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INTRODUCTION & AIMS RESULTS (cont.) DISSEMINATION
The Empowering the Participant Voice (EPV) project (2020 — Value Proposition Acting on Findings TIN, OHRP, AAHRP Webinars, CABs,

. e _° Value to the Clinical Research Site RPPS Finding Action Evaluation/Impact .. .
2024) leveraged the validated Research Participant Enterprise research teams, participants, community.
Pe rce ptIOn SU rvey and the REDcap platform to ‘ BU||d participant trust \ A > aDSiZEi;iie;in receiving adequate language | » Created Research Equity Council | » Pending TWO early adopter Sites Iive; Others
1) DEVELOP, 2) DEMONSTRATE, and 3) DISSEMINATE Assess Informed consent | oot et e e |5 et sreneee L [L i | considering uptake.
. .« . . . « . > RPPS results returned publicl
infrastructure to collect participants’ feedback about their Tailor approach to participants o
h " t. .d b t I Improve experience Of C » Interest from Cancer Center leadership in | » Multi-site project action: » Pending
resea rC experlencesl Crea Ing a n eVI ence ase O a na yze underrepresented groups comparing outcome data with other de\{eloped Cancer Cente.r implementation e L|nk to publlc
3 nd com p are resu |ts a nd |m prove reseaq rch . Identify best practices emers gr:izlrecteongtre;tﬁsf SQ?SZL?Q?S Return of Results Webpages
METHODS ST AT TEHEE Al (IR T e oA | Ceaawspecitc actons advese. | > Change Protocol
| _ ” b . . Identify high & low performing teams ” ccores decine n Qveral ratingfonsent > ICR/e?/iewed with Pl procecure
° » Revision to consent training

Develop: EPV Learning Collaborative, engaggd diverse Understand COVID Impact Caricahum underway e e W
stakeholders, standards for data comparability, created ctablich berchrmarke > e et weskend sety |5 Savwdar v Lweskimonin > sk meremse

. . . . visits (one team) enrollment on o housanos o resesrch paicams. | Whatsyoursr
RPPS/REDcap tools that streamline fielding and analysis of Develop participant-centered TR T

.. : evidence base 5
the Research Participant Perception Survey, and
enabled benchmarking. Sites designed Use Cases reflecting local priorities. Site E, Study X: Enrollment in Weeks with a Weekday D O
L . . ; versus a Weekday + Saturday Visit Schedule B 5 e e
Demonstrate: Sites implemented Use Cases using the same survey, EPV project setup I
. . . . 6 "
file, tools, and standards . Sites iterated to improve survey reach and developed an :
Implementation Guide. Sites analyzed local findings with stakeholders and S lG 28
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benchmarked with peers. o W, T
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Disseminate — Shared results to participants, public, CTSAs, OHRP, agencies, others. 2
Implementation Guide, tools, infrastructure available free of charge via website;- ,
Operational and technical advice for Early Adopters, aggregate data. 0 e
July August September S B

Race

R ES U LTS B Week 1 B Week 2 Week 3 Week 4 *Included Saturdays
Who answered the survey?

Most people would recommend joining

Listening to participant feedback over time

Total: By March 2024, 5020 surveys were returned; response rate 19% (Site range: 12-
53%). Gender: Woman 59%; Man 35%, Non-binary 1% None of these terms describe

Site D Research Participant Perception Survey Scores 2013 - 2024

——Felt like a valued partner in research "Always"
100

me, or Prefer not to say 5%. Race: Asian 2.5%, American Indian or Alaska Native 1.1%, Prepared by Consent discussion "Completely” 5 ResearchParticipant

Black or African American 14.9%, Native Hawaiian and Pacific Islander 0.2%, 90 Wouldrecommendto friends and family “"Definitely ves

White 83.4%. Ethnicity: Spanish or Hispanic or Latino/a/x origin/descent: 6.1%. ® oo
*Some sites do not share demographic data for all surveys sent (36% missing), essential for calculating representativeness. E
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At-a-Glance Dashboard: Multi-site Aggregate TopBox Scores. Filters to view experiences 60 r responsive
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T Frryyi CONCLUSIONS
" s AFE777E s17ifsdf £757¢ > Five sites fielded the RPPS using EPV tools for 2 years; the dashboard, data
e S e Pl e o e bk vt spornce & (681 65 68 18 n | w8 e s @ s e M s 6 & es 68 7 5 aggregation and selective filters enable insights locally and at scale.
e ED SRl ] [ RN » Overall, most participants (85-95%) awarded the highest rating to their
Did the Informad consent form prepare you for what 1o expact during the shudy? K8 i I 63 65 67 67 33" 63 46 70 o e | . . .
B experiences of feeling listened to, respected, and free from pressure.
e VoL ROr VOUT Seaenience i the study? @ b 61 51 44 59 62 62 6 [ 29 61 59 58 63 42* 6 48 63

Did herescarchteam marmbersIsen caretuly o you? @ 4 o 7 7 e e s o B B S - » Fewer participants (60-74%) rated their experiences highly regarding consent,

B B B language, communication, overall rating & recommending research to others.
QLM possitoto provido asstonco withany nguo9e | 470 20 39" gyt gy 08 ® 7 e le x n Bl BB B e » Filters reveal group disparities /inequities in research experiences.
BRGSO s WA sd RS The datg reveal differences i site and group experiences that present
s er— (SRR RN R opportunities for collaboration, performance improvement, identification of

1y concidered eavng th s, i you ot res o e Researn Teom o SSRGS O RESN RS0l R St R T best practices, and improving/accelerating research.

A R $ 0 O B e > Next steps: Using RPPS to evaluate performance improvement initiatives in
B a _— areas of need (consent, language) and designed for scale and generalizability.
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