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Panafest and Trinity Health Systems Event Recap

Tatiana Mangwi (MD)

• Hosted an awareness booth at Panafest

Festival

Alyssia Gomez (NY)

• Hosted an awareness booth at Trinity 

Health Systems Hospital  

Celebrate African 
heritage & culture at 

Panafest
SEPTEMBER 24, 2022  
(12:00 PM – 9:00 PM)
 
THE SILVER SPRING 
CIVIC CENTER AT 
VETERANS PLAZA
One Veterans Place,  

Silver Spring , MD 20910

FREE EVENT

Stop by the                                                   Inf ormational Booth

 
to make connections with others in the PKD 
and kidney care community and learn about 

kidney care resources and support!



Upcoming/Ongoing Events and Activities

Cayleigh Sanders

• Social Media Campaign (ongoing)

Dwelyn Williams & Iris Resto

• Kidney Trails Podcast Collab

Funke Ojuri

• Association of Black Women Physicians Awareness 

Webinar (2022)

Patrice Adams 

• PKD Awareness YouTube Vlog Launch (ongoing)

Moving forward, PKDF Peer Ambassadors will be working with Nicole Harr 

(nicoleh@pkdcure.org) to coordinate all events and activities.

mailto:nicoleh@pkdcure.org


Peer Ambassadors – Intro to the 
Program



▪ Launched September 2019

▪ Hosted on an online platform

▪ Goals:

▪ Create a tool to better 
understand how to improve the 
lives of ADPKD patients

▪ Connect patients to clinical trials 
for which they may be eligible
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About the program

▪ 2,650 registered participants and growing

▪ Participant-powered: patient journey perspectives and data 

collected from individuals with ADPKD

▪ Participant-centered: People affected by ADPKD involved in 

advisory groups, module development, and beta testing

▪ Remote participation: participate in PKD research from computer, 

tablet or phone



Privacy/Confidentiality

Access the Registry using a secure, web-based portal 

Portal assigns unique ID and 

removes patient personal info

Answers to modules are 

recorded by participant ID

Identifiable data stored in a 

secure (separate) location

Advisory Panels help to decide how to 

use and share data

E.g., name, contact information, 

address, date of birth

De-identified data stored in a 

secure location



Patient reported outcome data

Core Questionnaire Vascular Outcomes

Diet and Lifestyle ADPKD-Pain and Discomfort 

Scale

Family History ADPKD-Impact Scale

Experience with Liver 

Cysts

Healthcare Access and 

Utilization
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Quarterly What’s coming up?

Shared 

successes

Impact

Call to action

What we’re 

learning
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Participant testimonials

What do participants 

look like?

ADPKD-Impact Scale

ADPKD-Pain and 

Discomfort Scale

Family History

Diet and Lifestyle

Liver Cysts

Vascular Outcomes

Health Care Access

Recruiting for clinical 

studies













Phase 1 Phase 2 Phase 3Discovery/Preclinical

Tolvaptan 

Bardoxolone methyl

RGLS8429

GLPG2737

Tesevatinib in ARPKD

PKD Treatment Pipeline

Tesevatinib

Tolvaptan in ARPKD



Drug Repurposing, Dietary Supplements and Dietary 

Interventions

Metformin

Statin therapy

Caloric Restriction

Empagliflozin

Curcumin



Types of clinical research

▪Observational studies: researchers 
analyze health data to find links between a 
diagnosis and disease progression, 
symptoms or quality of life

▪ Interventional studies: test new ways to 
prevent, detect, or treat diseases



Clinical Trials

Clinical trials = human studies of new treatments or therapies for a 
disease to ensure that it is both safe and effective

Under enrollment is one of the most significant problems 
facing PKD drug development

▪ Failure to recruit enough volunteers to complete the study

▪ Failure to recruit patients quickly enough to make study completion feasible



Research Recruitment

CORE QUESTIONNAIRE

• Kidney function

• Age

• Gender

• Symptoms

• Dialysis or transplant status

Other eligibility criteria



ACT Alerts



Clinical Studies tool







Calls to Action for our Community

1. Participate in the ADPKD Registry

2. Sign up for ACT Alerts

3. Check out clinical studies happening near you 



Thank you!

eliseh@pkdcure.org

research@pkdcure.org

mailto:eliseh@pkdcure.org
mailto:research@pkdcure.org

