2021 Impact Report
Adira Foundation asks people dealing with
neurodegenerative diseases what they need but aren’t
getting then funds the things most important to them.
Common things. Worries that bedevil many but often get
funded last, if at all: Caregiving; navigating systems; mental
health; isolation. Fear is sinister; too much can freeze one
in place. As among the most fearsome diagnoses, ALS,
Alzheimer’s and related dementias, Huntington’s disease,
multiple sclerosis, Parkinson’s typically induce fear of loss
of career, income, pride, identity, relationships, housing,
and even life itself. Adira knows that we need to take all
of those common issues on, to supplement the great help
which already exists for those unique needs of each disease.
Adira Foundation picked up speed in its second full year
of programs. We grew in scale (from $100,000 in Round
1 competitive grants to $360,000 in Round 2) in donor
diversity (adding new public foundation backers like
BMSF) and in rigor, such as enhanced independent review
of applications.
Yes we draw guidance from our Board of Directors, but
we draw even more direction from our Sounding Board—
our growing conversation with patients, families, and
caregivers.
Though in 2022 we are in different phases of executing
Round 3 and Round 4, we happily present to you this
snapshot in time, revealing the most remarkable aspects of
Round 2 and many other notable projects. We thank you
for supporting us in working for the common good.

The incidence, prevalence, costs, and burden of neurodegenerative diseases are all
growing at an alarming rate. What is worse is that those people dealing with these scary,
isolating, complex diagnoses are often those least equipped to handle them.
These diagnoses have far more in common than not. Adira funds non-profits to deliver
common goods and services to supplement what is already working, though insufficiently.
We ask people what they need but aren’t getting and we fund those things which are
clearly important to them.
We co-design grants with people most impacted and co-finance those solutions from a
diverse group of donors who are invested in serving the common good.

OUR VALUES / WHO WE ARE
Alliance - Agreement to work
together towards common goals.
Courage - The quality that
enables one to face danger, fear,
or change with self-possession,
confidence and resolution;
bravery. It fosters creativity and
innovation.
Dignity - Our right as human
beings to be loved, valued and
held in high regard.

Inclusivity - The practice of
including and integrating all
people and all groups.
Integrity - Having strong ethical
principles that are followed at all
times.
Respect - Admiration for others
for simply who they are, but also
for what they have done and what
they do. Treating others as we
would want to be treated.

2021-2023 STRATEGIC PRIORITIES
A seven-person work group of Adira board members and staff completed a strategic
plan for board review in April 2021, which approved the following priorities with
specific goals linked to measurable objectives:

Greg Smiley
Founder & CEO, Adira Foundation
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1) Gathering and amplifying the voices of people impacted by
neurodegenerative diseases (ND) to drive our work.
2) Leveraging funding to co-finance investments in inventive solutions.
3) Using data and results towards effecting change in health systems.

WE LISTENED
5 events
5 grantee reports from 2020
7 reports/needs assessments

WE LEARNED
We performed an extensive research
project examining more than 50
tools measuring quality of life:
3 sponsored events
1 blog series
1 peer support program run by
experts in priority areas
4 ongoing demonstration projects
in caregiving, navigation, story
collection, and Social Security Disability

WE ACTED
Through our listening, we learned that people fear
loss in many ways - their careers, incomes, identities.
We acted by funding five grantee projects focused
on three prevailing priorities learned in convenings
with people most impacted:
• Simplifying clinical research
• Preparing for future threats to livelihood
• Thriving again in common pursuits
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Adira is expanding the
conversation and continues to with

40,000 PEOPLE
helping Adira build a community!

$360,000
2nd Round of Pervasive
Needs Grants total.

350
people weighed in
on Adira grant design
through convenings,
needs assessments,
and focus groups.

2,800
people were helped through the 5
awards in Round 2.

40,000
and growing were reached
because of Round 2 investments.

Listen

Your support allowed us to listen to more than 2,000 people
living with neurodegenerative diseases and caregivers.

“LET’S TALK” SERIES
Adira's listening informs its response to needs in the ND
community on an ongoing basis. In 2021, events, grantee
listening, community needs assessments, and stories
informed our work, primarily our three focus areas for the
fall 2021 pervasive needs grants. Here are some highlights.

APRIL 15

Round 2 Grantee
Convening
Grantees from our second
round of competitive grants
convened to discuss ongoing
needs and learnings.

JUNE 2

J U LY 8

Virginians living with our five focus diseases as
well as professionals and caregivers shared ways
to improve service offerings and care experiences,
including feedback on the design and development of
a pilot of the network map tool under development
between Adira and VirginiaNavigator.
JULY 13

JULY 21

Neuro Health Equity

Patient and Caregiver Experience

Quality of Life

A virtual discussion on equity-advancing needs
in the neurodegenerative disease community
took place April 15, featuring Jason Resendez,
executive director of UsAgainstAlzheimer’s
Center for Brain Health Equity.

Patients and caregivers from our related disease
communities joined together for an online,
interactive discussion to collectively help name
the priorities for our next round of grants.

Professionals from more
than 30 organizations
discussed measuring quality
of life in ND. We presented
findings from an analysis of
50 existing tools.

ADIRA INCREASED LISTENING
TO GRANTEES
Adira received 34 applications for Round 2.
Five were funded through Round 2.
Adira reached out to each of the 29 non-profits who did not receive
funding and provided reviewer feedback on where their application
fell short. On those one-on-one calls, Adira also asked to learn more
about their organization’s story and about they clients they serve.
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Navigating Neurodegenerative Diseases
in Virginia

GRANTEES LISTENING
TO CLIENTS
Adira incentivized grantees to scale up their listening activities to
bring in their clients earlier and more often to better inform their
own program design. These added listening activities reached
1000+ people living with neurodegenerative diseases and their
caregivers.

Listen | Continued
THINGS WE HEARD
Insights shared with us directly by people living with ND and their
caregivers helped prioritize our three program focus areas. Here are a few:
On Clinical Trials

Adira Foundation and StoryCorps partnered on
changing the narrative around ND.

STORIES
We completed our StoryCorps project to bring actual lives back into the
response to neurodegenerative diseases. We produced five stories, one from
each of our first five focus disease states. While their diagnoses are distinct, their
stories touch on many common themes. You can hear all five stories here.

Person with ALS: I can’t dress myself, but aside from that I’m right here,
ready, willing, and able. You just don’t want me. You want a patient
that researchers have created. You don’t want a real person. - Juan
Reyes at Pain, Passion, Purpose: Advancing Health Equity & Building a
Neurodegenerative Disease Community
Navigating Systems
Spousal caregiver for a person living with Parkinson’s: How to pick
the right question. When we moved, if I had known that some of the
coverage were affected geographically, we may have chosen another
place to live had I known that. But I didn’t really know how to ask. - Paul
Martin at Let's Talk: Navigating Neurodegenerative Disease in VA (with
VirginiaNavigator and Adira)

Geri and Jim Taylor

Dr. Laurie Rogers
and Dr. Maria De
Leon

Dr. Maria de Leon
Living with Parkinson's, former care provider

"My motivation for [sharing my story] comes
completely from that feeling I had of complete
and total isolation in that moment of receiving
my diagnosis."
Cinzia Bishop and
Chiara Moore
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Geri Taylor
Living with Alzheimers
“I'm thinking of all my patients, like oh my God, I
have Parkinson's. And what am I going to do in my
life? A part of me was like, I've been doing this for all
these years, I know there's so many new advances in
the treatment. So that kind of gives me hope."

Connection, Loneliness, Isolation
Person living with ALS on feeling isolated from the community: People
just want to know they’re not alone. It doesn’t take a lot to make people
feel seen. I think with a lot of neurological diseases, people feel unseen.
You get put in a chair and you’re in a corner, you’re unseen, you lose
your voice, you’re unheard. It’s a certain degradation of the soul, of the
body. If we could just not make them feel like that. You know, not make
people look like they aren’t valuable people still. And that’s what a lot
of the world seems to do, I think. That’s what makes me mad is never
showing people that have a neurological disease who still have abilities,
are still living. - Maceo Carter at Pain, Passion, Purpose: Advancing
Health Equity & Building a Neurodegenerative Disease Community

"People think there's nothing to be done and I
would advise people who are able, and Jim and I
have done this, being in the game and the game
isn't over because we don't know how to fix this
- the Alzheimer's - but I think that being in the
game you get up for something here. You're going
to work on it, going to work on yourself. The best
life living with Alzheimer's is doing something to
help others and to help yourself."

Cinzia Bishop
Living with MS

Learn

Research and sponsorships teach us more about best practices and
existing services to complement all that we hear in our listening.

MEASURING QUALITY OF LIFE IN ND
Adira believes that standardizing some tools, such as Quality of Life metrics, may help give rigor of shared language
for a common response. Lead authors, Lauren Ruiz and Zainab Mahmood review 50+ assessment tools used around
the world to offer perspective on how to build common metrics to evaluate Quality of Life —

TIME, MONEY, ENERGY, CONFIDENCE, AND CONNECTION
F I ND THE R EP O RT, S UMMA RY & L I B R A RY O F
AS S ES S MENT TO O LS H E R E

SPECIAL PROJECTS WE CO-FUNDED
Healthaffairs Blog Series Topic: Complex Care

Memory Advocate Peers (MAP)

This series of nine blogs elaborated on a variety of issues related to
complex care in the U.S., including family caregivers, long-term care,
direct care works, nursing homes, and more. It concluded with a virtual
briefing hosted by Editor-in-Chief Alan Weil.*

MAP matches people with mild cognitive impairment or
dementia and their care partners with volunteer advocates
who have “walked this path,” and can offer a listening ear, peer
support, and connection.

BLO G S ER I ES
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B R I E FI N G

Act

Each grantee project addressed priority needs we heard in 2020:
caregiving, navigation and resource sharing.

ROUND 2 GRANTS
While we awarded Adira’s second round of Pervasive Needs Grants in late 2020, project periods took place in 2021. Some highlights* from their
midterm reports based on work from January-July are below. All projects will be completed in early 2022.
Bangor Region YMCA
Holistic Health and Wellbeing
Programming for Alzheimer’s and
Parkinson’s: This project pulls together
extensive existing programming for people
with Alzheimer’s and Parkinson’s—arts,
exercise, a speaker series, nutrition, etc.—
into one holistic care coordination program
specific to neurodegenerative diseases. The
service will provide free transportation
and recruit more participants from the
surrounding region. The program will serve
as a model for other Ys throughout the
region to replicate.
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Compassionate
Care ALS (CCALS)

Chronic Care
Collaborative (CCC)

Volunteer Caregiver Program:
Compassionate Care ALS is offering an
opportunity for current and former ALS
families to volunteer as caregivers for other
families through a structured, communitybuilding training program. It consists of
yearlong curriculum, including a two-day
intensive workshop discussing end-of-life
work, language, listening, grieving, and
trauma.

Navigator program: CCC has established
a statewide financial navigation and
assistance network focused on maximizing
community resources and individuals’
health care benefits. The CCC navigator
program can be accessed through various
entry points, including expanded medical
provider referrals, a public-facing consumer
new client form, a telephone helpline, and a
coordinated referral network across Colorado
non-profits serving the neurodegenerative
community and caregivers.

Family Caregiver Alliance (FCA)

I AM ALS

Wraparound Caregiving Services for ND: FCA’s three-pronged
approach will deliver enhanced and expanded wraparound services to
neurodegenerative disease caregivers through (1) listening sessions,
(2) education, and (3) direct support.

I AM ALS Navigation Expansion: This project supports the expansion
of I AM ALS Navigation and its related initiatives, specifically the
Peer Support Initiative and the development of a Caregivers Platform.
The purpose of I AM ALS Navigation is to increase the ability to cope
with the impact of ALS on patients, caregivers, and their loved ones’
physical, emotional, and mental health.

*Edited for clarity and brevity.

Act | Continued
DEMONSTRATION PROJECTS
Our Pervasive Needs Grants programs are competitive and open. We also steer funding directly to non-profits with inventive ideas we want to fund
urgently. Adira funds programs cocreated with partners around priority areas we hear from people impacted by ND. Here are the projects funded in 2021.
• Caregiving: The virtual hub, Take Care
(takecare.community), is in collaboration with
the National Alliance for Caregiving and is
a resource for caregivers focusing on how to
practice self-care at home during COVID.

• Life After Work: Huntington’s Disease Society
of America provides Social Security Disability
education for people with Huntington’s disease.

• Navigation: Adira continued its partnership with
VirginiaNavigator on network mapping of NC
organizations and services with a visual analysis
tool. Thanks to a large grant from Bristol Myers
Squibb Foundation, Adira launched an expansion
of the map to include three other states beyond
Virginia: West Virginia, North Carolina and
Maryland, and to bring the map to rural areas.

ROUND 3

People report that they fear losing their careers, their incomes, their friends, their hobbies, and their
opportunities to test therapies that they may benefit from. We funded our grants program based on what
we heard from people living with ND in our listening and learning events. They were:

Simplifying clinical research

1

Programs that provide education,
navigation, or direct support
services to people living with
neurodegenerative diseases and
caregivers to facilitate the removal
of participation barriers in clinical
trials and research.

Preparing for threats to livelihood

2

Project periods will take place from 4/1/22-3/31/23.
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Programs that support
education, navigation, and skillbuilding activities that provide
opportunity for people living
with neurodegenerative diseases
and caregivers to prepare and
implement a planned, phased
approach to their disease journey.

Thriving again in common pursuits

3

Programs that support inclusive
social and recreational activities
provide opportunity for people
living with neurodegenerative
diseases and caregivers to easily
access and enjoy communitybased spaces and resources.

Adira's Grant Recipients
Charitable non-profits are often just as isolated, anxious,
and fearful as the clients they serve, with threats to their
Time
Money
Energy
Confidence
Connection to others (Other non-profits)
Through listening to our grantees, we have learned
that they share much in common and would be keen
to ally with one another on common projects across
neurodegenerative diseases.
Round 1
ALS Association
DC/MD/VA Chapters
American Parkinson Disease
Association
Staten Island, NY
Baker Ripley
Houston, TX
Chronic Care Collaborative
Denver, CO
HD Reach
Cary, NC
Huntington’s Disease Society
of America
New York, NY

8

Round 2

Round 3 (in 2022)

National MS Society
New York, NY

Bangor Region YMCA
Bangor, ME

Mark Morris Dance Co.
New York, NY

New Horizon Service Dogs
Orange City, FL

Chronic Care Collaborative
Denver, CO

Memory Home Care Solutions
St. Louis, MO

Parkinson’s Resources of Oregon
Beaverton, OR

Compassionate Care ALS
West Falmouth, MA

Rocky Mountain MS Center
Denver, CO

Family Caregiver Alliance
San Francisco, CA

University of Pittsburgh, School
of Nursing
Pittsburgh, PA

University of Anschutz Med Center
Aurora, CO

I AM ALS
Washington, DC

Supporters

All of this work would be impossible without you, our supporters.

EXTERNAL AFFAIRS
ADVISORY ROUNDTABLE

BOARD OF DIRECTORS

Alan J.
Abramson,

Todd B.
Evenson

Helen Frary

Dr. Cynthia
Gómez, Chair

Laura Hanen

Laura AngelLalanne

Stephen
Bennett

Erik Cooke

James (Jim)
Hodge

Zenawit Melesse,

Bruce Packett

Dr. Bruce
Rector

Cheryl Sullivan
Staveley

Greg Smiley,

Dr. Kamala
Maddali

Joff Masukawa

Herb Schultz

Joe Sparkman

Vice Chair

Secretary and
Treasurer

Ex-officio

DONORS
Foundations
Anna and John J. Sie
Foundation
Bristol Myers Squibb
Foundation
Morrison & Foerster
Foundation
EveryLife Foundation
Corporations
Bristol Meyers Squibb
Clara Health
Johnson & Johnson/
Janssen
Mitsubishi Tanabe Pharma
America
Otsuka
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uniQure
American Express
Matching Gift Program
In Kind Donations
Google
AllScripts
Individuals
Alan Abramson
Candace Aliberti
Marcus Allen
Eric and Julie Anderson
Luis and Laura AngelLalanne
Cristina Antoinette
Helen Ardman

Clo Ball
Sandie Bauman
Peter Bedevian
Nancy Brobston
Barbara Brooks
Michael Brosse
Sarah Conrad Yoder
Erik Cooke
John Cooper
Caryn Craig
Inez Craig
Paul Delay
Bennett Desfosses
Andre du Plessis
Sue Fargo
Stephen Gathingu
Alex Georghiou Frankart

Dr. Cynthia Gomez
Delia Gorga
Laura Hanen
Wendy Hirsch
Jim Hodge
Tim Holt
Jose Antonio Izazola
Jed Johnson
Brian Kinzie
Blair Kutrow
Ann Lefert
Patti Lipes
Rhaisa Lopez Pabon
Nancy Malkin
Matthew Malkin
Auvie Malkin
Lori McGaha

Suzanne McMahon
Zenawit Melesse
Vicki Morison
Terri Mueller
Flannery O’Neil
Bruce Packett
Danimal Peters
James Polis
Lauren Ruiz
Michele Sanford Howell
Jonathan Saufley
Tim Saunders
Marcus Siskind
Greg Smiley
John Smith
Anna Sparkman
Marilyn Spinner

Stuart Spinner
Aleta Spitaleri
Tracey Stanton
Cheryl Staveley
Stephanie Sullivan
Todd Summers
Petra Symister
Alan Tignor
Jodi Tignor
Jeff Trandahl
Chris Tucker
David Vincent
Matthew Vitale
Carmen Vitale
Lisa Wairoto
Kelli Yoder
Anonymous Donors (10)

Financial Summary
GRANT SPENDING
Since its founding in 2019, Adira Foundation continues
to create more viable and diverse opportunities for
people living with ND through funding investments.
From $100,000 in Round 1 to $260,000 in Round
2, Adira’s 2021 active program year continues to
grow by investing in non-profits. Moving forward our
commitment to fund day-to-day programs stands
steady in grant making and demonstration projects.

LARGEST FOUNDATION
GRANT TO DATE

In 2021, Adira received our largest foundation grant
to date, an award of almost $750,000 from the
Bristol Myers Squibb Foundation. We want
to share a special thank you to the foundation, an
organization promoting health equity and seeking
to improve the health outcomes of populations
disproportionately affected by serious diseases.
The funds will be used to improve specialty care
access, delivery, and utilization for an estimated
5,000 people living with multiple sclerosis in
Maryland, North Carolina, Virginia, and West
Virginia over the next three years.

American Institute of Biological
Sciences - Scientific Peer
Advisory and Review Services |
Listening/evaluation

$10,697
MAP | Peer to peer
mentoring

Event sponsorships | Learning/
partnership development

$7,000

Round 1 and Round 2 Grants

$360,000

$25,000
Take Care | Caregiving

$53,298

Total spent

$455,995

DONATIONS
$800,000
$600,000
$400,000
$200,000
$0

$941,009.10

Total revenue according to P&L

80.5% Foundation
8.3% In kind
8.1% Corporate
3.1% Individual
Bristol Myers Squibb Foundation, Anna and
John J. Sie Foundation, EveryLife, Morrison and
Forester, American Express Matching Fund
UniQure, Clara Health, Mitsubishi Tanabe,
Otsuka, Johnson&Johnson

For the Year Ending December 31, 2021. At time of this publication, Adira’s 2021 audit has not yet been completed.
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*As an update here in 2022: The Audit Committee of the Board of Directors of Adira Foundation has inaugurated a
fully independent audit of Adira’s general ledger for the year ended December 31, 2021. Adira is committed to full
transparency and accountability to its many stakeholders for all funds Adira controls and administers. We will publish
our 990 for Fiscal Year 2021 after the audit’s conclusion.
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