
Program priorities
Adira Foundation’s programs are based on three interwoven priorities:  
patient engagement, program grants and navigation tools.

Three priorities for investing in communities

Adira has three interwoven priorities for investing in communities.  
Each of these priorities influences the others and strengthens the  
foundation’s overall work. 

We will focus initially on three of the identified diseases: 

• ALS (amyotrophic lateral sclerosis)

• Huntington’s disease 

• Parkinson’s disease 

Of the five, these communities are the smallest, with  
fewer resources and tools dedicated to patients,  
families and caregivers. 

Each of these priorities builds on and 
influences the others and strengthens 

the foundation’s overall work.
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The Three prioriTies: 
     1.    Patient engagement

     2.   Program and capacity- 
building grants

     3.   Develop navigation tools

Adira is a national, tax-exempt foundation whose mission is to 
invest in better lives for people with neurodegenerative diseases.

We work by bringing disease communities together, listening to 
hear obstacles to care, and then pinpointing and funding what 
works. Joining communities allows Adira to identify unfilled gaps 
and address commonalities among them. What we can’t solve in 
diagnosis-specific communities, we want to work on together.

Adira Foundation will focus first on people living with 
five neurodegenerative diseases: 

•   Alzheimer’s disease    •   ALS    •   Huntington’s disease          
•   Multiple sclerosis      •    Parkinson’s disease 
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1.  PATIENT ENGAGEMENT
Hearing people’s stories builds understanding of the 
complex and diverse needs of patient communities 
and those who care for them. We believe patient-driv-
en solutions can maximize the impact of treatment 
and services. 

Adira will undertake patient engagement in two ways: 

• DirecTly: 
        Adira staff will visit in-person events such as 

support groups and community meetings to hear 
from patients, their families and caregivers about 
their experiences and unmet needs.

•  ThroUGh GrANTs:
       To start, Adira will award up to $125,000 in 

grants to organizations to engage with their net-
works of patients and caregivers to assess current 
needs, thoughts on how best to fill those needs, 
and ways to create networks and community. 

  2.   PROGRAM AND CAPACITY-BUILDING 
GRANTS

Adira Foundation knows that phenomenal organiza-
tions across the country provide critical services to 
individuals living with neurodegenerative diseases. 
Adira wants to increase the services those organiza-
tions offer and enhance the network of organizations 
involved in providing high-quality support to patients, 
their families and caregivers. 

As proof of concept, Adira intends to give up to  
$1 million in grants to support organizations with 
programs that provide such support. 

3.  DEVELOP NAVIGATION TOOLS
Adira recognizes that people living with neurode-
generative diseases have changing needs through-
out their lives. And wading through all the various 
one-off solutions that exist is difficult. Adira will 
develop tools to help people living with Hunting-
ton’s disease, ALS and Parkinson’s disease. 

Those tools, developed with the direct input of 
people living with these diseases, will provide an 
individualized approach to assuring access to care 
and support services. 

These tools might include: 

• A national call center.

• An interactive website. 

• A mobile phone application.

• A network of trained and certified “navigators” 
who will assist in real time.

• Other ways proposed by people during our pa-
tient engagement initiatives. 

ADvANTAGe of ApproAch
 ▷ Adira understands that  

programs—just like health 
conditions and people living 
with multiple chronic diagno-
ses—must be interconnected 
and informed by lived expe-
riences to have the optimal 
outcomes and impact on 
patients living with ALS, Hun-
tington’s disease and Parkin-
son’s disease. 

 ▷ Data generated from each  
priority will influence the  
direction and design of others.


