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Amy Abernethy, M.D., Ph.D. @FlatironHealth
•Oncologist and cancer researcher
•Chief Medical Officer of Flatiron Health
•Tasked with leading collaboration among cancer care 
providers, life science companies, and data partners to 
seek answers to patient-centered cancer treatment and 
precision medicine
•Co-director, Duke Center for Learning Health Care + Duke 
Cancer Care Research Center (on leave for Flatiron Health 
project)
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Bray Patrick-Lake @BrayPatrickLake
•Director of Stakeholder Engagement/Director of Patient 
Engagement at Clinical Trial Transformation Initiative, 
Duke University CTSA
•Member, PCORnet Coordinating Center’s Executive 
Leadership Committee
•Patient stakeholder or co-investigator for AHRQ and 
PCORI grants
•Develops patient engagement strategies for MDEpiNet’s 
National Medical Device Registry, MDIC’s Patient- 
Centered Benefit-Risk Steering Committee, and other orgs 



Jennifer C. King, Ph.D. @JenniferCKing
•Director of Science & Research, Lung Cancer Alliance
•Co-Founder, SHARE For Cures
•Former Director, Data Governance for an oncology 
learning health system
•Former Scientific Reviewer for ASCO Conquer Cancer 
Foundation
•Cancer researcher (Memorial Sloan-Kettering + Jonsson 
Center UCLA)



Type 1 Diabetes Patient 
Advocate: 

“I can get my head around the 
fact that autoimmunity is difficult 
to understand and cure.  I can’t 
get my head around the fact that 
we have this data that is 
structured, machine readable, 
that we already understand, 
that’s sitting in pockets in all of 
the living rooms and computers 
of patients that generate this 
data around the country and 
around the world. The fact that 
we can’t combine that data so 
that researchers can understand 
patterns and make connections 
is incredibly frustrating to me ”

Type 1 
Diabetes

MONITORING

TREATMENT

HOME:
Blood Glucose Monitoring

Continuous Glucose Monitoring
Blood pressure

Weight
Mood/energy

LABORATORY/PHYSICIAN:
A1C

Kidney functioning
HDL/LDL/Triglycerides

Hemoglobin
Retinal Imaging

Filament test (nerves)

ICD-9/10 
250.01/E10

SNOMED
46635009

Family history
Genetics
Environment
Viruses
Diet
Microbiome

A1C
Fasting Plasma Glucose
Oral Glucose Tolerance Test

COMPLICATIONS

Retinopathy Vision Loss/Blindness
Neuropathy Infection/Amputation
Nephropathy CKD/Dialysis
Heart Disease MI/CHF
Hypertension CKD/Stroke
Depression/Anxiety
Cognitive Impairment/Decline

NCIt
C2986

Type 1
Diabete 

s

BIOLOGY

SYMPTOMS

RISK FACTORS

Thirst
Hunger
Fatigue
Frequent Urination

Blurry Vision
Nausea/flu-like symptoms
Slow Wound Healing
Rapid weight Loss

Immune response
Autoantibodies
Beta cells
Insulin production
Blood Sugar
Microvascular damage
Tissue glycation
Microbiome

Primary Care Physician
Endocrinologist
Nurse Educator
Dietician
Nephrologist
Psychiatrist/Counselor
Ophthalmologist
Cardiologist
Podiatrist

TREATMENT TEAM

Concept 
Attributes

Medical
Concept

LIFESTYLECarbohydrates
Water
Fat/Protein/Fiber
Weight
Aerobic Exercise
Strength Training
Stretching
Sleep
Stress Management
Adherence

Autoimmune Disease 
Process

Diabetes Mellitus, Type 1

DIAGNOSIS Insulin
Symlin

Glp-1 Analogs
Nutrition
Exercise

Insulin Pumps
Pens

Side Effect Mgmt
Behavior/Coping

Gluten Avoidance

Concept Relationships
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Vanessa Rangel Miller, M.A., M.B.A. 
@VRangelMiller
•VP Genetic Services, PatientCrossroads
•Certified genetic counselor focused on rare disease
•Managed DuchenneConnect & Congenital Muscle 
Disorders Registries prior to joining PatientCrossroads
•Member of Program Committee for the American College 
of Medical Genetics and Finance Committee for the 
American Board of Genetic Counseling



www.patientcrossroads.comPatientCrossroadsTM © Copyright 2016 All Rights Reserved

Registries Empower and Engage Patients 
ILLNESS IS NOT A PERSONAL PROBLEM

Reporting &
Analysis

Clinical Trial
Recruitment

• Health 
Questionnaires 
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• Mobile Apps
• Clinician/Caregiver 
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