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OUR PURPOSE
Division is too often the default for society—
particularly in health care. Finding more
opportunities to focus on commonalities and
creating chances to come together is
essential to a better, healthier future.
This paper is intended to spark
thinking among people working at
established multilateral organizations
regarding how a multilateral funding
effort could be piloted among five
neurodegenerative disease
communities. It is a request for assistance
in fully developing an appealing, viable
model that will bring forth supplementary, more integrated efforts to positively impact
both individuals and systems. This effort can only improve under an expanding,
consistent feedback loop from providers, funders, and most importantly people living
with neurodegenerative diseases and their families and caregivers.
Adira Foundation, which exists to transform the systems and communities for care of
people living with neurodegenerative diseases, has begun piloting this model based on
the premise explored in detail below, that a multilateral model would transform care for
people with these complex, high-cost diagnoses in the United States.
WHO IS ADIRA FOUNDATION?
Adira is an independent national 501(c)(3) public
foundation focused on five neurodegenerative diseases that
are highly complex and have much in common:
Alzheimer’s disease, ALS (amyotrophic lateral sclerosis),
Huntington’s disease, multiple sclerosis, and Parkinson’s
disease. Currently 8 million people in the U.S. live with
these diseases and experts project diagnoses will increase
to 11 million by 2030. Adira is addressing the resulting
growing need for a better framework to find effective and
efficient solutions for them.

MISSION

To invest in better lives
for people with
neurodegenerative
diseases.
VISION

A world where people
with neurodegenerative
diseases are living fully.

Adira is modeling its work after the multilateral principles of being community led,
additive, instructive, objective and transparent in these ways:
•

Connecting people with neurodegenerative diseases and those who care for them,
and reaching across private, public and nonprofit sectors, using a neutral platform
to find inventive ways to tackle complex problems.

•

Setting funding priorities with the people most impacted by neurodegenerative
diseases driving the conversations.

•

Operating a financing mechanism, committed to diverse, transparent policies, to
raise, deliver, monitor, and evaluate funds and their impact.

•

Focusing on a community large enough to allow Adira to diffuse and share
influence and to see systemic change possibilities, and small enough to see
significant positive impact on individuals (see Appendix C).

Adira has simplified this model to work in rounds of “Listen, Learn, Act,” developing a
strategic timeline to convene stakeholders, listen to their experiences and concerns,
learn from their interactions and outcomes, and act in a way that can better address
what is often felt as a fragmented system of care (see Appendix A). Funders and clinical
partners with a desire to see a streamlined system with more integrated health care
navigation and efficient service delivery, will provide the complements of support,
functionality and access for those most in need.
In Adira’s first year of operation, after hearing highest-priority needs from
neurodegenerative disease communities, it acted by granting to 12 client-facing
organizations that provide a breadth of services from technology-based care and support
access to training providers in palliative approaches, to clinical care in neurology as a
first-tier response to COVID-19. Adira also provided a large grant to the Huntington’s
Disease Society of America to implement a training program for social workers and
family members assisting people through the Social Security Administration disability
determination process. Adira is also collaborating with the National Alliance for
Caregiving and Virginia Navigator to develop technological platforms to address access,
resources, education, training and convening.
To better understand the nature of this
complex, specialized disease group and how
they might activate differently through
multilateral funding, Adira has engaged
George Washington University’s research arm.
SUMMARY AND STATEMENT OF NEED
The United States is amid an aging boom. As
the 76 million Americans born between 1946
and 1964 reach their 60s, 70s and 80s, all
neurodegenerative diseases are predicted to
grow and many even to double in prevalence
by 2050. These diseases are similar in that
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they impact every part of a person—body, mind, personality—and as such are unusually
costly and complex to treat well.
The arrival of COVID-19 has highlighted the vulnerabilities of our health systems for
these groups. COVID-19 ravaging through already overburdened long-term care
facilities is just one example of a system in trouble. The people who need protecting the
most were made more unsafe by these understaffed facilities lacking resources,
oversight, forethought—or all three.
The fragmented reality that is health care for this group and the lack of collaborative,
holistic, profound response underway to prepare for this coming burden on the health
system is setting the United States up for a crisis of poor health and overworked people
and systems, including massive financial toll. Now is the time for a major,
comprehensive, multilateral response with funders and partners from every sector
working toward the shared goal of improving the system and leaving no one behind.

Typical models
Typical U.S. domestic charitable health programs follow
what this paper refers to as a bilateral (two parties)
model. In these models, most donations come from one
sector and give to similar nonprofits to provide one
main service. For instance, an energy company donates
money to a nonprofit to help cover heating bills for
someone with multiple sclerosis, or a drug manufacturer
donates to a nonprofit to improve treatment access.

TYPICAL MODELS
Donations come
from one sector and
give to nonprofits to
provide one main
service.

Navigating problems is too tough for the fittest of people. The checkerboard of services
available do the most good for these people, but because they are often narrow, singular,
and divided up amongst many groups, people with complex diagnoses who require a
dozen or more services—insurance, treatment coverage, mental health care, physical
therapy, special foods, durable medical equipment, etc.—must navigate, qualify for,
schedule and find their way to each separately. The result is more unnecessary cost to
the systems and people because of inefficient effort duplication and donation diffusion.
In fact, a 2018 study published in the American Journal of Managed Care found that
fragmented care leads to communication issues, higher rates of emergency room visits
and hospital admissions—and greater costs, particularly for people with one to four
chronic conditions.
A more streamlined, integrated system would better ensure people with complex
diagnoses spend less time with bureaucracy and more time focusing on wellness.

Multilateral models
In recent memory the world has come together to reverse course on huge problems. One
example is the Global Fund to Fight AIDS, Tuberculosis and Malaria (the Global Fund),
which in contrast to the bilateral model, collaborates with, and is financed by, multiple
parties to set priorities, fund, and agree on solutions. The success of the Global Fund in
reducing the spread and impact of its three focus diseases, and other successful
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multilateral programs such as UNAIDS and the Ryan White HIV/AIDS Program,
suggest that multilateral approaches can complement bilateral ones. 1
Certain successful features of multilateral
approaches—collective funding, chronic care
modelling, more comprehensive government
programs, etc.—have seen success separately in the
United States. Focusing an effort on bringing all of
these features to a specific population, modeled after
an effort like the Global Fund, could bring progress to
health communities here, particularly for complex,
high-cost diagnoses such as neurodegenerative
diseases, including: ALS, Alzheimer’s disease,
Huntington’s disease, multiple sclerosis, and
Parkinson’s disease.

MULTILATERAL
MODELS
Donations come from
multiple sectors and
allow implementers
to provide a variety
of services.

Neurodegenerative disease
Adira’s selection of these five neurodegenerative diagnoses mirrors many of the same
concerns of the Global Fund’s selection of HIV, TB and malaria in 2002, including:
•

Incidence and prevalence are
growing.

•

Commonalities among them
would benefit from shared action.

•

They are incredibly costly.

•

They are highly complex.

A SAMPLING LIST OF COMPLEX NEEDS:

•

cognition

•

occupational therapy

•

long-term care

•

ambulation

•

emotional health

•

co-morbidities

•

transportation

•

finances

•

caregiving

•

mental health

•

degeneration

•

•

physical therapy

•

legal support

advanced care
planning

Finding 12 bilateral programs in each of those areas would be nearly impossible. Broadbased multilateral programs, co-designed and co-financed might well fill in the gaps.
Taking the specific elements that lead to success in multilateral funding models and
applying them to some of the most complex health cases could produce more integrated
care and better health outcomes for people with neurodegenerative diseases.

1

For the purposes of this paper, Ryan White is considered a multilateral program, in that significant
contributions from federal, state, and local governments are vital to the interplay of all parts of the whole.
The Ryan White program also relies heavily on care provided by other private and public programs.
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NEURODEGENERATIVE DISEASES AND MULTILATERAL FEATURES
Certain features of multilateral models have been tried and seen success among
neurodegenerative disease populations separately. A sampling:
In 2014, the Alzheimer’s Association, Alzheimer’s Research UK, The Michael J. Fox
Foundation and the Weston Brain Institute launched Biomarkers Across
Neurodegenerative Disease, a global funding initiative “to build on existing momentum
to leverage similar activities and increase impact across the neurodegenerative disease
spectrum.” The initiative has since invested at least $5 million into 30 research projects.
Similarly, in 2015 JPND and Horizon 2020 teamed up “to address the global threat of
neurodegenerative diseases.” Funding research that could inform a number of NDs
together, the call aimed “to pool the necessary expertise across Europe and globally to
address these needs in the fight against neurodegenerative diseases” and supported
“innovative, multi-disciplinary, collaborative research projects.”
More broadly, the Collective Impact Model, which has gained significant support since
2011, also mirrors many of the elements of our multilateral concept—including common
agenda setting across sectors, backbone support for convening, and a shared
measurement system—and has been utilized in therapeutic research and Alzheimer’s
disease alone to seek larger-scale, multisectoral change.

Figure 1 Some examples of chronic care models.

Chronic care models also incorporate some elements of multilateral models. The
Chronic Care Model was developed in response to the high incidence of both chronic
illnesses such as diabetes, heart disease, depression and hypertension, on top of high
rates of comorbidities in the United States. The chronic care model “uses a systematic
approach to restructuring medical care to create partnerships between health systems
and communities” and research shows it delivers better care and more satisfied patients.
The U.S. government has also launched substantive, comprehensive initiatives of real
significance to those dealing with neurodegenerative diseases including:
•

The Brain Initiative at the National Institutes of Health.
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•

The BOLD Act Congress passed in 2018 emphasizes education and caregiving.

•

The Healthy Brain Initiative at the Centers for Disease Control and Prevention.

Further, the largest payer of care, U.S. Centers for Medicare & Medicaid Services (CMS)
has evolved and expanded its coverage for non-clinical services, most explicitly through
its Medicare Advantage program. These efforts offer a glimpse of many approaches
separately circling these concepts, and their limited success show the potential of a
more intentional multilateral effort aimed at a group of complex diseases like
neurodegenerative diseases.

ADIRA’S APPROACH
Adira hypothesizes that broad-based multilateral interventions, inspired by the
ambition, scale, and scope of the Ryan White Program, PEPFAR, and particularly the
Global Fund to Fight AIDS, Tuberculosis, and Malaria (Global Fund) can help—in
tandem with typical vertical efforts—integrate the fragmented care most complex,
high-cost patients increasingly suffer from. Adira proposes working on five similar
complex, high-cost populations to pilot such interventions.
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ELEMENTS OF AMBITIOUS, INTEGRATED, COMPLEMENTARY
INTERVENTIONS
By taking Ryan White HIV/AIDS Program (RWHAP), PEPFAR and particularly the
Global Fund to Fight AIDS, Tuberculosis, and Malaria (Global Fund) together, five key
principles surface that may drive their success in overcoming deeply entrenched health
issues. These efforts are community-driven, additive rather than divisive, objective,
instructive, transparent/accountable. The following chart shows how each could transfer
to the neurodegenerative disease (ND) community.

PRINCIPLES LEARNED AND TRANSFERRED
Multilateral Models
•

•

•

•

•

Community-driven: Prioritizes the
perspective of individuals impacted.
Key functions: advocacy, demand
creation, service delivery, policysetting, and accountability.
Additive not divisive: Makes more
navigable, more communal.

Objective/Independent:
Community trust in the model.
Diffusing influence through pooling
money, convening, and collaborating.
Instructive: Improving systems
through proven new best practices.

Transparent and accountable:
Bringing daylight and uniformity to
oversight/standards.

Neurodegenerative Disease
Communities
•

•

•

•

•

The people impacted by
neurodegenerative diseases and
their loved ones lead the
priority setting.

Five disease communities
working together as one unified
community—assembled by a
neutral, independent party.
Multiple sectors fund solutions
together. Commitment to diverse
funding sources.
Funding inventive solutions that
complement what already
works well.

Serving as standard-setter for
ND service providers.
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EVIDENCE FOR LARGE-SCALE, AMBITIOUS, COMPLEMENTARY MODELS

Ryan White HIV/AIDS Program
In 1990, Congress enacted the Ryan White Comprehensive AIDS Resources Emergency
(CARE) Act to improve the quality and availability of HIV care and treatment for lowincome, uninsured, and underserved populations. Ryan White HIV/AIDS Program
(RWHAP) is the only U.S. large-scale comprehensive HIV/AIDS response program.
The nature of HIV/AIDS has a unique placement in health history as a disease that
spread with great speed, evolving into a chronic disease with a disproportionate impact
on Black and Brown communities. With the formation and continued enhancement of
RWHAP, systemic changes to outreach and treatment changed the tide for the most
vulnerable populations, largely through the efforts of RWHAP.

PEPFAR
The President’s Emergency Plan for AIDS Relief (PEPFAR) is the U.S. government’s
effort to eradicate HIV and is credited with saving millions of people. Testimonies from
PEPFAR Ambassador Deborah Birx to Congress demonstrate the transformative nature
of large comprehensive private/public, partnership-based programs that target the long
list of needs, including supply chain management, social determinants of health, and
health inequities. An excerpt:
•

“Achieving epidemic control and, ultimately, an AIDS-free generation requires all
partners to step up their efforts—PEPFAR, the Global Fund, partner countries,
and others. No one entity can do this alone. It will take all partners, working in a
focused, coordinated, and data-driven manner to succeed. That is why PEPFAR
has prioritized key collaborations with multilateral organizations, including
UNAIDS and the Global Fund. … Increased partnership between PEPFAR and
the Global Fund serves to improve the impact of our investments through more
strategic use of resources and of our programs through better, more efficient, and
evidence-based use of funds; technical and programmatic equality to maximize
outcomes; and collaboration to promote country-level sustainable solutions”
(Deborah Birx, 2015).

ON THE INTERPLAY BETWEEN GLOBAL FUND AND PEPFAR:
Our dependency on the Global Fund is a real one. The Global Fund creates a
platform and conduit for other countries who do not have bilateral programs to
contribute to the care and prevention and treatment dollars. We plan together
and look at how we can converge in any given country to where Global Fund is
doing one thing, we’re doing something that is complementary or expansive or
other than they are doing so our programmatic imprint is amplified in our ability
to impact these diseases. Without them, our footprint and impact would diminish.
— Ambassador Eric Goosby, M.D., Congressional testimony, 2011

8

The Global Fund
The Global Fund to Fight AIDS, Tuberculosis and Malaria (Global Fund) is a
multinational funding mechanism to leverage resources to end AIDS, TB and Malaria,
and invests more than $4 billion each year into prevention, treatment and care
programs. The basic principles of the Global Fund’s model are key to the way it
approaches the intractable nature of infectious disease: partnership, country-ownership,
performance-based financing, and transparency.
By collaborating with more bilateral programs, such as PEPFAR, the Global Fund can
reach further. As a 2017 CSIS report “The Global Fund and PEPFAR” describes:
“With different strengths and limitations, the Global Fund and PEPFAR have become
complementary and interdependent and have yielded substantial results in changing the
pandemic’s global trajectory. PEPFAR, as the bilateral arm, allows the U.S. to engage
countries with the highest HIV burdens more directly. … By understanding and
harnessing the unique strengths of each, the U.S. can improve their impact and provide
an even more compelling case to American taxpayers for continued and even expanded
financial support for both.”
Piloting a multilateral effort to complement typical bilateral models
could fill in similar gaps in the neurodegenerative disease community
that global multilateral efforts have filled among infectious diseases.

Likely Benefits to neurodegenerative disease stakeholders:
Patients/Caregivers
o Services they co-design
o Priorities they co-set
o Programs reimagined from their
point of view
o Shared identity among 5 reduces
isolation
o Consistent feedback loop

Donors
o More opportunities for broader new
partnerships
o Oversight reduces costs
o Alternative to traditional vertical
support
o Daylight on entire process
o High oversight/accountability

Government
o Co-designer of pilots systems change
at ambitious but achievable scale (8
million)
o Potential cost-savings through
economies of scale if successful
o May reduce burden on government
to solely drive cost reductions

Nonprofits
o Less pressure from any one donor
o More opportunities for funding
o More potential to collaborate with
partners once just adjacent
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CONCLUSION
The “Elder Boom” is just beginning in the United States and as the largest generation in
history ages, neurodegenerative disease prevalence will grow, many rates even doubling
by 2050. Already today, one in three people over 85 have Alzheimer’s disease. These
similar diseases impact every part of a person, making them unusually costly and
complex to address and treat well.
They currently experience fragmented health care, worsened by COVID-19, a
collaborative, holistic, profound response is necessary and lacking to prepare for this
coming burden on the health system. Without one, the United States will soon
experience a crisis of poor health and overworked people and systems, at incredible cost.
A multilateral effort, when applied to neurodegenerative diseases, at the least would
infuse new resources into these underserved disease communities and connect new
organizations and people who don’t normally work together. At its best, it could help the
nation reverse the trend toward overburdening an already broken system, by taking on
the hard work of building in the relationships and conversations needed between
systems offering care, coverage and other solutions. With those systems integrated,
every person could experience a smooth, comprehensive health care journey, tailored to
individual needs.
Adira Foundation is a response already underway to build a model that can attract
multilateral funding to transform care for people with complex, high-cost diagnoses in
the United States. It will require many hands and voices—including in strengthening the
current model to make sure it works for everyone impacted.

Next steps
Adira is pressing forward on additional proof-of-concept grants this fall, as well as
further work on listening, mapping, caregiving, navigation, and convening. Of all these,
the most important is listening.
Adira is soliciting wide participation in its model. This paper itself, as stated earlier, is a
request for participation in developing the hypothesis here further. Consider this a
wide call for critique and input—as Adira establishes a feedback loop from
people living with neurodegenerative diseases and their families and
caregivers, as well as providers, funders, and government workers.
Adira Foundation sees the long runway--the nature of such ambition. We will only
succeed through hearing early and often how to improve. To offer comment or to
learn more, write to communications@adirafoundation.org.
Explore more in appendices:
A. Timeline: Listen, Learn, Act
B. Table: Complementary Wrap-Around Programs
C. Vision: Adira’s Diagonal Approach to Change
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Appendix A

Adira Foundation Timeline

2019

Early 2020

Mid-2020

Late 2020

Adira designs second full
round and begins
fundraising.

Adira sets mission, secures board
of directors, launches “Listen,
Learn Act” model:

LISTEN

Forming advisory
committees

Convenings begin

Outreach begins

StoryCorps project

Research project with George
Washington University

LEARN

2021

First reporting on
Fast-Track results

Early conversations show
navigation as urgent need

GWU findings released

Pilot: Prototype map of U.S. services

ACT

Pilot grants: Fast-track
grants (COVID-19)
Pilot grant: On
Huntington’s disease

Pilot grant: Network navigation
tool piloted in Virginia
Model refinement—
especially data collection

Round One grants awarded
Building collaborative
online resource hub

Appendix B: Table Complementary Wrap-Around Programs
Many successful models already exist to inspire and inform Adira’s approach. The Global
Fund, the Ryan White Program, and the Joint United Nations Programme on HIV/AIDS all
demonstrate the complementarity of large-scale, ambitious, co-financed programming that
help undergird existing successes for complex, high-cost health conditions.

ORIGINAL

WRAP-AROUND

PEPFAR:

GLOBAL FUND:

•
•
•
•
•
•

•
•
•
•
•
•

One major donor
Donor (U.S.) drives priority setting
Nominally one infectious disease
Heavy technical assistance
Risks enabling dependence
U.S. final word on approval of $$

Multiple donors diffusing influence
Diverse group in country sets priorities
Family of three similar diseases
Emphasis on responsibility of recipient
Significant oversight and accountability
Independent review panel approves

Similarities: Comprehensive, explicit emphasis on both human rights and social determinants;
results-based, evolved and improved over time, wrap-around each other/interdependent

PRIOR TO RYAN WHITE:
•
•

Medicaid, Medicare, and private sector
Multiple factors stirred action by U.S.:
⋅ Accelerating incidence ⋅ Complex
⋅ High cost
⋅ Degenerative
⋅ Isolating nature of stigma

“These advances are emblematic of the Ryan
White HIV/AIDS Program HIV care evolution
over the past 26 years: an environment of
constant change given direction by a foundation
of stability based on principles of patient-centered
care and community-based planning.”
—Laura Cheever, HRSA

PRIOR TO UNAIDS
•
•

UN recognizes highly complex
Separate uncoordinated programs
10 separate UN entities:

•
World Health Organization (WHO), UN
Development Programme (UNDP), UN
Children’s Fund (UNICEF), World Food
Programme (WFP) UN Office on Drugs and
Crime (UNODC), UN High Commissioner for
Refugees (UNHCR), UN Population Fund
(UNFPA), International Labor Organization
(ILO), UNESCO, The World Bank

RYAN WHITE:
•
•
•
•
•
•
•

•

Multilateral (feds, state, local gov’ts)
Funds both clinical and social services:
Arguably first large-scale U.S. effort on Social
Determinants of Health (SDH)
Priority setting is diffused.
Cities use the POV of planning councils
States set parameters on Tx delivery
Comprehensive with explicit set-asides:
o primary care and case management;
dental, Minority AIDS Initiative;
education and training; special projects
Intended to complement existing programs
as “payer of last resort”

UNAIDS:
•
•
•
•
•
•
•
•

Coordinates those activities of all 10-now 11
with the new UN Women
Provides strategic direction
Leads the world on data collection
HIV epidemiology & global HIV financing
Publishes most authoritative info
Connects largest universe of sectors/ stakeholders
Listens, learns then sets global strategic vision
Wraps around 11 separate programs, with its
own gap-filling initiatives

OUR APPROACH TO CHANGE
Our foundation believes in a diagonal approach that addresses both the system-level efforts that can
effect large scale change as well as valuable person-level efforts through specific NGOs.

THE IMPA
CT

OF

VERTICAL IMPACT
Typical vertical approach:
Person-level efforts through
specific NGOs, often for one
population.

Working from both
directions to impact both
people and systems

06. REPORTING

E.g. Accountable care
organizations (ACOs).

Reporting publicly on
learnings from providers
and influencers who
represent patients and
caregivers.

04. GRANTING

02. CONVENING
Convening providers,
influencers and
supporters across the
health ecosystem,
with people affected
by neurodegenerative
diseases leading a
conversation to tackle
the biggest needs
of some of the most
complex, high-cost
diagnoses.

Granting money to
nonprofit providers
working on inventive
solutions and creating
connections where
useful.

Evolving based on
what is learned to
inform the next cycle.

05. EVALUATING
Monitoring and
evaluating projects
to generate
actionable data.

03. PRIORITIZING
01. ASSEMBLING

OUR
RESOURCES

07. EVOLVING

Assembling five
disease communities
to create a new, larger
community:
8 million strong.

Setting priorities
and developing
strong partnerships
with supporters to
cofund results.

HORIZONTAL IMPACT
Typical horizontal approach:
System-level efforts to effect
large scale change.
E.g. Habitat for Humanity
or Meals on Wheels
address single issue.

