
Available at: http://www.whitehouse.
gov/the-press-office/2010/10/01/read-
out-presidents-call-with-guatemalan-
president-colom. Accessed July 19, 2013.

5. Presidential Commission for the Study
of Bioethical Issues. Moral science: protect-
ing participants in human subjects research
[To agree to the harm: medical experiments
by the United States in Guatemala]. Avail-
able at: http://bioethics.gov/sites/default/
files/Moral%20Science%20June%
202012.pdf. Accessed July 19, 2013.

6. Peel M. Human rights and medical
ethics. J R Soc Med. 2005;98(4):171---173.

7. Guatemalan Presidential Commis-
sion. Consentir el daño: experimentos
medicos de Estados Unidos en Guate-
mala. Available at: http://www.
cityprojectca.org/blog/archives/14922.
Accessed July 19, 2013.

8. United Nations Historical Clarifica-
tion Commission. Guatemala: memory
of silence. Available at: http://www.
documentcloud.org/documents/
357870-guatemala-memory-of-silence-

the-commission-for.html. Accessed July
19, 2013.

9. Human Rights Office of the Archdi-
ocese of Guatemala. Guatemala: Never
Again! The Human Rights Report. Mary-
knoll, NY: Orbis Books; 1998.

10. Gudiel Garcia v. Sebelius, 867 F.
Supp. 2d 125 (D.D.C. 2012), appeal
dismissed, 2013 U.S. App. LEXIS 13873.

11. Cohen IG, Adashi EY. In the wake of
Guatemala: the case for voluntary com-
pensation and remediation. Am J Public
Health. 2012;102(2):e4---e6.

12. US Department of Health and Hu-
man Services. HHS commits nearly $1.8
million to health initiatives in Guatemala
and to improving global human research
protections. Available at: http://www.
hhs.gov/news/press/2012pres/01/
20120110a.html. Accessed July 19, 2013.

13. Abdullahi v Pfizer Inc, 562 F3d 163
(2009), cert. denied, 130 S. Ct. 3541 (2010).

14. Office of the United Nations High
Commissioner for Human Rights. Interna-
tional Covenant on Civil and Political

Rights. Available at: http://www.ohchr.org/
EN/ProfessionalInterest/Pages/CCPR.aspx.
Accessed July 19, 2013.

15. Gillon R. Medical ethics: four
principles plus attention to scope. BMJ.
1994;309(6948):184---188.

16. Galarneau C. “Ever vigilant” in
“ethically impossible”: structural injus-
tice and responsibility in PHS research
in Guatemala. Available at: http://
onlinelibrary.wiley.com/doi/10.1002/
hast.161/pdf. Accessed July 19, 2013.

17. Village of Arlington Heights v Metro-
politan Housing Dev. Corp., 429 US 252,
265 (1977).

18. Guardians Ass’n v Civil Serv.
Comm’n, 463 US 582 (1983).

19. Schlesinger S. Bitter Fruit: The
Story of the American Coup in Guate-
mala. Cambridge, MA: David Rockefel-
ler Center for Latin American Studies;
1999.

20. Goldman F. The Art of Political
Murder: Who Killed the Bishop? New York,
NY: Grove Press; 2010.

21. Ross WD. The Right and the Good.
Oxford, UK: Clarendon Press; 1930.

22. Childress JF. Compensating injured
research subjects. Hastings Center Rep.
1976;6(6):21---27.

23. Allen v United States, 816 F2d 1417
(1987), cert denied, 484 US 1004(1988).

24. Radiation Exposure Compensation
Act. Pub L No. 101-426 (1990).

25. US Department of Justice. Radiation
Exposure Compensation System: sum-
mary of claims received by 4/12/2011.
Available at: http://www.justice.gov/civil/
omp/omi/Tre_SysClaimsToDateSum.pdf.
Accessed July 19, 2013.

26. Gray FD. The Tuskegee Syphilis
Study: The Real Story and Beyond. Mont-
gomery, AL: NewSouth Books; 1998.

27. Centers for Disease Control and
Prevention. US Public Health Service
syphilis study at Tuskegee: frequently
asked questions. Available at: http://
www.cdc.gov/tuskegee/faq.htm.
Accessed July 19, 2013.

Crossing the Chasm of Mistrust: Collaborating With Immigrant Populations
Through Community Organizations and Academic Partners

As a community partner

and an academic researcher,

we experienced the direct and

extended benefits of a rela-

tivelysmall-scale, community-

engaged informed consent

process that developed in an

immigrant occupational health

study, Assessing and Control-

ling Occupational Health Risks

for Immigrant Populations in

Somerville,Massachusetts.

The practice of human par-

ticipants research played a

positive role in the commu-

nity, and both community

partners and researchers, as

well as the larger academic

community, reaped unex-

pected benefits during the

five-year project (2005–2010),

which continue into the

present.

Lessons learned from our

experience may be helpful

for wider application. (Am J

Public Health. 2013;103:

2126–2130. doi:10.2105/

AJPH.2013.301517)

Alex Pirie, BA, and David M. Gute, PhD, MPH

AT A TIME WHEN EXTRAORDI-

nary health disparities in the United
States are coupled with an increas-
ing reluctance on the part of vul-
nerable populations to support or
participate in health research, it is
crucial to engage with these com-
munities to ensure the integrity of
human participants research. Gaps
in trust between vulnerable com-
munities and researchers have
emerged for a variety of reasons,
including historical injury at the
community level and the current
media coverage of the lack of over-
sight on medical devices (e.g., metal-
on-metal hip replacement prob-
lems1) and clinical trials.2 The in-
tegrity of protection should be en-
hanced,3 and at-risk populations
need education in the protections
that exist and the benefits of engag-
ing in health studies through such
established research mechanisms as

clinical trials research or newer
modalities such as community-
based participatory research.4

Community-based participatory
research often requires active negoti-
ation of the social and cultural differ-
ences that separate community or-

ganizations from academic partners.
We gained insights into this process
from our research experience with
immigrant populations living and
working in Somerville, Massachusetts.

THE SOMERVILLE
PROJECT

Assessing and Controlling
Occupational Health Risks for
Immigrants in Somerville, Massa-

chusetts, funded by the National
Institute for Occupational Safety
and Health (NIOSH), involved
a community organization, the
Immigrant Service Providers

Group/Health (ISPG/H); a pro-
vider of health care, Cambridge
Health Alliance; and an academic
partner, Tufts University. Other
community partners were the
Haitian Coalition, the Community
Action Agency of Somerville, the
Brazilian Women’s Group, and
the Massachusetts Coalition for
Occupational Safety and Health.
All of these organizations worked
collaboratively throughout the
project period. The objectives of
the project were to enhance the
capacity of the community part-
ners to address occupational
health issues for the populations
they serve as well as to gather
quantitative and qualitative in-
formation regarding immigrant
occupational health.5 This work
began in 2005 and ended in 2010.

An initial step in the multifac-
eted project was to gather
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information on self-identified
immigrant workers living or
employed in the city. Somerville
is a gateway city—an immigrant
entry point—and approximately
30% of the population is not native
born. It is a heterogeneous popu-
lation, with 52 languages spoken,
but three communities predomi-
nate: Haitian, El Salvadoran, and
Brazilian. Because these three
groups represent the majority
of the city’s immigrants, the
research team decided to focus on
them.

Our community partners had
an eight-year history of successful
work with bilingual adolescent
students in the Haitian and El
Salvadoran communities. These
youths were identified as teen
educators in previous, federally
funded outreach programs that
addressed tobacco education and
brownfield documentation and
education. In addition to their
ability to broadly communicate
with their communities, they
were the primary conduits of
information into their immedi-
ate, extended, and often non---
English-speaking families.
Because of this experience and
the presence of the immigrant
community adult youth leaders,
we directed a substantial portion
of our activities toward the
recruitment and training of
two similar groups of youths,
Haitian Creole and Spanish
speaking, to develop and, under
adult supervision, administer an
immigrant worker survey. Be-
cause another segment of the
grant focused on the develop-
ment of a Brazilian women’s
green housecleaning coopera-
tive,6 we decided to use
a Portuguese-speaking graduate
student and an adult member of
the Brazilian community partner
to administer these surveys in
Portuguese when required.

BUILDING
COLLABORATIVE
RELATIONSHIPS

The first months of the grant
process involving the youths were
devoted to the development of the
survey instrument. Initially, adult
immigrant leaders, Tufts faculty, and
A. P. (the ISPG/H coordinator)
worked with the youths to review
an informal survey from earlier
community health fairs. Brain-
storming sessions on immigrant oc-
cupational categories and work
hazards, discussions of other kinds
of studies, and sessions with aca-
demic partners and adults who were
knowledgeable about the commu-
nity followed. The administrative
director of the Tufts social, behav-
ioral, and educational research in-
stitutional review board (IRB), Tufts
faculty, and staff from the Massa-
chusetts Coalition for Occupational
Safety and Health and the Occupa-
tional Health Surveillance Program
of the Massachusetts Department of
Public Health shared their expertise
during survey development.

The final draft was sent off into
what, to the community partners
and the youths, was the lengthy
and somewhat abstract IRB
approval process. The initial ap-
proval took several weeks. Al-
though they were engaged in
other skill-building activities (a
Tufts faculty member conducted
a public speaking workshop, and
the Massachusetts Coalition for
Occupational Safety and Health
conducted a interactive training
session on workplace hazard
mapping), the youths were first
and foremost adolescents: action
oriented and eager to begin the
survey work. When the survey
came back with IRB approval, they
began practice sessions and im-
mediately noticed an unfortunate
mistake. Two of the questions had

been transposed and created con-
fusion in the survey’s flow. We
had no option but to send it back,
corrected, for reapproval. Even
though this would be expedited
and quicker, the young people
vociferously objected: “Again?!
Why can’t we just fix it and do it?”

A Teachable Moment

At this point D. M. G. (the prin-
cipal investigator of the NIOSH
grant) recognized the opportunity
to combine a teachable moment
with the need to pause the process.
He proposed, and the community
leaders agreed, that the youths
be brought onto the Tufts campus
for a showing of a movie drama-
tizing the Tuskegee untreated
syphilis story, Miss Evers’ Boys.7

He felt that the reasoning behind
the IRB requirements should be
communicated to the young peo-
ple and to the community partners
representing Somerville’s vulnera-
ble immigrant communities. The
showing of the film led to two very
intense discussions in which the
youths and the adult community
and academic partners fully en-
gaged in the issues raised.

Simultaneously, in practice ses-
sions with the youths, it became
clear that our informed consent
form was too complicated and
written at too high a literacy level
for the expected participants. We
knew we were likely to encounter
undocumented and, in some cases,
native language---illiterate partici-
pants, a fact that was reinforced in
discussion with the community
partners and the teen educators, and
we had obtained oral consent from
the Tufts IRB with the stipulation
that the survey takers be supervised
by their bilingual adult leaders.

As we worked on simplifying
the form, D. M. G. suggested
building on the impetus toward
a fuller understanding of the role
and purpose of human protection

by training the adult community
partners to become certified as
individual investigators. All agreed,
and after a few small seminar-like
discussions, the Haitian and El
Salvadoran leaders and A. P. read
the required material, observed
D. M. G.’s own recertification, and
then took the Collaborative In-
stitutional Training Initiative
(CITI) online exam at their homes
or workplaces. All achieved cer-
tification, and a member of the
Brazilian community partner
group was subsequently certified
as well.

The adult team, with the sup-
port of D. M. G. and a doctoral
student working on the project,
then completed the training of the
teen educators—who now had
a much clearer understanding of
the role and purpose of human
protection—to simplify the consent
form, which received expedited
approval, much to the satisfaction
of the youths. From the standpoint
of the grant objectives, a signifi-
cant basic task had been com-
pleted and the work could proceed.
For the community partners,
something equally important had
occurred, and a much broader set
of projects flowed from the CITI
experience.

Ordinarily, the concept of the
teachable moment is part of the
educator’s domain, a moment
when a teacher recognizes an op-
portunity where the student is
open to and interested in learning.
For us, the moment began that
way, but over time an unexpected
reciprocity developed: we had as
much to learn from the initial
viewing of Miss Evers’ Boys and
the ensuing discussion as did our
young community partners. We
learned some lessons immedi-
ately, and over time we gained
several realizations that had
much broader application and
utility outside of and beyond our
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grant process. These outcomes
fell into two broad categories:
activities that increased commu-
nity skills and built relationships
that supported collaborative
research and activities that in-
creased the capacity of commu-
nity human studies protection
mechanisms.

An Interdisciplinary

Opportunity

During the discussion with the
immigrant youths about Miss
Evers’ Boys, the youths raised an
important question: “How could
they do this to their own people?”
This provoked an intense discus-
sion about slavery; the Civil War;
the Civil Rights Movement; self-
esteem; the Haitian Revolution,
which culminated in indepen-
dence in 1804; and racial pride. It
became apparent to the adults
present that these youths, who
arrived in the United States most
often during their middle school
years, had very little knowledge
of US history, and, in most cases
because of deficiencies in the
educational systems in their
home countries at the time of
immigration, they had a similar
lack of knowledge about their own
history.

A. P. discussed this finding sep-
arately with immigrant leaders
and other ISPG/H partners and
began looking for potential aca-
demic partners who might be
willing to explore these educa-
tional gaps. A Tufts faculty mem-
ber from the Eliot---Pearson
Department of Child Develop-
ment Education had been working
in this area and agreed to partici-
pate. This quickly led to an aca-
demic partnership with another
IPSG/H member group, the Wel-
come Project, to look at the edu-
cational and personal benefits to
the immigrant youth participants
in their Liaison Interpreters of

Somerville project, a relationship
that was initially funded by a seed
grant from the Tufts Community
Research Center.

Community Human Studies

Protection

During the last year of the
NIOSH grant, a Somerville neigh-
borhood with a significant immi-
grant population and an early
childhood educational center were
discovered to be above a toxic
groundwater plume containing
perchloroethylene and emanating
from a newly identified tier 1C
brownfield site. The ISPG/H was
asked to support the development
of a neighborhood group and
obtained funding to hire a licensed
site professional to represent the
community.

At the same time, a Tufts MD---
MPH program faculty member
offered to use a seminar class to
conduct a health survey of per-
chloroethylene exposure symp-
toms. Because the medical stu-
dents conducting the survey were
likely to encounter non-English
speakers in the randomized study
(the afflicted neighborhood and
a demographically similar nearby
neighborhood), the IRB required
that the there be human studies---
certified interpretation available.
Neither the Tufts class nor the
ISPG/H had the financial re-
sources to support this, but, be-
cause of the previous CITI certifi-
cations, qualified interpreters were
already in place. Through the
NIOSH grant process the commu-
nity had acquired the capacity to
support a health study.

Community Education About

Medical Research

In 2008, A. P. agreed to partic-
ipate as a community representa-
tive in the community engagement
component of the Tufts Clinical
Translational Science Institute

(CTSI), Aligning Research for
Community Health, and the Com-
munity Engagement Research Advi-
sory Board at the Harvard Catalyst.
At Tufts, the possibility of supple-
mental funding arose. The ISPG/H
had been considering an educational
project in Somerville for local com-
munity organizations to disseminate
some of what had been learned in
the NIOSH work and our human
studies protection experience.

In response to a funding dis-
cussion within Aligning Research
for Community Health, A. P. pro-
posed a scaled-up version. The
general idea was accepted and
a more extensive project was de-
veloped and funded through
a supplement to the CTSI award.
Over two years, 20 community
organizations with an interest in
medical research sent staff to par-
ticipate in Building Your Capacity,
which offered six-month-long
seminars to two cohorts.8 The
Miss Evers’ Boys curriculum from
the NIOSH grant was also incor-
porated into this course, which
was developed to train community
partners in how to better work
with medical researchers. D. M. G.
and A. P. participated in one of the
sessions, and A. P. served on the
planning and curriculum commit-
tees. The program aimed to de-
velop community capacity and to
improve relationships, build trust,
and support one of the goals of the
CTSI mechanism by increasing
awareness of and familiarity with
clinical trial research.

D. M. G. and A. P. came back
together to work as co-investigators
on a subsequent immigrant-
focused project, Live Well:
Assessing and Preventing Obesity
in New Immigrants, supported by
the National Institute of Child
Health and Human Development.
Their earlier work together and
subsequent informal collabora-
tions and discussions greatly

facilitated the initial relationship-
building stages of this large and
complex obesity study, a mix of
clinical trial research (nearly
400 mother---child pairs in three
target languages) and community-
based participatory research.
The community partners, now
better educated in human
studies protection and more
empowered, asked for and
obtained an agreement to build
into the process the option for
participants in the control
group to be offered a modified
version of the intervention. In
addition, the intervention itself
was based on a novel popular
education model suggested by
the community partners, and
we agreed to give the community
a strong role in dissemination.

SUPPORTING HUMAN
STUDIES PROTECTION

In an early meeting of its com-
munity engagement component’s
advisory board, the Harvard
Catalyst staff solicited community
input about the tasks that should
be prioritized for the group. A. P.,
on behalf of the membership of
the ISPG/H, with other commu-
nity groups concurring, discussed
the lack of trust in medical re-
search in general and the reluc-
tance to participate in clinical trials
and related the Miss Evers’ Boys
experience. Representatives of
the community mentioned the
need for community education
about personal protection and
the consideration of community-
wide protection, particularly with
the growing influence of epige-
netic studies. The director of reg-
ulatory affairs operations at the
Harvard Catalyst joined the next
meeting to continue this discus-
sion. Over the course of several
meetings, the group formed
a subcommittee, a partnership of
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community representatives who
were members of the Harvard
Catalyst Community Health Inno-
vation and Research Program’s
Community Advisory Board and
the Regulatory Knowledge and
Support Program.

This subcommittee pro-
vided a panel presentation on
community-engaged research for
the June 21, 2011, Office for
Human Research Protections
Boston conference, sponsored by
the Dana---Farber Cancer Institute,
Protecting Human Subjects in
Research: Blending Regulatory
Requirements and Best Practices.
A. P. was a panelist and served on
the panel planning committee. In
addition, the subcommittee is de-
veloping a community-focused re-
port with the goal of extending
community-wide education about
protection.

Both the Tufts and the Harvard
CTSI organizations collaborated
on a joint presentation to legisla-
tors and interested members of
the general public, a Clinical
Research Education Day and
Health Fair on October 21, 2011,
at the State House in Boston.
Massachusetts State Representa-
tive Jeffrey Sanchez, chair of the
Joint Committee on Public Health,
hosted and sponsored the event.
A. P. led a panel discussion on
community-engaged research
and participated in the event
planning, the director of the Tufts
community engagement compo-
nent presented the research work
accomplished by participants in
the Building Your Capacity course,
and the Harvard Catalyst regula-
tory director led a discussion of
community participation on IRBs.
The audience for the event in-
cluded Massachusetts state legis-
lators, Tufts and Harvard staff and
faculty, and members of local
health-focused community orga-
nizations.

LESSONS LEARNED

Often, in academic---community
partnerships, the work at hand,
the scheduling requirements im-
posed by the grant mechanism,
and the subsequent emphasis on
publication create a work process
whose complexity and urgency
can easily lead partners on both
sides of a community-based re-
search project to overlook the
opportunities and expandable
moments that can occur in collab-
orative work. In our case, the
external delay that the IRB process
created provided a pause that we
were able to turn to the advantage
of academic and community part-
ners and the teen educators en-
gaged in our work. The delay also
led to opportunities to deepen
mutual relationships of trust, ex-
pand community capacity through
education in human participants
protection, and support the CITI
certification of community part-
ners. Although this delay was not
planned, the benefits of early
engagement on matters of confi-
dentiality and human participants
research were clearly evident. At
the same time, our work allowed
us to feed insights and lessons
learned from the community
partners back into the academic
and regulatory world to the bene-
fit of the involved stakeholders.

We also learned more subjec-
tive lessons: trust is best devel-
oped over time and through
shared experience, being receptive
to community input can lead to
positive outcomes and influence
that transcend the scope of the
original project, and unanticipated
events often offer the greatest
opportunity for true learning and
understanding.

Beyond the specific outcomes,
our work had personal educa-
tional implications. The original

intense discussion with Hispanic
and Haitian youths about slavery,
race, and the consequences of
racism gave us a much deeper
understanding of the personal and
institutional obstacles faced by
both immigrants and members of
other vulnerable communities in
accessing health care and the re-
luctance of members of these
communities in general to engage
with medical researchers. It was
one thing for us to watch Miss
Evers’ Boys as White adults, but
a quite different experience to see
it through the eyes of young peo-
ple of color. What we learned and
what we were motivated to de-
velop outside of the original
funded work underscored the im-
portance of engaging with and
fully listening to our community
partners. This is a lesson we will
carry into future collaborative work.

The protection of immigrant
populations in human participants
research touches on many facets
of the prevention and treatment
continuum. It encompasses the
successful completion of treatment
regimens,9 differential patterns of
utilization of mental health ser-
vices,10 and impacts of citizenship
on Medicaid and health insurance
coverage.11 These points of
departure from normative protec-
tion for immigrants are played out
against a well-established back-
drop of race and class as well.12

Such constructs only make more
difficult the development of higher
levels of trust between investigators
and immigrant populations. What
is unquestioned is the influence—
often subtle and sometimes defini-
tive—that immigrant status can have
on the health status of popula-
tions.13,14 What we have gained
from our small-scale journey over
this landscape is that trust is best
built upon shared experience, the
enhancement of capacity, and an

appetite for this work in both com-
munity and academic partners. j
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