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Background: Democratic deliberation (DD), a strategy to foster co-learning

among researchers and communities, could be applied to gain informed public

input on health policies relating to genomic translation.

Purpose: We evaluated the quality of DD for gaining informed community

perspectives regarding targeting communities of African Ancestry (AAn) for

Hereditary Breast and Ovarian Cancer (HBOC) screening in Georgia.

Methods: We audiotaped a 2.5 day conference conducted via zoom in March

2021 to examine indicators of deliberation quality based on three principles:

(1) inclusivity (diverse viewpoints based on participants’ demographics, cancer

history, and civic engagement), (2) consideration of factual information

(balanced and unbiased expert testimonies, participant perceived helpfulness),

and (3) deliberation (speaking opportunities, adoption of a societal perspective

on the issue, reasoned justification of ideas, and participant satisfaction).

Results: We recruited 24 participants who reflected the diversity of views

and life experiences of citizens of AAn living in Georgia. The expert testimony

development process we undertook for creating balanced factual information

was endorsed by experts’ feedback. Deliberation process evaluation showed

that while participation varied (average number of statements = 24, range:

3–62), all participants contributed. Participants were able to apply expert

information and take a societal perspective to deliberate on the pros and cons

of targeting individuals of AAn for HBOC screening in Georgia.

Conclusions: The rigorous process of public engagement using deliberative

democracy approach can successfully engage a citizenry with diverse and

well-informed views, do so in a relatively short time frame and yield

perspectives based on high quality discussion.
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public engagement, health policy, stakeholder participation, democratic deliberation,
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Introduction

Obtaining public input and involvement in health service

planning and delivery, and in setting health policy priorities

is both critically needed and difficult to achieve (1). Strategies

used to engage public participation span a continuum,

ranging from discrete opportunities for engagement (e.g., focus

groups, surveys) to serialized involvement requiring extended

time commitments (e.g., coalitions, citizen science, or public

hearings) (2). Indeed, the latter approaches require sustained

interactions with citizens who can thoughtfully advise strategic

decision making and the direction of public policy at the local or

national level (3).

What public engagement looks like across this continuum

differs considerably based on setting. Oftentimes, little attention

is given to the appropriateness and standards of the methods

used (4). As a result, approaches for public involvement

proliferate with little systematic evidence regarding the quality of

these approaches. Moreover, strategies to inform priority setting

in public health contexts have been focused at the discrete end

of the continuum. While discrete approaches benefit from being

feasible, low cost, and less time demanding, these approaches

arguably do not enable citizen participants to provide well-

informed input.

Public engagement has particular importance in the case

of complex health topics that involve new or controversial

advances, where health priority setting requires balancing

multiple tradeoffs. Input from members of the public may

be especially helpful, when there is a sizable gap in scientific

and public knowledge. Public engagement offers a process of

involving target audiences as “co-creators” who can provide

citizen perspectives on complex topics such as emerging

genomic discoveries and related priorities. In turn, this approach

can maximize the likelihood that programs and policies will

be relevant, successful, and acceptable (5). Indeed, a recent

systematic review examining public involvement in genomics

research and translation suggested that sustainable, ongoing

deliberative approaches to public participation should receive

more attention (6).

Democratic deliberation (DD) is a public engagement

strategy that has been used in numerous health contexts

internationally (7–9). DD refers to a collective deliberation

process that is conducted rationally and fairly among consumers

(i.e., those with a stake in the issue at hand) and citizens

(i.e., those who have no stake in the issue) (10). Unlike focus

groups and other discrete methods, citizens and consumers are

provided with focused and neutral factual information about

the topic via “expert testimony”; participants’ are encouraged

to voice differing viewpoints, interests, and experiences; and

groups deliberate about tradeoffs they view to be important to

come to a consensus opinion that, in theory, would maximize

the common good.

Previous literature has found that DD methods provide

more authentic public opinions (11). Moreover, DD may be

particularly useful when considering policies and programs for

marginalized populations (11, 12). Enlisting these groups to

generate and thoughtfully consider potential pros and cons of

health policies and programs through the lens of personally

experienced disparities can be an act of empowerment (12).

DD approaches are appropriate but have yet to be applied

for public engagement in considering advances in genomic

research and translation. Several national organizations concur

that population screening to identify individuals and families at

highest risk for inherited cancer syndromes is warranted (13–

18). Low-cost genetic risk screening tools, such as family history

screening, are available for several inherited cancer syndromes

including heredity breast and ovarian cancer (HBOC) (13,

19). Women at increased risk of HBOC can be referred to

genetic counseling, and if appropriate, genetic testing to inform

lifesaving prevention and treatment options (20). Nonetheless,

evidence suggests that early translation efforts to get these cancer

genetic services in the hands of underrepresented minority

populations are not overcoming existing disparity propensities.

This is particularly concerning for women of African Ancestry

(AAn) who are more likely to develop and die from aggressive

breast cancers than women from other ancestry groups (with the

exception of women of Ashkenazi Jewish ancestry) (21, 22). A

growing number of studies also show that women of AAn are

significantly less likely to seek cancer genetic services than other

women even when receiving care in high-resourced specialty

clinics (23–27). There have been numerous qualitative and

quantitative studies to shed light on logistical and psychosocial

barriers to genetic service uptake and research participation

among minority populations (28–31). Yet efforts to address

these barriers have not shown consistent improvement in uptake

of cancer genetic services (30, 31).

Targeting women of AAn for HBOC screening could be

controversial as it requires balancing multiple tradeoffs. A

number of current realities add complexity to this consideration

that warrant community deliberation: (1) deficiencies in family

history-based genetic risk screening precision for those of AAn

due to their low inclusion in HBOC basic science, treatment, and

prevention research (32); (2) high rates of variants of uncertain

significance and novel deleterious mutations among those of

AAn due to the cascade of low access, provider referral to

and uptake of testing (33, 34); (3) poorer understanding and

acceptance of negative HBOC screening results (not at increased

genetic risk) among those of AAn compared to Whites (35,

36); and (4) historic distrust of health care systems creating

heightened privacy concerns related to genetic testing among

AAn communities (37). Most research has focused on existing

service delivery strategies (e.g., activated providers, telegenetics

(27, 38). However, research has yet to enlist communities of AAn

to thoughtfully consider whether targeted screening efforts is in
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FIGURE 1

Conceptual framework of democratic deliberation design.

the interest of the common good and warranted to redress their

poor cancer outcomes.

Because DD requires extensive researcher and community

member investment, the feasibility of this method and whether

it can achieve thoughtful and useful community input is unclear.

To this end, we conducted a DD conference to gain community

perspectives on targeting communities of AAn in Georgia for

HBOC screening. Informed by previous research (39, 40), we

considered three key democratic principles (Figure 1).

Consideration of balanced and factual
information

DD requires that participants have basic and unbiased

understanding of the issues and tradeoffs to enable active

discussion of the questions being deliberated. The requirement

is that factual information be presented as free as possible from

distortions or attempts at persuasion.

Inclusivity

The deliberation group should reflect on the diversity of

citizen and consumer views and life experiences (in this case

citizens of AAn living in Southwest Georgia). Deliberation

cannot be fully democratic if some parts of society are

marginalized or excluded.

Deliberation

Critical to optimal DD processes is that citizens discuss

and weigh differing, and often competing, social values to

reach consensus as a group (41). Members must have equal

opportunity to take part in the discussion and deliberate,

which involves listening and reflecting on others’ perspectives

before reaching conclusions. Members are encouraged to adopt

a societal perspective on the issue in question, where the

deliberation focuses on what is best for society, rather than on

what is best for individual participants. In addition, the group

reflects on what they hear and provides their rationale when

offering comments.

For this manuscript, we aimed to describe: (1) a systematic

process to create expert testimonymaterials that are informative,

balanced and unbiased, (2) a multi-step process to recruit an

inclusive group of participants who could reflect diversity of

AAn in Southwest Georgia for a multi-day DD conference,

and (3) a high-quality deliberation process characterized by

participants having equal opportunity to contribute, active

engagement in understanding presented information, adopting

a societal perspective, and using reasoned justification to support

their opinions.

Methods

Expert testimony development process

Participants gained understanding of the different scientific

and ethical viewpoints, interests and experiences related to

HBOC population screening. Development and formatting

of expert testimony was a key design feature for enabling

nuanced knowledge and understanding of the topic at hand.

Experts in the areas of HBOC, population screening, and

bioethics were members of the study team (Drs. McBride, Guan,

McCullough and Dickert). These individuals conceptualized a

short-list of topics they regarded to be essential for citizens

to be able to thoughtfully consider the overarching issue. The

testimony scripts and visual presentation were aligned with

frameworks of health literacy and co-cultural communication

theory (42) to circumvent the limitations imposed by low

genomic literacy. Leveraging feedback from a meeting with

stakeholders in Southwest Georgia, and in collaboration with

our topical expert co-investigators (Drs. Gornick, Guan,

McBride, McCullough, Dickert, Woods-Jaeger), we finalized
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audio-recorded PowerPoint testimony presentations that were

5–10min long for the five topics relative to specific deliberation

questions: What is HBOC? Why is it important and how to

identify people at risk for HBOC? Current HBOC screening

program in Georgia, Why screen at the population level? What

is ancestry and why African ancestry? A single narrator was

chosen for standardization and to maintain a neutral tone to the

information presented. In total, participants viewed seven pre-

recorded expert testimonies (two on day 1, three on day 2, and

two on day 3).

Population and recruitment

Our target population included citizens of AAn who were

living in the surrounds of Albany, Georgia (182 miles South of

Atlanta), the location of our community partnering organization

Horizons Community Solutions (horizonscommunity.org;

previously named Cancer Coalition of South Georgia). The

population of Albany is estimated at 77,434; 72% of residents

identify as having AAn; the Southwest region has 44.6%

residents with AAn. A recent evaluation of HBOC screening in

Albany’s public health district shows that <3% of women have

completed family history-based screening that is provided by

the Public Health Clinics in the area (43, 44).

In collaboration with our community partnering

organization, working with the community for over 30

years, the study team developed a detailed recruitment rubric

(Appendices 1, 2) to track and organize community partner-

and participant-level information.We conducted brainstorming

sessions to generate the full scope of constituencies of potential

residents of the Albany area to ensure that an inclusive

participant population was being reached. We organized these

indicators of diversity along two domains: viewpoint diversity

(e.g., age, gender, faith community involvement, cancer history)

and having prior experiences that required consideration

of the common good (e.g., civic engagement, community

leadership experience, jury duty). Rationale of indicator

selection is described in Appendix 2: Definitions/Rationale for

Recruitment Rubric.

Based on these discussions, potential participants were

required to: self-identify as African American/Black or Bi-racial,

indicating African ancestry; and be ages 25 or older when risk-

reducing interventions for BRCAmutation carriers are typically

recommended to begin (45). Additionally, participants were

required to speak English as all materials for the conference

were created in English. Due to the COVID-19 pandemic, the

conference was planned to be virtual requiring that participants

have some comfort with the internet.

Recruitment took place in two phases. In the first phase,

Horizon Community Solutions’ network was leveraged to

contact organizations and community-involved individuals to

identify partners who might assist in sharing information

about the project entitled “The Southwest Georgia Community

Council on Hereditary Breast and Ovarian Cancer Citizen

Discussion Group.” Identified community partners were sent

a flier branded with the study name and were encouraged to

share the information among their constituents. In the second

phase, individuals who were interested in the study followed a

link found on the study flier to complete a brief screener to assess

basic eligibility criteria and indicators of viewpoint diversity

(Appendix 3: Screener 1). Individuals who expressed continued

interest in participating were then contacted via telephone by

Horizon’s staff for further screening on indicators suggestive of

ability to consider the common good (Appendix 4: Screener 2).

Invitations to participate in the study were determined based

on eligibility criteria and the individual’s representing a key

constituency identified in the rubric (i.e., viewpoint diversity

and ability to consider common good). Participant enrollment

was monitored weekly at a minimum to gauge representation

of recruited participants and adjust the recruitment strategy as

needed. Individuals who were invited and agreed to participate

in the study consented via email before the sessions began. To

further ensure feasibility of participation, technical assistance for

using the online platform was also available for participants.

Deliberation conference procedures

The research team assigned participants to five small groups

prior to the discussion sessions, with the goal to have diverse

constituencies represented within each small group. A trained

facilitator moderated the discussion in each group. Facilitators

were recruited from the community and had a background

in public health, health education, or qualitative interviewing.

Facilitators received a training workbook and 6-h of online

deliberation training from a study team investigator (MCG)

with expertise in qualitative research and in the conduct of

DD sessions. Training materials and procedures were adapted

from other published studies using this methodology (46).

Facilitators were trained to engage participants with different

learning and communication styles and allow the views of less

vocal participants to be included (47). In particular, facilitators

worked to ensure that everyone in their group understood

the deliberation task and had the opportunity to speak and

contribute, and that all the perspectives were heard and

considered by the group. Facilitators also kept the discussions

on topic and ensured each task was completed within the time

available. Facilitators were trained to focus on the structure and

process of the discussions, rather than content. Facilitators were

instructed that they should not express any views on the matters

under discussion, nor serve as sources of knowledge.

Participants were assigned to groups so as to balance the

number of males and females, age, education-level distributions,

and zip code. Participants remained in the same small group

throughout all discussion sessions. Upon completion of the
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2.5-day conference, participants were compensated with a total

incentive of $200. All study activities were approved by Emory

University IRB (IRB00114524).

Consistent with prior studies (1), ∼ 1 week prior

to the deliberation conference, discussion participants

received a workbook by mail that included the meeting

agenda, deliberation questions, guidelines for engaging

and participating, and slides to be presented in the expert

testimonies. The workbook also included activities, space for

notes, and reflections that occurred during the deliberation. The

deliberation conference included three Zoom sessions: a brief

75-min orientation meeting on Friday, March 12, and two 3.5-h

sessions on Saturdays, March 13 and March 20. Deliberation

involved viewing seven pre-recorded expert testimonies (two on

day 1, three on day 2, and two on day 3) followed by generating

and prioritizing pros and cons related to the question with

group members. These discussions culminated in participants

voting on whether or not they believed (DD Question 1)

Georgia should continue its current way of identifying women

at risk for HBOC and (DD Question 2) if Georgia should target

all individuals of African ancestry in order to identify those at

risk for HOBC.

Data collection

Opportunity to consider balanced and factual
information

The DD evaluation measures and sources of data are shown

in Table 1. Using 10-point rating scales, we also asked DD

participants how helpful the expert testimonies and interactions

with peers and study team members was in their group

discussions. Following completion of the DD conference, we

convened a group of 14 stakeholders for a 2-h meeting to

describe our DD process and hear their viewpoints on pros

and cons of targeted screening and share citizen findings.

Participants included community partners in Southwest Georgia

(DB, JK), policy stakeholders who work across the state of

Georgia and are involved in priority setting and decision

making for cancer control activities. As part of the meeting,

stakeholders viewed the expert testimonies and were asked to

provide feedback regarding the perceived impartiality of the

expert testimonies.

Inclusivity

Guided by the recruitment rubric, a database was created

to record the number of individuals who: completed the initial

online screener, were contacted for a second-round telephone

interview, were deemed eligible, consented to participate, and

attended each day of the conference. Indicators of viewpoint

diversity included age, gender, education level, zip code,

employment status (including retired), cancer history, faith

TABLE 1 Deliberation evaluation measures and data sources.

Democratic

principles

Measures Data sources

1. Inclusivity – Age, gender, education, cancer

history, employment status,

church membership, experiences

in voting in elections, serving on

community committees

Recruitment

screener 1 & 2

2. Opportunity to

consider balanced

and factual

information

– Feedback on expert testimony

scripts and videos

Project progress

report

– Perceived helpfulness Participant

post-deliberation

survey

3. Deliberation – Overall satisfaction

– Willingness to participate in

future deliberations

Participant

post-deliberation

survey

– Equal participation

– Active engagement to

understand analytic information

– Adoption societal perspective

– Reasoned justification of ideas

Small group

deliberation audio

recordings

community membership (Appendix 3: Screener 1). Indicators

of ability to consider the common good (e.g., civic engagement,

jury service, community leadership experience) were informally

assessed during telephone interview (Appendix 4: Screener 2).

Deliberation

We coded deliberation session transcripts for four indicators

of deliberation process quality (48): speaking opportunities,

adoption of a societal perspective on the issue in question, reasoned

justification of ideas, and active engagement in understanding

presented information. We assessed speaking opportunities

quantitatively by counting both the number of statements made

by each participant, and the percentage of the statements each

participant made in the deliberation (using the total number

of statements made by all participants within the same small

deliberation group as the denominator). These two measures

represent differences in overall levels of participation - some

participants provided many short statements, while others

provided fewer, longer statements. Appendix 5 shows code

definitions and quote examples.Adoption of a societal perspective

was indicated when participants raised a pro or con based on

group-level benefit or harm, or considered the issue from the

perspective of cost to a social group. Reasoned justification of

ideas was indicated when participants explained their viewpoint

based on information raised in the expert testimonies, or when

their comments indicated they were considering both sides
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of the issue. Active engagement in understanding presented

information included statements indicating a participant was

seeking to understand the information they had been given, such

as confirming their understanding, clarifying a point that was

made, checking for accuracy of their interpretation, and showing

agreement with peers.

We also collected survey data on Day 2 regarding

participants’ experience of the process as a complement to the

observational data on deliberation process quality. Survey items

were adapted from those used previously (48) using 10-point

rating scales (1 not at all to 10 very much). Example questions

included, “do you feel that your opinions were respected by your

group,” “do you feel that the process that led to your group’s

responses was fair,” and “if given the opportunity, would you

participate in a similar deliberation activity again.”

Data analysis

Quantitative descriptive analyses of survey data were

conducted using SAS to characterize the participant’s

demographics and ratings of their experience with deliberation.

Qualitative analyses of deliberation transcripts were conducted

using MAXQDA. We adapted a qualitative coding scheme used

by others to examine the deliberation process (48, 49), and we

developed new codes based on careful reading of the transcripts

and study team discussion (Appendix 5). Two study team

members (YG and MCG) read through all transcripts and other

teammembers read a subset of the transcripts (CM, JK, DB, SP).

All study team members (n = 8) coded one small group session

to ensure accuracy of coding, as well as to ensure the clarity and

completeness of the coding scheme. Coding was then conducted

by four team members (KS, GF, MCG, SP). After coding was

completed, each transcript was systematically reviewed for the

most commonly occurring themes and representative quotes

were identified.

Results

Consideration of balanced and factual
information

Post deliberation survey responses indicated that

participants found the expert testimony videos very useful

in their deliberations (M = 9.29, SD = 1.52, range =1–10),

and reported it was very helpful to have the opportunity to

discuss the issues with other participants (M = 9.43, SD =

1.73, range=1–10). Feedback from community and policy

stakeholders supported that the videos presented balanced

factual information (e.g., what genetic testing can and cannot

tell you) without pushing any agenda or being persuasive.

Feasibility of recruiting an inclusive
citizen group

Horizons Community Solutions contacted 149 community

partners to facilitate recruitment. The community partners

circulated study fliers to their constituents, reaching 23 counties

and 20 zip codes in Southwest GA. Across these counties,

78 individuals (59 females, 19 males) completed the online

screener and were interested in participating in the online

citizen discussion group. Horizon Community Solutions staff

then conducted 45 second-round interviews with interested

individuals and filled out the recruitment rubric to further assess

eligibility criteria; 31 were selected and consented to participate

in the citizen discussion group.

Only participants who attended both days of the conference

and completed all post-conference surveys are included in the

final sample (Table 2). Seven participants (22.5%) were lost to

follow-up as 26 individuals attended Day 1 of the conference,

and 24 attended Day 2 (one participant did not return, and

one participant was asked not to attend Day 2 due to lack

of engagement). All participants had Internet access at home.

Most participants used email daily (n = 21, 87.5%) and video

TABLE 2 Participant characteristics reflecting viewpoints diversity (N

= 24).

Member characteristics Total (N = 24)

Gender

Female 19 (79.2%)

Age

20–29 2 (8.3%)

30–39 2 (8.3%)

40–49 9 (37.5%)

50–59 6 (25%)

60–69 5 (20.8%)

Education

High school graduate 2 (8.4%)

Some college 5 (20.8%)

College graduate 8 (33.3%)

Trade school 2 (8.3%)

Postgraduate work 7 (29.2%)

Employment status*

Unemployed/Self-employed 5 (21.7%)

Employed 11 (47.8%)

Retired 7 (30.4%)

Healthcare professional (yes)

Time living in SWGA 3 (12.5%)

>1 year 1 (4.2%)

1–5 years 2 (8.3%)

More than 5 years 21 (87.5%)

Breast cancer dx (yes) 1 (4.2%)

Primary care in FQHC (yes) 7 (38.9%)

Member of church (yes) 20 (83.3%)

*1 missing response.

Frontiers in PublicHealth 06 frontiersin.org

https://doi.org/10.3389/fpubh.2022.984926
https://www.frontiersin.org/journals/public-health
https://www.frontiersin.org


Guan et al. 10.3389/fpubh.2022.984926

conferenced monthly or more frequently (n = 21, 87.5%). See

Figure 2 for a recruitment flow diagram.

Most participants were long term residents of Southwest

Georgia (88%). Participants ranged in age from 27 to 66 (mean

48.7, SD = 11.6). Just over half of the participants (55%) had

some college or were a college graduate, 12% had some high

school or were a high school graduates and two participants

attended trade school. Seven participants were retired at the

time of the conference, 12% were unemployed, and 54% were

employed including two participants who were self-employed.

One third received federally qualified health care (39%). Most

had some faith involvement, however, 16% were not members

of a church. One participant reported a previous breast cancer

diagnosis. In addition, 21% of participants were men (n= 5).

Deliberation process quality

Equal participation

We found considerable variation in the level of participation

in all five groups. Statement counts for each participant were

calculated by tallying each time the individual meaningfully

contributed (i.e. exclusion of comments lacking substantive

content; for example, passive agreement, comments not related

to the discussion) during the deliberation question discussion.

The number of statements by participants ranged from a low of

3 to a high of 62 (average = 24). The degree to which individual

participants contributed to the discussion varied from 3 to

24% of total statements made during deliberation. Participants

were more active and made more statements in Groups 3–5,

where facilitators were more involved in actively moderating the

discussion, with many checking and paraphrasing statements.

Active engagement in understanding presented
information

Review of the transcripts suggested that participants sought

to understand the expert testimonies they had been given.

For example, participants often re-stated or reflected back

information that they had heard from another member to

check for accuracy of information, or to confirm a shared

understanding of the facts or issues being discussed – e.g., “I

wanted to ask a question, only one percent of those people – was

that ‘had the BRCA gene?’ Is that what it said?” “It’s more so asking

the question of to what degree of genetic similarity is required

to be considered of African ancestry. Because my skin might not

reflect that. My recent family history might not reflect that.” These

statements illustrate how participants attempted to analyze the

information presented to come to a correct understanding.

Another example of clarifying understanding was when

participants showed agreement or disagreement with their peers,

or referred to statementsmade by their peers. Overall, agreement

with peers occurred more frequently than disagreement. For

example, one participant endorsed her group member’s views

on the cons of genetic screening: “I agree with what he stated

about the insurance companies using that information to either

deny insurance or give inflated prices.”

Reasoned justification of ideas

Engaging in quality deliberation is indicated when

participants show willingness to explain their own views, rather

than just asserting them. For examples, participants often

referred to expert testimonies to justify their reasoning for a

“pro” or “con” that they were asserting. In all five groups we

found that participants recalled and referred to facts from expert

testimony presentations in their deliberations. For example,

one participant recalled information from an expert testimony

about family history screening yielding false negative results

as a rationale for an asserted con related to targeting HBOC

screening to those of AAn: “If it’s a false negative, you could lose

the benefit of treatment early on because you think you’re okay. I

was saying the uncertainty of the screening results was definitely

a top con.” Participants also referred to concepts presented in

the expert testimonies to justify their views using terminology

related to genetics and inheritance, and the difference between

family history and ancestry. For example, “From the video, it

showed to me that the African American descent had more of a

possibility of having breast cancer and ovarian cancer than any

other ethnicity.”

Participants’ ability to consider both sides of an issue by

offering a counterpoint to a pro or con was also indicative of

reasoned justification. For example, one participant indicated,

“Part of that is going to be a pro. Part of that is going to be a

con. The positive part is that now we know they need treatment.

The next step will be, ‘Now, how do we find that treatment? How

do we get them into the treatment? Can they afford it? Is it even

available in that community?’ All that ripples after that.” This skill

was observed infrequently during the deliberation.

Adoption of a societal perspective

Adopting a societal perspective was indicated when

participants gave voice to a group perspective that deviated from

their own personal interests. For example, a participant raised

a pro based on group-level benefit: “Even in our community, I

think that all genders and races can benefit from it because this is

a low-income area here that we’re living in.”

Participants also demonstrated the ability to consider

pros and cons of targeting the screening program among

AAn communities from the perspective of economic costs to

society. Here a participant considered the pro of targeting

communities of AAn: “Prevention and targeting prevention is

less expensive than chemo, radiation, or hospitalization. So, by

focusing on prevention, we can help cut down on healthcare

costs, which is a plus for everybody across the board.” Another
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FIGURE 2

Recruitment flow diagram.

participant was concerned about expanding the screening

program considering potential insurance discrimination: “The

insurance would come into play at some point where they may

want to charge higher premiums for someone who does have that

hereditary factor.”

However, we also found several instances of participants

offering views indicative of their personal interests or

experiences. Here a participant is considering their own

race/ethnic makeup as a justification for why they believe

everyone should be screened: “I just found out about a week

or so ago I was 20 percent Mawi or something. I don’t even

know what that is so. We just don’t know. So, you might

look like you might be a certain race and may not be 100

percent that race. So, I think everybody should be screened.”

Another participant reflected on their own experiences:

“This part is kinda tough because I also like the idea of –

where I have issue is no consistency. And I have been doing

my mammogram. I have masses in my breasts that they’ve

taken out, and some they decided not to take out. But nobody

has said to me, “Hey, do you wanna test for any genetic

problems?” However, participants’ justifications based on

personal interests were relatively less common (n = 25)

compared to statements reflecting community interests

(n= 134).

Satisfaction with deliberation process

Participants viewed the community deliberation process to

be positive. Participants felt their opinions were respected (M

= 8.86, SD = 0.47, range =1–10), they were listened to by the

facilitator (M = 8.82, SD = 0.59, range=1–10), the discussion

process was fair (M = 8.82, SD = 0.85, range=1–10), and they

were willing to abide by the policy decision put forth by the

group even if they held a different opinion (M= 8.82, SD= 0.50,

range=1–10). Most participants (N =18, 79%) indicated that

they would be willing to participate if a conference was held in-

person instead of online. When asked if they would participate

in a similar conference (i.e., online) on another topic, all but two

participants (92%) said they would be willing or very willing.

Discussion

Efforts to foster public engagement in health promotion

interventions and policy design have focused largely on the low

end of the engagement continuum. For example, focus groups

and structured interviews predominate as public engagement

strategies. These methods commonly garner participants’

personal views, experiences and preferences relating to a health

topic drawing from small and self-selected samples (50, 51).
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Information processing theories suggest these approaches likely

do not motivate participants to do the work of intentional

reflection, consider the complexities of new information, or feel

culturally empowered to believe that their viewpoints can make

a difference (52–55). This may be especially limiting in guiding

interventions and policies in complex health contexts that are

unfamiliar to target audiences.

Engagement strategies higher on the continuum such

as deliberative democracy (56) that require more active

and ongoing citizen engagement (e.g., becoming informed

about the topic, learning about ethical concepts such as the

common good, and repeated peer discussion) are uncommon

as they require more effort and resources to accomplish

(8). Implementing deliberative democracy and other high-end

engagement approaches may be challenging but worth the effort

particularly for timely yet novel genomics policy issues if: (1)

a diversity of well-informed citizen views can be attained; and

(2) the outcomes can be shown to be of higher quality than

approaches lower on the engagement continuum (57). Our

results suggest that with careful and diligent methodology,

a deliberative democracy approach can successfully engage a

citizenry with diverse and well-informed views, do so in a

relatively short time frame and yield perspectives based on

high quality discussion. We based these conclusions on three

democratic principles (i.e., inclusivity, opportunity to consider

factual information free of distortion, and deliberation).

First, we were able to recruit an inclusive group of citizens

of African ancestry. This thoughtful and focused recruitment

process enabled citizens often excluded from public health

policy decision making to participate in genomic research in

accordance with their communities’ values and priorities (58).

Recruitment efforts were facilitated by strong collaborations

with local community organizations and their social networks.

Community partners suggested characteristics specific to their

area that would indicate viewpoint diversity (e.g., age, gender,

faith community involvement, cancer history) and experiences

that required consideration of the common good (e.g., civic

engagement, community leadership experience, jury duty). We

used these indicators to vet our participants through a structured

interview process to create viewpoint diversity amongst our

participants that, in turn, would encourage a well-rounded

discussion centered on the common good.

We structured the expert testimonies, print materials and

deliberation sessions to promote understanding of relevant

information, skills to use in discussions with peers, and how to

build consensus. All participants viewed the same information

describing advantages and disadvantages of specifically targeting

communities of African ancestry for family history-based

screening for HBOC risk. Participants rated the expert testimony

content as concise, unbiased and helpful in their deliberation.

Several studies have attempted to establish hierarchies

that rank various levels of public involvement in health

care decision making in an attempt to measure quality of a

deliberation. Arnstein’s (59) original work categorizing citizen

participation presented an “eight rung ladder,” however several

more recent studies suggest simpler frameworks. For example,

the five degrees of participation: informing, consultation,

partnership, delegated power, and citizen control (60). Another

framework, specifically developed to guide genomics activities,

uses four themes for deliberative reflection: fairness, context,

heterogeneity, and recognizing tensions and conflict (61).

Congruently, we found that participants’ deliberation met these

and other previously identified quality frameworks (48, 62, 63).

Dissimilarly, the current study focused on aspects of quality

specific to public policy such as adoption of a societal perspective

or “the common good.” This is the idea that what is best for the

individual is not always what is best for the larger community.

This concept is critical when discussing and setting priorities for

public health policy, as it impacts the entire community, not just

the individual participating in the peer deliberation.

Our analyses of transcripts suggest that there was active

participation in which individuals were heard and respected.

While we observed significant variations between participants

where some participants spoke more than others, we attribute

this to differences in styles with some participants expressing

their views more concisely than others. In post-deliberation

surveys, participants also strongly endorsed feeling able to

participate, respected and heard.

We examined other process evaluation indicators to assess

whether the deliberation process succeeded in encouraging

citizens considered expert testimonies to justify their input.

Indeed, we found that participants justified their viewpoints

by referring to information they learned from the expert

testimonies, previous knowledge of the subject, and/or showing

agreement with commentsmade by other participants. However,

this did not occur consistently suggesting that additional brief

training of citizens in how to support their viewpoints in

discussions with fellow participants could be helpful.

Consistent with taking the perspective of the common

good, citizens gave thoughtful and expansive consideration

of the pros and cons of targeting those of African ancestry

for accelerated HBOC screening in Southwest Georgia. Our

citizen participants generated a more diverse slate of pros and

cons than state-level cancer policy stakeholders. As a follow-

up to the community deliberation, the study team shared the

citizen generated advantages and disadvantages with state cancer

policy stakeholders in Georgia. Stakeholders not only supported

participants’ viewpoints but also complimented how unique and

useful citizen perspectives would be for setting related cancer

policy priorities in the state.

In conclusion, while a deliberative approach might be

considered resource intensive, the community partnerships,

recruitment efforts, and facilitator training efforts we

employed led to high quality public input. Recruiting for

and implementing less intensive approaches such as focus

groups can be demanding. An important consideration is
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whether the quality of the information attained is worth the

effort. Yet, few public engagement studies have evaluated

the quality of the information yielded by less intensive

engagement strategies. Much of the extra effort we expended

was in developing the recruitment rubric and preparing the

participants to thoughtfully reflect on the issues in family history

screening. Recruitment rubrics are often implemented when

forming community advisory boards. Indeed, these boards

could serve as an ongoing group engaged for deliberation.

The unbiased expert testimonies were regarded as critically

important for reflective participation in intervention and policy

development. Once the testimonies have been developed,

however, these materials would only require periodic updating

similar to most health education materials. It is noteworthy

that we were able to complete all these steps in a 9-month

time frame.

Like any study, there are limitations to our process. We

relied on self-determination of African ancestry for the current

study. We acknowledge that it is currently not possible to

determine or differentiate African ancestry from a person who

identifies as being African American in the absence of a genetic

test. Although we used a multi-step and systematic process for

developing expert testimonies, we did not conduct a formal

evaluation of how the information was perceived by participants.

Further, our process to assess feasibility of the method was

conducted in one geographic area and relating to one health

context. The process likely would need to be adapted for other

community settings and health contexts.

In sum, we conducted a rigorous process of public

engagement using deliberative democracy techniques, showed it

to be feasible and to yield high quality output. This and other

public engagement methods warrant more attention. This can

begin by challenging ourselves to operationalize higher intensity

strategies to ensure that our interventions and policies align with

citizen perspectives. Ultimately, this pursuit has the strongest

likelihood for public health benefits.
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