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Washington, D.C.

WELCOME BACK!



Today’s Agenda

Day 2: Saturday 4/09/2022
7:00 - 8:30 AM Breakfast (Salons D, E)
8:30 - 9:30 AM NHF, Research, and YOU! Michelle Witkop

9:30 - 10:30 AM Think Different: SMEs as the Catalyst for Change Maria Santaella & Esmeralda Vazquez
10:30 - 11:00 AM Break & Check-out
11:00 - 12:00 PM Community Engagement: Can You Hear Me Now? Ilana Ostrin & Brett Spitale
12:00 - 12:30 PM Summary of Event & Call to Action Kevin Mills

12:30 PM Lunch at the hotel (Salons D, E) and Departures
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National Research Blueprint

Please scan this QR 
code to provide 
additional comments



OUR MISSION
The National Hemophilia Foundation (NHF) is dedicated to 

finding cures for inheritable blood disorders and to addressing 
and preventing the complications of these disorders through 

research, education, and advocacy, enabling people and 
families to thrive.

NUESTRA MISIÓN
Fundación Nacional de la Hemofilia (NHF) se dedica a encontrar 
curas para los trastornos sanguíneos hereditarios y a abordar y 
prevenir las complicaciones de estos trastornos a través de la 
investigación, la educación y la abogacía permitiendo que las 
personas y familias prosperen.



NHF, Research, and YOU!

5State of the Science14 September 2021

Michelle Witkop
NHF, Research Department



NHF has been funding  
research since 1972!



Judith Graham Pool
Post Doctoral Fellowship
•For the early researchers
•Basic science
•Pre-clinical research
•Awarded since 1972
•$52,000 a year for 2 years

Jeanne Marie Lusher
Diversity Fellowship
•For the early researchers from 
diverse backgrounds

•Recruitment and retaining a diverse 
workforce

•Awarded since 2021
•$52,000 a year for 3 years

Career Development
•For the mid-level researchers
• Innovative research in subcellular, 
cellular, animal or human levels

•Awarded since 2000
•$70,000 a year for 3 years

Innovative Investigator
•For any discipline in the HTC team
•Novel technologies and advanced 
therapies

•Awarded since 2018
•$60,000 a year for 12-18 months

Bridge
•For the experienced researcher 
who applied for an NIH R01 grant 
or equivalent federal grant but 
were denied funding

•Basic, translational, patient-
oriented research 

•Awarded since 2018
•$125,000 for 1 year

Excellence 
Fellowships

$15,000 
once a year

• Nursing
• Social Work
• Physical Therapy

Multidisciplinary 
advances in training, 
career development, 

and clinical care



Evolution of NHF Research Funding

2000 2006 2008 2011 2017 2018 2021

JGP
106 awarded
$9,124,000

CDA
29 awardees
$6,090,000

Social Work 
Excellence

15 awarded
$155,000

Nursing Excellence
13 awarded

$135,000

Physical Therapy 
Excellence 
10 awarded

$105,000

NHF Research 
Dept. 

Established

IIR 
6 awarded
$360,000

Bridge Award
2 awarded
$250,000

JML
2 awarded
$312,000

Excellence
Awards

Transitioned
To Research Dept. 

Total NHF Funding for Research to date: $16, 531,000 = $16.5M

1972



Where can SMEs 
access data?



Sources

• NHF website - Hemophilia.org
• Clinical Trial Finder hemophilia.org | Community Resources | 

Resources Near You | Clinical Trials - redirects you to pre-filtered  
ClinicalTrials.gov

• CVR Participant Dashboard
• CDC Data Visualization Tool 

https://communitycountsdataviz.cdc.gov/blooddisorders/#!/ 
• HFA website
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https://clinicaltrials.gov/ct2/results?term=hemophilia&recr=Open&rslt=&type=&cond=&intr=&outc=&lead=&spons=&id=&state1=&cntry1=&state2=&cntry2=&state3=&cntry3=&locn=&gndr=&rcv_s=&rcv_e=&lup_s=&lup_e=


NHFs Website
www.hemophilia.org

9 April 2022
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Clinical Trial Finder

www.Clinicaltrials.gov
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Clinical Trial Finder Main
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Clinical Trial Finder Eligibility



Community Voices in Research 
(CVR) 
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Add your experiences by joining CVR today!
For more information, including how to enroll visit: 

www.hemophilia.org/cvr or scan the QR code 

What is CVR?

A community powered 
registry that uses surveys to 

gather the experiences of 
people with inherited 

bleeding disorders and their 
family members

Information is confidential
and will always be reported in 

a grouped manner.

Why is it being done?

CVR will help researchers 
understand what it means to 
live with a bleeding disorder 

from the community 
member’s perspective

Improve quality of life (QOL) 
and identify research 

questions important to the 
community.

Why should I participate?

By adding your voice and 
experiences, you can help 

shape the future of research!

You’ll get access to:
- Personalized Dashboard
- Educational Resources 
- Virtual Advisory Panels 

(opportunities for 
compensation)
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CVR Opening Screen CVR Main Screen

CVR Dashboard



CVR Pain Health Tile
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CVR Employment Health Tile
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CVR Educational Resources
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CDC Data 
Visualization Tool

9 April 2022
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CDC Data Visualization Tool
https://communitycountsdataviz.cdc.gov/blooddisorders/#!/

National Research Blueprint
CDC Data Visualization Tool, accessed 4/3/2022
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CDC Data Visualization Tool
https://communitycountsdataviz.cdc.gov/blooddisorders/#!/



HFA Website

9 April 2022
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HFA Community Based Research Network
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HFA FIRST & Wired
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What can you use this information for?
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• Understand your disorder
• Understand where the community stands on different topics
• Being an informed consumer
• Shared decision-making with your provider
• Chapters – grant opportunities
• Share information with legislators during Legislative Days



Some of the Ways NHF Amplifies Your Voice

• Gathering Voices - https://gather.video/sAqs

• Virtual Advisory Panels (VAPs)

• National Research Blueprint

• Community Voices in Research
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NHF needs your help

• NHF website redesign

• CDC Data Visualization Tool in collaboration with ATHN

• CVR Stakeholder Committee (after transition to new platform vendor)

• THSNA / NHF Partnership - https://gather.video/sAqs
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Think Different: 
SMEs as the Catalyst for Change

State of the Science14 September 2021

Esmeralda Vazquez & Maria Santaella
SME & NHF, Research Department



Diversity 

Partnership

Voice.

Transformative

What does being an SME mean to me

Our lived experience 
cannot be taught!



Community Based Participatory Research 
in MY Community (CBPR)

Developing Community Partnerships



These are some of my ideas 

SME

Community
Ambassador 

SME 
Volunteer 
DatabaseAdvisory

Panel

Ensuring that research
is patient-centered and 
representative of our 
diverse communities



Digital Community Engagement

Discussion
Board

Social Media

WhatsApp

ListServ

Youtube

SME

A place to be heard!



What are your ideas?



Community Engagement:
Can you hear me know?

Ilana Ostrin & Brett Spitale
NHF, Communications Department  



Welcome!

Ilana Ostrin
Senior Director, PR & Communications

NHF

Brett Spitale
VP, Advancement

NHF



Before we begin …

National Hemophilia Foundation

Follow NHF on social media!

@nhf_hemophilia
@nhf_hemophilia
Youtube.com/NHFVideo



Community Engagement 101
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Community informed

=

Community as advisors

Community involvement

=

Community as collaborators

Community direction

=

Community as vocal leaders

GREATER COMMUNITY ENGAGEMENT



Community Engagement 101
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Community informed

=

Community as advisors

Community involvement

=

Community as collaborators

Community direction

=

Community as vocal leaders

GREATER COMMUNITY ENGAGEMENT

Your involvement 
is key!!!



Recruitment & Engagement

National Research Blueprint 429 April 2022

Research 
goals

Where your 
audience 
engages 

(online vs. in-
person, etc.)

Budget & 
capabilities 
(traditional 
outreach vs. 

digital)

Audience (age, 
demographics, 
disease state, 
location, etc.)

You 
can 

help!



Recruitment & Engagement 
(Cont’d)
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• Web advertising
• Email newsletters, etc. Digital

• Paid social media advertising (boosted, 
influencer, etc.)

• Organic social
Social

• In-person events (community health fairs, etc.)
• Print materials (direct mail, brochures, etc.)
• Radio/TV/print publication advertising

Traditional

You might 
find studies 
that are 
right for you 
via these 
ways



Social Media as a Recruitment Tool
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Recruitment & Engagement 
(Cont’d)
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What is Research Literacy?
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The capacity to obtain, 
process and understand 
basic information needed
to make informed 
decisions about research 
participation



HemAware as a Resource
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Demystifying Clinical Trials
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“I’m not sure a clinical trial 
is right for me.”

“I had a bad experience 
with a clinical trial before.”

“I don’t have the time or 
money to be in a trial.”

“My privacy would be at risk 
in a clinical trial.” 

Consult with your medical 
team and loved ones 
before committing to a 
trial. However, your 
participation can help 
better outcomes for others 
with similar conditions. 
Plus, you’ll receive special 
care from health care 
professionals and receive 
access to cutting edge 
treatments before the 
general public.

So sorry to hear you had a 
negative experience. Each 
study is different and there 
is always the option to 
report any issues to the 
review board or the 
compliance officer.

Most studies compensate 
your time and travel! 
Organizations, charities, 
or foundations can also 
help offset any needs.

When you are involved in 
a trial, your data is 
anonymized when shared 
with relevant parties. 
Remember that your 
identity will be protected 
and that your involvement 
will help create positive 
outcomes for other 
patients and families.



Your Participation is Needed
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“In a 2020 analysis of the global participation in clinical trials, 
the FDA highlighted the vast difference between the enrolled 
participants and the global population. Of 292,537 participants 
in clinical trials globally, 76% were white, 11% were Asian 
and only 7% were Black.”

Sharma, A., Palaniappan, L. Improving diversity in medical research. Nat Rev Dis Primers 7, 74 (2021). 
https://doi.org/10.1038/s41572-021-00316-8



Become a Partner in Research
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Become a Partner in Research 
(Cont’d)
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https://gather.video/sAqs



Summary & Call to Action

52

Kevin Mills
NHF, Research Department



National Research Blueprint

Please scan this QR 
code to provide 
additional comments



THANK YOU!



An Extraordinary Meeting

Nothing About Us Without Us
Building the National Research Blueprint

April 7-9, 2022 - Washington D.C.
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VISION

A world 
without 

inheritable 
blood 

disorders
…begins with 

research



OUR MISSION
The National Hemophilia Foundation (NHF) is dedicated to 

finding cures for inheritable blood disorders and to addressing 
and preventing the complications of these disorders through 

research, education, and advocacy, enabling people and 
families to thrive.

NUESTRA MISIÓN
La Fundación Nacional de Hemofilia (NHF) se dedica a encontrar 
curas para los trastornos sanguíneos hereditarios y a abordar y 
prevenir las complicaciones de estos trastornos a través de la 
investigación, la educación y la abogacía permitiendo que las 
personas y familias prosperen.



What did we hear?
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• Inclusion
• Communication
• Collaboration

• Participation Every grain of sand builds the sandcastle

Bringing the community to research; 
bringing research to the community
Listening becomes hearing become 
understanding
Pooling our talents; pulling together
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The Blueprint: Putting the Puzzle Together
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The Blueprint: Putting the Puzzle Together

SME



Our Collective Call to Action
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Get Involved! – There’s No Time Like Now 
To Get in The Mix

Make Your Voice Heard! – Don’t Just Sing 
in the Shower 

Lead From the Front! – Be the Bold Bird
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We Will Reach Our Goal Together

A world 
without 

inheritable 
blood 

disorders



THANK YOU
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Michelle Witkop Donna DiMichele Maria E. Santaella

• Samantha Carlson
• Allison Hartless
• Felix Olaya

• Panelists
• Working Group Chair
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