
BARRIERS & SOLUTIONS TO 
INCREASING ORGAN DONATION

 THE US PERSPECTIVE



DISCLOSURES



OUTLINE

• Organ donation attitudes and behaviors in the US

• Understanding the disconnect (a.k.a. the “Why Not?”)

• Changing the Conversation Part 1: Community Awareness

• Changing the Conversation Part 2: Fundamental Knowledge

• Ensuring transparency and equity: Population health and access to 
transplantation
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HRSA National Survey of Organ Donation Attitudes & Behaviors, 2012



. . .YET. . . SUPPLY & DEMAND PROBLEM

SUPPLY

DEMAND



SUPPORT IS NOT PERMISSION
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HRSA National Survey of Organ Donation Attitudes & Behaviors, 2012



THE DISCONNECT – SUPPORT VS. PERMISSION
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THE DISCONNECT: 
UNDERSTANDING NEEDS



UNDERSTANDING THE “WHY NOT?”

• Community participatory research identified 
5 clusters of need across 2 domains – 
donor-related information and approach

• 1. Fundamental knowledge
• 2. Psychological support
• 3. Community awareness
• 4. System accountability
• 5. Community engagement

• #1 Objective Community Approach
• Community awareness

• #1 Objective Individual Approach
• Fundamental knowledge

Locke JE / Qu H, et al. CJASN, 2015
Locke JE / Qu H, et al. Health Behavior. 2020, in submission. 



COMMUNITY AWARENESS

HRSA National Survey of Organ Donation Attitudes & Behaviors, 2012



FUNDAMENTAL KNOWLEDGE
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HRSA National Survey of Organ Donation Attitudes & Behaviors, 2012



CHANGING THE 
CONVERSATION:

PART 1



COMMUNITY AWARENESS



MAKING THE CONNECTION – SOCIAL MEDIA?

Cameron AM et al. AJT 2013; 13: 2059-2065



REMEMBER NEED TO RELATE



TELLING THE STORY – DO WE CONNECT?

Cameron AM et al. AJT 2017; 17: 336-340



THE GREAT EQUALIZER

• No OPT-OUT

• No choice

• No autonomy

• Anti-American



AUTONOMY CAN EXIST. . . ROLE FOR ORGAN DONATION



DEFINE YOUR LEGACY. . . CONVERSATION CHANGED

Legac
y= Donation



CHANGING THE 
CONVERSATION: 

PART 2



KNOWLEDGE – WHERE HAVE WE GONE WRONG

No autonomy here. 
How do we change the conversation?



LEVERAGING LESSONS FROM LIVING DONATION PROGRAMS



LIVING DONOR NAVIGATOR PROGRAM. . . CLOSING THE GAP

= Support = Permission

Locke JE et al. Transplantation 2020



INDIVIDUAL AND COMMUNITY APPROACHES NEEDED

 Adjusted Hazard Ratio 
(95% CI)

p-value

LDN Self-Advocates vs. LDN Patients 
with Advocate

0.73 (0.37 – 1.44) 0.37

LDN Self-Advocates vs. Standard of 
Care

2.48 (1.26 – 4.90) 0.009

LDN Patients with Advocate vs. 
Standard of Care

3.39 (2.20 – 5.24) <0.0001

• Educational programming is critical – FUNDAMENTAL KNOWLEDGE
• Enhanced by going beyond the individual – COMMUNITY AWARENESS

Kale / Locke Clin Trans 2020, in submission.



MUST BE TARGETED TO SPECIFIC COMMUNITIES
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Probability of Self-Advocacy Increases with Higher Social 
Vulnerability

Overall SVI Percentile

Model adjusted for recipient Age and gender

Cumberland County, Kentucky

Albany County, New York

Carter & Kale / Locke CJASN 2020, in submission.
https://svi.cdc.gov/prepared-county-maps.html



ENSURING TRANSPARENCY 
& EQUITY



TRANSPLANT RATE 

• Metric by which disparities have been defined / quantified

• OPTN defines transplant rate as the number of transplants 
performed per 100 years of waiting time

• ~ transplant rate at a given center is the total number of transplants 
performed in a given time period divided by the waitlist size

• What’s the critical assumption? . . . 
• Waitlist size accurately reflects end-stage disease burden
• In other words, the vulnerable populations that need transplant most 

actually make it to the list



ACCURATE MEASURE OF END-STAGE DISEASE IS CRITICAL

Reed R / Locke JE. CeOT, 2020



IMPACTS ORGAN SUPPLY – DECEASED DONOR

Reed R / Locke JE. Transplantation, 2020



• Median rates of live donor kidney transplantation 
vary from 19% to 48% across the United Network 
for Organ Sharing regions with the southeast 
having the lowest rates of living donation

• Poor socioeconomic status (higher SES index) is 
a major driver of lower living donor kidney 
transplant rates:

• High prevalence of less than college education
• Lack of health insurance
• Median household income (family of 4) less than $15,000 

per year
• High prevalence of unemployment
• No internet use in the last 30 days

• Low resourced areas are located predominantly in 
the southeastern United States

Reed R / Locke JE. Transplantation, 2019

IMPACTS ORGAN SUPPLY – LIVING DONOR



Kale AC / Locke JE. CeOT, 2020

IMPACTS ORGAN DEMAND
Transplant Rate Waitlist



Kale AC / Locke JE. CeOT, 2020

INTRODUCES TRANSPLANT CENTER ACCOUNTABILITY
GOOD STEWARDS OF THE LEGACY

Figure 1. Eligible ESRD Patients per MiIlion Adult Population by State



Hanaway M / Locke JE. JAMA Surgery, 2020
https://www.statista.com/statistics/624834/state-designated-organ-donors-among-us-adults-by-st
ate/

INTRODUCES OPO ACCOUNTABILITY
GOOD STEWARDS OF THE LEGACY 

NEED: ESRD Burden

SUPPLY: 
Registered 
Donors



CONTINUING THE CONVERSATION

• Metric (transplant rate) by which disparities have been defined / 
quantified needs to reflect actual disease burden rather than 
center-specific practices

• # transplants / eligible ESRD population vs. #transplants / center 
waitlist

• Ensures we identify areas with greatest need which allows for:
• OPOs with poor performance to be forced to improve rather than 

rewarded
• Centers to be held accountable for serving their population
• Allocation algorithms to ensure available organs are supplied to areas 

with greatest need

HONORS THE DECISION TO DEFINE ONE’S LEGACY

=

POTENTIAL TO SUSTAIN INCREASES IN DONATION


