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The HCT/CT Patient Journey: Is not the same for all
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• Presentation

• Diagnosis

• Referral

• Clinical trials

• Treatments

• Complications

• Transition care

• Survivorship

• End-of-life

Patient Provider Pharma Center Provider

Care-

giver
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Place

Social 

Roles

HCT/CT remains out-of-reach for many



Entanglement of factors impeding access to HCT/CT
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ASTCT-NMDP ACCESS Initiative

PURPOSE:

– To reduce barriers to hematopoietic cell therapy and transplantation 

through implementation of changes in practice and policy by active, 

sustained engagement of the cell therapy ecosystem 

VISION:

– To advance, measure and sustain progress toward universal access 

in the initial focus areas of awareness, poverty and racial inequality
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ACCESS Initiative: Vice Chairs → 2025 Chairs
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ACCESS Initiative: 2025 ASTCT Group Chair

ASTCT 
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ASTCT-NMDP ACCESS Initiative
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Awareness Poverty Racial Inequity

• Physician Education

• Caregiver 

Reimagined

• Medicaid Scan

• Social drivers of health 

(SDOH) pre-HCT/CT

• Health in Equity 

Toolkit

Junior Faculty and Trainee Immersion Program 

• Physician 

Advocacy

• Workforce 

Diversity

• Education

• Community 
Engagement

• Research

• Systems Change

Health Equity Pillars



ASTCT-NMDP ACCESS Initiative Impact

Eligible Patients in Need

HCT/CT
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ASTCT-NMDP ACCESS Initiative
• The first 3 years: Foundational 

• The next 3 years: Intentional

• Project portfolio assessment

   -- What is the impact of the project?

   -- How can project impact be measured?

   -- What tactics are needed to achieve project goals?

   -- What resources are needed to achieve results? 

• Thou need not continue every project…

   -- Remove underperforming/supported projects

• Be flexible to pivot as the need arises 

• Encourage engagement, but expect results
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Agenda

• Agenda by themes, highlighting current efforts and (new) collaborations

• Setting the foundation for the next 3 years: Impactful projects and milestones

• Day 1: 

-- Policy, diversity & health equity

-- Patient participation & community engagement

-- Committee Break-outs: Review portfolio/develop projects and impact metrics 

• Day 2:

-- Data drives health equity

-- New collaborations & projects

-- Committee Report-outs: Forward-moving projects and impact metrics

• Advocacy Training & Hill Day
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Thank you to our Non-profit Partners!
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Thank you, Industry Partners!
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Advocate Supporters

Ally Supporters



Thank you, all!
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ASTCT-NMDP ACCESS Initiative
New Collaborations and Projects:
Access issues relevant to aging 

population

Sarah Wall

The Ohio State University Comprehensive Cancer Center

ACCESS Initiative Summer Workshop, Washington D.C.

Tuesday, July 23, 2024
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Increasing utilization of allogeneic transplant in older adults
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2011 Proportions:
▪ 65+ years: 12%
▪ 40-64 years: 55%
▪ 18-39 years: 22%
▪ < 18 years: 11%

2021 Proportions:
▪ 65+ years: 29%
▪ 40-64 years: 46%
▪ 18-39 years: 17%
▪ < 18 years: 8%

Increasing representation in research reported at ASH and ASTCT meetings . . . 



• Prospective study of adults ≥ 60 years
• Heme malignancy diagnosis
• Limited geriatric assessment within 21 days of start of conditioning

• 1105 patients included in analysis and model development
• Median age 67, 32% ≥ 70 years
• AML (45%), MDS (30%)
• Vulnerabilities

• Slow walk speed 22%; IADL limitation 37%; cognitive impairment 12%

• One-year non-relapse mortality = 14.4%

• One-year overall survival = 72%

17

Impact of recipient age
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• Model of non-relapse mortality
• Albumin, c-reactive protein, HCT comorbidity index, weight loss independently 

associated with NRM in multivariable model

18

Impact of recipient age
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• Dataset capturing >99% of newly diagnosed AML 
• Utilizing data from California Cancer Registry and Patient Discharge Data

• 7925 total patients
•  AYA (15-39) 15%, adults (40-64) 41%, older adults (65-79) 43%

• Majority adults non-Hispanic white, AYA 41% Hispanic

• Most older adults on Medicare

• Low SES in 25% of AYA, 15% of adults

• Approx 25% in each cohort lived > 50 miles from transplant center 19

Impact of recipient age
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Impact of recipient age

Multivariable Analysis:
• Low SES, distance, higher co-morbidity associated 

with lower utilization in younger cohorts
• In Older Adults, increasing age, unmarried, and Asian 

ethnicity associated with lower utilization of allo

“Although utilization among older adult patients increased 
from 2% to 13% at 2 years post AML diagnosis, the absolute 

magnitude of change was lowest in this age group and 
remains far lower than AYA and adult patients.”
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ASTCT SIG for Aging

• Early adopters of transplant for septua- and octogenarians!

• Expertise in evaluation and management of older adult transplant 
candidates

• SIG members at geographically diverse transplant centers
• Informal network of physician-to-physician consultants for older adult 

transplant candidates

• Provide expert consultation with geriatric assessment
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Existing work from SIG for Aging

• Charter recognized in 2020

• Spotlight/Education Sessions at Tandem Meetings 2020-2023

• Invited Concurrent Session on Accelerated Aging (2023)
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Defining the “Transplant Ecosystem”

Wall SA, Olin R, Bhatt V, et al. Transplant Cell Ther. 2023;S2666-6367(23)01258-7. 
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24

Next Steps with Transplant Ecosystem Framework

Link to 
Ecosystem

 Paper
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Increasing access to transplant consult for older adults

• Barriers
• Lack of referral (age bias)

• Distance from center (healthcare access and quality)

• Financial – cost of travel, time off work (economic stability)

• Key Stakeholders
• Patients

• Caregivers

• Primary oncologists

• Transplant centers

• Can barriers be overcome by use of telehealth consultation and does this 
meet the needs of stakeholders?
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Telehealth utilization by patients

• 2022 Health Information National Trends Survey
• 57% of US adults offered telehealth, 80% used it

• Primary barriers privacy concern and tech difficulty (15-20%)

• Less likely to offer telehealth to older adults (>50), rural-micropolitan areas, and 
Midwestern and Westerners compared to Northeast

• More likely to offer if college-educated, and broadband available

• No difference in utilization based on any studied factors

Senft Everson N, Jensen RE, Vanderpool RC. Telemed J E Health. 2024 Jun 27.
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Framework for Integrating Telehealth Equitably

Equal Outcomes for All
Rendle KA et al. J Natl Cancer Inst Monogr. 2024 Jun 
26;2024(64):92-99.



Applications of FITE Model

• Cancer-specific Telehealth Research Centers of Excellence (TRACE) 
• MATCHES Research Center

• Making Telehealth Delivery of Cancer Care at Home Effective and Safe

• Memorial Sloan Kettering Cancer Center

• STELLAR Research Center 
• Scalable Telehealth Cancer Care 

• Northwestern University

• THRIVE Research Center 
• Telehealth Research and Innovation for Veterans with Cancer 

• NYU & Duke with Veterans Health Administration

• Penn TRACE
• University of Pennsylvania Telehealth Research Center of Excellence
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Applications of FITE Model

• Themes from the 4 TRACE centers
• Provision of internet-enabled devices

• Use of interpreters or translated digital information

• Patient-care navigation/Access to “warm technical support”
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SIG-supported FITE model for older adult transplant candidates

• Consultative visit to assess 
transplant candidacy

• Inclusion of geriatric assessment → 
• Incorporate remote measure of 

physical function

• CHARM labs (albumin, CRP)

• Access, Skills, and Empowerment
• Supply devices as needed

• “Warm technical support”

• Self-referral option

Equal Outcomes for All

Table 1. Structure of Virtual and In-person CARE Clinic
Domain Responsible 

Provider & Time

Virtual CARE Clinic In-person CARE Clinic

Co-morbidities Physician

10 minutes

+ 5 minutes 

summary at visit 

conclusion

-CARG Chemotoxicity Calculator

-Common geriatric syndromes 

(bowel or bladder symptoms, 

insomnia, decubitis ulcers)

-Likert scale depression and 

anxiety

-Alcohol and substance use

Same as virtual CARE clinic 

PLUS

-Audiometry (performed by 

audiologist)

Cognition Nurse

5 minutes

BOMC MOCA

Pharmacy Pharmacist

10 minutes

Medication reconciliation, 

education, and 

recommendations

Medication reconciliation, 

education, and 

recommendations

Nutrition Dietician

10 minutes

-MNA (with recent BMI if 

possible)

-MNA

-Diet recall

-AND/ASPEN Malnutrition

Physical 

Function

Physical 

Therapist

10 minutes*

-Falls history

-SF-36 PFS

-Follow-up with PT as needed

-TUG, SPPB, 5x sit to stand

-Falls history

-SF-36 PFS

Social Support Nurse case 

manager

10 minutes*

-Needs assessment (home 

safety, financial toxicity, 

caregiver support)

-Advanced directives review

-IADL/ADL

-COVID-19 impact on access to 

food, medications, healthcare

-Needs assessment

-Advanced directives review

-IADL/ADL

* Providers may jointly interview patient due to time constraints



Physician-to-Physician telemedical consultation

• Qualitative study of gynecologists, gynecologic oncologists, and medical 
oncologists 

Equal Outcomes for AllWagi C et al. Gynecol Oncol Rep. 2024 Mar 13;52:101363.



SIG-supported physician-to-physician telemedical consult 
for transplant candidates

• Development in the context of (funded) research 
• Potentially by-pass financial constraints and accountability concerns (for now)

• Use of study-specific documents to address information-sharing and EHR 
concerns 

• Provides groundwork to support policy change
• Get paid and/or recognized for the work we already do

• Drive need for EHR systems that can communicate with each other
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Opportunities and Next Steps

• Potential Collaborators
• ASTCT SIG for Aging

• NMDP & ASTCT ACCESS Initiative

• TRACE Working Group

• Community Oncology Alliance

• Digital health companies

• Identification of funding mechanisms

• Protocol development
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ASTCT-NMDP ACCESS Initiative
Reimagining Caregiving Together: Engagement to 

Address Caregiver Requirement Barriers

Anna DeSalvo1,2, Ben Tweeten1, Jaime Preussler1,2

1NMDP, 2CIBMTR

ASTCT-NMDP ACCESS Initiative Meeting, Washington DC

July 23, 2024

Equal Outcomes for All



Case Study



Background

• Requirements can vary across transplant centers1-7

• There are no written guidelines recommending against hematopoietic 
cell transplantation for patients with poor social support8

• Paucity of evidence examining social support with HCT survival9

• Access barrier

• Married patients were more likely to receive an alloHCT in a study of patients 
with AML in Virginia10

• 69% of clinicians noted that they would not proceed with alloHCT if a patient 

did not have a caregiver11



Engagement strategy to address 
caregiver requirement barriers
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Workshop 1 Agenda
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Workshop 1 Agenda (Day 1)
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Time Topic / Agenda

8am Breakfast

9:15

30 mins

Welcome, purpose, agenda overview

• What to expect

• Introductions

9:45

45-60 

mins

Part 1:  Background on caregiver 

requirement

• Highlights from prep work

10:45 Break

11am

60 mins

Part 2: Patient & caregiver perspective

• Panel to share lived experiences
• Opportunity for questions

Noon

60 mins

Group lunch

• Socializing, relationship building



Workshop 1 Agenda (Day 1)

Time Topic / Agenda
1:00

70 mins

Vision for the future

• Identify elements of a vision for safe post-transplant care

• Question: What do we want to see in place in the future (e.g. 3-5 years) as 

a result of our actions?
2:10 Break
2:20

70 mins

Clarifying current reality
• Identify blockers and barriers to realizing our vision
• Question: What is blocking us from moving toward our vision?

3:30

30 mins

Wrap-up & debrief
• What stands out, what surprised you, where do feel optimism, what feels 

challenging?

• What might be the impact of this work / these ideas and our conversations 
today?
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Workshop 1 Agenda (Day 2)
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Time Topic / Agenda
8am Breakfast, hotel check-out
9:15

30 mins

Opening discussion to review blockers and barriers

• What do you notice about the blockers/barriers?

• What do we need to keep in mind?

• How should we prioritize them? Which would have the biggest impact?

9:45

50 mins

Next steps – telling the story of the vision of the future for safe post-transplant care

• Part 1:  Our vision for next steps

• Part 2:  Large group discussions

• Part 3:  Small group activity



Workshop 1 Agenda (Day 2)
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Time Topic / Agenda
10:35

20 mins

Break + Gallery Walk to review flipcharts

• Add Post-it notes to capture additional ideas and note where / with whom 

attendees are willing to engage or have relationships
10:55

40 mins

Communications & Action Planning

• Large group discussion

• What can we do next?

• Worksheet to collect notes / ideas from participants

11:35

10 mins

Large group:  Appreciations

• What did you learn from this workshop? What’s one new perspective or idea you 

are leaving with?

• What perspectives did you appreciate hearing during this workshop?
11:45 Survey + Lunch
Afternoon Departures



Questions and Feedback
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ASTCT-NMDP ACCESS Initiative

Junior Faculty Immersion Program &  
Workforce Diversity Project

Anu Hall, MD, MS

Seattle Children’s Hospital, University of Washington

2024 Summer Workshop

July 23, 2024
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Sustainable improvements require early education and involvement of 
trainees/junior faculty

Diverse healthcare workforce can improve patient access and care

Early exposure to cellular therapy → increased interest in pursuing a career 
in cellular therapy
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Junior Faculty Immersion Program

• Goals:
• Provide career development and mentorship 

opportunities for trainees and junior faculty

• Promote diversity within BMT/CT

• Equip members with education and tools 
necessary to engage in health services 
research and advocacy efforts

• How do we achieve this?
• Mentorship from committee chairs

• Project development

• Regular meetings to include didactics 
(advocacy, workforce diversity, etc) and project 
updates from members
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Junior Faculty Immersion Program- Co-Chairs
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Anu Hall

Assistant Professor

Seattle Children’s 
Hospital/University of Washington

Alexandra Gomez

Assistant Professor

Weill Cornell Medicine/New 
York Presbyterian Hospital



Junior Faculty Immersion Program

• Six members
• Awareness

• Poverty

• Racial and Ethnic Inequities

• Medical students, residents, fellows, advanced 
HCT/CT fellows, or junior faculty within 2 years of 
starting their instructor or assistant professor 
position

• Appointed for two years (2024-2026)

• Mentors: co-chairs of each committee
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JFIP Timeline
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ACCESS meeting,  
August 2023

Recruitment of 
inaugural cohort

Tandem Meeting, 
February 2024

JFIP Meetings 
(committee chairs, 

project brainstorming 
and development)



JFIP- Awareness
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Nima Ghalehsari

BMT Fellow

Stanford University

Manu Pandey

Assistant Professor

Univ of Oklahoma 
Health Sciences Center



JFIP- Poverty
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Rahul Shah

Heme/Onc Fellow 
(1st year!)

MD Anderson 

Manuel Espinoza-Gutarra

Assistant Professor

University of Alabama at 
Birmingham



JFIP- Racial and Ethnic Inequities
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Kristie Ramos

Pediatric Heme/Onc 
Fellow

Cincinnati Children’s

Maria Pereda 
Ginocchio

Assistant Professor

Colorado Children’s



What has JFIP been up to?

• Meetings with committee co-chairs
• Awareness 

• Racial and Ethnic Inequities

• Poverty

• Education on advocacy
• Plan for physician advocacy paper

• Physician exchanges

• Fellow education event

• Workforce diversity survey and paper
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Fellow Education Event

Equal Outcomes for All

• Goal: Educate and raise awareness among hem/onc fellows at community 
hospitals and clinics about evidence-based practices to address barriers to 
access transplant and enhance access to care 

• First Event: June 10th, 2024 Kings County Hospital, Brooklyn, NY
• Dr. Nima Ghalehsari and Emily LaMonica met with fellows for a lunch and learn 

session



Fellow Education Event
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• Topics discussed:

• Early HLA typing for patients with AML, MDS and other transplantable 
diseases 

• early donor identification and referral for HCT consultation

• Streamline the referral process to establish care with HCT group

• NMDP Resources: 

• HLA Today: Free typing for patients who do not have access 

• Patient education, services and grants

• Provider education, free CE/CME

• Clinical Trials Search and Support services 



Fellow Education Event
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Next Steps:

• Date TBD: 

• Meeting with fellows at Maimonides Hospital, Brooklyn, NY

• Create roadmap w/ other JFIP members/interested physicians within the 
ACCESS Initiative across the US to expand awareness 



Workforce Diversity
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• Lack of workforce diversity negatively affects 
patient outcomes

• Access to care

• Communication with physicians

• Adherence

• Patient perceptions of the care they receive

• Patient-provider concordance can positively 
affect health outcomes 



Representation Matters

Equal Outcomes for All

• Diverse workforce attracts diverse 
trainees

• Can improve mentorship experience

• Minority ‘tax’

• Feeling a lack of inclusion → poor 
retention

Dinh, JV. J Grad Med Educ, 2019.
Rodriguez, JE. BMC Med Ed, 2015.



Workforce Diversity in Cancer Care
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• Lack of diversity in cancer center 
leadership

• Black and Hispanic physicians 
underrepresented

• Especially so in leadership roles

• 37% of cancer centers: no Black or 
Hispanic member on leadership team

• Diverse cities not necessarily likely to 
have more diverse leaders

Morgan A, et al. JAMA Netw Open, 2021.



Workforce Diversity in Cancer Care
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• ASCO Diversity in Oncology Initiative
• Longitudinal pathway for increasing workforce 

diversity

• ASCO leadership diversity

• Integrate diversity focus across ASCO

• Annual ‘State of the Oncology Workforce 
in America’ snapshot

ASCO 2021 Snapshot



Workforce Diversity in Cancer Care
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ASCO 2021 Snapshot



Workforce Diversity in Cancer Care

Equal Outcomes for All
ASCO 2022 Snapshot



Workforce Diversity in Cellular Therapy
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• Very sparse data within cellular therapy

• Ananth et al: data from FACT website

• 70% male

• M > F in leadership roles, professors

• Hispanics (5%) and Blacks (2%) underrepresented

Ananth S, et al. 2022 Tandem Meetings, poster #418.



Workforce Diversity Survey via ASTCT

• 15-18 question survey distributed through ASTCT listserv

• Includes questions related to:
• Age

• Race and ethnicity

• Gender identity and pronouns

• International medical graduates

• Self-identified inclusion in other diverse communities

• Survey currently awaiting review by ASTCT Executive Committee prior to 
distribution

Equal Outcomes for All



Thank you!
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ASTCT-NMDP ACCESS Initiative
Health Equity in Practice Update

Delilah Robb, MPH

Program Manager

NMDP

Access Meeting/ Washington, D.C.

July 23, 2024
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Health Equity in Practice (HEiP) Goals

Equal Outcomes for All

Increase transplant centers access to data and educational 
resources to build capacity to implement a data-driven health 
improvement project

Improve access to transplant for all patients and increase the 
proportion of racially and ethnically diverse patients transplanted



HEiP Overview

• Support transplant centers in 

identifying, addressing disparities, 

and promoting health equity

• Provide a toolkit and health equity 

data to implement a health 

improvement project

• 6-month pilot with 5 transplant 

centers from different regions of 

the U.S. 
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HEiP Scope
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Onboarding Meetings 

1. How to use the toolkit & health 
equity market analysis

2. Health equity systems & 
services assessment

3. Health improvement project 
implementation

On-going support

Technical assistance

Check-ins

Evaluation 

Pre- and post-pilot



HEiP Pilot Progress as of July 15, 2024

Equal Outcomes for All

Transplant 
Center

U.S. 
Region

HCT 
Volume

Introduction 
Meeting

Pre-pilot 
evaluation

Onboarding 
Meeting 1 

Onboarding 
Meeting  2

Onboarding 
Meeting 3

Implementation Post-pilot 
evaluation

University of 
Utah

Southwest Low
X X X X X

University of 
Wisconsin

Central Low

X X X X

Emory Southeast Medium

X X X

MD Anderson South High

X X X

University of 
Pennsylvania 

Northeast Medium

X

CIBMTR reported allo transplant volume per year: Low ≤ 50, medium= 
51–150 or high > 150
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HEiP 2023 – 2025 Timeline

2023

RESEARCH AND 
DEVELOPMENT

Create project materials, 
implementation and evaluation 
plan

IMPLEMENTATION

Pilot HEiP with 5 transplant centers

Provide implementation support

APR. 2024 – MAR. 2025

UPDATE
Modify HEiP materials based on 
pilot evaluation

JUN. 2025

MAR. – JUL. 2025

DISSEMINATION 

Present individual and group findings 
back to pilot transplant centers

Partner with HEiP pilot sites to 
disseminate findings at appropriate 
conferences

Scale-Up
Explore options to scale-up and 
operationalize

Identify transplant centers for next 
phase

Begin implementation

AUG. – DEC. 2025 

APR. 2025

EVALUATION 

Evaluate outcomes, impact and 
implementation



Thank you!

Questions

email: drobb@nmdp.org
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nmdp.org

DEI and Workforce Development 

ASTCT-NMDP 
ACCESS Initiative

Elias Lemon, VP – Diversity, Equity and Inclusion | NMDP
ACCESS Summer Workshop | 7/23/24



.

A Brief Overview of DEI 

nmdp.org 75



.

DEI Definitions

nmdp.org 76

Diversity All of the elements that make an individual unique, such as ethnicity, gender, 
sexual orientation, abilities, age and veteran status and other protected 
classes. 

Equity When everyone in the workplace has the specific support, they need to 
succeed and grow. 

Inclusion Individual involvement and empowerment, where the inherent worth and 
dignity of all people are recognized.  An inclusive NMDP promotes and 
sustains a sense of belonging
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Why DEI Matters?
• Helps attract and retain talent.

• Builds trust with the members and communities we serve.

• Fosters an inclusive, high-performance culture.

• Strengthens business performance.

nmdp.org 78

Source: SHRM Research Spotlight on Millennial Employees’ Job Satisfaction and Engagement

Increasingly Changing Workplace

• 47% of millennials consider diversity and inclusion of the workplace in their job search (SHRM)

• Diverse management teams enjoy significantly higher earnings and returns on equity (McKinsey)

• Minnesota has seen a 29% growth in its population of color, 9th highest among states (US Census)



.

2019: Increased intentional focus
Took a broader view – Diversity vs. Diversity, Equity, Inclusion

• Diversity expresses our commitment to building a diverse workforce that reflects the diversity within the communities we serve

• Equity expresses our commitment to promoting fairness and equality of opportunity for all employees

• Inclusion expresses our commitment to creating a culture of belonging that recognizes and celebrates the contributions of 
everyone

nmdp.org 79
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DEI at NMDP
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2020:  Floyd Effect Change at NMDP
Established diversity as a leadership priority

• Promoted HR leader to VP of DEI and brought on a DEI Director 

• Equity Metric (Erica Jensen) 

• Amy Ronneberg signed the CEO DEI pledge:

• National movement sponsored by CEO Act!on for Diversity and Inclusion--the largest CEO-driven business commitment to advance diversity 
and inclusion within the workplace

• Other Minnesota signers include CEOs from Blue Cross, HealthPartners, UnitedHealth Group, Best Buy, Target, Ecolab, General Mills, Cargill, 
Children’s, Mortenson, Ryan Company and US Bank

• Consulted with a DEI Industry personality (Rainbow Disruption) 
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Mission
Leverage the power of our differences to 
amplify our culture and fuel the innovation 
needed to save lives through cell therapy

Vision
Unleash human potential by creating and 
enabling equitable playing fields for our 
patients, donors, and employees 

Current State DEI 
Mission & Vision
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State of NMDP DEI
Strengths

• EEOC Compliance: Doing well with gender and minority representation across job levels

• Overall Diversity: Rates have been trending upward (2019-2024)

• Minority Promotions: Promotion rates closely align with the percentage of total headcount for each ethnicity group

• Applicants: Applicant pool is ethnically diverse

Opportunities

• Ethnically Diverse: Applicant pool is more diverse than the candidates being hired

• Job Level-Gender: Women are 74% of our workforce; however sr. manager, director & executive levels have lower percentages 

• Job Level-Minority: Manager, directors & executive levels are 9x% white

• Turnover: No confirmed data 
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DEI Strategic Priorities
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Leadership Engagement

Inclusive Culture

Employee Engagement (ERGs)

Supplier Diversity

Learning & Development

Talent Acquisition

Performance Accountability

Communication



HR Systems & Compliance

• Upgraded systems, reporting and analytics capabilities

• Labor and employment law risk management and mitigation

• Self service system with a white glove employee experience

Workforce Planning

• Right people. right place. right time. within budget.

• Emerging businesses structured and profitable

• Organizational alignment with 5-year plan

Leadership & Employee Development

• Strengths and Lencioni based  development programs

• NMDP Leader Academy

• DEI programs

• Talent reviews, career development, IDPs and succession 
planning

Employee Engagement & Experience

• Culture management: DEI, change, decision-making, hire to retire 
milestones, recognition, communications

• Best job ever employee value proposition

• Total rewards and performance management

• Health and wellness strategies

Human Resources Focus Areas
Elevate our best workplace culture with the best workforce that enables us to achieve our 
organizational 5-year strategy
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• DEI Engagement is ahead of pace vs FY23

• We are 13 employee engagement points away with 
almost another quarter remaining

• We are anticipating over 300 engagements w/IDI 
and a significant number of engagement points 
w/DEIC, ERG and remaining August and September 
events. 

DEI Engagement

311

298

317

305

FY23 DEI Avg FY24 DEI Avg FY23 Overall DEI
Avg

FY24 Overall DEI
Avg

285

290

295

300

305

310

315

320

Engagement/Learning & Development
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Career Growth & Development 83.74% 95.00% 78.95% 83.24% 75.00% 80.95% 88.10% 82.50% 84.47% 85.37% 81.58% 83.77% 84.87%

Communication & Resources 78.77% 100.00% 63.16% 80.68% 79.17% 82.14% 80.95% 70.00% 85.92% 86.59% 73.68% 75.32% 73.74%

Diversity & Inclusion 80.70% 100.00% 72.37% 81.68% 87.50% 78.57% 79.76% 70.00% 85.92% 89.02% 76.64% 76.95% 78.57%

Engagement Outcomes 90.73% 98.89% 87.72% 90.72% 90.74% 88.36% 88.89% 85.00% 90.18% 93.22% 90.06% 91.92% 91.50%

Future Outlook 86.36% 100.00% 78.95% 87.36% 95.83% 90.48% 83.33% 78.75% 88.11% 87.80% 89.47% 82.47% 84.03%

Individual Needs 79.78% 91.67% 71.93% 77.37% 80.56% 84.92% 81.75% 80.83% 84.63% 86.18% 77.85% 77.92% 78.15%

Manager Effectiveness 82.95% 97.50% 67.11% 85.94% 83.33% 79.76% 80.95% 75.00% 80.34% 87.20% 87.83% 80.19% 81.51%

Team Dynamics 89.31% 100.00% 77.19% 88.26% 77.78% 93.65% 92.06% 81.67% 89.64% 93.50% 87.72% 92.21% 89.92%

Trust in Leadership 86.45% 100.00% 91.23% 90.15% 100.00% 87.30% 88.89% 76.67% 86.41% 90.24% 86.40% 80.52% 82.07%
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ASTCT-NMDP ACCESS Initiative
Sensitivity to the Patient Perspective

Jackie Foster, MPH, RN, OCN

Senior Manager, Patient Services, NMDP

Washington, D.C.

July 23rd, 2024

Equal Outcomes for All



Recap From 2023 Access Initiative
Top Learnings from Leading Patient and Caregiver Groups

Equal Outcomes for All

Clear purpose 
for participation 
should be 
communicated 
and understood

1

Expectations of 
logistics, time 
commitment 
should be 
clearly 
communicated 
before joining 
group

2

Patients and 
caregivers must 
feel comfortable 
and empowered 
to speak up

3

Consider gaps 
in clinical 
knowledge or 
internal work 

4

Proactively 
evaluate 
effectiveness 
and satisfaction

5



Sensitivity to the Patient Perspective

• Requesting patient feedback

• Taking in patient feedback

• Closing the loop

• NMDP Voice of the Community

Cayden
Chris



Gathering Feedback

Expectation Reality

Equal Outcomes for All



Gathering Feedback

Expectation Reality

Equal Outcomes for All



Gathering Feedback

Expectation Reality

Equal Outcomes for All



Requesting Patient Feedback

1. Clarity in your purpose 
• Insight into what is unclear, 

confusing, or hard

• Highest priority information or 
problems for patients and caregivers

• Top questions or concerns for 
patients and caregivers

• Lived experience perspective on new 
initiatives to enhance the impact 

Equal Outcomes for All

Armstrong, 2017; Klingmann, 2018 



Requesting Patient Feedback

2. Appropriate scope 

✓Patient-friendly
✓Plain language
✓Accessible design
✓Useful content
✓Accurate and current

 

Equal Outcomes for All

Lived 
Experience

Clinical 
Expertise

Health 
Education 
Expertise



Requesting Patient Feedback

3. Assure anonymity 

✓Encourages honesty

✓Acknowledges power 
imbalance

✓Demonstrates respect



Requesting Patient Feedback

Ask  

• What’s confusing or unclear 
about this?

• What were the most important 
things for you to know before 
transplant?

• What do you think after hearing 
about this problem? What was 
your experience?

Not…

• How should we edit this?

• What is missing from transplant 
patient education?

• What do you think we should do 
about this problem?

Equal Outcomes for All

4. Open ended… with focus and alignment



Taking In Patient Feedback

✓Listen to understand – be curious, hold back your 

own conclusions, say ‘tell me more about that’

✓Check personal biases – about what can or can’t be 

done, about what you’ve heard from other patients, 

about what you think is right or feasible

✓Stay focused on the primary goal – Does the feedback 

answer your question? Or is it answering a different 

question? 

✓Consider who are you not hearing from – Very low 

literacy, high poverty, other language speakers, 

different cultures

Equal Outcomes for All

Etchegary, 2023; Vanderhout, 2022



Closing the Loop – Expressing Gratitude

Equal Outcomes for All

ALWAYS close the loop

1. What did you hear?

2. What will or have you done?
(Ensuring anonymity!)

3. Why it matters

4. Appreciation



NMDP Voice of the Community Volunteers

• Cohort of 53 volunteers (and growing!):
• 70% patients and 30% caregivers

• 23% leukemias/MDS, 11% lymphomas, 17% SCD, XX% other

• 34% non-Hispanic white, 66% racially ethnically diverse

• 32% 20-39 years old, 25% 40-59 years old, 43% 60+ years old

• 100% speak and read English

• One program manager, Certified Health Education Specialist 

• Cross functional task force focused on recruitment and engagement

• Average of 1 project per month via email

• Periodically interview opportunity with honoraria

Equal Outcomes for All



Diverse Lived Experiences = 
An Important Piece of the Puzzle

Equal Outcomes for All

Lived 
Experience

Clinical 
Expertise

Health 
Education 
Expertise
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TCT FULL 
CIRCLE

MEDICAL TECHNOLOGIST IN 
LIFESOUTH TCT LABORATORY

RETURNING TO LEAD CLINICAL CELL 
THERAPY LABORATORY

OVERCAME A RARE LEUKEMIA WITH A 
HSC TRANSPLANT

BIOMEDICAL ENGINEER MSC, TCT 
RESEARCHER, AND DOCTORAL 

STUDENT

Heather A Blackwell MSc, MLS(ASCP)cm



Panel Discussion

Equal Outcomes for All

Moderator: Tania Jain, MBBS

Panelists:

• Heather Blackwell, MSc, 
MLS, (ASCP)cm

• Jessie Sanders

• Karen DeMairo, MHSA

• Lauren Tokarewich, MLIS
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Agenda

• KP dataset overview

• Research question and proposal process

• Proof-of-concept project progress

Equal Outcomes for All



Ongoing Goals of KP Dataset Working Committee

Equal Outcomes for All

• Through partnerships with KP SRTR, investigate race and other social 
factors in barriers to access in HCT/CT.

Champion

Dr. Ron Potts, KP Medical 
Director, Quality for National 

Transplant Services & member 
of the ACCESS Initiative 

Poverty Committee

Interest

Seeking collaborations to study 
disparities and SDOH specific to 

access for HCT within KP



KP SRTR

Equal Outcomes for All

• Largest integrated healthcare system in the US

• KP serves 12.8 million members in 8 regions
1. Colorado

2. Hawaii

3. Mid-Atlantic States

4. Georgia

5. Washington

6. North West

7. Southern California

8. Northern California



Proposal & Funding Opportunities

Equal Outcomes for All

• Merge of patient-level SRTR and KP data to create a novel database to 
describe care continuum

• Blood & marrow, solid organ & mechanical circulatory support transplant data

• >900 unique attributes & data types including

KP SRTR KP Clinical data (linked)

Recipient referral date, results Recipient demographics

Recipient evaluation center, date, 

results

Recipient diagnosis, treatment 

history

Recipient transplant – type, 

conditioning, collection, stem cell 

amount, infusion

Recipient comorbidities and 

functional status

Disease status at transplant *Able to tell “denominator”



KP SRTR + Clinical data

Equal Outcomes for All

• We continue accepting proposals, and several protocols are currently under 
development



Project

Equal Outcomes for All

• Social Factors and Access to Hematopoietic Cell Transplantation and Cellular 
Therapy

• Research Questions
• How social factors influence referral vs. non-referral to transplant, and ultimate receipt vs. 

non-receipt of transplant?
• Allogeneic HCT for AML

• Autologous HCT or immune effector cell (IEC) therapies for PCN

• In patients where a transplant is indicated, at which step(s) of the referral and pre-
transplant process are social factors a barrier to proceeding with transplant?



Objectives

Equal Outcomes for All
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Obj. 1

Obj. 2

Obj. 3

O1: What % of whom are indicated are 

“referred” for HCT/CT? What social factors 

associated with “referral”?

O2: Compare sociodemographic factors 

those who were not referred vs. referred 

but did not make to referral visit vs. 

referred and had an eval visit

O3: Factors behind deferring HCT 

procedures after referral

Study period 2010-2022



Research Hypothesis

Equal Outcomes for All

• Social factors are associated with referral to allogeneic and autologous HCT 
in a large integrated healthcare system for patients with AML and PCN, 
respectively.

• Social factors are associated with receipt of allogeneic and autologous HCT 
for this patient population in a large integrated healthcare system.



KP BMT System and Potential Barriers in Access

Equal Outcomes for All

KP SRTR



Proof-of-Concept Projects

Equal Outcomes for All

• Working with KP Quality Improvement data analytics team

• Inclusion Criteria:
• Adult patients (>=18 yrs at diagnosis) with AML and MM

• Diagnosed in between 1/1/2020-12/31/2023

• In Southern California KP Region: almost all pts (>95%) will be referred to City of Hope 
for transplant

• Alive with KP membership for at least 3 months post-diagnosis

• Definition:   
• Referral Status: Any patient with a transplant episode  are in the 'Referred' category. 

Patients without a transplant episode (prior/current) are in the 'Non-Referred' category.      

• ICD 10 codes used:
• AML: C92.0, C92.3, C92.5, C92.6, C92.7, C92.8, C92.9, C93.0, C93.7, C93.9, C94.0, 

C94.2

• MM: C90.00, C90.01, C90.02



Proof-of-Concept Project

Equal Outcomes for All

AML MM

Total 627 1281

Non-referred 289 (48%) 1092 (57%)

Referred 312 (52%) 826 (43%)

Time from Diagnosis to 

Referral (Days, median 

[IQR])
149 [129] 181 [125]



Univariable Analyses 1

Equal Outcomes for All

Acute Myeloid Leukemia (AML) Multiple Myeloma (MM)
Referred Non-Referred Univariate Model Results Referred Non-Referred Univariate Model Results

N % N % OR LL UL p-value N % N % OR LL UL p-value
Age at Diagnosis (yrs)

Mean (SD) 56 (14) 69 (16) 63 (9) 74 (10)
Median [IQR] 60 [19] 74 [17] 65 [12] 75 [13]

18-29 16 55% 13 45% 21.10 7.46 59.66 <.0001 1 50% 1 50% 8.87 0.55 143.46 0.1243
30-44 45 74% 16 26% 47.59 18.75 120.83 <.0001 30 79% 8 21% 31.76 14.11 71.44 <.0001
45-54 58 77% 17 23% 57.70 23.14 143.85 <.0001 106 74% 37 26% 25.13 16.00 39.48 <.0001
55-64 90 72% 35 28% 44.00 19.09 101.43 <.0001 272 67% 133 33% 18.06 13.02 25.07 <.0001
65-74 96 55% 79 45% 20.95 9.45 46.46 <.0001 351 52% 325 48% 9.56 7.11 12.84 <.0001

75+ 7 5% 129 95% 1 66 10% 588 90% 1

Sex
Female 137 50% 135 50% 0.89 0.65 1.23 0.4918 350 44% 455 57% 1.03 0.86 1.24 0.7555

Male 175 53% 154 47% 1 476 43% 637 57% 1

Race
Asian/Pacific Islander 35 49% 37 51% 0.85 0.50 1.42 0.5250 83 43% 112 57% 1.00 0.73 1.38 0.9951

Black/African American 25 44% 32 56% 0.70 0.40 1.24 0.2237 149 36% 267 64% 0.75 0.59 0.97 0.0253
Hispanic/Latino 90 55% 74 45% 1.09 0.74 1.60 0.6798 267 51% 261 49% 1.38 1.10 1.73 0.0056

Other/Unknown
1

13 50% 13 50% 0.89 0.40 2.00 0.7827 24 35% 44 65% 0.74 0.44 1.24 0.2571
White 149 53% 133 47% 1 303 43% 408 57% 1

1 'Other' category includes Multiracial, Native Americans/Eskimos.



Univariable Analyses 2

Equal Outcomes for All

Acute Myeloid Leukemia (AML) Multiple Myeloma (MM)
Referred Non-Referred Univariate Model Results Referred Non-Referred Univariate Model Results
N % N % OR LL UL p-value N % N % OR LL UL p-value

Marital Status
Single/Never Married 70 61% 45 39% 1.324 0.864 2.029 0.197 110 39% 171 61% 0.669 0.513 0.872 0.003

Divorced/Separated 28 47% 31 55% 0.773 0.446 1.341 0.3598 64 36% 114 64% 0.585 0.422 0.81 0.0013
Widowed 11 24% 35 76% 0.277 0.137 0.559 0.0003 56 25% 166 75% 0.352 0.255 0.487 <.0001

Other/Unknown 4 33% 8 67% 0.452 0.135 1.512 0.1976 16 29% 39 71% 0.434 0.24 0.783 0.0056
Married/Domestic Partner 199 54% 170 46% 1 580 49% 602 52% 1

Employment Status
Full Time 157 96% 137 84% 1.24 0.70 2.21 0.463 231 72% 92 29% 1.52 1.03 2.24 0.0352

Part Time/Self Employed 26 31% 34 40% 1.73 0.74 4.06 0.2102 57 62% 35 38% 0.98 0.59 1.65 0.9502
Retired 144 93% 92 59% 0.22 0.13 0.37 <.0001 363 32% 762 68% 0.29 0.21 0.40 <.0001

Other/Unknown
2

488 63% 568 74% 0.34 0.16 0.69 0.0032 66 33% 137 68% 0.29 0.19 0.45 <.0001
Unemployed 25 68% 26 70% 1 109 62% 66 38% 1

Rural-Urban Commuting Area (RUCA)
Metropolitan 308 52% 286 48% 0.84 0.19 3.76 0.8165 822 43% 1,082 57% 1.77 0.56 5.58 0.3279

Non-metropolitan 4 57% 3 43% 1 4 29% 10 71% 1

Comorbidity Severity Index (Charlson)
Mild: 1-2 240 61% 151 39% 2.16 1.29 3.61 0.0033 521 52% 478 48% 2.19 1.75 2.75 <.0001

Moderate: 3-4 38 34% 73 66% 0.71 0.39 1.32 0.2784 123 38% 200 62% 1.24 0.92 1.66 0.1549
Severe: >=5 4 14% 24 86% 0.25 0.08 0.77 0.0158 22 19% 92 81% 0.49 0.30 0.81 0.0050

No Comorbidities/Unknown 30 42% 41 58% 1 160 33% 322 67% 1

2 'Other' category includes Student (part/full time).



Univariable Analyses 3

Equal Outcomes for All

Acute Myeloid Leukemia (AML) Multiple Myeloma (MM)
Referred Non-Referred Univariate Model Results Referred Non-Referred Univariate Model Results
N % N % OR LL UL p-value N % N % OR LL UL p-value

ECOG Performance Status
1-Restricted in Strenuous Activity 59 61% 38 39% 0.916 0.507 1.657 0.7725 110 49% 112 51% 0.77 0.528 1.123 0.1748
2-Restricted in Work Activity but 

Ambulatory, Capable of Self-Care
15 41% 22 59% 0.408 0.186 0.895 0.0252 45 41% 66 59% 0.537 0.337 0.854 0.0087

3-Capable of Limited Self-Care 7 37% 12 63% 0.356 0.128 0.99 0.0478 18 34% 35 66% 0.409 0.218 0.766 0.0052
4-Completely Disabled 3 27% 8 73% 0.244 0.062 0.96 0.0435 6 40% 9 60% 0.537 0.185 1.557 0.2523

Unknown 172 49% 176 51% 0.579 0.359 0.935 0.0254 527 40% 776 60% 0.533 0.398 0.713 <.0001
0-Fully Active 56 63% 33 37% 1 120 56% 94 44% 1

Disease Status
Not Achieved Remission 271 52% 251 48% 1.26 0.75 2.13 0.3836 796 43% 1,071 57% 0.85 0.40 1.80 0.6785

Relapse 12 75% 4 25% 3.25 0.96 10.96 0.0576 17 74% 6 26% 3.09 0.95 10.08 0.0613
Complete Remission 29 46% 34 54% 1 13 46% 15 54% 1

Insurance at Diagnosis 
Medicare 89 32% 191 68% 0.198 0.139 0.281 <.0001 370 30% 867 70% 0.206 0.168 0.253 <.0001

Medicaid/Special Programs 12 57% 9 43% 0.557 0.227 1.367 0.2014 25 60% 17 40% 0.704 0.372 1.332 0.2807
Commercial 211 70% 89 30% 1 431 67% 208 33% 1



Univariable Analyses 4

Equal Outcomes for All

Acute Myeloid Leukemia (AML) Multiple Myeloma (MM)
Referred Non-Referred Univariate Model Results Referred Non-Referred Univariate Model Results
N % N % OR LL UL p-value N % N % OR LL UL p-value

Primary Oncologist Location
BALDWIN PARK 20 53% 18 47% 38 37% 64 63%

DOWNEY 11 44% 14 56% 63 40% 94 60%
KERN COUNTY 10 56% 8 44% 17 36% 30 64%
LOS ANGELES 28 62% 17 38% 52 42% 71 58%

ORANGE COUNTY 35 54% 30 46% 107 48% 116 52%
OUT OF AREA 1 100%

PANORAMA CITY 42 59% 29 41% 67 45% 82 55%
RIVERSIDE 27 45% 33 55% 86 39% 132 61%

SAN BERNARDINO COUNTY 31 48% 34 52% 123 51% 118 49%
SAN DIEGO 53 52% 49 48% 107 44% 138 56%

SCR OOA 1 100% 1 100%
SOUTH BAY 18 56% 14 44% 55 39% 86 61%

WEST LOS ANGELES 12 41% 17 59% 59 36% 104 64%
WOODLAND HILLS 24 48% 26 52% 52 49% 55 51%

Median IQR Median IQR Median IQR Median IQR
Distance from Patient Residence to 

Center (Miles)
32.9 43.4 33 34.1 1.003 0.999 1.007 0.1918 30 25.8 28 25.4 1.000 0.999 1.001 0.8854

Neighborhood Deprivation Index (NDI) 0.048 1.214 0.002 1.326 0.901 0.749 1.083 0.2671 -0.051 1.157 0.094 1.214 0.857 0.770 0.954 0.0047



Next Steps

Equal Outcomes for All

• Proof of concept – additional analyses

• Funding source

• Full proposal

• Additional protocol development
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KP SRTR

Thank you! Questions?



ASTCT-NMDP ACCESS Initiative
Identifying clinical and sociodemographic factors associated 

with HCT/CT utilization using Optum database

Nandita Khera MD

Mayo Clinic AZ

ACCESS Workshop

7/23/24
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Disparities in utilization of auto and allo HCT

Hahn et al. JAMA Netw Open. In press

Optum provides a cohort of patients that can be followed longitudinally to 

determine who proceeds to HCT/CT



Objectives

Equal Outcomes for All

• Determine the proportion of patients with specific diseases who receive HCT/CT: allogeneic 

HCT (alloHCT) for acute leukemia; autoHCT for multiple myeloma and autoHCT and CAR-T 

therapy for Non-Hodgkin’s lymphoma

•  Compare characteristics of patients who receive HCT/CT to those who don’t, focusing on 

clinical and sociodemographic factors.



Methods

• Optum database will be queried to obtain the number and 
characteristics of patients with acute leukemia, multiple myeloma, 
and NHL from 2010 to 2022

•   continuous health plan coverage for at least 1 year before and after the date 
of diagnosis. 

• Proportion of patients receiving HCT/CT for each diagnosis will be 
calculated and clinical and sociodemographic characteristics will be 
compared for those receiving a CT vs no CT. 

• Either Optum’s “SES view” (which provides benefit design & SES data 
but no mortality data) or “National View” (which provides benefit 
design, SES data & mortality data) will be utilized



Preliminary numbers

  Within 12 months after diagnosis From Diagnosis to End of Coverage 

Type N of cases N (%) with HCT N (%) with CART N (%) with HCT N (%) with CART 

ALL 8132 832 (10.2) 16 (0.2) 1017 (12.5) 45 (0.6) 
AML 9195  1192 (13.0) 23 (0.3) 1411 (15.4) 49 (0.5) 
Follicular Lymphoma 23332  534 (2.3) 27 (0.1) 839 (3.6) 88 (0.4) 
Non-follicular Lymphoma 25736  740 (2.9) 109 (0.4) 1049 (4.1) 263 (1.0) 
Mature T/NK-cell lymphomas 6375  210 (3.3) * 279 (4.4) * 
Other specified types of T/NK-cell lymphoma 1281  73 (5.7) 0 (0.0) 88 (6.9) * 
Malignant immunoproliferative diseases and other B-cell 6544  156 (2.4) * 221 (3.4) 11 (0.2) 
Specified and unspecified non-Hodgkin lymphomas 36764  573 (1.6) 113 (0.3) 886 (2.4) 280 (0.8) 
Multiple Myeloma 23341  2095 (9.0) 26 (0.1) 2531 (10.8) 72 (0.3) 
Sickle Cell 9664  24 (0.3) 0 (0.0) 40 (0.4) * 
Other and unspecified malignant neoplasms of lymphoid 5389  168 (3.1) * 213 (3.9) 18 (0.3) 

      
*cell size less than 11 suppressed to protect patient confidentiality     

 



Cost and Limitations

• Cost: 15 to 20K

• Limitations
• Detailed clinical data will not be available

• Interval between diagnosis and HCT/CT may be quite variable and may need 
some set thresholds to identify our cohort ( will need some assumptions)
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• Acute myeloid leukemia (AML) predominantly affects older adults

• Patient fitness & risk classification used to guide treatment

– % adverse risk increases with age

– Intermediate and adverse risk should be evaluated for hematopoietic stem cell transplant 

(HCT)

Background

2022 European 

LeukemiaNet 

(ELN) AML Risk 

Classification
Adverse 31%

Adverse 52%

Intermediate 
30%

Intermediate 
24%

Favorable 
39%

Favorable 
25%

0%

20%

40%

60%

80%

100%

<60 years ≥60 years

Data from Herold et al. Leukemia (2020)
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Previous work

• Relied on payer-based studies
• Mau et al. (2022) found that 1-year alloHCT utilization for Medicare increased 

from 12% in 2010 to 20% in 2015

• Limited to smaller datasets
• Mock et al. (2021) found that alloHCT utilization for patients with AML in 

Virginia were associated with age, region, Social vulnerability Index, marital 
status, and payer   

28
Mau et al. 2022
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Multi-institutional Collaboration
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Data Sources

• This study uses a linked dataset: 

Keegan et al. Transplantation and Cellular Therapy (2022)
30



Linkage Goals

• Assess Completeness of outcomes data

• Obtain data not collected by CIBMTR

• Provide comparison groups



AML study aims
1.Examine trends in HCT utilization for three age groups; 

• AYA (15-39 years) 

• Adult (40-64 years) 

• Older adult (65-79 years)

2.Determine sociodemographic factors associated with HCT utilization by 

age group

32



Methods
• Cohort :

• Newly diagnosed with AML between 2001 and 2016

• Received induction therapy

• Excluded patients treated with autoHCT

•  Analysis

• 3 separate multivariable Fine-Gray regression models according to age

• Accounted for competing risk of death 

33
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Characteristics 

AYA

(n=1432)

Adult

(n=3678)

Older adult

(n=2815)

Age (years)

Median (SE); IQR 29 (0.19); 12 55 (0.11); 11 71 (0.08); 7

Race, n (%)  

Non-Hispanic 

White 535 (37.4) 2024 (55) 1874 (66.6)

Non-Hispanic 

Black 86 (6) 226 (6.1) 111 (3.9)

Hispanic 583 (40.7) 864 (23.5) 454 (16.1)

Asian 210 (14.7) 525 (14.3) 346 (12.3)

Unknown/Other 18 (1.3) 39 (1.1) 30 (1.1)

Baseline characteristics by Age Group
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Characteristics by Age Group – cont.

Characteristics 

AYA

(n=1432)

Adult

(n=3678)

Older adult

(n=2815)

Insurance category

Self-pay, not insured 41 (2.9) 94 (2.6) 24 (0.9)

Private 747 (52.2) 2406 (65.4) 779 (27.7)

Medicaid 482 (33.7) 724 (19.7) 119 (4.2)

Medicare 34 (2.4) 257 (7) 1804 (64.1)

Military 31 (2.2) 86 (2.3) 42 (1.5)

Indian/Public Health 

Services/County, NOS 57 (4) 33 (0.9) 11 (0.4)

Unknown 40 (2.8) 78 (2.1) 36 (1.3)

Distance to HCT (miles)

<50 1107 (77.3) 2852 (77.5) 2076 (73.7)

50-99 149 (10.4) 405 (11) 400 (14.2)

100+ 176 (12.3) 421 (11.4) 339 (12)

Median distance (SE); IQR 22.2 (1.28); 31.3 23.3 (0.8); 32.2 24.3 (1.0); 40



Cumulative incidence of HCT utilization among patients with AML in California, by 
diagnosis era, 2001-2016, accounting for the competing risk of death

36

AYA

Age 15-39

Older adult

Age 65-79

Adult

Age 40-64
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Decreased utilization Increased utilization

Characteristics: AYA
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Decreased utilization Increased utilization

Characteristics: Adult



39 39

Decreased utilization Increased utilization

Characteristics: Older adult



Limitations

• Lacking key information on initial diagnosis
─ Cytogenetic/molecular characteristics

─ Induction response

─ Referral to HCT

• Proxy data is used
─ Marital Status 

─ Census block group and ZIP code 

• State of California Only 

40



Conclusions

• HCT utilization among newly diagnosed AML patients in California increased 

in all age cohorts over time; 

─ 13% of older adults received HCT between 2011-2016

• Factors associated with HCT utilization differed by age group:

─ Marital status (adults & older adults)

─ SES and Insurance (AYA & adult patients)

─ Race (Asian and Black adults and Asian older adults)

─ Distance to the nearest transplant center (adults)

• Population-based linkages overcome limitations of payer-based studies

41



Next Steps

• Future research should focus on:

─Updating the linkage with newer data

─Patient diagnosis and physician referral patterns

─Caregiver and social support 

─Medical deserts

• Collaborations with stakeholders are necessary to further understand, 

diminish and eliminate barriers to HCT

42



Thank you

• Study team
• University of California Davis Comprehensive Cancer Center

• Stanford University

• National Cancer Institute, National Institutes of Health

• Center for International Blood and Marrow Transplant Research/NMDP

• Contact: Cmeyer@nmdp.org
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No active 
treatment/  

supportive care

Chemotherapy 
without donor 

search

Chemotherapy 
with donor search     

(search)

Allogeneic 
hematopoietic cell 

transplant 
(alloHCT)



NPI: National Provider Identifier



Methods

• Population:
• Age 65-75 diagnosed with AML between 2010 and 2017

• Enrolled in fee-for-service (Part A and B) Medicare for at least one year after diagnosis or 

until death

• Analysis:
• Hierarchical Logistic Regression Model

• Accounts for nesting within each hospital, with hospital as the random effect

• Patient, hospital, and physician characteristics as fixed effects



Characteristics (at diagnosis)
Characteristics HCT 

(n=487)
Chemotherapy with NMDP 

donor search (n=437)

Patient Age Group (years)

65-69 321 (65.9) 244 (55.8)

70-75 166 (34.1) 193 (44.2)

Chemotherapy Provision at Hospital

Not provided 133 (27.3) 143 (32.7)

Provided by staff 325 (66.7) 266 (60.9)

Provided under arrangement 29 (6.0) 28 (6.4)

Physician Specialty

Hematology-Oncology 281 (57.7) 262 (60.0)

All other 206 (42.3) 175 (40.0)



Results



Limitations

• Claims data are collected for billing; not for research

• NMDP donor search only

• Medicare fee-for-service only

• Patient socioeconomic factors identified at the ZIP code or county 

level, not the individual level



Conclusions

• Patient characteristics and hospital ownership were 

associated with receipt of alloHCT

• Donor availability may contribute to the decreased odds of alloHCT by 

race/ethnicity, but studies to increase HLA-mismatched unrelated alloHCT are 

helping to decrease this barrier

• Reasons patients don’t proceed to alloHCT are complex and 

multifactorial

• Linked datasets allow for robust research questions
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Center for Clinical and Social Research NMQF

Founded in 1998, National Minority Quality 
Forum (NMQF) is a United States-based, 
health care research, education and 
advocacy organization whose mission is to 
reduce patient risk and advance health 
equity by assuring optimal care for all. 

To achieve a just and fair American health 
system that ensures equitable access to 
optimal care.

VISION

2



NMQF Centers

Equal Outcomes for All



Population by Race and Ethnicity, Actual and projected, 
1960, 2011 and 2050
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The Emerging Consumer Demand for Equitable Healthcare

Equal Outcomes for All

N atio n a l M in o rity  Q u a lity  Fo ru m   |N a tio n a l M in o rity  Q u a lity  Fo ru m   |

The emerging consumer demand for 
equitable healthcare
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US Demographics vs. Clinical Trial Participation

Equal Outcomes for All

* Note: Of the 20,692 US-based trials represented, only 43% (8,898) reported any race/ethnicity data.

1. US Census, Quickfacts
2. E.B. Turner et al., “Race/Ethnicity Reporting and Representation in US Clinical Trials: A Cohort Study,” The Lancet Regional Health: Americas 8.100252 (2022).



NMQF Data Lake
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NMQF Data Lake (cont’d)

Equal Outcomes for All



NMQF Data Lake (cont’d)
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NMQF Data Analytics Approaches

Equal Outcomes for All



NMQF Indices
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Addition of Social Determinants of Health (SDOH) Data Library

Equal Outcomes for All

Data sourced from a multitude of federal and state data warehouses, including the US Census Bureau, 

CDC, FDA, etc.

The mapping  feature allows to  

visualize social conditions that 

drive health

The customized report generator allows 

to pinpoint the most important factors 

driving inequities in communities

The custom dashboards can be 
generated to better inform our 

initiatives and work on the ground



Diabetes Among 2019 Medicare FFS Beneficiaries Residing 
in the 49th US Congressional District in CA 
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Diabetes Among 2019 Medicare FFS Beneficiaries Residing 
in the 49th US Congressional District in CA
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Alzheimer’s Disease (AD) Among Beneficiaries 
Enrolled in 2020 Medicare FFS

Equal Outcomes for All

High prevalence in the southern US when analyzing state-
level claims in Medicare FFS, 2020



AD Among Minoritized Beneficiaries Enrolled  
 in 2020 Medicare FFS

Equal Outcomes for All

When analyzing data by state, we see high prevalence 

of Alzheimer’s among minoritized beneficiaries in 2020 

Medicare FFS, especially in Louisiana, Missouri, 

Indiana, New York, Florida and California

When analyzing data by five digit zip code, we see 

high prevalence among 2020 Medicare FFS 

beneficiaries in several states, especially in New 

Jersey, Michigan, and Florida. 



Concerns on Equitable Access to AD Clinical Trials for 
Minoritized Beneficiaries Enrolled in 2020 Medicare FFS

Equal Outcomes for All

There were are approximately 5,000 Alzheimer’s 

clinical trials active across the country in 2020 



Strengthening NMQF Data Infrastructure and Capabilities

Equal Outcomes for All

Private Cloud AI Platform
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July 23rd, 2024
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What are recent advocacy wins?

• National Coverage Determination for MDS –  
CIBMTR – BMT CTN – ASH – ASTCT collaborations 
for policy change and implementation of policy

• CMS coverage of dental services for cell therapy 
patients

• The C.W.Bill Young Cell Transplantation Program 
funding: received full funding amount for FY24 and 
FY25 (budget passage pending)



ASTCT Hill Day 2023 Asks
• Urged Congress to support patient 

access to cell therapies by:

• Assisting with FDA drug shortages

• Supporting the Life Saving Leave Act (H.R. 
3024)

• Requiring state Medicaid programs that 
authorize out-of-state care, to accept 
active Medicare enrollment to make 
payments

• Increased funding for the NIH





Grassroots Advocacy Platform

• New grassroots advocacy platform
• Launched a campaign for Hill Day 2023 

• Will be utilized again for Hill Day 2024

• Easy messaging options to contact state and federal legislators

• ASTCT can track campaigns and engage members as needed



Policy campaigns 
in progress

Life Saving Leave Act (HR 3024/S 
3685)

• Job-protected time off for BMT 
donors

• Introduced a Senate bill in 
February with Sens. Casey (PA) and 
Cassidy (LA)

• Continue to add co-sponsors

• Held an NMDP Fly in in February



Policy campaigns in 
progress

Accelerating Kids Access to Care Act (HR 7458/S 
2372)

• Requires Medicaid to simplify cross-boarder 
enrollment for children

• 123 sponsors in the House, 40 sponsors in the 
Senate

•  Awaiting a floor vote in the House

• Focus moves to Senate



Policy Campaigns 
in Progress

Increasing Access to Medicaid at the State 
Level

• Outreach to 5 states to add standard 
indications to coverage documents

• Former NC Medicaid Director Dave Richards 
met with all 5 current state directors in June

• Continuing outreach and conversations 
about changes

• Submitted comments to NC Medicaid about 
coverage for non-selected donors
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What’s next…

Reauthorization of 
the CW Bill Young 
Transplantation 

Program



.

C.W. Bill Young Cell Transplantation Program 

Recruit donors and match them to 
patients

Track and improve outcomes

Support patients along the whole transplant 
journey



Panel Discussion

Moderator Gary Goldstein 

Senior Manager, Stanford 
BMT and Cellular Therapy 
Program



Next

• Working lunch 11:00-11:45 AM
• Focus Area Committees: Discuss new opportunities, prepare report-outs

• Report Outs 11:45 AM -12:45 PM
• Focus Area Committees report out next steps/opportunities, providing timelines and resources needed (20 

min each committee)

• Wrap-up 12:45-1:00 PM 

• Workshop Adjourns 1:00 PM

Equal Outcomes for All
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