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Introduction Results Next Milestones
People with kidney disease may be unaware of the significance of their disease or A. | Study-Wide General Public and Closed Systems A. Feasibility Study (July-December 2020) . The Network is expanding to
what can be done to preserve kidney function and avoid its complications. NKF Recruitment l NKF’s Community (Provider or care manager , .
. . . . . . y ) Media campaien. patien cecommendation. e-bl NKF’s Geisinger’s other closed systems in the U.S.
launched the first national U.S. kidney disease patient registry, the “NKF Patient (Media campaign, patient ecommendation, e-blasts, o . : :
Network”, to accelerate kidney disease research, clinical care, drug development events, programs, etc) and newsletters) |nV|tan;1e8-ma|s invitation e-mails and internationally
‘ ‘ / / = N=512 :
and health policy decisions centered on patient perceptions and priorities, and to * The NKF Patient I\!etwork—.
give patients the tools they need to stay educated and healthy. Alport Syndrome is launching by
. .. . Registrations Registrati the end of 2021
Healthcare professionals are critical to the Network’s success—help introduce your E— N=g74 (34%) eNg;;;?S';);‘s _ . _ .
patients to the NKF Patient Network! Se,f_Enm"ment = The r.egl.f,try will be available in
Spanish in 2022
@ Consented Consented
N S N=72 (97%) N=26 (96%)
-specific
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Individualized Peer Involvement in Access to — L 7 |?> Oral o , .
education support research and clinical trials = Globally Unique e Withdrawals |_ Withdrawals | The authors thank the NKF Patient
PP Data Collection IDentifier (GUID) + N=0 N=0 - -
novation Patient = Network partners (in alphabetical
and Storage . <
data entry l EHR data order): Alport Syndrome
MEthOdS | Secured AWS Cloud Patient profile Patient profile Foundation, Geisinger, LabCorp,
Infrastructure I N=59 (82%) N=21 (78%) Pulse Infoframe, University of
Study Design: Longitudinal observational cohort study that collects both patient- ¢ i Manitoba. The authors would also
entered data as well as clinical and laboratory data from electronic healthcare " Observational | | collaboration || Clinical EQ-5D-5L: N=45 (71%) EQ-5D-5L: N=15 (71%) like to thank all the members of
records (EHR). Patient recruitment follows two strategies: general public and { Data Sharing Analytics Studies Portals Trials KDQoL-36: N=45 (71%) KDQoL-36: N=14 (67%) the governance committees.
e e m ¢ i i . = 0 H 1 . —_
through closed systems. A feasibility study was conducted July-December of 2020 0 Mu‘“mjﬁf = o Satisfaction survey: N=31(53%) satisfaction survey: N=11 (52%)
and the national U.S. launch was in February of 2021. The study is approved by the - - ' B. National Launch in the U.S. (Data as of October 2021) Fu ndlng
Tufts Health Sciences Institutional Review Board (IRB # STUDY00000053), which - :
serves as the IRB of record for all U.S. sites. B. l Collaboration Portal Example l — _ Consented participants: N=1,095 from 47 U.S. states and 1 health system; Data source: Patient-reported Foundational support for the NKF
Age 60-80+ (% 58 Ethnicity (% i i
Population: Patients with any stage of kidney disease, including dialysis and kidney s Ejflewonssn  SEJ gER. SR R o (( /)) s H.y( ). - . Patient Network was provided
. : : - : . , = e emale sex (% = Hispanic or Latino i i
transplant recipients, 18 years or older, English-speaking, and willing to provide s (Wowowse | Wosmmpnies T \ :H_ < or Lat %0 through a collaboration with
informed consent. Geisinger is the first health system partner. We expect to recruit 272 2 58 e age i Ok RaniE Of Tatno Bayer AG. AstraZeneca and
2,000 U.S. patients by March 2022, and 10,000 to 50,000 U.S. patients overall. Stage 1 3 Unknown 3 NOVEI’tIS arel pla’ilhnum sponlsc,jors;

. . , , , . PRO Completion Rate (percentage =] [ = Stage 2 2 " Prefer not to answer 3 Boehringer Ingelheim is go
Patient experience: 1) Register at [\LGEEHERIOEN{E)=; 2) Sign electronic o . Stage 3 45 Race (%) ] onsorg 5 5
informed consent; 3) Complete patient profile; 4) Complete follow-up surveys (EQ- ot s . . Ae 20 P '

. . . . u age ® ASIan .
5D-5L, KDQOL-36, others when available); 5) At any time, access education, online : St - 5 or ESKD 75 Black or African Ameri 7.0 To | isit t:
communities, and learn about research. EHR data is extracted from the sites upon _ _ 2882 of ac_ > rlc_én mer'ﬁan o ' or me,V|5| S -
receipt of consent. Both patient-entered and EHR data are collected at baseline and = Don’t know 13 ::f;:geet'awa”an or Other Pacific 0-1 atlentve WOork.org
: or contact:

2t least every six months. PROHS complciom (), MALLLLS 87.0 NKFPatientNetwork@kidney.org
Infrastructure: Pulse Infoframe healthie™ through Amazon Web Services (AWS) Figure 1. NKF Patient Network implementation. A. NKF Patient Network workflow. Closed = EQ-5D-5L 258 = American Indian or Alaska Native 0.9 :
cloud-based platform that meets existing GDPR, HIPAA and other international systems may include health systems, academic medical centers, payers, testing laboratories, . KDQOL-36 579 e Prefer not to answer 50
standards for security of personal and health information. Data management using contract research organizations (CROs), biotech, federal agencies, or rare kidney disease Nati | Kid F dati

- - : ' llaboration portal showing real-time data Figure 2. NKF Patient Network data. A. Feasibility study data. B. U.S. national launch data ational Kidney Foundation
the Observational Medical Outcomes Partnership Common Data Model (OMOP groups. B. Partners can receive access to a colla P 8 ' gure <. $ A yStudy data. B. L.o. '
Conclusions PATIENT
Analytics: Aggregate data will be available to the participants and partners via
analytic portals, dashboards, and/or specialized reports. Researchers will be able to The Network will accelerate kidney disease research focused on patient outcomes and priorities, and will facilitate the planning and implementation of clinical trials that will
submit proposals for review and approval, with the analyses performed by the Data ultimately help develop new treatments for kidney disease. We are currently strategizing on methods to ensure representation of target populations including people with N E T W O R K

Coordination Center or Pulse Infoframe. early stages of kidney disease, and promote diversity and inclusion among the participants. We will also focus on long-term retention and engagement strategies.
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