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Health Access and Strategic Innovation

Five Year Impact Report
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NBDF’'s commitment to DEI and Health
Equity was a two-phased approach.

Phase | Phase 2

Phase one involved Phase 2 involves the VP of
involved building strategy, HEDI further developing,
establishing DE| Guiding providing, and overseeing the
Principles and successfully following programs, activities,

onboarding a qualified and and initiatives to address
dedicated Vice President community, clinical, and

of Health Equity, Diversity, organizational-level barriers
and Inclusion in 2021. to health equity.




Apply the following values across all internal and
external strategies:

Diversity: A team that is reflective of the diverse experiences of the communities
we serve.

Equity: An environment where equity exists, and our communities and
employees thrive.

Inclusion: A safe space for policies, processes, and efforts where our employees
and community are valued, included, and have a sense of belonging. A deeper
dive and feedback from employee surveys informed the expansion of DEI to
include belonging and accessibility.

Expansion of DEI to DEIBA took place in 2023.

Infuse anti-racism, anti-discrimination and equity
measures into our mission and company policies, enforcing racially equitable hiring
practices, providing cultural awareness and sensitivity training to staff, and aligning
our strategic imperatives with these goals.

Ensure diversity and inclusion in all research
and outreach efforts to increase the likelihood that all consumer needs are
equitably addressed.

Strengthen the hiring and retention
of qualified diverse candidates (including minorities, veterans, and
neurodivergent persons).

Strengthen the retention of quality employees,

cross-team collaboration, and sustainability of the organization.

Supporting mental health wellnhess
and recovery by collaborating to increase health equity in mental health.

Deliver dialogue and strategies

that raise awareness surrounding DEIBA.
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Inputs

- NBDF Team

- DEI
consultants

+ LEEs

- NBDF Chapters

+ NBDF partners

* Funding

Activities

- Workgroups

+ Collaborations
+ Assessments

+ 641 "getting to

know you"
meetings

* Internal

collaboration

- External

collaboration
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Outputs

- Employee
resource
groups

+ Individual
development
plans

+ Updated
guidelines

+ DEl-driven
communications

+ DEI education

+ DEl included in
scientific
agenda

Short Term

Internal

- DEl awareness

* Increase in
equity and
inclusion

+ Increase in DEI
knowledge

+ Increase in DEI
skills/problem
solving

External

+ NBDF Chapter
engagement

- DEI
represented in
all work

Intermediate
Term

Internal

« Policies reflect
DEI (hiring,
promotions,
practices)

External

« DEI practice
inherent in HTC
work

« DEl in research,
education and
advocacy

Long Term

+ Diverse

providers/
researchers

+ Diverse fellows
- Equitable

access and
treatments

- Engagement of

diverse
stakeholders

+ Linguistically

and culturally
accurate
education and
care

+ Thriving

persons living
with inheritable
BDs




Impact on NBDF structure and
capacity building:

Resource Guides & Tool Development

+ LGBTQIA Resource Guide: This is an internal
document of a comprehensive collection of
materials designed to support education,
advocacy, and informed care for LGBTQIA+
individuals and allies. The guide brings together
peer-reviewed journal articles, research
websites, books, movies, documentaries,
podcasts, infographics, and videos that address
key topics such as healthcare access, cultural
competence, mental health, discrimination, and
representation

* HASI Resource Guide: This is a comprehensive
resource guide focused on health access,
equity, and the social determinants of health.

It serves as a curated collection of research
articles, training courses, toolkits, glossaries, and
multimedia resources (including documentaries,
books, videos, and podcasts) relevant to
advancing health equity and addressing
disparities.

Inclusive Language Guide: The language guide is
an internal document to provide all employees
with current inclusive language and terminology.
This is a fluid document and will change as
language continues to evolve.

2024 HASI Equitable Education Support for
Young Adults Navigating Higher Education: This
resource empowers students with bleeding
disorders to successfully navigate college,
vocational, and postsecondary settings

by understanding their rights, advocating

for themselves, and securing needed
accommodations. It highlights the shift to
student-led advocacy, explains key protections
under the ADA, Section 504, Title IX, and FERPA,
and offers practical guidance for disclosure,
documentation, and working with campus
offices—positioning young adults to access
education equitably while prioritizing their
health and independence.



https://www.bleeding.org/sites/default/files/document/files/Support-for-Young-Adults-Navigating-Higher-Education.pdf
https://www.bleeding.org/sites/default/files/document/files/Support-for-Young-Adults-Navigating-Higher-Education.pdf

Guiding Principles (10 then 16):

The goal of the guiding principles is to give credence to a clear, shared foundation that shapes how
decisions are made, actions are taken, and accountability is upheld, especially when navigating complex
or values driven work such as health equity, systems change, or community engagement. This is especially
helpful for the rare disease community, which is very diverse. Here are the 10 guiding principles
established in 2020, and updated in 2024*

2 ‘ Centering 10 ‘ Individualism

11| Humility*

3 ‘ Transparency

A ‘ Accountability 12 ‘ Authenticity*

5 | Specificity 13 | Adoptability*

6  Realistic 14 | Accessibility*

7 ‘ Values 15 ‘ Intersectionality*

8 ‘ Acceptance

Lesson learned: As with all documents that guide our work, we must revisit and update the content to
align with our organizational mission and goals.
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HASI Champions (19 then 16):

The goal of the program is to empower and equip staff with the necessary resources and tools to further
engage other employees at NBDF and the bleeding disorders community around health equity, thus
ensuring long-term commitment in addressing health disparities. Champions are the first line of work
embedded within teams to be able to engage at the base level of health equity and liaise with the HASI
team for more advanced technical assistance. To date, HASI champions have contributed to:

Health Equity summit agenda planning and implementation
Resource Guides and DEI Principle updates

Trainings in the community as HASI representatives

Presentations at conferences as HASI representatives

Wheel of Power (update/adapted for rare disease/bleeding disorders)
Wealth Gap trainings across the US

N W

Advocacy at Washington Days

Lesson Learned: Champion knowledge and skills are at varying levels, so we used several mechanisms to
meet the needs of all champions: drop-in trainings, peer to peer led trainings, and exercises/speakers who
address the spectrum of champion skill sets.

‘ . HATIONAL
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Employee Resource Groups - ERGs (12)

To better employees’ cultural humility, understand diverse experiences and build respect for one another,
NBDF established ERGs that are open to all employees and create safe spaces to exchange shared
experiences. The 12 unique identity and interest groups are:

Asian and Pacific Islander Heritage
Black Heritage

Latino & Hispanic Heritage
Indigenous Peoples

Pride+

People with Disabilities & Caregivers
Parents & Guardians

Travel & Leisure

0 W N oUW

Get Moving

10. Crafts & Things

1. Foodies & Scrubbies
12. TV & Film Buffs

Lesson learned: Book Club was an original ERG; however, as work continued in intensity, the lack of time
to complete leisure reading led to the loss of that ERC and the emergence of the Travel & Adventure
ERGin 2026.

MASAC Technical Assistance (Support Provided 20 times)

To strengthen capacity of our medical and scientific communities to be inclusive, practice cultural humility,
and inform shared decision making as it pertains to the standards of care for persons with rare diseases

and bleeding disorders.




Impact on the Bleeding
Disorders Community

State of the Science/National Research Blueprint

A working group was created to focus on
diversity, equity, and inclusion; health services
research; and implementation science with
the goal of imparting the greatest impact on
equitable access to care across the continuum
of people with bleeding disorders

There was a total of 12 scientifically driven
questions proposed by the working group to
the entire National Research Blueprint to be
answered as a result of the State of the Science.

The HEDI working group that moved on
from the State of the Science to the National
Research Blueprint then developed the
following:

Guidelines for how to incorporate DEI
into research

NRB HEDI Value Statement (4 values:
diversity, accountability, transparency
and respect)

12 HEDI Research Guidepost Questions
7 HEDI Research Guidelines

HEDI/LEE Logic Model with several
optimal outcomes (5-10 years)

Publications: From the State of the Science to the National Research Blueprint to the Bleeding Disorders
Research Collaborative, the HASI team has co-authored or served as a contributor (~10)
https://ashpublications.org/blood/article/142/Supplement%201/7216/504471/Walking-the-Walk-

Inclusion-of-Lived-Experience



https://ashpublications.org/blood/article/142/Supplement%201/7216/504471/Walking-the-Walk-Inclusion-of-Lived-Experience
https://ashpublications.org/blood/article/142/Supplement%201/7216/504471/Walking-the-Walk-Inclusion-of-Lived-Experience

Health Equity Summits

NBDF’s Health Equity Summits began in 2022 with a focus on
education and action to address health equity issues. Health
Equity Summits are held every two years.

Health Equity Summit 2022 in Atlanta, GA:

"Every Hour, Every Day: Ensuring Health Equity in the inheritable blood disorders community” - Whitepaper

80 attendees; Keynote Speaker: Dr. Italo Brown, Stanford School of Medicine
As a result of the 2022 NHF Health Equity Summit and its findings, the following will happen:

Health Equity Task Force (with 4 subgroups and 20 members per group) established and started
meeting Q3 of 2022

3 community roundtables throughout the country in 2023 and planning of the 2024 Health Equity
Summit

2 graphical representations of our HEDI work (by November of 2022) -See below (these graphics
were updated in 2024 to reflect NBDF's rebranding) rebranding)

Creation of an NHF equity and empowerment model (outlining our work for the next 3-5 years)

'
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https://www.bleeding.org/sites/default/files/document/files/Health-Equity-Summit-White-Paper-2022.pdf
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Three objectives were identified to help drive our work over the next 12-18 months:

Transform organizational culture and align daily work towards achieving health equity.

Address emerging health needs of the bleeding disorders community, including issues with access

to care, by supporting adaptable, innovative, outcome-focused, patient centered, sustainable
programs and services.

Improve access to services and quality care by supporting integration and coordination of
health services, health care providers, payers, and the public health sector. Expand stakeholder
partnerships that lead to sustainable initiatives that eliminate health disparities.

Health Equity Summit 2024 in New Orleans, LA:

“Every Hour, Every Day: Access and the Political Determinants of Health”- Whitepaper

82 attendees; Keynote Speaker: Dr. Omar Escontrias, National Health Council

Results from the Health Equity Summit led to three community roundtables in 2025 to follow up on
findings, training and technical assistance of the E3 Model® | Engage, Empower, Elevate.

The mission and the objectives of the Health Equity Summit were as followed:

To bring together stakeholders around the topics of access to care and the political determinants
of health for a better understanding of lived experiences, data outcomes and evidence-based

practices where each stakeholder group can intervene to make changes resulting in health equity
for all.

Objectives:
Transform organizational culture and better understand the political determinants of health.

Address emerging inheritable bleeding and blood disorders community health needs, including
issues with access to care, by supporting adaptable, innovative, outcome-focused, sustainable
programs and services.

Improve access to services and treatment by supporting integration and coordination of health
services, health care providers, payers, and the public health sector.

Expand stakeholder leadership that results in shared decision making as a way forward for

sustainable initiatives that eliminate health disparities.

Lessons learned: We need a more impactful reach, to expand our summit size for engagement and
diversity, and to consider hosting in tandem with other events.
12


https://www.bleeding.org/sites/default/files/document/files/NBDF%27s%20Health%20Equity%20Summit%202024-%20White%20Paper.pdf

Chapter Education/Technical Assistance:

Idaho Chapter Education Weekend

Health Equity Basics presentation in Spanish
at Nevada Annual Meeting (3 attended)

Chapter staff training

NEHA DEI Inclusion Training for Board and
Staff: Part | (The Importance of Cultural
Humility)- 8 Board members/staff attended

NEHA DEI Inclusion Training for Board and
Staff: Part Il (Deconstructing Implicit Bias and
Microaggressions)- 6 Board members/staff
attended

E3 Model, implicit bias, and microaggression
presentations at the Nevada Spring Education
Day Event (25 attendees)

Colorado Chapter Women's Tea and various events

HFA for planning their virtual Rural Summit

Hemophilia of Georgia presentation

Webinar/Presentations:

External partnerships that elaborate on how to address inequities and social determinants of health,

capacity building, cultural humility, DEIBA and health equity, and access to quality care and treatment.

Wednesday Webinars - 5

GClobal Hemophilia Reports - 4

Keynote Addresses — 3

Presentations — over 150 presentations

13




Improving Access throtigh
Health Equity Efforts:
Panel Discussion

Interns:

The HASI Department participates in training interns at the undergraduate and graduate level in practice-
based learning experiences, allowing students to apply theories, frameworks, and methods learned
in school to real public health challenges. Interns work directly on projects with real community or

population level impact. At NBDF they specifically focused on programming that would improve the lives
of people living with a bleeding disorder.

Projects completed by interns (2022-2025):

Health Equity Considerations for Updates and
Recommendations to the National Hemophilia
Foundation's Von Willebrand Disease Toolkit

and Promotion Plan Food Insecurity in

Marissa C. Melton | Phlladelphla
07/07/2022

National Hemophilia Foundation, New York Ry

National Bleeding Disorders Foundation

% ‘ Baylor University

e
TRANSPORTATION DEIBA
NETWORK Resources

EXPANSIO N Diversity, Equity,
Inclusion, Belonging,
and Accessibility

BLEEDING.ORG

Presented by:
Adrienne Asihene
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Frameworks and visuals:
HASI 10 Year Health Equity Plan for NBDF (2024-2034):

Inequities are abundant and after having community members name the inequities that they face, the
HASI department took all gathered data to strategically call out those populations and approaches that
the entire organization should focus on over the next ten years.

Priority Populations (2024-2034):

Rural residents/
geographically
challenged populations

Bilingual/Multilingual Minoritized and
Populations marginalized populations

Women, Girls, and People
who have or had the
Potential to Menstruate
(WGPPM)

Young Adults

NBDF’s HASI Strategic Approaches (2024-2034):

I . Translation into Engaging Health and
ntcreasm% accass the patient’s unengaged literacy, plain
o care for a primary language populations language use

Drivers of health

Access to testing Access to mental ltPrac':.tllflng'l.t (DoH) (recognizing,
and diagnosis - health services and CLIWil:La l:":' ; y integrating into
Diagnosis for WG programs cuttura care, and partnering

competence to address)

Addressing policy

Addressing systemic needs for BD
barriers and community
unconscious bias (including insurance literacy

and copay accumulators)

Vision to Action Framework

Norris KL, Melton M, Lopez K, Rotellini D, Valentino LA. From
Vision to Action: National Bleeding Disorders Foundation's
Roadmap for Achieving Health Equity, Diversity, and
Inclusion. Health Equity. 2025;9(1). doi:10.1089/heq.2024.0146




HASI Technical Assistance:
Spanish translation
Creation of HASI Champions to embed HE/HASI into the organization at all levels
Review of translated documents
Unite Walk translated document support
HR DEI language and trainings for NBDF employees
DEI Principles for NHF/NBDF
Leadership Development Committee, Standards of Behavior, Inclusive Language
Assistance on capacity grants for chapters
HemAware assistance with inclusive language
Chapter Leadership Seminars x 5
Washington Days
Diversity in clinical trials
Onboarding of new ERG leaders

NYLI presentations: Healthy Equity Basics, Unconscious Bias, Cultural Humility, and Microaggressions

External assistance to chapters and partners




Community Roundtables

Purpose: Over the past five years, community roundtables have
operationalized our commitment to 'meeting people where they
are.' Through bilingual outreach and deep collaboration with
local chapters, these roundtables have transformed community
feedback into the E3 Model©.

2021: Informal/virtual

Focus groups with NYLI, NBDF staff, and
stakeholders at the Chapter Leadership —
Seminar. Small interest groups, partner
groups, industry groups, individual

employee chats, and executive groups

2023: Informing the E3 Model©
Denver, CO (over 200 attendees)

Washington, DC (over 40 attendees)

Fort Lauderdale, FL

2025: Enhancing the E3 Model©
Washington, DC (Washington Days)

Pasadena, CA (over 230 attendees)

Virtual (6 attendees)




The E3 Model®

The E3 Model® is a tool that seeks to:

|dentify barriers: Map “proximal”
(immediate/individual) and “distal”
(broader/systemic) determinants of health.

Provide actionable solutions: Offer research-
based “promising practices” tailored to four
distinct levels:

Individual: Personal barriers like health
literacy or self-advocacy.

Community: Local barriers like z
a
transportation, language, or social stigma. ’3—'
g
Organizational: Healthcare provider §
biases or clinic accessibility. -
)
Institutional: State/Federal policy, §

insurance coverage, and systemic racism.

Since its inception, the E3 Model© has moved from a theoretical
framework to a practical tool for NBDF and its partners.

Evidence Gathering: Community Roundtables held across the U.S. to gather real-world feedback and
provide technical assistance on applying the E3 model®© at the local chapter level.

Strategic White Paper: Following the 2024 Health Equity Summit, a white paper was released outlining
how the E3 model© can be used to transform organizational culture and expand stakeholder

leadership.

Active Training (2025-present): Gathering feedback from Trilogy's beta-test from champions, NBDF's

officers, and chapter leaders.

Lessons learned: The E3 Model®© has multiple data
points that are important for all communities, the
ability for all communities/organizations to adapt
the programs is contingent on capacity, we have
to find a way to address that within the guidance
document and training document for the tool.
One last iteration of community information
gathering is needed and preferably in some of our

most unique communities.
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Looking Ahead

Five years of 'Every Day, Every
Hour' have taught us that true
innovation starts with and
should be centered around
community voices.

As we look ahead, we remain
committed to NBDF’s Blue
Sky vision of health equity
and access to quality care
and treatment for all. It is the
diverse lived experiences that
will guide our path toward a
future of boundless health
access and cultural respect.
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