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In the wake of acknowledged abuses of humans engaged 
in biomedical experiments, the National Research Act 
(Public Law 93–348) was signed into law in 1974.1 This 

created the National Commission for the Protection of Human 
Subjects of Biomedical and Behavioral Research, whose pur-
pose was to ensure that research involving human subjects 
adheres to clear ethical standards. Institutional Review Boards 
(IRBs) were established to protect human subjects involved 
in research.2

With the development of federal standards for the ethical 
treatment of human subjects and stringent means for their 
enforcement through local IRBs, confirmed instances of 
research harm (including failing to fully inform human 

Abstract

Problem: Rules for protecting human subjects, in place 
federally since 1974, have focused primarily on guarding 
against placing research subjects at social, physical, or 
psychological risk or violating their privacy and confi
dentiality. Nevertheless, high-risk communities are routinely 
subjected to “sins of omission,” which limit access to 
potentially significant research opportunities and result in 
the absence of studies that could confer high degree of 
community beneficence.

Purpose of Article: To describe “sins of omission” and 
provide examples from the Community Networks Program 
Centers (CNPC) to illustrate how community-based partici-
patory research (CBPR) can prevent them.

Key Points: CBPR is an effective antidote to sins of omission. 
Activities undertaken by the CNPCs illustrate how adherence 
to CBPR principles can improve research access and 
outcomes.

Conclusions: By working with community members as 
partners, we expand the concept of beneficence to include 
“community beneficence,” thus reducing the probability of 
“sins of omission.”

Keywords
Community-based participatory research, research ethics, 
institutional review boards, human subjects, community 
beneficence

subjects or by recklessly exposing them to danger for some 
presumed higher good) are now relatively rare in biomedical 
research.3 IRBs have contributed significantly toward achiev-
ing the goal of protecting individuals from harms resulting 
from involvement in medical research. Rates of actual physi-
cal harm are very low and other risks, such as those due to 
breaches of confidentiality, are rare.3

The traditional IRB philosophy and operational perspec-
tive grew out of a model of biomedical research that focuses 
mainly on individual patients enrolled in clinical trials. Over 
the past 12 to 15 years, the National Cancer Institute (NCI) 
has moved logically from a nearly exclusive emphasis on an 
academic institution-inspired model emphasizing clinical 
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trials research toward an interdisciplinary, community part-
nership model.

The NCI-funded CNPC, through which the authors of 
this article are funded, represents the latest transition toward 
CBPR from academically designed and initiated clinical tri-
als research. The CBPR approach emerges from social justice 
and action research traditions,4–7 embracing a commitment 
to work in partnership with disenfranchised, underserved 
populations to reduce disparities. In the context of the CNPCs, 
this entails operationalizing its nine principles ranging from 
recognizing the community as a unit of identity to commit-
ting to long-term processes of sustainability.8,9 In addition to 
expanding the NCI research agenda and approach, CBPR has 
important implications for the protection of human subjects 
and, more important, considering how research can benefit 
high-risk, underserved members of our society and the com-
munities in which they live.

Our stakeholders from racial, ethnic, and socioeconomic 
groups that experience disparities have voiced ethical con-
cerns about disease prevention, treatment, racism, medical 
mistrust, and end-of-life decisions that reflect racial, ethnic, 
and socioeconomic disparities as well as a variety of social 
barriers to conducting meaningful research. Similar ethical 
concerns have been voiced at the researcher–community 
interface nationally.10–13 These concerns compel us to address 
issues from a public health justice perspective; that is, risks 
and benefits relating to entire high-risk communities rather 
than only individual study participants. Although the focus on 
the negative consequences of traditional biomedical research 
is laudable, it falls far short of what CNPC investigators see as 
an extended responsibility to our constituencies. This expands 
the concept of beneficence, one of the pillars of current ethical 
criteria, to include “community beneficence,” which recog-
nizes the rights of communities to engage in active, informed 
decision making regarding participating in research that may 
result in reductions of the health disparities they experience.

When we fail to identify and seize opportunities to 
reduce cancer-related health disparities, including factors 
that increase the risk of other diseases, we commit “sins of 
omission,” which result in the absence of studies that could 
confer a high degree of community beneficence, but are rarely 
done because they are not “required.” These “sins” encompass 
failing to expand understanding of the underlying causes of 

health inequities, limiting access to research opportunities, 
failing to intervene meaningfully to reduce community 
health inequities based on current knowledge, or passively 
supporting traditional power imbalances between community 
partners and researchers that inhibit social advances in health 
equity. Although direct harm to individuals is now rare, “sins 
of omission” are, in all likelihood, very common. A poorly 
understood perceptual gap exists among researchers, other 
stakeholders, and our disparate communities regarding the 
interpretation and moral balance between these “sins of omis-
sion” and the probability of research harm to individuals in 
biomedical research. This perceptual gap, in turn, may affect 
participation in research, including intervention trials and 
the collection of biological specimens from research subjects.

Despite the stated objective that IRBs should take into 
account the potential benefits of research to address the 
causes and consequences of health problems, disability, and 
premature death (in keeping with the norms of “community 
beneficence”), we believe that their primary objective is to 
prevent research harm. Although the potential benefits that 
members of vulnerable populations may derive from CBPR 
are real, the criteria for evaluating community beneficence 
are rather abstract and vague. Unlike assessing deleterious 
effects across studies that receive IRB approval, for which 
there is both a discernible “numerator” that can be measured 
(i.e., adverse effects) and a well-defined “denominator” (the 
total of human subjects recruited into a defined number of 
protocols) that allow for relatively straightforward computa-
tion of “adverse effect” rates, there are no corollary parameters 
against which we can assess community-level beneficence. It 
is, therefore, understandable that IRB committees focus on 
reducing risk, with its straightforward measure of effective-
ness, rather than addressing “sins of omission.”

Recognition of the problem of “sins of omission” is not 
new. It was first mentioned in a 1983 article14 in which it is 
stated that “research ethics in a ‘value-free’ science . . . has 
made researchers value-blind, insufficiently able to foresee 
possible negative consequences of what they do, but very 
able to design strategies to agree to structures that protect 
them;” and by “concentrating so much on top leads to . . . 
demobilizing the rest, turning them into clients.” Hence, 
“researchers will . . . be tempted into sins of omission – not to 
pursue constructive knowledge, and not to pursue unpleasant 
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truths, not because they want this, but because the structure 
leads them in that direction.” Our purpose in this article is to 
examine the ways in which CBPR enhances the assessment of 
whether the possible risks to human subjects are reasonable 
in relation to the anticipated benefits.

Weighing Community Benefits in Relation to Risks
As has been the case for many decades, the primary cur-

rent focus of IRBs is to protect human subjects by guarding 
against potential risks associated with their participation in 
research studies. Researchers are required to identify the 
potential risks and specify in detail the safeguards to protect 
subjects from those risks. Safeguards of this kind include 
medical consultation and individual counseling. Although 
vigilance in protection of individuals is, of course, very impor-
tant, there is the danger of not approving research projects 
that, in fact, may benefit the larger community, including the 
high-risk communities from which some individual research 
subjects are drawn. The CNPC-associated communities 
tend to be both at high risk of disease and generally more 
likely not to participate in research. A cadre of individuals 
committed to CBPR is highly likely to propose, design, and 
implement studies that could benefit the wider community 
by, for example, reducing cancer-related health disparities 
related to social inequities and environmental injustices. It 
is well-documented, however, that CBPR is relatively time 
consuming and difficult.15–17 So, in the absence of this com-
mitment to CBPR, these studies would simply never be done. 
It is important that the IRBs take community beneficence, and 
the level of deep commitment it implies, into account when 
making decisions to approve studies

Although the potential benefits to the community may 
be real, the criteria for evaluating community beneficence 
are more abstract and vague. Indeed, risk (physical, mental, 
emotional, and legal) is defined almost exclusively in terms of 
the individual. There is no comparable detailed consideration 
of risk to the wider community. Without a more detailed con-
sideration of community beneficence and risk, it is not possible 
to conduct a sophisticated and balanced assessment of relative 
benefits and costs to individuals and the wider community.

CBPR Principles and Their Operationalization
Although definitions may vary, it is widely agreed that there 

are nine principles involved in operationalizing of CBPR8,9:

1.	 Recognize the community as a unit of identity.

2.	 Build on the strengths and resources within the 
community.

3.	 Facilitate a collaborative, equitable partnership in all 
research phases through an empowering and power 
sharing process that attends to social inequalities.

4.	 Foster co-learning and capacity building among all 
partners.

5.	 Integrate and achieve a balance between data gen-
eration and intervention for the mutual benefit of all 
partners.

6.	 Focus on the local relevance of public health problems 
and on ecological perspectives that attend to multiple 
determinants of health.

7.	 Involve systems development in a cyclical and iterative 
process.

8.	 Disseminate results to all partners and involve them in 
the wider dissemination of results.

9.	 Involve a long-term process and commitment to 
sustainability.

Examples of how these were operationalized in our five 
CNPC are presented in Table 1.

Summary of Major Points
IRBs need to continue being diligent in protecting research 

participants from possible harm. Still, we also are obliged to 
take seriously the ethical implications resulting from not con-
ducting research in disparate communities, namely, “sins of 
omission.” We believe that CBPR can serve as a resource for 
the development and evaluation of new guidelines for com-
munity risk and beneficence. These guidelines, in turn, will 
contribute to more sophisticated and balanced assessments 
of the relative benefits and costs to individuals and the wider 
community in which they live that may be associated with 
specific research proposals.

Future guidelines should be based on the nine principles 
of CBPR. Table 1 provides examples illustrating the kinds of 
things that reviewers might want to consider when evaluat-
ing adherence to these principles. When the USC team pro-
posed its first community-guided diet and physical activity 
intervention trials more than 10 years ago, it was virtually 
impossible to obtain approval from IRBs accustomed to 



44

Progress in Community Health Partnerships: Research, Education, and Action	 Special Issue 2015 • vol 9

Ta
bl

e 
1.

 E
xa

m
pl

es
 o

f O
pe

ra
ti

on
al

iz
in

g 
CB

PR
 P

ri
nc

ip
le

s 
in

 C
NP

C 
Re

se
ar

ch

Pr
in

ci
pl

e
‘Im

i H
al

e—
Na

ti
ve

 H
aw

ai
ia

n 
Ca

nc
er

 N
et

w
or

k
So

ut
h 

Ca
ro

lin
a 

Ca
nc

er
 

Di
sp

ar
it

ie
s 

Co
m

m
un

it
y 

Ne
tw

or
k 

Al
am

ed
a 

Co
un

ty
 N

et
w

or
k 

Pr
og

ra
m

 fo
r R

ed
uc

in
g 

Ca
nc

er
 

Di
sp

ar
it

ie
s

W
IN

CART


: W
ea

vi
ng

 a
n 

Is
la

nd
er

 N
et

w
or

k 
fo

r C
an

ce
r 

Aw
ar

en
es

s,
 R

es
ea

rc
h 

an
d 

Tr
ai

ni
ng

Ka
ns

as
 C

om
m

un
it

y 
Ca

nc
er

 
Di

sp
ar

it
ie

s 
Ne

tw
or

k

Re
co

gn
ize

 th
e 

co
m

m
un

ity
 as

 u
ni

t o
f 

id
en

tit
y

N
at

iv
e H

aw
ai

ia
n 

an
d 

Pa
cifi

c 
Is

lan
de

rs
 h

av
e p

oo
r c

an
ce

r 
su

rv
iv

al 
an

d 
lim

ite
d 

ac
ce

ss
 to

 
ca

re
.21

Af
ric

an
 A

m
er

ica
ns

, a
s a

 g
ro

up
, 

ha
ve

 h
ig

h 
ca

nc
er

 in
cid

en
ce

 an
d 

po
or

 su
rv

iv
al,

22
–2

6  b
ut

 v
er

y 
hi

gh
 

ch
ur

ch
 at

te
nd

an
ce

.27

Al
am

ed
a C

ou
nt

y 
H

ea
lth

 
De

pa
rtm

en
t i

de
nt

ifi
ed

 
co

lo
re

ct
al 

ca
nc

er
 as

 an
 is

su
e 

in
 th

e A
fri

ca
n-

Am
er

ica
n 

co
m

m
un

ity
.28

,2
9

W
IN

CA
RT

’s 
Le

t’s
 M

ov
e!

 
pr

og
ra

m
 w

as
 sp

ea
rh

ea
de

d 
by

 a 
no

np
ro

fit
 th

at
 se

rv
es

 
as

 th
e C

OP
 le

ad
 fo

r t
he

 
W

IN
CA

RT
 C

N
PC

.

Ru
ra

l d
we

lli
ng

 L
at

in
os

 in
 

to
wn

s o
f s

ou
th

we
st 

Ka
ns

as
 

an
d 

Am
er

ica
n 

In
di

an
s o

n 
re

se
rv

at
io

ns
 in

 n
or

th
ea

st 
Ka

ns
as

.

Bu
ild

 o
n 

str
en

gt
hs

 
an

d 
re

so
ur

ce
s o

f t
he

 
co

m
m

un
ity

Th
e c

an
ce

r p
at

ien
t n

av
ig

at
io

n 
tra

in
in

g 
an

d 
in

te
rv

en
tio

n 
bu

ilt
 

on
 H

aw
ai

ia
n 

va
lu

e o
f k

ok
ua

 
(h

elp
in

g 
on

e a
no

th
er

) a
nd

 th
e 

H
aw

ai
ia

n 
tra

di
tio

n 
of

 h
o‘

ok
ele

 
(n

av
ig

at
in

g)
 as

 a 
m

et
ap

ho
r f

or
 

na
vi

ga
tin

g 
th

e r
ou

gh
 w

at
er

s o
f 

th
e c

om
pl

ex
 an

d 
co

nf
us

in
g 

ca
nc

er
 

ca
re

 sy
ste

m
.21

,3
0,

31

Th
is 

eff
or

t t
ap

pe
d 

in
to

 th
e 

str
en

gt
h 

of
 a 

ra
pi

dl
y 

ex
pa

nd
in

g 
m

ov
em

en
t t

ha
t r

ec
og

ni
ze

s t
he

 
co

nn
ec

tio
n 

be
tw

ee
n 

sp
iri

tu
al

 
an

d 
ph

ys
ica

l h
ea

lth
 th

at
, i

n 
tu

rn
, 

ex
te

nd
s f

ro
m

 th
e d

ee
p 

re
lig

io
us

 
ro

ot
s o

f t
he

 ci
vi

l r
ig

ht
s e

ra
.27

,3
2–

34

Th
e C

hu
rc

h 
of

 G
od

 in
 C

hr
ist

 
is 

a s
pi

rit
ua

l a
nd

 ci
vi

c 
re

so
ur

ce
. S

im
ila

rly
, A

fg
ha

n 
CB

Os
 ar

e a
 ce

nt
er

 p
iec

e f
or

 
th

e A
fg

ha
n 

co
m

m
un

ity
. E

ac
h 

pr
og

ra
m

 b
ui

ld
s o

n 
sp

iri
tu

al
 

an
d 

co
m

m
un

ity
 re

so
ur

ce
s.28

Th
e p

ro
gr

am
 ta

rg
et

s P
ac

ifi
c 

Is
lan

de
r c

hu
rc

he
s a

nd
 

so
cia

l g
ro

up
s t

ha
t c

om
pr

ise
 

th
e p

rim
ar

y 
cu

ltu
ra

l a
nd

 
co

m
m

un
ity

 re
so

ur
ce

s f
or

 
Pa

cifi
c I

sla
nd

er
s o

n 
th

e 
co

nt
in

en
ta

l U
ni

te
d 

St
at

es
.

W
or

k 
wi

th
 co

m
m

un
ity

 
lea

de
rs

 to
 id

en
tif

y 
an

d 
tra

in
 

pr
om

ot
or

es
 (L

at
in

os
). 

W
or

k 
th

ro
ug

h 
tri

ba
l c

ou
nc

ils
 to

 
be

gi
n,

 p
ilo

t t
es

t, 
an

d 
ta

ilo
r 

pr
oj

ec
ts.

Fa
cil

ita
te

 co
lla

bo
ra

tiv
e, 

eq
ui

ta
bl

e p
ar

tn
er

sh
ip

 
in

 al
l r

es
ea

rc
h 

ph
as

es
 th

ro
ug

h 
an

 
em

po
we

rin
g 

an
d 

po
we

r-
sh

ar
in

g 
pr

oc
es

s 
th

at
 at

te
nd

s t
o 

so
cia

l 
in

eq
ua

lit
ies

. 

N
at

iv
e H

aw
ai

ia
n 

pa
tie

nt
s, 

fa
m

ily
 

su
pp

or
te

rs
, o

ut
re

ac
h 

wo
rk

er
s, 

an
d 

pr
ov

id
er

s p
ar

tic
ip

at
ed

 
in

 th
e d

es
ig

n,
 te

sti
ng

, a
nd

 
im

pl
em

en
ta

tio
n 

of
 a 

48
-h

ou
r 

na
vi

ga
tio

n 
cu

rr
icu

lu
m

 an
d 

pr
og

ra
m

s.21

Th
is 

pr
oj

ec
t e

nt
ai

led
 re

fin
in

g 
an

d 
im

pl
em

en
tin

g 
th

e d
iet

 an
d 

ph
ys

ica
l a

ct
iv

ity
 in

te
rv

en
tio

n,
 

wh
ich

 w
as

 d
es

ig
ne

d 
by

 a 
te

am
 

of
 co

m
m

un
ity

 an
d 

ac
ad

em
ic 

pa
rtn

er
s. 

It 
cu

lm
in

at
ed

 in
 h

iri
ng

 
ch

ur
ch

 m
em

be
rs

 to
 se

rv
e a

s 
CE

T 
m

em
be

rs
.

Co
m

m
un

ity
 ad

vi
so

ry
 

co
m

m
itt

ee
s h

av
e p

lay
ed

 a 
ve

ry
 im

po
rta

nt
 ro

le 
in

 th
e 

de
ve

lo
pm

en
t o

f r
es

ea
rc

h,
 p

ilo
t 

stu
dy

 an
d 

ou
tre

ac
h 

pr
oj

ec
ts.

 
Th

e c
om

m
un

ity
 p

ar
tn

er
s h

av
e 

th
eir

 o
wn

 b
ud

ge
ts.

Le
t’s

 M
ov

e! 
wa

s i
nf

or
m

ed
 

by
 a 

CB
PR

 st
ud

y 
of

 p
hy

sic
al

 
ac

tiv
ity

 an
d 

ob
es

ity
 am

on
g 

Pa
cifi

c I
sla

nd
er

 y
ou

ng
 

ad
ul

ts.
35

W
or

k 
wi

th
 C

AB
s a

nd
 

en
ga

ge
d 

co
m

m
un

ity
 

m
em

be
rs

 in
 b

ot
h 

re
gi

on
s t

o 
co

nt
in

ua
lly

 ad
ju

st 
re

se
ar

ch
 

an
d 

se
rv

ice
 ac

tiv
iti

es
.

Fo
ste

r c
o-

lea
rn

in
g 

an
d 

ca
pa

cit
y 

bu
ild

in
g 

am
on

g 
all

 p
ar

tn
er

s.

Ca
nc

er
 ca

re
 p

ro
vi

de
rs

 st
at

ew
id

e 
se

rv
ed

 as
 p

ro
 b

on
o 

fa
cu

lty
 fo

r 
th

e p
ro

gr
am

 p
ro

vi
di

ng
 tr

ai
ni

ng
 

an
d 

ex
pe

rti
se

. T
ra

in
ee

s g
ai

ne
d 

sk
ill

s i
n 

14
 co

m
pe

te
nc

ies
 an

d 
re

tu
rn

ed
 to

 th
e p

ro
gr

am
 as

 
fa

cu
lty

 fo
r f

ut
ur

e t
ra

in
in

gs
 an

d 
co

nt
in

ui
ng

 ed
uc

at
io

n 
se

ss
io

ns
. A

 
na

vi
ga

tio
n 

pe
er

 n
et

wo
rk

 h
as

 b
ee

n 
fo

rm
ed

.21
,3

0,
31

De
sig

ni
ng

 th
e i

nt
er

ve
nt

io
n 

tri
al

 
re

qu
ire

d 
te

ac
hi

ng
 an

d 
lea

rn
in

g 
on

 th
e p

ar
t o

f a
ll 

pa
rtn

er
s. 

CE
T 

m
em

be
rs

 o
bt

ai
ne

d 
va

lu
ab

le 
sk

ill
s t

ha
t a

re
 n

ow
 u

se
d 

in
 

th
e d

iss
em

in
at

io
n 

ph
as

e. 
Co

ng
re

ga
nt

s l
ea

rn
ed

 ab
ou

t d
iet

 
an

d 
ph

ys
ica

l a
ct

iv
ity

 in
 re

lat
io

n 
to

 st
re

ss
.36

Co
m

m
un

ity
 m

em
be

rs
 an

d 
th

e r
es

ea
rc

h 
te

am
 le

ar
ne

d 
of

 th
e h

ig
h 

pr
ev

ale
nc

e o
f 

fa
m

ily
 h

ist
or

ies
 o

f b
re

as
t 

an
d 

ov
ar

ia
n 

ca
nc

er
 am

on
g 

Af
gh

an
 w

om
en

. M
em

be
rs

 
of

 th
e r

es
ea

rc
h 

te
am

 al
so

 
lea

rn
ed

 th
at

 A
fg

ha
n 

m
en

, 
in

 th
eir

 tr
ad

iti
on

al 
ro

le 
of

 
ga

te
ke

ep
er

s, 
ca

n 
pl

ay
 an

 
im

po
rta

nt
 ro

le 
in

 fa
cil

ita
tin

g 
br

ea
st 

ca
nc

er
 sc

re
en

in
g.

Pr
og

ra
m

 ch
am

pi
on

s w
er

e 
id

en
tifi

ed
 in

 ea
ch

 P
ac

ifi
c 

Is
lan

de
r c

hu
rc

h/
so

cia
l 

gr
ou

p,
 an

d 
tra

in
ed

 o
n 

us
in

g 
Le

t’s
 M

ov
e! 

to
 in

cr
ea

se
 

ph
ys

ica
l a

ct
iv

ity
 am

on
g 

m
em

be
rs

.

Tr
ai

n 
pr

om
ot

or
es

. H
ire

 
CB

PR
 te

am
 m

em
be

rs
 

fro
m

 th
e A

m
er

ica
n 

In
di

an
 

co
m

m
un

ity
.

ta
bl

e c
on

tin
ue

s

CA
B,

 co
m

m
un

ity
 ad

vi
so

ry
 b

oa
rd

; C
BO

, c
om

m
un

ity
-b

as
ed

 or
ga

ni
za

tio
n;

 C
BP

R,
 co

m
m

un
ity

-b
as

ed
 p

ar
tic

ip
at

or
y r

es
ea

rc
h;

 C
ET

, c
hu

rc
h 

ed
uc

at
io

n 
te

am
; C

NP
C,

 C
om

m
un

ity
 N

et
wo

rk
s P

ro
gr

am
 C

en
te

rs
.



45

Hébert et al.	 Avoiding Sins of Omission

Ta
bl

e 
1.

 co
nt

in
ue

d

Pr
in

ci
pl

e
‘ Im

i H
al

e—
Na

ti
ve

 H
aw

ai
ia

n 
Ca

nc
er

 N
et

w
or

k
So

ut
h 

Ca
ro

lin
a 

Ca
nc

er
 

Di
sp

ar
it

ie
s 

Co
m

m
un

it
y 

Ne
tw

or
k 

A l
am

ed
a 

Co
un

ty
 N

et
w

or
k 

P r
og

ra
m

 fo
r R

ed
uc

in
g 

Ca
nc

er
 

Di
sp

ar
it

ie
s

W
IN

CART


: W
ea

vi
ng

 a
n 

I s
la

nd
er

 N
et

w
or

k 
fo

r C
an

ce
r 

A w
ar

en
es

s,
 R

es
ea

rc
h 

an
d 

Tr
ai

ni
ng

K a
ns

as
 C

om
m

un
it

y 
Ca

nc
er

 
Di

sp
ar

it
ie

s 
Ne

tw
or

k

In
te

gr
at

e a
nd

 ac
hi

ev
e 

a b
ala

nc
e b

et
we

en
 

da
ta

 g
en

er
at

io
n 

an
d 

in
te

rv
en

tio
n 

fo
r t

he
 

m
ut

ua
l b

en
efi

t o
f a

ll 
pa

rtn
er

s.

Pa
tie

nt
 sa

tis
fa

ct
io

n 
su

rv
ey

s 
ha

ve
 p

ro
vi

de
d 

da
ta

 fo
r p

ro
gr

am
 

ad
ju

stm
en

t a
nd

 im
pr

ov
em

en
t. 

An
 an

nu
al 

su
rv

ey
 o

f t
ra

in
ee

s 
an

d 
wo

rk
in

g 
na

vi
ga

to
rs

 h
as

 
in

fo
rm

ed
 co

nt
in

ui
ng

 ed
uc

at
io

n.
 

Co
m

m
un

ity
 h

ea
lth

 ce
nt

er
s a

nd
 

ho
sp

ita
ls 

ha
ve

 es
ta

bl
ish

ed
 ca

nc
er

 
pa

tie
nt

 n
av

ig
at

io
n 

po
sit

io
ns

.30
,3

1

Th
e d

ua
l d

es
ire

 fo
r 

m
et

ho
do

lo
gi

c r
ig

or
 an

d 
co

m
m

un
ity

 se
rv

ice
 h

elp
s t

o 
en

su
re

 co
m

m
un

ity
 b

en
efi

ce
nc

e, 
an

d 
re

su
lte

d 
in

 h
ig

h 
ra

te
s o

f 
pa

rti
cip

an
t r

ec
ru

itm
en

t a
nd

 
re

te
nt

io
n 

to
 th

e t
ria

l.37

Re
su

lts
 o

f t
he

 o
ut

re
ac

h 
pr

og
ra

m
 h

av
e l

ed
 to

 th
e 

re
fin

em
en

t o
f h

ea
lth

 
pr

og
ra

m
s f

or
 co

lo
re

ct
al

 
ca

nc
er

 in
 th

e w
id

er
 

co
m

m
un

ity
 p

ro
vi

de
d 

th
ro

ug
h 

Al
am

ed
a H

ea
lth

 S
er

vi
ce

s.

Le
t’s

 M
ov

e! 
is 

be
in

g 
us

ed
 

to
 in

te
gr

at
e p

hy
sic

al
 

ac
tiv

ity
 in

to
 o

ng
oi

ng
 so

cia
l 

ac
tiv

iti
es

 o
f P

ac
ifi

c I
sla

nd
er

 
or

ga
ni

za
tio

ns
.

Co
nd

uc
t e

xt
en

siv
e s

er
vi

ce
 

ac
tiv

iti
es

 (p
rim

ar
ily

 h
ea

lth
 

fa
irs

 an
d 

di
re

ct
 ca

re
 se

rv
ice

s)
 

alo
ng

sid
e r

es
ea

rc
h.

Fo
cu

s o
n 

th
e l

oc
al

 
re

lev
an

ce
 o

f p
ub

lic
 

he
alt

h 
pr

ob
lem

s a
nd

 o
n 

ec
ol

og
ica

l p
er

sp
ec

tiv
es

 
th

at
 at

te
nd

 to
 m

ul
tip

le 
de

te
rm

in
an

ts 
of

 h
ea

lth
.

Tr
ai

ni
ng

 h
as

 p
ro

ve
d 

re
lev

an
t 

to
 ca

nc
er

 p
at

ien
t n

av
ig

at
io

n 
in

 
bo

th
 th

e c
lin

ica
l a

nd
 co

m
m

un
ity

 
se

tti
ng

s. 
N

av
ig

at
or

s a
dd

re
ss

 
ba

rr
ier

s t
ha

t l
im

it 
ac

ce
ss

 to
 ti

m
ely

 
ca

nc
er

 ca
re

. I
n 

a r
an

do
m

ize
d 

co
nt

ro
lle

d 
tri

al 
on

 M
ol

ok
ai

, 
ca

nc
er

 sc
re

en
in

g 
pr

ev
ale

nc
e 

im
pr

ov
ed

 si
gn

ifi
ca

nt
ly

 in
 th

e 
na

vi
ga

te
d 

gr
ou

p.
30

,3
1,

38

Al
th

ou
gh

 th
e i

m
m

ed
ia

te
 g

oa
l 

wa
s t

o 
im

pr
ov

e i
nd

iv
id

ua
l 

he
alt

h-
re

lat
ed

 b
eh

av
io

ra
l 

ch
oi

ce
s, 

th
e c

om
m

un
ity

 al
wa

ys
 

ex
pr

es
se

d 
a d

es
ire

 fo
r a

 b
ro

ad
er

 
fo

cu
s t

ha
t i

nc
lu

de
s e

co
no

m
ic 

de
ve

lo
pm

en
t, 

so
cia

l j
us

tic
e, 

en
vi

ro
nm

en
ta

l p
ol

lu
tio

n,
 an

d 
th

e r
ol

e o
f m

in
or

 ra
ce

-s
pe

cifi
c 

ge
ne

tic
 d

iff
er

en
ce

s t
ha

t c
ou

ld
 

in
cr

ea
se

 d
ise

as
e r

isk
.

Th
e A

fg
ha

n 
br

ea
st 

ca
nc

er
 

pr
og

ra
m

 h
as

 le
d 

to
 th

e 
es

ta
bl

ish
m

en
t o

f a
n 

ov
er

all
 

he
alt

h 
pr

og
ra

m
 fo

r A
fg

ha
n 

m
en

.

Le
t’s

 M
ov

e! 
wa

s e
va

lu
at

ed
 

fo
r c

ha
ng

es
 in

 in
di

vi
du

al
 

be
ha

vi
or

, o
rg

an
iza

tio
na

l 
su

pp
or

ts 
an

d 
po

lic
ies

.

W
or

k 
wi

th
 lo

ca
l s

af
et

y 
ne

t 
pr

ov
id

er
s a

nd
 o

th
er

 k
ey

 
sta

ke
ho

ld
er

s (
lo

ca
l c

hu
rc

he
s, 

M
ex

ica
n 

Co
ns

ul
at

e, 
H

ea
ds

ta
rt 

pr
og

ra
m

s)
 to

 
ad

dr
es

s w
id

e r
an

gi
ng

 n
ee

ds
.

In
vo

lv
e s

ys
te

m
s 

de
ve

lo
pm

en
t i

n 
a 

cy
cli

ca
l a

nd
 it

er
at

iv
e 

pr
oc

es
s.

Tr
ai

ni
ng

 cu
rr

icu
lu

m
, 

m
et

ho
do

lo
gy

, a
nd

 
im

pl
em

en
ta

tio
n 

we
re

 d
ev

elo
pe

d 
in

 re
sp

on
se

 to
 ca

ll 
to

 ac
tio

n 
fro

m
 p

ro
vi

de
rs

 se
rv

in
g 

N
at

iv
e 

H
aw

ai
ia

ns
 an

d 
Pa

cifi
c I

sla
nd

er
s, 

an
d 

th
es

e p
ro

vi
de

rs
 co

nt
in

ue
 to

 
be

 in
vo

lv
ed

 in
 n

av
ig

at
io

n 
re

se
ar

ch
 

an
d 

de
ve

lo
pm

en
t.21

Th
e C

om
m

un
ity

 A
dv

iso
ry

 
Gr

ou
p 

be
ga

n 
th

e p
ro

ce
ss

 
of

 st
ud

y 
re

fin
em

en
t a

nd
 

im
pl

em
en

ta
tio

n,
 a 

ta
sk

 la
te

r 
as

su
m

ed
 b

y 
a C

AB
 es

ta
bl

ish
ed

 
so

lel
y 

fo
r t

he
 re

se
ar

ch
 p

ro
jec

t. 
Cr

os
s-

ta
lk

 b
et

we
en

 th
e C

AG
 an

d 
CA

B 
wa

s s
up

po
rte

d 
in

 m
ee

tin
gs

 
an

d 
we

b 
pr

es
en

ce
.

Co
m

m
un

ity
 ad

vi
so

ry
 

co
m

m
itt

ee
s h

av
e b

ee
n 

ac
tiv

ely
 in

vo
lv

ed
 in

 b
ot

ht
he

 
m

ai
n 

re
se

ar
ch

 an
d 

pi
lo

t 
pr

oj
ec

ts 
as

 w
ell

 as
 o

ur
 

ou
tre

ac
h 

pr
og

ra
m

s.

In
te

rv
en

tio
n 

in
clu

de
d 

ph
as

es
 

fo
r d

at
a r

ev
iew

, m
at

er
ia

ls 
de

ve
lo

pm
en

t a
nd

 p
re

te
sti

ng
, 

im
pl

em
en

ta
tio

n 
an

d 
ev

alu
at

io
n 

be
fo

re
 la

un
ch

in
g 

we
bi

na
rs

 fo
r l

ar
ge

r s
ca

le 
di

ss
em

in
at

io
n.

Ite
ra

tiv
e w

or
k 

wi
th

 C
AB

s 
fro

m
 ea

ch
 co

m
m

un
ity

, 
in

te
rim

 re
po

rts
 to

 tr
ib

al
 

co
un

cil
s, 

on
go

in
g 

wo
rk

 w
ith

 
en

ga
ge

d 
pr

om
ot

or
es

.

ta
bl

e c
on

tin
ue

s

CA
B,

 co
m

m
un

ity
 ad

vi
so

ry
 b

oa
rd

; C
BO

, c
om

m
un

ity
-b

as
ed

 or
ga

ni
za

tio
n;

 C
BP

R,
 co

m
m

un
ity

-b
as

ed
 p

ar
tic

ip
at

or
y r

es
ea

rc
h;

 C
ET

, c
hu

rc
h 

ed
uc

at
io

n 
te

am
; C

NP
C,

 C
om

m
un

ity
 N

et
wo

rk
s P

ro
gr

am
 C

en
te

rs
.



46

Progress in Community Health Partnerships: Research, Education, and Action	 Special Issue 2015 • vol 9

Ta
bl

e 
1.

 co
nt

in
ue

d

Pr
in

ci
pl

e
‘ Im

i H
al

e—
Na

ti
ve

 H
aw

ai
ia

n 
Ca

nc
er

 N
et

w
or

k
So

ut
h 

Ca
ro

lin
a 

Ca
nc

er
 

Di
sp

ar
it

ie
s 

Co
m

m
un

it
y 

Ne
tw

or
k 

Al
am

ed
a 

Co
un

ty
 N

et
w

or
k 

Pr
og

ra
m

 fo
r R

ed
uc

in
g 

Ca
nc

er
 

Di
sp

ar
it

ie
s

W
IN

CART


: W
ea

vi
ng

 a
n 

Is
la

nd
er

 N
et

w
or

k 
fo

r C
an

ce
r 

Aw
ar

en
es

s,
 R

es
ea

rc
h 

an
d 

Tr
ai

ni
ng

Ka
ns

as
 C

om
m

un
it

y 
Ca

nc
er

 
Di

sp
ar

it
ie

s 
Ne

tw
or

k

Di
ss

em
in

at
e r

es
ul

ts 
to

 al
l p

ar
tn

er
s a

nd
 

in
vo

lv
e t

he
m

 in
 th

e 
wi

de
r d

iss
em

in
at

io
n 

of
 

re
su

lts
.

In
fo

rm
at

io
n 

on
 th

e n
av

ig
at

io
n 

tra
in

in
g 

pr
og

ra
m

, c
lie

nt
 

sa
tis

fa
ct

io
n,

 an
d 

pa
tie

nt
 an

d 
sy

ste
m

 ch
an

ge
 o

ut
co

m
es

 h
as

 
be

en
 d

iss
em

in
at

ed
 th

ro
ug

h 
5 

pu
bl

ica
tio

ns
21

,3
0,

31
,3

8  an
d 

> 
50

 
lo

ca
l a

nd
 n

at
io

na
l p

re
se

nt
at

io
ns

. 
Co

m
m

un
ity

 co
-a

ut
ho

rs
 w

er
e 

in
vo

lv
ed

 in
 4

 o
f t

he
 5

 p
ub

lic
at

io
ns

. 
Th

e c
ur

ric
ul

um
 h

as
 b

ee
n 

ad
ap

te
d 

by
 co

m
m

un
ity

 co
lle

ge
s i

n 
H

aw
ai

‘i 
an

d 
by

 p
ro

gr
am

s i
n 

th
e W

es
te

rn
 

Un
ite

d 
St

at
es

, a
nd

 th
e P

ac
ifi

c.

Co
m

m
en

ts 
we

re
 so

lic
ite

d 
as

 re
su

lts
 b

ec
am

e a
va

ila
bl

e; 
co

m
m

un
ity

 m
em

be
rs

 
co

-p
re

se
nt

ed
 st

ud
y 

fin
di

ng
s; 

an
d 

co
m

m
un

ity
 m

em
be

rs
 

we
re

 in
vo

lv
ed

 as
 co

-a
ut

ho
rs

 
on

 sc
ho

lar
ly

 m
an

us
cr

ip
ts.

19
,3

9–
41

 
CA

B 
m

em
be

rs
 w

er
e i

nt
im

at
ely

 
in

vo
lv

ed
 in

 w
rit

in
g 

a 
su

bs
eq

ue
nt

 d
iss

em
in

at
io

n 
an

d 
im

pl
em

en
ta

tio
n 

(R
01

) 
gr

an
t t

ha
t w

as
 fu

nd
ed

 b
y 

th
e 

N
at

io
na

l I
ns

tit
ut

es
 o

f H
ea

lth
. 

PA
R–

13
–0

55
: D

iss
em

in
at

io
n 

an
d 

Im
pl

em
en

ta
tio

n 
Re

se
ar

ch
 

in
 H

ea
lth

.

Th
e C

hu
rc

h 
of

 G
od

 in
 C

hr
ist

 
an

d 
Af

gh
an

 co
m

m
un

ity
 

or
ga

ni
za

tio
ns

 p
lay

 an
 ac

tiv
e 

ro
le 

in
 th

e d
iss

em
in

at
io

n 
of

 th
e s

cr
ee

ni
ng

 p
ro

m
ot

io
n 

pr
og

ra
m

s. 
Vi

de
os

 ar
e b

ein
g 

de
ve

lo
pe

d 
fo

r A
fg

ha
n 

pr
oj

ec
t, 

wh
ich

 w
ill

 b
e d

iss
em

in
at

ed
 o

n 
Af

gh
an

 te
lev

isi
on

, p
ro

m
isi

ng
 

a g
lo

ba
l a

ud
ien

ce
.

Tw
o 

we
bi

na
rs

 d
iss

em
in

at
ed

 
th

e L
et

’s 
M

ov
e! 

to
ol

 
ki

t t
o 

or
ga

ni
za

tio
na

l 
re

pr
es

en
ta

tiv
es

 in
 U

ta
h 

an
d 

W
as

hi
ng

to
n.

Co
m

m
un

ity
 re

se
ar

ch
 fo

ru
m

s 
pl

an
ne

d 
an

d 
co

nd
uc

te
d,

 
Pr

om
ot

or
es

 an
d 

tri
ba

l 
he

alt
h 

ce
nt

er
s i

nv
ol

ve
d 

in
 

di
ss

em
in

at
io

n.

In
vo

lv
e a

 lo
ng

-
te

rm
 p

ro
ce

ss
 an

d 
co

m
m

itm
en

t t
o 

su
sta

in
ab

ili
ty

.

17
 fo

rm
al 

ca
nc

er
 p

at
ien

t 
na

vi
ga

tio
n 

po
sit

io
ns

 h
av

e b
ee

n 
es

ta
bl

ish
ed

 in
 H

aw
ai

`i
 h

os
pi

ta
ls,

 
an

d 
87

%
 o

f a
ll 

gr
ad

ua
te

s r
ep

or
t 

us
in

g 
ca

nc
er

 p
at

ien
t n

av
ig

at
io

n 
sk

ill
s i

n 
th

eir
 cu

rr
en

t j
ob

s a
s 

co
m

m
un

ity
 o

ut
re

ac
h 

wo
rk

er
s a

nd
 

he
alt

h 
ca

re
 p

ro
vi

de
rs

. H
aw

ai
‘i 

sta
te

 ca
nc

er
 p

lan
 in

clu
de

s 4
 

sp
ec

ifi
c c

an
ce

r p
at

ien
t n

av
ig

at
io

n 
go

als
 to

 p
ro

m
ot

e e
qu

ita
bl

e 
ac

ce
ss

 to
 ca

re
.

A 
50

1c
(3

) C
BO

 w
as

 fo
rm

ed
 

th
at

 ac
ts 

as
 a 

fo
rm

al 
vo

ice
 

fo
r t

he
 co

m
m

un
ity

, h
as

 fo
ur

 
pa

id
 st

aff
, a

nd
 fu

nc
tio

ns
 as

 a 
su

bc
on

tra
ct

or
 to

 th
e u

ni
ve

rs
ity

 
fo

r t
he

 d
iss

em
in

at
io

n 
an

d 
im

pl
em

en
ta

tio
n 

ph
as

e o
f 

th
e d

iet
 an

d 
ph

ys
ica

l a
ct

iv
ity

 
in

te
rv

en
tio

n.
 

Co
lo

re
ct

al 
ou

tre
ac

h 
pr

oj
ec

t 
ha

s i
nv

ol
ve

d 
th

e f
os

te
rin

g 
of

 
co

m
m

un
ity

 ca
pa

cit
y 

th
ro

ug
h 

Al
am

ed
a H

ea
lth

 S
er

vi
ce

s 
an

d 
H

ig
hl

an
d 

H
os

pi
ta

l t
o 

pr
ov

id
e r

em
ov

al 
of

 id
en

tifi
ed

 
po

ly
ps

. I
n 

ad
di

tio
n,

 la
y 

he
alt

h 
wo

rk
er

s a
nd

 co
m

m
un

ity
 

he
alt

h 
na

vi
ga

to
rs

 h
av

e b
ee

n 
tra

in
ed

 to
 se

rv
e t

he
 A

fg
ha

n 
co

m
m

un
ity

.

A 
pr

op
os

al 
ha

s b
ee

n 
su

bm
itt

ed
 to

 ev
alu

at
e 

Le
t’s

 M
ov

e! 
us

in
g 

a q
ua

si-
ex

pe
rim

en
ta

l c
om

m
un

ity
-

ba
se

d 
de

sig
n.

 

N
ew

 fu
nd

in
g 

ob
ta

in
ed

 
th

ro
ug

h 
V

en
ta

ni
lla

s d
e 

Sa
lu

d 
pr

og
ra

m
 to

 su
pp

or
t 

co
nt

in
ue

d 
he

alt
h 

fa
irs

. 
Ag

re
em

en
ts 

in
 p

lac
e t

o 
su

pp
or

t c
on

tin
ue

d 
he

alt
h 

pr
og

ra
m

 d
eli

ve
ry

 o
n 

re
se

rv
at

io
ns

.

CA
B,

 co
m

m
un

ity
 ad

vi
so

ry
 b

oa
rd

; C
BO

, c
om

m
un

ity
-b

as
ed

 or
ga

ni
za

tio
n;

 C
BP

R,
 co

m
m

un
ity

-b
as

ed
 p

ar
tic

ip
at

or
y r

es
ea

rc
h;

 C
ET

, c
hu

rc
h 

ed
uc

at
io

n 
te

am
; C

NP
C,

 C
om

m
un

ity
 N

et
wo

rk
s P

ro
gr

am
 C

en
te

rs
.



47

Hébert et al.	 Avoiding Sins of Omission

reviewing clinical trial protocols. Clinic-based IRB members 
found it difficult to understand the need to accommodate 
protocol changes, despite the fact that community members 
expressed their desire to make these trials available and to be 
allowed the opportunity to modify them as exigencies and 
new opportunities arose. Difficulties in dealing with hospital-
based regulatory impediments provided a major impetus to 
expand thinking to encompass direct community involve-
ment in designing and conducting research studies. Since 
that time, we have had extraordinarily positive experiences 
with the IRBs of record for these CBPR studies. However, IRB 
members need to be educated continuously on their need to 
advocate for community beneficence, as well as individual 
beneficence.

The examples provided in Table 1 illustrate how effective 
the CNPCs can be with respect to conducting authentic CBPR 
in communities at very high risk of cancer-related health dis-
parities. As these developments occur, the corollary will be to 
work with our communities to educate our respective IRBs in 
considering principles of CBPR in their review of applications 
to conduct biomedical research. In the process, we will acquire 
a heightened awareness of the difference between meeting the 
minimal standards of protecting individual human subjects 
from harm and the larger imperative to avoid “sins of omis-
sion.” This also holds the promise of rectifying the pervasive 
imbalance that has occurred because of well-intentioned 
attempts on the part of IRBs to limit personal risk and insti-
tutional liability.

The CNPCs are committed to serving high-risk popula-
tions. The communities we serve expect us to make mate-
rial differences in improving their situation in general and 
reducing cancer-related risk factors in particular. Indeed, 
every grant submitted to the National Institutes of Health 
requires a section on “public health relevance.” We need to 
be held accountable for delivering on this promise. By being 
held accountable for our ethical responsibility to partner with 
communities to reduce cancer-related health disparities, we 
can reduce “sins of omission.” Many practical benefits can 
ensue, including much higher-than-average rates of study 
recruitment18 and biospecimen collections from populations 
that bear the brunt of health disparities.19 These populations 
are often characterized as “hard to reach,” but our successes 
demonstrate that they are rather “hardly reached” because 

their knowledge and experiences are not generally valued and 
included in the traditional research process.

Our ability to conduct highly relevant studies with remark-
ably high rates of recruitment, compliance, and adherence18 
to protocols highlights our ability to address this imbalance 
through our willingness to engage positively and meaningfully 
with both the IRBs and our community partners. This is in 
contrast to working with the primary aim of avoiding risk to 
individual study participants. We believe that working toward 
this higher ideal of service to high-risk communities would 
help to remediate many of the problems that the nation is 
facing in reducing health disparities.

Results obtained through the use of CBPR practices 
recognize the unique strengths and perspectives of commu-
nity partners striving together to achieve social justice and 
sustainability while decreasing the burden of health-related 
social disparities. This research allows us to expand the 
concept of beneficence to include “community beneficence” 
and to illustrate how avoiding “sins of omission” leads to 
profoundly better research and health outcomes. In con-
ducting this CBPR, not only have we engaged meaningfully 
with our community partners, but we also have deepened 
the understanding between the research team and our IRBs. 
Our working relationships are now much more conducive to 
designing and conducting studies that really matter—both 
to our communities and to advancing the science of health 
disparities. Clearly, the principles of transdisciplinary and 
interdisciplinary research being promoted so heavily by the 
National Institutes of Health are consistent with principles of 
CBPR.20 So, while we are serving our communities by being 
responsive to their stated needs, we also are advancing the 
science in ways that would be virtually impossible if we were 
content to ignore them.

With the increased credibility of CBPR to inform and 
guide study development and implementation,4,14,20 we may be 
at a point in history where we will be able to use resources to 
increase the relevance of research aimed at reducing cancer-
related health disparities. In addition to focusing on the broad 
issues associated with conventional reduction in research risk 
and the more complicated “sins of omission,” it is necessary 
to review the standard procedures used by IRB committees 
to monitor research in the field and laboratory. Requested 
modifications by investigators are viewed as the exception 
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rather than the rule. If there is a deviation, there is, yet again, 
the potential for increasing individuals’ risks from research 
participation for which the IRB will be on heightened alert. 
However, in CBPR, the assumption is that researchers and 
community members will collaborate in the design and execu-
tion of a project. Rather than the exception, it is the norm that 
projects evolve as a result of this collaboration and partner-
ship. As the prevalence of CBPR projects continues to grow, 
the traditional IRB monitoring procedures may delay and 
disrupt the partnership, and perhaps undermine the research, 
thus increasing the possibility of another “sin of omission.”

Recommended Guidelines and Safeguards for 
Community Risk and Beneficence

Guidelines should include that the project:

1.	 Addresses an issue that is identified by a diverse and 
representative mix of community leaders and residents, 
in collaboration with researchers, as adversely affecting 
the health and well-being of the community. This can 
be a documented health disparity, based on disease 
incidence, stage of disease, and quality and duration 
of survival. It can also be an issue or circumstance that 
adversely affects access to primary prevention and qual-
ity of life (e.g., access to healthy food outlets and means 
to engage in physical activity in a safe environment), 
as well as other screening, diagnostic, treatment, and 
rehabilitation services. This collaboration between com-
munity members and researchers should be based on a 
consideration by all of the stakeholders of the commu-
nity’s resources and strengths as well as its limitations 
and challenges.

2.	 Is based on past and current collaboration with com-
munity members.

3.	 Is monitored and evaluated on a regular basis by mem-
bers of the community.

4.	 Includes a plan for sustaining a successful project.

Recommended Safeguards

1.	 That the NCI convene a national conference represent-
ing all of the relevant stakeholders to consider these 
issues in more detail.

2.	 Perhaps during, and certainly after, this conference, 
design and administer a systematic survey to collect 
information from IRBs, researchers, and community 
stakeholders on their thoughts and experiences regard-
ing human subject procedures to better understand the 
causes and consequences of “sins of omission.”

It is important to emphasize that we are not recommending 
that all research approaches be transformed to CBPR. Rather, 
we contend that CBPR principles and guidelines can lead to a 
more informed, sophisticated, and balanced consideration by 
IRBs of whether individual risks are reasonable in relation to 
anticipated risks and benefits to the wider community.

Acknowledgments
The study was supported by grants U54 CA153459 (to 

Papa Ola Lōkahi), U54 CA153461 (to the University of South 
Carolina), U54 CA153506 (to the University of California, 
Berkeley), U54 CA154253 to the University of Kansas), and 
(to California State University, Fullerton) from the National 
Cancer Institute. Dr. Hébert was supported by an Established 
Investigator Award in Cancer Prevention and Control from 
the Cancer Training Branch of the National Cancer Institute 
(K05 CA136975). Dr. Armstead was supported by a Faculty 
Fellowship from the University of South Carolina, Institute 
for African American Research. All opinions expressed herein 
are the sole responsibility of the authors and do not reflect the 
views of the National Institutes of Health.

The authors thank the members of the Community 
Advisory Groups of each of the projects described in this paper 
for their ongoing insights and generous feedback to ensure 
the relevance of the research projects for their communities.



49

Hébert et al.	 Avoiding Sins of Omission

References
1.	 National Research Act—conference report. Congressional 

Record. 1974;120:S11776–85.

2.	 Rice TW. The historical, ethical, and legal background of 
human-subjects research. Respir Care. 2008;53:1325–9.

3.	 Kwon J, Johnson ME. Security practices and regulatory com-
pliance in the healthcare industry. J Am Med Inform Assoc. 
2013;20:44–51.

4.	 Braun KL, Nguyen TT, Tanjasiri SP, Campbell J, Heiney SP, 
Brandt HM, et al. Operationalization of community-based 
participatory research principles: Assessment of the National 
Cancer Institute’s Community Network Programs. Am J 
Public Health. 2012;102:1195–203.

5.	 Leung MW, Yen IH, Minkler M. Community based par-
ticipatory research: A promising approach for increasing 
epidemiology’s relevance in the 21st century. Int J Epidemiol 
.2004;33:499–506.

6.	 Environmental Justice & Community-Based Participatory 
Research. National Institute of Environmental Health Sciences, 
National Institutes of Health [cited 2008 Sep 1]. Available from: 
http://www.niehs.nih.gov/research/supported/programs/justice

7.	 Wallerstein N, Duran B. Community-based participatory re-
search contributions to intervention research: the intersection 
of science and practice to improve health equity. Am J Public 
Health. 2010;100 Suppl 1:S40–6.

8.	 Israel BA, Eng E, Schulz AJ, Parker EA. Methods in Commu
nity-Based Participatory Research for Health. San Francisco: 
Josey-Bass; 2005.

9.	 Israel BA, Coombe CM, Cheezum RR, Schulz AJ, McGranaghan 
RJ, Lichtenstein R, et al. Community-based participatory 
research: a capacity-building approach for policy advocacy 
aimed at eliminating health disparities. Am J Public Health. 
2010;100:2094–102.

10.	 De Las Nueces D, Hacker K, Digirolamo A, Hicks LS. A 
systematic review of community-based participatory research 
to enhance clinical trials in racial and ethnic minority groups. 
Health Serv Res. 2012;47:1363–86.

11.	 Flicker S, Worthington CA. Public health research involving 
aboriginal peoples: research ethics board stakeholders’ reflec-
tions on ethics principles and research processes. Can J Public 
Health. 2012;103:19–22.

12.	 Nadimpalli SB, Hutchinson MK. An integrative review of 
relationships between discrimination and Asian American 
health. J Nurs Scholarsh. 2012;44:127–35.

13.	 Stacciarini JM, Shattell MM, Coady M, Wiens B. Review: 
Community-based participatory research approach to address 
mental health in minority populations. Community Mental 
Health J. 2011;47:489–97.

14.	 Galtung J. Researchers, elites, and people in a rapidly changing 
world. Prog Clin Biol Res. 1983;128:95–108.

15.	 Braun KL, Tsark JU, Santos L, Aitaoto N, Chong C. Building 
Native Hawaiian capacity in cancer research and program-
ming. A legacy of ‘Imi Hale. Cancer. 2006;107:2082–90.

16.	 Brown P, Morello-Frosch R, Brody JG, Altman RG, Rudel RA, 
Senier L, et al. Institutional review board challenges related to 
community-based participatory research on human exposure to 
environmental toxins: a case study. Environ Health. 2010;9:39.

17.	 Felder TM, Brandt HM, Armstead CA, Cavicchia PP, Braun 
KL, Adams SA, et al. Creating a cadre of junior investigators 
to address the challenges of cancer-related health disparities: 
Lessons learned from the Community Networks Program. J 
Cancer Educ. 2012;27:409–17.

18.	 Greiner KA, Friedman DB, Adams SA, Gwede CK, Cupertino P, 
Engleman KK, et al. Effective recruitment strategies and com-
munity-based participatory research: Community Networks 
Program Centers’ recruitment in cancer prevention studies. 
Cancer Epidemiol Biomark Prev. 2014;23:416–23.

19.	 Friedman DB, Owens O, Jackson D, Gansauer L, Johnson 
KM, Dickey J, et al. An evaluation of a community-academic-
clinical partnership to reduce prostate cancer disparities in the 
south. J Cancer Educ. 2014;29:80–5.

20.	 Hebert JR, Brandt HM, Armstead CA, Adams SA, Steck 
SE. Interdisciplinary, translational, and community-based 
participatory research: Finding a common language to im-
prove cancer research. Cancer Epidemiol Biomark Prev. 2009;​
18:1213–7.

21.	 Braun KL, Allison A, Tsark JU. Using community-based 
research methods to design cancer patient navigation training. 
Prog Community Health Partnersh. 2008;2:329–40.

22.	 Cavicchia PP, Adams SA, Steck SE, Hussey JR, Liu J, Daguise 
VG, et al. Racial disparities in colorectal cancer incidence by 
type 2 diabetes mellitus status. Cancer Causes Control. 2012;​
24:277–85.

23.	 Adams SA, Butler WM, Fulton J, Heiney SP, Williams EM, 
Delage AF, et al. Racial disparities in breast cancer mortality in a 
multiethnic cohort in the Southeast. Cancer. 2012;118:2693–9.

24.	 Wagner SE, Burch JB, Hussey J, Temples T, Bolick-Aldrich 
S, Mosley C, et al. Soil zinc content, groundwater usage, and 
prostate cancer incidence in South Carolina. Cancer Causes 
Control. 2009;20:345–53.

25.	 Hebert JR, Elder K, Ureda JR. Meeting the challenges of cancer 
prevention and control in South Carolina: Focus on seven can-
cer sites, engaging partners. J SC Med Assoc. 2006;102:177–82.

26.	 Hebert JR, Daguise VG, Hurley DM, Wilkerson RC, Mosley 
C, Adams SA, et al. Mapping cancer mortality-to-incidence 
ratios to illustrate racial and gender disparities in a high-risk 
population. Cancer. 2009;115:2539–52.

27.	 Harmon BE, Blake CE, Armstead CA, Hebert JR. Intersection 
of identities: Food, role, and the African-American pastor. 
Appetite. 2013;67C:44–52.

28.	 Shirazi M, Bloom J, Shirazi A, Popal R. Afghan immigrant 
women’s knowledge and behaviors around breast cancer 
screening. Psychooncology. 2013;22:1705–17.

29.	 Shirazi M, Shirazi A, Bloom J. Developing a culturally competent 
faith-based framework to promote breast cancer screening 
among Afghan immigrant women. J Relig Health. 2015;54:153–9.



50

Progress in Community Health Partnerships: Research, Education, and Action	 Special Issue 2015 • vol 9

30.	 Domingo JB, Davis EL, Allison AL, Braun KL. Cancer pa-
tient navigation case studies in Hawai’i: the complimen-
tary role of clinical and community navigators. Hawaii Med J. 
2011;70:257–61.

31.	 Braun KL, Thomas W, Domingo J, Allison A, Ponce A, 
Kamakana PH, Aluli NE, Tsark JU. Testing navigation services 
to reduce cancer screening disparities in Asian and Pacific 
Islander Medicare clients in rural Hawai‘i. J Am Geriatric Soc 
2015;63:365-370. doi: 10.1111/jgs.13192

32.	 Harmon BE, Kim SH, Blake CE, Hebert JR. Health care 
information in African-American churches. J Health Care 
Poor Underserved. 2014;25:242–56.

33.	 Harmon BE, Blake CE, Thrasher JF, Hebert JR. An evaluation 
of diet and physical activity messaging in African-American 
Churches. Health Educ Behav. 2013;41:216–24.

34.	 Harmon BE, Adams SA, Scott D, Gladman SY, Ezell B, Hebert 
JR. Dash of faith: A faith-based participatory research pilot 
study. J Relig Health. 2014;53:747–59.

35.	 Tanjasiri SP, Wiersma L, Briand G, Faletau V, Lepule J, 
Nacpil L, et al. Balancing community and university aims in 
community-based participatory research: A Pacific Islander 
youth study. Prog Comm Health Partnersh. 2011;5:19–25.

36.	 Wirth M, Adams SA, Davis L, Davis B, Hurley TG, Drayton 
R, et al. Physical activity and inflammation among a church-
based population of African Americans. In: James E. Clyburn 
Conference Series; Columbia (SC): Columbia College; 2013.

37.	 Hebert JR, Wirth M, Davis L, Davis B, Harmon BE, Hurley 
TG, et al. Decreasing C-reactive protein in African Americans: 
Results of a diet and lifestyle randomized community trial. Am 
J Prev Med. 2013;45:430–40.

38.	 Braun KL, Kagawa-Singer M, Holden AE, Burhansstipanov L, 
Tran JH, Seals BF, et al. Cancer patient navigator tasks across 
the cancer care continuum. J Health Care Poor Underserve. 
2012;23:398–413.

39.	 Friedman DB, Johnson KM, Owens OL, Thomas TL, Dawkins 
DS, Gansauer L, et al. Developing partnerships and recruiting 
dyads for a prostate cancer informed decision making pro-
gram: lessons learned from a community-academic-clinical 
team. J Cancer Educ. 2012;27:243–9.

40.	 Friedman DB, Freedman DA, Choi SK, Anadu E, Brandt HM, 
Cavalho N, et al. Provider communication and role modeling 
related to patients’ perceptions and use of a federally qualified 
health center-based farmers’ market. Health Promot Pract. 
2014;15(2):288–97.

41.	 McCracken JL, Friedman DB, Brandt HM, Adams SA, 
Xirasagar S, Ureda JR, et al. Findings from the Community 
Health Intervention Program in South Carolina: Implications 
for reducing cancer-related health disparities. J Cancer Educ. 
2013;28:412–9.




