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ABSTRAET 201-max 200 words

Objective: Learn how minority and underserved communities would set priorities for
patient centered outcomes research (PCOR)

Data sources: Sixteen groups (n=183)om minority and underserved communities in
two stategleliberated about PCOR priorities using the $atmon exercise CHAT
(CHoosing-All Together)Most participants were minority, 1/3 reported income
<$10,000;7and 1/4 reported fair/poor health.

Design: Academiecommunity partnershipsdaptedCHAT for PCOR prioritysetting
usingexistingresearch agendasd interviews with communitgades, clinicians and
key informants.

Data callection: Tabletbased CHATcollected demographiaformation individual

prioritiesbefore and after grougeliberation and groups’ priorities.

Principal*Findings: Individuals and groups prioritized research on Qualityits,L

PatientDoctor relations, &cessSpecialNeeds and (by total resources spé&djnparing
Approaches, Those wilessthan a high school education wégsslikely to prioritize
NewApproachesPatient/Doctor, Qality of Life, and Rmilies& Caregivers. Blacks
were lesdikely to prioritize research oGauses oDiseaseNew Approaches and
CompareApproaches than white€ompareApproaches, fecialNeeds Accessand
Families & Caregivers wersignificantlymorelikely to beselectedy individualsafter
compared to before deliberation.
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Conclusions: Members olunderserved communities, in informed deliberations,
prioritized research on quality of life, patieswetor relatbns, special needs,@ss and

comparative effectiveness.

Key words:,patient-centered outcomes research; resource allocation; minority groups,

decision.making; research priorities

INTRODUCTION

Patient centered outcomes research (PCOR) recognizes that policy makers, scientists and
clinicians must incorporate patientahd potential patients’ views and values fbe
priorities of research as well as their viewdheélth outcomes and processes. Should we
prioritize_research on common diseases over rare ones? Quality of life owergprgl

life? Preventing “bad” outcomes, curing minor ailments, improving or restoring bas
human=functioning, or relieving sufferingfow should we tradeoff research that tests
promising interventions and research that aims to improve delivery of proven
interventions? These tradeoffs require attention to juatidescience. Justice is enhanced
by the/participation in decision making,cathe leadershipf those most affected by the
decisions(Goold 1996, Fleck 2001and Vayena 201Engaging patients and the public

in priority setting can illuminate and inform decisions and make the PCOR agenela mor

just, moresaccountable, and more m@sve to patients’ needs and values.

Yet how*to"engage communities in priority settimgs been a challeng@raditional
metheds | of engagement, such as polling or focus groups, are useful primarily for
accessingindividuals’ “top of the head” considerations on issues where the public has
pre-exising informed opiniongSolomon and Abelson 2012pommunity engagement
about PCOR demands a different approach for several reaBwss the publicis

unlikely to holdpre-existing informed opinions about PCORIso, it is a complicated
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policy area where developing an opinion requires substantial learning, including learning
about the views and experiences of others. Finagtting priorities for research
supported by public resources to create the public gdokhowledge means group
judgments, rather than simply individual opinions, have relevance.

Deliberativemethods of community engagement offer one solution to these challenges.
Deliberative strategiesave been justified by appeals to develop a nidoemed public,
(Fishkin®1997)create decisional legitimagohen 1997)and/or claim that participants

in deliberations and thegonstituents have consented to informed decigiblexk 1992)

In general, deliberative procedures call for gathering nonmiofea (lay) members of

the publicsto learn and deliberate about a topic with the intentidorofing a policy
recommendation or casting an informed vote. Deliberation goes beyond mere dialogue or
focus groups by adding reasoning through various posiaondsa task for the group
(Solomon_and Abelson 2012)eliberative procedures may bepropriate when: a) the
informed _opinions of nomxperts provideessentiainformation experts do not have, b)
informedpopinions are difficult to obtain; c¢) individugpinions will benefit from group
discussion=and insight; and/or d) grojupigments are relevant. All of these conditions

applyte.the task of setting research priorities.

To educate and engage diverse members of the public in priority setting for REOR,
adapted an existing deliberation exercise, CHAT, (originally Choosing HEéiis
Altogether;,, now CHoosing All Together) to facilitate deliberatipgority setting
constrained by limited resources. Designed based on theories of deliberative dgmocrac
CHATgaims topromote reasoned dialogue about complex and sMatlen allocation
decisions among ordinary persons in an inclusive, informative, and engagimger
(Burkhalter, GastilandKelshaw 2002)Research has demonstrated that participation in
CHAT influences individuals’ understanding and opinions about heslited priority
setting, .and has found evidence of pulsiritednessgGoold et al. 2005, Danis,
Ginsburg and Goold 20)0

Here werepat the patient centered outcomes resegvdbrities chosen by minority and
underserved communities in two states, how priorities changed after grolograksdin,

andreport characteristiosf deliberatorsassociated witltheir priorities.
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METHODS

CHAT asks participants to prioritize spending across different categories, presenting
participants with information about the consequences of greater or lesser dévels
spending In each category. We developed this content specific to PCOR by:

1) Reviewing @dcuments from scientific, professional and public entities that describe
PCORsineluding public comments about priorities where those were available.

2) Interviewing key informants at entities that conduct and/or support PCOR, about
how they categorizetypes of research angkt priorities, how to present options and
relative_costs, what public input they would find valuable.

3) Interviewing physicianspredominantlyin underserved areas, about what PCOR
needs they,see in their practicé®r PCOR physicians and patients comprise a key
audience.

4) Interviewing community leaders with experience in research, especially from
minority.and underserved communities. Interviews began with-epdad questions

about types of research, then sought commemiategories identified in 2) & 3).

Content was designed tme credible, sufficient and comprehensible to a lay audience.
Final content (which includes definitions and explanations of a number of scientific
terms)was at approximately a"7grade reading levelAll content was translated into
Spanish.

Options were designed to avoid bias, aadeflect both current PCORpriorities and

other gptions, s@s to yield decisions useful to decisimakers but not constrained by

the status=gquoTlo accomplish thisour team included community partners from more
than 10 diverse medically underserved communities and researchers familiar with the
funding priorities of PCORI, NIH, and othersh& academic and community partners
used input.from steps 1 through 4 (above), particularly responses teioget questions
asked,of clinicians in underserved areas and community leaders familiar with research, t
to collaboratively develop contenthis content was iteratively reviewed by the entire
team for bias,comprehensibility, relevance to funding agencies, and openness to

priorities identified in steps 3 and 4 above, particularly where these priorities differed
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from those generally prioritized by funding agencies. For example, the categtiyléviu
Conditiors was frequently mentioned in interviews with clinicians in underdeaveas,

and community leaderand partners agreed this was an important category of patient
centered outcomes research. The Families and Caregivers category was developed from
interviews.with community partners and leadekfi.content was iteratively reviewed by
academic_and community partners for bias, comprehensibility and relet@rzath
community'members and research funders.

Because'we were asking laypersons to deliberate alopicapatient centered outcomes
research, about which they would not be expected to have much baseline knowledge,
sessions began witnbrief video describing what research is, how it is funded, and who
currently’ decides what research questionsaaked: The video then presented the goal

of PCORI (ike., to involve patients in decision making) and connected that goal to their
task of setting PCOR prioritieBackground was designed to be as neutral as possible to
avoid shaping participants’ priorities; for instance no information was presented about
why certaingpriorities (such as health disparities) might be important.

CHAT “presents participants with an interactive, online gameboard that resembles a
piechart. (See Figure 1) Each wedge of thdecirepresents a category of patient centered
outcomes research spending, and each wedge has different levels of spending (including
the option of no spending at all)Thirteen categories of PCOR each had up to 3 levels
that could be selected (See Figuje With higher levels associated with more research
and highercost. Costs assigned to different levels of possible spending withinieategor
reflectedknowledge gained from key informants, for instance that there woudd Ibast
somefixed costs assoated with funding research within a categofe first (lowest)

level of spending in every category neetiedeflect both the cost of the research (grants)
and some_fixed costs (infrastructure, personrigdvels were described to reflect, in
general tams, how the increased spending would be used for that type of research. For
instancesresearch might be done on larger or more diverse populations, might cover more
topics, or might involve testing interventions rather than describing problems) thwe
challenges of estimating relative costs for research categories and teaeigptions of

different levels of spending arestimates of resources were based on current levels of

1 See https://www.youtube.com/watch?v=1ZVUHhfEa48
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funding and interviews withleaders of research institutionadded categories (e.g.,
multiple conditions) were assigned the minimum number of mark&asgories and
levels are described iAppendix 1. Near the end of deliberations, and in pGStAT

surveys, participants are asked questions about what choicesahlelyhave liked to see

presented.or presented differently.

Participants-choose the level of funding for each category by allocating maaened

for the.levelthey choose. However, participants are given a limited numbarrlkens)

and thus must nka tradeoffs between these categoriehoosing high levels of funding

in one category requires lower levels of funding in another. Participants first set priorities
as individuals, then in groups of 2-4, then with the entire group (up to 16), and repeat
individual choices at the end. During the exercise, the group hears and discusses
scenarios (“events”) that illustrate the consequences of the priorities theyEbhests.

were developed based on ritd events, and vetted by community leaders, researchers
and leadersiof research institutioRarticipants learn frorthe video, other members of

the group,the illustrative events, and embeddsdurces andre asked to makair

decisions on behalf of fellow community members.

Sample

We convened 16 focus groups ofa415 participants (Total n=183), with most groups
containing betweed0 and 12participants Participants were recruited in minority and
underserved communities in Michigan and Missouri using flyers and local ahgentis
English and Spanish, and through personal contacts. Volunteers were excluded if they
were healthcare professionals or researchers, or under 18. We aimed to recruit
approximately equal numbers of men and women, and to have disproportionate
representationf minority and lowincome residents. Three focus groups were conducted

in Spanish.Focus groups were convened in locations familiar to and convenient for
participants(e.g., churches}o encourage attendance anthximize open and frank

dialogue.
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DataCollection

Pre and postdeliberation surveys measured demographic and health characteristics.
CHAT software recoreld which categories and levelsere selected by individuals
initially, and after group deliberation, and which categories and levels ardipedry

the group:

Analysis

Participant=characteristics were described using propsrfion categorical variables

(e.g., race) and means and standard deviations for continuous variables (e.g., age).
Poverty. level was calculated using income (rapgmsd the number identified by
respondents as living in their household; the upper portion of the income trayge
identified was used & the portion under the federal poverty level represents a
conservative (under) estimaWe describe individuals choosing each of the thirteen
research priorities using proportions calculated both before and after deliberation,

and caleulaté also the percentage of groups selecting each priority.

Theleffect'of deliberation aimdividual priority selection was measd using odds ratios
accounting for withiAndividual paired responsgse. an individuals’ praleliberation
responses and pedeliberation responsesand the significance of the changes in the
selection for each priority was assessed using a-eult logistic regressiomodelwith
priority selection ashe response variabland with deliberation groups and individuals
nested within deliberation groups included as random intercepts to adjust for potential
clustering*withingroups and withifndividuals. Similarly, the effect of deliberation on
changes=in“théevel selectedwas tested using mulievel regression model witlevel
changes as response variable and group as random intercepts to adjust fegraughin
clustering A imultilevel logistic regression with groups as random intercepts was
used to _obtain estimates for independent associations between each priority
selection and both various individual-level (e.g., age) and group-level characteristics
(e.g., urban vs. rural). Each priority model always included age, race, rural residence

and gender. The remaining variables were selected based on hypotheses about what

might predict priorities (e.g., income, knowledge of research, views of health
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disparities), and retained in final models based on statistical significance (p < 0.05)

or large magnitude of the association. All analyses used Stata 13.1.

RESULTS

Deliberators ranged in age from-88, with over half (61%) women and about ene
quarter. residing in a rural area. (Tabl) About 1/3 were white, and o#alf
black/AfricanAmerican. Data collection about ethnicity encountered technical
difficulties=leading to missed responses for 53 participabtg three bcus groups
conducted in Spanish included 32 participants (17.&8¢l) in Engliskspeaking groups,

an additional 9 reported Hispanic/Latino ethnicity, so at least 41 (22.4%) participants
were Hispanic/Latinpand possibly akBighas 31% (if missing dat@reexcluded from the
denominator) Most participants(71.6%9 had incomes less than $35,000; combining
income with number in household, at least 39.2% were under the federal poverty level.
Over one-third (37.3%) reported fair or poor health status.

Resear ch.priorities selected by individuals

Over 80%.0f individuals, prior to group deliberatioaipcated at least some markers to
Causes_ofDisease,Quality of Life, PatientDoctor, and Health Promotion (Table2).

After greup deliberations, over 80% of individuals selected these same four categories
additionally, 80%allocated at least some markers Health Inequities, Acess, and
SpecialNeeds. .Of the thirteen research priority categori@empareApproachegOR =

2.53; 95%:Cl = (1.44, 4.44); p = 0.00Xpecial Needs(OR = 2.40; 95% CI = (1.15,
5.00); p.=.0.02) Access(OR = 2.31; 95% CI = (1.21, 4.44); p = 0.0&ahd Families &
Caregivers (OR = 2.00; 95% CI = (1.14, 3.53); p = 0.@&¢egories of research were all
significantlymorelikely to be selected at least the minimum level after deliberation than
they were before deliberatioNo categories were less likely to be selected after
deliberation.

In addition*to changing which categories received any funding, individuals changed the
level ofsinvestment by a significant amount in three categories (Rbkamlies and
Caregivers saw an average increase of .33 levels3pile Access saw an average
increase of .35 levels (31). Only the New Approaches category saw a statistically

significant decrease in funding level, with an average decrease of .28 lev@s).(p=.
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Combined with the changes in categories selected, these results suggestbiaitioali
contributed to a partial shifting of priorities, with less focus on developing new
approaches and more focus in particular on improving access and recognizing the
particular difficulties and challenges faced by some patients and their families
Examining,. the number of markers allocated to different categofasentDoctor
research had the largest allocation from individuals both before andnédtenéd group
deliberations (Table), and CompareApproaches had the second largest allocation of
markers:“Of noteRatientDoctor research andompareApproaches categories required
more markers than othets be selected at all (at level able 2, Markers needed to
select)

Research'priorities selected by groups

Each of the'1@roupsallocated at least some resource®tmlity of Life, PatientDoctor

and Access categories of PCOR.ess than 7 of the groupsllocated resources for
Compare Approaches { of 16; 44%), Health Inequality L0 of 16; 63%), Multiple
Conditions«l1 of 16;69%) andRare Diseasg11 of 16;69%) (See Tablet). Of note,
althoughindividuals were more likely to sele€@ompae Approachesfter deliberation

still only, 626 of the individuals selected the priority pogtiberationwhile 44% of 16
groupssselected that category.

Predictors of Priority Selection

We found nasignificantrelationship between priorities selected and gender, residence in
rural vs@urban settinggthnicity, incomesbelow thefederal poverty levelpr health
status. Fhese withlessthan a high school education weesslikely to prioritize New
Approaches,Patient/Doctor,Quality of Life, and Rmilies & Caregivers(Table 5).
Blacks, and .those of other race®re lesslikely to prioritize research oiCauses of
Disease, thamwhites Blacks were also less likely to prioritiz¢ew Approachesand
CompareApproachegshan whites, and those of other races were less likely to prioritize
Causesqof Diseagban whites. Of noteseveral patient characteristics were potentially
associated, with priority catego®s indicated by large magnitigdef association but

were only marginally significant.

DISCUSSION
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Sixteen groups of residents from minority and underserved communities deliberat
about priorities for patient centered outcomes research. They prioritized, as gndugss
individuals, research oQudity of Life, PatientDoctor relationsAccess SpecialNeeds

and (by total resources spe@pmparing Approaches.esspriority was given to New
Discoveries, Improving Research and Causes of Diséasdas been found in other
work asking patients or members of the public about priorities for researchtigsiofi

our 'deliberators differ from those typically found in research institutions and funding
agenciegTallon, Chard and Dieppe, 2000; National Science Foundatior),2&idlend
support to themission and types of research supported by PCORI. emphasis on
discoveringynew interventions, arguably less consistent witthe mission of PCOR to

help patients and doctors make decisions aéxisting discoveries

Somewhat surprisingly, givethe predominance of minority and underserved community
members, deliberators did not prioritize health inequity rese@welthe other hand, the
prioritysgiven to quality of life, patiendoctor relations, access, and special needs might
reflect “lived expgences of minority and underserved populations, who can be
dispropertionately affected by these problems and may have less experience with or
access+to new, cuttirgdge discoveries.

We found few relationships between demographic characteristics and prigtibs in

the oldest age group (>70 years old) were, surprisingly, less likely to prioritize multiple

conditions and families and caregivers research than the youngest agé<0ougars

old). While.we expected that rural residents might prioritize access more than urban
residents,.this was not found. Analysis of dialgguerentlyin processmay illuminate
access challengés different locales.

Participatonin deliberation changed participantsnding priorities. After deliberating,

more individuals allocated research funding in the areas of Special Needs, Families and
Caregivers, Access, and Comparing Approacheerhaps reflecting a better
understandingafter group deliberation, of the potential impact of research in those areas
for themselves and others. Individuals “paid for” these increases by making small
reductions in a number of other areagh the largest reductiofor the New Approaches

category.To the extent thathanges resulted from highquality deliberative process
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these suggest that deliberative consideration of research funding priorities produces
changes in the way that individuals prioritize research spending across different areas. Changes

may reflect individual learning from the exercise itself, or from other members of the
group,_or could reflect a response to reasons articulated by others during deliberation.
Future werk will examine deliberative dialogue for evidence of reasoning, learning and
other elements of deliberation quality.

Compae“Approaches andPatientDoctor relations required the largest quantity of
resourcesfor even the minimum leyielvel 1) of research funding. Given the challenges

of estimating relative costs for research categories and levels, estimates of resources were
baed on eurrent levels of fundingn Iretrospectusing current levels of funding rather
than estimates of the relative cost of different types of research (imptieciggh that

may be), prebably biased deliberators against choosing Compare Approaches. However,
another _category, PatieBoctor, was also costly and yet was still highly prioritized by
individuals and groups/e would recommend, for future work, populating levaisll
categorieswith similar numbers of markers, with some adjustmieased onrough
estimates othe relative cost of different types mfsearchlt would be interesting to see

if that'would affectthe priority given to Comparing Approaches research by deliberators,
particularly given the priority given to that type of research by PCORI, among other
funders.

Conclusion

Asked to"make fair decisions on behalf of fellow community members, delibeiraiors
minoritysand underserved urban and rural communities in two states prioritized research
on quality of life, special needs, patiafdctor relations and comparative effectiveness.
Priorities selected by individuals changed slightly after deliberafifound education

level, race,.and age bore some relationship to paerselected, but found s@nificant
relationship/between priorities selected and gender, residence in rural vs. urban setting,
ethnicitysrincomes below the federal poverty level, or health stalnslerrepresented
populatienswere easily and positively engaged in deliberatiabsut PCOR priorities

using an interactive devideased tool. Thignethod could helpesearch institutions
funders, community groups and advocacy orgamnagngage patients and stakeholders

in research prioriysetting
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Figure-1: PCOR- CHAT Game Board 11/1/2013-3/30/2014

Table 1. Participant characteristics (N=183)

Participant characteristics N (%)

State of residence

Michigan 105 (47.4)
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Missouri

78 (42.6)

Female (n = 183)
Age in years (mean (SD; range), n = 178)
Race (n=183)
White
Black or African-American
Othér'
Hispanics (CHAT in Spanish or self-identified Hispanics, n=183)
Education (n'= 182)
High«Sehool/GED or Less
Seme:College
Bachelor’s Degree
More Than Bachelor’s Degree
Rural (vs. Urban Region, n =172)
Incomes(n=174)
Lessithan $15,000
$15,000 to $34,999
$35,000 or more
No. of People in Household (mean (SD; range), n = 177)

< Federal Poverty Level (n = 171)

112 (61.2)

46.4 (14.7; 18-83)

63 (34.4)

98 (53.6)

22 (12.0)

41 (22.4)

72 (39.6)

63 (34.6)

24 (13.2)

23 (12.6)

45 (26.2)

67 (39.0)

56 (32.6)

49 (28.5)

2.9(1.7; 1-11)

67 (39.2)
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Living alone (n=177)

Perceived Health Status (n = 177)

Fairor poor

Good

Very.good or excellent

43 (24.3)

66 (37.3)

50 (28.3)

61 (34.5)

Note: Cell values are N(%) unless otherwise described. N does not add to 183 when

some responses are missing.

'other includes other race and mixed race.
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Table 2. Individual Priority Selections of Level in Research Categories, and Markers Allocated

Selected Selected Level* Markers
1 2 3 Markers
Spent
Priority n (%) n (%) n (%) n (%) needed to
select Per
Person
[Level 1,2,3]
Round 1 (N-=-182)
Causes of disease 160 (87.9) 39 (24.4) 43 (26.9) 78 (48.8) [2, 3, 4] 2.9
New approaches 138 (75.8) 46 (33.3) 43 (31.2) 49 (35.5) (4, 6, 8] 4.6
Promote health 155 (85.2) 38 (24.5) 65(41.9) 52(33.6) [2,3,5] 29
Compare approaches 91 (50.0) 51 (56.0) 26 (28.6) 14 (15.4) [7, 11, 13] 4.5
Patient/Doctor 159 (87.4) 80 (50.3) 50(31.5) 29(18.2) (6,9, 11] 7.3
Quality of life 154 (84.6) 49 (31.8)  44(28.6) 61(39.6) (3, 4, 6] 3.8
Health inequity 141 (77.5) 46 (32.6) 48 (34.0) 47 (33.3) [3, 4, 6] 3.9
Multiple.conditions 140 (76.9) 35 (25.0) 41 (29.3) 64 (45.7) [2,3, 4] 2.5
Special needs 141 (77.5) 38(27.0) 46 (32.6) 57 (40.4) [2, 3, 4] 2.4
Families &caregivers 124 (68.1) 40 (32.3) 43 (34.7) 41 (33.1) [2, 3, 4] 2.0
Access 139 (76.4) 46 (33.1) 44 (31.7)  49(35.3) (2,3, 4] 2.3
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Improve research 136 (74.7) 63 (46.3) 43 (31.6) 30(22.1) [5, 7, 8] 4.7
Rare diseases 125 (68.7) 54 (43.2) 43 (34.4) 28(22.4) 12,3, 4] 1.9
Round 4 (N.=168)

Causes ofidisease 143 (85.1) 31(21.7) 42 (29.4)  70(49.0) [2, 3, 4] 2.8
New approaches 122 (72.6) 57(46.7) 40(32.8) 25(20.5) [4,6,8] 4.0
Promote health 139 (82.7) 23 (16.6) 58 (41.7) 58 (41.7) [2, 3, 5] 3.0
Comparerapproaches 112 (66.7) 75 (67.0) 19 (17.0) 18 (16.1) [7,11,13] 5.8
Patient/Doctor 145 (86.3) 56 (38.6) 48 (33.1) 41 (28.3) [6,9, 11] 7.3
Quality of'fife 144 (85.7) 44 (30.6) 54(37.5) 46(31.9) [3,4,6] 3.7
Health inequity 138 (82.1) 45(32.6) 52(37.7) 41(29.7)  [3,4,6] 3.5
Multiple conditions 133 (79.2) 42 (31.6) 48 (36.1) 43 (32.3) [2, 3, 4] 2.4
Special’heeds 144 (85.7) 31(21.5) 60(41.7) 53(36.8) [2,3,4] 2.7
Families & caregivers 132 (78.6) 30(22.7) 51(38.6) 51(38.6) [2,3,4] 25
Access 143 (85.1) 41(28.7) 36(25.2) 66(46.2) [2,3,4] 2.7
Improve research 122 (72.6) 47 (38.5) 43 (35.3) 32(26.2) [5, 7, 8] 4.7
Rare diseases 124 (73.8) 46 (37.1)  44(35.5) 34(27.4) [2,3,4] 2.1

percentages are calculated as individuals choosing the level out of those who selected the priority
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Table 3. Within-participant Investment Level Changes from Before Deliberation to After Deliberation for each priority, n (%)

Investment Level Change as “Post-deliberation minus Pre-deliberation”

Lower level at post-deliberation Higher level at post-deliberation
o B 1 Change’
Priority -3 -2 -1 0 1 2 3

(p-value)

Causes of disease 9(5.4) 13(7.8) 25(15.0) 75(44.9) 23(13.8) 17(10.2) 5(3.0) -04(.73)
New approaches 11(6.6)  23(13.8) 38(22.8) 54(32.3) 21(12.6) 10(6.00 10(6.0)  -28(05)
Promote heaith 2(12)  q3(72) 29(17.4) 75(449) 30(180) 17(102)  2(1.2) 07 (.45)
Compafeapproaches  2(12)  10(6.0) 25(15.0) 74(44.3) 39(23.4) 10(6.0) 7(4.2) 17 (.06)
Patient/Doctor 3(18)  11(6.6) 21(12.6) 71(42.5) 44(26.4) 14(84)  3(1.8) 17 (.05)
Quality of [ife 8(4.8) 11(6.6) 28(16.8) 79(47.2) 25(15.0) 7(42)  9(54) -.05 (.60)
Health inegity 7(42) 15(9.0) 20(12.0) 71(42.5) 35(21.0) 14(8.4)  5(3.0) .04 (.72)
Multipl&cofditions 9(48)  16(9.6) 32(19.2) 65(38.9) 26(15.6) 14(84)  6(36)  -10(37)
Special needs 3(18)  9(s.4) 31(18.6) 64(383) 37(222) 16(96) 7(42) 19 (:07)

Families’& caregivers 6 (3.6) 9(5.4) 21(12.6) 64(38.3) 36(21.6) 17(10.2) 14(8.4) .33 (.03)
Access 6 (3.6) 9(5.4) 28(16.8) 59(35.3) 28(16.8) 17 (10.2) 20(12.0) .35(.01)
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Improve research 7(4.2) 13(7.8) 27(16.2) 64(38.3) 40(24.0) 7(4.2) 9(5.4) .04 (.68)
Rare diseases 5(3.0) 12(7.2) 19(11.4) 69(41.3) 40(24.0) 19(11.4) 3(1.8) .17 (.07)

YIncludes those.who did not select the priority at both rounds

’Mean change in the investment level where the change is calculated as after deliberation level minus before deliberation level;
positive values correspond to higher investment level selection after deliberation, and p-values are adjusted for within-CHAT group

clusteringwsing multilevel regression model.

Table 4. Individual vs. Group Selections
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Priority Individual Group

Group# Level Selected by Groups

Pre Post Post (number)3

Deliberation
N=182 N=168 N =16 N=168

(%) (%) (%) 0 1 2 3
Causes of disease 87.9 85.1 93.8 24.2 1 1 2 12
New approaches 75.8 72.6 81.3 36.3 3 6 6 1
Promotehealth 85.2 82.7 81.3 33.0 3 2 2 9
CompareZapproaches 50.0 66.7 43.8 37.9 9 6 1 0
Patient/Doctor 87.4 86.3 100.0 20.3 0 3 9 4
Quality of life 84.6 85.7 100.0 20.9 0 1 8 7
Health inequity 77.5 82.1 62.5 44.0 6 3 4 3
Multiplesconditions 76.9 79.2 68.8 37.4 5 5 1 5
Special needs 77.5 85.7 93.8 23.6 1 1 2 12
Families & caregivers 68.1 78.6 87.5 28.6 2 4 4 6
Access 76.4 85.1 100.0 21.4 0 2 8 6
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Improve research

Rare diseases

74.7
68.7

72.6
73.8

75.0
68.8

26.9
39.0

4
5

percentage.of.groups that chose each priority

2Percentage of individuals (N= 168) whose choices in Round 4 were different from the choice made by the group

*Number of groups choosing each level in that priority

Table 5. Participant Characteristics Predicting Priority Selection at CHAT Round Post-deliberation (Adjusted Odds Ratios)

Race® Views on Health Disparityb
Other <High Per
Priority Age Age2 Black Hispanic® Ml FPL Know Disc Gen Job Ins
Race School S
Causes of disease 95"  .998" .06 05" -- -- -- -- -- - -- -- -- --
New approaches .99 -- 25" .40 -- 44" -- -- -- -- -- -- -- --
Promote health 96 .998" .31 37 - A7 - - e e e e -
Compareqapproaches 1.00 - 12' 62 17" - - 361353 -~ 56 - - -
Patient/Doctor 99 - 4 47 - 360 - - e e e e - -
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Quality of life .99 -- .64 .80 -- 40 -- -- -- -- -- -- -- --
Health inequity 96  .998 A4 .15 29" -- -- -- - 221 - -- -- --
Multiple cenditions .98 -- 2.02 .33 .28 .55 21 -- -- N v M- -- --
Special needs 97" -- .51 1.08 -- .50 -- -- -- -- -- -- -- --
Families & canegivers 96" -- 1.13 .70 -- 38" -- -- -- -- -- -- -- --
Access 96" -~ 135 .48 - - — - -~ = 268 32" 247
Improve research .98 -- 46 1.31 .23 -- -- -- -- -- -- -- -- --
Rare diseases .98 -- 1.45 1.43 -- -- -- -- -- - -- -- -- --

Abbreviation® LEHS is <high school education (Ref: >high school), Ml is Michigan (Ref: Missouri), FPL is federal poverty level
status, and Know indicates for a response of “all of it” to a self-assessed knowledge question (“Overall, if you were to read a
newspaper.account or hear on TV, a breakthrough in the health research, how much of it do you think you would be able to
understand®)s

Note: Models are fit separately for each priority, with selecting the priority as the response variable adjusted for clustering within
CHAT grotp and covariates listed above. Age, race, rural residence and gender were always included, although rural residence and
gender were-not predictive of any priority selections. Income, self-perceived health status, CHAT done in Spanish, living alone, and
Trust in Medical Researchers were not predictive of any priority selection and thus were not included in the final models. Final
model in¢luded significant predictors (p < 0.05) or those with large magnitudes. Age is centered at 50 years old; an adjusted odds
ratio (OR) of Age less than 1.0 indicates decreasing likelihood of selecting the priority with increasing age. OR<1.0 for both Age and

Age’indicate.decreasing likelihood of selecting the priority with increasing age, but the rate of decreasing likelihood decreases with

This article is protected by copyright. All rights reserved



o "

increasing age for participants older than 50. refers to variables not predictive of the priority selection and thus not included in

the model.
? Reference is white race.

® Refer tofTable 2 for detailed description and other various possible explanations to views on health disparity; Sup is support, Disc is

discrimination, Gen is genetics, Pers is personal, Ins is insurance.
“Hispanic ethnicity (Hispanics are either self-identified Hispanics or CHAT done in Spanish (n = 183).

t p<0.05
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