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KidneyX — About Kidney Diseases

Website: https:/mww.kidneyx.org/about-kidneyx/

13 people 37M Americans

die each day waiting for a transplant have kidney diseases

360 people 12 hours

begin dialysis treatment every 24 hours Amount of time each week a typical

in-center hemodialysis patient
spends attached to a machine

Kidney Basics
Learn all about kidney health and how kidneys work - from our friends at the National Kidney Foundation

Kidney Diseases and KRT
Get more facts about chronic kidney disease (CKD), kidney failure, and the state of kidney replacement therapy (KRT)



https://www.kidneyx.org/about-kidneyx/
https://www.kidneyx.org/about-kidneyx/
https://www.kidneyx.org/about-kidneyx/
https://www.kidney.org/kidney-basics
https://khi.asn-online.org/roadmap/kidney-diseases.aspx

ONC - 2026 Kidney Data Discovery Workshop Series

This summer, HHS, the American Society of Nephrology (ASN), and leaders from across the kidney

care community kicked off a three-part series exploring opportunities to improve health data
interoperability across the kidney patient journey.

Webinar 1

Nephrology & Dialysis — (Current State + Gaps)

!
Webinar 2

Kidney Donation & Transplantation (Deep Dive + Gaps)
l

In-Person Workshop (9/10/26) — Washington, DC
From Discovery to Action (Priorities — Solutions — Roadmap)



https://healthit.gov/event/nephrology-data-standards-and-interoperability-current-state-assessment/
https://healthit.gov/event/kidney-donor-and-transplant-data-standards-and-interoperability-current-state-and-opportunities/
https://healthit.gov/event/advancing-kidney-data-standards-and-interoperability-from-discovery-to-action/
https://healthit.gov/event/advancing-kidney-data-standards-and-interoperability-from-discovery-to-action/
https://healthit.gov/event/advancing-kidney-data-standards-and-interoperability-from-discovery-to-action/

ONC Kidney Data Discovery Workshop
« Date: Thursday, 9/10/26
* Location: HHS Humphrey Bldg, Great Hall, Washington, DC

Afternoon Program -
e 1:30pm: Kidney Data Workshop Kickoff
o Stephen Konya, Chief, Innovation and Strategic Partnerships, HHS/ONC
o Samir M. Parikh, MD, FASN, President, American Society of Nephrology (ASN)
o Congresswoman Beth Van Duyne, US House of Representatives
o Quick Review of Two Previous Webinars

e 2:05pm: A Patient’s Story -
o Anne Rohall-Andrade, JD, Healthcare Attorney and Living Kidney Donor

e 2:15pm: How to Get from Here to There? (Getting Started)
o Sumit Mohan, MD, MPH, FASN, Columbia University, [Moderator]
o Stephen Konya, HHS/ ONC
o Kirsten Johansen, MD, University of Minnesota, USRDS, SRTR
o JennaNorton, PhD, MPH,NIH / NIDDK



https://healthit.gov/series/2026-kidney-data-discovery-workshop-series/
https://healthit.gov/series/2026-kidney-data-discovery-workshop-series/
https://healthit.gov/series/2026-kidney-data-discovery-workshop-series/

ONC Kidney Data Discovery Workshop

« Date: Thursday, 9/10/26
* Location: HHS Humphrey Bldg, Great Hall, Washington, DC

Afternoon Program (continued) -

e 2:45pm: Breakout Discussions
Group #1: CKD (Co-led with CMS)
Group #2: Dialysis

Group #3: Transplant

Group #4: Organ Procurement

e 3:45pm: Regroup / Report Outs (backin the Great Hall)
e 4:15pm: Closing Remarks / Next Steps

e 4:30pm: Event Ends




Opening Remarks

American Society for Nephrology
(ASN)

Samir M. Parikh, MD, FASN,

President,
American Society of Nephrology (ASN)




Opening Remarks
U.S. House of Representatives

The Honorable Beth Van Duyne,
U.S. House of Representatives




. . Webinar #1 (8/24/26) —
Quick Review of Two ( )
Previous Webinars

Nephrology Data Standards and
Interoperability: Current State Assessment

Webinar #2 (8/31/26) —

Kidney Donor and Transplant Data
Standards and Interoperability:

Current State and Opportunities




ONC - 2026 Kidney Data Discovery Workshop Series

A simple initial question framed our discussion:

“What would become possible if the right kidney health
information could reliably follow the patient across the
continuum of care?”



ONC - 2026 Kidney Data Discovery Workshop Series

The Kidney Journey Is a Data Journey:
CKD — Advanced CKD — Kidney Failure — Dialysis /
Transplant — Long-Term Care

Across:
Patients | Providers | Hospitals | Labs | Dialysis | Transplant |
OPOQOs | Payers | Federal Programs

The patient journey crosses organizational and technology
boundaries.



ONC - 2026 Kidney Data Discovery Workshop Series

Transplantation Is a Connected Data Ecosystem

Recipient Journey

Referral — Evaluation — Waitlisting — Organ Offer — Transplant — Long-Term Care

Donor Journey

Living Donor Evaluation — Donation — Follow-Up
or

Potential Deceased Donor — OPO — Evaluation — Recovery — Allocation



ONC - 2026 Kidney Data Discovery Workshop Series

Why This Matters...

Better interoperability can mean:

 Less burden on patients

« Better-informed clinical decisions

 Fewer redundant tests and manual processes

« Smoother transitions of care

« Better identification of patients who may benefit from transplant
« Better research and quality measurement

« Better visibility into outcomes and disparities



ONC - 2026 Kidney Data Discovery Workshop Series

We Are Not Starting From Scratch

A national interoperability foundation is already emerging:
-USCDI
*HL7® FHIR® and US Core
*Standardized APls
*TEFCA™
*CMS interoperability initiatives
*HRSA / OPTN modernization
*MCC eCare Plan — including CKD-focused FHIR standards and data elements
*Existing kidney and transplant data infrastructure

Our remaining question for this data discovery series is:
“How well can we build on this foundation to support the full kidney care journey?”



Welcome Remarks
A Patient’s Story

Anne Rohall-Andrade, JD,

Healthcare Attorney and Living Kidney Donor




Panel: Panelists:

« Sumit Mohan, MD, MPH, FASN,
How to Get from Here to There? Columbia University, [Moderator]

Getting Started

» Stephen Konya, HHS / ONC

* Kirsten Johansen, MD,
University of Minnesota, USRDS, SRTR

* Jenna Norton, PhD, MPH,
NIH / NIDDK




Breakout Discussion #1:

Chronic Kidney Disease

(40 minutes — 4 Floor)

Facilitators:

CKD Portion 1 (25 minutes)

 Lauren Hollingsworth, MBA, DCI, Inc.

* Paul Drawz, MD, MHS, MS,
University of Minnesota

CKD Portion 2 (15 minutes)
« CMMI Team to lead discussion on

primary care models and kidney
health data



Breakout Discussion #2:

Facilitators;

. .  William Poirier, MBA, RN,
(E,)olalySIS - \ Renal Healthcare Association
minutes — 4" Floor

« Eric Wallace, MD, University of
Alabama at Birmingham




Breakout Discussion #3:

Facilitators;
Transplant - Rachel Patzer, PhD, MPH,
(40 minutes — Great Hall / Main Room) Regenstrief Institute

« Benjamin Hippen, MD, FASN, FAST,
Fresenius Medical Care

Breakout Discussion #4: Facilitators:

Organ Procurement + Bradley Adams, JD, CPA,

(40 minutes — Great Hall / Main Room) Southwest Transplant Alliance

 Rhiannon Reed, DrPH, MPH,
New York University




Key questions for breakout group consideration

* |dentify top 3-5 high-priority areas/challenges in breakout domain

* |dentify the barriers behind these challenges (e.g. data not collected,
data standard undefined, interoperability technology barriers, policy
barriers, etc.)

* |dentify the initial steps needed to overcome these barriers in
chronological order (e.g. define data standard, start to collect data,
etc.)

Use the form on the following slide to document discussion essentials




Documenting high-priority areas/challenges

Standardized? Electronically
(Standard if existing) exchanged?

Initial steps to

Available today? .
overcome barrier

Gap/barrier Priority

needed

Yes/No Data not collected, Define data
Yes/Partial/No Yes/Partial/No data standard standard, startto  H/M/L
(USCDI/FHIR/ etc.) .
undefined, etc. collect data, etc.

1:ASN

American Society of Nephrology



Regroup and Report Out




Breakout Discussion #1:

Chronic Kidney Disease
(4t Floor)

Breakout Discussion #2:
BIEWEIE

(4 Floor)

Facilitators:

CKD Portion 1

« Lauren Hollingsworth, MBA, DCI, Inc.

« Paul Drawz, MD, MHS, MS, University of Minnesota

CKD Portion 2

« CMMI Team to lead discussion on primary care
models and kidney health data

Facilitators:;

 William Poirier, MBA, RN, Renal Healthcare
Association

« Eric Wallace, MD, University of Alabama at
Birmingham



Breakout Discussion #3:

Transplant
(Great Hall / Main Room)

Breakout Discussion #4:

Organ Procurement
(Great Hall / Main Room)

Facilitators;

* Rachel Patzer, PhD, MPH,
Regenstrief Institute

« Benjamin Hippen, MD, FASN, FAST,
Fresenius Medical Care

Facilitators:

- Bradley Adams, JD, CPA,
Southwest Transplant Alliance

 Rhiannon Reed, DrPH, MPH,
New York University



Closing Remarks
& Next Steps

Stephen Konya,

Chief, Innovation and Strategic Partnerships,
HHS - Office of the National Coordinator for Health IT (ONC)




ngHHS ‘ oNG

Reach out via phone or web

® 2026907151

Feedback Form: https://www.healthit.gov/form/healthit-feedback-form

Stay connected, follow us on socials

@onc_healthl T

m Office of the National Coordinator for Health Information Technology

D https://www.youtube.com/user/HHSONC

Subscribe to our weekly eblast at healthit.gov for the latest updates!
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https://www.healthit.gov/form/healthit-feedback-form
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