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OUTLINE

+ Basics of organ donation

+ Organ donation attitudes and behaviors in the US

+ Understanding the disconnect (a.k.a. the “Why Not?”)
BASICS OF ORGAN
« Changing the Conversation Part 1: Community Awareness DON ATION

+ Changing the Conversation Part 2: Fundamental Knowledge

+ Ensuring transparency and equity: Population health and access to
transplantation

WHY DONATE?

Every 24 hours, 360 people begin

WHY DONATE?

« Cirrhosis: 12 leading cause of death in the US
- National cost of treatment: $14 million to $2 billion
dialysis treatment for kidney failure. « Indirect costs: $10.6 billion

« Liver transplantation is the only effective treatment for end
stage liver disease

More than 1in 7

15% of US adults are In 2018, treating Medicare
estimated to have chronic beneficiaries with CKD cost
kidney disease, that is about over $81.8 billion, and treating
7 mill le. people with ESRD cost an
siediagecpe additional $36.6 billion.
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THE NEED IS GREAT

Every
someone is added
to the transplant
waiting list

people die
each day
awaiting a
transplant

There are 118,098 people in the
United States on the waiting lists
for organ transplants.
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UP TO 8 LIVES SAVED...
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AND THERE IS MORE

One donor can...

save up to heal up to
8 lives 75 lives
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PROCESS OF DONATION

STEP ONE
A patent near team
continues care until the pationt's heart Stops beating or brair-death is declared, The
patient remains. on a vertilator to keep organs healthy.

PROCESS OF DONATION

which the patient
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PROCESS OF DONATION

STEP THREE

the patient s a
seeks consent fram the family and takes over care of the patient.
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PROCESS OF DONATION

the orge disease, and
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PROCESS OF DONATION

STEP FIVE

found,
team and notify the recipients. Surgeons on bath ends prepare for surgery.
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PROCESS OF DONATION

STEP SIX

they are transferred to the recipients.
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TIME FRAME FOR TRANSPLANTING ORGANS

ORGAN
TIMEFRAMES

Each organ has a different timeframe
between recovery and recipient transplant.

HEART
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ATTITUDES AND
BEHAVIORS TOWARD

ORGAN DONATION
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% Support for Organ Donation

1993 2005 2012 2019
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ANNUAL NUMBER OF DONORS

Number Donors Per Year
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...YET. .. SUPPLY & DEMAND PROBLEM
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DEMAND

SUPPLY

2018

2019

DEATH TO DONATION
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2,744,218

OPTN/SRTR 2016 Annual Data Report: Deceased Organ Donation, Jan 2018, https:/doi.org/10.1111/aj 14563
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DEATH TO DONATION

75 or younger
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DEATH TO DONATION
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146,648

Hospital n-pationts

ambulance, gven an emergency 100 - are unikely 10 pravide viabie
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DEATH TO DONATION

A N

230,551

N disqualifying condition

S
disease are not suitable donors.

Tuberculosis, human
immunodeficiency virus (HIV)
infection with specified conditions,
Creutzfeldt-Jacob Disease,
herpetic septicemia, rabies,
reactive hepatitis B surface
antigen, any retrovirus infection,
active malignant neoplasms
(except primary central nervous
system tumors and skin cancers),
Hodgkin disease, multiple
myeloma, leukemia, miscellaneous
carcinomas, aplastic anemia,
agranulocytosis, fungal and viral
encephalitis, gangrene of bowel,
extreme immaturity, or positive
serological or viral culture findings
for HIV
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DEATH TO DONATION DEATH TO DONATION
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DEATH TO DONATION SUPPORT VS. PERMISSION

STEP THREE

the patient is
seeks consent from the family and takes over care of the patient.
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SUPPORT FOR ORGAN DONATION. . . SUPPORT IS NOT PERMISSION
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THE DISCONNECT — SUPPORT VS. PERMISSION

90.4

% 40.4%

% for Organ Donation
o
o

Permission

Community fpamclpamry research |dent|f|ed
5 clusters of need across 2
Donor related information and Apnroach
1. Fundamental knowledge

+ 2. Psychological support

+ 3. Community awareness

* 4. System accountability

+ 5. Community engagement

Cluster 1
Fundamental knowledge,

Lb}e:ﬂve

Donor-related Information

« #1 Objective Community Approach
- Community awareness

!

Cluster 4: -
System accountability

« #1 Objective Individual Approach
- Fundamental knowledge

“Cluster 2:
Psychosocial support

& Subject

2

25 25

o Fundamental 42 3 Community
nowleage Support awareness accouniabily  ® engagement

THE DISCONNECT:

UNDERSTANDING NEEDS
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COMMUNITY AWARENESS

mGranted permission Have not granted permission

No, have not had a personal experience 41.7

Yes, have had a personal experience 27.6
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FUNDAMENTAL KNOWLEDGE

)

“%Permission for Organ Donation
£ H
: - : N
% Permission for Organ Donation
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CHANGING THE
CONVERSATION:

PART 1




COMMUNITY AWARENESS

1in 8 women will get
breast cancer.
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MAKING THE CONNECTION - SOCIAL MEDIA?

Facebook status updates
New online registrations
_2000{ \ Sy | Baseline registrations

Updates/registrations (log scale)
8 &
8 8
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Cameron AM et al. AJT 2013; 13; 2058-2065
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ASTSn @ASN

American Society of Nephrology

Societyof
Critical Care Medicine

The Intensive Care Professionals

 Transplantation

Societ

American Society of Transplant Surgeons”

\c AMERICAN SOCIETY OF
I TRANSPLANTATION
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REMEMBER NEED TO RELATE

t

1in 8 women will get
breast cancer.
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TELLING THE STORY — DO WE CONNECT?

Recipient

Q5
P

Champion
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THE GREAT EQUALIZER

* No OPT-OUT
+ No choice

* No autonomy
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AUTONOMY CAN EXIST. . . ROLE FOR ORGAN DONATION

9/20/2021

DEFINE YOUR LEGACY. .. CONVERSATION CHANGED

Knowledge
+Action

= Power

Knowledge
+Action

Legacy

Donation

CHANGING THE
CONVERSATION:
PART 2

LEVERAGING LESSONS FROM LIVING DONATION PROGRAMS

Table 1. Summary of Materis! Covered in LN Sessians

KNOWLEDGE - WHERE HAVE WE GONE WRONG

No autonomy here.
How do we change the conversation?

46
LIVING DONOR NAVIGATOR PROGRAM. . . CLOSING THE GAP

O B

= Permission
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INDIVIDUAL AND COMMUNITY APPROACHES NEEDED

MUST BE TARGETED TO SPECIFIC COMMUNITIES

Probability of Self-Advocacy Increases with Higher Social
Vulnerability

Adjusted Hazard Rat -value
(95% ClI)

LDN Self-Advocates vs. LDN Patients 0.73 (0.37 — 1.44) 0.37
with Advocate

LDN Self-Advocates vs. Standard of 2.48 (1.26 — 4.90) 0.009

LDN Patients with Advocate vs. 3.39 (2.20 - 5.24) <0.0001
Standard of Care

Predicted Probability of Self-Advocacy

+ Educational programming is critical - FUNDAMENTAL KNOWLEDGE 00 02 04 06 06 10 —
- Enhanced by going beyond the individual - COMMUNITY AWARENESS Overal Vi Percentle

Model adjusted for recipient Age and gender

Kale / Locke Ciin Trans 2020, in submission. Carr ol Locke CUASN 220, i sl
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AINABILITY...

ENSURING TRANSPARENCY
& EQUITY

ACCURATE MEASURE OF END-STAGE DISEASE IS CRITICAL

QOverlapping disease prevalence
underscores the need to consider
disease burden in organ supply
and allocation

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

' =i
Understanding disease burden is
essential for ensuring equitable

transplant access and prevention
of future comorbidity

« 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

fecs Lo JE ceor
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IMPACTS ORGAN SUPPLY — DECEASED DONOR IMPACTS ORGAN SUPPLY - LIVING DONOR

+ Median rates of live donor kidney transplantation

Rt ot iing Donstion ,
s ot ™ _ by UNOS Rogion vary from 19% to 48% across the United Network
B wno P B wwa P wwa P B wwo P emwa ’ for Organ Sharing regions with the southeast
Gutsme 0 zu-«m 002 01 2410267 0% 2% 626072 01 081 40002y 081 1% -1204% 02 having the lowest rates of living donation
" ESRDoer 100000 o7 -0%5%-053 001 065 090040 <001
Detetes 404 3901 02 26 81092 041
ey sonl e 6 3MLIB 0B . . . . .
oot et S1% 46p1® 0@ o7 4w 08 « Poor socioeconomic status (higher SES index) is
moamem a major driver of lower living donor kidney
ST AT ot transplant rates:
« High prevalence of less than college education
00t ammam 0w [R—— + Lack of health insurance
008 2170211 098 SN . i i il
2% aunin s eiwser 0a Median household income (family of 4) less than $15,000
08 1260264 0.8 050 120220 04 per year
083 02wie 0009 075 01210138 002 + High prevalence of unemployment

+ Nointernet use in the last 30 days

0w
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002 -00310-0000 @01 001 001LOKGE 019

« Low resourced areas are located predominantly in
the southeastern United States
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TRANSPLANT CENTER ACCO
EWARDS OF THE LEGACY

IMPACTS ORGAN DEMAN
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INTRODUCES OPO ACCOUNTABILITY
(clo]o] EWARDS OF THE LEGACY OPO ACCO ABILITY
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CONTINUING THE CONVERSATION

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

HONORS THE DECISION TO DEFINE ONE’S LEGACY

POTENTIAL TO SUSTAIN INCREASES IN DONATION

 Centers to be held accountable for serving their population
« Allocation algorithms to ensure available organs are supplied to areas
with greatest need

9/20/2021

TAKE HOME MESSAGE

+ Organ donation can save lives

« Relate and connect to the need for organ donation

« Transparency and equity in transplantation
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DEFINE YOUR LEGACY
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THANK YOU

- sshei .
ssheikh@uabmc.edu _
§ Y

THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM
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