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Abstract

Community bioethics dialogues were held on the topic of patient-centered outcomes research (PCOR) and comparative
effectiveness research (CER). Participants were 65 and older and represented either a lower income, African American
group (A) or a higher income White group (B). Participants were presented with a variety of background reading and study
materials. Meetings were held 2 hr per week for 6 weeks. The groups showed both independence in judgment from the
investigators and diversity of opinion between the two groups. Group B addressed more topics than Group A and in some
instances explored additional policy nuances. Members of Group A appeared more cognizant of issues of social justice that
affect vulnerable populations and appeared leery of approaches that suggested possible disrespect for their own personal
experiences. Future plans call for both repeating the dialogue with additional, diverse community groups and repeating
community bioethics dialogues on new topics with the same groups.
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Introduction Our dialogues were part of a larger project on patient-
centered outcomes research (PCOR) in the elderly and, as
. . . . such, sought to involve a pool of subjects aged 65 and older.
httl.e—utlhzed method of consulting th,e general p.ubl.lc ab(?ut The federal PCOR Institute has expanded the definition of
cthical values relevgqt to I}ealth care 1sSucs. Begmmpg Wlth PCOR so that it includes comparative effectiveness research
Oregon Health Decisions in the early 1980s, addressing jus- (CER: Wu, Snyder, Clancy, & Steinwachs, 2010). The

Ece and ZCCGSS dt(;) care, sluch dlalogdues haYe more r.ecentlz PCOR Institute imagines that PCOR will address several
een used to address values around genetic screening an questions from the patient perspective:

genetic privacy (Bonham et al., 2009; Crawshaw, Garland,
Hines, & Lobitz, 1985; Garland & Hasnain, 1990). In this
latter instance (Bonham et al., 2009), the dialogue method Given my personal perspective, characteristics and preferences,
was shown to be as effective with lower income, minority what should I expect will happen to me? What are my options
communities as with middle-class White participants. and what are the benefits and harms of those options? What can
Survey and focus-group research elicit public opinions I do to improve the outcomes that are most important to me?
. e . s . How can the health care system improve the chances of
about bioethical issues at a single point in time and do not, in . ) R
. . .. . . achieving the outcomes that I prefer? (Washington & Lipstein,
general, attempt to inform subjects about the existing bioethi-
o ) nnie DY 2011, p. €31(2))
cal debate on the topic being studied nor provide insight into
how their views change over time. Other methods of rational
democratic deliberation may feature intensive education on
the topic and culminate in a vote on policy notions (Carman
et al., 2013; Goold et al., 2012). We sought to inform partici- -
pants about the bioethical topic and to foster sustained, ratio- Corresponding Author: . N o
1 di . but t Kk t | rticulati Jerome W. Crowder, Institute for the Medical Humanities, University of
nal discussion, u. 0 Seck as an ou C.OHIe a C car articula I.OII Texas Medical Branch, 301 University Boulevard, Galveston, TX 77555-
of the group’s ethical values that might guide future policy 1311, USA.
rather than an actual vote on policy options. Email: jw.crowder@utmb.edu

Community bioethics dialogue is a potentially powerful but
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Our goal is eventually to replicate the bioethics dialogue
among four to six groups representing diverse communities
in the Texas Gulf Coast region. Here, we report on the pilot
phase that involved two community groups, one African
American, predominantly lower income (Group A), the
other White and predominantly higher income (Group B).

Method

We adapted our dialogue process largely from the work of
Fleck and colleagues (Brody, 2009; Fleck, 2006) modifying
it only to meet the needs of our specific groups. We sought
partnerships with long-standing community organizations
with which the investigators had pre-existing contacts and
whose members were likely to have an interest and desire to
engage in the research process. Given that the chosen proj-
ect began with the investigators as opposed to being derived
from the community, the dialogue process did not use a pure
community-based participatory research (CBPR) approach
to the research. However, adhering to CBPR’s underlying
tenets and principles was important for the success of the
work and yielded unexpected community and individual
benefits. We view CBPR as a collaborative process that
fully engages members of the community in the process of
research design (Hacker et al., 2012; Israel et al., 2005). The
process of preparing for the dialogues thus began with a
series of encounters with representatives of the community
organizations geared toward eliciting local knowledge.
From the beginning, it was clear that we had significant
obstacles to overcome before we could begin to broach the
actual research itself. We discussed potential cultural and
racial barriers, the shared desire to create and foster a rela-
tionship of trust and respect, and collectively redefined the
“target community” as one whose efforts were considered
equal to and integrated with those of the project staff in each
stage of the research process, that is, during the design
stages, organizing the groups and arranging all logistics,
providing data and continual feedback, and, of course,
developing the report. While our initial effort sought to
equalize the academic and community power differentials
to facilitate open and honest communication, the result was
a genuine partnership based on shared experiences and a
more complete understanding of each other’s needs. The
mutual consensus was that the established relationships
were not only sustainable but also highly desired
(Wallerstein & Duran, 2010).

Following the initial set of meetings, each organization
was asked to form an advisory board for the project to meet
regularly with the academic investigators. The boards were
consulted about the topics for discussion, the timing and
conduct of the dialogues, and the forms of informational
material that would be most suitable for participants. The
boards were asked to recruit dialogue participants from
among those considered to be members or affiliates of each

organization and to identify suitable meeting spaces. No
effort was made to recruit individuals who were viewed as
representative of any larger group, and it was emphasized
that the participants spoke for themselves. Participants were
offered modest remuneration ($20 per session) for the time
spent in dialogue, and each organization was paid an admin-
istrative fee for their assistance in the project. The project
received institutional review board (IRB) approval, and par-
ticipants provided written consent.

The investigators reviewed the bioethics literature on
PCOR and CER and prepared three sets of information
materials—a collection of articles; one-page summaries of
the major points in each article; and a set of audio record-
ings in which the staff discusses the articles, repeats key
points from the written summaries, and engages in brief
back-and-forth discussion about some controversial points.
Additional written commentaries to clarify controversial
issues were prepared by project staff. Case studies were also
developed for use during Dialogue Sessions 1 to 5." All par-
ticipants were given copies of the one-page summaries,
staff commentary, and case studies, and the remaining
materials were provided for participants at their request.
Table 1 outlines the weekly topics and their corresponding
case studies. Dialogue sessions were held for 2 hr once
weekly for 6 weeks.

One of us (J.P.B.) served as the facilitator for Group B,
as requested by Group B; the Group A advisory board
requested that a member of their group be trained as a facili-
tator. Facilitator training was carried on over two sessions
by another investigator (H.B.) using a written manual
developed for the project. Group A was made up of 10 per-
sons (male/female = 5) and Group B of 11 persons (male =
6/female = 5). The training focused on encouraging group
members to speak and moving the overall process forward
while maintaining neutrality on controversial issues. One
investigator (J.W.C. or J.P.B.) served as the recorder for
each session and made audio recordings. H.B. took notes
that focused on ethical issues raised in discussion.

Participants were encouraged to read the articles and/or
summaries relevant to each dialogue session, review the
case study for that session, and discuss the issues in between
sessions with family and friends. Group B participants
occasionally reported engaging in independent research
between sessions on the discussion topic.

Prior to Session 6, we reviewed notes and developed lists
of statements of ethical values from Sessions 1 to 5. We
plan to address the ethnographic content of these discus-
sions in a separate paper. At Session 6, participants were
presented with these lists and asked to refine or modify any
statements as they wished or to propose new statements, to
indicate general agreement or disagreement with the result-
ing statement, and finally to rank each statement with which
they agreed as high, medium, or low priority. Based on
these rankings, we assembled draft final reports for each
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Table I. Topics and Case Studies for Various Weeks of Bioethics Dialogue on PCOR/CER.

Week Topic Case study
I Is there ethical mandate to contain health care ALLHAT study of hypertension, cheapest drug found most
costs!? effective, later debate claimed to be guided by commercial
interests
Use of Medicare Part D to favor or oppose use of cheaper generic
drugs
2 What are implications of PCOR/CER for patient Should treatment of spinal compression fracture with
autonomy? vertebroplasty be covered by HMO!?
3 What are pros and cons of using CER as a Fast-track approval of gefitinib for lung cancer based on limited
rationing criterion? evidence of effectiveness
4 What are the inherent limitations of PCOR/CER Proton beam vs. standard radiation treatment for localized prostate
for cost containment? cancer
5 What ethical values should guide policy decisions Use of new, expensive, marginally beneficial drug for advanced

about PCOR/CER?

cancer (e.g., cetuximab for lung cancer)

Note. PCOR = patient-centered outcomes research; CER = comparative effectiveness research; ALLHAT = Anti-hypertensive and Lipid Lowering
Treatment to Prevent Heart Attack; HMO = health maintenance organization.

group, circulated the drafts, and reconvened for a final
review session approximately 1 month after Session 6. At
the review session, participants were reminded that they
had the options of agreeing on a final report, submitting no
final report, or registering dissents and writing individual
minority reports. Both groups elected to approve a final
report and to make it available publicly.” At the final review
session, a survey questionnaire, modeled after earlier work
by Timotijevic and Raats (2007), was also distributed
requesting basic demographic information as well as feed-
back on the dialogue process.

Results

Table 2 shows the demographics of the two groups. The
groups did not differ significantly in the reported use of the
informational materials. Most participants in each group
reported reading almost all the one-page summaries and
complete articles, but few listened to the audio recordings.

For assembling the draft final reports, we divided the
individual statements of ethical values into two categories.
We classified as widely agreed-on values those for which
the group unanimously agreed and where the vast majority
(usually all but one or two) ranked the statement as high
priority, with the remaining classifying the statement as no
lower than medium priority. All other statements were
regarded as potentially more controversial. We then classi-
fied all ethical value statements according to general
themes.

Provider—Patient Relationship

Both groups agreed that PCOR and CER, to be ethically
utilized, required ethically solid relationships between phy-
sicians (or other health professionals) and patients, as

captured by the term patient-centered care. They agreed
that providers should take time, listen to patients, and pro-
vide information needed to make informed choices and that
patients should become informed about their health issues
and if necessary, bring a patient advocate with them to vis-
its. Both groups agreed that the results of PCOR and CER
could inform such relationships. Group B added the proviso
that even though cost containment was an important ethical
objective, providers should inform patients of all treatment
options, regardless of cost, and quality of life should be a
more important consideration than cost in how the provider
approaches the patient.

Health Systems

In addressing the implications of PCOR and CER for the
health system as a whole, the values expressed by the two
groups assumed somewhat different tones. Group A
expressed concerns that the present system treated patients
too often as “cash cows,” that the profit motives of insurance
companies and drug and device manufacturers exert too
prominent a role, and that generally the rich get better health
care than the poor. Group A, while generally agreeing with
the need for cost containment, expressed the view that we
have enough money presently to provide much more health
care for more people, if only the money were more justly
and efficiently distributed. Both groups generally agreed
that PCOR and CER provided ethically suitable methods for
cost containment—that is, if we have to start somewhere to
control costs, we should begin by eliminating the least effec-
tive treatments, as measured according to the outcomes that
matter most to patients. Both groups also agreed that such
judgments could be made based on reasonable, available
evidence, and we need not wait for some time in the future
when supposedly ideal evidence would be forthcoming.
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Table 2. Demographic and Socioeconomic Characteristics of Groups.

Group A (N = 10)

Group B (N=11)

Gender

Marital status

Age (M)
Race/ethnicity

Male, 5

Female, 5

Single, |

Married, 4

Widowed, 3

Divorced/separated, 2

733

Non-Hispanic, African American, |0
Non-Hispanic, White, 0

Male, 6

Female, 5

Single, 0

Married, 9

Widowed, 2

Divorced/separated, 0

71.6

Non-Hispanic, African American, 0
Non-Hispanic, White, | |

Highest school level High school, 3

Some college, 5

Bachelor’s degree or greater, 2

End-of-month finances Excess, 4
Sufficient, 3
Insufficient, 3

Health insurance Medicare only, 3

Medicare advantage, 2
Medicare and supplemental, 5

Other, 0

High school, 0

Some college, 3

Bachelor’s degree or greater, 8
Excess, 9

Sufficient, 2

Insufficient, 0

Medicare only, 0

Medicare advantage, 0
Medicare and supplemental, 9
Other, 2

Group B added further value statements about health
systems issues. They were more concerned that CER results
would be used in a “one size fits all” manner that ignored
individual differences. They were concerned to protect an
individual’s right to purchase a more expensive, and pre-
sumably less effective treatment with his or her own funds,
insisting that in such a case, the insurer should pay a sum
equivalent to that of the lower cost treatment, with the
patient being responsible for paying only the difference.

Both groups disagreed with any policy that attempted to
separate CER from costs of treatment, urging instead that
results of CER be used to make appropriate decisions about
the cost-worthiness of treatment.

Commercial Interests

Both groups agreed that commercial interests presented
serious ethical problems in health care. Group B offered
specific value statements regarding commercial interests,
suggesting a neutral organization as a suitable clearing
house for evidence-based information about the effective-
ness, safety, and costs of medical treatment, and full trans-
parency regarding commercial ties in all aspects of the
health system.

Rationing Health Care

Both groups discussed limitations on access to health care
because of costs. Group B spent time debating the use of the
term rationing in relation to PCOR and CER, without reach-
ing any consensus. Some urged that the term be avoided

completely while others saw it merely as an acknowledg-
ment of decisions already being made daily within the
health system. Several definitions of “rationing” were
offered by various participants, but none received general
endorsement.

Free Choice Versus Cost Containment

Initially, Group A appeared to be adopting statements that
favored free choice of any health services alongside other
statements accepting the desirability for cost control, with-
out confronting any tension between these two ethical val-
ues. The investigators eventually felt obligated to intervene
in the dialogue to request that the group address this tension
explicitly, to be sure that the draft report reflected their con-
sidered values. On further discussion, the group suggested a
distinction between treatments for which scientific evi-
dence showed a lack of likely benefit and treatments for
which scientific evidence showed a possibility of at least
some benefit. The group endorsed the health system limit-
ing access to the former but not the latter set of treatments
in the name of cost containment, recommending shared
decision making between provider and patient in the latter
cases.

Group B similarly debated the appropriate limits of free
choice in the name of cost control. Many agreed with the
principle of limiting patient access to treatments shown to
be minimally effective, so long as a fair and transparent
process was used to identify these treatments. Others,
however, continued to dissent. There was broad agreement
that “patient-centered” did not mean “whatever the patient
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wants,” and some patient decisions were viewed as emo-
tionally based and ill informed. There was considerable,
but not unanimous, concern that patients given too much
free choice would make end-of-life decisions that sought
minimal if any life extension at very high monetary cost as
well as at the price of the individual’s quality of remaining
life.

Science Versus Individual Testimony

In constructing one of the case studies (“Insurance
Coverage for Treatment of Spine Compression
Fractures”), we inserted what we assumed at the time to
be a straw-man argument, that a treatment shown by sci-
entific evidence to be ineffective might be approved sim-
ply because of the personal testimony of a patient who
had undergone the treatment and attributed a “cure” to it.
Rather to our surprise, Group A engaged in an extended
discussion of this point. The group appeared to under-
stand, first, that “patient-centered” refers to outcomes
considered by patients to be of real value in their lives and
not to the idea that patients have, through personal experi-
ence, a privileged view of what treatments work, and sec-
ond, that such personal testimony is generally rejected by
scientists as anecdotal and hence nonrepresentative of the
total population. Nonetheless, many participants were
reluctant to discount such personal testimony, and many
continued to interpret “patient-centered” as requiring
respectful attention to this testimony. The group also held
that these value commitments did not signal a rejection of
scientific standards of evidence, though they also
expressed some skepticism about the reliability of scien-
tific studies in medicine and how their results can be
over-interpreted and over-extended.

Commercial Interests at the Table

One article in particular that addressed the role of commer-
cial interests in setting PCOR and CER policy stimulated
extended debate within Group B (Selker & Wood, 2009). A
majority appeared to favor excluding such interests from a
voting role in any policy board overseeing government fund-
ing of PCOR and CER. This faction thought that any valu-
able information representatives of such interests could
provide could easily be obtained through a non-voting role
or through ad hoc testimony. A smaller faction, informed by
their experience with local government boards, argued that
such non-voting arrangements actually assured that the
voices and views of industry would not be heard at precisely
the point in the debate where they could be most informa-
tive. This latter faction argued that so long as commercial
interests did not hold a majority of seats on any policy board,
there could be no danger in giving them voting status.

Personal Responsibility For Health

Group B alone discussed at several junctures whether one
way to control health costs would be to assess higher premi-
ums or deny coverage based on individuals’ unhealthy life-
styles and assumed personal responsibility for ill health.
These views were hotly contested, and in the end, no con-
sensus was reached.

Provider Incentives

Group B alone also discussed, but failed to reach consensus
about, the question of paying incentives to providers who
applied evidence-based CER results to their practices. It
was argued on the one hand that practical use of CER should
be encouraged and that incentives could be effective and on
the other hand that the use of evidence-based standards was
simply good practice, which should be expected routinely
and not seen as requiring additional incentives.

The participant surveys, completed at the last session,
generally showed strong agreement that the conclusions
were independent, that the process was well understood by
participants, that interchanges were respectful, and that the
overall process was effective and meaningful. Table 3
shows those questions that revealed the greatest diversity of
views. Several participants thought the materials presented
to the group displayed systematic bias, though we were
unable to explore this further. Group A agreed more strongly
than Group B that the final report accurately reflected their
individual views and the views of their community. Groups
were more divided on whether they felt that their dialogues
would have an impact on future health policy.

After both reports were completed, we called a press
conference to announce the availability of the documents
and with the intention of having the local newspaper pub-
lish an article about the process (University of Texas
Medical Branch, 2014). Members from both groups
attended the press conference and answered questions from
the audience about their experience in the community ethics
dialogues, and were able to comment to each other about
their findings. Everyone attending this press conference
witnessed a remarkable conversation unfold between these
seemingly disparate communities, which agreed that the
process was very meaningful and the return on their time in
the dialogues was significantly more than expected.

Discussion

While there is an extensive and wide-ranging literature on
measuring success in democratic decision making, its criteria
do not focus on ethics and therefore do not temper our defini-
tions of “success” in the community bioethics dialogue.
Instead, we refer to Fleck (2006) and results from deliberations
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Table 3. Survey Questionnaire Items Showing Greatest Diversity of Response.

Question

Group A (N = 10)

Group B (N=11)

The material that was given to us to read or listen to was credible and
trustworthy

The materials we were given to read or listen to were biased in a
particular direction

| occasionally changed my own views as a result of the discussion

Talking to others outside the group, during the week between group
sessions, helped me to form my own opinions

The final report reflected my own views accurately

| believe that our final report represents the ethical views of my entire
community—not only those who directly participated in the dialogue

| believe that the views | expressed in the dialogue will affect future
health policy

| believe that our group’s report will affect future health policy

Strongly agree, 8
Agree, |

Neutral, |
Disagree, 0
Strongly disagree, 0
Strongly agree, 3
Agree, 0

Neutral, |
Disagree, 2
Strongly disagree, 4
Strongly agree, 3
Agree, 4

Neutral, 2
Disagree, |
Strongly disagree, 0
Strongly agree, 3
Agree, 0

Neutral, |
Disagree, |
Strongly disagree, 4
Strongly agree, 10
Agree, 0

Neutral, 0
Disagree, 0
Strongly disagree, 0
Strongly agree, 4
Agree, 3

Neutral, |
Disagree, 0
Strongly disagree, |
Strongly agree, 3
Agree, 4

Neutral, 2
Disagree, |
Strongly disagree, 0
Strongly agree, 2
Agree, 6

Neutral, |
Disagree, |
Strongly disagree, 0

Strongly agree, 2
Agree, 7

Neutral, 2
Disagree, 0
Strongly disagree, 0
Strongly agree, 0
Agree, |

Neutral, 4
Disagree, |
Strongly disagree, 5
Strongly agree, 0
Agree, 8

Neutral, 2
Disagree, |
Strongly disagree, 0
Strongly agree, 0
Agree, 4

Neutral, 5
Disagree, |
Strongly disagree, |
Strongly agree, |
Agree, 9

Neutral, |
Disagree, 0
Strongly disagree, 0
Strongly agree, |
Agree, 6

Neutral, 3
Disagree, 0
Strongly disagree, 0
Strongly agree, 2
Agree, 4

Neutral, 3
Disagree, |
Strongly disagree, 0
Strongly agree, 2
Agree, 3

Neutral, 4
Disagree, |
Strongly disagree, 0

during our community advisory board meetings to set the mea-
sure for success. We suggest two—first, whether the conclu-
sions of a group appear nuanced and insightful, without the
value statements having been spoon-fed to the group by the
investigators, and second, whether different groups with differ-
ent background and experiences reach at least somewhat dif-
ferent conclusions. We believe that this pilot can be judged at
least a partial success based on these measures.

We feel reasonably certain that we did not predetermine
the value outcomes for the groups, because of the process
followed for conducting and facilitating the dialogues. It

was interesting, though not definitive, that some of us per-
sonally disagree with at least some of the statements made
in the final reports of each group. In addition, it was clear at
the outset that some members were critical of any bias they
perceived in the articles. Each group appeared to grapple
seriously with the ethical issues and to accept the challenge
to back up their ethical statements with reasoned arguments.
(We will address the processes followed by the two groups
in more detail in a separate report.)

There were also a number of differences between the
final reports of the two groups, as well as between their
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processes of dialogue. Group B addressed more topics than
Group A and, in some instances, explored additional policy
nuances. This is consistent with the generally higher educa-
tional level of the participants. In contrast, members of
Group A appeared more cognizant of issues of social justice
that affect vulnerable populations and appeared leery of
approaches that suggested to them possible disrespect for
their own personal experiences as well as those of their
families and neighbors. This would seem reasonable for a
community that has been subjected to extensive past dis-
crimination in health care as well as in society generally.

The end results of the partnerships themselves were
multi-faceted. While we anticipated the product, that is, the
group reports, would yield important information related to
the ethical values of the communities involved, the process
seemed to be just as important and mutually beneficial to
both investigators and community members. The initial
planning meetings contributed to a sense of group owner-
ship and capacity building, and throughout the process,
group members displayed an uncommon commitment to
the effort. One evening, for example, the weather was frigid,
with high winds and icy rain, and yet the members of Group
B braved the storm to attend the dialogue. Likewise, Group
A’s meetings were also consistently well attended, despite
the fact that transportation was many times an issue for
attendees—overcome in some instances by an investigator
providing transportation to and from meetings. However,
perhaps the most poignant of our “results” were the unin-
tended benefits. One elderly man, who was both disabled
and several years prior forced to retire due to chronic ill-
ness, reported during a “debrief” session that participating
in the series of dialogues had dramatically changed his out-
look and behavior. He indicated that due to his illness and
disability, he had lost the sense that he had the ability to
meaningfully contribute to his community. He also stated
that through the dialogues, he had come to appreciate that
his opinion was well respected and that his participation
was valued by his peers. Consequently and subsequently, he
had begun to volunteer in the community. Likewise, another
participant reported that at the outset of the dialogue pro-
cess, she had been completely dependent on others for
transportation, not because she was physically or legally
unable to drive, but rather that with aging, she had lost the
confidence over time to be more active and independent.
She reported during the debriefing meeting that confidence
she gained through the process convinced her that she was
capable of doing many more things than she had previously
believed, and thus renewed her license and began to drive
her own car again. These experiences led the research team
and its community partners to understand that the results of
participating in the process itself were beneficial in ways
not previously anticipated.

All the limitations inherent in the method of community
bioethics dialogue are of course reflected in our outcomes.

As noted, there can be no claim that the views in these
reports “represent” the views of the respective communi-
ties, or even those of the members of the specific organiza-
tions from which the participants were drawn. Nevertheless,
we believe that the pilot has shown the value of community
consultation using methods such as this. Issues were raised
in the dialogues that have not yet been raised in the aca-
demic bioethics literature, most notably the focus among
Group A on personal testimony about medical efficacy.

Another limitation of our method is that while both
groups reported similar utilization of the educational mate-
rials, it appeared that comprehension levels were not uni-
form, raising the question of whether inter-group differences
are a reflection of some participants having more informa-
tion than others about the topics discussed. However, it may
also be the case that some participants simply chose not to
read all the material or perhaps had difficulty accessing
technology that would have allowed them to further inves-
tigate topics under discussion. Use of technology clearly
differed between groups; for example, while the majority of
communication with participants in Group A was conducted
via phone and (paper) mail, Group B participants, for the
most part, preferred communication in electronic format
and appeared to conduct more online research regarding the
session topics. Moreover, these group differences may
reflect the failure on our part to appropriately operationalize
the advice of the community organization advisory board in
packaging the desired information in culturally sensitive
ways to meet the groups’ needs. Further refinements will
evolve as the dialogues continue.

Best Practices

Lessons learned through the dialogue process have led us to
a deeper understanding of barriers to communication posed
by the investigators’ assumptions about the community
members’ literacy. Despite our efforts to present topics and
materials in multiple formats, including audio recordings,
to make them more accessible and comprehensible, it
became clear over time that closer attention to language was
necessary. We have determined in moving ahead to adopt as
a best practice the effort to rework all reading materials to
reflect third- to eighth-grade reading levels. We will utilize
a newly convened community board, representing all
groups, to read the documents we want to share with the
broader groups and translate them back to us. If they cannot
accurately understand them such that they cannot tell us
what they mean, then we will adjust our levels
accordingly.

We must also ensure that any facilitator selected from the
community be a bona fide representative of the convened
group. In this instance, the facilitator for Group A was
appointed by the director of the sponsoring community
organization but was unfamiliar with group members and
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slightly younger than the members themselves. We believe
that this delayed the development of group cohesion, as was
evidenced by dialogues later in the process that seemed to
be much richer and more thoughtful than those conducted
earlier. If such a representative is not to be found, then we
will conduct several meetings prior to the dialogues them-
selves to build capacity and facilitate an environment of
trust.

We also acknowledge that at the beginning of the proj-
ect, we lacked full cultural understanding of our community
groups. We believe it to be essential to engage in conversa-
tions prior to the dialogues to identify issues potentially
related to race, education, and power differentials both
within groups and between groups that would preclude hon-
est and transparent communication. In this process, we did
so with Group A at the behest of the director of the sponsor-
ing organization, which changed the group dynamic sub-
stantially in a favorable way. Simply by acknowledging that
we might discover differences based on these factors facili-
tated their inclusion in the dialogues. We will continue this
practice as we begin new groups.

We anticipate that future rounds of dialogues will be
richer still. Ideas for topics will be generated by the groups
themselves, which is more closely aligned with a commu-
nity-based participatory approach to research. It is our hope
and intent that these discussions will be instrumental in
identifying community values and priorities and thus may
be used to better inform health care practices in our
communities.

Research Agenda

Following this promising pilot phase, we plan to extend the
work in two directions. First, we hope to enlist more com-
munity organizations, representing a diversity of cultural
and ethnic backgrounds (particularly, Hispanic residents),
to conduct dialogues on the same topic, ethical issues in
PCOR and CER. We will then further compare all dialogue
results for both similarities and differences in process and
outcomes.

Second, we hope to return to these existing dialogue
groups and seek their participation in future dialogues on
new bioethics topics, including those suggested by the
groups themselves. We hope to study the effect of experi-
ence and training in how the groups approach future bio-
ethical issues. To our knowledge, this facet of community
bioethics dialogue has not been explored in previous
work, with the majority of community dialogue groups
being assembled to address one specific topic of interest
and then disbanded. Our hypothesis is that a network of
community dialogue groups, representing diverse popula-
tions within a region, can engage in a series of dialogues
over time and hence provide a valuable resource to an
academic bioethics center.

Educational Implications

Numerous educational opportunities exist in conjunction
with this project, only some of which were realized. The
preparation of selected articles and case studies permit both
the investigators and the study participants to become edu-
cated about the ethical issue. Few public observers were
present at the actual dialogue sessions, however, although
preparation had been made for them. Also, efforts were
made to interest local high school and community college
staff in the dialogues. Ideally, students could have read the
background materials and case studies, observed the ses-
sions, and then engaged in the follow-up discussion in the
classroom. As dialogues proceed with these and with other
groups, we will attempt further to mine the dialogues to
their full educational extent.

As far as further educational implications for researchers
wanting to engage communities, we feel that we have
addressed the “take-aways” in the “Best Practices” section
and furthermore feel that we are still too early in the process
to have findings that are generalizable enough for our col-
leagues to implement in their own work.
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Notes

1.  See http://www.utmb.edu/pcor/App_Assets/assets/StVincent-
Report-FINAL.pdf(SECURED).pdf, accessed August 9, 2014,
and http://www.utmb.edu/pcor/App_Assets/assets/GAIN-
GCPA-AA-ReportFINAL.pdf, accessed August 10, 2014.

2. See http://www.utmb.edu/pcor/proj3.asp, accessed August 9,
2014.

References

Bonham, V. L., Citrin, T., Modell, S. M., Franklin, T. H., Bleicher,
E. W., & Fleck, L. M. (2009). Community-based dialogue:
Engaging communities of color in the United States’ genetic
policy conversation. Journal of Health Politics, Policy, and
Law, 34, 325-359.

Brody, H. (2009). Community dialogue. In H. Brody (Ed.), The
future of bioethics (pp. 88-104). New York, NY: Oxford
University Press.

Carman, K. L., Heeringa, J. W., Heil, S. K. R., Garfinkel, S.,
Windham, A., Gilmore, D., . . . Pathak-Sen, E. (2013). The use
of public deliberation in eliciting public input: Findings from
a literature review (AHRQ Publication No. 13-EHC070-EF).



30

Journal of Empirical Research on Human Research Ethics 10(1)

Rockville, MD: Agency for Healthcare Research and Quality.
Available from www.effective-healthcare.ahrq.gov

Crawshaw, R., Garland, M. J., Hines, B., & Lobitz, C. (1985).
Oregon Health Decisions: An experiment with informed
community consent. The Journal of the American Medical
Association, 254, 3213-3216.

Fleck, L. M. (2006). Creating public conversation about behav-
ioral genetics. In E. Parens, A. R. Chapman, & N. Press
(Eds.), Wrestling with behavioral genetics: Science, ethics,
and public conversation (pp. 257-285). Baltimore, MD: Johns
Hopkins Press.

Garland, M. J., & Hasnain, R. (1990). Health care in common: Setting
priorities in Oregon. Hastings Center Report, 20(5), 16-18.
Goold, S. D., Neblo, M. A, Kim, S. Y., de Vries, R., Rowe, G.,
& Muhlberger, P. (2012). What is good public deliberation?

Hastings Center Report, 42(2), 24-26.

Hacker, K., Tendulkar, S. A., Rideout, C., Bhuiya, N., Trinh-
Shevrin, C., Savage, C. P., . . . DiGirolamo, A. (2012).
Community capacity building and sustainability: Outcomes
of community-based participatory research. Progress in
Community Health Partnerships, 6, 349-360.

Israel, B. A., Eng, E., Schulz, J. A., & Parker, E. A. (2005).
Methods in community-based participatory research for
health. San Francisco, CA: Jossey-Bass.

Selker, H. P., & Wood, A. J. J. (2009). Industry influence on com-
parative-effectiveness research funded through health care
reform. New England Journal of Medicine, 361, 2595-2597.

Timotijevic, L., & Raats, M. M. (2007). Evaluation of two meth-
ods of deliberative participation of older people in food-pol-
icy development. Health Policy, 82, 302-319.

University of Texas Medical Branch. (2014, April 21). UTMB
study seeks to engage community in medical ethics issues.
Galveston County Daily News. Retrieved from http://www.
galveston-dailynews.com/lifestyle/health/article 5¢56943e-
c908-11e3-95-d6-0017a43b2370.html

Wallerstein, N., & Duran, B. (2010). Community-based partici-
patory research contributions to intervention research: The
intersection of science and practice to improve health equity.
American Journal of Public Health, 100, S40-S46.

Washington, A. E., & Lipstein, S. H. (2011). The Patient-Centered
Outcomes Research Institute—Promoting better information,

decisions, and health. New England Journal of Medicine,
365(15), e31. doi:10.1056/NEJMp1109407

Wu, A. W., Snyder, C., Clancy, C. M., & Steinwachs, D. M.
(2010). Adding the patient perspective to comparative effec-
tiveness research. Health Affairs, 29, 1863-1871.

Author Biographies

Howard Brody is former director of the Institute for the Medical
Humanities at the University of Texas Medical Branch, Galveston
(currently on leave). He is trained in family medicine and philoso-
phy, with special research interests in bioethics, physician—patient
relationship, and the relationship between health policy and medi-
cal practice.

Sharon A. Croisant is currently in the University of Texas
Medical Branch’s Department of Preventive Medicine and
Community Health. She is an investigator for the NIEHS Center
in Environmental Toxicology and serves as both director of the
Community-Based Research Facility and director of the
Center’s Community Outreach and Education Core. She has
established long-standing, ongoing collaborative relationships
with community stakeholders with a vested interest in using
research findings to direct community-based intervention and
outreach activities.

Jerome W. Crowder is a medical and visual ethnographer at the
Institute for the Medical Humanities who works with community
groups to understand their decision-making strategies and the
societal structures that affect health disparities. In the capacity of
this research and paper, Crowder served as an investigator and
principal ethnographer in documenting the ideas expressed by the
members of the community organizations and analyst of the quali-
tative data.

Jonathan P. Banda is a third-year medical humanities PhD stu-
dent at the University of Texas Medical Branch, with an emphasis
in social medicine and history of medicine. He has professional
experience in human subjects research compliance and institu-
tional review board administration. His current research interests
include the history and ethics of human subjects research, the
social determinants of health, and the politics of public health
interventions in relation to race, gender, class, and sexuality.


http://www.galveston-dailynews.com/lifestyle/health/article_5c56943ec908-11e3-95-d6-0017a43b2370.html

