, yet took into account the lim i ta tions and bar ri ers they faced
while liv ing with a chronic, epi sodic ill ness. For these youth who often felt alien ated from 
larger insti tu tions (schools, hos pi tals, large social ser vice agen cies), pro ject par tic i pa tion
gave them a point of entry for imag in ing links with spon sor ing insti tu tions and
possibilities for the future.

Youth who par tic i pated in the plan ning and exe cu tion of the research were in many
ways the recip i ents (some what unin ten tion ally) of an inten sive com mu nity devel op ment
inter ven tion with a strong dose-response effect. As a “core” par tic i pant said, “You get
what you give.” He elaborated,

Well . . . see I was on the street for a while, right? . . . A lot of those peo ple who are HIV or
AIDS don’t have this oppor tu nity. They feel hope less: They don’t have no direc tions. But
when you give them like the research, it could . . . makes you feel some body, more some -
body. . . . When you say a pro ject, it sounds like be a part of a team. . . . It makes you be more
involved with some thing. Espe cially a guy like me. . . . How did it make me feel? I am some -
body. That’s how it makes me feel. (youth, l)

He cred ited the pro ject with help ing him to “stay clean” and find hous ing. He talked
about how “feel ing use ful again” and “part of a team” helped him to have the “cour age” to 
take these steps. Ser vice pro vid ers and aca dem ics asso ci ated with the pro ject helped this
young man and oth ers secure infor ma tion about pub lic hous ing sup port and other social
wel fare ben e fits and nego ti ate the bureau cratic sys tems of access. As such, pro ject affil i a -
tion also pro vided a link to other eco nomic sup ports and social ser vices outside the scope
of the project.

Finally, youth talked about how pro ject par tic i pa tion expanded their hori zons and
helped some to reeval u ate their plans for the future:

I got to net work with peo ple across this coun try . . . that I oth er wise nor mally would have
never popped into. . . . And like I’ve taken my focus where I want to go with my life and from
like mak ing lots and lots of money . . . to help ing peo ple and doing social work and this pro -
ject is giv ing me—was help lay ing some foun da tion for that. (youth, f)

Another youth talked about how this pro ject made her want to go back to school. She
cred ited par tic i pa tion with giv ing her a renewed sense of con fi dence in her “ana lyt i cal”
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and “ques tion ing” skills. In turn, this made her want to inves ti gate the pos si bil i ties of
going back to school while liv ing on social assis tance. Sev eral of the other youth also
cred ited involve ment with help ing them to rethink their roles as research par tic i pants in
other stud ies that they were involved with (e.g., drug tri als). It made them want to ask
more ques tions about how research that may involve them might take place. They also felt 
they had learned a num ber of impor tant social and prac ti cal skills that were trans fer able to 
other set tings (e.g., computer and literacy skills).

Finally, youth described the $20 weekly hon o rar i ums as a major finan cial ben e fit. As
most lived on fixed gov ern ment incomes, the hon o rar i ums rep re sented a sub stan tial
boost. Nev er the less, they avowed that money (alone) was not enough: Had they not
enjoyed their expe ri ences, they would not have con tin ued com ing, even if “the cash was
good.” To illus trate this point, one youth described hav ing opted out of another study on
men tal health where they paid her more ($50/ses sion) because she did not feel like they
respected her.

THE STAKE HOLDERS: AC A DEM ICS

The aca demic researcher-cli ni cians reported that although the pro ject was impor tant,
it was only one of sev eral ways in which they have dem on strated their pas sion for and
com mit ment to work ing with, and for, youth. Aca dem ics talked about the rewards of ded -
i cat ing sub stan tial por tions of their careers to youth health research.

It can be dif fi cult to work with youth; on the other hand, it may be just so reward ing . . . it can
be such a mar vel ous expe ri ence, because nobody is lis ten ing to these kids. . . . And they’re
the future gen er a tion of lead ers and to make a com mit ment . . . this is where we need to invest
and rein vest. (academic, a)

Aca dem ics were pas sion ate about the intrin sic value of sim ply lis ten ing to youth.
They felt that the ben e fits of lis ten ing not only were impor tant for the youth recip i ents but
were equally ben e fi cial for the adults doing the lis ten ing. They were inspired by the imag -
i na tion and tal ents of the youth with whom they worked and felt enriched through their
par tic i pa tion in youth work and advocacy.

Aca dem ics lamented not hav ing the time to take more active roles in the day-to-day
oper a tions of pro ject admin is tra tion and youth par tic i pa tion. “Because of this area I’m
hav ing to kind of fly by at fifty thou sand feet so . . . but I can see the out puts . . . I just
observe from my fifty thou sand feet perch all the great work that you guys are doing”
(aca demic, a). Given the hec tic lives that aca dem ics and cli ni cians lead, the head
research ers rarely had time to work directly with the youth. Rather, they left this work to
grad u ate stu dents and ser vice pro vid ers. The aca dem ics under stood their roles as being
the guides or pro vid ing the vision that oth ers would imple ment. Given that they took less
active roles in the day-to-day youth encoun ters, the pro ject was somewhat less
meaningful to them.

Nev er the less, aca dem ics talked about enjoy ing their roles as both men tors and co-
learn ers in the col lab o ra tive pro cess. Both aca dem ics talked about the pride they felt
when they saw mem bers of the team who had less expe ri ence with research pres ent at
con fer ences, pro vide valu able input into pro posal devel op ment, or suc ceed in get ting
manu scripts pub lished. They found sat is fac tion in their roles as men tors for com mu nity
mem bers as well as graduate students.
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They also reflected on how much they learned through the pro cess:

That pro cess of work ing together and hear ing what all the dif fer ent part ners envi sioned was a 
very impor tant exer cise to go through, that with out that, if I as an aca demic . . . worked the
usual way we do, and imposed what we felt was the way to go, I don’t think we would have
been suc cess ful. I don’t think we would have appealed to the com mu nity the way we did. I
don’t think it would have resulted in the suc cesses that have occurred as a result of that col -
lab o ra tion. (academic, b)

Aca dem ics rec og nized that the HIV field is a much polit i cized envi ron ment and part -
ner ing with CBOs allowed them entry into new ter ri tory in a sen si tive and respect ful man -
ner. Finally, aca dem ics felt that an impor tant ben e fit to par tic i pa tion in any research
endeavor was new knowl edge cre ated and dis sem i nated in the form of aca demic pub li ca -
tions, new sources of research fund ing, and ulti mately, ten ure and/or career advance -
ment. When que ried about whether the pro ject was suc cess ful in their eyes, one
suggested,

Well I think the fact that we got four manu scripts out from one pro ject is pretty remark able.
Wish I could say that for all the other ones we’re doing. (researcher, a)

What made this pro ject so suc cess ful in this researcher’s eyes was being able to bal -
ance com mu nity activ ism with sci en tific rigor.

THE STAKE HOLDERS: SER VICE PRO VID ERS

Ser vice pro vid ers reported feel ing that they as indi vid u als (spe cif i cally) and their
agen cies (gen er ally) had bene fited from the pro ject. They felt that the knowl edge gath -
ered through the research pro vided them with the “ammu ni tion” to advo cate more effec -
tively on behalf of youth (e.g., “It’s actual real evi dence that I can use to back things up
now” (provider, a).

They reported that they were able to imme di ately inte grate knowl edge into ser vice
pro vi sion and more effec tively train staff on youth issues. As one ser vice pro vider
described,

Cer tainly in terms of orga ni za tional knowl edge about youth is like a lot greater. Like I pre -
sented our study find ings to our staff, I’m work ing on a plan to try to train every body here
who does work shops . . . [we] also got a lit er a ture review out of the pro ject which is on our
website and . . . we get a lot more ques tions now from our 1-800 phone ser vice about youth
issues because of hav ing stuff on our website. (provider, b)

Pro vid ers felt that their agen cies were also able to lever age the part ner ships devel oped
to apply for addi tional research and ser vice fund ing. They cred ited the pro ject with help -
ing them to find orga ni za tional part ners who were then able to offer sup port for other
initiatives:

I’d say the part ner ships we’ve devel oped have been really amaz ing. . . . [We] devel oped links
with orga ni za tions that we did n’t have before, and that hope fully will be solid and ongo -
ing. . . . And you know, it was extremely easy, for exam ple, . . . when we had to do our fund ing
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sub mis sion . . . to draw upon our rela tions that we have now [for sup port] . . . that was very
easy because we are work ing so closely together. (provider, b)

Pro vid ers also cred ited the pro ject with help ing them to advo cate for youth issues in
their agen cies where com pet ing inter ests and agen das often made it dif fi cult to focus
atten tion on youth needs. They reported that the pro ject also helped to gal va nize com mu -
nity devel op ment: The roundtable and strong rep re sen ta tion at national con fer ences
helped to put youth issues on the national agenda. Fur ther more, the pro ject’s com mit ment 
to devel op ing the skills of youth fos tered the devel op ment of young lead ers who might
champion the cause in the future.

Finally, ser vice pro vid ers also com mented on the ben e fits of learn ing new research
skills. They felt that these skills were trans fer able to other set tings and pro jects. As a
result of par tic i pa tion, one pro vider actu ally decided to leave her agency to pur sue a
doctorate.

AT WHAT COSTS?

I think research seems to be more com pli cated, takes lon ger, is more in-depth and needs
more money than any thing else that I’ve been involved with. I don’t know why. (ser vice pro -
vider, a)

Although work ing group mem bers all felt that they had bene fited from par tic i pa tion,
they also agreed that the pro ject took much lon ger and was more involved than they had
orig i nally antic i pated. Over the course of the pro ject, sev eral artic u lated that it would be
“so much faster” or “more effi cient” if they could sit in their offices or apart ments and do
things on their own with out so much “back and forth.” Although many felt that the
empha sis on pro cess con trib uted to pro ject suc cess, the slow pace was a persistent
frustration.

In addi tion, some felt that the pro ject was a huge added respon si bil ity on top of their
already heavy work loads: “I was just—I was like excited to do it, but I was also like kind
of frus trated because there was a lot of things to do and I was like—and I have to do my
job as well, so it was just like crazy. It was like a lot of stuff to do” (ser vice pro vider, a).
Ser vice pro vid ers felt that they already knew much of what was “dis cov ered” through the
research pro cess. The legit i macy, how ever, afforded to pro ject find ings because of the
aca demic affil i a tions made par tic i pa tion some what of an imper a tive under increas ingly
com pet i tive fund ing envi ron ments. As a result, some resented the heightened workload:

[We have] had the same level of fund ing for the last ten years with—or maybe a bit less time,
but basi cally our fund ing has not changed, yet the demands have increased in terms of the
com plex ity of what we’re doing . . . there’s a real issue with hav ing enough time to sort of ful -
fill our basic man date and be involved in com mu nity-based research, and I think that that’s
where the chal lenge will come from. (ser vice pro vider, b)

Sev eral part ners men tioned infor mally dur ing con fer ence calls and other meet ings
that to stay on top of their reg u lar work demands, they cut into their per sonal time to com -
plete part ner ship activities.

Another per sis tent frus tra tion was the dif fi culty of find ing sustainability fund ing.
“The end less cycle of writ ing fund ing pro pos als” (ser vice pro vider, b) was an oner ous
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and tax ing job. Given the nature of the pro ject, pro gram funders found team pro pos als
“too researchy,” whereas research funders claimed that there was not enough of a sci en -
tific focus. Nego ti at ing the appro pri ate bal ance proved extremely chal leng ing. There
were also ques tions around whether appro pri ate fund ing dol lars were being sought and
who should take the lead on resource development.

Another com mon theme was a lack of clar ity about roles and deci sion mak ing. Given
the mul ti ple deci sion-mak ing groups—a work ing group, a youth advi sory, and a ser vice
pro vider advi sory with over lap ping mem ber ship—some felt chron i cally “out of the
loop.” In par tic u lar, the gap between youth and aca dem ics was high lighted, because as
one youth said, “There’s still a power dynamic because they never come and talk to us”
(youth, a). Despite the team’s best efforts, aca dem ics were rarely able to attend youth
meet ings and, as a result, some youth artic u lated feel ings of frus tra tion at what they saw
as a dou ble stan dard of par tic i pa tion when read ing final reports and see ing “peo ple’s
names on there who I never even met before” (youth, f). This led some to feel frus trated
and challenge the rhetoric of partnership.

Par tic i pat ing in col lab o ra tive ven tures was also under stood to be risky. Whereas the
aca dem ics on this pro ject were quite senior, they talked about how CBPR might be a
dicier endeavor for youn ger aca dem ics in the cur rent “pub lish or per ish” aca demic envi -
ron ment because CBPR “time lines can be lon ger and you have to build the rela tion ship
first” (researcher, a). For ser vice pro vid ers, haz ards were asso ci ated with not hav ing
enough time to do all jobs well (and ser vice pro vi sion suf fer ing as a result). Finally, for
youth, there were risks around dis clo sure and stigma of actively par tic i pat ing in an HIV
activ ity, jeop ar diz ing the respect of their peer groups if they found out they were engaged
in research and the possibility of being tokenized.

A final cost of engage ment was loss of con trol. Sev eral par tic i pants artic u lated feel -
ing chal lenged by (a) the num ber of peo ple involved; (b) dis com fort with trans gress ing
dis ci plines/zones of com fort/tra di tional spaces; and (c) hav ing their names and rep u ta -
tions asso ci ated with a part ner ship with mul ti ple spokespeople. Issues came to a head
when a youth asso ci ated with the pro ject decided to cre ate a Web site offer ing youth-
friendly treat ment infor ma tion. Before check ing in with the group, he sent out a media
release using team mem bers’ names and orga ni za tional affil i a tions as pro ject advi sors. In
the release, he styled him self a not-for-profit and asked for dona tions. Need less to say,
this was an embar rass ing gaffe. Pro ject part ners were very unhappy and many were wor -
ried about their names or orga ni za tions being affil i ated with a Web site that pur ported to
give treat ment infor ma tion to youth with out any form of med i cal review (not to men tion
the legal issues involved in ask ing for dona tions as a not-for-profit when this was not the
case). This inci dent threat ened to break apart the part ner ship. Although on one hand,
some mem bers were very proud of the youth for tak ing on a huge pro ject and being able to 
cre ate an impres sive prod uct, oth ers were furi ous that he would use pro ject resources
(fund ing pro pos als, media con tacts, etc.) to under mine part ner ship activ i ties. Ulti mately,
it was decided that it would be best for the part ner ship if this par tic u lar youth parted ways
with the col lab o ra tive.

LIM I TA TIONS

This case study exam ined one CBPR pro ject from the per spec tives of work ing group
mem bers. It had some lim i ta tions. First, the sam ple was small and there fore results are
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not intended to be generalizable. Nev er the less, issues raised may be impor tant to con sider 
in other CBPR con texts. Fur ther research may wish to com pare mul ti ple projects.

Sec ond, those stake holders inter viewed were all mem bers of the pro ject work ing
group and there fore rep re sented a deeply invested group. Mem bers of the work ing group
who were not inter viewed included one aca demic (largely due to repeated sched ul ing
con flicts) and one youth (who “did n’t feel like it”). Fur ther research may wish to inter -
view other stake holders, per haps more periph eral advi sory group mem bers with less
invest ment in the pro ject, for comparisons.

A third lim i ta tion is that the study coor di na tor was also the same per son who con -
ducted all the reflec tive inter views. This may have led to peo ple being guarded about
negativity. On the other hand, it may have led to richer find ings because a famil iar and
trust ing rap port was already estab lished. A final lim i ta tion is that although this arti cle was 
exam in ing a CBPR pro ject, the results pre sented here were largely not col lected or ana -
lyzed using a par tic i pa tory frame work. Par tic i pants were all, how ever, given an oppor tu -
nity to view earlier drafts of this article.

DIS CUS SION

CBPR can (and often does) ben e fit all those involved in the research pro cess. The ben -
e fits, how ever, are not with out sub stan tial invest ment, nor are they nec es sar ily equi ta bly
spread. Sev eral youth in this case study found the pro ject transformative and many of
them did indeed secure tan gi ble ben e fits through out the life of the pro ject (find ing hous -
ing, secur ing employ ment and/or income secu rity, social sup port, assis tance with get ting
“clean,” etc.). Nev er the less, ques tions remain as to the sustainability of these and other
effects. By con trast, the ben e fits secured by CBOs (new part ner ships, new grant sources,
new ser vice deliv ery mod els) and aca demic research ers (new grants, new research part -
ners, pub li ca tions, career advancement) might be seen as more sustainable.

One approach to con sid er ing ben e fits is shift ing the lens from indi vid ual to com mu -
nity. Hawe (1994) argues that eval u a tions of pub lic health inter ven tions ought to think
about empow er ment as both a pro cess and out come indi ca tor. Build ing on her work,
Boutilier, Rajkumar, Poland, and Badgley (2001) posit that eval u a tions of action pro jects
should take into account “impor tant shifts in com mu nity pro cesses, rela tion ships and
com pe ten cies that indi cate prog ress in com mu nity ini tia tives . . . [whereby] small indi vid -
ual level changes are some times pre cur sors to larger-scale changes” (p. 91). They rec om -
mend using alter na tive indi ca tors of suc cess, such as long-term par tic i pa tion of mem bers
despite obsta cles, reach ing con sen sus on goals where none had been pos si ble before,
skills devel op ment, cre at ing employ ment oppor tu ni ties for com mu nity mem bers, and so
on (Boutilier et al., 2001). By these counts, the pro ject was cer tainly suc cess ful. The Pos i -
tive Youth Pro ject built the capac i ties of HIV-pos i tive youth, ser vice pro vid ers, and aca -
dem ics that might allow for more suc cess ful tack ling of future health and social issues
faced by this com mu nity. This may in fact be a higher order indicator of benefit and
success (Hawe, 1994; Hawe, Noort, King, & Jordens, 1997).

Fur ther more, exam in ing suc cess on an indi vid ual level makes it very dif fi cult to see
com mu nity-level ben e fits. For exam ple, the advo cacy efforts of the larger col lab o ra tive
resulted in new resource streams and new com mu nitywide net works and ini tia tives to
serve youth. These meso-level changes are dif fi cult to mea sure but cer tainly show the
syn er gis tic effects of the capac i ties of indi vid u als and orga ni za tions work ing strategically 
in a collective manner.
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Dis courses around empow er ment also need to be con tin u ally ques tioned. Empow ered
indi vid u als are not merely acquir ing new prac ti cal skills: They are recon struct ing and
reori ent ing deeply ingrained per sonal sys tems of social rela tions (Keiffer, 1984). Wil -
liams and Labonte (2003) argue that “as mem bers of com mu ni ties expe ri ence, reflect and 
engage in con struc tive or crit i cal dia logue about their expe ri ences, this may evoke new
under stand ings, inter nal feel ings of dis so nance and pro voke new and more effec tive
actions that chal lenge sta tus quo power rela tions” (p. 65). Despite roman tic notions of
empow er ment, few explore what hap pens when empow er ment “goes wrong” or sets up
unre al is tic expec ta tions. For instance, “par tic i pants who are moti vated to become actors
for change may feel a sense of cyn i cism, despair or pow er less ness when the results of
their efforts fail to match their expec ta tions” (Wang et al., 1998, p. 85). In our study, one
young man’s empow ered attempt to develop com mu nity resources with out ade quate con -
sul ta tion or sup port put the col lab o ra tion in jeop ardy and led to part ner dis sat is fac tion
and his being ostra cized from pro ject activ i ties. As such, empowerment in this context
needs to be understood as a double-edged sword.

Man ag ing the com plex rela tion ships among pro ject part ners was a del i cate and dif fi -
cult bal ance. In this study, youth both val ued being heard by some pro ject part ners and, at
the same time, com plained about the per ceived lack of atten tion they got from oth ers.
Pro ject part ners in CBPR col lab o ra tions need to remem ber that com plex insti tu tional
hier ar chies are often grafted onto inter per sonal rela tions (Mason & Boutilier, 1996). As
such, those wish ing to part ner with youth should pay spe cial atten tion to find ing ways to
engage and part ner with socially excluded youth that do not re-inscribe relations of power 
and inequity.

Finally, the recent pop u lar ity of CBPR ought to be under stood in a larger social, polit i -
cal, and eco nomic con text. Seifer (2004) par tially attrib utes the new found esteem of this
approach to the rise in cor po rate cit i zen ship and pri vat iza tion. This trend has led to new
pub lic expec ta tions of account abil ity and dol lar value, vir tu ally forc ing not-for-prof its to
engage in research to make a case for their work. In increas ingly tight fis cal envi ron -
ments, not-for-prof its (espe cially AIDS-ser vice orga ni za tions) are being asked to do
ever more with dwin dling resources (Cain & Todd, 2002). Care needs to be taken to
ensure that we are not plac ing “the bur den of orga niz ing for change on the poor and/or
minor ity groups in our soci ety” (Minkler, 1978). Find ing the appro pri ate level of par tic i -
pa tion for com mu nity mem bers and ser vice pro vid ers that allows for col lab o ra tive deci -
sion mak ing while respect ing their over bur dened sched ules remains an ongo ing chal -
lenge (Kone et al., 2000; Maguire, 1993; Stoecker, 1999; Wang et al., 1998).

IM PLI CA TIONS FOR PRAC TICE

This arti cle has shown that CBPR can bring about both tan gi ble and intan gi ble ben e -
fits for those directly involved as well as for the greater com mu nity. Nev er the less, these
ben e fits are not with out sub stan tial investment.

One key learn ing from our pro ject is that inad e quate upfront resources were ded i cated
to part ner ship devel op ment. This man i fested in a lack of clar ity around roles and respon -
si bil i ties and mul ti ple advi sory com mit tees with out clear terms of ref er ence. Part ner ship
teams may want to develop mem o ran dums of under stand ing or part ner ship agree ments
that pro duc tively acknowl edge power ineq ui ties, develop prin ci ples of engage ment, and
help to pre clude unnec es sary con fu sion. In addi tion, ongo ing resources are nec es sary for
part ner ship main te nance (e.g., conference calls, scheduling meetings, check-ins).
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Those inter ested in engag ing in CBPR should plan appro pri ately and bud get for the
sub stan tial human and resource costs asso ci ated with part ner ship approaches to research. 
Those engaged in CBPR (espe cially funders) need to be atten tive to the increas ingly
stress ful work envi ron ments expe ri enced by ser vice pro vid ers in not-for-profit agen cies.
One way of alle vi at ing some of the bur den of the dou ble respon si bil ity of research and
ser vice pro vi sion might be to pro vide smaller agen cies with staff buy-outs (Caldwell,
Zimmerman, & Isichei, 2001). Com mu nity mem bers and ser vice pro vid ers should be
encour aged to find appro pri ate and desir able lev els of involve ment that give them a
mean ing ful voice with out over bur den ing them or diverting them from other important
duties.

Inter ested par ties may also want to repeat edly reflect on whether ben e fits to par tic i pa -
tion are equi ta bly dis trib uted to redress sys temic inequal i ties. At the end of the day, gen -
er at ing “good feel ings” all around is an impor tant start, but it is not enough. Care needs to
be taken to ensure that con crete ben e fits are accrued for all pro ject part ners and that the
ben e fits of CBPR fun da men tally address the per va sive ineq ui ties that main tain
marginalization for our society’s most disadvantaged.

Finally, CBPR funders and prac ti tio ners alike ought to con tinue crit i cally think ing
about the ways in which these part ner ships affect all stake holders and advo cate for pol i -
cies and approaches that most equi ta bly serve com mu nity interests.
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